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ABSTRACT

NHS reforms have sought to ensure that children and young people who are ill receive
timely, high quality and effective care as close to home as possible (DH, 2004). This study
examined the experience and impact of introducing new, ‘closer to home’ community-
based paediatric outpatient clinics from the perspectives of NHS service-users and
providers. Twenty-seven interviews conducted with parents and patients (aged 8-16),
were analysed using a descriptive phenomenological approach. Thirty-seven interviews
conducted with healthcare professionals, were analysed using a thematic framework
method. Findings reveal that paediatric outpatient ‘care close to home’ is experienced in
ways that go beyond concerns about location and proximity. For families it means care
that ‘fits into their lives’ spatially, temporally and emotionally; facilitating a sense of ‘at-
homeness’ within the self and within the place, through the creation of a warm and
welcoming environment, and by providing timely consultations which attend to aspects
of the families’ lifeworld. For service-providers, place and professional identity were
closely related, with implicit assumptions made about where high quality of care and
clinical expertise were located. Place, time and human relations were thus shown to be
meaningful constituents of the experience of paediatric outpatient care. These
previously ‘taken-for-granted’ nuances of healthcare delivery have implications for the

design and implementation of effective ‘closer to home’ services.
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AN INTRODUCTION TO THE STUDY

In line with the philosophy that families’ lives should continue as normally as possible
when children require medical treatment, NHS reforms have sought to ensure that
children and young people who are ill receive timely, high quality and effective care as
close to home as possible (DH, 2004). Health policy in the United Kingdom (UK) is thus
directing the delivery of specialist paediatric health services away from traditional
hospital settings and into new, community-based, closer to home and in home settings
(DH, 2004, 2009). The rationale for such changes to the location of care delivery include
potential benefits of keeping young people out of hospital, better access to services,
higher levels of patient satisfaction and improved health outcomes (DH, 2007). There is
also an inherent assumption within policy documents that new, closer to home models
of care are preferred by families. However, shifting services away from their traditional
setting has implications for healthcare experience and perceptions of quality as the
‘place’ of healthcare activity could hold complex meanings for service-users and their

families (Poland et al., 2005, Andrews, 2006).

This study is part of the wider Paediatric Location and Care Evaluations (PLACES) project
funded by the National Institute for Health Research (NIHR) Collaborations for
Leadership in Applied Health Research and Care (CLAHRC) programme. The PLACES
Project comprises a collaborative partnership between researchers at the University of
Birmingham and clinicians and managers at Birmingham Children’s Hospital NHS
Foundation Trust (BCH). The aim is to carry out research in response to the priorities of

the Trust which will produce findings of direct benefit to patients. Of particular interest



are evaluations of existing and innovative models of paediatric health service provision,
with the purpose of identifying areas for improved care and patient outcomes. This
includes for example, exploring the uptake of paediatric health services by families, the
acceptability of new models of care delivery and the effect of system re-design on

reducing inequalities in access to healthcare.

This particular project was developed because of the requirement to shift acute care
away from hospitals and into community settings, both regionally and nationally. In
response to Care Closer To Home (CCTH) policy objectives (DH, 2007, 2008a) and
concerns regarding hospital demand and capacity, a new ‘satellite’ clinic model for
providing General Paediatric outpatient care closer to families’ homes, in community
settings, has been established at BCH. Evidence regarding the benefits of this model
however is limited. Existing evaluations of CCTH initiatives have failed to explore the
experiential dimensions of service change from the perspectives of service-users and
providers; making it unclear whether this approach is appropriate and acceptable to
parents, young people and staff. Moreover, despite heath policy placing increasing
emphasis on delivering CCTH, implementation has been slow and inconsistent (The Audit
Commission, 2009). Paediatric outpatient CCTH was therefore identified by NHS

stakeholders at BCH as an area in need of further investigation.

This is the first qualitative evaluation of paediatric outpatient CCTH in the UK. It sought
to examine the experience and impact of introducing new, community-based paediatric
outpatient clinics, from the perspectives of (i) children and young people, (ii) parents

and carers, (iii) healthcare professionals and other NHS stakeholders. Findings contribute



to the evidence-base for delivering specialist care in alternative settings, thus building on
existing quantitative evaluations of CCTH and studies exploring the provision of care
within the home for children with complex needs. Findings further enable children’s and
parent’s perspectives to inform service design and development, which in turn may
improve their experiences of outpatient services as well as improve the practitioner-
patient-parent relationship. In addition to implications for policy and practice, findings
are of methodological and theoretical interest. An empirical focus on the lived
experience of parents and patients supports the concept of ‘humanisation’ within health
services research (HSR); a theoretical focus on the concepts of ‘place and space’, defined
here as settings which provide experiences, attachments, symbolism and identity for
their users (Andrews, 2006) allows for new and deeper understandings of the

geographical aspects of healthcare experience.

Set within the context of paediatric CCTH, the aims of this applied study are:

e To describe the experiences of families receiving specialist paediatric healthcare
in traditional and alternative settings;

e To explore the views and experiences of healthcare professionals and other NHS
stakeholders on providing paediatric outpatient care in different settings;

e To better understand the role of place and space in the experience of providing
and receiving CCTH.

Research design

To achieve these aims, a programme of research was devised, using a qualitative

methodological approach. This included a meta-synthesis of qualitative literature; an



interview study with parents, children and young people who have attended General
Paediatric outpatient appointments; and a second interview study with NHS staff and

stakeholders to explore their views on satellite clinic service provision.

Qualitative evidence review

The first study in this thesis answers the question: What does the qualitative literature
tell us about parents’ and patients’ experiences of receiving specialist paediatric care
outside of a traditional hospital setting? New insights from a synthesis of qualitative
literature in this area will contribute to the development of an evidence-base for
designing innovative and acceptable models of specialist paediatric healthcare outside of

the hospital.

Service-user perspective

The second study in this thesis answers the question: What are the experiences of
families receiving specialist paediatric outpatient care in different settings? This
phenomenological study focuses on an exploration of the meanings of healthcare

experience within diverse settings, using interviews with parents and young people.

Service-provider perspective

As providers of healthcare, professionals and other NHS stakeholders are instrumental
to the implementation of policy initiatives and success of new models of service delivery.
The third study in this thesis therefore answers the question: What are the views and
experiences of healthcare professionals and other NHS stakeholders on providing

paediatric outpatient care in different settings? This is a qualitative study, using semi-



structured interviews with staff and stakeholders and a thematic Framework method of

analysis (Ritchie and Spencer, 1994).

Synthesis of findings

Finally, the findings of these studies are synthesised to think about the third question
from both service-user and service-provider perspectives: What is the role of place and

space in providing and receiving care closer to home?

Key objectives of this research therefore are (i) to enhance understanding of satellite
clinics as a model of service provision for paediatric outpatient care and (ii) to develop

understanding of the theoretical constructs of place and space in healthcare experience.

Outline of Thesis

The chapters of this thesis tell the story of the research project; starting with the
national policy and local hospital context that informed the study, moving through to a
review of existing literature, a description of the philosophical foundations of the study
and methods of data collection and analysis, and finally to the findings and their

implications for policy, practice and future research.

Chapter one provides an introduction to the historical, political and economic
background that has contributed to the development and shaping of Care Closer to
Home (CCTH) policy initiatives. It also details the research setting (Birmingham
Children’s Hospital NHS Foundation Trust and local Primary Care Trusts) so that the

reader may understand the context of the research in terms of the Trust’s organisational



structure, hospital location and physical environment, patient population and service

demands.

Chapter two presents a more detailed account of the literature relating to paediatric
CCTH, including an overview of existing evaluations, with particular focus on the
‘specialist outreach clinic’ model (Gruen et al., 2009) utilised by BCH for delivering
community-based, General Paediatric outpatient services. The use of patient satisfaction
and experience measures to indicate healthcare quality and inform service improvement
are then examined, before consideration is given to the involvement of children and
young people in healthcare. Finally an exploration of the theoretical and empirical
literature relating to the concept of ‘Place and Space’ is provided; proposing that the
creation and therapeutic function of ‘place’ holds a central role in healthcare reforms,

making it a valuable area for research inquiry.

Chapter three is a meta-synthesis of qualitative literature on families” experiences of
receiving specialist paediatric healthcare outside of a hospital setting. The aim of this
review is to examine the qualitative evidence for providing paediatric CCTH and to
derive new, conceptual understandings of families’ experiences of receiving specialist
paediatric care in the community and at home. The aim is reflected in the choice of
synthesis method, meta-ethnography, which is purposefully designed to be
“interpretative rather than aggregative” (Noblit and Hare, 1988, p.11). In addition to
developing new conceptual insights, this meta-synthesis will contribute to the evidence-

base of paediatric CCTH, enabling service-providers to make more informed decisions.



Chapter four describes the qualitative methodological approach taken in the two
empirical studies, providing a rationale for the use of different qualitative methods in
response to the distinct research questions, asked of two distinct groups of participants;
service-users and service-providers (a descriptive phenomenological approach for
families (Giorgi, 2009) and thematic Framework method (Ritchie and Spencer, 1994) for
NHS healthcare professionals and stakeholders). Further details on the philosophical
foundations of descriptive phenomenology and Giorgi’s (2009) method are then
presented, before the thematic Framework approach (Ritchie and Spencer, 1994) is

described.

Chapter five describes the methods of data collection and analysis used in the
phenomenological study of families’ experiences of receiving paediatric CCTH and the
gualitative study of healthcare professionals and NHS stakeholders’ views and
experiences of delivering paediatric CCTH. This includes a description of the research
processes, including sampling, interviewing and data analysis; the application of Giorgi’s
(2009) descriptive phenomenological method for family data and thematic Framework
method (Ritchie and Spencer, 1994) for staff data. Access to the research sites and
research ethics are further examined, before detailing the processes employed to

maintain rigour and reflexivity.

Chapter six presents the findings of the family study, describing families’ experiences of
receiving paediatric outpatient care at the Children’s Hospital and then at the two
community-based clinics. The chapter begins with a description of the participants,

before presenting the essential, general structure of the phenomenon, followed by more



detailed descriptions of the constituents of the general structure, supported by verbatim
guotations. Commonalities and variations between participants’ accounts are also
illuminated. In line with the phenomenological tradition, findings are written in a way
that attempts to retain the ‘texture’ of human experience as well as maintaining
structural accuracy. Thus the style of writing within this chapter is deliberately used to
provoke a sense of recognition and empathy within the reader (Todres, 1998). The
chapter concludes by comparing participants’ experiences of different settings in order

to initiate discussion about the impact of place on paediatric outpatient experience.

Chapter seven presents the findings from staff and stakeholder interviews. After
describing the range of primary and secondary care participants purposefully recruited
for the study, three main themes generated from data analysis are discussed:
organisational factors, policy implementation and service design. Each theme is
supplemented with verbatim quotations, highlighting interesting and important points
within the analysis. Findings also illuminate potential barriers to implementation of

CCTH policy initiatives.

The final chapter draws together findings from the meta-synthesis, phenomenological
family study and qualitative staff and stakeholder study, discussing them in relation to
the research questions and current literature. Contributions made by this thesis to
paediatric health service policy and practice and theoretical conceptions of place and
space are then provided, along with a discussion of strengths and limitations of the

research, highlighting areas for future study.



CHAPTER ONE

1 BACKGROUND

1.0 Introduction to policy and practice

In this chapter, the current and historical context of Care Closer to Home (CCTH) policy and
implementation is reviewed, with additional focus on paediatric health services. This is
followed by a description of the research setting (Birmingham Children’s Hospital NHS
Foundation Trust) including the Trust’s organisational structure, hospital location and
physical environment, patient population and service demands. Finally, the two
community-based clinics are described in terms of their geographical location and

demographic characteristics.

1.1 Policy context

In recent years, health policy has pushed for at least some aspects of secondary care to be
shifted out of hospitals and into community settings. Anticipated benefits of this initiative
include: improved health and wellbeing for patients, more cost-effective provision of
healthcare and greater patient satisfaction. A key policy driver for this shift of care in
England was the publication of the White Paper, ‘Our Health, Our Care, Our Say’ (DH, 2006)
which, following public consultation set a new strategic direction for services to be
provided closer to patients’ homes. This white paper built on previous policy initiatives
seeking to deliver NHS improvements through ‘Creating a patient-led NHS’ (DH, 2005)
which urged healthcare teams to “move from a service that does things to and for its

patients to one which is patient-led where the service works with patients to support them



with their health needs” (p.3). Shifting care out of hospitals and into more local settings
thus gave life to the National Health Service (NHS) vision of more personalised and

convenient healthcare that was responsive to patient need:

“When people access community services, they should do so in places and at times
that fit in with the way they lead their lives. Organisational boundaries should not
be barriers. Furthermore, services that would serve people better if they were
placed in local communities should be located there and not in general hospitals.”
(DH, 2006, p.13)
Policy suggests that many health services, including outpatient appointments, are provided
in hospitals due to tradition rather than necessity. Hence there may be no clinical reason

why some services could not potentially be provided in health centres, General Practitioner

(GP) practices, or other community locations:

“Currently there are nearly 45 million outpatient appointments every year in

England. Estimates vary by specialty, but for some specialties up to half of these

could eventually be provided in a community setting.” (DH, 2006, p.135)
Benefits of providing outpatient care in the community are suggested to include more
efficient and sustainable services that relieve demand on the acute sector, provide better
guality care with shorter waits for treatment and shorter journey times, improved patient
choice and consistent care regardless of demographic, socio-economic or geographical
status (DH, 2007). This transformation of care was assumed to be preferred by patients and
their families, as well as facilitate more joined-up working across traditional primary-
secondary care boundaries (Patterson, 2010). As such, CCTH was considered more than
simply changing the place in which services were provided. Rather, the initiative was

intended to instigate changes in the entire way that care was conceptualised and organised



(Singh, 2006). Thus, alongside a shift in the geographical location of services, there was also

a drive to shift the culture of the NHS towards a more integrated approach, whereby multi-

professional teams would work in partnership to deliver truly patient-centred care (Royal

College of Physicians et al., 2008):

111

“Shifting care closer to home is one of the pillars that supports our vision of
improved community health and social care. What we are seeking is nothing less
than a fundamental change in the way health and social care operates, a change
that will inspire staff to deliver better quality care and that will put people in
control. The next chapter sets out how we will ensure that this vision becomes a
reality.” (DH, 2006, p.154)

Implementing Care Closer To Home

Implementation documents (DH, 2007, 2008a) subsequently set out the need to take a

‘whole system’ approach, with critical elements of the challenge emerging as:

Bringing care closer to home in a way that both involves people as partners in
designing services and delivering their care, and which reaches all of the population,
addressing inequalities;

Ensuring that services closer to home form part of integrated care pathways for
users, making effective links between health, social care and other services;

Building commissioning capacity and capability, working with communities to
establish the outcomes that matter to them and the most appropriate ways of
meeting them;

The development of leadership, both clinical and managerial, to grasp the strategic
opportunities, work with local communities to co-design change, and to see change
through;

Developing community premises and estates that are fit for the future as well as the
present;



6. Workforce - putting in place the roles, skills and planning to facilitate services that
support people at home and in the community;

7. Making greater use of technology to provide more care in community settings and
at home. (DH, 20083, p.2-3)

In his ‘next stage review’ of the NHS (DH, 2008b), Lord Darzi also set about making
recommendations to implement policy changes. He suggested moving ‘routine healthcare’
such as outpatient appointments, away from acute hospitals and into new, community-
based polyclinics to provide a ‘one-stop-shop’ for healthcare (DH, 2008b). A key part of this
plan was to extend the opening times of such clinics, so as to make services more accessible
for working people. In proposing a polyclinic model as the way forward, Darzi’s

recommendations echoed his preceding review of healthcare in London (Darzi, 2007).

Labour’s open-all-hours ‘Darzi centres’ thus became the centrepiece of their health
reforms, resulting in many Primary Care Trusts (PCTs) in England attempting to break down
traditional boundaries by bringing primary and secondary care services together. An
example of this was demonstrated in Hartlepool, where two hospitals were closed and
replaced with one new hospital and two new, purpose built integrated health centres,
located in the north and south of the town. These community health centres provided GP
services as well as specialist chronic disease services, urgent care services, physio and
speech and language therapies, outpatient care, minor surgery and x-ray. There was also a
pharmacy and a large breakout space for community meetings and classes (University

Hospital of Hartlepool Study Day, 2010).



1.1.2 Liberating the NHS

In May 2010 (six months after the start of this study) a General Election was held in England
and Wales, resulting in the Labour government being replaced by a Conservative and
Liberal Democrat coalition. Under this new Government, Labour’s Darzi centres found
themselves “stranded in a very different political and economic climate” (Davies, 2010,
p.1023) and following a major review, London’s polyclinic programme was axed. In this
politically symbolic act (Gainsbury and West, 2010), the new Health Secretary, Andrew
Lansley declared that a top down, ‘one size fits all’ programme would be replaced with a
new initiative whereby more responsibility would be handed to clinicians and to the public

(Gainsbury, 2010).

With a new Government came the introduction of a new White Paper. In July 2010 ‘Equity
and Excellence: Liberating the NHS’ (DH, 2010a) was released, coining the catchphrase “no
decision about me without me” (p.3). Retaining Darzi’s focus on quality, the main objective
of this reform was to put patients at the centre of healthcare by giving them more choice
over care providers and encouraging shared-decision making with regards to treatment.
Through this and the subsequent Health and Social Care Act (DH, 2012), the Government
confirmed its new direction for the NHS by outlining fundamental changes to its
functioning. In a move not too dissimilar from the previous Conservative GP fund-holding
initiative, Primary Care Trusts (PCTs) and Strategic Health Authorities (SHAs) were replaced
with Clinical Commissioning Groups (CCGs), in which GPs became responsible for
commissioning all health services on behalf of their patients. Despite this major

reorganisation, there remained a push to deliver more services in the community, partly in



an effort to “reduce costs, and partly to make care more patient-centred” (Munton et al.,
2011, p.2). Such restructuring of the health service together with the development of CCGs
is therefore likely to lead to further development of community-based secondary care

services (Abdelhamid et al., 2012).

1.1.3 The Nicholson Challenge

Changes to the provision of healthcare also need to be located within the context of recent
economic decline and austerity measures, resulting in the NHS Chief Executive David
Nicholson, ‘challenging’ the entire NHS to make between £15bn and £20bn in efficiency
savings over four years from 2011 to 2014 (Hawkes, 2012). This challenge calls for new,
more productive ways of working to be found so that similar outcomes can be achieved at
little extra cost. Part of this ‘doing more for less’ has been the Quality Innovation
Productivity Prevention (QIPP) initiative. This is supported by the new white paper and
demonstrates the government’s commitment to ensuring that the NHS makes efficiency
savings, which can be reinvested into services to improve care quality (DH, 2010a). The
challenge of improving productivity and quality, while also saving money is likely to prompt
further changes within the NHS, particularly with the demands of commissioners who want

to see more services moved closer to home (DH, 2011c).

1.1.4 Services for children

Although the shift of healthcare from hospitals into community settings is relatively new in
adult healthcare, the theme has been running through policy for paediatric health services

since the Platt Report in 1959. Based on the philosophy that families’ lives should continue



as normally as possible when children require medical treatment, NHS reforms have sought
to ensure that children and young people who are ill receive timely, high quality and
effective care as close to home as possible (DH, 2004). In recommending that families
receive services which are coordinated around their individual needs and take account of
their views (DH, 2004), the National Service Framework (NSF) for children and young
people further draws on the United Nations Convention on the Rights of the Child (1989).
This outlines the basic human rights of all children, including the right to good quality
healthcare and to respect of their views. The NSF also formed a crucial part of the Every
Child Matters programme (Department for Education and Skills, 2004) which encouraged
organisations to work together to provide coordinated services around the needs of the
child. The NSF and Every Child Matters programme were later reinforced by the publication
of the child health strategy, Healthy Lives, Brighter Futures (DH, 2009) and the Kennedy
report (2010) which was commissioned to review barriers to the improvement of children’s
healthcare. In his report, Kennedy (2010) reiterates that services for children and young
people should be planned in a joined-up and holistic way, with greater engagement from
children themselves. It is clear then, that policy has directed paediatric healthcare towards
a more ‘family-centred’ approach (Shields et al., 2006) which aims to keep children and
young people out of hospital and encourages them to work in partnership with healthcare

providers to ensure that services are built around their needs.

1.1.5 Where are we now?

Political and economic changes have redefined health services by focusing on the active

participation of patients in decisions about their service provider, treatment and in the



design of new models of service provision (see table 1). Through shared responsibility and
patient involvement, these changes are intended to transform healthcare by improving
guality and minimising demand, and therefore costs. Reforms in health policy have also
focused on rethinking the location of care (Ham et al., 2012), directing services away from
hospitals and into new, ‘closer to home’ community settings. Thus, despite recent changes
to the commissioning landscape, the concepts of quality, patient experience and ‘place’
remain central to government policy initiatives, including those considering health services

for children and young people.



Table 1: Key documents outlining Care Closer to Home

Author & Title Contribution

Year

Platt, 1959 | The Welfare of Children in | Children shall be admitted to hospital only if the care they

Hospital require cannot be equally provided at home or on a daily
basis as an outpatient; Parents should be allowed to visit
children in hospital whenever they can and to help as
much as possible with the care of the child.

DH, 2004 National Service Standard 3: Children, young people and families should

Framework for Children, receive high quality services which are co-ordinated

Young people and around their individual and family needs and take account

Maternity Services of their views; Standard 6: Children and young people
who are ill should receive timely, high quality and
effective care as close to home as possible, within a local
system that co-ordinates health, social care and education
in a way that meets individual needs.

DH, 2005 Creating a Patient-led NHS | Outlines action for local and national leaders to transform
the NHS into a patient-led organisation which responds to
the needs and wishes of patients, offering them more
choice and joined-up care.

DH, 2006 Our Health, Our Care, Our | Recommends shifting services away from acute hospitals

Say and into the community, citing benefits of better quality
care with shorter waits for treatment and shorter journey
times, thus improving both the patient experience and
health outcomes.

DH, 2007 Implementing Care Closer | Provides case study examples of best practice for

to Home delivering care closer to home, including practitioners
with special interests.

DH, 2008 High Quality Care for All: Highlights the need to bring care closer to home to deliver

NHS Next Stage Review better care for patients.

DH, 2008 Delivering Care Closer to Outlines the challenges involved in shifting care closer to

Home: Meeting the home and tools to support delivery.

Challenge

DH, 2009 Healthy lives, brighter Long-term strategy to improve health outcomes for all

futures — The strategy for children and young people; highlights a need for

children and young partnerships between health, social and education
people’s health authorities to provide high quality support for families at
key stages in their children’s lives.

Kennedy, Getting it right for children | Review carried out amid concern about services provided

2010 and young people: by the NHS to children and young people. Recommended

Overcoming cultural giving children’s services a higher priority within the NHS,

barriers in the NHS so as with more partnership working and more involvement of
to meet their needs children and young people.

DH, 2010 Equity and Excellence: Outlines plans to ‘liberate’ the NHS by reducing

Liberating the NHS bureaucracy, focusing on clinical outcomes and devolving
power to local clinicians. Advocates taking a ‘genuinely
patient-centred approach’ to care by giving patients more
choice, involvement and control.

DH, 2012 Health and Social Care Act | Supports a shift of care from hospitals to community /

home settings and from professionals to patients. Clinical
Commissioning Groups formed to take control of the NHS
budget from PCTS; GPs to be in charge of planning and
buying all health services for patients.




1.2 Birmingham Children’s Hospital

Birmingham Children’s Hospital NHS Foundation Trust (BCH) is a major children’s teaching
hospital situated in Birmingham (UK) city centre. The city has a youthful age profile with
227,800 children (aged 0-15) representing 22% of the population (Office for National
Statistics, 2011).The population is ethnically diverse with one third belonging to an ethnic
group other than White (Office for National Statistics, 2011) and has considerable

demographic variation, with several areas of significant health and social need.

Providing a wide range of paediatric emergency, secondary and tertiary care locally,
regionally, nationally and internationally, Birmingham Children’s Hospital has 313 inpatient
beds across 15 wards, a 22 bedded paediatric intensive care unit (PICU) and a 24 hour,
seven days a week Emergency Department (Care Quality Commission, 2011). It also
provides a variety of outpatient services, seeing 154,975 outpatient attendances in 2011/12
(Birmingham Children’s Hospital NHS Foundation Trust, 2012/13). The former Heart of
Birmingham teaching Primary Care Trust (HOB tPCT) has traditionally been responsible for
commissioning secondary healthcare from BCH for the residents of Birmingham, including
the provision of General Paediatric services. Following the recent Health and Social Care Act

(DH, 2012), this responsibility will be passed to GPs via the introduction of CCGs.

1.2.1 Quality and Innovation

Each year Birmingham Children’s Hospital NHS Foundation Trust makes a range of
commitments regarding improvements to the quality of services they provide to families.

These are decided in consultation with children, young people, families, staff, other NHS

10



providers, commissioners and stakeholders. In 2009, the first of these consultations
entitled ‘The Children’s InTent: Shaping our Future’ identified three key areas for
improvement which gave focus for the development of a 5-year strategy (Birmingham
Children’s Hospital NHS Foundation Trust, 2009/10) and highlighted areas in need of

investigation for this research (Cummins et al., 2009):

1. Caring for all of the children and young people who choose and need to use us, so
they are admitted to our hospital when they need us, not when we are ready for
them;

2. Working in partnership with other hospitals and community providers to ensure
children are looked after as close to home as possible;

3. Advocating for children and young people to ensure they get the best possible start
in life.

In addition, quality improvement goals have been set in response to national initiatives
such as the Quality Innovation Productivity and Prevention (QIPP) and Commissioning for
Quality and Innovation (CQUIN) schemes. QIPP schemes agreed and met in 2011

(Birmingham Children’s Hospital NHS Foundation Trust, 2012/13) included:

e Reducing outpatient attendances, emergency attendances and admissions;
e Reducing length of stay by treating patients at home;

e Using ‘patient journeys’ to establish the ideal journey and demonstrate
improvements;

e Adopting the Department of Health ‘You're Welcome’ toolkit;

e Increasing the level of service-user involvement.

11



The CQUIN framework was introduced in 2009 as a national agenda for locally agreed
quality improvement schemes (DH, 2010b). It was devised to enable commissioners to
reward excellence by linking a proportion of healthcare providers’ funding to the
achievement of local quality improvement goals. The aim of the initiative therefore was to
create a culture of ongoing quality improvement, with goals agreed on an annual basis (DH,
2010b). Through the CQUIN payment framework, a proportion of BCH’s income in 2011/12
was conditional upon achieving quality improvement goals agreed between BCH NHS
Foundation Trust and the former HOB tPCT and West Midlands Specialised Commissioning
Team (Birmingham Children’s Hospital NHS Foundation Trust, 2012/13). These included

demonstrating improvements to the family and patient experience.

1.2.2 Capacity

With a city centre site, the implementation of a patient ‘Choose and Book’ appointment
system and ‘brand recognition’, BCH services operate at near full capacity with a growing
demand (Cummins et al., 2009). Ensuring the Trust has enough capacity to manage such an
increase however, has been identified by families, staff and commissioners as a key concern
(The Healthcare Commission, 2009, Birmingham Children’s Hospital NHS Foundation Trust,
2009/10). Consequently, BCH is forced to consider alternative models of service delivery as

part of its strategic intentions for the future.

At the Chief Executive’s briefing in January 2010, discussions were started with regards to
the Trust’s capacity issues and exploring potential solutions. Options included re-designing
the existing hospital site and co-locating services in community settings (for example using

a satellite clinic model) or moving to a new site with more space. A consultation exercise
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revealed that staff would prefer to stay at the current site rather than move to a new
location. In the medium term then, the Trust is investing in capacity at the existing site with
the expansion of PICU, a new theatre block and more services being delivered outside of
the hospital (e.g. hospital-at-home and community-based satellite clinics) (Birmingham
Children's Hospital NHS Foundation Trust, 2013). Nevertheless, detailed work continues to
be carried out by the executive team to explore options for the long term future of the
Trust, with the caveat that any move to a new site would take approximately 10 years to

complete.

1.2.3 Attendance

Despite problems of capacity, there is a high non-attendance rate (>10 %) at General
Paediatric outpatient appointments at BCH, especially from deprived and outlying areas
and an apparent lack of access (Birmingham Children’s Hospital NHS Foundation Trust,
2009/10). Missed appointments have significant financial, resource and time implications
for service providers and can also pose serious consequences for the health of the child.
Literature suggests however, that attendance is influenced by a number of complex factors
including; experience, beliefs and expectations, perceptions of quality and patient
satisfaction (Newsome and Wright, 1999, Strasser et al., 1993, Freed et al., 1998, Spencer,
1993). The General Paediatric service in particular has been identified by BCH as one where
investigation and interventions to lower non-attendance rates might be targeted. New
models of service provision such as delivering paediatric outpatient care in community

settings could help to overcome some of these obstacles (Sibbald et al., 2008).
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1.2.4 Birmingham Children’s Hospital as a health place

A recent unpublished study (Lam et al., 2012) and anecdotal evidence suggests that families
in and around Birmingham bypass more convenient places (e.g. GP surgeries, more local
hospitals) in favour of attending BCH Emergency Department with non-emergency
conditions. The perceived expertise of practitioners and access to investigations at BCH in
comparison to local healthcare, is thus constructed as a major factor in parental health
service choice (Woolfenden et al., 2000).This use of the Emergency Department as a
primary care facility could be attributed to the meaning of the BCH ‘brand’ to families, as a
specialist and dedicated Children’s Hospital. Brand trust is defined as the sense of security
held by an individual that a brand will consistently satisfy their needs and meet their
expectations (Deighton, 1992). If families’ perceptions are that BCH is the most trusted
place for their child’s care, this may present a barrier to uptake of new closer to home
clinics, especially if parents are willing to pay a higher ‘price’ (e.g. travelling longer
distances; paying extra costs for travel / parking; waiting longer to be seen) for a hospital-
based service which they trust will meet their expectations, deliver high quality care and

has a trustworthy reputation.

1.2.5 Outpatient Care

Outpatient services are one of BCH’s largest areas of provision, utilising a significant
amount of hospital resources and staff. These services continue to battle with costly non-
attendance rates, leading some to question whether they need to be delivered in hospital
at all (Taylor, 2010). Outpatient services have further been suggested to need a radical

rethink, as changing how they are provided could lead to cost savings and greatly improve
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patient experience (Patel, 2011). One outpatient service that BCH considers appropriate for
delivery in the community is General Paediatrics. However, limited evidence means that it
is unclear whether the aforementioned benefits of CCTH could be achieved in a paediatric
context, and whether community-based clinics would be desirable to families. Given that
paediatric services must overcome unique challenges in addressing the child’s wishes as

well as those of their parents, findings from adult settings may not be transferable.

1.2.6 General Paediatric Service

As a clinical speciality, General Paediatrics can be defined as: “the diagnosis from
symptoms, signs and investigations of undifferentiated referred infants, children and young
people” (Wacogne et al., 2006, p.1030). The General Paediatrician’s role involves
“initiat(ing) treatment which can be delivered personally or by another person or team,
according to the needs of the child” (Wacogne et al., 2006, p.1030). The service therefore
covers a variety of non-organ specific medical illnesses and psychological and social issues,
ranging from urgent medical conditions to more long-term health needs. Health conditions
treated by the General Paediatric team include, amongst others: asthma, infections,

epilepsy, seasonal respiratory illnesses, allergy and constipation.

The General Paediatric department at BCH has nine General Paediatric Consultants. There
are approximately 4,300 admissions per year to the General Paediatric service, and 9,000
outpatient attendances per year (West Midlands Deanery, 2012). Roles and responsibilities

of the General Paediatric team include:

e Referrals from General Practitioners and the Emergency Department;
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¢ Inpatient management of all acute and chronic general paediatric medical
conditions (including child protection);

e Advice to other services within the Trust about general medical problems, child
protection issues, and co-ordination of care for children with complex needs;

e Overall responsibility for general medical admissions to PICU, in close collaboration
with the intensive care medical staff;

e Outpatient management of new and follow-up patients;

e Education, appraisal, and support of doctors in training, and teaching of medical
students.

In addition to hospital inpatient and outpatient services, the General Paediatric team runs a
new Paediatric Outpatient Referral, Triage and Liaison (PORTAL) service. This is a ‘virtual’
outpatient clinic, commissioned by HOB tPCT in 2011, to provide specialist online advice
and guidance to GPs to assist them with decisions about treating paediatric patients. The
idea is to prevent children going to hospital unnecessarily by providing GPs with specialist
advice via the ‘Choose and Book’ appointment system, within 48 hours of the request. A
mixed methods evaluation of this pilot service carried out by the CLAHRC PLACES Project
team found that the service was effective in reducing outpatient attendances and
facilitating knowledge transfer between primary and secondary care clinicians

(Wordsworth et al., 2011). The pilot has been extended with further evaluation underway.

1.3 Satellite clinics

At present, the BCH General Paediatric team provides two ‘satellite’ clinics in community
settings; one at Greet Health Centre (Heart of Birmingham teaching PCT, Sparkbrook

locality) and one at Wychall Child and Family Centre (South Birmingham PCT, Northfield /
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Kings Norton locality). In this context, satellite clinics denote consultant-led, secondary care
outpatient services that are centrally managed, but delivered in settings outside of the
main hospital site. In this case a health centre and a Sure Start family centre, although any
community site could be included (e.g. GP surgery, community centre, school). Satellite
clinics can be described as ambulatory, generally pre-planned care, although open access
appointments can form part of the service. Referrals to these clinics are generally made by
GPs to the main hospital, who then allocates them to local clinics based on postcode,

medical condition and consultation with the family.

The Greet health centre clinic was initially established in response to discussions between
the Heart Of Birmingham teaching Primary Care Trust (HOBtPCT) and BCH regarding how
the two organisations could work together to improve services for children and young
people, as well as reducing rates of non-attendance which were identified as high for
families living in the area. The Wychall clinic was set up by one of the Consultant General
Paediatricians who recognised that families from the Northfield / Kings Norton area of
south Birmingham had to travel a considerable distance to the hospital, which was
particularly difficult for those travelling via public transport with young children. In the
1990s paediatric health services had been transferred from Selly Oak Hospital in the heart
of south Birmingham to the current city centre site of BCH, thus reducing access to
specialist paediatric care for families living in those areas. Providing a General Paediatric
outpatient clinic between the Northfield and Kings Norton areas of south Birmingham
aimed to improve access and convenience for families, as well as reducing their travel

costs.
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1.3.1 Sparkbrook locality

Greet health centre is located in the Sparkbrook area of central of Birmingham. Healthcare
for families living in this locality is organised and provided by the former HoB tPCT which
covers the wards of Aston, Handsworth Wood, Ladywood, Lozells and East Handsworth,
Nechells, Oscott, Perry Barr, Soho, Sparkbrook and Springfield (Heart of Birmingham
teaching Primary Care Trust, 2009b). This locality has a multi-ethnic population with seven
out of ten residents from a minority-ethnic group. The population is also disproportionately
young, with approximately one third aged 19 years or younger (Heart of Birmingham
teaching Primary Care Trust, 2009b). Children in this area tend to have multiple medical
problems, some of which arise directly from deprivation, and some of which are normal

healthcare problems exacerbated by poor access to services.

1.3.2 Greet community health centre

Located approximately 4.5 miles from BCH (see figure 1), Greet community health centre
provides a range of primary and secondary care services to the local community. These
include: rheumatology, ultrasound, MRI, X-ray, gynecology, minor surgery, cardiac
rehabilitation and smoking cessation services. It also offers GP appointments and urgent
care for those who need it but do not require a visit to the Emergency Department (Heart
of Birmingham teaching Primary Care Trust, 2009a). A pilot outpatient clinic was
established at Greet health centre by two Consultant General Paediatricians between
September 2006 and February 2007. Since then, the clinic has continued to run, once per

week by appointment.
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1.3.3 Northfield / Kings Norton locality

Wychall family and children’s centre is located on the border of Northfield and Kings
Norton areas of south Birmingham. Healthcare for families living in this area is planned and
provided by the former South Birmingham Primary Care Trust (SBPCT). This Trust covered
the wards of Edgbaston, Hall Green, Harborne, Kings Norton, Longbridge, Moseley,
Northfield, Quinton, Selly Oak, Weoley and Fox Hollies (NHS South Birmingham, 2010/11).
Similar to Birmingham as a whole, SBPCT has a higher than national proportion of young
people, particularly under 5’s and 10 to 14 year olds. Although the rates of child poverty
are lower than in HoB tPCT, there are 5 wards in SBPCT where >50% of families with
children aged 0-16 claim benefits. These are: Kings Norton, Weoley, Bartley Green, Fox
Hollies and Longbridge (South Birmingham PCT, 2003). Four of these are also the worst four
wards in Birmingham for education deprivation, calculated by the number of children aged
16 or over not in full time education, rates of school absenteeism and percentage of

children with English as a second language (South Birmingham PCT, 2003).

1.3.4 Woychall family and children’s centre

Located approximately 7.4 miles from BCH (see figure 1), Wychall family centre brings
together childcare, education, health, and employment services for families with children
under five years old (Birmingham City Council, 2011). Their aim is to deliver a ‘core

purpose’ which will:
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“Improve outcomes and narrow the gaps, particularly in terms of identifying,
reaching and supporting the families in greatest need to improve their: parenting
capacity, health and wellbeing (including economic wellbeing), child development
and school readiness. This is achieved through acting as a hub for the local
community.” (Birmingham City Council, 2011, p.14)

Wychall family centre offers debt and benefits advice, Child and Adolescent Mental Health
Services, parenting groups, job centre plus, information on tax credits and sexual health
services. A General Paediatric satellite clinic was established there in January 2010 by a BCH
Consultant General Paediatrician, who has subsequently retired. Another Consultant
General Paediatrician has now taken over the clinic which runs once per week, by
appointment. Initially a drop in clinic was also provided, but little demand led to its

discontinuation.

1.3.5 Evaluation

Following the six month pilot at Greet health centre, a basic service evaluation was carried
out. Patient survey data, conversations with parents and discussion between HOB tPCT and
BCH since the inception of the clinic, indicated that the majority of attendees found the
clinic to be ‘more convenient’ than the hospital in terms of parking (90%), transport (58%)
and childcare arrangements (75%) (Buckle, 2007). A non-attendance rate of 10% was
further reported for the clinic, in comparison with a concurrent rate of more than 30% at
the main hospital site (Buckle, 2007). However, anecdotal reports suggest that attendance
at the satellite clinic has worsened since the pilot study, and a recent analysis of data
collected at the Wychall satellite clinic revealed that 12 out of 63 (19%) appointments were

not attended in the year 2010 (Birmingham Children's Hospital NHS Foundation Trust,
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2010). Evidence for paediatric satellite clinics therefore remains unclear and necessitates

further investigation.

Figure 1: Map showing BCH and two satellite clinics
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1.4 Summary

The aim of this study is to evaluate a new satellite clinic model implemented by
Birmingham Children’s Hospital for delivering consultant-led, General Paediatric outpatient
care in GP practices and children’s centres. There are several motivating factors for the
hospital to place General Paediatric outpatient clinics in the community, including the
conclusion of the Department of Health Darzi Review (2008b), which advocated the
provision of services provided as ‘close to home’ as possible. Community-based clinics may
also improve access to paediatric specialist care for families from differing ethnic and socio-
economic backgrounds, thereby reducing health inequalities and non-attendance rates. In
the longer term, providing outpatient services in the community would increase capacity at

the main hospital which is currently limited. However, evidence regarding acceptability,
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cost-effectiveness, health outcomes, attendance rates and satisfaction is unclear, especially
in relation to a ‘satellite’ clinic model. The next chapter presents a more detailed account of
the literature relating to CCTH and reviews it in relation to paediatric services, patient

experience and theoretical concepts of place and space.
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CHAPTER TWO

2 LITERATURE REVIEW

2.0 Introduction

In this review, literature relating to evaluations of Care Closer to Home (CCTH) as a new
model of healthcare provision is examined. As Birmingham Children’s Hospital (BCH) is
considering a satellite clinic model for delivering community-based outpatient services,
there is a focus on reviewing the evidence for ‘specialist outreach clinics’ within a UK

paediatric healthcare context. However, due to limitations in the CCTH literature

specifically relating to children’s services, criteria for included studies was widened to also

incorporate evaluations of adult specialist outreach clinics. This is followed by a review of

literature exploring factors which might influence CCTH policy implementation and studies

describing patient experiences of CCTH. Literature concerning paediatric CCTH is then

discussed in more detail, before a summary of findings is given.

As improvements in patient satisfaction and experience are frequently cited as a
justification for CCTH (DH, 2007), the second body of literature examined in this review
relates to the emergence of patient satisfaction as an indicator of healthcare quality.
Reflecting developments in policy and research, the concept of ‘patient satisfaction’ is
critiqued in terms of its ‘consumerist’ nature. This leads to a consideration of ‘patient
experience’ which is argued to be a more meaningful concept. As the findings from this
project are intended to provide evidence on which to inform paediatric health service

improvements, the benefits and limitations of different methods for capturing patient
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experience are discussed, as are approaches for using patient feedback to make service
improvements. Literature specifically relating to the inclusion of children’s views in

paediatric healthcare is presented, before findings are summarised.

Finally, in light of the central role given to ‘place’ in recent health policy reforms, and the
resulting theoretical focus of this thesis, literature relating to the concept of ‘Place and
Space’ within healthcare is reviewed. It is argued that the tendency to focus on CCTH as a
philosophy of care has, in the past, led to a disregard of the importance of the physical
place for health service-user and provider experience. However, as Moore et al (2013)
identify, “all action has meaning only in the context of its surroundings” (p.151) and so, in
this study, CCTH is considered a co-construction between philosophy and place. ‘Place and
Space’ as theoretical concepts are thus examined in the third section of this review, both
from phenomenological and social constructionist perspectives. Empirical studies exploring
the role of place and space in healthcare are then considered, with a particular emphasis
on children’s health services where possible. A more detailed exploration of research
concerning families’” experiences of receiving specialist paediatric healthcare outside of a

hospital setting is presented in the meta-synthesis of qualitative literature in chapter 3.

2.1 Search Strategy

A search of the available literature was conducted in the following databases: Ovid
Medline, Science Direct, Health Management Information Consortium and Google Scholar.
Various synonyms of keywords relating to the model of care (closer to home; outreach),
patient experience and ‘space’ and ‘place’ were combined, with and without the terms

‘child’, ‘parent’ and ‘family’ to locate research. From this search, a number of articles were
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identified. Abstracts were screened for relevance, and included if they discussed the
provision and evaluation of a ‘closer to home’ model of care, patient experience and
theoretical aspects of place and space. Despite a large body of literature however, it
became apparent that children and young people were under-represented (Hargreaves and
Viner, 2012, La Valle et al., 2012). Articles relating to adult services were therefore also
included if they discussed patient experience in relation to measuring healthcare quality in
the UK. In addition, online resources provided by The Kings Fund, the NHS Institute for
Innovation and Improvement and The Excellence Framework for Patient Experience were
searched, as were the reference lists of all included articles to identify further literature.
Studies presented at relevant conferences (e.g. UK Health Services Research Network
Symposium) were also included. This strategy identified a number of key texts including
book chapters, primary research, systematic reviews, letters, Department of Health

publications, commentaries and reports. These will now be reviewed.

2.2 Evaluations of Care Closer to Home

UK government policy has, in recent years, directed healthcare away from large hospital
institutions and into local community settings, closer to patient’s homes (DH, 2006).

Rationale for this initiative has included:

e Giving patients more choice, independence and control;
e Reducing the demand on hospital services;
e Reducing overall costs to the NHS;

e Improving the quality of care.
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New service models were thus anticipated to deliver more clinically- and cost-effective care
with higher rates of patient satisfaction. Alongside hospital-at-home, specialist outreach
clinics (where hospital Consultants deliver outpatient care in community settings) have
tended to dominate in the UK as a model for delivering CCTH (Gruen et al., 2009). This is
perhaps unsurprising given the context of the polyclinic programme advocated by Lord
Darzi in his review of the NHS (DH, 2008b). Other models gaining attention include General
Practitioners with Special Interests (GPwSI) and ‘virtual outreach’ such as telemedicine
(Royal College of Physicians, 2012). Evidence for CCTH will now be summarised, with

particular focus on specialist outreach clinics.

2.2.1 Care Closer to Home demonstration sites

A range of initiatives have set about implementing CCTH policy recommendations, including
the establishment of 30 demonstration sites moving health services from hospitals into the
community, using five different models, within six adult clinical specialties (ear, nose and
throat; trauma and orthopedics; dermatology; urology; gynecology, and general surgery)
(National Primary Care Research and Development Centre, 2007). Using interviews with
service providers, patient surveys and economic evaluation methods, Sibbald et al (2008)
evaluated these demonstration sites in terms of factors that helped or hindered the design
of new services and the impact of CCTH on patient access, quality of care and NHS costs.
Although the authors found that different service models affected staff training, cost and

service design in different ways, three main challenges for providing CCTH were identified:
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1) Deciding on which services to move;

2) Finding suitable service delivery sites, purchasing new equipment and managing the
loss of economies of scale;

3) Changing healthcare professional roles and providing adequate training and
supervision.

Factors facilitating the development of new CCTH services included:

1) Securing support from key stakeholders;

2) Maintaining good working relationships across care sectors;

3) Having strong leadership, including local CCTH champions.

Observed patient benefits included: shorter waiting lists, reduced waiting times, increased
patient satisfaction and improved access. The authors found no evidence to suggest
adverse impacts on quality of care; however it was noted that health outcomes and
objective measures of clinical competency were unavailable and therefore not included in
the evaluation. In terms of the wider healthcare economy, the potential for CCTH to
generate increased referrals to specialist services was also highlighted. The authors
concluded by recommending that further consideration be given to quality, safety, cost and

staff training.

2.2.2 Evaluations of Specialist Outreach clinics

As noted above, specialist outreach clinics have dominated as a model for delivering CCTH

in the UK (Gruen et al., 2009). Nevertheless, service evaluations demonstrate mixed
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findings for this approach. In a review of CCTH strategies, originally published by Roland et

al (2006) and later summarised by Sibbald et al (2007), studies exploring the shift of acute

services to community settings were grouped into five types:

1)

2)

3)

4)

5)

Transfer of care to community-based practitioners: substitution of services
delivered by hospital clinicians for services delivered by primary care clinicians (e.g.
GPs with Special Interests);

Relocation of specialist outpatient care from hospitals to community settings
without changing the people who deliver the service (e.g. specialist outreach
clinics);

Liaison: Joint working between specialists and primary care practitioners;

Professional behaviour change: Interventions intended to change the referral
behaviour of primary care practitioners;

Interventions not involving primary care: intermediate care services (e.g.
community mental health teams, hospital-at-home).

A review of these approaches revealed that transferring secondary-care services to primary

care practitioners eases outpatient demand, but negatively affects care quality as

community-based practitioners may not have the skill set needed to manage cases

previously cared for by the hospital. In contrast, relocating Consultants within community

settings (specialist outreach clinics) and joint working between primary and secondary care

sectors (liaison), can improve access to specialist care, without jeopardising quality.

However this approach was found to be ineffective for reducing hospital outpatient

demand, as well as leading to increased costs from the loss of economies of scale. Many of

the studies included in this review focused on outpatient care and chronic disease

management, concluding that shifting hospital-based services into community settings has
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the potential to improve patient access to specialist care, but risks reducing quality and

increasing costs.

Evaluations of the ‘relocation’ specialist outreach model (Bowling et al., 1997, Bond et al.,
2000, Bowling and Bond, 2001) have shown that patients prefer community-based clinics as
they deliver more satisfactory processes of care (e.g. convenience, waiting times and time
on the waiting list), but that findings are less clear in terms of improvements to inter-
professional communication and care co-ordination. A survey by Black et al (1997) for
example, found that a lack of GP involvement in outreach clinics meant that the potential
for knowledge transfer was often unrealised. This suggests that a shift in the provision of
hospital services to primary care does not, in itself, influence how Consultants and GPs
interact with one another. Nevertheless, over half of the GPs surveyed by Bowling et al
(1997) felt that their knowledge had increased as a result of the outreach clinic, despite a

lack of any formal training.

In addition to these evaluations, two systematic reviews of outreach clinics in primary care
have been conducted; one synthesising UK studies on the benefits of holding specialist
outreach clinics in primary care (Powell, 2002) and an international Cochrane review
exploring the effect of specialist outreach clinics on access, quality, health outcomes,

patient satisfaction, use of services, and costs (Gruen et al., 2009).

Powell (2002) included fifteen evaluations of adult and paediatric services in his review.
Findings revealed outreach clinics to have benefits of improved GP-specialist
communication as well as better patient experience and access. Drawbacks of the model
included: administrative and accommodation costs and inefficient use of the Consultant’s
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time. Although studies indicated higher patient satisfaction and preference for outreach
clinics, no differences were shown for self-reported health outcomes. However outreach
clinics were found to be more expensive to run. These findings thus question whether
improvements in the quality and efficiency of healthcare can justify increased costs in the
absence of any significant impact on health outcomes (Bowling, 1997). In his conclusion,
Powell suggested that it was up to healthcare commissioners and providers to decide
whether the advantages of outreach clinics (in terms of patient access and experience)

outweighed the additional financial costs.

In their review, Gruen et al (2009) identified 137 publications from a search of specialist
outreach interventions, covering a range of specialties, countries and settings. Analysis of
nine included studies again revealed that the ‘simple shifted outpatient style’ of specialist
outreach clinics can improve access, but that evidence of impact on health outcomes was
inconclusive. Specialist outreach as part of a more complex and multifaceted intervention
(e.g. involving education or collaboration between clinicians) however, was associated with
more efficient care, improved health outcomes and a decreased use of inpatient services.
The authors thus concluded that any additional costs of outreach services may be balanced

by improved access and health outcomes.

In support of these findings, a more recent UK survey and narrative review of four different
models of CCTH (practitioners with special interests, specialist outreach clinics,
telemedicine and intermediate care) (Royal College of Physicians, 2012) found that CCTH
significantly improves patients’ satisfaction with services, as well as improving their

attitudes to and knowledge of their own health conditions and treatments. Although this
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report found patient acceptability to be high for CCTH, patients who were assigned to
telemedicine (consultations via videoconferencing link) maintained a preference for more
traditional face-to-face consultations. Moreover, for the four models of care considered,
CCTH was found to be as safe and clinically effective as hospital care. A survey of NHS staff
on their views of providing specialist services in community settings also revealed
healthcare professionals to hold generally positively views on CCTH, with many valuing the
initiative as an opportunity to provide patients with convenient, accessible and integrated
care. Nurses in particular described their enthusiasm for collaborating with and learning

from specialists.

In sum, evaluations of specialist outreach clinics have produced mixed findings. These
demonstrate that as a model of care, outreach can add value, by improving the processes
of care (e.g. waiting times, convenience and access), but evidence for the effect on patient
health outcomes is limited, and, when used as part of a simple intervention, costs are
generally higher. However, many of the studies reviewed reported small scale projects with
little indication of long term outcomes. Caution is therefore recommended in generalising
the findings to other services and populations. In addition, rather than substituting hospital
care, specialist outreach clinics were often provided as an additional service. This may

account for some of the increases in demand and cost.

2.2.3 Factors affecting implementation

A report from the Audit Commission (2009) suggested that the shift from hospital to
community-based care had been slower than predicted, and that despite being a key strand

of government policy, the implementation of CCTH remains inconsistent across NHS
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settings. In a rapid review of the literature on shifting diagnostic testing, day hospitals, and

outpatient appointments from hospitals into the community, Singh (2006) identified that

studies reporting successful implementation of CCTH had a number of features in common.

These included:

Empowering people to take responsibility;

Focusing on changing professional behaviour;

Training to support staff in new roles;

Increasing staff competencies and not assuming proficiency;

Adequate investment in services;

Adequate timeframes in which to test services;

Realistic targets;

Involvement of all key stakeholders;

Whole systems approaches;

Providing care based on levels of need;

Not running (competing) services in parallel;

Not assuming that shifts will reduce costs.

Echoing Gruen et al’s (2009) findings, these factors indicate that in order to reduce reliance

on secondary care, CCTH requires a multifaceted intervention rather than simple

relocation. Singh (2006) also argued that an established culture of quality improvement and

strong leadership are crucial to implementing the kinds of reforms required for successful
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implementation of CCTH, as are the attitudes and behaviours of healthcare professionals.
Investing time to examine barriers and facilitators to service re-design, including
consideration of changing professional roles, were therefore identified as key success

factors.

In a complementary document, Parker (2006) reviewed evidence of local NHS experiences
of shifting care from the hospital to the community to identify examples of best practice.
Capturing a range of models across the NHS, the report demonstrated that successful shifts
in care involve a ‘whole system’ approach to new service development (for example
bringing Consultants and GPs together from a range of specialties in order to develop Local
Delivery Plans). In addition to the key factors identified by Singh (2006), Parker also
recognised that high quality information technology systems create the right incentives for

promoting integration across care sectors.

2.2.4 Patients’ experiences of Care Closer to Home

The majority of evaluations of CCTH from a patient perspective have used surveys to try to
guantify the effects of service reconfiguration in terms of the processes of care (patient
satisfaction, access, convenience). Fewer evaluations have been carried out using methods
to capture the qualitative aspects of these new models. One study which has, compared
the experiences of patients receiving chemotherapy treatment in a traditional, hospital-
based outpatient clinic and in a new, closer to home mobile chemotherapy unit (Mitchell,
2011). In this study, several participants described how a reduction in travelling time and
efficiency of processes on the mobile chemotherapy unit enhanced their quality of life. As a

less intrusive model of treatment delivery, the mobile unit was found to encourage a sense
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of normality at a time when patients were experiencing considerable disruption and
uncertainty. Chemotherapy closer to home thus helped patients to regain some control
during their treatment period, including for some, being able to continue to work. As one

participant describes:

“l usually have a 10 o’clock appointment so | leave here about half 9, twenty to
They’re usually ready for me to go on the bus as soon as | get there, | have the
treatment and I’'m usually left there by 11. | drive myself, it doesn’t affect me, it
doesn’t make me feel ill.” (Mitchell, 2011, p.22)

In contrast to the main hospital clinic, the mobile unit was also experienced as calmer and
more sociable, due to smaller clinic numbers and natural light from the unit windows. The
author concluded that as an alternative model of care delivery, the mobile Chemotherapy
unit was highly acceptable to patients, improving a number of aspects of their treatment
and recovery experiences. Similar descriptions of the impact and meaning of outreach

services on patient’s lives are found in studies exploring haemodialysis (Bevan, 2007).

2.2.5 Paediatric Care Closer to Home

Many of the evaluations of CCTH to date focus on adult health services (Bowling et al.,
1997, Black et al., 1997, Bond et al., 2000, Bowling and Bond, 2001, Sibbald et al., 2007,
2008) which may or may not be transferable to the provision of care for children and young
people. Studies specifically evaluating the movement of paediatric specialist services into
community settings however are few, particularly those exploring acceptability to parents,
patients and health professionals. There are therefore gaps in existing knowledge about the
appropriateness of specialist paediatric outreach clinics and the extent to which any of the
apparent benefits are justified (McLellan, 1995).
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Focusing on preventing inpatient admission and facilitating early discharge from secondary
care, Parker et al (Spiers et al., 2012, Parker et al., 2011a) carried out an evaluation of UK
service models providing CCTH for children and young people. This study comprised a
systematic review (Parker et al., 2012, Parker et al., 2011b), national survey of CCTH
provision, four in-depth qualitative case studies and a cost-effectiveness analysis. Findings
of an updated systematic review of paediatric homecare (Parker et al., 2002) suggested
that CCTH provides similar clinical outcomes for children whilst placing little extra burden
on families. Paediatric homecare was also shown to reduce NHS costs particularly when
inpatient admission was prevented or the length of a child’s stay in hospital was reduced
(Parker et al., 2012). This finding echoes studies comparing hospital-at-home with hospital-

based care in adult services (Munton et al., 2011).

In attempting to describe the various models of paediatric CCTH in the UK, the authors
noted that descriptions were “disappointingly vague on service delivery and organisational
features of the service, giving little guidance for best practice” (Parker et al., 2011a, p.29).
Nevertheless, a national survey did identify a range of services providing paediatric home
care, with children’s community nursing teams being the most common. Analysis of data
from the case study sites also revealed that service providers viewed CCTH as a
fundamental right of the child which was beneficial to families in supporting a sense of
‘normality’. This enthusiasm for paediatric CCTH however was found to be frequently off-
set by difficulties at organisational and practice levels, which hampered service
development. Interviews with parents also revealed their preference for paediatric
healthcare at home, citing emotional support from healthcare professionals as highly

valued, especially when taking on responsibility for their child’s care (Spiers et al., 2011).
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Although this national, mixed method study offers a valuable contribution to the under-
developed evidence base for paediatric CCTH, the focus on ‘inpatient’ care delivered at
home fails to address gaps in the literature regarding alternative settings for paediatric
outpatient care. Moreover, only one child was recruited for the qualitative arm of the
study; hence the views and experiences of young people on receiving CCTH remain

unknown, as they may differ significantly from their parents (Lindeke et al., 2009).

2.2.6 Paediatric Outpatient Care

Although shifting care out of hospitals and into community settings is advocated in policy
documents, there is a paucity of evidence describing or evaluating paediatric outpatient
CCTH. This could be explained by the ‘low profile’ outpatient services have in comparison to
other areas of clinical practice (Dodd and Newton, 2001) and the under-representation of

children and young people in the literature more generally (La Valle et al., 2012).

One study that has explored the provision of Consultant-led paediatric outreach clinics
(Spencer, 1993) has reported that such models of service provision could improve access,
whilst “facilitating effective patient management and clinical decision making particularly in
deprived areas where the need is greatest” (p.500). In this study, monthly clinics were
established, taking referrals from GPs and health visitors for new and follow-up patients,
creating a total of 18 clinics over a ten year period. In order to fulfill aims of mutual
education between practitioners, GPs were often present during consultations, although it
was acknowledged that this was sometimes impractical. A three-part evaluation of these
specialist outreach clinics (new patient review, GP survey, patient questionnaire) revealed

mixed findings. For instance, while access to specialist care was increased, moving clinics
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closer to families’ homes did not impact on non-attendance rates and, while parents
appreciated the choice of setting, many preferred to continue to visit the hospital. This
suggests that outpatient appointment non-attendance has deeper roots than distance to
travel and that parental preference for their child’s treatment may be different to those for
themselves. Moreover, contrary to studies in adult services, close working relationships
between specialists and generalists were developed, which resulted in knowledge and

expertise being shared amongst practitioners for the benefit of children (Heath, 2008).

In addition to consumer outcomes of high satisfaction and levels of acceptability, a more
recent study into the effectiveness of community-based child and adolescent mental health
clinics (Day and Davis, 2006) also found clinical benefits for patients. Using a quasi-
experimental design to compare an intervention outreach group with waiting list controls,
findings revealed that children attending outreach clinics had significantly lower distress

and problem severity, although improvements did not extend to parental stress.

2.2.7 Summary of Care Closer To Home Evaluations

This review demonstrates that outpatient CCTH has the potential to deliver patient benefits
of improved processes of care (e.g. shorter waiting times, reduced travelling, improved
access and satisfaction). Effects on patients’ health outcomes and knowledge transfer
between practitioners however are less clear, as is evidence that moving CCTH would result
in cost savings for the NHS. A further problem identified is the methodological complexity
of comparing diverse service models across patient groups in different social and economic

contexts (Munton et al., 2011).
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Relatively few studies have explored or evaluated the implementation of paediatric
outpatient CCTH, resulting in evidence for the optimal paediatric outpatient service model
remaining unclear. Moreover, very little research has explored the qualitative dimensions
of shifting CCTH from a family perspective. Such an approach could offer new insights into
service preference and utilisation, including a more comprehensive understanding of non-
attendance at appointments. Qualitative literature on families’ experiences of receiving

secondary care outside of a hospital setting is revisited in greater depth in chapter 3.

2.3 Patient experience

Improvements in healthcare quality from a patient perspective is cited as one of the key
benefits of moving CCTH (DH, 2006). Such improvements have been a high Government
priority since the 1990s when a ten year improvement plan for health was outlined,
promising more patient choice and greater user involvement in NHS service planning
(Williams et al., 1998). At the same time a new, national patient survey was developed,
requiring every NHS provider to capture their patient’s satisfaction with the services they
received. This programme was thus designed to “enable the health service to measure
itself against the aspirations and experience of its users, to compare performance across
the country, and to look at trends over time” (DH, 1997). Nevertheless, research has shown
that capturing satisfaction ratings did not lead to the quality improvements that were

expected (Cleary, 1999).
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2.3.1 What is patient satisfaction?

Although commonly cited, there is little consensus on a working definition of the term
‘patient satisfaction’ (Edwards and Staniszewska, 2000). Sometimes it is used in relation to
health outcomes (satisfaction with health status following treatment) and sometimes in
relation to the processes of care (satisfaction with the way in which care was delivered).
According to Coulter (2005) the concept of satisfaction reflects “three variables: the
personal preferences of the patient, the patient’s expectations, and the realities of the care
received” (p.1). Despite an increase patient satisfaction research however, measures have
been subject to considerable methodological and conceptual criticism (Coulter, 2005),
suggesting they are neither sensitive nor useful (Delnoij, 2009). One of the problems with
satisfaction as an indicator of quality is its ambiguity. As a multi-dimensional concept,
‘satisfaction’ is based on a relationship between preferences, expectations and concrete
experiences, which may themselves all be influenced by patient characteristics and prior
experiences. Moreover, a numerical score of satisfaction says little about a service-user’s
actual experience of care, or which areas they would like to see remain or improved

(Edwards and Staniszewska, 2000).

Studies show that patient satisfaction surveys tend to report consistently high levels of
satisfaction, with few patients expressing dissatisfaction (Williams, 1994). Several
qualitative studies (e.g. Williams et al., 1998, Dougalla et al., 2000, Edwards et al., 2004)
have also found that even when satisfaction is reported as high on surveys, in-depth
interviews can expose negative experiences not reflected in the survey. There are several

possible reasons for this. First, patients who experience dissatisfaction with one health
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service provider may choose to access another provider who can meet their needs,
suggesting that the proportion of dissatisfied patients in a healthcare setting at any one
time could be quite small (Fakhoury, 1998). Second, patients may be reluctant to record or
pursue expressions of dissatisfaction due to their dependency on a service, particularly if
they perceive that negative evaluation would have a detrimental impact on their
relationship with the service provider (Owens and Batchelor, 1996). Third, patient
expectation that nothing will change as a result of their documenting dissatisfaction may

also discourage them from doing so.

Authors exploring how patients construct their evaluations of care have further questioned
the assumption that satisfaction surveys embody service-user evaluations at all. Williams et
al. (1998) for example used patient satisfaction questionnaires and individual interviews
within the same study, with the same participants to explore patient evaluations of a
community mental health service. The authors found that while patients could describe
negative healthcare experiences within interviews, they commonly reported high rates of
satisfaction on surveys regarding similar aspects of care. The authors suggested that
explanation for this might relate to patients’ desires to avoid blaming individuals by making
allowances for poor care. Using a similar mixed-methods approach but within elective
orthopedic surgery, Edwards et al (2004) identified three factors that influenced the
transformation of negative experiences into to positive evaluations. These were: “(i) the
relative dependency of patients within the healthcare system; (ii) their need to maintain
constructive working relationships with those providing care; and (iii) their general

preference for holding a positive outlook” (p.159). Findings led to a recommendation of
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using methods of inquiry which access the patients’ untransformed or pre-reflective

healthcare experiences, rather than their ratings of satisfaction.

Other limitations of satisfaction surveys highlight that questions may be restricted to those
aspects of a service important to the inquirer rather than the patient (Edwards and
Staniszewska, 2000). Consequently, questions within a survey may not correlate with
patient values, and may potentially miss out issues that are important to patients. Finally
authors have suggested that patients may not be aware of the standards they should be
expecting (Mclver, 1993) or have few expectations on which to base an evaluation (Owens

and Batchelor, 1996).

Findings from these studies and others therefore critique satisfaction surveys for failing to
meet minimal standards of conceptual or methodological rigour, rendering them
inadequate as indicators of patient experience and unable to provide an accurate
evaluation of healthcare quality. As a result, measuring the quality of healthcare from a
patient perspective has moved towards eliciting more objective accounts of specific

experiences of healthcare (Cleary, 1999, Coulter, 2006).

2.3.2 What is patient experience?

Patient experience is increasingly seen as the third arm of quality, alongside safety and
clinical effectiveness (National Institute for Health and Care Excellence, 2012). As a
particular facet of quality, patient experience is multi-dimensional; it is about both the
functional (e.g. access, waiting, food, noise) and relational (e.g. respect, dignity, empathy)

aspects of care (lles, 2011). Informed by a recent King’s Fund report, commissioned to
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explore ‘what matters’ to patients in terms of their healthcare experience (Robert and
Cornwell, 2011), the NHS National Quality Board in 2011 established a working definition of
‘good’ patient experience based on an adaptation of the Picker Institute ‘Principles of
Patient-Centred Care’. This included:
1. Respect for patient-centred values, preferences, and expressed needs;
2. Co-ordination and integration of care across the health and social care system;
3. Information, communication, and education on clinical status, progress, prognosis,
and processes of care in order to facilitate autonomy, self-care and health
promotion;

4. Physical comfort and clean and comfortable surroundings;

5. Emotional support for such issues as clinical status, prognosis, and the impact of
illness on patients, their families and their finances;

6. Welcoming the involvement of family and friends in decision-making and
demonstrating awareness and accommodation of their needs as care-givers;

7. Transition and continuity as regards information that will help patients care for
themselves;

8. Access to care.

This framework can be used to direct service improvement initiatives by, for example,
helping to define what questions to ask patients in surveys and interviews. A newly
developed National Institute for Health and Care Excellence (NICE) Quality standard for
patient experience (2012), also details the components of good patient experience. Its 14
statements include aspects such as dignity and kindness, the right to care that is

personalised to patient need, shared decision-making, and the right to a second opinion.
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Nevertheless, although these guidelines provide a basis for understanding what good
patient experience should look like, they fail to address the key issue of how to measure it

and provide feedback in a meaningful way.

In order to identify the different components of healthcare experience that matter to
patients, Entwhistle et al (2012) conducted a critical interpretive synthesis of literature on
health service delivery from a patient perspective. In this study, the authors found that
patient’s experiences could be divided into two categories: (i) what health services and
staff are like and what they do; (ii) how patients feel as a result of their interactions with
health services and staff. This extends existing frameworks of what matters to patients (e.g.
Institute of Medicine, Picker institute) to include why such experiences might matter.
Drawing on the capabilities approach (Sen, 2009), the authors concluded that patient’s
experiences of healthcare delivery matter because they affect the quality of people’s lives.
In their resulting conceptual map, the characteristics and actions of healthcare providers
were thus related to patients’ experiences of “being enabled (or not) to feel, be and do

what they value feeling, being and doing - during healthcare contacts and beyond” (p.8).

2.3.3 Patient experience as a driver for quality

Using ‘patient experience’ as a driver for quality improvement has become prominent in
recent reforms, emphasising experience as a core dimension of good quality care (National
Institute for Health and Care Excellence, 2012). The fourth domain of the NHS Outcomes
Framework for example, is “ensuring that people have a positive experience of care” (DH,
2011b, p.5). National initiatives aimed at improving patients' experience of healthcare have
included NHS Choices, an information service that helps people to manage decisions about
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their health and care, as well as PALS, a patient advice and liaison services which aims to
work with patients and families to resolve any concerns they might have about their care.
Despite these initiatives, further work is needed. This is signaled by the Government in its
White Paper, 'Equity and excellence: liberating the NHS' (DH, 2010a) which stated that
more emphasis needs to be placed on improving patients' experience of NHS care. The
recent introduction of a “friends and family test’ further aims to make sure all NHS

organisations maintain an ongoing focus to improve patient experience.

2.3.4 Approaches to measuring patient experience

In their review of what NHS organisations in England currently measure in relation to what
matters to patients, the King's Fund identified a range of methods for collecting, analysing
and reporting patient experience data across 12 case study sites (Robert and Cornwell,
2011). Methods included a variety of surveys, the development and use of real time data
collection devices and the collection of patient stories through in-depth interviews. These

will now be considered in turn.

2.3.4.1 Surveys

The Picker Institute has designed surveys to obtain data on specific dimensions of patient
experience. Following criticism of patient satisfaction surveys however, patients are asked
guestions about their recent experience with a particular organization, service or clinician.
In order to elicit information on what occurred (experience), rather than the patient’s
evaluation of what occurred (satisfaction), questions include asking patients to report on

processes or events during a specific episode of care. Focusing on the details of patients’
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experience in this way is suggested to help identify areas for improvement. Although
patients are still restricted to answering fixed questions, the Picker patient experience
survey is based on findings from in-depth qualitative research with patients (Coulter, 2005).
This suggests that it may be more likely to include issues that are important to patients.
Although these paper-based survey methods are a cheap and convenient method of
sampling a large group, postal questionnaires can result in poor response rates (Brown et

al., 2009) and may still miss out matters that are pertinent to specific patients or services.

2.3.4.2 Real time data collection devices

Increasingly NHS organisations are using technology-based devices such as computer
screen kiosks and hand-held key pads to collect patient experience data in ‘real time’.
These devices have advantages of being able to capture immediate patient feedback on an
ongoing basis, relatively quickly and inexpensively. They also have the potential to improve
services as staff identify with the “freshness of the information and perceive it as having
greater validity” (Brown et al., 2009, p.40), particularly if it is in the service-user’s own
words. Appraisals such as this have led to a requirement of all hospitals from 2009 to make
use of real-time techniques to collect patient experience data for the purposes of driving
quality improvements (DH, 2011b). However, like patient surveys, real-time data collection
can constrain the types of questions asked of patients, prioritising issues from an
organisational, rather than a patient perspective. As they are often shorter than surveys,
concerns are also raised about the quality of data collected and how useful it can be for

driving service improvements. Studies have subsequently highlighted the need to
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complement real-time quantitative data with in-depth qualitative data, which provides a

richer picture for how services can be improved (Brown et al., 2009, Cornwell, 2009).

2.3.4.3 Patient stories

Patient stories draw on the recognition that patient narratives offer possibilities as a
powerful way to improve care by stimulating health service provider reflection and service
change (Hurwitz et al., 2004). Robert and Cornwell (2011) highlight a number of
observations regarding the value of patient stories. For example, raising issues that NHS
organisations or teams were not already aware of and highlighting that patients’ actual
concerns do not necessarily correlate with staff perceptions of their concerns. The authors
thus conclude that patient stories provide a more “vivid and immediate” (p.21) medium for

communicating experiences, creating an emotional impact to motivate action.

In a review of four approaches to the use of narrative in quality improvement research
(interviews; story gathering; case study; and collective sense-making), Greenhalgh et al
(2005) suggest that the “richness and flexibility of the story form make it an enticing
addition to the researcher’s toolkit in the ‘hard-to-research world’ of quality improvement”
(p.448). They further identify ten advantages of using patient narratives for improving
health services (see figure 2). Different studies report using stories from patients or carers
to make recommendations, for example, in areas such as critical-care (Todres et al. 2000),
palliative care (Turner et al. 2000), breast cancer care (Mckinley et al. 2001) and in cardiac
care (Gilbert & Walker, 2001). Although these studies vary methodologically, all use patient

stories to stimulate ideas for improvement.
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Figure 2: Advantages of using patient stories for improving health services

Ten unique selling points of stories in quality improvement research (compiled from
various sources) Taken from Greenhalgh et al (2005)

1) Stories are perspectival. They are told subjectively from the viewpoint of the narrator, thus
drawing attention to the individual rather than the institution.

2) Stories make sense of experience. The structuring devices of time and plot retrospectively align
events and actions so as to modify mental schemas.

3) Stories are non-linear. They convey multiple and complex truths, depicting events as emerging
from the interplay of actions, relationships and environments.

4) Stories are embedded in a context. A particular story about what went on in an organisation is
nested within an over-arching meta-narrative of “what tends to go on around here”.

5) Stories have an ethical dimension. They depict both acts and omissions, reflecting society’s
expectations about what a “good doctor” or “good daughter” should have done in such
circumstances.

6) Stories bridge the gap between the formal codified space of an organisation (roles, job
descriptions, lines of accountability) and informal uncodified space (relationships, feelings,
“unwritten rules”, subcultures).

7) Stories offer insights into what might have been. The imaginative reconstruction of the end of a
story allows us to consider different options for change.

8) Stories are action-oriented, depicting what people did (and what happened to them), and also
igniting and shaping their future action.

9) Stories are inherently subversive since they embrace the tension between the canonical (i.e. an
organisation’s standard routines and procedures) and the unexpected (i.e. new ways of thinking and
working).

10) Leadership is related to storytelling. “Leaders are people who tell good stories, and about whom
good stories are told.”

2.3.5 Linking patient experience to service improvement

Although NHS organisations use a variety of approaches to capture patient experience, all
have been criticised for making little use of this information to drive-up quality (Robert and
Cornwell, 2011). According to Berwick at al (2003) measures of patient experience can

improve care quality through two means; selection or change. Selection occurs when public
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exposure of poor quality care stimulates patients or their advocates (e.g. GPs) to select
alternative, better performing providers. Change occurs when feedback from patients or
commissioners stimulates providers to engage in their own quality improvement initiatives
(Delnoij, 2009). Evidence on commissioners’ actions to improve patient experience (for
example via CQUIN) however, is limited and their influence over service quality is currently

reported as under-developed (Robert and Cornwell, 2011).

Whilst considerable attention is paid to developing measures of patient experience,
transforming feedback into service improvements remains a challenge for the NHS, and as
the NHS Confederation observes (2010), delivering better, patient-centred care in hospitals
may require a major cultural shift. Robert and Cornwell (2011) cite further challenges
including political, cultural, educational, emotional and technical difficulties. Nevertheless,
they also note that NHS organisations are at an early stage on their quality improvement
journey. As well as capturing patient experience then, there is also a need to develop
practical ways to implement patient-led service improvements. Some of the approaches
already developed include: the Discovery Interview Process (Wilcock et al., 2003);
Experience-based design (Bate and Robert, 2006); and the Patient and Family Centred Care

Methodology (DiGioia et al., 2012). These will now be reviewed.

2.3.5.1 Discovery Interview Process

Developed by the Coronary Heart Disease Collaborative, Discovery Interviews involve
gathering patient and carer stories to stimulate service improvement activities such as
‘Plan-Do-Study-Act’ (PDSA) cycles (Bridges et al., 2008). Data collection is in the form of

individual interviews with the aim of enabling patients to directly tell their story. Prior to
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the interview stage a ‘spine’ is devised (with input from service-users) to guide
interviewees through key stages of their experience. Transcripts are then used in their ‘raw’
form to identify areas for service improvement. Although formal evaluation of the
Discovery Interview technique is limited (Bridges et al., 2008), one study has used a range
of methods to evaluate implementation of the process across 30 Coronary Heart Disease
Collaborative sites in the UK (Matrix, 2005). Findings revealed that Discovery Interviews can
have a positive impact on developing a patient-centred culture in the NHS, but that service
improvements do not automatically occur wherever Discovery Interviews are implemented
(Matrix, 2005). Other studies support these findings regarding patient-centred practice

(Wilcock et al., 2003) and additional changes in hospital policy (Brown et al., 2004).

2.3.5.2 Experience-based Design

Bate and Robert (2006, 2007) call for approaches to health service improvement that
position patients and providers as collaborators aiming to design experiences rather than
services (Bate and Robert, 2007). Within a design framework, the Experience-based Design
(EBD) approach aims to capture the experiences of various stakeholders (e.g. patients,
carers, families and staff), by conducting observations and filmed interviews. Interviewees
are asked about their care journey and also about the emotional journey they experienced
whilst in contact with a particular service. Staff then watch the filmed interviews with
service-users to understand their experiences and to identify ‘touch points’ for
improvement and re-design. The methodology can be used in any setting, and can be
applied to the whole or specific parts of the patient journey. Services piloting the EBD

methodology include: head and neck cancer outpatient services (Bate and Robert, 2007),
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district nursing services (Robert and Cornwell, 2011) and paediatric emergency care
pathway (Birmingham Children’s Hospital , 2012). Advantages of this method relate to the
amount of material that can be generated for reflection from a small sample of individuals,

and also the inclusion of input from service-providers as well as users.

2.3.5.3 Patient and Family Centred Care

Originally developed and implemented in the USA, Patient and Family Centred Care
Methodology and Practice (PFCC M/P) (DiGioia et al., 2012, DiGioia and Greenhouse, 2012)
tracks patients through a particular area of care and draws on this learning to improve
patient and staff experience. Six steps are outlined to evaluate, co-design, and transform

care in partnership with patients and families:

1. Select a care experience needing improvement;

2. Establish a guiding council;

3. Evaluate the current state;

4. Develop a permanent working group;

5. Create a shared vision of the ideal experience;

6. Identify improvement projects to address the gap between the current and ideal
experience.

The authors advocate evaluating the ‘current state’ (step 3) by exploring care experiences
through the eyes of patients and their families. This is suggested to be carried out using a
variety of methods from the PFCC toolkit, such as shadowing service-users in real-time

throughout their whole care experience. The person shadowing records their observations,
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as well as patient responses to questions about how they are feeling or whether they
understand what is happening. Similar to other approaches, it is argued that focusing on
the emotive effects of a care experience creates a sense of ‘urgency’ for change (DiGioia
and Greenhouse, 2011). To complete the cycle, changes are evaluated and the process
repeated. As part of their ‘Point of Care’ programme, the King’s Fund are currently working
with NHS organisations to implement PFCC on projects to improve the experience of
surgical and medical services at Alder Hey Children’s Hospital and to improve the
experience for children on neuromuscular and gastroenterology care pathways at Great

Ormond Street Hospital.

2.3.6 Lifeworld-led healthcare

Although there are subtle differences in these methodologies, what is clear is the move
towards gathering patient narratives of actual experiences, rather than using
predetermined measures to obtain service-user evaluations. Nevertheless, a weakness of
the methodologies summarised above, is the lack of a rich and robust qualitative data
analysis phase, using a recognised theoretical framework (Greenhalgh et al., 2005). This
could impact on how the findings are viewed, as well as leading to healthcare systems
which “measure quality in ways that are superficial” (Todres et al., 2007, p.55). In order to
achieve credibility, Todres et al (2007, 2009) reiterate the need for approaches with greater
philosophical depth, that produce findings which are textured by the ‘aesthetic qualities of

living’ (Todres, 1998).

Retaining the focus on humanised forms of care, a ‘Lifeworld-led care’ approach has been

proposed to inform care at practice and policy levels using data that is grounded in the
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gualitative experiences of people (Todres et al., 2007, Dahlberg et al., 2009). The strength
of this framework lies in its philosophical foundation in phenomenological philosophy,
emerging from the work of Edmund Husserl (1954/1970). Husserl was a philosopher and
mathematician who became concerned about the inadequacy of quantitative measures for
capturing the qualities of human experience. Building on his consideration of what makes
up the human experience of life, five essential elements have been articulated: time, space,
embodiment, inter-subjectivity and mood (Todres, 2005, 2007). The concept of ‘Lifeworld-
led care’ embraces these existential characteristics of the human world to guide

? o«

understanding of patients’ “experiences of health and illness, their shared and individual
journeys and their interactions with others” (Todres et al., 2007, p.58). Data collection
focuses on obtaining detailed descriptions from participants of their experiences of the
phenomenon under investigation and analysis incorporates descriptive phenomenological

(e.g. Giorgi, 2009, Ashworth, 2003) or more interpretative approaches (e.g. Van Manen,

1990, Smith et al., 2009).

The Lifeworld framework is appropriate for exploring the experiential dimensions of
healthcare, as understanding is grounded in both the shared and unique aspects of
participant’s experiences. As Shaw (2012a) points out, this emphasises the person as a
unique individual, who also functions within the organisational and societal structures of a
shared world. Studies using lifeworld theory have explored phenomena such as caring for a
partner with Alzheimer’s disease (Todres and Galvin, 2006), being dependent on
haemodialysis treatment (Herlin and Wann-Hansson, 2010) and the experience of distress

in hospital settings (Berglund et al., 2012).
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2.3.7 Involving children and young people in healthcare

The Kennedy Report (2010) suggested that satisfaction with healthcare outcomes and
processes should be the “single criterion for measuring the quality of the NHS’s services for
children and young people” (p.88). Policies including: the National Service Framework for
Children, Young People and Maternity Services (DH, 2004), Every Child Matters
(Department for Education and Skills, 2004) and ‘You're Welcome’ Quality Criteria for
Young People Friendly Health Services (DH, 2011d) also support the involvement of young
people in planning service improvements and decision making. Despite these
recommendations however, children and young people (below the age of 16) have to date,
been excluded from national NHS surveys exploring user satisfaction (Hargreaves and
Viner, 2012). This has resulted in a large gap in the evidence-base used to inform paediatric

health policy and service provision. As Hargreaves and Viner (2012) explain:

“The views of under 16s and their families have largely not been included in national
surveys, contributing to less than 0.6 per cent of survey respondents since 2001 and
none since 2004. Young people aged 16-24 are included in surveys, but they rate
their care significantly lower than adults across all domains of emergency
department and primary care, and most domains of inpatient care.” (p.4)

Nevertheless, recognising that children and young people are a specific population with
unique care needs (Aynsley-Green et al., 2000), a number of smaller scale studies have
explored paediatric patient involvement in terms of what different aspects of healthcare
mean to children and young people (Coates-Dutton and Cunningham-Burley, 2009), as well
as gaining their participation in the design of new healthcare environments (e.g. Coad and

Coad, 2008, Coad et al., 2008, Cooke, 2004).
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A recent evidence synthesis of children’s views on health service provision (La Valle et al.,
2012) carried out to inform the newly developed Children and Young People’s Health
Outcome Strategy (Children and Young People’s Health Outcome Forum, 2012), identified a
number of themes in relation to young people’s experiences of primary and secondary

care. These included that:

1. Healthcare staff often communicate with parents rather than in a way that children
can understand;

2. Staff often do not treat children with respect;
3. Staff often fail to include children in decisions about their healthcare;

4. Children often feel they are cared for in unsuitable and unfriendly environments.

A focus group study conducted in Scotland with 25 paediatric service-users (Coates-Dutton
and Cunningham-Burley, 2009) also found overlapping areas that were key to young people

having a good patient experience. These were:

1. Access and waiting;

2. Better information about health and healthcare;
3. Environmental needs in healthcare settings;

4. Building relationships and trusting professionals;
5. Emotional impact of accessing healthcare;

6. Involvement in decisions and control over choices.
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Consistent with findings from another study exploring what young people experience as
positive in their local health service (Curtis et al., 2004), these themes emphasise the

importance of the relational as well as the functional aspects of care for young people.

Studies exploring families’ experiences of hospital outpatient care are few; however one
study that has explored this topic (Byczkowski et al., 2010) used telephone interviews to
survey sets of parents and adolescents on their experiences of attending hospital
outpatient appointments. In their findings, the authors revealed that although adolescents’
and parents’ perceptions of care were generally consistent, adolescents described less
involvement in decisions about their healthcare and felt less likely to receive information
that they could understand. Adolescents also emphasised the importance of feeling able to

confide in a trusted healthcare professional. The authors concluded their study by

recommending that more time is allocated to adolescents’ needs in consultations.

Finally, literature reviews on including children and young people in healthcare have
concluded that even when studies cite consultation from paediatric service-users, there is
little evidence of their full participation (Franklin and Sloper, 2005, Coyne, 2008, La Valle et
al., 2012) and a distinct lack of evidence regarding the impact of young person involvement
on service planning (Cavet and Sloper, 2004, Heaton et al., 2007, La Valle et al., 2012).
Despite these shortcomings in the evidence base, Cavet and Sloper (2004) note that the
literature they reviewed was virtually unanimous in its support for the involvement of
young people in decision-making and more recent reports suggest ways of giving children

and young people a “louder voice in influencing how services are organised and delivered,
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as well as a greater say over their personal health choices” (NHS Confederation et al., 2011,

p.4).

2.3.8 Summary of patient experience literature

In the past ten years, NHS organisations have been guided towards using descriptions of
patient experience for assessing healthcare quality. Current literature emphasises that
improving services from a patient perspective requires more complex approaches than
merely obtaining evaluations through service-user views. Rather, patients’ direct
experiences of care are recognised as a unique and valuable source of information that
should be placed at the heart of service transformation. This has led to the development of
a range of new methodologies for capturing patient experience and delivering patient-led
improvements. Although the involvement of young people in health service evaluation is
widely supported in policy initiatives, there are major gaps in evidence regarding the

inclusion of young people’s views and experiences (La Valle et al., 2012).

2.4 Place and Space

Despite the spatial nature of policy initiatives recommending that specialist healthcare
should be provided closer to patients’ homes, reforms have proceeded with little regard for
the location of services or people’s experiences of those locations. Moreover, there have
been few attempts to systematically investigate those aspects of place which matter most
in healthcare (Poland et al., 2005). Subsequently, place has been neglected in health service
evaluations, which have instead opted to focus on the philosophy of care (Moore et al.,

2013). However, shifting the place of outpatient clinic delivery from the hospital to the
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community is likely to affect service use, patient experience and professional practice
because ‘place’ is increasingly understood to hold complex, shared and unique meanings
(Casey, 2001, Cresswell, 2009). Understanding the place of care and its ascribed meanings
is therefore imperative to understanding the impact of health service de-centralisation on

patients, families and staff (Kearns and Joseph, 1993).

Historically a distinction has been made between space and place, taking space to mean an
abstract concept regarding the “void in which things (including humans) are positioned”
(Casey, 2001, p.1). In contrast, place is the immediate environment of our lived bodies,
transformed and given meaning by human activity. As Gesler (1991) describes, “place is
studied with an eye for its meaning for people; space is analysed in terms of its quantifiable
attributes and patterns” (p.165). Appreciation of the human experience of place thus adds
a necessary and location-specific dimension to understanding space (Kearns and Joseph,
1993). Space transforms into place when it becomes meaningful, that is, when it is used,
lived and experienced (Cresswell, 2009). Understanding what constitutes place-based
meaning involves asking how it is that people make place out of space. In light of its
potential value in health services research (HSR), the theoretical concept of ‘place’ is

reviewed from phenomenological and social constructionist perspectives.

2.4.1 Phenomenological perspective

Different disciplines have developed different theoretical perspectives on place. One strand
of the literature has roots in phenomenological philosophy and humanistic geography
(Manzo, 2005). Phenomenology is the study of human experience with the aim of

examining and describing events, meanings and experiences as they are known in everyday
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life, but typically unnoticed beneath the level of conscious awareness (Husserl, 1954/1970,
Seamon, 2000b). This perspective moves away from the objectification of place and its
meaning (i.e. interpreting place as an objective environment outside of experiencers)
(Million, 1996), towards a rich understanding of person-place intimacy that escapes any
subject-object dichotomy. Much of this work builds on Husserl’s notion of intentionality
whereby consciousness is always consciousness of something and Heidegger’s notions of
‘dwelling’ as a particular way of being-in-the-world, where people are inseparable from the
world, and thus all knowledge and meaning is embedded and emplaced within it (Seamon,

2000b).

In the 1970s phenomenological geographers (e.g. Tuan, 1977, Relph, 1976, Seamon, 1979)
directed attention towards the everyday, taken-for-granted nature of place and its
significance as a feature of human life (Seamon and Sowers, 2008). Following these ideas,
humanistic approaches moved away from spatial science towards an experiential,
embodied perspective that focuses on place as experienced by human beings (Seamon,

2011). Tuan (1977) explains:

“What we cannot say in an acceptable scientific language we tend to deny or forget.
A geographer speaks as though his knowledge of space and place were derived
exclusively from books, maps, aerial photographs, and structured field surveys. He
writes as though people were endowed with mind and vision but no other sense
with which to apprehend the world and find meaning in it. He and the architect-
planner tend to assume familiarity - the fact that we are oriented in space and home
in place - rather than describe and try to understand what ‘being-in-the-world’ is
truly like.” (p.200-201)

Relph's (1976) concern is also the human experience of ‘place’, which he conceives a
fundamental aspect of peoples' existence in the world. Relph (1976) thus describes place
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identity in terms of (i) physical setting (ii) activities and events, and (iii) individual and group
meanings of place, created through lived experience. To explain why place is so important in
human experience, Relph turns to the essential lived structure of place as it has meaning in
human life, which he argued could be understood through the concept of ‘insideness’. For
Relph, ‘insideness’ is the “degree of attachment, involvement and concern that a person or
group has for a particular place” (Seamon and Sowers, 2008, p.45). Thus, the more
profoundly ‘inside’ a place a person feels, the stronger their identity with that place will be.
In contrast, a person can experience ‘outsideness’ when they feel separated or alienated
from a certain place. Similar to Tuan’s idea of ‘rootedness’ (how individuals derive a sense of
belonging to places), and Heidegger’s notion of ‘dwelling’, Relph argued that through
varying intensities of ‘insideness’ and ‘outsideness’, people develop a sense of attachment
or belonging to a place which gives meaning to their life. In describing the essence of place,

Relph (1976) states:

“Place lies in the largely unselfconscious intentionality that defines places as the
centre of human existence. There is for virtually everyone a deep association with
and consciousness of the places where we were born and grew up, where we live
now, or where we have had particularly moving experiences. This association seems
to constitute a vital source of both individual and cultural identity and security.”

(p.43)

Relph develops his ideas of insideness to examine the ways in which places may be
experienced as authentic or inauthentic. He describes an authentic sense of place as a “direct
and genuine experience of the entire complex of the identity of places - not mediated and
distorted through a series of quite arbitrary social and intellectual fashions about how that

experience should be, nor following stereotyped conventions” (Relph, 1976, p.64). Such
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authenticity however, is suggested to be slowly becoming eclipsed by a less authentic attitude,
which he terms placelessness. Placelessness develops from an acceptance of mass values (e.g.
culture and communication) that weaken “the identity of places to the point where they not
only look alike, but feel alike and offer the same bland possibilities for experience” (Relph,

1976, p.90).

Building on the existential phenomenologist idea of bodily intentionality (Merleau-Ponty,
1962), both Casey (1997) and Malpas (1999) extend Relph’s ideas by conceiving place as
the ontological basis of human existence. In other words, place first becomes known to us
through our lived bodies which inhabit it. For Casey then, place and body are inseparable as
place is a necessary condition of all existing things. Malpas also emphasises an ontological
inquiry into place, arguing that the formation of place identity is rooted in human
subjectivity. This view of place presupposes an interplay between action, place, and
experience, in which embodiment is “one’s extended, differentiated location in space [and]
essential to the possibility of agency and so to experience and thought” (Malpas, 1999,

p.133).

Critics of the phenomenological treatment of place suggest that it is: (i) essentialist (ii)
static and bounded and (iii) structured around naive dualisms (e.g. inside/outside;
authentic/inauthentic) that limit the range of place experiences (Massey, 1994). The
essentialist claim has been proposed by social constructionists who argue that
phenomenology presupposes that an essential structure will be exposed when non-
essential qualities are stripped back. Thus, by focusing on the “experience of place as a

foundational existential quality” (Seamon and Sowers, 2008, p.47), the structural, cultural
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and historical circumstances that shape individual places and experiences are disregarded
(Williams, 1998). However, this criticism could be argued to misinterpret a basic
phenomenological recognition that human experience is multidimensional. In other words,
it recognises individual variations (e.g. a person’s historical and social situation) as well as
shared characteristics that come from being human and living in a human world (i.e. the
claim that place is an integral lived structure in human experience). Moreover, not all
phenomenological approaches see place as static. Drawing on Relph’s notion of insideness
to examine every day environmental experiences, Seamon (2000b) describes place as the
product of everyday, habitual mobilities. This perspective suggests that places exhibit an
unplanned, yet ordered practice through the experienced dimensions of body, feeling and

thinking.

2.4.2  Social Constructionist perspective

A social constructionist perspective of place concerns itself with how places are historically
and socially constructed by the people who inhabit them (Morgan, 2010). Power is central
to this understanding of place as it is considered inherent to the “construction,
reproduction, and contestation of places and their meanings” (Cresswell, 2009, p.5). While
phenomenologists try to demonstrate place as an essential constituent to our ‘being-in-the-
world’, social constructionists (e.g. Kearns et al., 2003) argue that place is principally a
social production. As Harvey (1993) illustrates, “the first step down the road is to insist that
place in whatever guise, is like space and time, a social construct. The only interesting

guestion that can be asked is, by what social process(es) is place constructed?” (p.5)
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Geographers inspired by structuration theory have developed this process-oriented view of
place. Pred (1984) for instance, argues that places and institutions are constructed by the

activities of people which produce social structures saturated with power:

“Place is therefore a process whereby the reproduction of social and cultural forms,
the formation of biographies, and the transformation of nature ceaselessly become
one another at the same time that time-space specific activities and power relations
ceaselessly become one another.” (Pred, 1984, p.282)
Pred’s theorization fore-grounded the importance of human agency in the formation of
place, particularly in his ideas about the significance of power relations within historical,
political and economic contexts. Such acknowledgment that power is spatially constructed
is a testament to the work of social theorist Michel Foucault (1973), who wrote

substantially about the constitution power and its function within institutions such as

hospitals and prisons.

Massey (1994) further argues that places are actively constructed by the movement of
people, commodities and ideas. Places to Massey then, are not fixed in space, or connected
to single identities, rather they are produced through connections to the rest of the world,
making them “more about routes than roots” (Cresswell, 2009, p.8). Massey (2005) thus
discusses place as “unstructured, unbounded and freely connected” (p.187), emphasising
the role of social relations, which, like places, are fluid, full of life and ever changing. Thus,
human action does not simply occur in response to institutions, it is completely embedded
within them (Hess, 2004). This contrasts greatly with Tuan and Relph’s earlier ideas of

rootedness and inauthentic places.
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Nevertheless, the social constructionist perspective also has its critiques. In seeking to
clarify place purely as a social process for example, constructionists fail to account for the
embodied, individualised nature of subjective experience and the link that the body makes

between subjectivity and the objective material world (Malpas, 1999).

2.4.3 Place-related concepts

The interdisciplinary nature of understanding place as a concept worthy of investigation has
led to the lack of a common definition or theory (Patterson and Williams, 2005).
Nevertheless, literature on the meaning of place has attempted to move towards
conceptual clarity through notions such as ‘place identity’ (Proshansky et al., 1983), ‘place
attachment’ (Hidalgo and Hernandez, 2001) and ‘sense of place’ (Hay, 1998). While some
have argued that ‘place identity’ and ‘sense of place’ are both forms of ‘place attachment’
(Williams et al., 1992) others contend that each concept is distinctive. ‘Place attachment’
for example, focuses on evaluations of places, while ‘place identity’ concentrates more on
how places inform the construction of personal identity (Moore, 2000). Early applications
of these place-related concepts focused on positive experiences of residential settings,
exploring place as a source of belonging and comfort (Manzo, 2003, 2005). Relph reminds
us however, that “any exploration of place as a phenomenon of direct experience, must be
concerned with the entire range of experiences through which we all know and make
places” (1976, p.6). Because of this, research has expanded to look at ‘special places’
(Manzo, 2005) as well as places of recreation (Kyle and Chick, 2007). Even so, attempts to
transform place-related concepts into constructs like ‘place identity’ have been argued to

eradicate the “phenomenological essence of place as a psycho-social-environmental whole
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larger than the sum of its parts” (Seamon, 1987, p.20) resulting in superficial

understandings of the phenomenon.

2.4.4 Summary of Place as a theoretical concept

Despite a body of theoretical work exploring the conceptual nature of place in terms of its
everyday lived dimensions, there remains little consensus on a systematic theory
(Patterson and Williams, 2005). Rather, studies on place incorporate multiple theoretical
perspectives (e.g. phenomenological, social constructionist) and variations of the place
concept (e.g. place identity, place attachment, sense of place). Nevertheless, a common
thread in all theoretical conceptualisations of place is the acknowledgment of a people-
place connection, emphasising place as an operational, living construct, albeit complex and
multi-layered, which is meaningful to human experience. Understanding how place relates
to healthcare experience may be particularly important when considering the impact and

implementation of service re-design initiatives such as CCTH.

2.5 ‘Place-based’ health research

Although the focus of this study is paediatric CCTH, there is a wider inter-disciplinary
empirical literature reflecting the notion of ‘place’ as a meaningful concept. Research
exploring the geographical nature of healthcare is thus increasingly moving beyond the
mapping of the distributive features of health services, to a consideration of the extent to
which healthcare experiences are structured by spatial dimensions (Andrews and Moon,
2005). Mounting recognition that the experience of healthcare cannot be detached from

the place in which it is received (Lehoux et al., 2008) has also led to the importance of
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establishing empirical evidence to substantiate ‘place theories’, partially in response to the
drive to make health policy more evidence-based (Cummins et al., 2007). Empirical place-
based health research will now be examined in two categories; (i) the hospital as a health

place and (ii) community settings as health places.

2.5.1 The Hospital

Through their ‘Enhancing the Healing Environment’ programme, the King’s fund (2009)
recognise increasing evidence that the appearance and design of hospitals can influence
wellbeing, such that a sensitively designed hospital environment can offer significant
therapeutic benefits to patients and staff. These include: improved communication and
interactions, easier navigation around buildings, increased feelings of calmness and
improvements in staff morale (Francis et al., 2003). In a review of literature exploring the
effect of hospital wards, treatment areas and waiting rooms on patient health, Dijkstra et al
(2006) identified three dimensions of environmental stimuli: ambience, architecture and
interior design. Findings showed that sunlight, windows and seating arrangements had
positive effects on health, whereas sound, nature, spatial layout and television had
inconsistent effects. The authors concluded that the physical healthcare environment can
influence patient wellbeing, but that limitations in existing research make it difficult to

generalise about the effects of specific stimuli.

Nevertheless, findings such as these have prompted recommendations for NHS trusts to
invest in good hospital design. A report on the Psychological and Social Needs of Patients
(BMA, 2011) outlined a range of evidence demonstrating the effect of hospital design on

patient recovery times, levels of anxiety, blood pressure, and use of pain killers (e.g. Ulrich,
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1991, 1984). The report also covered aspects such as single sex wards (a plus), noise (less is
better), and social interaction (common areas are good). The authors concluded by
recommending that healthcare organisations should prioritise the design of all future
building projects, by adopting the ‘Planetree model’ of patient-centred care (Frampton et

al., 2008). This approach stipulates that healthcare environments should:

e Welcome the patient’s family and friends;

e Value human beings over technology;

e Enable patients to fully participate as partners in their own care;

e Provide flexibility to personalise the care of each patient;

e Encourage caregivers to be responsive to patients;

* Foster a connection to nature and beauty.

Work has also been undertaken demonstrating the effects of the physical healthcare
environment on members of healthcare staff. In their review however, Tanja-Dijkstra and
Pieterse (2011) found little high quality research, leading to only one study meeting their
inclusion criteria. In this study Christenfeld et al (1989) found improvements in mood and
job satisfaction in staff members working on a renovated hospital ward (inclusive of light-
coloured tiles, warm wall colours and furniture rearrangements) compared with those
working on an un-renovated ward. Although this finding points to a positive influence of
workplace design on healthcare staff, evidence is currently insufficient to make conclusions

about the influence of the healthcare environment on work-related outcomes.
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Taking a different approach, Radley and Taylor (2003a, 2003b) used photo-elicitation
methods in conjunction with patient interviews to explore the effects of the hospital ward
on rehabilitation, post-surgery. During their stay in hospital, participants were asked to
photograph salient aspects of their environment that would provide material for
discussion. In their findings the authors expressed how participants’ pictures at first
appeared ‘disappointingly’ ordinary (e.g. photographs of a chair, window, and bed). When
talking to participants about their images however, it became clear that they were replete
with embodied experiences of recovery. For example, in justifying two photographs of
looking into and out of a bathroom, one participant told their story of trying to change a
dressing, but “panicking and struggling with the bleeding” (p.85) before being assisted by a
nurse. The photographs to her thus signified the beginning and end of a painful and
traumatic event. Another of the participants described her photograph of a window both in
terms of liberation and imprisonment. Supplemented by patient narratives then, the
images of the hospital environment in this study served as a powerful reminder of how the
hospital, as a ‘landscape of care’ can effect patient recovery and wellbeing (Gelser et al.,

2004).

McKeever et al (2002) also considered the effect of the physical environment, this time on
mothers of severely ill infants being cared for in hospital isolation rooms. Analysis of
interviews again illustrated how place, space, and time affected the women’s experiences,
with negative aspects of the restricted and bounded room defined in physical terms and
positive features characterised in relational terms. This indicated that whilst mothers often

Ill

experienced the isolation room as “a prison cell”, it was also viewed as a protective
“sanctuary” that optimised the child’s prospect of life (p.1025).
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Gesler’s (1991) concept of the ‘therapeutic landscape’ provides one framework for
understanding the relationship between the physical healthcare environment and patient
wellbeing, proposing that specific places can have therapeutic effects on healing and
health. The concept of the ‘therapeutic landscape’ has so far been used to explore the
hospital in terms of its design features (Gelser et al., 2004, Kearns and Barnett, 2000), as
well as the emergence of ‘homelike’ birthing rooms within hospitals, describing the
transformation of the traditional ‘sterile’ hospital birthing space into a softer and more
personal environment, as a reflection of the shift in “medical philosophy that no longer
views childbirth as pathological” (Fannin, 2003, p.513). The idea that hospitals also provide
attachments for users, was clearly observed in a very different study exploring public
opposition to the possible closure of St Bartholomew's Hospital in London (Moon and
Brown, 2001). Findings from a discourse analysis of policy, media and campaign materials
revealed that resistance related to recognition of the hospital not only as a place of medical

expertise, but also as symbol of medical tradition within the city of London.

Together these studies demonstrate the effect that the physical hospital environment can
have on patient and staff wellbeing, suggesting that the healthcare setting is more than just
physical appearance and functioning, and that the geographical location of care often has
“less significance in its therapeutic role than the physical, social and symbolic organization

of the space itself” (Smyth, 2005, p.488).

2.5.2 The Community

Interest in ‘health places’ has also led to consideration of the impact of environmental

factors (e.g. parks, built environment, industrial areas) on individual and community health
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(Cummins et al., 2007). More recently, the built environment within community settings

has also received research attention.

In two studies of primary care settings, Rapport et al (2007, 2009) show how the workspace
is constructed in order to maintain healthcare professionals’ sense of professionalism and
to position patients within a passive role. Using biographic and photographic data, Rapport
et al (2007) found that GP workspaces had often evolved rather than been planned, and in
an extension of professional identity, ranged from “the embodied to the disembodied, the
sacred to the profane, the technological, clinical and modern to the homely life space”
(p.543). The authors interpreted this relationship between workspace and practice, as a
reflection of staff morale, motivation and professional seniority. Rapport et al (2009) also
explored the extent to which community pharmacy spaces were associated with
professionalism and meeting public need. Findings in this study revealed that pharmacists
inhabit different areas of the pharmacy (e.g. sales area, dispensary and consultation rooms)
in diverse ways. For example, the dispensary was constructed as the nerve centre of the
pharmacy, with its order and precision epitomising the essence of being a pharmacist. In
this way then, the dispensary was not only used as a convenient place for the dispensation
of drugs, it was also used to preserve professional identity and to evade members of the
public. Emerging policy initiatives which dictate greater transparency and accountability
through an ‘opening-up’ of the dispensary space were thus shown to hold implications for

the pharmacist’s construction of self.

Professional groups however, do not always agree on the best design of new services and

spaces. This is demonstrated in studies by Lehoux et al (2007, 2008) examining the design
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of new satellite and mobile dialysis units in Canada. They found that the professionals
involved in the design and implementation of the units constantly sought to measure up to
the ‘ideal standards’ of fixed hospital units, while having to acknowledge the constraints of
smaller, community-based environments. This duality between an ‘ideal’ world and a ‘real’
world was linked to the way in which healthcare professionals selectively addressed clinical
norms and patients’ expectations. In exposing such professional tensions within and
between groups, the authors argued that new clinics were developed not only to provide
closer-to-patient services, but also to streamline clinical tasks. This finding is supported by
Gelser et al (2004) whose evaluation of the UK hospital building programme led to the
conclusion that many health places are designed to maintain the social and political

interests of medical professionals:

“Many hospital designs in the UK have been based mainly on expert discourses that
emphasize efficiency in terms of costs and clinical functionality. These values
reflect the priorities of key participants in the design process and their assumptions
about the relationship between healing and environment... For instance, it is
apparent that certain stakeholders (usually the most powerful groups) are able to
manipulate the social space of the hospital so that distinctions between medical
‘experts’ (e.g., doctors and Consultants), medically trained staff (e.g. nurses), non-
medical support staff (e.g. porters, security, kitchen staff) and non-staff (e.g.
patients and visitors) are maintained.” (p.118)

The ability to transport medical technologies into the home setting also means that forms

of healthcare that would previously have been provided in institutions can now be

delivered in the home (Poland et al., 2005). The home has thus been re-conceptualized as a

complex site of care, laden with emotional attachments, meanings, histories, symbolism

and even social conflict (Dyck et al., 2005, Andrews, 2006, Moore et al., 2010). Studies on
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the provision of hospital care in patient’s homes have considered what it means to be a
patient or homecare nurse (Liaschenko, 2003), as well as ethical issues such as the
appropriateness of transferring values (e.g. professional boundaries and privacy issues)
from hospital to home (Peter, 2003). Within a paediatric context, Lindahl and Lindblad
(2011) conducted a meta-synthesis of qualitative literature on family members’
experiences of everyday life when a child is dependent on a ventilator. Findings revealed
that the presence of medical technologies and healthcare professionals changed the
essence of home as a private and personal space, noting how the home becomes open to
“public inspection and judgment” (p.259) when a child requires long-term medical
intervention to survive. These findings echo those from other studies of the home as an
informal care setting, suggesting that while patients often display a strong preference for
homecare over hospital care (Shepperd et al., 1998), their experience of ‘homeliness’ can
be disturbed by medical technologies and healthcare professionals (Angus et al., 2005,
Moore et al., 2010), thus the meaning of home can change over the course of illness, from

a therapeutic to a non-therapeutic place (Donovan and Williams, 2007).

While knowledge of the home as a therapeutic environment for the patient is well
documented (Williams, 2002, Martin et al., 2005), less recognised is the impact that moving
care into the home has on carers. In a study of her own mother’s long term care at home,
Cartier (2003) discusses her concerns in terms of the financial burdens of ‘place-switching
health services’ (from hospital to home), gendered aspects of care-giving and management
of the ‘no-care zone’ (transition of service provision from one sector to another). This ‘no-
care zone’ has also been explored by Martin et al (2005) in terms of ‘intermediate’ care for

older people. The authors’ observed that by aiming to prevent hospital admissions and

71



facilitate early discharge, intermediate homecare was rationalised on the basis of
promoting autonomy and independence for older people. However, analysis of healthcare
professional interviews led to questions about these assumptions, especially in cases where
the home was experienced as restrictive or confining. The therapeutic nature of an
environment is therefore argued to be dependent on a person’s “physical, psychological
and social meanings of place” (Martin et al., 2005, p.1893). This finding is supported in a
study of older people’s experiences of hospice day care (Moore et al., 2013), demonstrating
that, within the context of health and illness, individuals purposefully re-construct places as
therapeutic, in order to achieve a sense of ‘homelikeness’ (Svenaeus, 2001) within

themselves.

2.5.3 Summary of ‘place-based’ health research

In light of changes to healthcare delivery, such that services are being shifted out of
hospitals and into community settings, new conceptualisations of place are emerging. As a
result, empirical studies have begun to consider healthcare settings as more than their
physical location and material environment. Rather they are starting to be understood as
meaningful, social places which provide experiences, attachments, symbolism and identity
for their users (Andrews, 2006). This understanding has led to mounting consideration of
the meanings attached to where care is delivered, and how different stakeholders
participate in the creation of new health places (Lehoux et al., 2007). Nevertheless, there
remains a dearth of knowledge regarding how place contributes to healthcare experience
and how healthcare contributes to place experience (Kearns and Joseph, 1993, Williams,

1998). As Williams (2002) observes, despite the clear direction of policy, little “health
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services research has adopted a place-centred theoretical perspective” (p.141).
Consideration of place “as an operational ‘living’ construct”(Kearns and Moon, 2002, p.609)
may therefore contribute to a fuller understanding of how families experience paediatric

outpatient care closer to home and why they experience it as they do.

2.6 Conclusion

This literature review shows that very few studies have explored the experience and impact
of moving paediatric outpatient clinics into community settings. However, the concepts of
‘patient experience’ and ‘place’ are central to reforms in health policy, including those
considering health services for children and young people. There are therefore, major gaps
in the evidence-base regarding the design, implementation and evaluation of acceptable
and effective ‘closer to home’ paediatric health services. Although patients’ direct
experiences of care are increasingly recognised as a unique and valuable source of
information, evidence for the systematic inclusion of young people’s experiences in service
improvements is also lacking. By enhancing understanding of the meanings that places hold
for service-users and providers, it may be possible to understand how and why families and
staff experience CCTH as they do. Such information could have implications for service
design and utilisation. The next chapter starts to address one of these gaps in knowledge by
synthesizing the qualitative literature on families’ experiences of receiving specialist
paediatric care outside of a hospital setting, with the purpose of generating new,
conceptual understandings of the experiential and geographical dimensions of receiving

community-based paediatric care.
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CHAPTER THREE

3 FAMILIES’ EXPERIENCES OF RECEIVING SPECIALIST PAEDIATRIC CARE OUTSIDE OF A
HOSPITAL SETTING: META- SYNTHESIS OF QUALITATIVE LITERATURE

3.0 Background

As previously discussed, the National Service Framework (NSF) for children, young people
and maternity services (DH, 2004) has sought to ensure that children and young people
who are ill receive timely, high quality and effective care as close to home as possible,
recommending that families receive “services which are coordinated around their
individual and family needs and take account of their views” (DH, 2004, p.87). Together
with advancements in treatments and technologies, changing beliefs about medical power
and expertise, and a need to reduce costs in the NHS, such reforms have led to the shift of
an increasing number of specialist paediatric health services being delivered outside of the

traditional hospital setting (DH, 2005, 2007).

3.1 New models of service delivery

Achieving policy objectives for paediatric healthcare has prompted the development of
new models of service delivery. In England, the predominant model is the community
children’s nursing team (Parker et al., 2011a), which provides specialist home-based care to
children and young people (0-18 years) with a range of acute and chronic illnesses (DH,
2011a). Such care prevents hospitalisation by providing families with the equipment,
resources and support they need to care for children in their own homes (Cooper et al.,

2006). Other models of Care Closer To Home (CCTH) include specialist outreach clinics,
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where hospital-based healthcare professionals go out into the community to deliver
services (Heath et al., 2012); virtual outreach or teleconferencing services; as well as
paediatric assessment units (Spiers et al., 2012). These aim to improve access to specialist
paediatric healthcare, while preventing unnecessary inpatient admission and reducing

hospital length of stay.

Systematic reviews exploring the clinical and cost-effectiveness of paediatric CCTH (Parker
et al., 2012) and in home (Cooper et al., 2006) report that the approach provides similar
clinical outcomes for children and may be more cost-effective than hospital care. While
these reviews contribute valuable knowledge to the under-developed evidence-base for
paediatric CCTH (Parker et al., 2011a), less is known about the experience of services, from
a user perspective. Findings of this kind would facilitate the design and delivery of
innovative and acceptable services, which take into account service-user views and

experiences (DH, 2011d).

3.2 New places, new experiences

The literature review in this thesis (chapter 2) revealed that increasing diversity in
healthcare settings has led to ‘place’ being recognised as more than just physical location
or material environment (Rapport et al., 2007). Rather, the place of service delivery is
starting to be understood as a meaningful, social space which provides experiences,
attachments, symbolism and identity for its users (Andrews, 2006). While ‘place’ is a
recognised concept in disciplines such as medical geography, less consideration for the
meanings attached to where care is delivered, and how different stakeholders participate

in the creation of new health places has been given in healthcare policy and practice
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(Lehoux et al., 2007). This is important as understanding both how ‘place’ fits into the
landscape of healthcare and how families and staff experience different places, may shed
light on how and why families experience CCTH as they do, which could in turn influence
service improvement strategies. As yet, there has been no application of the theoretical

concepts of ‘place and space’ for investigating paediatric CCTH.

3.3 Introduction to Meta-synthesis

Sandelowski and Barroso (2003) define a meta-synthesis as “a systematic approach to the
collection and analysis” of solely qualitative studies and “the use of qualitative methods to
synthesize those findings” (p.154). It is modelled on traditional systematic review
methodology in that it includes a systematic search strategy, screening of retrieved studies
and quality appraisal (Shaw, 2012b). Unlike meta-analysis however, the aim is to broaden
conceptual understandings and provide new insights into a particular phenomenon, in this

case, families’” experiences of receiving paediatric care outside of a hospital setting.

As one approach to meta-synthesis, meta-ethnography is an effective method for
synthesising findings from qualitative research studies in healthcare (Campbell et al., 2011).
The process involves combining and contrasting findings from individual studies so as to
develop new insights that are “greater than the sum of the parts” (Campbell et al., 2003,
p.672). The output of a meta-ethnography is therefore a new, ‘higher order’ interpretation

or theory that satisfactorily accounts for the available body of evidence (see figure 5).
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Due to the methodological and theoretical diversity in qualitative research, quality
appraisal of studies in meta-ethnography is contentious (Dixon-Woods et al., 2005);
however, in order for the findings to contribute to an evidence-base for service re-design,

consideration of quality is necessary.

Figure 3: Steps of a Meta-Ethnography

Noblit and Hare’s phases for conducting a meta-ethnography (1988)

1. Getting started: Identifying an intellectual interest that qualitative research might
inform.

2. Describing what is relevant to initial interest: An exhaustive search for relevant
accounts can be undertaken followed by selection of research relevant to the topic
of interest.

3. Reading the studies: Repeated reading and noting of metaphors is required and
continues as the synthesis develops.

4. Determining how the studies are related: Putting the studies together requires a
list of key metaphors, ideas or concepts (and their relations) used in each account,
and juxtaposing them. This leads to initial assumptions about relations between
studies.

5. Translating the studies into one another: Metaphors and/or concepts in each
account and their interactions are compared with the metaphors and/or concepts
and their interactions in other accounts. These translations are one level of meta-
ethnographic synthesis.

6. Synthesizing translations: Various translations can be compared with one another
to determine if there are types of translation or if some metaphors/concepts are
able to encompass those of other accounts. In these cases, a second level of
synthesis is possible, analysing types of competing interpretation and translating
them into each other to produce a new interpretation/conceptual development.

7. Expressing the synthesis: For the proposed synthesis to be communicated
effectively it needs to be expressed in a medium that takes account of the intended
audience’s own culture and so uses concepts and language they can understand.

3.4 Aim
The aim of this review was to examine the qualitative evidence for providing paediatric
CCTH and to derive new, conceptual understandings of families’ experiences of receiving

specialist paediatric care outside of a hospital setting.



3.5 Methods

This meta-synthesis proceeded in four stages. A systematic search strategy was developed;
records retrieved were screened for relevance, appraised and then synthesized using the
principles of meta-ethnography (Noblit and Hare, 1988). Throughout the review, care closer

to home (CCTH) is used to refer to any ‘out of hospital’ setting.

3.5.1 Systematic search and screening

Five databases representing the disciplines of medicine, social sciences and health services
research (Medline, Embase, Cinahl, Assia, Health Management Information Consortium)
were systematically searched using synonyms of keywords and specific database index
terms relating to the population (families; parents, children and young people), type of care
(closer to home, at home) and method (qualitative, interview). Synonyms of search terms
were combined using the term OR and concepts were combined using the term AND
(Boolean logic) (see appendix 1.1 for example search strategy). Google scholar was then
searched to identify grey literature (Borg Xuereb et al., 2012) and the reference lists of all

papers which met the inclusion criteria reviewed for relevant material.

3.5.2 Inclusion criteria

Studies were included if they investigated families’ experiences of receiving specialist
paediatric care outside of a hospital setting, through the use of qualitative methods, were
conducted in the UK, reported in English and published between 2003 and 2013. The

country of study and time limits were chosen deliberately to reflect the development of
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CCTH policy initiatives in the UK. No restrictions were applied to the model of care used to

provide CCTH.

Where two papers reported data from the same study, a decision was made about how
different their content was, in order to determine their inclusion. Care was taken to ensure
that findings from the same study were not repeated within the synthesis. Any duplication
of reported findings were therefore removed during the data management stage. Studies
that reported service provider views as well as families’ experiences (Carter et al., 2012,
Kirk and Glendinning, 2004, Mcintosh and Runciman, 2008, Runciman and Mclintosh, 2003)
were included, however data pertaining to staff views were excluded at the data
management stage and subsequently did not feature in the analysis. Where supplementary
data were referred to, for example in online appendices and reports (Carter et al., 2012,

Spiers et al., 2011), these were included.

3.5.3 Critical appraisal

Prompts developed by Dixon-Woods et al (2004) were used to critically appraise the quality
of included studies, whilst remaining methodologically neutral (see table 6 for an example).
The purpose of this process was to consider the trustworthiness of the review findings,

rather than to exclude papers on the basis of quality (Shaw, 2012b).

3.5.4 Data synthesis

Studies were read and re-read before data were extracted and recorded on standardised
forms (see appendix 1.2). As well as basic study information, data were extracted on key

themes, ideas and concepts as expressed by the participants (first-order constructs) and
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also by the authors (second-order constructs). Information about study setting,

methodology and participants was also extracted to provide a context for data synthesis.

Synthesis of studies was carried out through the interpretative activity of translating
studies into one another. This meant comparing and contrasting first and second order
constructs across studies to identify third-order constructs, which represented the

collective meanings of findings from individual studies.

In practice, first and second order constructs (author generated themes supported by

participant data) were compared within a matrix (see table 2) so as to identify any common

or recurring concepts and to determine how the studies were related (Britten et al., 2002).
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Table 2: Example taken from Matrix of 1st and 2nd order constructs

Nurses acted as a central
intelligence; robust
“leadership” helped team
members negotiate the
uncertainty and challenges of
working across traditional
boundaries

Enabling Families to be at
Home

Services that work well centre
on the needs of children and
their families, enabling care to
be provided at home where
possible.

Relationships and Working in
Partnership

Services work well when
relationships, based on trust
and respect are developed
between nurses and families
and where nurses work in a
solution-oriented way. Central
to this is tailored and context
specific training, delivered “in
a way | can understand”.

Theme 1 Theme 2 Theme 3
Spiers et | Parents’ responsibilities Being supported Relationships with staff
al (2011) | during care closer to home Being supported socially and | Parents perceived their
Having responsibility for emotionally was highly relationships with staff to
nursing tasks valued by parents. be an important and
Degree to which parents felt Community nurses integral aspect of the
supported in their care giving | appeared to be the primary | child’s care. Relationships
varied. However, all preferred | source of such support. were often, though not
CCTH over hospital care. always, described
positively.
Having no responsibility for
nursing tasks
Regardless of level of
responsibility, all parents
valued support from CCTH
staff.
Carter et | What Is Working Well? What Could Work Better? Visions for the future
al (2012) | Effective communication Lack of Services and the Parents Supported to be

Pressure to Cope

Some families felt there
were ‘““massive
expectations’” of them to
provide CCTH without
adequate support and
guidance.

Inequity and gaps in services
meant that, for some
families, life was disrupted
regularly and unnecessarily

Standard Working Hours
Many families had
difficulties accessing
support outside of normal
working hours.

Equipment and Resources
Equipment was a
widespread concern,
ranging from not having
enough to substantial delays
in delivery.

Quagmires of

Communication
Communication was cause
for concern in some
settings, especially in
relation to discharge from
hospital.

Parents, Not Caregivers
The Community Children’s
Nursing Specialists should
facilitate care at home
that enables parents to be
parents rather than have
their parenting role
subsumed by the need to
be a caregiver.

Equity and accessibility
meant that families should
be able to receive high-
quality services regardless
of their geographical
location.
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Once the relationship between the included studies was established as related or

‘reciprocal’, findings from the first three papers were coded, before these codes were

collapsed into a number of broader categories. These codes and categories then made up
an initial coding framework, which was subsequently applied to two more papers before
being refined. This process was repeated until no new codes were generated. The final

coding framework (see table 3) was then applied to all findings in order to generate new

themes. Themes were compared across papers using a matrix containing research articles

in rows, themes in columns and summarised data within the cross-tabulated cells. This

process enabled constant comparison between study findings, as well as reconstructing the

coded data into something more than the parts alone, thus generating a new, fuller

understanding of the phenomenon (a “line of argument” synthesis).

Table 3: Coding Framework

Category

Codes

Transformation of the
meaning of ‘home’

Medicalization of home by technology and healthcare
professionals

Transformation of the
meaning of ‘parent’

Transforming from lay person to expert; from service-user to
service provider; blurring of parent/carer roles; parents training in
technical aspects of care; change in parent-child relationship; sleep
and social disruption

Maintaining a sense of
normality

Restoring and maintaining normality; managing and minimising
disruption; effects on other family members; balancing care with
other activities of daily life; preference for a place called ‘home’

Support and coping
strategies

Emotional, psychological, practical or technological support;
managing crisis; respite; access to support

Working in
partnership

Relationships between healthcare professionals and families; co-
ordination and integration of care; access to services, equipment
or resources
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3.6 Findings

3.6.1 Included Studies

Searches yielded 248 articles excluding duplicates. Titles and abstracts were screened, and
230 papers excluded due to having a quantitative design (40) or irrelevant topic (190). 18
full text papers were then screened against the inclusion criteria and a further 15 removed
due to an irrelevant topic or not being conducted in the UK. References of the remaining 3
papers were then reviewed and an additional search of Google Scholar carried out using
the same search terms. This yielded a further 14 articles, of which, 6 were excluded
following retrieval of full text, due to an irrelevant topic or not being conducted in the UK.
The remaining 11 papers were screened against the inclusion criteria, where a further 2
papers were removed. This review is based on the findings of the 9 remaining articles,

reporting 7 different studies (see figure 4).

Included papers described a range of models for providing paediatric CCTH, including
community children’s nursing; hospital outreach services; and children’s assessment units
(see table 4). The majority of papers reported families’ experiences of receiving community
children’s nursing care within the home, reflecting the most common model in the UK
(Parker et al., 2011a). Methods used to guide data analysis included the Framework
approach (Ritchie and Spencer, 1994), Grounded Theory (Strauss and Corbin, 1998) and

Thematic Network Analysis (Attride-Stirling, 2001).
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3.6.2 Quality

Papers included in this review varied in quality, with only three providing enough
information to fully satisfy the quality criteria prompts (Spiers et al., 2011, Carter et al.,
2012, Kirk et al., 2005). Common problems included a lack of detail on methods of data
analysis and lack of raw data as evidence to support analytical claims (See table 5).
Accounts of reflexivity were also limited, with authors of only three papers considering how
their role as a researcher could have influenced data generation and analysis (Spiers et al.,
2011, Kirk and Glendinning, 2004, Kirk et al., 2005). Such transparency is necessary in
gualitative research to produce trustworthy findings (Shaw, 2010). Details on maintaining
rigour more generally were provided in all but two studies (Carter et al., 2012, Malik et al.,
2006). Examples included: double coding of data by two independent researchers,
identification and examination of disconfirming evidence, prolonged engagement in the

field, and keeping an audit trail.
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Figure 4: Flow chart outlining number of articles retrieved, and included or excluded at each stage
of review process

310 articles identified from
electronic search of five 62 duplicate papers removed
databases and imported into >
endnote
230 papers excluded by
v screening of title and abstract;
248 articles »| either not relevant topic /
population or not using
gualitative methods
v
18 Full text papers retrieved | 15 papers excluded from
and screened - screening of full text; either not
relevant topic or study not
conducted in the UK
v

3 papers selected for
preliminary inclusion

A 4

14 additional papers included 6 papers excluded from
following screening of »| screening of full text; either not
references lists and additional relevant topic or study not
searching of Google scholar conducted in the UK

v
11 articles assessed with 2 papers excluded for not meeting
inclusion criteria inclusion criteria:

A 4

1 investigated parent’s
experiences of their child’s health
condition (e.g. diagnosis,

\ 4 hospitalisation)

9 articles included .
1 was not conducted in UK
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Table 4: Study Characteristics (*Papers from the same study)

Author, title, journal

Aim

Model of Care Closer to Home

Sample

Method

Spiers, G., Parker, G., Gridley, K. & Atkin,
K. (2011) The psychosocial experience of
parents receiving care closer to home for
their ill child. Health & Social Care in the

Community 19, 653-60

To explore the implications of
CCTH through understanding
the experiences of those who
use such care.

2 Community Children’s Nursing
Services, 2 outreach nursing services, 1
children’s assessment unit. All
provided specialist, long-term and
acute care in home and outpatient
settings in England.

27 parents and
one extended
family member

In-depth, semi-structured
interviews conducted face-to-
face with parents.

Data analysed using a Framework
approach

Carter, B., Coad, J., Bray, L., Goodenough,
T., Moore, A., Anderson, C., Clinchant, A.
& Widdas, D. (2012) Home-based care for
special healthcare needs: community
children's nursing services. Nursing
Research 61, 260-8

To elicit the perspectives

on and experiences about
Community Children’s Nursing
Services in England in relation
to things that are working
well or that could be
improved and the vision for
services.

9 regional locations in England
providing a range of acute and long-
term specialist Community Children’s
Nursing Services to children in their
own homes.

82 parents and
grandparents; 27
Children and
young people

Arts-Based Participatory
Appreciative Workshops; E-
contributions (emails & blogging);
Semi-structured interviews.

Data analysed using a Thematic
network approach.

Malik, A., Godson, J. & Tilford, S. (2006) A
qualitative pilot study to compare
physiotherapy provision through Sure
Start and hospital-based services. Practice
18, 195-206

To investigate factors
operating at the healthcare
provider, child and parent
interface that could affect the
efficiency and effectiveness of
a home-based physiotherapy
service.

Home-based physiotherapy service to
children run as part of a Sure Start
programme and hospital-based service
in a multicultural city in the north of
England.

7 parents

Focus groups and semi-structured
interviews.

Data analysed using Grounded
Theory techniques.

*Heaton J., Noyes J., Sloper P. & Shah R.
(2005) Families’ experiences of caring for
technology-dependent children: a
temporal perspective. Health & Social
Care in the Community 13 (5) 441-450

To examine the temporal
organisation and time
consequences of the care
regimes for technology-
dependent children and their
families.

Health services in England providing
care to families with a technology-
dependent child at home.

46 parents; 13
technology
dependent
children; 15
siblings; one
grandparent

Semi structured interviews.
Interviews with children
facilitated by the use of time-line
drawings. Participants could also
keep a written and/or
photographic diary.

Data analysed using A Framework
approach.
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*Heaton, J., Noyes, J., Sloper, P. & Shah, R.

To examine the effects of the

Health services in England providing

46 parents; 13

Semi structured interviews.

(2006) The experiences of sleep disruption | care regimes for technology- care to families with a technology- technology Interviews with children were
in families of technology dependent dependent children and their | dependent child at home. dependent facilitated by the use of time-line
children living at home Children and families on sleep disruption. children; 15 drawings. Participants were also
Society 20, 196-208 siblings; one given the option of keeping
grandparent written and/or photographic
diaries.
Data analysed using A Framework
approach.
*Kirk S. & Glendinning C. (2004) To explore the experiences of | Hospital nursing support services in 33 Parents In-depth interviews.
Developing services to support parents families caring at home for a the home for children who are Data analysed using constant
caring for a technology-dependent child at | technology-dependent child; technology dependant. comparison method.
home. Child: Care, Health and and to identify perceived
Development 30 (3) 209- 218 problems and good practice in
the purchasing, delivery and
co-ordination of services.
*Kirk S., Glendinning C. & Callery P. (2005) | To discover how parents Hospital nursing support services in 33 Parents In-depth interviews.
Parent or nurse? The experience of being experience caring for a the home for children who are Data analysed using the constant
the parent of a technology- dependent technology-dependent child. technology dependant. comparative method (Grounded
child. Journal of Advanced Nursing 51 (5) Theory)
456-464
Runciman, P. & MclIntosh, J. (2003) To examine parents and PATCH project - an intersectional 12 Parents Semi-structured interviews.
Evaluation of the PATCH nursing service: agency workers perceptions / | initiative between health, social and Data analysed using ‘transcript-
Partnership and training supporting experiences of the PATCH education services in Lanarkshire, based’ analysis.
children with complex needs at home. (Partnership and Training Scotland which provided support at
Primary Healthcare Research & Supporting Children at Home) | home from two experienced children’s
Development 4, 307-318 service nurses for parents of children with
complex disability.
Mclintosh, J. & Runciman, P. (2008) To report empirical work Two out of hospital nursing services 17 parents In-depth interviews;

Exploring the role of partnership in the
home care of children with special health
needs: Qualitative findings from two
service evaluations. International Journal
of Nursing Studies 45 (5) 714-726

relating to conceptual
understandings of
‘partnership’ in the home care
of children with special health
needs.

for children with special health needs
in different Scottish Board areas.

Data analysed using inductive
and deductive ‘transcript-based
analysis’.
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Table 5: Prompts for appraising qualitative research (Dixon-Woods et al., 2004)

Are the Are the Are the following clearly Are the following Are the Are the data, Does the
research research described? appropriate to the claims made | interpretations | paper make a
questions | questions research question? supported and conclusions | useful
clear? suited to by sufficient | clearly contribution?
qua"tative sampling data analysis | sampling data analysis evidence? integrated?
. . collection collection
inquiry?
Spiers, Parker, Gridley & YES YES YES YES YES YES YES YES YES YES YES
Atkin (2011)
Carter, Coad, Bray, YES YES YES YES YES YES YES YES YES YES YES
Goodenough, Moore,
Anderson, Clinchant, &
Widdas (2012)
Malik, Godson & Tilford YES YES NO YES NO NO YES NO YES YES YES
(2006)
Heaton, Noyes, Sloper & Shah | YES YES YES YES YES YES YES YES NO YES YES
(2005)
Heaton, Noyes, Sloper & Shah | YES YES YES YES YES YES YES YES NO YES YES
(2006)
Kirk & Glendinning (2004) YES YES YES YES YES YES YES YES NO YES YES
Kirk, Glendinning & Callery YES YES YES YES YES YES YES YES YES YES YES
(2005)
Runciman & Mclntosh (2003) | NO YES YES YES NO YES YES YES YES YES YES
Mclntosh & Runciman (2008) | YES YES YES YES NO YES YES YES YES YES YES
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3.6.3 Synthesis of findings

Reciprocal data analysis generated five third-order themes (see table 6). These were:

transformation of the meaning of parent; transformation of the meaning of home;

maintaining a sense of normality; support and coping; and working in partnership. Each

theme will now be described in detail, using verbatim quotations from first and second

order constructs.

Table 6: Matrix of third order constructs

Transformation
of home

Transformation
of parent

Maintaining
normality

Support and
coping

Partnership
working

Spiers et al
(2011)

Carter et al
(2012)

Malik et al
(2006)

Heaton et al
(2005)

Heaton et al
(2006)

Kirk &
Glendinning
(2004)

Kirk et al (2005)

Runciman &
Mclntosh (2003)

Mclintosh &
Runciman
(2008)

3.6.4 Transformation of the meaning of ‘parent’

In caring for their child at home, parents were often required to assume responsibility for

being “both their child’s parent and a skilled caregiver and provider of technological

support and medication” (Carter et al., 2012, p.265). As a result, many experienced a
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transformation in the meaning of parent from nurturer to clinical care provider. For some

this meant a change in their identity and a change in their relationship with the child.

Technical care relating to medical devices was principally provided by the children’s
mothers, with diverse levels of support from other family members and service providers
(Heaton et al., 2005). Such activities included: “administering oxygen; changing
tracheostomy tubes; administering intravenous infusions; suctioning airways; passing naso-
gastric tubes; and giving injections” (Kirk et al., 2005, p.460). To perform this role, parents
were required to undertake professional training. Most parents accepted this new

responsibility without complaint:

“I never felt under any pressure whatsoever to, to go for this sort of training... |
mean it just, they, you know, they were great in that respect they really were. They
instilled some confidence into me.” (Mother; Spiers et al., 2011, p.656)

Others however, found it more challenging or resented the accountability, especially when

there was a requirement to administer complex treatment regimens:

“I do think it does put a lot of responsibility on the parents, you know, to have to
give a lot of the medication, you know, at home.” (Mother; Spiers et al., 2011,
p.656)

“A parent should not be expected to do free slave labour 24/7... not good enough to
treat families this way.” (Parent; Carter et al., 2012, p.265)

The combination of technical training and experiential knowledge that parents gained
whilst caring for their child at home meant that they often acquired a more personalised
understanding of their child’s specific needs and condition than the healthcare
professionals they encountered. Whilst this allowed for the provision of bespoke care
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(Kirk et al., 2005), it also meant the potential for tension with professionals, particularly
when parents perceived that healthcare professionals were threatened by their expertise

(Kirk and Glendinning, 2004).

Maintaining a healthcare provider role simultaneously with the kinds of care associated
with parenting in general (Heaton et al., 2005) was particularly difficult for parents when
the procedures they were required to administer caused pain or distress to the child.
Consequently parents often found themselves managing both their child’s and their own

emotional reaction to treatments:

“The NG tube, you’ve got to get it up and wriggle it down, and he’s crying and he’s
dead distressed, and it’ll go the wrong way or curl in his mouth. You end up in tears
and he ends up in tears.” (Mother; Kirk and Glendinning, 2004, p.212)

“It is so distressing to him and I'd, I'd end up giving up and not being able to do it.
Cos it’d upset me to distress him.” (Mother; Spiers et al., 2011, p.657)

To manage their dual roles parents tried to distinguish between being a parent and being a

nurse by emotionally detaching themselves from the service provider role when not giving

care and prioritising their parental role wherever possible. The aim of this strategy was to

protect the parent-child relationship, and prevent parents from being defined by the

healthcare activities they carried out.

“Now | can be his mum... | can get with him and | can sit on the floor with him and
we can watch tele(vision) with the others all together. Or we can go out together;
we are just going to be a family. But then, come 8 o’clock, I've got to do his chest
and I’'ve got to do his physio and I’'ve got to do his (haso-gastric) feeds. And then
you’re not his mum, you’re his carer again.” (Mother; Kirk et al., 2005, p.460)
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Some parents however, experienced difficulties in seeing their children in the same way as
they had prior to the onset of the medical condition. One Mother described how healthcare

professionals helped her and her family to adapt to their new situation:

“We had been told so many things about (son) you kind of looked on him as a wee
bit freaky at times... (the CCTH nurse) came along and got us looking at him in a
completely different way again, so it’s given us an awful lot more confidence with
him and I think we are a lot more positive about the future as well.” (Mother;
Runciman and Mclntosh, 2003, p.315)

Finally, parents described their lack of choice in becoming responsible for their child’s
healthcare. For most, an overwhelming desire to have their child home from hospital
overshadowed any concerns about coping. Having experienced CCTH however, parents
discussed their struggle to separate their role as a carer from other activities of daily life.
This had both emotional and financial implications, as many mothers had felt it necessary
to give up work, and often felt too exhausted to engage in social activities (Kirk and

Glendinning, 2004, Heaton et al., 2006).

3.6.5 Transformation of the meaning of ‘home’

For those parents of technology-dependent children receiving care in the home, the
essence of home was transformed by the presence of technological equipment (e.g.
ventilators, dialysis machines) and medical supplies (e.g. syringes, medications). In addition,
the “continual or frequent presence of home carers or professionals” (Kirk et al., 2005,
p.459) meant that essential constituents of ‘homeness’ such as privacy, personalisation and

control, were redefined by the medical technologies and professionals that the child with
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complex health needs depended on. Home was thus transformed into a functional

environment. As one mother describes:

“She’s got a cupboard in her bedroom that’s totally full of everything she needs.
Needles, syringes, gauze, everything we need for her. So it’s like a medical
cupboard. Actually her bedroom is like a mini-hospital. There is everything you can
think of that we’d use in hospital is there.” (Mother; Kirk et al., 2005, p.459)

Traditional home spaces were also re-organised to accommodate the child’s care needs.
For example one family transformed their main living area into the child’s bedroom,

demonstrating how the whole family’s life was re-structured around the child’s condition:

“We had him in the lounge area in the other house, you know, his bed and his
oxygen and his vent(ilator), all his stuff all in our lounge. The kids couldn’t have their
friends in because it wasn’t then our lounge, it was A’s bedroom.” (Mother; Kirk et
al., 2005, p.459)
Sleep too, was often disrupted by “machine alarms going off; the need to administer
medications or other treatments during the night” (Kirk and Glendinning, 2004, p.213) and
the need to monitor the child, for example, in case of breathing difficulties (Heaton et al.,
2005). Some families made changes to their sleeping arrangements, such as sleeping in the
child’s room in order to respond more quickly (Heaton et al., 2006). Others described only
being able to sleep peacefully when technological equipment was not in use by the child, or

when overnight carers were there. However, with no guarantee of a good night’s sleep, the

presence of carers often meant added intrusion of privacy (Heaton et al., 2006).

Homes therefore, were not only altered by medical supplies, but also by the regular

comings and goings of various health and social care professionals. As such, the home also
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became “a public space where life was conducted alongside comparative strangers, with
interactions open to public inspection and judgement” (Kirk et al., 2005, p.460). Freedom to
be oneself and to engage in normal family interactions such as quarrels, displays of
affection and entertaining of friends were also constrained by this intrusion of privacy and

fear of being judged. As one mother describes:

“You haven’t got the freedom to talk about anything you want to because someone
is always around. It’s very compromising. | want to keep things to myself, really, and
there are certain things you can’t do.” (Mother; Kirk et al., 2005, p.460)

3.6.6 Maintaining a sense of normality

Parents of children receiving CCTH tried to maintain a sense of normality as much as
possible for their whole families. For many this meant being at home in the place where the
child was “happiest”, and where familiar and expected routines meant that they remained

a part of “normal life”. As one child describes:

“I could sleep at home. | couldn’t sleep in the hospital. She came two times | think to
my house... She came the second time and took my stitches out... right here [shows
chest]... | liked it at home best of all. She gave me a star for being good and having a
clean cut where my operation was.” (Child; Carter et al., 2012, p.264)

It was important to families that they continue with normal family routines, for example
ensuring that the child attended school and that siblings’ needs were also met. Reducing

the need for hospital visits and admissions allowed families to manage their other

commitments alongside the sick child’s needs:

“In 2007/8 she had 14 hospital admissions lasting 1 day to 5 days. Since the CCN
came during 2009 she has had only two.” (Mother; Carter et al., 2012, p.263)
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“| prefer the home service because of childcare responsibility for a younger
daughter who is nine months old.” (Parent; Malik et al., 2006, p.200)
For parents of children with more complex needs, balancing life and care could be more
difficult. Nevertheless, parents often made a “determined effort not to allow their lives to
be dominated by the demands of the technology and over time incorporated this into a
more balanced way of life” (Kirk and Glendinning, 2004, p.213). For example, where
possible, treatments were re-structured so as to fit in with social schedules and other

institutional timetables, thus allowing life to carry on as usual (Heaton et al., 2005).

Despite the challenges of increased responsibility and intrusion from medical technologies
and professionals, all families preferred CCTH to hospital-based care. This was because it
was more flexible; allowed the family to stay together; enabled the child to remainin a
familiar environment and reduced risks of infection. Some parents felt that they would like
even more care at home, resulting in requests for a more frequent CCTH service, which

extended beyond the current range:

“If there was a way that we could do more at home, even like you say with the
temperatures, checking through the night and stuff like that, then we’d be happy to
take on that responsibility.” (Father; Spiers et al., 2011, p.656)

“I would like a physio to visit every week at home.” (Parent; Malik et al., 2006,
p.199)

Apart from crises, and occasionally during crises, home was constructed as simply the “best

place” for the sick child to be:
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“1 think the best thing is that you don’t have to worry about taking her to hospital or
the GP surgery, where she could catch more infections. All in all this service keeps
my child out of hospital and at home with me.” (Mother; Carter et al., 2012, p.263)

3.6.7 Support and Coping

Adequate training in the child’s treatment regimen was imperative for parents undertaking
new responsibilities of delivering treatment and care. Nurses based in the hospital and in
the community were in charge of providing this training in a way that parents could
understand. Such tuition eased the burden of responsibility for parents by increasing their

knowledge, self-efficacy and independence. As Carter et al (2012) explain:

“Central to this support was the tailored and context specific education, training,
and information that nurses delivered “in a way | can understand” to the children
and their families in their homes. One mother who was “getting in a right muddle”
about medication explained: “I went to the GP twice and to the Practice Nurse once
and | could see the receptionists raising their eyebrows when | said “l don’t
understand this!” Then the [nurse] came and helped me... made me a chart and this
helped loads.” (Carter et al., 2012, p.264)

The resulting “sense of mastery over medications, interventions, and technology” (Carter et
al., 2012, p. 264) meant that CCTH, both for short- and long-term conditions, could be
sustained more easily by families who felt more confident in their ability to cope. Where
CCTH nurses held responsibility for training other carers, parents also appreciated their

thoroughness and respect for the mother’s way of caring for the child:

“l knew that it had been a thorough going over of all the different points, the pump,
the hygiene bit... everything | would have done was covered you know the way | did
it... She just didn’t come and take over... but very much involved me... So | knew that
when | left (the trained carers) at home they would be doing exactly what | did so
you know that was quite reassuring to me to know that | am confident in leaving
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them and they won’t be cutting corners or doing things differently.” (Mother;
Mclntosh and Runciman, 2008, p.721)
As well as providing advice on the technical aspects of care, CCTH nurses appeared to be
the primary source of emotional support for families, guiding and reassuring them in their

abilities and encouraging discussion and resolution of concerns as they arose:

“I think... it’s really good because you get to know them, so... and any concerns you
might have you can talk to them about it, and it just seems that it’s another form of
support really.” (Mother; Spiers et al., 2011, p.657)

“I am very happy with the service as it helps me to relieve my chinta (worry). |
always worry more when | am on my own and talking to the Physiotherapy
assistants is very helpful.” (Parent; Malik et al., 2006, p.199)

Isolation from other parents of children with similar conditions (that parents were able to

access in hospital settings) may have contributed to parents’ dependence on CCTH staff for

support:

“I think it would be nice if there was some sort of support group, you know, parent
support group.” (Mother; Spiers et al., 2011, p.657)

In addition, CCTH staff frequently provided support to families regarding social issues. For
example, the bi-lingual Sure Start physiotherapists were able to give additional “advice on
transport issues, housing advice and help with completion of Disability Living Allowance

forms” (Malik et al., 2006, p.199). This was particularly valued by those non-English

speaking families who do not access services in traditional ways.

Moreover, many parents described how community nurses acted on behalf of families to

ensure provision of appropriate services, equipment, transport and funding. Such an
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‘advocacy’ role was particularly important where liaison with other agencies was required
or where quick action was needed to avert a crisis. Availability of CCTH nurses in this
capacity reduced the number of visits to GPs and to hospitals, as well as providing more
‘direct’ access to specialist care (Runciman and Mclntosh, 2003). This type of support also

helped to relieve parental stress, as one Mother explains:

“I did all the phoning and running around early on up until the (named nurses) came
on board but now they are taking over from me - it will take away the strain of
having to chase somebody up by phone or just to know where to go. A lot of times |
didn’t know where to go and | was phoning other people and you get passed on “Oh
it’s not my problem” and all the rest of it.” (Mother; McIntosh and Runciman, 2008,
p.722)

Where such advocacy roles were not in place, parents often felt frustrated and

disappointed by poor co-ordination of services and frequent changes of staff:

“I sometimes felt that | had to do everything myself, | was coordinating everything...
| really did feel on my own, very isolated when B was very young. | felt | was cut off
from (the hospital) and | was really quite disappointed in the after-service there.”
(Mother; Runciman and Mclintosh, 2003, p.311)

“It’s alright people think that you’re a parent, you’re just here to care for your child
whatever happens, to fight for what they need, but a lot of the time | felt that | was
the kingpin in what was happening, people were asking me... | felt that | was the
person coordinating all the care and it was a mega weight when you’re under
stress... it gets a heavy load to carry.” (Parent; Kirk and Glendinning, 2004, p.213)

Moreover, in cases where support was perceived to be inadequate and particularly when
formal care packages were deficient due to shortages in staff and resources, parents

experienced feelings of distress and abandonment. Carter et al (2012) provide a good
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example of such a case, noting that similar stories were shared in many of their data

collection workshops:

“One mother, who contributed via e-mail at 3:00 in the morning, explained how she
was covering the night-time care of her ventilated child for the third night running
as the caregivers trained to care for her child’s needs were “off sick with flu” and
there was no other coverage available. For the following two nights, this mother
sent e-mails to say that she was still covering her child’s night-time care and that
she was tired, frightened, and angry.” (Carter et al., 2012, p.264/265)

Where training had been insufficient, parents also felt trapped and unable to continue with
life as normal. For example, one set of parents “talked of being ‘stuck in” and ‘sitting in the
house taking shots each at going out’ because they did not know ‘how to go mobile’ with
their baby and her feeding pump” (Runciman and Mclntosh, 2003, p.312). Crises in parental

confidence were further expressed when the child’s condition changed or worsened.

Relationships with CCTH staff were therefore highly valued by parents, and services were
thought to be effective when continuity of care allowed relationships based on mutual trust
and respect to be developed. Such familiarity with healthcare professionals meant that

they were sometimes referred to as a friend, or as part of the family:

“She was just like my best friend, you know, she was fantastic, and she still keeps in
contact now. So we, we’ve built up a really good friendship.” (Mother; Spiers et al.,
2011, p.657)

Parents often felt reassured by access to a reliable person who knew their child, and who

could offer help, advice or information; someone who ‘was there for them’. This promoted

a sense of security and confidence, which in turn aided coping.
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“I mean (named nurse) was the first nurse that | actually trusted... she was the first
person that managed to get Katie settled and fed without having a military
operation. So she was the first person that | felt comfortable, if | had to go for a cup
of tea, | was quite happy to leave her.” (Mother; Mcintosh and Runciman, 2008,
p.721)

For families with children with complex or long-term needs, the importance of regular
breaks from the responsibility as primary care provider was made very clear by parents.
This included staying with relatives or in hospices, or having formal carers come into the
home. Parents were also accepting of staff without professional qualifications if they were
familiar with the child and their treatment (Kirk and Glendinning, 2004). However caring for

a child at home without the support of nurses and carers would have been unsustainable:
“(Named nurse) walked through the door and said “right, this is enough”. She took
over [child’s name] she said “I'll do it one afternoon a week for four weeks. I'll do it,

I'll come down and let you out or let you have a bath.” (Mother; McIntosh and
Runciman, 2008, p.722)

3.6.8 Working in Partnership

Using their expertise in the health system and allegiances with service gatekeepers, nurses
often facilitated networks between professionals across a range of services and settings. As
Carter et al (2012) note, regardless of the delivery model, services which were
“underpinned by highly effective and collaborative communication among the nurses,
families, and caregivers resulted in the nurses being able to act as informed and trusted
links between the family and the range of agencies from whom they gained support (e.g.

pharmacies, general practitioners, acute and tertiary healthcare, the child’s school and
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social care agencies)”(Carter et al., 2012, Supplemental Digital Content 6). CCTH nurses

thus often become a ‘first point of contact’ for families, as one Mother summarised:

“For new families, | feel that it is indispensable, it will take away the strain of them
having to chase somebody up by phone or just to know where to go. A lot of times, |
didn’t know where to go and | was phoning other people and you get passed on.
“Oh, it’s not my problem” and all the rest of it. | feel it’s a really good service; it’s
going to be good for the future.” (Mother; Runciman and Mcintosh, 2003, p.315)

For some families however, poor communication across the hospital-community interface
resulted in incomplete care packages and delays, particularly for those who received
services from different organisations. This often resulted in parents feeling “confused about
the responsibilities of different professionals”(Kirk and Glendinning, 2004, p.215). Even
professionals themselves were sometimes unclear about whether GPs or hospital

Consultants were medically responsible for children receiving CCTH.

Communication issues were also embedded within the discourses used by different
agencies (e.g. health and social care), with some professionals “speaking different
languages and using different tools” (Carter et al., 2012, p.265). Information sharing was
thought to be impeded by the absence of shared information systems. However, one
intervention which had managed to reduce fragmentation was a child health record,
containing a detailed picture of the child’s daily life, care requirements, behaviour and
preferences. This document enabled the child’s needs to be communicated in a clear and

systematic way, regardless of the recipient (Runciman and Mclntosh, 2003).

The amount and types of support provided with home-based healthcare seemed to be
determined more by location of the family home, rather than family or child needs.
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Families in rural areas or who lived very far away from the hospital were particularly
vulnerable to receiving inadequate support and guidance (Carter et al., 2012, Kirk and
Glendinning, 2004). Services that were only able to deliver care in standard working hours
(8 hours a day, 5 days per week) also had little fit with the needs of children and their
families. Some families therefore found it very difficult to access help from CCTH staff ‘out
of hours’, either because the service was not available, or because it had to be booked in
advance. Access to equipment and supplies was also a major concern for families, ranging

from not having enough, to delays in receiving it.

3.7 Discussion

This meta-synthesis contributes to the evidence-base for paediatric CCTH, broadening
other reviews (Lindahl and Lindblad, 2011, Parker et al., 2012) by including any health
service provided outside of the hospital setting, to children with a range of clinical needs. It
therefore has distinctive and significant implications for understanding the experience of
paediatric CCTH from a user perspective, the provision of future services, as well as

highlighting gaps in the literature-base.

3.7.1 Families’ experiences of CCTH

The ability to deliver paediatric Care Closer to Home means that a sense of normality can
be maintained when children require short or long-term medical intervention and the
families’ desire to keep children out of hospital can be met. The decision to care for
children closer to home however often requires parents to take on responsibilities for the

child’s care that in hospital would be shouldered by a trained healthcare professional. Thus
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the parent becomes part of the multi-disciplinary healthcare team. Where the child has
complex or long-term needs, this can result in parents’ perception of their role as ‘nurturer’
and ‘protector’ being challenged by the adoption of new healthcare-provider activities,
particularly when there is a requirement to administer treatments that cause pain for the
child. Parents can find this parent-carer duality difficult to manage, resulting in changes to
their personal identity, to the parent-child relationship and to families’ interactions with
healthcare professionals. These findings are supported by international studies, reporting
parents’ experiences of caring for children with chronic illness (Sheerin Coffey, 2006) as

well as those who are ventilator-dependent (Wang and Barnard, 2008).

The transformation of home, particularly for families with a technology dependent child is
also demonstrated in the literature (Lindahl and Lindblad, 2011). In line with findings of this
review, other authors report that the physical and social re-construction of the family home
around the child’s medical condition, can lead to it symbolising the very place that families
aim to avoid — the hospital (Moore et al., 2010). The sense of “at-homeness” in terms of
familiarity and belonging, regeneration, the freedom to be oneself, warmth, and a sense of
control (Seamon, 1979) is thus challenged when children receive CCTH for complex medical
conditions. Nevertheless, these empirical findings do give life to theoretical
conceptualisations of the home as a complex site of care, laden with emotional
attachments, meanings, symbolism and even social conflict (Dyck et al., 2005, Andrews,
2006), suggesting the need for further investigation of the particular “nuances and

subtleties” (Pontin and Lewis, 2008, p.34) of where care is delivered.
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For families in the studies synthesised in this review, paediatric CCTH provided an
opportunity to reduce the frequency and duration of hospitalisation, allowing families to
continue their everyday life as normal. Thus, despite the extra burden of responsibility and
potential for disruption in family functioning, all families expressed a preference for care
closer to or at home. A recent study of families’ experiences of ‘hospital at home’ care for
children with cancer in Denmark (Hansson et al., 2012) confirms that CCTH reduces strain
on the family as a whole. From a user perspective therefore, the value of CCTH reaches
beyond keeping the child out of hospital, to maintaining the well-being of other family
members, enabling them to stay close together and to retain a sense of normality and

security.

As well as technical advice and training, parents of children receiving CCTH discussed the
necessity of support, and respite from the responsibility of being a carer for their child.
This not only demonstrated additional needs of the family, but also the extended role of
healthcare professionals when care is delivered closer to and in patients’ homes. Findings
suggest that the negative feelings of isolation and loneliness that families experience when
physically separated from the hospital may be eased by generating a sense of
“togetherness” with healthcare professionals (Todres et al., 2009). One way to improve
access to the kinds of technical, emotional and practical support required by families when
a child is receiving CCTH, might be the introduction of tele-home care and video-
conferencing (Young et al., 2006). Such a service would provide guidance and reassurance
to help parents manage their responsibilities in a separated world, in a cost-effective and

less intrusive manner. Continuity of healthcare professional however would have to remain
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a priority, so that families are able to build and maintain the kinds of on-going relationships

with staff that they value highly.

Finally, many of the parents talked about their experiences of CCTH service delivery as a
partnership between the family and various health, social care and education agencies,
with varying degrees of success. This finding is supported by nurses’ accounts of providing
specialist paediatric care to families at home (Pontin and Lewis, 2008, 2009).
Communication within and between agencies was seen as imperative for enabling CCTH, as
was flexibility in service provision and co-ordination of care around the child’s needs. All
too often however, services in this review appeared to be fragmented and determined by
geographical location or the needs of service-providers, particularly in terms of limited
working hours. Such inequity in access to care and lack of understanding about the
experiences of care provision in a paediatric homecare settings are also documented in

Australia and Canada (Wang and Barnard, 2008, Young et al., 2006).

3.7.2 Implications for policy, practice and research

A number of recommendations for policy and practice can be drawn from the findings of
this meta-synthesis. In particular, services providing CCTH for children and young people,

should:
e Negotiate the transfer of roles and responsibilities before hospital discharge.
e Have an integrated approach across services and agencies with common systems to
provide coordinated care (e.g. shared care-plans, computer systems, and training

materials).

e Be equitable across geographical boundaries.
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e Provide adequate technical, emotional and social support to families to promote a
sense of “togetherness”.

e Be responsive and flexible to families’ needs.

More research is needed to expand understanding of CCTH from the perspectives of
families with children who have a range of shorter-term conditions and those who have
experience of different types of CCTH service delivery model, other than community

children’s nursing care delivered in the home.

3.7.3 Trustworthiness

Like any qualitative analysis, trustworthiness in the findings of a meta-synthesis is
generated through transparency of each stage of the research process (Yardley, 2000). In
this review, trustworthiness was maintained through documentation and clear audit trial of
all decisions made. The aim and methods of the review, including inclusion criteria of
studies were recorded within a synthesis protocol prior to commencement of the review.
Detailed, reflexive notes were also kept throughout regarding the searching process, article
content and interpretation of findings. Moreover, ideas were discussed and developed with

other members of the research team throughout the process.

3.7.4 Limitations

The main limitation of this review is the lack of evidence regarding models of CCTH other
than paediatric home-care for children with very complex and long-term needs. Methods of
data analysis in the papers were also incomplete, often not providing enough raw data to

back up claims (see table 5). Furthermore, most researchers used a one off data collection
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design, which may not account for changes throughout the duration of families’
experiences. Nevertheless, findings do raise a number of significant issues for policy and

practice.

3.8 Conclusion

Minimising disruption to the family routine was a highly valued benefit of CCTH that meant
it was preferred by all families for the delivery of specialist paediatric healthcare. By its very
nature however, this approach changed the experience of specialist paediatric healthcare,
requiring a transfer of roles and responsibilities from healthcare professionals to parents.

CCTH services must therefore provide adequate psycho-social, as well as technical support.

Together with the literature review (chapter 2) findings from this meta-synthesis suggest
that gaps remain in the literature regarding families’ experiences of models of CCTH other
than paediatric homecare. Such studies would provide useful information on the
acceptability of these types of services and facilitate their design from a user-led
perspective. The next chapter introduces the methodological approach taken in the
empirical studies, which begin to fill some of the gaps identified in the evidence-base

regarding paediatric outpatient CCTH.
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CHAPTER FOUR

4 METHODOLOGICAL APPROACH

4.0 Introduction

In this chapter the methodological approach taken to exploring paediatric CCTH from
service-user and provider perspectives is described and justified. The chapter begins with a
discussion of the research paradigm, including the ontological and epistemological
framework which guided the choice and use of methods; phenomenological interviews
with families and a descriptive phenomenological method of analysis (Giorgi, 2009) and
semi-structured interviews with NHS staff and stakeholders using a thematic Framework
method of analysis (Ritchie and Spencer, 1994). A rationale for the use of different

gualitative methods to analyse family and staff data is also presented.

4.1 The research paradigm

A research paradigm is a framework of beliefs or values within which research takes place
(Joubish et al., 2011). These beliefs are principles for understanding and explaining how the
world is made up, specifically, the nature of reality (ontology), the nature of knowledge
(epistemology), and beliefs about how we gain knowledge (methodology). These
assumptions dictate the mode of inquiry and justify the methods used, as Guba and Lincoln
(1994) explain:

“A paradigm may be viewed as a set of basic beliefs (or metaphysics) that deals with

ultimates or first principles. It represents a worldview that defines, for its holder,

the nature of the ‘world’, the individual’s place in it, and the range of possible
relationships to that world and its parts, as, for example, cosmologies and
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theologies do. The beliefs are basic in the sense that they must be accepted simply
on faith (however well argued); there is no way to establish their ultimate
truthfulness.” (p.107)

Within the context of evidence-based policy or practice, the design and delivery of health
services have traditionally been investigated within a positivist paradigm. This assumes the
existence of an objective reality against which researchers can compare their claims and
ascertain truth (Fulop et al., 2001). Whilst such assumptions have been widely challenged,
they reflect the “persistent view that only 'facts' constitute evidence and that these are
best derived from research involving numbers” (Ritchie, 2003, p.26). Such a focus on inputs
and outputs however leads to a very limited view of 'evidence', which may overlook the
‘taken-for-granted’ practices in healthcare (Popay and Williams, 1998) or fail to take into
account what it is actually like for a patient to be a patient (Todres et al., 2009, Ashworth,

1997).

To overcome the shortcomings of positivism, advocates of interpretive approaches have
followed ideas from philosophical phenomenology (Sandberg, 2005). This suggests that the
human world is more than a set of empirical markers which represent truth; it is saturated

with context-dependent experiences and meanings, as Merleau-Ponty (1962) indicates:

“l am not the outcome or the meeting-point of numerous causal agencies which
determine my bodily or psychological make-up. | cannot conceive myself as nothing
but a bit of the world, a mere object of biological, psychological or sociological
investigation. | cannot shut myself up within the realm of science. All my knowledge
of the world, even my scientific knowledge, is gained from my own particular point
of view, or from some experience of the world without which the symbols of
science would be meaningless.” (p.ix)
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The ontological and epistemological assumptions underpinning interpretive research are
therefore different to those underpinning positivism (Sandberg, 2005). Interpretivism
rejects the notion of an absolute, objective reality, instead conceiving person and world as
interrelated through their lived experience of the world (Husserl, 1954/1970). Hence, the
human world is never a world in itself; it is always an experienced world, a world that is
related to the conscious subject (Sandberg, 2005). As Giorgi (2009) explains, a reality
separate from our knowledge of it is unintelligible as “nothing can be known or spoken
about that does not come through consciousness” (p.4), thus knowledge is constituted
through a person’s lived experience of reality. This view provides a philosophical rationale
for considering human experience a valid source of knowledge, worthy of scientific study in
its own right (Todres, 2005). On a practical level, interpretive and in particular,
phenomenological approaches, tend to converge with qualitative research methods, as its
philosophical underpinning offers a “certain logic for legitimating qualitative
discriminations with rigor” (Giorgi, 2009, p.5). Being open to the possibility of experiential
knowledge, generated through the use of qualitative methods, may then offer new insights
for health services research (HSR), contributing towards a more humanised health service
which values the “quality of the journey as well as the destination” (Todres et al., 2009,

p.75).

4.1.1 A pluralistic approach

In this study, two approaches to qualitative data collection and analysis were taken;
phenomenological interviews with families and a descriptive phenomenological method of

analysis (Giorgi, 2009); and semi-structured interviews with NHS staff and stakeholders
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using a thematic Framework method of analysis (Ritchie and Spencer, 1994). This pluralistic
approach was selected as a means with which to address two research questions with two
participant groups (Morse, 2009) thus allowing for a broader and more complex picture of

the research topic from differing perspectives (Frost, 2011).

Phenomenology can be described as both a philosophical approach and a range of methods
concerned with how things appear to us in our experience, with a focus on the lived world
and its meanings (Langdridge, 2007). Such an approach implies an epistemology for human
science research in which meaning is primary (Dahlberg et al., 2008). It was therefore
considered the most appropriate approach for exploring the meaning of CCTH for families
and their experiences of receiving outpatient care in different settings. However, not all
service-provider participants had direct experience of paediatric CCTH and nor were their
experiences a primary focus for the study. Rather, the inclusion of NHS healthcare
professionals and stakeholders was based on a desire to access service-provider views and
experiences of the CCTH policy and its implementation. An approach which enabled both
exploration of individual participant views as well as comparison between groups of
individuals (e.g. Executives and Consultants) was therefore required and led to the
selection of the thematic Framework approach (Ritchie and Spencer, 1994). Moreover,
although thematic Framework analysis is grounded in the qualitative paradigm, it does not
hold the kind of theoretical and epistemological commitments found in other methods such
as constructionist or interpretive approaches (Braun and Clarke, 2006). This philosophical
flexibility helped to overcome some of the epistemological, ontological and methodological

challenges of combining different qualitative approaches in the same study (Shaw, 2012b).
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The ontological and epistemological foundations of phenomenology will now be examined

more closely, before focus is turned to the Thematic Framework method.

4.2 Philosophical underpinning of phenomenological inquiry

4.2.1 What is Phenomenology?

The phenomenological movement was founded by Edmund Husserl (1859-1938) as an
alternative to methods of the natural sciences for examining human phenomena. In doing
so, Husserl sought to change the nature of philosophy by focusing on the part humans play
in constructing their world as it is experienced (Willis, 2001). He thus rejected the idealist
position that the mind creates meaning in the world (Racher and Robinson, 2002, Dahlberg
and Dahlberg, 2004) and the positivist position that an objective, knowable reality exists
beyond the human mind. Instead, Husserl argued that ‘things’ (people, objects, ideas etc...)
are only brought into existence and given meaning when they are perceived through
human experience. Consequently meaning is simultaneously both discovered and created,
so that when we experience something, we immediately grasp its meaning. As Davis (1991)
states:

“The meaning of things is not inherent in objects, but is actually located in the
individual’s inner life... The researcher’s task is to understand reality as it is, actively
and consciously created by subjects, not as a pure entity that exists out there.” (p.5)

Husserl’s phenomenology centres on human experience of the world as it appears in

consciousness. It is grounded in the principles of eidetic science, which “defines essential

objects and relationships of society not through consensual meanings, but through the

things themselves” (Lindlof, 1995, p.35). The ontological position of phenomenology
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assumes that the only reality which exists is the one we interpret through our experience,
and the epistemological position regards knowledge as being created through lived

experience of reality (Sandberg, 2005). Moustakas (1994) elaborates:

“Husserl’s phenomenology... emphasizes subjectivity and discovery of the essences
of experience and provides a systematic and disciplined methodology for derivation
of knowledge. Husserl’s approach is called “phenomenology” because it utilizes only
the data available to consciousness - the appearance of objects... It is logical in its
assertion that the only thing we know for certain is that which appears before us in
consciousness, and that very fact is a guarantee of its objectivity.” (p.45)

Having said this, Husserl recognised that human perceptions of things in the world are
constantly influenced by all kinds of prior understandings. He therefore called for a science
which returned to ‘the things themselves!’, to phenomena exactly as they appear to us
preceding any “culturally pre-set prejudices and ways of thinking” (Willis, 2001, p.3). In
developing his philosophy, Husserl introduced a number of concepts including; the natural
attitude (everyday way of being in the world), intentionality (that consciousness is always
directed towards something), lifeworld (lived world that exists prior to any abstraction or
categorisation), essence (the nature of a phenomenon that makes it what it is),
phenomenological reduction and epoché (setting aside presuppositions so that new

meanings can emerge). Husserl’s terminology will now be considered in detail.

4.2.2 Natural attitude

Husserl took his starting point from what he called the ‘natural attitude’. The natural
attitude is an ordinary, everyday way of being in the world; “the common sense attitude we

all have as we live our daily lives doing the ordinary things we do” (Giorgi and Giorgi, 2009,
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p.170). From a phenomenological perspective this everyday ‘natural’ attitude is
problematic, as it is saturated with pre-reflective judgments known as ‘posits’. Posits are
implicit and explicit “common sense beliefs and assumptions about the nature and
existence of things in the everyday world” (Preist, 2002, p.52) including for example;
inferences, assumptions, theories, and pieces of information we never doubt, but never try
to prove. According to Husserl (1936/1970), the task for phenomenology is to go beyond
our ‘taken-for-granted’ knowledge in the natural attitude and to reveal objects of ‘pure

essential consciousness’.

4.2.3 Intentionality

Also central to Husserl’s philosophy is the phenomenological notion of intentionality.
Intentionality is the principle that whenever we are conscious, we are always conscious of
something (Langdridge, 2007, 2008). Rather than consciousness being an inner awareness
of our own ideas, formed in a mind separate from the world as it really is, the mind and
objects in the world are conceived as interdependent. This means that things in the world
do appear to us directly and the way they appear to us is a necessary part of their being,
rather than just some perception of the mind (Sokolowski, 2000). In existential terms,
intentionality narrates the relationship between us as human beings and our world.
Because we are beings-in-the-world, we cannot be described as separate from our world,
just as our human world cannot be described separate from us (Crotty, 1998). This notion
discredits the Cartesian tradition of subject-object dualism and refocuses on the way that

consciousness is turned out onto the world as it intentionally relates to objects. Although
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intentionality is a philosophical concept, it can be applied in a research setting through the

consideration of lived experience as a source of knowledge.

4.2.4 Lifeworld

The idea of the lifeworld was developed by Husserl to express the beginning place from
where we divide up our experiences into more abstract categories and names, as Todres
(2005) describes, the lifeworld contains “the flow of experiential happenings which provide
the ‘thereness’ of what appears, prior to categorising it into packages” (p.104).
Existentialists developed this idea of a pre-reflective world by asserting characteristics that
are essential to all human experience, including; temporality (time as it is humanly
experienced); spatiality (places, things and environments that have meaning in the lived
world); inter-subjectivity (how we are in the world with others); embodiment (how we

bodily live in meaningful ways in relation to the world and others) (Todres et al., 2007).

4.2.5 Essence

According to Husserl, every object has an essence. An essence is something that is
essential; an invariant, necessary condition or core meaning which makes any phenomenon
what it is. These qualities give an experiential phenomenon its distinctiveness, as Van
Manen (1990) indicates, an essence is that thing “which makes something what it is, and
without which it could not be what it is” (p.177). For example, as all birds lay eggs, it is a
necessary condition of a thing being a bird that it belongs to an egg-laying species. The

essence of a phenomenon in its appearing to human consciousness can be identified by
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putting aside all of our prior understanding of the phenomenon, as if seeing it for the first

time.

4.2.6 Phenomenological reduction

The aim of the phenomenological reduction is to isolate the pure phenomenon from what
the researcher already knows about it. This is only possible however, if the researcher
abstains from any judgment about the truth, including beliefs, assumptions, preconceptions
and biases related to the phenomenon under investigation. The word reduction means to
restore something to its more primordial mode (Langdridge, 2008). Husserl (1954/1970)
described the phenomenological reduction as being off the ground and looking down upon
the world with greater clarity; “it is from this very ground that | have freed myself through
the epoché; | stand above the world, which has now become for me, in a quite peculiar
sense, a phenomenon” (p.152). Having presented the natural attitude as the perspective of
everyday life, for Husserl, the process of the phenomenological reduction is an attitudinal

modification, which frees the phenomenologist from the implications of positing.

4.2.7 Epoché

Epoché is a way of allowing phenomenologists’ to break with their familiar acceptance of a
particular phenomenon (Merleau-Ponty, 1962) through ‘bracketing’ prior knowledge and
allowing the phenomenon to appear directly through experience. Underlying this attempt
to suspend any culturally derived understandings and elicit new meanings, is a “deeply
rooted suspicion of culture and the understandings it imposes” (Crotty, 1998, p.81). Whilst

acknowledging that it is culture which allows us to emerge from our immediate
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environment and reflect upon it, for Husserl, our culture is limiting as it imposes specific
meanings and excludes others of which we might not yet be aware. According to Husserl
then, our symbols in the world hide potential, new fuller or renewed meanings by standing
between us and our immediate experience, so that we may miss what we actually see,

hear, feel, smell, taste or even imagine (Caelli, 2000).

Phenomenology is about rejecting habitual, taken-for-granted meaning systems and taking
a fresh look by calling into question current, accepted knowledge and critically examining
our involvement with the phenomenon under study (Dahlberg and Drew, 1997).
Consequently, Husserl’s philosophy searches for objects of experience rather than being

content with a description of the experiencing subject (Crotty, 1998).

4.3 Phenomenology as a research methodology

Following Husserl’s ideas, the aim of phenomenology as a research methodology is to gain
a deeper understanding of the meaning of everyday lived experiences. Several approaches
have evolved, including Descriptive Phenomenology (Giorgi, 2009), Hermeneutic
Phenomenology (Van Manen, 1990), Reflective Lifeworld Research (Dahlberg et al., 2008)
Interpretative Phenomenological Analysis (Smith et al., 2009), and Embodied Enquiry
(Todres, 2007). Despite their epistemological differences, Finlay (2012) and Willis (2001)
propose that these approaches have fundamental commonalities in terms of the
phenomenological processes engaged. These include “(a) embracing the phenomenological
attitude, (b) entering the lifeworld through descriptions of experiences, (c) dwelling with
horizons of implicit meanings, (d) explicating the phenomenon holistically and dialectically,

and (e) integrating frames of reference” (Finlay, 2012, p.3). In order for research to be
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considered phenomenological therefore it must involve a rich description of the lived
experience, adoption of an open phenomenological attitude and a search for essential

meanings (Willis, 2001).

Some scholars (for example Crotty (1998) and Paley (1997)) however, critique the move
from phenomenological philosophy to methodology. For them, the phenomenology of the
phenomenological movement is a first person exercise in which each of us must explore
our own personal experience, not the experience of others. Thus transformation of
philosophical phenomenology into a method for research is problematic because it loses
the “objective character and critical spirit, so strong in the phenomenological tradition”
(Crotty, 1998, p.85). Giorgi (2009) responds to this criticism by explaining that to follow
Husserl’s method is to perform phenomenological philosophy. However, to carry out
scientific research the method needs revising. Thus, Giorgi argues that the descriptive
phenomenological research method retains the status of phenomenology, by describing a
phenomenon as it is consciously experienced and discovering the meaning of those

experiences as free as possible from unexamined preconceptions.

4.3.1 Description versus interpretation

While all phenomenology is descriptive in the sense of aiming to describe rather than
explain, scholars distinguish between descriptive and interpretive or hermeneutic
phenomenology. In the descriptive form (i.e. Husserl-inspired), researchers aim to describe
the essence of a phenomenon, staying close to that which is given in all its richness and
complexity. The epistemological claim is that findings reflect a careful description of

precisely the features of the experienced phenomenon as presented to consciousness. The
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approach also aims to uncover what is there, but not immediately obvious (Giorgi and
Giorgi, 2003). Thus, it requires transformation from overt statements provided within the
natural attitude to underlying meanings within the phenomenological reduction (Willig,
2007). In drawing out implicit meanings however, some scholars argue that descriptions of
the lifeworld cannot avoid aspects of interpretation (Ashworth, 1997). This follows the
Hermeneutic tradition in assuming that lived experience is always an interpretative process
(Racher and Robinson, 2002). Moreover, because all lived experience is grounded in our
embodied being-in-the-world, it is not possible to separate our prior understandings as if to
see the world for the first time. This clearly presents a challenge to Husserl’s descriptive
approach, resulting in what Dahlberg and Dahlberg (2004) term the ‘description-
interpretation’ controversy. In comparison to interpretive approaches, pure description as
an outcome of qualitative research has also been criticised for being naive and
unsophisticated (Neergaard et al., 2009). Nevertheless, both Langdridge (2008) and Willis
(2001) deny that there is anything simplistic about generating phenomenological

description and attempting to get back to the ‘things themselves’.

4.3.2 Giorgi’s Descriptive Phenomenological method

Giorgi’s (2009) descriptive phenomenological method was selected for this study as it offers
a transparent and systematic guide through the analytic process. What is appealing about
descriptive phenomenology for HSR is the nod towards objectivity through researcher
openness (i.e. being as free as possible from unexamined preconceptions) and the
movement from individual subjective experiences towards an essential general structure of

the phenomenon.
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In Giorgi’s method (2009), data is collected from other people on their concrete
experiences of the phenomenon under study, through interviews or written accounts. In
this study, data were collected from parents and young people on the experience of
receiving paediatric outpatient care in different settings via individual interviews. Once
descriptions of the experience have been collected, four steps of analysis are performed
within the phenomenological attitude; (1) the researcher obtains a sense of the whole
description through reading and re-reading of the transcript; (2) data are split into units of
meaning; (3) the researcher interrogates each unit for meaning and transforms it into
phenomenologically sensitive expressions; (4) an essential general structure is formed,

which describes features that are typical or essential to the experience of the phenomenon.

Although there is some debate as to whether Husserl’s phenomenological reduction and
epoché are useful or even possible, scholars such as Colaizzi (1973) and Wertz (2005)
suggest that it is both possible and desirable to bracket immediate and spontaneous
understandings of the world through a process of reflexivity (Wertz, 2005). This suggests
that self-reflection is consistent with a Husserlian application of the epoché in which the
researcher actively identifies their own expectations and understandings of the
phenomenon, in order to put them aside and focus on the participants’ understanding. As
Finlay (2012) points out, “researchers have to know what it is they are striving to bracket in

order to be open” to new meanings (p.8).

4.3.3 Rationale for use

Within healthcare, researchers have embraced phenomenology as a way to examine,

explore, describe and understand human experience (Caelli, 2000). Descriptive
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phenomenology in particular has much to offer HSR as a human science (Todres, 2005). In
particular it provides a means of informing care at practice and policy levels on the basis of
concrete descriptions of people’s lived experiences. Within the context of patient and
public involvement, descriptive phenomenology also has advantages of focusing on
meaning rather than measurement. The method thus goes beyond the consumerist ideals
of patient satisfaction, to purposefully accessing the richness and fullness of patient
experience (Todres, 2005, Polkinghorne, 2005). The method does not rely on respondents
to come up with articulated views, but makes use of their multilayered and complex lived
experience as a source of knowledge. Finally, not only do the findings from descriptive
phenomenological studies imply strong knowledge claims (Giorgi, 2009), they also permit
movement from individual experiential accounts to a general, shared structure of the
phenomenon (whilst retaining idiographic variations). Descriptive phenomenology might
then be one approach to ensuring that the qualitative dimensions of healthcare are
considered from a service-user perspective, in a systematic, transparent and rigorous way

that meets the needs of an evidence-based model (Shaw, 2012a).

As already discussed however, not all service-provider participants had concrete experience
of delivering general paediatric outpatient clinics, and so a different, thematic Framework
method (Ritchie and Spencer, 1994) was selected to explore NHS staff and stakeholders’
views, as well as their individual experiences. This approach will now be considered in more

detail.
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4.4 Thematic Framework method

Located within a larger family of analysis methods often termed ‘thematic analysis’, the
Framework method (Ritchie and Spencer, 1994) aims to identify commonalities and
differences in qualitative data, before drawing conclusions derived from connections within
and between different parts of the data. Although the method is not explicitly associated
with a particular epistemological, theoretical or disciplinary perspective (Braun and Clarke,
2006), its systematic approach and requirement for assertions to be supported by evidence
(raw data), commonly situate it within a positivist framework (Guest et al., 2012). That is
not to say however, that it cannot also be “incorporated into a more interpretive analytic
approach” (Guest et al., 2012, p.18). The strength of this method then, lies in its pragmatic
focus on using the most appropriate tools for answering for the research question (Hiles,
2012). Such methodological flexibility is crucial when carrying out health research in a ‘real

world’ setting (Dures et al., 2011).

4.4.1 Rationale for use

The thematic Framework method was selected for analysing staff and stakeholder
interviews based on its potential to facilitate comparison of data across individuals and
groups (e.g. community-based and hospital-based participants) as well as within individual
cases (Ritchie and Spencer, 1994). Its distinctive feature is the matrix output; using rows,
columns and ‘cells’ of summarised data to assist analysis by case and by code (Ritchie and
Lewis, 2003b). ‘Cases’ can either refer to individual interviewees or predefined groups or
organisations. While in-depth analyses of key themes can take place across the whole data

set, the views of each participant also remain connected to other aspects of their account
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within the matrix, so that the context of the individual’s views is not lost. This is a core
principle and advantage of the method. Moreover, the method has a well-defined
procedure, which assists management of voluminous data and is open to the development
of theme