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ABSTRACT
Sanctuary versus Business Culture:
Perspectives of service users and professional staff towards

service user involvement at a UK hospice

AIM - To explore the perspectives of service users and professional staff
towards service user involvement within the context of a changing cultural
environment at a UK hospice.

METHOD - Case study and thematic analysis including interviews with 16
staff including the CEO and 6 service users at a UK hospice.

FINDINGS — Three overarching themes were identified: involvement and
disempowerment in decision-making; belonging and alienation in a period of
organisational change; struggle to maintain wellbeing and identity in a
changing culture.

A key finding is that service users receiving care from the hospice wanted
their voices to be heard, valued and respected for their personal care and
issues affecting the hospice. Service users did not consider it a burden to be
asked for their views. They felt disempowered by a consultation process
about organisational changes that appeared not to take their views on board.
There is a need to consider whether a reliance on surveys for involving
service users is sufficient or can become tokenistic.

External social-political-economic pressures plus increasing privatisation of
public services could influence the way that hospices operate in future. This
could involve moving from a sanctuary to a business culture and potentially
towards managerialism by adopting a regulatory rather than rights-based
approach with an emphasis on increasing reach, measuring numbers and
hitting targets. Service users being viewed as consumers with a focus on
reablement/rehabilitation activities and less on psychosocial support could
also serve to push hospices to start behaving more like hospitals.

CONCLUSION - More qualitative research is needed to ensure the voices of
service users living with a life-limiting illness are heard. The contributions they
make towards co-production of services and research should also be heard
and influence practice and policy. Service users should also be more involved
in education and training of staff.
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CHAPTER ONE: INTRODUCTION

1.1 Aims and rationale for the study

The aim of this thesis is to explore the perspectives of staff and service users
on service user involvement in palliative care within a changing organisational
environment at an independent hospice in the UK by means of a case study

and thematic analysis.

This chapter presents the personal, social, economic and political context and
the rationale that led to my research into service user involvement in palliative
care. | also explore the terminology that surrounds this topic. For the purpose

of my study, service user refers to a person receiving palliative care.

The number of relevant studies identified during the literature review that were
related to the focus of this thesis suggested that perspectives on service user
involvement in palliative care held by service users and professionals is
under-researched (Payne et al., 2005; Payne et al., 2008). It was however a
realistic expectation that service users and professionals would hold distinct
views on service user involvement in palliative care and was therefore a

legitimate topic for exploring further.

An independent hospice agreed to facilitate my research for data collection
purposes and this activity took place from 2013 to 2016. During this time, the
hospice underwent significant organisational changes. An understanding of
service user involvement from the perspectives of service users and staff
participants was not possible without also looking at the reasons for and

impact of these organisational changes.

The organisational changes also needed to be seen in the context of external
socio-economic-political pressures that Third Sector organisations, such as
charities and including independent hospices, were facing (Haslam,
Theodosopoulos and Tsitsianis, 2014). The external pressures and
organisational changes at the hospice combined to add to the complex levels

of findings that emerged from the data. A decision was taken to use a case



study approach for this study because of its ability to enable deep
understanding of a single or small number of cases in their real world contexts
allied with other complexities related to the case (Yin, 2012). Case study data

are also likely to emerge from a variety of sources.

The active voice is used in this thesis as my personal background and
experience played a significant part in providing the catalyst for pursuing the
topic of this research and my professional and voluntary experiences have
helped inform my knowledge and theorising. These experiences prompted a
need for me to be transparent and explicit in this thesis about my own position
in the research and the need for reflexive self-awareness to run through it.
Peshkin (1988) suggested that a researcher should engage with their own
subjectivity and the different ‘I's within them. Addington-Hall et al (2007)
described reflexivity as an on-going activity that requires exploration of the
self, values and biases during data collection and through all the processes
used. Addington-Hall et al (2007) also viewed the explorations of the self as

being crucial when observing people’s distress as a researcher.

The section on reflexivity in this chapter indicates how my own voice is
handled separately from the data gathering, analysis and theorising activities
carried out on the topic of this thesis (Peshkin, 1988; Webb, 1992; Gough,
Thomas and Oliver, 2012). As Finlay (2008) pointed out, in order to
demonstrate that a study is trustworthy and credible then sufficient evidence
needs to be provided or a case made that is firmly rooted in theory. My study

is firmly rooted in the approach to theorising described by Finlay (2008).

On a practical level, quotes from research literature appear in this thesis in
bold indented type with the named author(s); quotes from participants appear

in the same manner in Chapter Five: Findings.
The next section of this chapter describes my own experience as a family

carer for both my parents and the influence it had on the choice of research

topic for this thesis.
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1.2 Personal, professional and voluntary experience

1.2.1 Family background and experience

| was a family caregiver for my parents between the years 1998 — 2008 — my
father had motor neurone disease and my mother had dementia following a
stroke. The lack of involvement and influence that my parents and family
members felt able to exert upon health and social care professionals in
numerous health settings for their care towards the end of both their lives,
whether at home, in a care home and hospital, was very noticeable. There
was an absence of the words ‘palliative care’ or ‘end of life care’ being spoken
by health and social care professionals in those three settings. The
experience led to the writing and publishing of a family case study called ‘The
Findlay Report’ (Findlay et al., 2006). The report contains a description of
events on a day-to-day basis as well as recommendations for helping to
improve experiences generally for people at the end of their lives. In 2017, |
commissioned a professional playwright, Brian Daniels, to write a play based
on ‘The Findlay Report.” | collaborated with the playwright over a period of
eight months to develop the script. The play is called ‘Fighting For Life’ and it
had its premiere performance in London in January 2018 and has been
performed at various locations across the UK during the year with more to
come in 2019. Each performance is followed by a question and answer
session involving a chaired expert panel including me that enables audience
members ranging from healthcare, social care and palliative care
professionals to academics, family carers and people living with various
conditions to make contributions and ask questions about the issues raised in
the play. | have also devised and written a website for the play (‘Fighting For
Life’, 2018).

The next section looks briefly at my professional background as it pertains to

the topic of my study.

1.2.2 Professional and knowledge background
| have an MSc in Politics from Strathclyde University and worked in a senior
position for The Labour Party at national level in Westminster for just over four

years while they were in government which involved liaising with government
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ministers, MPs, Prime Minister's office and special advisors. | have a
certificate in management studies from the Open University. | also worked in a
managerial role for 11 years with the Confederation of Health Service
Employees (COHSE) and then with UNISON, the public service union that
was created following the merger of three unions including COHSE. The
years working in the trade union movement provided useful background
knowledge and an appreciation of many of the issues and perspectives of
health professionals working in a variety of settings. | was able to draw on this
experience during the data collection activity and analysis for the topic of this
thesis taking account of issues around subjectivity and reflexivity as described

further in this chapter.

While taking account of my own personal, professional and knowledge
backgrounds in my research it was also important to recognise the
significance of potential pre-understandings that | may bring to it. | adopted
the approach of Finlay (2008) who described the process of a researcher
maintaining openness to the world while reflexively controlling any pre-

understandings. She refers to this kind of process as being akin to a dance.

Caught up in the dance, researchers must wage a continuous, iterative
struggle to become aware of, and then manage, pre-understandings
and habitualities that inevitably linger. Persistence will reward the
researcher with special, if fleeting, moments of disclosure in which the

phenomenon reveals something of itself in a fresh way. (Finlay, 2008,
p.1).

As part of my dance, | constantly questioned myself about potential biases |
may have in my thinking or perhaps falling in to old habitual ways of thinking.
Regular meetings with my supervisors through the whole process of my study
enabled any potential pre-understandings to be identified and discussed.
Another important part of my experience and where | also needed to be aware
of any potential pre-understandings concerns my involvement with palliative
care service user groups. My involvement with such groups is discussed in

the next section.
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1.2.3 Involvement with palliative care service user groups

Following the experience with my parents, | joined a number of service user
groups operating with different charitable organisations - Marie Curie, the
National Council for Palliative Care and the Cicely Saunders Institute - that
work in palliative and end of life care covering practical care, research and
policy. | have spoken at numerous national health and social care
conferences, seminars and training workshops over the last 12 years about
my personal experience as a family caregiver including speaking from the
main stage at a European Association of Palliative Care (EAPC) conference
called ‘Palliative Care 2020’ held in Brussels in 2014. | have also spoken at
numerous All Party Parliamentary Group meetings held in Parliament on

Hospice and Palliative Care and on Motor Neurone Disease.

My involvement in the service user groups mentioned above enabled me to
meet and talk about my experiences as a family caregiver with other family
caregivers and with people living with terminal illnesses as well as discuss
issues around palliative care with health and social care professionals. Such
discussions also enabled me to listen to and appreciate other points of view
and to broaden and challenge my own thoughts and perspectives and

understandings about palliative care and the involvement of service users.

My research for this study has enabled me to challenge and doubt aspects of
my own agenda that may have arisen from my personal experience and
experience of being a member of service user groups in palliative care. My
experience of service user groups attached to third sector research and
practice organisations indicates that they are almost wholly made up of
bereaved relatives who may have been caregivers rather than people who are
living with a terminal illness so the bereaved caregiver voice predominates.
The service user group at the hospice involved in my study also comprises
mainly bereaved or current caregivers. A search of the literature for studies
about the influence and difference between the caregiver’s voice and service
user voice in service user groups in palliative care, whether aligned with large
or small organisations, has proved to be sparse (Bradburn and Maher, 2005;

Black, 2008). There have been studies carried out on service user groups in
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mental health, for example (Wallcraft and Bryant, 2003; Sweeney and
Wallcraft, 2010) and of disabled people. Such groups have tended to be in
existence for longer than service user groups in palliative care and have
developed over time, including the formation of groups initiated and led by
service users themselves such as INVOLVE UK and Shaping our Lives
(Beresford, 2013). It may also be the case that people living with cancer have
had more opportunity to take part in service user groups in palliative care than

people with non-malignant conditions (Cotterell, 2006).

The subject of caregiver and service user involvement in service user groups
in palliative care is discussed further in Chapter Two: Literature Review of this
thesis. The perspectives of both caregivers and service users on palliative
care and end of life care are important and can add greatly to knowledge. |
feel it is also important that caregivers do not become a kind of proxy for
service users in providing answers to research questions perhaps because
caregivers appear easier to identify and involve for instance. | therefore
targeted the perspectives of service users receiving palliative care directly for

the purposes of my study.

The next section looks at terminology and definitions concerning the words
palliative care, end of life care, service user, service user involvement and
service user involvement in palliative care and explains the approach |

adopted for my research.

1.3 Terminology and meanings

1.3.1 Palliative care and end of life care

The literature review highlighted that there were differences ascribed to the
meanings and usage of the words palliative care and end of life care. In a
scoping study on service user involvement in palliative care, Payne et al.,
(2005) discovered that definitions of the words ‘palliative care’ were poorly
understood and not agreed. The review indicated that debates have continued
and attempts made since the 1990s to find an agreed definition for ‘palliative
care’ (Payne et al., 2008; NICE., 2004).

14



The World Health Organisation (WHO) offered a definition of palliative care as

follows:

Palliative care is an approach that improves the quality of life of patients
and their families facing the problem associated with life-threatening
illness, through the prevention and relief of suffering by means of early
identification and impeccable assessment and treatment of pain and
other problems, physical, psychosocial and spiritual. (World Health
Organisation, 2004).

Although the definition above from WHO provided a focus for the approach of
palliative care it did not give any indication at what point it would be
appropriate to start providing such care and nor did it provide an agreed
template that other organisations could follow. In 2014, the Worldwide
Palliative Care Alliance (WPCA) sought to provide further explanation and

clarification:

First, palliative care is needed in chronic as well as life-
threatening/limiting-conditions; Second, there is no time or prognostic
limit on the delivery of palliative care; Third, the Global Atlas describes
the need for palliative care at all levels of care; Fourth, palliative care is
not limited to any one care setting. Palliative care is provided wherever
a person’s care takes place, whether this is the patient's own home, a
care facility, hospice in-patient unit, hospital, or outpatient or day care

service. (Connor and Bermedo, 2014, p.7-8).

This explanation and clarification provided by the WPCA in 2014 did not
necessarily filter through to other organisations working in the area of
palliative care. The words ‘palliative care’ and ‘end of life care’ could
sometimes be conflated and used interchangeably which could potentially add
to confusion (Marie Curie, 2016; NHS Choices, 2016).

If there is confusion about the meanings of the words ‘palliative care’ and ‘end

of life care’ and when such care starts then this could also potentially cause
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confusion with perspectives on service user involvement in palliative care.
This confused situation is potentially further conflated by differences in
meanings and understanding surrounding the words ‘service user and

‘service user involvement’.

For my research, | adopted the meaning of the words ‘palliative care’ as put
forward by the Worldwide Palliative Care Alliance in 2014 in the quotation
above. Specifically that there is no time limit for a person to receive palliative

care and that it can be provided in any setting.

1.3.2 Service user

The words ‘service user’ were also shown to be contentious in the literature
with differences of opinion about who was included within the term. Those
potentially included could range from only those people directly receiving
palliative care or end of life care services to people receiving such care plus
their caregivers that could therefore include family or significant others
(Branfield and Beresford, 2006; Wright et al., 2006; Bradshaw, 2008;
Beresford, 2008; Rose, Fleischman and Schofield, 2010). Beresford (2005)
criticized the term ‘service user’ because it could imply people had only
passive roles in their own care when they may actually wish to play an active

part in their care.

For my research the words ‘service user’ refer to a person directly receiving
palliative care from a hospice. This enabled perspectives of service users and
staff at the hospice to be gathered and analysed to help theorisation about

service user involvement in relation to palliative care.

1.3.3 Service user involvement

Attaching the word ‘involvement’ to the end of the words ‘service user was a
term that developed mainly in health and social care circles (Antoniou, 2010;
Beresford, 2010; Beresford et al., 2012). The literature search indicated gaps
and a lack of understanding about the general meaning of the words ‘service

user involvement’ (Evans et al., 2003).
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Payne et al (2008) also discovered a lack of agreement between
professionals and service users about what service user involvement meant.
Understanding of whom the words ‘service user’ referred to was confused by
the variety of other terms used in the literature to describe them, for example,
patient, consumer and client (Beresford, 2005; Deber et al., 2005). The words
‘service user’ and the other terms being used to describe them also appeared
in the literature in conjunction with other terms for involvement such as
participation, partnership, engagement and co-production (Realpe and
Wallace, 2010; NHS England, 2013; NICE, 2016; Scottish Health Council,
2016). It appears that researchers tended to decide for themselves what
terms they preferred to use and defined the meanings they ascribed to them

in papers and articles about their particular studies.

Service user involvement could refer to people’s individual involvement in
decisions about their day-to-day support, but it could also mean people
coming together to work in a collective way to provoke change or for mutual
support and enabling them to put forward their own experiences and opinions
(Branfield and Beresford, 2006). Butcher (2010) provided a definition of
service user involvement in cancer care. The author suggested it meant the
active involvement of patients and carers in the planning, commissioning,
delivery and evaluation of cancer services. Butcher (2010) also talked about
empowerment of service users and contested the notion that in the NHS
empowerment only meant involving service users in decisions about their own
treatment and care and suggested that this was not the same as
empowerment in terms of service user involvement. NICE (2004) guidance on
the meaning of service user involvement in cancer care also described the
empowerment of people who use the services in order to influence care on a

broader scale.

INVOLVE (2012) attempted to distinguish between the terms involvement,
participation and engagement. They suggested that involvement meant
members of the public being involved in research projects and research
organisations for identifying research priorities as well as being members of

an advisory or steering group; participation meant where people completed a
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survey or took part in a focus group and then engagement was where
information and knowledge about research was disseminated through the
media, for example, and via open days at a research centre, Another service
user organisation called Shaping Our Lives believed that involvement should
mean service users setting the agenda (Beresford, 2012) with disabled

groups advocating for involvement to be rights-based (Beresford, 2011).

1.3.3.1 Ladders of involvement

An early attempt to classify service user involvement was put forward by
Arnstein (1969) in a ‘ladder of citizen participation’ (see Figure 1 below). The
ladder displays different kinds of activities in the form of eight rungs that could
lead to three types of involvement: nonparticipation, tokenism or citizen
power. ‘Manipulation’ and ‘therapy’ are the lowest rungs of the ladder where
the power holders educate or cure, then moving up to ‘informing,’
‘consultation’ and ‘placation’ in the next three rungs of the ladder, then
‘partnership,” ‘delegated power’ and ‘citizen control’ taking up the top three
rungs with ‘citizen control’ at the top where service users had powers of

decision-making.
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8 Citizen Control \

7 Delegated Power >Citizen Power

6 Partnership
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2 Therapy
Nonparticipation
1 Manipulation

Diagram 1.1: Arnstein’s Ladder of Citizen Participation

The ladder devised by Arnstein has been subsequently used and adapted by
researchers over the years since 1969 when it first appeared (Forbat,
Hubbard and Kearney, 2009; Tritter, 2009). Although Arnstein’s ladder implied
a hierarchy of involvement it was not overtly presented as the case and the
literature showed there were criticisms about its inability to demonstrate any
relationship between different levels of the ladder or that a variety of
involvement activities could potentially be taking place at the same time
(Tritter, 2009).
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Hanley et al (2004) produced an amended version of Arnstein’s ladder and
identified consultation (lowest level) where people are asked for their views
that may or may not influence decisions; collaboration (middle level) that
involves on-going partnerships with the public and people using services; and
user-controlled (highest level) where power and decision-making lay with

service users rather than with professionals (Hanley et al., 2004).

There was no indication in Arnstein’s ladder or subsequent ladders about how
power relationships within and between the different levels worked in practice.
For instance, what levers would need to be pulled to enable a move from one
level of the ladder to a higher level or, indeed, if there were any levers that
could prompt a downward movement on the ladder. Tritter (2009) argued the
case for a mesh or network of involvement as being more useful to capture
the myriad possibilities around activities associated with service user
involvement. The author identified that service user involvement was different
in countries that adopted a rights based approach rather than a regulatory
approach. Tritter (2009) also considered that the development of healthcare
markets led to situations where global organisations such as the World Trade
Organisation could exert influence directly or indirectly on the regulation and

policy making surrounding healthcare systems.

In spite of the possible limitations identified by researchers such as Tritter and
McCallum (2006) since Arnstein’s Ladder appeared in 1969, | believe it
provided a useful criterion for helping to assess service user involvement. |
used Arnstein’s Ladder as a guide for helping to identify and analyse service
user involvement in palliative care at the hospice. In doing this, | understood
that | needed to be aware of the potential for further levels of complexity
towards such involvement that may not fit into this particular ladder that were
also important to identify. This awareness included the possibility of snakes as
Tritter and McCallum (2006) referred to them. Snakes occur in the view of
these authors view where there are missing rungs in Arnstein’s Ladder that
they considered limited it as a tool for enabling an increase in service user
involvement particularly in healthcare circles. They also considered that

Arnstein’s Ladder could lead to the majority voice being the only voice that
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was being heard or had influence.

The amended versions of Arnstein’s Ladder that | discovered in the literature
focused mainly on service user involvement in healthcare. | did not discover
an amended version of it for service user involvement in palliative care. The
usefulness or otherwise of devising such a ladder is discussed further in

Chapter Six: Discussion of this thesis.

1.3.4 Complex meanings of service user involvement in palliative care
There appears to have been a greater acceptance for people living with
cancer rather than with other life-limiting conditions to have involvement in
their own care, including palliative care, and also involvement in decision and
policy-making as it affected that care at an individual level and on a wider
scale (Butcher, 2010; Cotterell, 2006).

The complexities of people living with terminal ilinesses had been studied by
Rhodes and Small (2000) who discovered that even though individuals may
have the same disease, their experiences and approach to how they dealt
with it and talked about it was very individual. Potential differences between
the person with the illness and their carer were also pointed out by Rhodes
and Small (2000) as was the importance of illness narratives and how people
with a terminal illness could transform that experience into a story about their
lives and by so doing, potentially speak for others in that situation. Problems
could also arise between a model of healthcare based on public participation
where policy-making concentrates on needs assessment across populations
as a whole that is akin to a marketing model, rather than an approach based
on the direct involvement of service users themselves in decisions about their
care (Rhodes and Small, 2000).

The patient as consumer remains the compliant object of the service
delivery system, in contrast to the patient as decision-maker user, who
takes the role of subject. It is the transition of the patient from passive
object to active subject of care which is at the heart of patient

empowerment. (Rhodes and Small, 2000, p.20).
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The literature around research on health issues generally as well as in
palliative care indicated that very little had been written by service users
themselves (Payne et al., 2005; Sargeant et al., 2007;). Articles and research
studies by health and social care professionals would be peer reviewed
before being published and therefore their views were more likely to dominate
and have influence (Payne et al., 2005). This aspect is explored further in

Chapter Two of this thesis.

Being a “compliant object of the service delivery system” or “patient as
decision-maker user” mentioned in the quotation above by Rhodes and Small
(2000) are factors related to the focus of my study and are discussed more

fully in Chapters Two and Six of this thesis.

The next section looks at the hospice involved in my research as a brief
history in order to help contextualise this study and assist with theorising
about the influence of organisational changes on service user involvement

that took place at the hospice during the period of my data collection.

1.4 Hospice - brief history

1.4.1 Establishment of hospices

The word ‘hospice’ is a derivative of the Latin word ‘hopses’ that means host
and guest and implied a mutual caring between provider and receiver (Allen,
2002). The author traced the roots of hospice back to medieval times when
buildings offering personal and compassionate care were provided along the
routes that religious pilgrims would travel on their way to the Holy Lands
(Allen, 2002).

Dame Cicely Saunders, a former social worker and qualified medical doctor,
is generally acknowledged as the founder of the modern hospice movement
(Lutz, 2011; Clark, 2015; Clark, 2016) and established St Christopher’'s
Hospice in south-east London in 1967 (BMJ, 2005; Shotter, 2006; Baines,
2011; Clark, 2014; Cicely Saunders International, 2016).
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Her (Cicely Saunders) contribution was to define a new field of care
that focussed on the last stages of life, particularly when associated
with progressive diseases such as cancer or neurological conditions.
This came to be known as “palliative care,” an extra layer of support for
adults, children, families and communities designed to prevent and
relieve pain and suffering when death is impending, and in
bereavement. (Clark, 2015).

Clark (2015) said that part of this work necessitated a challenge to the
orthodoxy of medicine towards death with its taboos by opening up practical,
political and philosophical spaces for the care of people who were dying. The
author also noted how Saunders challenged the professional distancing from
patients that was prevalent up to the 1950s and determined to replace it with

a more human form of engagement.

You matter because you are you, and you matter to the end of your life.
We will do all we can not only to help you die peacefully, but also to live
until you die. (Dame Cicely Saunders, 1918-2005).

Kubler-Ross (1969) had been a prominent and influential researcher with her
seminal book “On Death and Dying” that involved over 500 interviews with
dying patients. As well as identifying five stages through which many
terminally people progressed, Kubler-Ross also made a plea for homecare
and not treatment in an institutional setting and that service users should be
able to take part in decisions that affected their lives. Kubler-Ross also made
the observation while testifying at national hearings in a US Senate Special
Committee on Aging that society had a tendency to try to be death - denying
where both the dying and old were isolated. She believed this was to enable

others not to be reminded of their own mortality (Kubler-Ross, 1972).

1.4.2 Sanctuary versus business approach to hospice care
1.4.2.1 Sanctuary approach
A sanctuary implies a place of refuge or of protection away from others. The

notion of hospices providing a safe space appeared to form the basis for the
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founding of St Christopher’s Hospice in 1967 by Dame Cicely Saunders. She
wished to provide a home environment for those with life limiting illnesses that
could help alleviate pain and prepare people for death (St Christopher’s
Hospice, 2017).

We can create and proclaim sanctuary for people in the process of
caring for them. The word sanctuary elicits something quite soulful, if
not archetypal, from deep within...What better way to live out one’s life
than to feel beloved and enfolded? What better place to be than in
sanctuary! (McDowell, 2007, p.31).

The quote above appears to focus on the individual needing care perhaps
even evoking a spiritual approach to care towards the end of a person’s life,
and the hospice being the place that could provide that kind of care. Dame
Cicely Saunders also envisaged hospice providing a “safe and secure
environment” (King’s College, London, 2015) that would concentrate on
quality of life with a focus on pain management leading up to the death of a

person.

The influence that an approach to service provision can have on the
enablement of service user involvement and the type of user involvement that
is pursued has been identified by a number of researchers mentioned
previously (Rhodes and Small, 2000; Beresford and Andrews, 2012). It
therefore follows that the type of service provision approach or model used by

a hospice could influence the type of service user involvement that is pursued.

As mentioned earlier in this chapter, the culture of healthcare generally seems
to be changing with a shift towards marketisation and people being viewed as
consumers of care. This shift may also be found in other areas of care such
as hospice care. The hospice involved in my study underwent significant
organisational and cultural changes during the course of my fieldwork. The
levers that prompted these organisational changes and the impact they had

are discussed more fully in Chapter Six: Discussion of this thesis. A brief
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overview is provided next of what | refer to as a business approach towards

the provision of hospice care.

1.4.2.2 Business approach

Cultures of care appear to be changing across healthcare generally that also
appears to be influencing hospice care. A publication from Hospice UK details
a strategy for transforming hospice care in the UK from 2017 — 2022. Part of
this transformation includes a commitment to widening access to hospice care
to all communities and extending it to a range of settings “beyond the walls of
hospices” (Hospice UK, 2017). The publication does not explain how a
hospice should change or what model it could adopt, business or otherwise, in
order to meet these strategic aims. However, it does provide a number of
indicators as to what success could look like. For instance, finding new and
diverse income streams; launching innovative models of care that could be
replicated and scaled up; better quality data sets produced based on
population needs and using new technological methods to support caregivers.
The emphasis in the strategy report appears to be on service provision;
scaling up of hospice care services and making the hospice sector more
resilient for the future. In this scenario, the service user appears to be viewed
as a passive recipient of palliative or end of life care rather than an active

participant.

A precise definition of a business model is not straightforward according to
Zott, Amit and Massa (2011). These authors discovered over 1,700 articles in
peer-reviewed journals published since 1995 around the concept of business
models generally in any field and did not discover a common or widely
accepted language to describe these models. A number of authors referred to
a business approach as a series of assumptions and hypotheses (Magretta,
2002; Osterwalder, 2013) or strategies (Drucker, 1994) that should be tested

and refined over time.

In spite of the lack of an agreed and precise definition of a business model, for
the purposes of my study | incline towards a general description where an

organisation or company produces or provides goods or services that are
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bought by consumers. This could lead organisations to be in competition with
each other on prices charged for instance and initiatives to increase their
market share over and above those of their competitors and so lead to an
increase in their profits and/or share price. These profits could then be
invested back into the organisation or paid to shareholders as dividends or a

combination of both.

Whether a business model approach as described in the paragraph above
could operate in the context of a hospice is not a subject that is apparent in
the literature on hospices. Haslam, Theodosopoulos and Tsitsianis (2014)
provided some clues to this possibility while researching the financial
accounting processes followed by hospices in the UK generally. The authors
discovered that hospice financial accounting information was fragmented and
scattered within academic and practitioner texts that implied such information
was not uniform or coherent across all hospices. In reviewing the findings
from their search, Haslam, Theodosopoulos and Tsitsianis (2014) discovered
that the hospice accounting model was changing from a more traditional one
where voluntary donations are put towards care to a more complex model
involving many more stakeholder interactions. The unpredictable and local
nature of voluntary donations had, according to Haslam, Theodosopoulos and
Tsitsianis (2014), led to a fragmented hospice service that they concluded had
contributed to the lack of a national plan for the provision of palliative care in
the UK.

Haslam, Theodosopoulos and Tsitsianis (2014) also identified that funding
constraints had heralded a change in government policy towards the Third
Sector indicated by a move to try and integrate the voluntary sector within the

provision of national healthcare.

If healthcare generally in the UK is moving away from the principle of being a
public service that is free at the point of use and parts of the system become
progressively privatised, then it is also possible to foresee that for-profit
organisations and businesses will see healthcare in the UK as a potential

lucrative market for them to move into. This kind of shift has already been
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taking place over a number of years such as with the Private Finance Initiative
(PFI) for example. PFI involves a private company building an NHS hospital
and then leasing it back to the NHS. The Centre for Health and Public Interest
(CHPI) conducted a search using accounting records provided by the
Treasury and Companies House covering the years 2010 — 2015 and
concluded in a report published in 2017 that those companies that had run
PFI contracts had made pre-tax profits of £831 million (CHPI 2017). The
report also discovered that nearly £1billion of taxpayers’ funds will go to PFI
companies as pre-tax profits and that only eight companies “own or have
equity stakes in 92% of all the companies holding contracts with the NHS
meaning there is very little competition between the companies bidding to
build and run NHS PFI hospices” (CHPI 2017, p.4). Whether a similar PFI
move could be introduced for building more hospices in the UK is worth
consideration although there may be more lessons to be learnt from the

development of hospices in the USA that is explored below.

As Haslam, Theodosopoulos and Tsitsianis (2014) discovered, the funding
models of independent UK hospices are becoming more complex with many
more stakeholders involved. Such funding changes could also lead to an
even further fragmented hospice service as each independent hospice
decided on its own approach to deal with its changing funding circumstances
and also make the possibility of a national plan for the provision of palliative

care in the UK recede even further.

The approach that Dame Cicely Saunders adopted towards the provision of
hospice care had an impact across the world (Clark, 2015) including in the
USA. For-profit insurance-based hospice care had grown substantially in the
USA since the first hospice was established there in 1974 making them more
like businesses and therefore likely to adopt more business-like management
techniques (Smith and Himmel, 2013; Whoriskey and Keating, 2014). Smith
and Himmel (2013) and Whoriskey and Keating (2014) considered that the
insurance-based approach to hospice care in the USA could potentially be
adopted by some hospices in the UK. A deeper analysis of the literature on

the approach and operation of hospices in the USA and the ways it helped to
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interpret some of the findings in my study are included in Chapter Seven of

this thesis.

The traditional hospice movement as espoused by Dame Cicely Saunders
does not seem to fit comfortably within a business model or approach and yet
such an approach has been developed considerably within the NHS. The
manner in which changes in hospice care are handled has implications for
service users and staff. Whether following the lead of changes in the NHS or
those implied in the indicators provided by the Hospice UK (2017) strategy
publication mentioned earlier, the manner of the changes also hold

implications for service user involvement.

The next section looks at the socio-political-economic context of hospices in
the UK that is discussed in more depth in Chapter Six: Discussion of this
thesis as relevant to understanding the findings. This is followed by a brief
description of the case study approach towards the UK independent hospice
involved in my research and then an outline of the organisational changes that

took place there that occurred during the period of my data collection.

1.4.3 Socio-political-economic context of hospices in the UK

The UK independent hospice that was involved in and facilitated the research
for this thesis is one of around 220 such hospices currently operating in the
United Kingdom. The traditional financial model for independent hospices
involves receiving a percentage of regular funding from government bodies
that covers up to around a quarter of the costs with the main funding stream
involving voluntary donations and contributions (Hospice UK). This means
that hospices have to engage in fundraising activities in order to meet the total
operational and resource costs of the services they are providing (Hospice
UK)

Viewing a hospice as a business appears to be driving a change in financial
or fundraising behaviour from the more traditional model of donations being
used for care to a more complex model involving many more stakeholder

interactions (Haslam, Theodosopoulos and Tsitsianis, 2014). Hospices
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provide around 80 per cent of palliative care services in the UK (Hospice UK)
and with claims on such services likely to increase in the UK in the future, the
fragmented nature of the service is potentially a further barrier to the provision
of an effective national palliative care plan (Haslam, Theodosopoulos and
Tsitsianis, 2014)

1.4.4 The case study hospice
This section is included at this point in order to help contextualise my research

before moving on to the literature review.

Three different types of case study have been identified: intrinsic case study —
concentration on a single case with no attempt to generalise or build theories;
instrumental case study — where a case is examined to provide insights into
an issue where the main focus is elsewhere; collective case study — a number

of cases are investigated to explore a general phenomenon (Stake, 2000)

Using the definitions mentioned in the above paragraph, the case study of the
hospice involved in my research follows an instrumental case study form. The
organisational changes that have taken place at the hospice are investigated
in order to enable further theorisation about the focus of my research on
service user involvement at the hospice as well as enable more general
theorisation about potential implications for hospices in the UK. The possibility
of various practices from a single case study being generalisable in particular
institutional settings, even if not practised in similar ways across different
settings, can be considered with caution. The case study approach is also
used mainly in qualitative research when it becomes difficult to control all the

variables that might be of interest to a researcher (Silverman, 2010).

The case study’s unique strength is its ability to deal with a full variety
of evidence, including documents, artefacts, interviews and

observations. (Merriam, 1988, p.4).
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Background information about the hospice involved in my research was drawn
from public records posted on-line by the hospice, and from the hospice’s own

website.

1.4.4.1 Organisation and governance
The UK independent hospice involved in my study was established on its

current site in southern England in the 1980s.

A Board of Trustees provides governance through the hospice committee
structure and board members were elected from the membership of the
company with one third standing down or for re-election after a three-year
term of office that included the Chair who could not serve more than two
consecutive terms of office (information from hospice website, Companies

House, Charity Commission).

At the time of writing, around 2,000 service users annually were receiving
care services from the hospice provided by over 300 staff full-time and part-
time staff plus over 1,000 volunteers. About one third of the hospice’s income
came via government grants with the remainder coming from donations and
fundraising activities. This kind of funding approach appears to be the general

position for most independent hospices in the UK (Hospice UK, 2017).

1.4.4.2 Organisational changes 2013 - 2016

The reasons why decisions were made by the hospice management to
instigate organisational changes at the hospice emerged from a variety of
sources. My relationship with the hospice that agreed to support this study
began in 2011 and carried on through the years to 2016. During the years
2013 — 2016 particularly | made frequent visits to the hospice premises to
carry out interviews with service users and staff and also to have informal
conversations with staff during those visits. This enabled me to gain a deeper

understanding of the hospice and how it operated.

As a result of the data emerging from service user and staff participants

concerning the organisational changes at the hospice, | carried out a search
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for information about the hospice organisation itself. | conducted a brief
thematic analysis using information provided in the hospice’s annual reports
and accounts each year from 2011 to 2016. A search was also carried out for
information on the website of Companies House with a further information

search about the hospice carried out online.

The interviews for this study were conducted with different service users and
staff participants before and after the organisational changes were being
implemented at the hospice. Interviews with staff involved a diverse range of
participants from across the hospice and at all levels of the managerial
structure. There was a palpable desire to talk about the effects the changes
were having from the perspectives of the service user participants and from a
number of staff participants. It was therefore not possible to analyse the data
and theorise about the topic of the thesis without also exploring the
organisational changes at the hospice. An analysis of the findings that
emerged from participants and their perspectives on the organisational

changes at the hospice are detailed in Chapter Five of this thesis.

The wish to make organisational changes at the hospice coincided with the
appointment of a new hospice CEO and a new Chairman of the Board of
Hospice Trustees. There were also staff redundancies, changes to job
descriptions and an increase in staff numbers in what might be termed as
backroom departments. This included an increase in staff numbers and
expansion of the remit of certain departments for acting both internally and
externally to the hospice and also expansion of marketing and fundraising
functions of the hospice. There were also significant changes in arrangements
for use of the hospice day centre by service users and the role of staff at the
day centre. These findings emerged during interviews with participants and
the impact that these changes had on them is discussed in Chapter Five of

this thesis.

1.5 Managerialism and organisational culture
According to Klikauer (2013), managerialism is not a modern management

method or an institutional model but rather it is an ideology that has

31



transcended into society. The author contends that although the word
managerialism is widely used there is little information to be found on its
theoretical basis. The author also contends that over the years,
managerialism has come to see itself as the expression of a special group,
that is, management that entrenches itself within an organisation and basically
takes over all decision-making. Managerialisation lies at the gateway between
management and society, according to Klikauer (2013), where changes in

management and at work have helped to engineer changes in society.

An exploration of the literature on theories of management and organisational
behaviour indicated that there were numerous theories that have been
developed over many years (Handy, 1981; Drucker, 1992; Enteman, 1993;
Drucker, 1999; Anheier, 2000; Kirkpatrick, 2006). Handy is still regarded as an
influential thinker on cultural and structural theories in businesses and in non-
profit organisations and he identified four organisational cultures: power, role,
task and person. In a power culture, Handy (1981) considered that people
needed to be politically minded and willing to take risks; a role culture would
be preferred by people that liked security and predictability; a task culture
meant a manager being flexible and ready to be judged by results; in a person
culture the individual was the central point and any structure or organisation
would exist only for assisting the individuals within it. Handy (1981) also
claimed that there could be different cultures operating within the same

organisation.

Drucker (1992) was another influential theorist on organisational behaviour
and management. He identified a tendency to assume that management in
organisations implied business management and he claimed that non-profit
organisations had shied away from making use of management tools for that
reason. At the time of writing his book, Drucker (1992) concluded that there
had not been a great deal of material written on leadership and management
up to that time that was specifically aimed at non-profit organisations. The role
of the board in a non-profit organisation, for example, was different to a
business as was the relationship with volunteers at a non-profit organisation

and the need for such activities as generating income through fund-raising
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along with managing the sometimes intense commitment of staff working at a
non-profit organisation (Drucker, 1992).

It is reasonable to expect that staff working for a hospice had a degree of
intense commitment due to the nature of the type of care that they were
providing to people living with a terminal iliness. Feelings of stress amongst
staff working in hospices due to the nature of the work could be expected to
be quite high but as Vachon (1995) discovered, stress could also be caused
when support, involvement in work and decision-making and workload are not
provided for staff. This gives an indication that the type of service provision
and management approach could potentially have an effect on involvement of
staff in an organisation such as a hospice, as some of my findings indicated,

as well as have an effect on service user involvement.

The applicability of management theories and practices described in this
section to the management, culture and practices of an independent hospice
was not clear from the literature. Operating and managing a hospice as a

business appeared to be an under-researched topic.

It was not the aim of this study to formulate a potential management or
business model or theory appropriate to independent hospices. The aim was
to use the findings generated from the data about the organisational changes
that had taken place at the hospice involved in the study, theorise about why
the changes had been introduced and the potential impact on service user

involvement in palliative care.

| felt it is worth considering the responses of independent hospices to external
reverberations that are beyond their ability to control but nevertheless, have to
respond to in order to survive. These reverberations could be caused when
neoliberalism, concerned primarily with politics and economics that shows
itself in government policies pursued by different political parties when in
government, combines with managerialism that is concerned mainly with
corporations and management that then both flow out and start to influence
society. There appears to be no set formula as to how an independent

hospice should respond to such challenges but the hospice involved in my
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study may have decided on a particular approach to deal with it. This aspect

is discussed in more detail in Chapter Seven of this thesis.

1.6 Reflexivity

Addington-Hall et al (2007) explored reflexivity in the research process. These
authors studied research methods used in palliative care and pointed out the
importance of critical reflection and engagement in the research process.
They also emphasised the need for the researcher to include an exploration of
themselves and their own biases and values when carrying out data collection

and also the environment within which the research was taking place.

In the introduction to this thesis, | described my personal experience of being
a family carer for my parents; also my professional experience and my
experience of working with a number of palliative care service user groups. As
well as being aware of and using all this experience, it also meant exploring
my own subjectivity while engaged in the process of this research particularly
with regard to decisions during the process of data collection and
interpretation. Peshkin (1988) talked about researchers engaging with their
own subijectivity and also engaging with the different “I's” within themselves
while the research was actively in progress rather than engaging

retrospectively once the research process had finished.

By monitoring myself, | can create an illuminating, empowering
personal statement that attunes me to where self and subject are
intertwined. | do not thereby exorcise my subjectivity. | do, rather,
enable myself to manage it — to preclude it from being unwittingly
burdensome — as | progress through collecting, analysing and writing
up my data. (Peshkin, 1988, p. 20).

Peshkin was studying aspects of education but his use of the “I” in research
has been adopted by researchers in other topic areas (Savage, 2007;
Bradbury-Jones et al., 2010). Bradbury-Jones et al (2010) concluded that

Peshkin’s “I's” could help nurses gain deeper self-understanding including of

their own emotions that would help enhance their therapeutic activities.
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| have used Peshkin’s “I's” approach through my data collection and analysis
of the topic of this thesis. In order to enhance rigour and to help avoid
proselytising my own views and opinions in this thesis, a number of clearly
presented reflexive extracts that focus on the research topic appear through
the thesis at appropriate points. These reflexive extracts also help to add
further possible dimensions to the interpretation of the data.

Utilising Peshkin’s “I's” plus reflexivity enabled the lived experience of
participants in this research, service users and staff, to be explored that
helped to generate rich data and add further dimensions to the findings,
analysis and theorisation in relation to the topic of this thesis. An awareness
of the organisational changes taking place at the hospice and being alert to
the various leads and issues that were emerging from the data enabled
further complexities to be explored. The reflexive extracts that appear in
various parts of this thesis also include extracts from my reflexive PhD journal.
The intention is to elucidate how all my approaches and understandings were

relevant to and impacted on my research

1.7 Chapter conclusion

This chapter has summarised the original intention of the research topic of
this thesis and how it developed and also summarised the need for flexibility
in the methodology adopted. It has presented the economic, political, social
and managerial context for the study and my personal and professional
context as the researcher. It has also presented the context for the case study
and clarified the meanings of service user involvement, palliative care and

end of life care.

My approach to this thesis is to move between personal/reflective and
evidence/theorising (Finlay 2002) and to clearly indicate when these particular
features are being put forward. The aim is to show how models of service
provision adopted by a hospice can influence the role and experience of

service user involvement.

The next chapter, Chapter Two, puts forward a review of the literature related
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to the topic of this study on service user involvement in palliative care and
indicates how the views of service users and staff in hospice settings have

rarely been elicited.
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CHAPTER TWO: LITERATURE REVIEW

2.1 Introduction
This study is concerned with exploring the perspectives and understandings
of service users receiving palliative care and of staff providing that care in a

UK hospice towards service user involvement in palliative care.

This chapter sets out a review of key literature in this topic area and is an
opportunity to evaluate concepts and findings that form the academic basis of
my study. This chapter also identifies previous evidence and gaps to justify

the rationale for conducting my study.

The first part of this chapter describes the approach taken towards the
literature search strategy. Quality Assessment Prompts (Dixon-Wood et al
2006) were used in the inclusion and exclusion process. Further details about

the search strategy including a table are presented below.

A critical review of three main themes that emerged from the key literature
identified from the search is included in this chapter. These themes are: 1)
Power and control, that involves potential tensions between service users and
professional staff providing palliative care around decision-making. It also
involves potential tensions between professional staff working in different
areas of healthcare and palliative care such as between staff working in
clinical services, for example, and those working in general nursing; 2) The
importance of relationships in palliative care, including between service users
receiving palliative care and family carers and with healthcare professionals;
3) Debates around who should be viewed as having a role in service user
involvement in palliative care. For example, a number of the key studies
concluded that family carers should be viewed as an intrinsic part of
involvement with other studies highlighting the problems that can emerge if

family are involved.
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2.1.1 Approach to the literature search process

The literature search covers the years 1995 — 2018 and involved conducting a
methodical review that included elements of a scoping review. Arksey and
O’Malley (2005) identified four types of scoping review: 1) to map fields of
study; 2) to determine the value of conducting a full systematic review; 3) to
summarise and disseminate research findings; 4) to identify research gaps in
the literature. The authors also state that a scoping review approach enables
a researcher to be flexible in use of search terms and identification of
appropriate studies in an iterative and reflexive way in contrast to systematic

reviews.

This approach enabled academic and other studies and articles to be
extracted from electronic databases, reference lists, key journals and the grey
literature covering conferences, studies produced by relevant organisations
and my own networks that were relevant to my study. (Hart, 2009; Silverman,
2010; Booth, Papaioannou and Sutton, 2012). | also used Quality Assessment
Prompts devised by Dixon-Woods et al (2004) and Arnstein’s Ladder of
Citizen Participation (1969) for full text assessments to add rigour to the final

selections for critical review.

Searches of the literature on other subject areas were conducted later in the
study process. This activity was prompted by findings that emerged from the
data and included business/management studies and theories as well as
management approaches in health, social care, education and other public
services. It was useful to identify this additional literature in order to enhance

theorisation from the findings and is discussed in Chapter Six.

2.2 Searching the literature

The literature search indicated that most research into service user
involvement in healthcare took place from the mid 1990s and gained some
momentum over the following years. There was a concomitant increase in the
amount of research being carried out into service user involvement in
palliative care from this time although it was still considered to be an under-

researched area (Payne et al, 2005). Based on this finding, the search for
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studies relevant to the topic of my study therefore started from 1995.

2.2.1 Databases and searches

The databases used in the search for the years 1995 - 2018 were CINAHL,
SCOPUS, PsycInfo and ACADEMIC SEARCH COMPLETE (ASC). An initial
search of the literature using specific key words appropriate to my study
uncovered a limited number of studies. | decided that relevance to the topic of
my research was a more important determinant for inclusion than the
methodology that may have been used in a particular study. This meant using
search methods associated with a scoping review as put forward by Arksey

and O’Malley (2005) described earlier in this chapter.

The different more probing strategy involved using combinations of key words
and searching databases in a methodical way for each combination of words.
It also involved hand searches of journals, relevant conference reports and
searches using the names of authors who have conducted research into
service user involvement in palliative care. This search strategy and the

results that emerged are described below.

As the search process continued, the strategy | adopted was to concentrate
on those databases where most results were emerging and to use filter

searches where it was felt appropriate (see Table 2.1 below).

2.2.1.1 Keywords

Search 1:
“service users” AND “involvement” AND “palliative care”

Search 2:
“‘patient” AND “involvement” AND “palliative care”

Search 3:
“service user involvement” AND “palliative care” with ‘abstracts’ ticked

Search 4:
“service user” AND “participation” AND “palliative care”

Search 5:
“professionals” AND “involvement” AND “palliative care”

39



Search 6:

“service user” AND “involvement” AND “hospice”

Search 7:

“patient” AND “involvement” AND “hospice”

Search 8:

“patient involvement” AND “hospice care”

Table 2.1: Databases searched with results 1995 - 2018

KEY: * indicates not searched on that combination of keywords

CINAHL SCOPUS PSYCINFO ASC
Searches
1 13 52 10 20
2 181 37 (filter 149 *
(filter search | search from (filter search
from 534 hits) | 1,182 hits) from 415 hits)
3 8 * * *
4 10 5 7 *
5 75 22 98 *
(filter search (filter search (filter search
from 187 hits) | from 322 hits) | from 258 hits)
6 3 * 15 *
7 74 * * *
(filter search
from 186 hits)
8 3 6 7 29
(filter search | (filter search | (filter search
from 23 hits) | from 21 hits) | from 73 hits)
TOTALS 367 122 286 49

| OVERALL TOTAL: 824

2.2.2.2 Search of the grey literature

This wider exploration involved searching the grey literature such as
conference
governmental bodies and independent think tanks as well as by Third Sector
and voluntary organisations operating in the UK, rest of Europe and

worldwide.

reports plus academic papers and

Examples of the wider sources that were searched included:
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- Joseph Rowntree Foundation; Shaping Our Lives; INVONET; National
Council for Palliative Care; Dying Matters; Marie Curie; Hospice UK; Cicely
Saunders Institute; SCIE Online; Social Care Online; Intute Health and Life
Sciences; Intute Social Welfare; European Association of Palliative Care;
websites of end of life care studies departments at academic institutions;

| conducted searches using authors’ surnames as keywords that included:
Beresford, P; Brearley, S; Carr, S; Cotterell, P; Forbat, L; Payne, S; Sargeant,
A; Small, N.

Reports and articles that emerged after title and full text sifting from searching
the grey literature: Cotterell (2006 - thesis); Croft, Chowns and Beresford
(2012 - report); Daykin et al (2010), also Payne et al (2008), that was an

executive summary of the 2005 scoping study.

A total number of 824 studies emerged using the key words search process
described at the start of this section. These were then reduced to 74 by title
and abstract sifting. The sifting process was based on a short formula put
forward by Dixon-Woods et al (2004) as follows:

WHO: adult (aged 18 and over) service users receiving palliative care and
professionals/staff providing palliative care;

WHAT: service user involvement in health/palliative care /hospice care

HOW: Perspectives/understandings of service user involvement generally and

in relation to health/palliative care service provision.

2.2.2.3 Quality Assessment Prompts
A full text sifting of the 74 studies involved use of Quality Assessment
Prompts (QAP) formulated by Dixon-Woods et al (2004) that included the

following questions for appraising a research study:

- Are the aims and objectives of the research clearly stated?

- Is the research design clearly specified and appropriate for the
aims and objectives of the research

- Do the researchers provide a clear account of the process by which

their findings were reproduced?
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- Do the researchers display enough data to support their
interpretations and conclusions?
- Is the method of analysis appropriate and adequately explicated?
(Dixon-Woods et al, 2004, p. 224).

Following the full-text sifting, 28 studies and reports were identified for critical
review (Appendix 4). There is debate in the literature generally about the
appropriateness of checklists for assessing qualitative research. The authors
state that whatever tool is used, the ultimate assessment of a research study

is down to the judgment of the individual reviewer.

| stated earlier in this chapter that relevance to the topic of my research was
more important as a determinant for inclusion or exclusion of a study rather
than the methodology. Exploring perspectives and understandings fits more
naturally with a qualitative approach (Silverman, 2010; Denzin and Lincoln,
2012). As Curry, Nembhard and Bradley (2009) point out, qualitative research
is exploratory in nature and uses discussions and observations, for example,
to help generate insights and enable understanding of complex social
processes from the point of view of the study participants. Quantitative
research often seeks to statistically test hypotheses and may be carried out in
randomised or non-randomised experimental and natural settings to generate
numerical data. A mixed methods approach to research uses both qualitative
and quantitative approaches to research that can enhance insights gained
from both methods (Curry, Nembhard and Bradley, 2009). | included studies
for critiquing that used qualitative, quantitative and mixed methods
approaches and also included systematic reviews where | considered that

they helped illuminate the subject of my study.

The next section in this chapter provides a critical review of the 28 studies that

emerged from the literature search and sifting processes.

2.3 Critical review of the key literature (1)
The areas covered by the 28 studies include health, NHS, social care and

palliative care. The methods used include qualitative (21); quantitative (1);
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mixed methods (1); scoping review (1) and systematic review (4). Data
collection was carried out by interviews with service users/patients (7); with
patients and professionals/staff (5); with patients and family (2); with patients,

family and professionals (2) and with professionals and families (2).

2.3.1 Recruitment of participants and ethical considerations

In the 18 studies where interviews were conducted and focus groups
organised, participants were identified and approached using a variety of
recruitment methods. Approaches to patients were carried out primarily
through the services and judgment of professionals that could have led to bias
in selection. There is a preponderance of patients with cancer involved in the
studies that may be due to those with non-malignant conditions being more
difficult to identify or limited opportunities to put themselves forward. The
existence of cancer networks involving patients meant that potential
participants for research studies could be more readily identified and
approached. Also, professionals may judge that a particular service user was
too unwell to be a participant and should not be disturbed without necessarily

seeking the view of that service user before reaching such an assessment.

The studies all took account of the ethical dimension of involving service
users receiving palliative care as participants in their research through
informed consent. Ethical considerations can bring forward complex issues
that need to be negotiated and may have an impact on the numbers and
abilities of service users to become participants, particularly in the context of
life-limiting illnesses and palliative care. Ethical considerations when
conducting research in palliative care are discussed in more detail in Chapter

Three of this thesis.

The scoping review conducted by Payne et al (2005) emerged as a key study
by providing a guide into the literature on service user involvement in palliative
care prior to 2005. It covers the methods that were adopted for accessing the
views of service users as well as the views of family carers, advocacy groups,
researchers, practitioners and policy makers on this subject. This review is

briefly critiqued in the next section.
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2.3.2 Critique of 2005 Scoping Review

The scoping study was conducted over one year in three phases: phases one
and two ran concurrently and involved a review of the literature and the
methods used and the gathering of views of key informants to identify a
sample of people who have expertise about user involvement in palliative
care. Phase three comprised a consensus building meeting that involved
service users, carers, professionals and ‘experts’ identified during phase two
during which the participants were invited to comment on the preliminary
findings including their strengths and weaknesses to help shape the eventual

findings of the scoping study.

The literature search of academic databases, the internet and grey literature
identified 2,046 hits with 507 studies selected to be reviewed that were
ultimately reduced to 53 papers. Data was extracted by bibliometric analysis
and annotated bibliography followed by a synthesis. Critical appraisal
methods developed by Hawker et al (2002) for analysis of literature on

evaluative and mixed methods research were used.

The findings of the scoping review showed that within the search criteria,
palliative care formed the second highest proportion of literature on service
user involvement. The authors discovered that this mainly involved descriptive
accounts or accounts drawn from particular contexts as well as project reports
but very few papers on research or case studies. Their analysis also showed
that 96 per cent of the extracted literature was written by professionals with
four per cent written independently by service users alone or in conjunction
with professionals. Although service users and professionals appeared keen
to share their experiences of user involvement, the scoping review discovered
very little evidence about the effectiveness of such involvement for patients or
professionals and no clear reasons as to why organisations would implement

service user involvement except to comply with government directives.

Primary data were collected through semi-structured interviews conducted via
telephone and face-to-face along with site visits: (patients = 19), carers

(carers = 12), volunteers (n=2), professionals (n=13), ‘experts’ (n=4), project
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team (n=8) making a total of 54 participants. The interviews were transcribed
verbatim and analysed using thematic analysis with field notes from site visits

also analysed.

How to get service users involved not only in discussions about palliative care
but also in a position where they had a measurable influence was identified as
a problem area. Some of the service users participants in this review
expressed the view that they felt empowered by being involved in discussions
with health and other professionals about their own care or as a carer and
could see some demonstrable changes at their local level as a result of their
input which in turn kept them motivated. However, in the observation of
service user involvement processes during the field work site visits, a lack of
motivation to devolve power to service users or to adapt organisational

structures to enable their genuine involvement was revealed.

The scoping study also revealed that while there had been increased
consultation with service users, it was often accompanied by unrealistic
expectations that service users could turn their experiences into practical
suggestions without assistance or training. Those participants who had
attended and contributed to service user involvement groups or forums felt
that they were a good method of getting their views across and for
contributing to service development. There was inequity noted by some
participants who, because they had conditions other than cancer, could not
access specialist palliative care services and therefore did not have the option

of participating in service user involvement activities.

Four main issues could be identified from the 2005 scoping study: that there
are gaps in understanding and analysis of palliative care from the
perspectives of service users; that professional accounts of user involvement
dominate what is known about palliative care and therefore about service user
involvement within that context; that further examination is needed around the
concept of service user involvement and how it relates to palliative care and,

that there are examples of good practice where a link can be made between
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service user involvement and enhanced services yet there is little by way of

rigorous evaluation.

The critique of key literature that emerged during my own literature search
also considers whether the four main issues identified by the 2005 Payne et al
scoping review mentioned above have been addressed in subsequent

studies.

2.4 Critical review of the key literature (2)

This section provides a critical review of the other 27 key studies (Appendix
4): Aspinal et al (2005); Beresford and Branfield (2006); Boelk and Kramer
(2012); Carter et al (2004); Cotterell (2006); Cotterell et al (2011); Croft,
Chowns and Beresford (2012); Daykin et al (2010); Etkind et al (2018); Evans
et al (2003); Forbat, Hubbard and Kearney (2009); Francois et al (2017);
Fredriksson, Eriksson and Tritter (2018); Fudge, Wolfe and McKevitt (2008);
Gauthier and Swigart (2003); Haarsma et al (2015); Johnston and Smith
(2006); Karnilowicz (2011); Kars et al (2016); Lee, Kristjanson and Williams
(2009); McCormick and Conley (1995); Mockford et al (2012); Ocloo and
Matthews (2016); Palumbo (2015); Richardson, MacLeod and Kent (2010);
Sargeant et al (2007); Woods, Beaver and Luker (2000).

The majority of the studies in this critical review were qualitative that seemed
appropriate to the topics that were being researched allowing for in-depth
analysis of personal experiences. The study by Gauthier and Swigart (2003),
for example, provided a valuable in-depth look into the lives of service users
living with a life-limiting illness and the complexities of decision-making that
surround them. Based on the findings, the authors put forward a model of
decision-making for service users who were moving towards the end of their
lives. The four systematic reviews covering healthcare services have been
included as | considered they offered insights into the topic of my research.
These insights include relationships between patients and family carers and
patients and professionals and their possible influence on preferences and

involvement of those receiving care (Kars et al, 2016; Etkind et al, 2018).
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Potential barriers to service user involvement in healthcare are also

highlighted including balance of power (Mockford et al, 2012; Palumbo, 2015).

Payne et al (2005) discovered that there were very few research studies that
explored service user involvement in palliative care as a topic of itself or
provided an evaluation of it. Rather, the focus is generally on descriptive
accounts of the process of establishing and practising such involvement.
There was also a lack of involvement of service users themselves in the
design, implementation and evaluation of research into palliative care.
Cotterell et al (2011) addressed this point in their study where service users
with cancer were involved in all aspects of the research activities and this is

explored in this review.

2.4.1 Theme 1 — Power and control

The words ‘power’ and ‘control’ appeared in a number of the key studies.
Balance of power issues related to service user involvement were identified
between patients and staff in a number of studies (Carter et al, 2004; Gauthier
and Swigart, 2003; Haarsma et al, 2015; Karnilowicz, 2011; Lee et al, 2009;
Richardson, Macleod and Kent, 2010). These studies highlighted particular
tensions in decision-making between patients and professional staff around
the provision of personal palliative care. For example, if staff made decisions
on behalf of service users without consulting them first then this led to feelings
of disempowerment. Power and control issues could also occur between
patients and family carers (Beresford and Branfield, 2006; Etkind et al., 2018),
between family carers and professionals (Francois et al, 2017) and between

professions (Daykin et al, 2010).

The ability of patients and/or family members to be involved in the provision of
care or influence decision-making and policy generally may rely on the ethos
of the organisation that they may be engaged with. For example, Karnilowicz
(2011) identified that the power differential between patients and staff was
particularly evident in healthcare. Croft, Chowns and Beresford (2012)
collected data from 29 hospices as part of their study and found that most

hospices considered that they had always put the patient at the centre of their
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activities as part of their original ethos. And yet the authors also identified
significant contradictions towards service user involvement with an emphasis
on the process rather than outcomes. The studies by Karnilowicz (2011) and
Croft, Chowns and Beresford (2012) indicate that there may be different
approaches and attitudes towards service user involvement depending on the

type of organisation, for example, whether a hospital or a hospice.

Arnstein (1969) devised the Ladder of Citizen Participation that provides a
model of involvement and has been described in Chapter One and is briefly
reviewed here. One of the strong themes that Arnstein put forward about
citizen participation generally covers the issue of power and control, where it

lies and how it affects participation:

Participation without redistribution of power is an empty and frustrating
process for the powerless. It allows the power holders to claim that all
sides were considered, but makes it possible for only some of those
sides to benefit. (Arnstein, 1969, p. 2).

Arnstein (1969) also claims that the situation described in the quotation above
helps to maintain the status quo by enabling the powerful to claim that all
sides were considered when in fact only some of those sides would benefit.
The author goes on to say that citizens may be able to voice their opinions
and be heard by the powerful but lack the ability to ensure those opinions are
acted upon. Arnstein admits that the ladder is a simplification but claims it
does help to illustrate that there are different levels of citizen participation.
Another interesting point the author makes is that neither the powerless nor
powerful can be viewed as homogeneous entities but claims that the
powerless do appear to perceive the powerful as representing a permanent
and immovable system with those deemed to have the power regarding
others as “those people” (Arnstein, 1969, p.3) irrespective of any differences
between them whether class, for instance, or perhaps even gender. The
author also claims it is possible for citizens to move up and down between the
different rungs and for there to be blurring of the boundaries between the

rungs.
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Daily decision-making and empowerment experienced by people with life-
limiting illnesses was explored by Richardson, MacLeod and Kent (2010)
using a phenomenological hermeneutic approach (Max van Manen, 2014).
This approach enabled the authors to study the lived experience of patients
attending an outpatient clinic of a community hospice in New Zealand and to
examine and reveal meanings buried within the words used by participants.
There were 14 participants receiving palliative care who were each
interviewed face-to-face and analysis involved reflection and total immersion
in the text to help identify themes coupled with analysis and constant
reflection of issues related to power and control inequities in nursing
practices. Three themes were identified from the data: 1) “lived space chaos”
(Richardson, MacLeod and Kent, 2010, p.132) as the participants were living
in a chaotic and complex period of their lives that started straight after
diagnosis and prompted mixed feelings such as anger, disbelief and
powerlessness; 2) contracting worlds where aspects of normality in the lives
of the participants began to shrink not only in their social lives but also
physically as their bodies changed due to their conditions and moved away
from what they had regarded as their former selves; 3) capitulation, that came
about when participants eventually realised their lives were coming to an end
and the closer they got to death the more submissive they became. The
authors discovered that there is a tendency for people with life limiting
illnesses to be seen generally as a homogeneous group where all of them
behave in the same manner and the care approach that is adopted can be a
“one size fits all model which can leave the person and their family members
feeling disenfranchised, frustrated and not listened to” (Richardson, MacLeod
and Kent, 2010, p.130). The authors attested that people with life limiting
illnesses being able to make decisions for themselves, however mundane
they may seem to others, was important for their sense of empowerment and

autonomy.

Richardson, MacLeod and Kent (2010) attested that it is difficult to
deconstruct an individual's feelings and behaviours to different aspects of the
decision-making process during the period after diagnosis. The authors

therefore saw empowerment of service users with a life limiting illness as an
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important element especially in the final phase of their lives to enable them to
make decisions for themselves. Staff providing care to people with a life
limiting illness can start to make value judgments about the care and begin to
make decisions on their behalf because they perceive a person to be too
vulnerable, for instance, or too sick to make decisions for themselves. This led
the authors to advise health staff to be aware and mindful of the level of

control that they could exert.

Kars et al (2016) identified fear of burdening vulnerable service users as an
important reason for gatekeeping in palliative care research by professionals
working in hospice and homecare settings coupled with a protective attitude.

While asserting that health professionals should become partners in care with
patients, the authors also believed it important for more research to be

conducted around empowerment in order to understand how it could work.

An auto-ethnographic approach adopted in a study by Karnilowicz (2011)
enabled the author to use personal experience to explore psychological
ownership and identity related to prostate cancer and chronic illness. The
author identified that the power differential seemed to be particularly evident
in the health industry and that analysis of disease and illness would benefit
from the perspectives of the less powerful, that is, through a patient’s lived
experience of their illness. Service user involvement and empowerment could
be “undermined by the seduction of health-discourse so that the patient ends
up wanting what the system wants them to want” (Richardson, MacLeod and
Kent, 2010, p. 135).

Gauthier and Swigart (2003) wished to explore their own understandings of
the reality and perspectives of the lives of people who had a life limiting
illness. These authors used a constructivist paradigm with grounded theory in
order to construct a tentative model of the process of decision-making
surrounding aspects of care for patients in two hospices. The authors talked
about how decisions are made and how, in line with the findings of

Richardson, MacLeod and Kent (2010), the apparent mundanities of those
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decisions held great significance for a person’s autonomy as they moved

towards the end of their lives.

Gauthier and Swigart (2003) identified the complexities of decision-making in
a hospice context and that these complexities involved past as well as current
experiences. Three major concepts were identified from the data: 1)
realisation and then acceptance that the end of life was near; 2) living and
making decisions on a day-to-day basis that adapted and changed according
to the progression of the condition that included increasing physical
dependence as an important factor and, 3) dealing with the unpredictability of
a life limiting illness. The authors considered that the third concept was the
most important and called it “embodied responding” (Gauthier and Swigart,
2003, p.126). It referred to all the elements that make up a whole person such
as physical, psychosocial and spiritual and that all these elements influence
decision-making generally and at an individual level. The authors stated that
physical symptoms, pain and a deteriorating physical condition all influenced
decision-making and that increased physical dependence had an influence on
when and how decisions were made. Several of the participants were
reported as saying in this study that their particular condition had been well-
managed by the hospice but that their spiritual, emotional and family aspects,
for example, of their illnesses had not been accommodated. The authors
concluded that decision-making affecting service users at the end of life
involved a complex process of interactive events and the perception of control
over decision-making between service users and staff needed further

exploration.

The studies by Gauthier and Swigart (2003) and Richardson, MacLeod and
Kent (2010) indicate the importance that service users with life-limiting
illnesses attach to all aspects of their lives after diagnosis, not only the
medical or clinical aspects. It could be contended therefore that the approach
towards service user involvement for palliative care may need to be
approached and handled differently towards such involvement in general

healthcare.
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The power relationships between professions and between staff is another
aspect of control identified by Daykin et al (2010) that could potentially add
barriers for service user involvement in palliative care. In this study, the
authors attempted to identify key principles for the development of user
involvement through the perspectives of service users and professionals in
one cancer network. This study used the Delphi Technique involving 357
individual stakeholders and collaboration between the NHS, two universities

and two voluntary sector organisations.

The Delphi Technique involves presenting a series of questionnaires to
informed individuals on a particular issue, data is then analysed and a new
questionnaire developed on the basis of results obtained in the first
questionnaire (Keeney, Hasson and McKenna, 2000). These new
questionnaires are then sent back to the original participants to enable them
to reconsider their initial thoughts and opinions. The key principles in the
Daykin et al (2010) study were identified through analysis of 120 priority
statements that were then ranked. One main conclusion from this study was
that consensus development is key to understanding professional attitudes to
service user involvement and that power dynamics between professions and
between professionals and service users affects the approach adopted

towards service user involvement.

Although the study by Daykin et al (2010) covered a large number of
participants in one cancer network, the method they employed to gather data
through a series of questionnaires and statistical analysis of priority
statements, did not enable in-depth probing of any of the responses from
service users or staff. The study also only involved service users with cancer
who were members of a network as participants and so its findings and
conclusions could not necessarily be wholly extended to encompass service
users with all life-limiting illnesses. Some of the service users may have felt
confident about taking part in such studies and could express themselves well
through the written word whereas other service users may not be so adept at

writing and so their views could be lost. The value of this study may lie in
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providing data for further in-depth exploration using a qualitative approach

that involves semi-structured interviews, for example.

Aspinal et al (2006) concluded that there were differences between patients,
relatives and staff on what was important to measure at the end of life. The
study involved 10 focus groups with 75 participants (10 patients, 35
professionals and 30 bereaved relatives). Recruitment of bereaved relatives
and patients was carried out with voluntary organisations, hospices and
hospital palliative care teams and staff were recruited from hospital palliative

care services and a palliative care research unit.

The authors used a modified nominal group technique that enables ideas and
thoughts to emerge from group participants through the posing of a single
question and is intended to be non-hierarchical to enable equal weight to be
applied to all the views put forward. The authors noted that there was a dearth
of literature on the perspectives of service users as to what was important to
measure at the end of life, an observation that concurred at that time with the
scoping study of Payne et al (2005). They also considered that there is a
particular problem in palliative care as the words ‘service user when used in
this context can refer not only to patients but also to their families or close
friends and neighbours. Terminology around palliative care and
understandings around the words ‘service user were discussed in Chapter
One.

Aspinal et al (2006) identified 14 themes from the Nominal Group Technique
that were then given rankings and seven of these emerged as the most

important.: 'symptom management’; “dignity’; ‘quality of life’; ‘relationships’;

‘preparation’; ‘co-ordination and continuity’; and ‘choice and control” (Aspinal
et al, 2006, p. 400). There were differences identified by cross-comparison
between professional groups and patient groups. For example, professional
groups had ‘symptom control’ as their first priority whereas patient groups had
‘preparation’ and ‘co-ordination and continuity’ as their priorities. Possible
reasons that the authors put forward for service users not having symptom

control at the top of their priority list was that professionals may have had a
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bio-medical approach to the subject and also service users may well have had
their symptoms under control at the time of the group study and so it was not
an issue for them. Palumbo (2015) identified that professional hostility
towards co-production in healthcare enabled a bio-medical approach to

continue.

The quotation “knowledge is power” is attributed to Sir Frances Bacon in 1597
and is a concept that Haarsma et al (2015) appeared to identify with from their
study. The authors conducted 18 in-depth interviews and three focus groups
involving 16 patient representatives and 12 staff in six palliative care networks
in the Netherlands. Quality of care and dissemination of information were
identified as having the greatest impact on involvement by enabling citizen
control and partnership in palliative care. However, the authors also identified
tensions between the patient representatives and staff in relation to
operational and strategic involvement. Beresford and Branfield (2006)
identified the need for networking and knowledge sharing among service

users and service user organisations as important enablers for influencing

policy.

The studies reviewed in this section under Theme 1 provide an indication of
the complexities that exist around decision-making for service users with a life
limiting illness (Gauthier and Swigart, 2003; Aspinal et al., 2005; Richardson,
MacLeod and Kent, 2010). The studies also indicate the extent of the role of
power and control around service user involvement including in palliative care
(Arnstein, 1969; Daykin et al., 2010; Richardson, Macleod and Kent, 2010).
Arnstein (1969) expressed this aspect in terms of the relationship between the
powerful (professionals) and the powerless (service users). Richardson,
MacLeod and Kent (2010) developed this theme when they mentioned
empowerment of service users and intimated how such empowerment could
potentially be manipulated by the dominance of health discourse. Payne et al
(2005) discovered that health was the dominant voice in literature around
service user involvement in palliative care that could also serve to help embed
the dominant health discourse in palliative care. If complexities in decision-

making surrounding service users with life-limiting illnesses were added to

54



these assertions then the possibility of the health discourse prompting service
users to want what the system tells them to want in palliative care would
appear to be quite strong. Formal power structures in a working environment
emphasise the role of the professional and can act as barriers to effective
service user involvement whereas a more open and interactive process could
enhance patient control and power in decision-making (Carter et al, 2004).
Such scenarios have implications for service user involvement in palliative

care.

2.4.2 Theme 2 — Relationships in palliative care
Relationships, influences and tensions involving patients and staff, patients
and family, family and professionals and between professions towards service

user involvement are highlighted in a number of the key studies.

In a systematic review, Etkind et al (2018) explored the care preferences of
older people with advanced illness in a hospital and community care setting
and the role of family in that process. The authors discovered that the family is
particularly important as an influence on care preferences that are then further
influenced by a complex interaction of family, illness and other care factors.
Trusting care relationships were found to influence care preferences of the
older people and the wish to avoid being a burden. Concerns about other
family members and not upsetting them unduly seemed to be prominent
among the older people in the study. The authors found that the presence and
support of the family had a strong influence that may supersede the personal
wishes of the older person. The authors referred to this as a trade-off. While
acknowledging the importance of family involvement in discussions about
care preferences, the authors also highlighted the role of staff and clinicians in
providing support to families and the patient while enabling the care
preferences of the patient to be achieved. This was felt to be especially
important where there was conflict between the views of a patient and their
family. Beresford and Branfield (2006) highlighted the risk of marginalising the
views of patients or service users by including family members in decisions
and called for a more explicit and inclusive approach otherwise there could be

a risk of bias by omission.
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Johnston and Smith (2006) conducted a phenomenological study exploring
the perceptions of 22 patients with life-limiting illnesses and 22 palliative care
nurses towards palliative nursing care in two acute hospitals and two hospices
in Scotland. The nurse-patient relationship in palliative care was seen as
important and valuable in the context of palliative care with an emphasis on
good communications skills. The authors discovered that those with life-
limiting illnesses also expressed a desire to keep their independence and
remain in control. Both patients and palliative nurses expressed agreement
that interpersonal skills on the part of the nurses were very important along
with kindness and compassion. The patients in this study also noted the
difference between the hospice and hospital environments where they had
been receiving care. The patients attributed importance to the “atmosphere,
safety and sanctuary of the hospice environment” (Johnston and Smith, 2006,

p. 706) as well as viewing it as a place of security and hope.

McCormick and Conley (1995), Woods et al (2000) and Lee et al (2009)
explored perspectives on decision-making from the perspectives of patients
with life-limiting illnesses. Lee et al (2009) identified a main issue experienced
by palliative care patients in their study as lack of involvement in decision-
making. The type of relationship they had with staff was believed by patients
to hold significance for the amount of involvement they had in decision-
making. The relationships were determined by the culture and environment as
well as the manner of the staff member. The authors point to difficulties that
staff may have when, for example, patients make decisions that differ from
their advice, even if autonomy is accepted. The risk of paternalism was seen
as a risk for palliative care patients due to fluctuations in their conditions that
can impact on their autonomy and ability to make decisions. A distance
between patients and staff developed when staff did not engage with a patient
and came to be viewed as aloof and disinterested in the person and only
concerned with the disease and/or professional protocols. The authors
concluded that the behaviour of staff and the culture of an organisation can be
vital to engendering relationships that can then enable patient involvement in

decisions.
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McCormick and Conley (1995) also highlighted how sensitive patients can be
to non-verbal language of staff engaged in their care and how lack of
appropriate or direct communication between staff and patient can lead to
problems. The authors cite the example of a patient learning that his
prognosis was grim and he was expected to die soon from his daughter and
was upset that such news had been shared with her before it was shared with
him. The notion of enabling an individual to integrate the way that they die into
their lifestyle was put forward by these authors and that the agenda of each

person near the end of life will be unique.

Woods, Beaver and Luker (2000) identified what they referred to as the moral
complexity of family involvement in palliative care. This involves the
complexity surrounding the role of family members and their relationships with
professionals or staff. The author identified a concern among staff around
professional boundaries and the ethics of confidentiality and best interest. In
this study, 15 patients, 10 family carers and 19 bereaved family carers were
interviewed all involving a cancer diagnosis apart from one patient with a non-
malignant condition. The aloofness of professional staff at the hospital where
patients attended was identified and mirrored the findings of the study by Lee
et al (2009). The approach of caring and kindness of certain health staff was
mentioned by some participants and the hospital was seen to exert a lot of
control over a patient even in the final stages of illness. Woods, Beaver and
Luker (2000) also provide examples of how family can act as protectors of a
patient so they do not hear bad news from anywhere. For example, when
gathering data for their study, one woman gave permission for researchers to
approach her husband on the condition that his stomach cancer was referred
to as an ulcer. The issue about information and who holds and controls it
mentioned earlier in this chapter also emerged in this study. The tendency of
professionals to control information was seen as a way of demarcating
between ‘professional’ and ‘lay’ or family carer. The lack of information for
family carers meant they had worries about whether they were providing
effective care. Information about a particular condition was seen to be useful

as opposed to details about prognosis as a way of maintaining positivity and
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hope. All these aspects highlight the complexities around people with a life-
limiting iliness. Woods, Beaver and Luker (2000) also highlight the problem of
an ethical framework that has a focus on individual patient autonomy in the

context of a family or lay carer being just as significant.

Palumbo (2015) conducted a systematic review exploring service co-
production and value co-creation to health services and provided a challenge
to the traditional bio-medical model of care. The author maintains that co-
production of health care services implies creating partnerships between
patients and staff that can lead to greater freedom of choice and enable
patients to become members of care teams. This situation could then lead to

increased patient satisfaction, better service innovation and cost savings.

Cotterell et al (2011) also explored relationships between cancer service
users and professionals. Problems described by service users included the
attitudes of professionals towards certain cancer treatments. For instance,
professionals would talk explicitly about cancer treatments at meetings with
service users present that caused service users to become upset and that
proved to be challenging situations for the service users to deal with as well
as challenging for the professionals to deal with. There was also the
perception identified by some participants that their needs or wishes were
peripheral to activities in the eyes of the professionals causing service users
to feel undervalued. It could be inferred from the study findings that the joint
cancer groups involving professionals and cancer service users provided a
learning environment for both groups. As well as providing challenging
situations, the group working could potentially provide positive opportunities.
For instance, the groups could provide an environment for any problems or
issues to be discussed and so help to improve communication and
understanding between professionals and the cancer service users. Cotterell
et al (2011) acknowledged this learning potential but also called for greater
networking between different groups in cancer and palliative care in order to

help strengthen the groups’ positions and enhance learning opportunities.
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243 Theme 3 - Debates around who is involved in service user
involvement in palliative care

Forbat, Hubbard and Kearney (2009) looked into the range of models of
involvement and explored what they termed “the muddle of conceptualisation
of involvement” (Forbat, Hubbard and Kearney, 2009, p. 2547) and how this
can lead to difficulties for professionals, patients and managers in
implementing policies in this area. The authors identified four models of
involvement that they derived from the literature that are defined by who is
involved and what they are doing by being involved. The first model sees
service users as consumers who purchase or choose services that is driven
by free market economics; the second model sees the patient as a citizen
who develops a preference for services in relation to others and with regard to
the public good that is driven by social democracy; the third model sees the
patient as a partner in care and is different from the first two models in that it
concerns an individual’s involvement in their own care. Underpinning the
second and third models of involvement is the experiential knowledge that
service users bring and have a unique perspective to bear when considering
care services. This is a similar finding to Cotterell (2006). The fourth model
concerns service user involvement in research. The different approaches to
involvement initiatives leads the authors to contend that the agenda for
involvement is broad and can be confusing. The most common method of
service user involvement mentioned by professionals in the study was the use
of patient satisfaction surveys. This was troubling to the authors for its lack of
connection with involvement as such surveys tended to be tightly prescribed
offering only formulaic ways of answering rather than allowing for in-depth
responses that could be further probed. Such surveys also do not show any

indication of partnership working between service users and professionals.

Interviews with the CEOs of the five health boards in the Forbat, Hubbard and
Kearney (2009) study revealed that they believed they were actively involved
in involvement work and gave examples of holding large public meetings and
having random individual conversations. The authors considered that the
CEOs in the main saw service user involvement as a way to manage public

expectations around health service delivery, for example, rather than with
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individual patients. This approach taken by the CEOs was seen by the
authors as not connecting with the four models of involvement that they had
identified and considered it did not even reach the first rung on Arnstein’s
ladder. The authors concluded that this approach to service user involvement
indicated a connection with free market economics and viewing the patient as

a consumer.

It would seem, at first sight, that patient satisfaction surveys could be placed
on the fourth rung of Arnstein’s ladder (1969), that is, consultation as they
appear to show that people are being consulted. But it could be argued they
could also be placed on the lowest rung, that is, manipulation as the surveys
could be used to give an appearance of consultation but are actually nothing
of the sort. Whether such surveys are placed at the lowest rung or the fourth
rung on Arnstein’s ladder, they are still at the level of manipulation and
tokenism and therefore indicate that these surveys have dubious relevance to

service user involvement.

Sargeant et al (2007) focussed on exploring the motivations for service users
and professionals to be engaged in service user involvement activities in
palliative care. The authors describe service user involvement as “the way in
which people are involved in making suggestions and taking decisions about
how different services are run and developed”, (Sargeant et al., 2007, p.127).
Using an interpretive and participatory approach, participants were identified
through a user group attached to a third sector organisation, a snowball
technique and the UK Hospice Information Directory. All participants were
already involved in service user involvement activities and 51 semi-structured
telephone and face-to-face interviews were carried out with service users,
palliative care professionals and academic experts who had a background in
service user involvement in palliative care. Also, four service user involvement
programmes were observed and field notes made. Interview transcriptions
and field notes were entered on the QSR NVIVO database and thematically
analysed and were then followed by consultation meetings involving 48
service users and professionals to discuss the preliminary findings (17

patients; 12 carers; two volunteers; 13 palliative care professionals; four
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academics and others who had already contributed to the data). It included
service users with advanced conditions in cancer, heart disease, respiratory
disease and neurological diseases and with three service users also having
learning disabilities. Data from these meetings were added to the database

and contributed to the findings.

It was interesting to note that Sargeant et al (2007) regarded as a failing the
lack of informal caregivers, who would be primarily family members, in
research generally about service user involvement in palliative care. The
authors regarded carers as playing a significant role particularly for service
users with chronic conditions. They also saw a reliance on articulate patients
in much of the literature on user involvement coupled with the lack of the
informal carers’ voices as problems and indicative of wider problems in
conceptualising and implementing service user involvement. For these
reasons, service users, informal carers and professionals were interviewed for

their study.

Sargeant et al (2007) presented their findings from participants in two parts
covering motivations and barriers for service users and motivations and
barriers for professionals. For service users, motivations included the feeling
of being empowered through being involved; attending user group meetings
enhanced feelings of self-worth and the feeling they were valued for their
skills and knowledge. An important driving factor was the opportunity to
contribute to improvement in services. Barriers for service users included
tokenism and dominance of a professional agenda, for instance, service user
involvement meetings being arranged at the convenience of the palliative care
service rather than the needs of the service users. This could mean meetings
being held on weekdays during office hours that might prevent service users
and carers who were working from taking part. There were also views
expressed about the lack of diversity within service user groups so making
them unrepresentative of the wider community and feelings of being an
unpaid worker involving huge time commitments and workloads that could

cause problems for service users with progressive illnesses.
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Motivations for professional staff included personal and professional values; a
desire to empower patients and carers; the initial driver came from external
service directives to implement user involvement especially Clinical
Governance Directives. Barriers for staff included that it was time-consuming;
the perception that engaging with palliative care patients was too difficult and
that patients had better things to do with their lives in the time they had left;
organisational barriers and lack of leadership, for instance, relying on
satisfaction surveys or only inviting a token service user to meetings and
feelings of being threatened and viewing such activities as an add-on to their

current roles.

A significant finding of the Sargeant et al (2007) study was that service user
involvement in palliative care in a number of organisations is initiated and
sustained by a few motivated individuals whether service users or staff and
that as soon as they depart then the initiative struggles to continue. The study
also states that the participants in their research were already contributing to
service user involvement activities and therefore could potentially represent a
biased group. The authors identified a need to seek to involve participants in
research on service user involvement who have declined to contribute to other

service user involvement activities.

The study by Sargeant et al (2007) poses questions about the criteria used for
including and excluding participants and if there is such a thing as the ‘right
kind of patient’ for taking part in service user involvement activities. The
authors contended that there might be service users who are articulate, have
access to technology, socially skilled, available during the day and English-
speaking who may be over-represented in involvement activities. They also
identified service users who attempt to take part but become disillusioned
because they feel their views were not being taken into account. The voices of
those service users with more experience may also be continually heard
above everyone else because they have potentially become professionalised

or have developed careers in service user involvement.

Boelk and Kramer (2012) attempted to advance the theory of family conflict at
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end of life by exploring the perceptions of 37 professionals through focus
groups and 15 family carers through in-depth interviews that were
experiencing conflict in the context of a non-profit hospice. The authors
identified long-standing family issues, family dynamics and problems that can
surface and possibly be exacerbated when faced by life-limiting illness. Boelk
and Kramer (2012) also concluded that professional training and the hospice
system may underestimate the complexities of some family situations
including cruelties that may have taken place and the depth of dysfunction
that can then influence the quality of care at the end of life. The notion of
autonomy for people with a life-limiting illness and the ability to have control of
their decision-making is complex. Boelk and Kramer (2012) consider that
professionals are mistaken if they think that merely by working with a family to

provide compassionate and quality care then a patient will die well.

It is reasonable to point out that it is not possible for carers to understand
what it is like to be living with a life limiting illness. It could be said that it is not
possible for any individual living with a life limiting illness to be able to say
what other people with life limiting illnesses would be experiencing. Rhodes
and Small (2000) identified the situation where individuals may have the same
diseases but would experience and deal with those diseases in different ways.
Richardson, MacLeod and Kent (2010) maintained that one size does not fit
all in care of people with a life limiting illness. Cotterell (2006) also recognised
that people living with a life limiting illness do not readily form themselves into
groups that then try to influence issues that affect them or tackle inequalities.
In a cross-sectional study involving respondents in England and Sweden,
Fredriksson, Eriksson and Tritter (2018) considered that health systems
needed to integrate an effective approach to Patient Public Involvement in
individual treatment decisions and in shaping local health and social care
priorities. The authors also considered that more work is needed to

understand the desire to be involved and actually being involved.

A number of the studies included in this critique mention that their research
was mainly exploring service user involvement from the point of view of

people living with cancer and have therefore purposely recruited service users
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with cancer to take part. It is worth exploring this aspect and reflecting on the
influence that such involvement could exert on the meaning and approaches

towards service user involvement in palliative care.

2.4.3.1 Cancer service users
From my reading of the literature generally, a large proportion of research
participants in studies about service user involvement in palliative care are
people living with cancer. A number of studies (Forbat, Hubbard and Kearney,
2009; Daykin et al., 2010; Richardson, MacLeod and Kent, 2010; Cotterell et
al.,, 2011) specifically mention that they wished to recruit service user

participants who had cancer and sometimes recruited from cancer networks.

Cotterell (2006) explored the experience and needs of people mainly living
with cancer but also other conditions. There were 25 service user participants
involving nine face-to-face interviews, participant observation of service users
in a hospice day centre and three service user group discussions. The author
also established a Service User Research Advisory Group (SURAG) that
included service users living with a life limiting illness and was attached to a
palliative care organisation in the third sector. As well as helping to recruit
participants for the research, members of the SURAG also developed the
research questions, conducted interviews and facilitated focus groups and
took part in data analysis and theme identifying sessions as well as being

involved in drawing up the final themes.

There were 7 themes identified in Cotterell’s study: diagnosis (of a life-limiting
illness); fear; anger/ frustration; grief (for a past life that has irrevocably
changed following the diagnosis); relationships (that have changed with
spouse, family members, friends); difference/individuality; independent/
dependent (being dependent on others such as family and professionals, for
instance, as the life-limiting illness progresses and potential tensions with

trying to maintain some independence).

It was clear that for participants with non-cancer conditions,

experiences of services were very different locally to those with a
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cancer diagnosis. Palliative care, mainly provided by a hospice and
available to people with cancer, was reported on favourably but in
contrast experience of other providers of care and support was patchy
in quality. From these areas favourable comments were normally
reserved for some individual professionals, day centres, or support
groups. Palliative care was not commented on explicitly by participants
with non-cancer conditions as they were either not aware of palliative

care or not in receipt of it. (Cotterell 2006, p. 325-6).

Cotterell (2006) also commented on the way that service user participants
with non-cancer conditions expressed feelings of being marginalised not only
in their living conditions but also with the lack of support they felt they
received and difficulties they faced in getting recognition of their needs that
would then be acted on. Service user participants in this study who had
cancer placed value on their ability to access hospice day centre facilities that
were not necessarily available or known about by service users with non-

cancer conditions.

The study by Cotterell (2006) also discovered that service users being able to
maintain independence, keep control and have choice while living with a life
limiting illness were viewed as key requirements. Choice also meant service
users having an involvement in decisions on issues that affected them, feeling
empowered in everyday life and being able to control the environment around
them in terms of within relationships and the range of services and support

that they needed

It can be inferred from the Cotterell (2006) findings that there is a potential
inequality between service users living with cancer and those service users
living with non-cancer conditions in terms of access to palliative care services.
It could also be inferred from the findings that service users with cancer may
have a stronger and more influential voice when it comes to service user
involvement in palliative care as they have access to more facilities such as

hospice day centres.
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An interesting facet of the Cotterell (2006) study was the emotional aspect of
the findings that emerged that the author considered was due to the
involvement of service users as researchers and as members of the SURAG.
The author considered that this enabled the findings from this study to be

firmly embedded in the concerns of service users themselves.

The findings of a study by Cotterell et al (2011) build on the points that
emerged from Cotterell's 2006 study. It also indicates that service user
involvement can lead to enhanced life opportunities for active service users
with cancer. The focus of the interpretive and participatory qualitative
research by Cotterell et al (2011) was to explore the impact of involvement on
the lives of service users affected by cancer. There were 64 participants from
across the UK who were already engaged in involvement activities in cancer
services, palliative care and research. The data gathering involved eight focus
groups involving service user group members plus nine face-to-face

interviews with service users involved at local, national and regional levels.

The authors provided a definition of service user involvement in cancer care
as follows:
Activities undertaken by service users with a view to informing or
influencing services, policy, planning and/or research based on their

experience of being affected by cancer. (Cotterell et al, 2011, p. 161).

The Cotterell et al (2011) study also reflects on legislation that was current at
the time of the research in 2010 and mentions the terms of the National
Health Service (NHS) Act, 2006. This Act put a statutory requirement on NHS
organisations to strategically embed service user/patient involvement in all
their activities. This legislation has been superseded by further legislation
covering the NHS as described in the introduction to this paper and includes
the Health and Social Care Act 2012 that does not reiterate the importance of
service user involvement in health care or palliative care nor was it included in

subsequent amendments.

As mentioned earlier in this chapter, Payne et al (2005) considered that a top-
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down approach was not necessarily the answer to enabling effective service
user involvement. However, Cotterell et al (2011) considered that the creation
of formal structures in cancer care and the creation of the Cancer Partnership
Project provided a framework that included financing for partnership working
between professionals and service users and for influencing local cancer
service development. It could be inferred that such partnership working in
cancer services and the influence that this situation could exert on cancer
care service provision could spread more broadly and also exert an influence
on palliative care service provision generally. It could also potentially provide
cancer service users with an influential presence in palliative care service

provision and in policy-making in this area.

Further to the points mentioned above, Cotterell et al (2011) also mentioned
the Department of Health’s Cancer Reform Strategy (2007) that asserted the
importance of service user involvement and that it was an essential
component of cancer commissioning and delivery of services. It could be said
therefore that legislation covering cancer care demonstrates how a top-down
approach can sometimes be effective in enabling service user involvement in
service provision. This legislative approach to service user involvement
covering people living with other life limiting conditions and for palliative care

service provision generally has not been evident in legislation following 2007.

Other findings by Cotterell et al (2011) included identifying three main themes
for service user involvement in cancer care: expectations and motivations;

positive impacts of involvement and, challenging impacts of involvement.

The authors reported that a number of service users became involved
because of a bad experience with their own cancer care and they wanted to
improve things for others. Other service users or people they knew had
received very good care and they wanted to give something back while
others expressed a desire to become involved in order to change things for
the better. Expectations for some service users about what they could
achieve at the start of their involvement were very limited and cautious and

others experienced disappointment that their involvement did not appear to
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help change very much. For those participating in this research and receiving
palliative care, their involvement in the cancer groups was seen as helping
them deal with feelings of hopelessness. The involvement in cancer groups
also seemed to offer service users a sense of belonging, of being able to
contribute and helped to relieve feelings of isolation, depression and

loneliness.

It could be argued that the issues discussed in this section suggest there is an
opportunity and potential for learning from the way that cancer networks have
emerged and developed over the last 10 to 15 years or so. This knowledge
could potentially be used as a basis for enabling the development of service
user groups and service user involvement in palliative care including those
service users with non-cancer conditions. It should be noted however that
service users with life-limiting illnesses other than cancer are not likely to have
life-limiting illness networks that they could join in the same way that they are

available for those with cancer.

It was unusual among the literature to find a research study such as Cotterell
et al (2011) that involved service users living with life-limiting illnesses as
members of the research team. The literature indicates there is an increasing
awareness of the need to include service users in research activities around
palliative and end of life care and also health subjects. The emphasis of that
involvement, however, appears in the main to be as participants rather than
formulating or leading a particular research project. On Arnstein’s ladder
(1969), the Cotterell et al (2011) study appeared to have moved into the top
three rungs of the ladder labelled as ‘Citizen Power.” My study is not
concerned with exploring service user involvement in palliative care research.
But when exploring literature on this subject and studies make claims of
service user involvement in their research it would be useful to discern who is
in control of the research project and who influences the ultimate conclusions

in order to test the veracity of the claims.

There is also the possibility that the views and experiences of service users

involved in cancer networks could have a disproportionate effect on service
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user involvement in palliative care. As discussed earlier in this section,
differences in the experiences and expectations of service users with cancer
and those with non-cancer conditions, particularly towards palliative care and
what such care could offer, emerged in the findings of the study by Cotterell
(2006). Whether cancer care groups and networks have continued to have
substantial influence on service provision and policy making in palliative care
in the years following the study by Cotterell et al (2011) could be the subject

of other research.

Croft, Chowns and Beresford (2012) conducted a national survey of palliative
care social workers in the UK and made a plea for moving beyond the rhetoric
about service user involvement. They wished a start would be made in
challenging the reality and extent to which service users are actually involved
across a whole range of activities. The survey elicited responses from 20% of
the specialist palliative care social workers contacted in 42 settings operating
in the NHS and voluntary sector including 29 hospices across the UK. The
authors discovered that service user involvement was mainly at a consultative
level and in practice meant contributing to leaflets and offering feedback
through such methods as questionnaires or informal discussions. It was not
possible to assess from the survey how much notice was taken of feedback
generated by service users by the organisations involved. Just under half of
the respondents to the survey mentioned the existence of a service user
group as being evidence of the development of service user involvement. The
scope of involvement was found to be limited with very little occurring in
education, planning or research for instance. The need for commitment of
senior staff towards service user involvement was recognised but staff faced
difficulties in achieving it due to heavy workloads and cutbacks even though it
was acknowledged that such involvement had benefits. This also indicates
how external forces such as funding cuts in public services can potentially
have an impact on the ability of service user involvement to be implemented
effectively in hospices and in other public and charitable service

organisations.
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2.5 Summary
To recap, three main themes emerged from the critique of studies in Appendix
4. These are: power and control, relationships in palliative care and debates

around who is involved in service user involvement.

| provided an in-depth review of the Payne et al (2005) scoping review and
while it did not make claims to be exhaustive, it had a broad search strategy
that took in service user involvement from other areas including health,
maternity care and psychiatry, for instance as well as collection of primary
data. The studies included in the critique explored aspects of service user
involvement in palliative care using various methodological approaches and
participants included service users (patients), professionals (staff) and family

carers plus four systematic reviews.

Many of the studies pointed out the complexities of people’s lives when they
have a life limiting illness. These complexities can affect the personal
perspectives of a service user about who they are, for instance, and what they
regard as normalcy in their lives as they deal with the changes that their
bodies are undergoing. Further complexities emerge as people around the
service user with a life limiting illness can start to assume different roles that
can affect family dynamics, for instance, if a family member becomes a carer
(Sargeant et al., 2010). Whether family carers should be involved or not in
studies about service user involvement in palliative care or health care or in
other areas is open to debate. It would partly depend on the focus and aims of
the research. The inclusion of family members in research who may also be
carers occurred in a number of studies (Boelk and Kramer, 2012; Etkind et al,
2018; Evans et al, 2003; Francois et al, 2017; Lee et al, 2009). Other studies
considered it important to only explore the views and perspectives of service
users/patients in their studies (Beresford and Branfield, 2006; Carter et al,
2004; Cotterell, 2006; Cotterell et al, 2011; Etkind et al, 2018; Gauthier and
Swigart, 2003; Karnilowicz 2011; Lee et al, 2009; McCormick and Conley,
1995; Richardson, MacLeod and Kent, 2010; Woods, Beaver and Luker,
2000).
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Arnstein (1969) was concerned about the relationship between the powerless
and the powerful in relation to citizen participation and concluded that any
participation without redistributing power was a frustration for those who were
powerless. Arnstein also recognised that the powerless appeared to view the
powerful as representing a permanent and immovable system. Service users
being seduced into “wanting what the system wants them to want’
(Richardson, MacLeod and Kent, 2010, p.135) can further compound the
situation. An article published in 2007 on Public Patient Involvement in the
NHS concurs with the findings of Payne et al (2005). The article talks about
the “proliferation of involvement sometimes at the expense of genuine
influence” (Brearley, 2007, p. 227). The article goes on to identify four
problems around involvement in the NHS that hinder rather than enable
influence and accountability: victims and perpetrators (patient representatives
feeling marginalised and powerless operating within structures devised by
others; organisations feeling threatened by any proactive activities initiated by
service users); involving everyone but listening to no-one plus involvement at
the expense of accountability and asks where is the national voice. Brearley
refers to the NHS Centre for Involvement in the 2007 article that no longer
exists. She also mentions National Voices that does still exist but she
questioned whether as a national voice for the voluntary sector in policy
making it could be a national voice for patients and citizens at the same time.
Whether there are any national voices operating on behalf of service users in
the NHS is one aspect of involvement, but the issues about influence when
service users get involved in NHS structures is a subject area for research
that is probably still needed. The same could be said about involvement in
palliative care but any national voices or local voices acting on behalf of
patients, apart from those attached to voluntary and charitable organisations,

appear to be thin on the ground.

Daykin et al (2010) identified power dynamics between service users and
professionals but also identified power dynamics between different
professions and between different professionals in health all of which could
influence the approach adopted towards service user involvement. Aspinal et

al (2006) expounded on the importance of co-ordination and continuity of care
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between different care services for evaluating care towards the end of life and

the authors considered it should be included in future research in this area.

The future of service user involvement in healthcare and where power and
control resided was a subject commented on by Rhodes and Small (2000).
These authors identified two possible approaches towards service users in
the health system: either a service user could be regarded as a consumer and
SO remain a passive object of service provision or a service user could be
regarded as someone who was involved in decision-making. The conditions
for empowering service users in healthcare, therefore, could only happen if

service users moved on from passivity to being active subjects..

Further to this, the use of terminology to describe service users in healthcare
and palliative care, judging from literature published around 2008/9 onwards,
has seen an increase in use in academic studies and legislation of the words
consumer and/or client. This increase might imply there is an actual or
preferred desire among policy makers, for instance, for service users to
remain as passive consumers of health and/or palliative care services rather

than be empowered.

The relationships theme highlighted the importance of the relationship
between professionals/staff and service users in palliative care (Haarsma et
al, 2015; Sargeant et al, 2007). If any tensions were identified, these could be
contributory factors for building barriers to effective service user involvement.
Better communication between service users and professionals in palliative
care to enable effective relationships between these two groups was identified
as an issue (Cotterell 2006; Evans et al, 2003; Johnston and Smith, 2006;
Sergeant et al 2007). Relationships between patients and their family carers
were also seen as important in healthcare and palliative care especially where
there are any conflicts between them. Aspinal et al (2006) highlighted
differences between professionals/staff, patients and family towards what is
important to them at the end of life. Family dynamics, conflict and dysfunction
were seen as contributing influences on quality of care at the end of life (Boelk

and Kramer, 2012). In this kind of scenario, the relationship between the
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service user/patient and professionals/staff would be important for helping to
resolve any issues. A further problem to this situation could be if any power
dynamics were being played out between service users and
professionals/staff (Daykin et al, 2010) or complexities in decision-making
between service users/patients and professionals/staff (Gauthier and Swigart,
2003). The need for professionals/staff to create a psychosocial cultural
environment best suited to enabling a positive self-identity for service
users/patients and for the relationship between the two groups to be
collaborative and empowering was considered important by Karnilowicz,
2011.

The third theme covered debates around who is involved in service user
involvement in palliative care and complements aspects that emerged in the
first two themes. A notable aspect that emerged from the literature concerned
the number of studies that involved predominantly service users with cancer
as participants. No studies emerged from the literature that explored the
influence of cancer groups, non-cancer groups or other groups on healthcare,
palliative care or service user involvement in palliative care and so could
provide the background to topics for further research.

2.6 Chapter conclusion

In the introduction to this chapter, | described the focus of my study as being
concerned with exploring the perspectives and understandings of service
users receiving palliative care and of staff providing that care towards service
user involvement in palliative care. This chapter has provided a review of the
literature in this topic area and provided an opportunity to explore concepts,

issues and debates that form the academic basis of my study.

Sargeant et al (2007) regarded the participation of family carers in their study
as very important and contended that carers should be routinely involved in
palliative care research. Aspinal et al (2006) identified differences between
staff, patients and family carers in their study as to what their priorities were at
the end of life and Boelk and Kramer (2012) identified how family complexity
and conflict can emerge when a family member is moving towards the end of

life. | considered that while exploring complexities around family carers and
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their relationships with a service user/patient with a life-limiting illness or with
professionals/staff is important for studies researching palliative care towards
the end of life, this was not a focus for my research and could potentially
obscure the findings. | therefore decided that service users/patients and staff

would be the focus for part of my data collection activities.

| believe that including an exploration of the context within which service user
involvement is being carried out can enhance findings and theorisation around
service user involvement in palliative care. The way that such involvement is
described in policy and the literature will position “patients as consumers,
citizens, partners and co-researchers depending on context and ideological
drivers” (Forbat, Hubbard and Kearney, 2009, p. 2549). | did not uncover any
studies in the literature that used a case study approach at a hospice that also
included an exploration of the internal operation and management of the
hospice and its culture or external pressures that could have impacted on
decision-making such as financial considerations. There may have been valid
reasons for this. For example, ethical considerations or unwillingness of
hospices to take part in such studies or researchers may have considered it

was not relevant for their particular study.

In times of financial constraints and cuts in public services in the UK coupled
with increases in the population and the increasing longevity of people with
life-limiting illnesses, it is conceivable that the charitable and the private sector
may become more important in providing palliative care services in the future.
There are implications in such a move for service user involvement generally
in all services as well as palliative care. It is conceivable, for instance, that
cancer charities that Murray and Sheikh (2008) identified as being influential
because of their support of many hospices and cancer outreach programmes
could become more influential in driving the palliative care agenda and

service user involvement in a time of austerity.

The aim of my research is to consider whether service user involvement is

known about or understood by service users and staff and whether variations
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in perspectives between them can cause misunderstandings or tensions over
the care provided and whether any lack of clarity has consequences for
palliative care service provision. This service provision could mean on an
individual basis where service users have an opportunity to influence their
own palliative care or it could mean a situation where service users have input
into and influence on local service provision and on wider policy and decision-

making in palliative care.

| therefore decided that it was important to use an appropriate method for my
study in order to explore all the complexities that surround service user
involvement in palliative care. | considered that a single case study approach
would be appropriate to enable theorisation from the findings to be placed in
context. Reflexivity would also allow for sensitivity on my part as the
researcher during the data collection process and for the drawing out of
potentially hidden meanings behind the data collected. A description of the

methods used in my study is provided in Chapter Four.

2.6.1 Research question
Finally, based on my findings in this literature review, my research question is

as follows:

What are the perspectives of professional staff and service users towards
service user involvement in palliative care within the context of organisational

and cultural change in a UK independent hospice?

The next chapter provides an analysis of methodological approaches in

research.
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CHAPTER THREE: METHODOLOGY

3.1  Introduction
This chapter presents my reasons for choosing a qualitative approach for my
study and explores a range of qualitative approaches in order to provide a

rationale most suited to answering my research question.

This chapter in particular presents a rationale for using case study in more
detail with reference to the points mentioned in Chapter One. | consider the
strengths and weaknesses of this approach and its appropriateness for my

study.

3.2 Philosophical underpinnings of my research

Silverman (2010) provides a useful definition of methodology and what it

constitutes:

A methodology refers to the choices we make about cases to study,
methods of data gathering, forms of data analysis etc in planning and
executing a research study. So our methodology defines how one will
go about studying any phenomenon. In social research, methodologies
may be defined very broadly (e.g. qualitative or quantitative) or more
narrowly (e.g. grounded theory or conversation analysis). Like theories,
methodologies cannot be true or false, only more or less useful.
(Silverman, 2010, p. 110).

This section sets out my methodological journey and explains how | decided
on the approach that would be appropriate for addressing my research

question.

Qualitative research is concerned with the way the world is understood by
people and how their lives, behaviour and interactions express this
understanding. It also concerns their perspectives about their own worlds and
the meanings expressed for instance, via personal narratives and the use of

language (Creswell, 2003; Schwandt, 2007; Silverman, 2010; Denzin and
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Lincoln, 2011). Qualitative methodologies comprise many methods and
practices and cross several disciplines; as such, they can mean “many things
to many people” (Denzin and Lincoln, 2005a, p.10). In deciding which
research approaches that might be appropriate to address my research
question and understand perspectives and experiences of service user

involvement in palliative care, | took account of the view that:

Qualitative research does not veer towards one single methodological
practice, is difficult to define clearly and has no theory or paradigm that

is distinctly its own. (Denzin and Lincoln, 2005a, p. 6-7).

Denzin and Lincoln are regarded as key authorities on qualitative research
and they view qualitative researchers as philosophers “guided by highly
abstract principles” (Denzin and Lincoln, 2011, p.12). They also state that
these principles include beliefs about ontology, that is, the nature of human
beings and the nature of reality and epistemology, that is, the relationship
between the researcher and what is known and how knowledge is gleaned
about the world and the relationship between “the inquirer and the known”
(Denzin and Lincoln, 2011, p.12) and methodology. The authors propose that
these beliefs shape the path that the qualitative researcher takes, influences

how the researcher views the world and how they act on those views.

3.3 Paradigms in qualitative research

Epistemology, ontology and methodology in qualitative research all are bound
within a paradigm (Kuhn, 1962; Silverman, 2010; Denzin and Lincoln, 2011).
The main interpretive paradigms that shape qualitative research include
positivism that had its origins in quantitative research and is a philosophical
system where every rationally justifiable assertion can be scientifically verified
or is capable of logical or mathematical proof (Denzin and Lincoln, 2011;
Jupp, 2006). A post-positivist approach questions the possibility of
objectivity recognising that the knowledge and values of the researcher can
influence what is observed, it requires context, contains the belief that
context-free experimental design is not sufficient and wishes to seek new

meanings (Denzin and Lincoln, 2011). A constructivist-interpretive
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approach assumes that individuals construct their own realities providing
multiple interpretations (Denzin and Lincoln, 2011) while critical theory
suggests that knowledge is not value-free and bias should be indicated
(Denzin and Lincoln, 2011). The rationalist, structuralist viewpoint of an
objectified reality is questioned under a feminist post-structuralism
approach and where relationships between language, subijectivity and power-
relations are explored as they impact upon gender in particular (Spender,
1980; Lather, 1992; Lather, 2006; Denzin and Lincoln, 2011).

Philosophical ideas and approaches underpinning qualitative research have
developed over time and continue to evolve. Consequently, opinions and
views on definitions and concepts within the different paradigms vary. Indeed,
Guba and Lincoln (1994) contend that qualitative and quantitative methods

can be used with any research paradigm.

Questions of method are secondary to questions of paradigm, which
we define as the basic belief system or worldview that guides the
investigator, not only in choices of method but in ontologically and

epistemologically fundamental ways. (Guba and Lincoln, 1994, p. 105).

The authors of the quotation above admit that they have a particular
commitment to constructivism and therefore their analysis of paradigms
should be viewed with that fact in mind. It is the choice of paradigm that “sets
down the intent, motivation and expectations for a piece of research”
(Mackenzie and Knipe, 2006, p.193).

A bibliometric analysis into methodologies used in palliative care research
conducted by Payne et al (2008) and covering the years 1997 — 2006
discovered that there was a diversity of epistemological and theoretical
frameworks with no single paradigm emerging. The authors considered that
this diversity of approaches could help enrich what is understood about dying.
Addington-Hall et al (2007) also considered that palliative care research
required a multi-disciplinary approach that draws on an array of research

methodologies and should include researchers from different professional and
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academic backgrounds carrying out the studies. In this respect, my academic
background is in politics and my professional background is in
communications covering journalism, editing, devising and managing social
campaigns for example while working in the business, public and voluntary
sectors in the UK. This does not mean that the findings and theorisation of my
research will be more or less useful than any other research conducted on
service user involvement in palliative care but it has the potential to further

enrich understanding as mentioned by Payne et al (2008).

Pressure for service user involvement in palliative care research is identified
by Beresford et al (2007) who name two key sources for this pressure: service
user movements especially the disabled movement and “mainstream
research, government and the service system” (Beresford et al 2007 p35).
The authors contend that the pressure from service user movements has
encouraged new approaches that place emphasis on equal relationships
between research, researchers and participants and also linked with rights
and demands of service users as opposed to research being concerned with

developing new knowledge.

Beresford et al (2007) also considered palliative care to be slow in developing
service user involvement in policy-making compared to other areas in health.
The authors make the point that there appears to be a feeling among health
professionals that patients receiving healthcare are routinely involved in their
care because of commitments to listen to patients and act on their wishes.
However, “offering a voice is not the same as accessing people’s own voices”
(Beresford et al, 2007, p. 32) and the authors believe that while palliative care
may contain a desire to provide holistic care, it has tended to be medically led.
The authors point to what they describe as a “significantly pessimistic strand
in academic/research discussions of user involvement in palliative care”
(Beresford et al, 2007) that was apparent at the time they were writing. There
does not appear to have been much further research into this topic area from
2007 to the present day that has emerged from searches of the literature. In

order to access people’s own wishes that Beresford et al (2007) considered

79



has been lacking in palliative care research, it is necessary to select a

methodological approach that will enable such access to be realised.

Accessing the voices and perspectives of people receiving and providing
palliative care as part of the case study approach forms a major part of my
research in order to provide answers to my research question. Addressing
service user involvement in palliative care from the perspectives and
understandings of service users and staff potentially involves issues that

could be unrelated to care or service delivery (Pollard and Evans, 2013).

3.3.1 Positivist and post-positivist

As mentioned previously, positivist and post-positivist research have most
commonly been aligned with quantitative methods of data collection and
analysis. Post-positivism can be aligned in some sense with the constructivist
paradigm and post-positivists tend to see the world as ambiguous, variable
and multiple in its realities - "what might be the truth for one person or cultural
group may not be the "truth" for another" (O’Leary, 2004, p.6). This theory
also suggests that “post-positivism is intuitive and holistic, inductive and
exploratory with findings that are qualitative in nature” (O’Leary, 2004, p.6-7). |
did not feel that either of these approaches would enable me to fully address
my research question. Discovering the perspectives and understandings of
service users receiving palliative care towards service user involvement is an
important part of my research and that requires accessing the views of service

users as mentioned earlier in this chapter by Beresford et al (2007).

3.3.2 Constructivist-interpretive

Proponents of the constructivist-interpretive approach aim to understand the
complex world of lived experience from the point of view of those who are
living it. The constructivist-interpretivist researcher tends to rely upon the
"participants' views of the situation being studied" (Creswell, 2003 p8) and
recognises the impact on the research of their own background and
experiences. Constructivists do not generally begin with a theory (as with
post-positivists) rather they "generate or inductively develop a theory or

pattern of meanings" (Creswell, 2003, p. 9) throughout the research process.
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The constructivist researcher is most likely to rely on qualitative data
collection methods and analysis or a combination of both qualitative and

quantitative methods (mixed methods).

Interpretive and constructivist approaches featured in a number of the studies
reviewed in Chapter Two (Gauthier and Swigart, 2003; Aspinal et al., 2006;
Cotterell 2006; Sargeant et al., 2007; Forbat, Hubbard and Kearney, 2009;
Daykin et al., 2010; Richardson, MacLeod and Kent, 2010; Cotterell et al
2011). In order to answer my research question | feel it is important to explore
the views of service users as individuals who could help shape my research
rather than solely having a passive role. | am interested in exploring the
complexities of the service user experience as it relates to service user
involvement in palliative care but not the service users’ lived experience of
dying. A constructivist approach could offer insights into the topic of my study
but | feel it does not provide the means to explore in-depth the reasons why,
for example, decisions taken by professionals can affect service user
involvement but service users may have no real involvement in making those
decisions. For example, there may be external factors outside of the control of
service users, staff or management in organisations but which affect the way
that the organisations develop. These factors can include social-political-
economic influences such as austerity measures in the UK over the last 10
years that were introduced by the government as its way of dealing with the
UK’s deficit. The austerity measures included cuts in grants, for example, that
were available to the charitable sector that also impacted hospices that was
discussed in Chapter One of this thesis. Although independent charitable
hospices generally raise around two-thirds of their necessary funding, the
government provided around a third of funding through grants. Hospices had
to consider acting in order to deal with a potential shortfall in their budgets due
to governmental decisions and would therefore have influenced decision-
making by hospice managements as regards their priorities and future
organisational structures. Such decisions by hospice managements may not
include involvement of service users in those decisions even though the
decisions would have an impact on service users. A constructivist approach to

my research, therefore, may provide some answers to my research question

81



but | consider that it did not enable enough consideration of the context or the
potential of external influences to impact on service user involvement in

palliative care.

3.3.3 Phenomenology and hermeneutics

The constructivist-interpretive approach grew out of phenomenology and
hermeneutics. Phenomenology arose from Germany before the First World
War and was developed initially by Edmund Husserl (Kockelmans, 1994).
Husserl wanted to explore the structure of human consciousness and the way
it works based on an assumption that the world we live in is created by
consciousness. He believed that this process requires reflection and does not
proceed from collecting large amounts of data and generating a general

theory from that data as in a scientific approach.

Phenomenology is used to help illuminate the specific and identify
phenomena through how they are perceived by actors in a situation and is an
approach used to emphasise personal perspectives and interpretation
(Rasmussen, 2010; Belousov, 2016). The word phenomenology can refer to

“a research method, a philosophy and an approach” (Dowling, 2004, p.31).

Hermeneutics assumes that people experience the world through language
providing understanding and knowledge and was developed by Martin
Heidegger (Dowling, 2004, p.31). Husserl focused on the nature of knowledge
(epistemology) while Heidegger concentrated on the nature of existence
(ontology). Hermeneutics guided by Heidegger is sometimes referred to as
“interpretive phenomenology” (Dowling, 2004, p.31). A second approach,
hermeneutic phenomenology was developed by Gadamer (Greatrex-White
2008; Fagerberg and Norberg, 2009) and a third approach, developed by the
Dutch School involved the combination of descriptive and interpretive

phenomenology (Dowling, 2004).

Phenomenology and hermeneutics featured in the study by Richardson,
MacLeod and Kent (2010) that was reviewed in Chapter Two of this thesis.

This approach enabled the authors to delve into the lived experiences of
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service users attending an outpatient clinic at a single hospice and to become
immersed in their daily lives. The authors produced theories from the data
collected about the feelings of disbelief and powerlessness felt by service
user participants that were associated with having life-limiting illnesses. The
authors seemed to imply that power, in their view, needed to be given to
service users by staff but did not then delve into the possible reasons that
may prevent staff from doing so. For example, the hospice management or
code of conduct may guide the behavior and professional approach of staff as
may other professional standards of conduct. The study by Richardson,
MacLeod and Kent (2010) also assumed that staff and service users could
become partners in care by a change in attitude on their parts rather than
needing any input from the hospice itself. The ability to delve into the lived
experiences of service users with life-limiting illnesses can provide rich data
for enhancing knowledge and for theorising about palliative care generally.
But what this approach seemed to lack for the purposes of my study was its
inability to allow for delving into the organisational structure of the hospice to
examine why the circumstances had developed in the way that they had. |
considered that in order to enact the changes the authors were espousing
required more information than could be provided by service users and staff

alone and needed context.

3.3.4 Grounded theory
Glaser and Strauss (1967) are generally acknowledged in the literature as the

founders of grounded theory.

Grounded theory is a qualitative strategy of inquiry in which the
researcher derives a general, abstract theory of process, action, or
interaction grounded in the views of participants in a study. (Cresswell,
2009, p.13 and 229).

This description indicates differences between grounded theory and Husserl’s
phenomenological hermeneutic approach described earlier in this section.
Glaser and Strauss believed that the discovery of theory from data “provides
us with relevant predictions, explanations, interpretations and applications”

(Glaser and Strauss, 1967 p1). The authors believed that they had “ensured
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the close correspondence of our theory to the realities of terminal care”
(Glaser and Strauss, 1967, p. 240) and also believed that the categories they
assigned to the data, such as: “death expectations, nothing more to do,
lingering and social loss designate general properties of dying patients that
unquestionably are vividly sensitizing or meaningful to hospital personnel’
(Glaser and Strauss, 1967, p. 240/241).

Over the years following publication of their 1967 work, it has been claimed
that Glaser generally remained true to classic grounded theory while Strauss,
in conjunction with Corbin, reformulated and developed the classic approach
(Heath and Cowley, 2004; Strauss and Corbin, 1998; Corbin and Strauss,
2008).

The procedures of grounded theory are designed to develop a well-
integrated set of concepts that provide a thorough theoretical
explanation of social phenomena under study. A grounded theory

should explain as well as describe. (Corbin and Strauss, 1990, p. 5).

Charmaz (2014) considers that grounded theory is an iterative method that
provides systematic but also flexible ways for gathering and analysing
qualitative data and for constructing theories from that data. The author
posited the view that a grounded theory approach enables the researcher to
interact with their data by moving back and forth between data collection and
data analysis. Each of these activities helps to inform and develop the other
and by so doing enables the researcher to enhance the abstract level of the

analysis (Denzin and Lincoln, 2011).

Charmaz has also written about the “chronically ill” (Charmaz, 1983, p.168) as
she phrased it and the loss of self. She lamented the medical approach to the
issue of pain and considered that it missed out other experiences that a
person could be going through. These other experiences related to people
affected by long-term ill health experiencing a wider loss of self that could
include leading restricted lives, social isolation as well as a feeling of being a

burden to others.
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Charmaz (2008) also considered that a social constructionist approach
enabled what she referred to as the ‘what,” ‘how’ and ‘why’ questions to be
addressed. She contends that ‘what’ and ‘how’ questions deal with what
people construct and how the social construction process develops but she
also considered that on their own these two questions do not answer the why
question. Charmaz believed that linking grounded theory with constructionism
enabled the researcher to ask questions about why some things were

happening while maintaining a perspective on the complexity of social life.

Gauthier and Swigart (2003) used constructivist grounded theory in their study
that was reviewed in Chapter Two of this thesis. The emphasis in this study
was on the lived experience of the participants and it provided some useful
insights. For example, the authors discovered that no matter what may appear
to be the mundanities of decision-making, when a service user was coming
towards the end of their lives those decisions were important to them and they
regarded it as important that they actively took them rather than someone else

doing so on their behalf.

A constructionist grounded theory was worth consideration as an approach for
my own study. However, | was not convinced about the potential of this
approach to enable exploration of all the ‘why’ questions (Charmaz, 2008)
particularly those related to the context and the impact that context could have

on service user involvement.

The topic of my research concerns service user involvement in palliative care
and perspectives on such involvement from service users receiving palliative
care and staff providing palliative care at a UK independent hospice.
Therefore, as a qualitative study it would necessitate delving into the
understandings and perspectives of the lived experience of these service
users in order to glean their understandings and uncover new findings. The
paradigms and approaches described in this section all had the potential to be
appropriate for my study. The problem | had with them was the omission of
context. So a further consideration was to elicit an approach that could enable

context to form part of my study and be an aid to theorising. This led me to
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reflect on the potential of case study to enable this and is discussed in the

next section.

3.4 Case study

According to Yin (2012), case study research enables an in-depth
understanding of a single or small number of cases that are set in real-world
contexts. He also suggests that this kind of research assumes that exploring
the context and other complex conditions related to the case(s) are integral to
understanding the case(s) and aims at analytical rather than empirical
generalisation. Hammersley and Gomm (2009) point out that case study
refers to research that explores a few cases, often only one, but in great depth
and that where a case study is concerned with developing theoretical ideas
then it is likely to be detailed and open-ended. The authors also point out that
some commentators view case study as more than a method but rather as a

research paradigm of itself.

Methodological issues have arisen around the purpose and nature of case
study and have been open to debate. As Hammersley, Gomm and Foster
(2009) point out, these debates cover the generalisability of this approach;
causal or narrative analysis where causal processes operating in the real
world can be analysed; the theory around it involving either a case being a
unique pattern of parts that can only be understood as a whole or include an
explanation of what is happening in a case in terms of its wider societal
context, although there is a general assumption that case study always
includes the wider context in some degree; authenticity and authority where
case study can potentially capture the uniqueness of a person, situation or
group and be represented in an authentic way rather than necessarily be
generalisable to a wider population. Eisenhardt (1989) stated that any
theories derived from case study research can be idiosyncratic in a single
case study approach and therefore it is not always possible to generalise the
theories that emerge. Yin (2012) argues that the aim of a case study in
qualitative research is to provide analytical rather than statistical

generalisations and the intention is to generate and extend concepts.
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| was drawn to case study as an approach for my research because of its
ability to capture the uniqueness of a situation and include the wider societal
context. | believed these to be important aspects in relation to the hospice
involved in my study. As mentioned previously, my research was not focused
on perspectives about coming towards the end of life and the care provided
but rather on service user involvement in palliative care. | considered that the
wider context including the operation and management of the hospice would
have an influence on its approaches to such involvement. | also considered
that external socio-political-economic factors would influence decisions taken
by the hospice management that could also, potentially, impact on its

approaches to service user involvement.

A range of perspectives involving service users, staff and the CEO at the
hospice on service user involvement are integral components of the case
study design used in my research. | took the decision not to include family
carers in my study after consideration of the findings elicited by a number of
studies on their role in the care process that were critiqued in Chapter Two.
The possibility for family conflict and tensions (Boelk and Kramer, 2012) plus
balance of power and control issues (Gauthier and Swigart, 2003; Carter et al,
2004; Beresford and Branfield, 2006; Lee et al, 2009; Richardson, Macleod
and Kent, 2010; Karnilowicz, 2011; Haarsma et al., 2015) that could occur
between a family carer, with the family member receiving care and with
professional staff could potentially move my research away from its core
focus. Further, in a systematic review, Etkind et al (2018) discovered that the
presence and support of the family had a strong influence that may supersede

the personal wishes of an older person.

| believed that using thematic analysis of the interview data enabled themes to
be identified that enhanced the potential for generalisability and transferability
of the findings. The combination of service user and staff perspectives and
identification of internal and external factors enabled me to pose questions
and discuss possible future implications for my topic area that are presented

in Chapters Six and Seven.
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3.4.1 Case study design

A framework for designing case studies involving three steps is suggested by
Yin (2012). The author suggests that the first step is to define the case that
could be a person or an organisation or an event among others where the
case and its context may overlap but where the case would serve as the main
unit of research. A second step is to consider whether the case study will
involve one or multiple cases and the third step is to consider whether to use
theory to assist with developing the research question, for instance or to help
with defining the most appropriate data to be gathered. Yin (2012) also
acknowledges that the case study method is still evolving and needs new
contributions to improve its design and implementation and that this presents

a challenge for those pursuing a case study approach.

Walshe et al (2004) consider that there are situations in palliative care
research where case study is an appropriate approach for exploring complex
situations, also when the context of a study is important and when the design

needs to be flexible.

Using case study strategies rigorously and appropriately can contribute
to knowledge in a way which is sensitive to the complex, context-
dependent and multi-professional nature of palliative care. (Walshe et
al., 2004, p. 677).

Walsh et al (2012) discovered that evaluations in palliative care research are
difficult due to five factors: 1) services can be variable and have different
components; 2) the deterioration of service users involved in palliative care
research can cause problems with retention or follow-up; 3) finding a
comparator group can be challenging; 4) quantitative experimental
approaches do not provide information on the relationship between cause and
effect, and 5) case studies can potentially focus on one aspect of a complex
system rather than exploring the relationships between all the aspects that

were involved (Walshe, 2011).
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Collis and Hussey (2014) present two types of approaches to carrying out a
single case study: an exploratory approach where there is little or no theory or
a lack of knowledge, and an opportunist approach where an opportunity has
arisen due to the researcher having access to an organisation or person. The
authors state that although an opportunist approach may be limited to a few
aspects of an organisation’s modus operandi, the results can still be
illuminating. The hospice involved in my study underwent significant
organisational and cultural changes during the course of my fieldwork. In
order to understand the impact of these changes and their influence on
service user involvement | felt that studying the modus operandi of the
hospice and the organisational changes would provide further useful answers

to my research question.
3.4.2 Benefits and limitations of case study methodology

A case study is a strategy that seeks to understand the dynamics that are at
play in complex settings and, as previously mentioned, can involve single or
multiple settings (Eisenhardt, 1989; Hammersley, Gomm and Foster, 2009;
Collis and Hussey, 2014; Yin, 2012). A case study approach can also use
different levels of analysis within a single study (Eisenhardt, 1989; Yin, 2012).
The strengths that a case study approach brings include the likelihood of
generating “novel theory” (Eisenhardt, 1989, p. 546) and “creative insight
often arises through the juxtaposition of contradictory or paradoxical
evidence” (Eisenhardt, 1989 p. 547). Eisenhardt (1989) notes that the theories
arising from case study research are likely to be empirically valid as from the
very start of a research project, researchers need to answer to the data and
the evidence generated. Donmoyer (2009) notes three advantages of case
studies: first, the ability to go to places where others might not be able to
access; second, enable others to view the world through the researcher’s
eyes and perhaps see things that might otherwise be missed as well as add to
theoretical understanding with nuance and subtlety and third, decrease
defensiveness - “the vicarious experience provided by case studies might be
preferable to direct experience: vicarious experience is less likely to produce

defensiveness and resistance to learning” (Donmoyer, 2009, p. 22). This
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author also maintained that schema theory played a role in the generalisability
of case studies. Schema Theory is used in psychology and cognitive sciences
to describe a pattern of thought and behavior that identifies categories of
information and the relationship between them. A schema theory approach to
generalisability sees the purpose of research “to expand the range of

interpretations available to the research consumer” (Donmoyer, 2009, p. 19).

Eisenhardt (1989) also notes that a limitation of a case study approach is the
amount of rich data that can be generated. Trying to include too much can
lead to overly complex analysis with the end result lacking in focus. In
quantitative research, the researcher may use quantitative methods such as
regression analysis for instance, in order to help assess the most important
relationships between variables (Draper and Smith, 1998). Qualitative
research, however, may include a large volume of data that cannot be
reduced in such a straightforward manner. Sale, Lohfeld and Brazil (2002)
discuss the qualitative-quantitative debate in the context of using both these
approaches for mixed-methods research in healthcare and describe the
differences in approach as well as the impact they have on research findings.
For example, the authors considered that a quantitative researcher would use
a factory record as being indicative of what actually occurs in the workplace,
whereas a qualitative researcher might see it as just one of the ways that
people in a factory view their work environment. Another example the authors
used was surgical waiting lists. For a quantitative researcher, the list is like a
“bus queue” (Sale, Lohfeld and Brazil, 2002, p.47) where people are moved
around the list or taken off it based on the urgency of the surgery. For a
qualitative researcher, understanding the meaning of the list would involve
determining how the list was organised and managed by the people that
created it. | was mindful therefore when selecting a single case study
approach for my research that exploring official public records and other
documentation around the hospice was one aspect for providing answers to
my research question. But more than this, it would enable analysis of the
motivations of those who were shaping the organisational changes at the

hospice.
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Walshe (2011) discusses the benefits and limitations of case study design
and evaluation in palliative care research. A limitation the author identified
includes the possibility of difficulties in generalising from the findings due to
bias or subjectivity, but they considered that a rigorous approach including a
clear audit trail of information could enhance the case study method. Another
limitation is the potential unwillingness of organisations to participate in case
study research perhaps due to ethical concerns, for example a potential

breach of confidentiality.

It is useful at this point to briefly look at a study by Payne et al (2007) where
the authors reviewed three case studies that were conducted in end of life
care and assess whether the methodological approaches adopted by these

studies might be appropriate for my research.

Payne et al (2007) examined case study research methods in three studies on
end of life care. Study 1 (Payne et al., 2007) was concerned with exploring the
extent to which community hospitals were involved in providing palliative and
end of life care to older people with cancer and non-malignant diseases.
Study 2 (Field et al., 2006) examined the purpose and delivery of adult
bereavement support services by hospices to older people and the views of
those who did or did not use those services. Study 3 (Rolls and Payne, 2004)
examined the nature of childhood bereavement services in the UK and why
people used them and the benefits they derived from doing so. The case
study designs in all three studies were based on the process model of Yin
(2003) and each study sought to examine the dynamic nature of the services
they were exploring and “how they fitted within their organisational, social and

cultural contexts” (Payne et al., 2007, p.240)

Payne et al (2007) claim that case studies offer a rigorous and systematic
approach and are useful additions to the qualitative “toolbox of evaluative
methods” (Payne et al., 2007, p.242). The authors state that case study
methods can enable “complex and multi-faceted processes to be understood
in context” (Payne et al., 2007, p.242) as also proclaimed by Walshe et al
(2004). They claim this approach also enabled the investigation of how

different service models can arise in certain situations which | regard as
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particularly useful if a case study is being conducted with an organisation that
undergoes significant organisational changes at the same time that a piece of
research is being conducted as with my study. There is an opportunity with a
case study approach to identify where changes are being made, the reasons
for those changes and the potential impact they make by examining and

comparing organisational documentation, for instance, over time.

Payne et al (2007) point out the difficulties that can emerge while conducting
case study research in palliative care. These need to be borne in mind by
researchers in this area and are relevant to my own study. For instance,
because analysis may be based on only one or two cases then ethical
considerations such as confidentiality and anonymity in the presentation of
findings need to be paramount. Lawton (2000) faced this situation when
conducting an ethnographic study while working for six months in one
hospice. Nonetheless, she managed to write up the findings without it being
possible to identify the hospice that was being studied. Payne et al (2007)
point out the important role of the researcher and the need for reflexivity in the
analysis and interpretation of the findings. | would suggest these are also
important for fulfilling ethical requirements of confidentiality when presenting

the findings.

The conclusions provided by the three studies mentioned in this section and
the review of them by Payne et al (2007) provided some useful pointers for
my study. The review authors conclude that case study methods could be
empowering for participants due to placing value on their experiences and
how their work contributes to an organisation but could also be challenging by
revealing conflicts and tensions. A case study approach therefore offered one
way for prompting new evidence and enabling theories to emerge on the topic

of my research that had not been apparent in the literature.

What | feel is lacking in the studies mentioned in the Payne et al (2007)
review is that the terms of reference they used for providing context appeared
to only cover the participants within the context of a hospice, for example, or
across hospices but not the context within which the hospices themselves

operated. For example, the external social-political-economic contexts that the
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hospices operated in and that may have had an impact on the extent to which
the hospices were able to provide services to service users or have enough
resources to recruit or maintain necessary staffing levels. There is also the
question of management style within the hospices and the kind of culture that
was engendered as a result. | feel that these aspects of context are important
as without giving them consideration, | believe only a partial story can
emerge. There also seemed to be an unquestioning and implicit feeling within
the three studies and the review paper by Payne et al (2007) that hospices
naturally always carried out best practice. | proposed that looking at context
more widely particularly in regard to hospices was important for my study at a
time of fluctuating political and economic dynamics in the UK within which
hospices have to function and which could provide some new findings and
theorising on the topic of my study. | believed that the impact of UK
governmental policies such as austerity measures on the financing of health
and social care that includes palliative and end of life care and hospices and
the ability of service users to be involved are considerations that needed to be
included within the scope of my research. Hospices do not operate in isolation

from their external contexts.

3.4.3 Case study and service user involvement in palliative care

During the literature search for my study, there was an absence of case study
approaches for research into hospice care or a hospice’s role in facilitating or
controlling service user involvement in palliative care. One exception is the
ethnographic study by Lawton (2000) mentioned earlier in this chapter.
Lawton described the personal emotional impact that spending time in a
hospice had, including processing the deaths of service users whom she had
got to know over the six months of the research as well as such things as the
visible signs of physical decay in people along with lethargy and despondency
of service users. Lawton (2000) recognised the importance of the hospice day
centre in the lives of service users who attended it and its role in helping them
to deal with loneliness and isolation. She identified tensions between staff,
service users and the management at the hospice and noticed how the
management could appear distant and removed from the daily experiences of

service users. For example, the management did not understand or appear to
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want to find out the role that the hospice day centre played in the changed
lives of service users as a result of them having life limiting illnesses. | found
this aspect of Lawton’s study relevant to my own study. A case study
approach would enable delving into some of the documentation around the
hospice involved in my study and indicate how it is organised and decisions
made and by so doing, potentially contribute some answers to my research

question.

3.4.4 Approach to data analysis

Charlesworth et al (2016) explored transformational change in health and
social care systems and applied thematic analysis to evidence they had
collected from four case studies and then presented their results in narrative
form. The authors note that health organisations are complex adaptive
systems and that trying to change them “creates unexpected dynamics and

changes elsewhere* (Charlesworth et al., 2016 p.166).

In my study, | have triangulated data with case study and two types of
participants. The hospice itself is part of a complex health and care system in
the UK. The organisational changes that were introduced in the course of my
data collection were unexpected not only by me but also by those working
with and receiving care from the hospice. Charlesworth et al (2016) also
alluded to changes in dynamics between staff and service users and within
these two groups while change is in progress. | therefore considered it was
important to use methodological and analytical tools that were appropriate for
a qualitative study that would also enable me to delve into the levels of

complexity that were emerging during my data collection.

3.4.5 Thematic Analysis

Braun and Clarke (2014) acknowledged that although thematic analysis was
being more widely used it was only just beginning to get proper recognition as
a useful analysis tool for qualitative research. They state that it is a way of
identifying and analysing patterns in qualitative data and works with research
topics exploring people’s experiences and understandings as well as with

large or small sets of data. The authors put forward six phases of thematic
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analysis: familiarisation with the data; coding; identifying themes; reviewing

themes; naming themes; writing up (Braun and Clarke, 2014).

This flexibility of thematic analysis enables its use in conjunction with other
methods (Charlesworth et al., 2016; Ritchie, Tolson and Danson, 2017).
Thematic analysis was also used with other methods in a number of studies
as detailed in Appendix 4. These approaches involved the use of thematic
analysis with case studies, grounded theory, narrative analysis, content

analysis, constructivism and phenomenology in a variety of combinations.

| referred to Braun and Clarke (2006), Gillham (2009) and Braun and Clarke
(2014) for guidance for the thematic analysis of my data. Ultimately, it is in the
hands of the researcher to interpret the coding method that is applied to the
data. Braun and Clarke (2006) also stated that by not adhering to a theory of
language or a particular framework, thematic analysis can be used as part of

an on-going reflexive process by the researcher.

3.5 Trustworthiness

| followed the criteria for trustworthiness in my research put forward by Lincoln
and Guba (1985) involving credibility (having confidence in the ‘truth’ of the
findings; transferability (that the findings can be applicable in other contexts);
dependability (consistent findings that could be repeated) and confirmability

(findings shaped by participants and awareness of potential researcher bias).

| established credibility by visiting the hospice involved in my study on
numerous occasions over a four- year period. The main reason for my visits
was to interview participants that were conducted primarily on the hospice
premises. | interviewed staff working in different areas at the hospice at all
levels of seniority. This helped in developing a deeper understanding of the
hospice and in analysing the effect of the organisational changes that were
being enacted especially on service user involvement. This prolonged
engagement with the hospice also enabled me to engage in informal
conversations with staff and volunteers that helped me to formulate a wider

overview of the hospice and how it operated including thoughts around the
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organisational changes that were taking place. Observing the physical

environment and how it was changing also added to credibility. This included,
for example, two or three members of staff working in offices previously used
by one staff member on the main hospice site plus the moving of non-medical

departments to another office building away from the main site.

| used triangulation involving multiple sources of data in order to enhance
understanding, dependability and confirmability. This included data gleaned
from service users, staff, hospice CEO and public records. Interviewing the
hospice CEO a few months after interviewing service user and staff
participants enabled me to raise some of the points and issues that emerged
from the data and helped in further establishing credibility and dependability of

the issues.

Using a case study approach at a single UK hospice over a number of years
enabled me to provide thick description (Geertz, 1973) so making the data
useful for studies by other researchers. It is feasible to assume that other
hospices in the UK may be facing similar financial constraints. They may be
contemplating significant organisational changes in order to try and deal with
these constraints and ensure their financial sustainability into the future. It is
reasonable to conclude that the data and findings that emerged from this
research could be transferable to other UK hospices particularly if they also
are considering a move towards a more managerialist and/or hospital/NHS

approach to hospice care.

The research process and themes that emerged from the data were robustly
discussed in regular meetings with my PhD supervisors over the course of my
study. These meetings enabled a disentangling of any occasions when it was
thought my own attitudes, for example, might have been influencing
evaluation and critiquing of the data that may have caused bias.
Remembering Peshkin’s ‘I's as described in Chapter One, | used reflexivity to
counter this possibility that then also led to deeper understanding of the data
and the complexities that were emerging. These processes aided the

confirmability of my research.
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3.6 Chapter conclusion

In this chapter, | have provided an explanation of the philosophical
underpinnings of my study. My research is concerned with understanding
service user involvement in palliative care at a UK hopsice using a case study
approach incorporating the perspectives of service users and staff and public

records

The epistemological and ontological approaches to my study are not to
provide one reality or truth about service user involvement in palliative care.
Qualitative approaches for research into issues around palliative care are
increasingly being regarded as appropriate and the need espoused by some
researchers such as Addington-Hall et al (2007) for more flexibility in
methodology are important considerations. The unexpected organisational
changes at the hospice already mentioned meant that | needed to show
subtlety and respond to them and my choice of methodology was a reaction to
that.

The use of reflexivity in qualitative research and the need to acknowledge the
role of the researcher are important components for a critical research project
(Altheide and Johnson, 2011). The influence the researcher has on research
processes and awareness that in an interview situation, “power dynamics are
at play” (Adams, 2010, p.2) are also important considerations. So the need for
rigour and intuition on behalf of the researcher (Pezalla, Pettigrew and Miller-
Day, 2012) while interacting in the research process is also important in
providing validity/credibility to the research findings (Jootun, McGhee and

Marland, 2009). Reflexivity is presented in more detail in the next chapter.

One purpose of my study is to add to theorisation and knowledge about
understandings around service user involvement and service provision in
palliative care. | believe that by using a single-case study and interpretivist
approach with thematic analysis and reflexivity enables me to delve into the
lived experiences and understandings of service user and staff participants. It

also enables me to consider the extent to which institutional and managerial
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practices and power relationships in a hospice that is operating within a
changing social-political-economic context can have an impact on
perspectives and understandings of service user involvement in palliative

care.

| believe a case study approach is flexible enough to capture nuanced
understandings of service user involvement in a complex and changing
cultural setting in a UK hospice. My study will therefore help to fill a gap in
research about perspectives and the impact that context can play on this topic

and, as Donmoyer (2009) posited, expand the range of interpretations.

The next chapter provides a detailed explanation of the methods used in my

study for data collection.

98



CHAPTER FOUR: METHODS

4.1 Introduction

This chapter provides an explanation of the research methods that | adopted
for data collection for my study. It also describes the participants in the study
including inclusion and exclusion criteria and the approach for data analysis.
Attention is also given to reflexivity and credibility, confidentiality and ethical

considerations.

4.2 Qualitative research

As discussed in Chapter Three, qualitative research is concerned with the
way the world is understood by people and how their lives, behaviour and
interactions express this understanding. This includes their perspectives
about their own worlds and the meanings expressed. Denzin and Lincoln
(2005a) describe how qualitative research does not veer towards one
methodological approach and has numerous paradigms. Denzin and Lincoln
(2011) also state that beliefs about ontology and epistemology and the
relationship between those enquiring and what is known help to shape the

path that a qualitative researcher takes.

| adopted a post-positivist paradigm for my study that recognises a researcher
can influence what is observed and requires context. The role of reflexivity in

my study is significant.

| considered that case study and thematic analysis were appropriate ways of
gathering and analysing data in order to provide answers to my research
question. | presented the reasons for choosing case study in Chapter Three.
Case study enables an in-depth understanding and exploration of the context
in which an organisation is operating (Yin, 2012). In my study, understanding
the context of the hospice was vital for providing clues as to why and how the
hospice as an organisation was changing and the impact this had on the
views and understandings of participants. Case study supported by
triangulation of data sources that included service users, staff and the hospice

CEO plus public records provided a means to strengthen my strategic
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approach during the fieldwork activities for my study and my approach to data
analysis. This approach also enabled an in-depth exploration of layers of

evidence from the data as the analysis proceeded.

For gathering data from participants in my study | used semi-structured
interviews with service users receiving palliative care and staff providing
palliative care at the hospice. Interviews are generally regarded as an
important tool in qualitative research for the purpose of gathering data
(Fossey et al.,, 2002; Gillham, 2009; Adams, 2010). Addington-Hall et al
(2007) regard qualitative methods as being the most useful and frequent

methods used in palliative care research.

Qualitative research questions focus chiefly on three areas: language as
a means to explore processes of communication and patterns of
interaction within particular social groups; description and interpretation
of subjective meanings attributed to situations and actions; and theory-
building through discovering patterns and connections in qualitative data.
(Fossey et al., 2002, p.723).

In exploring the perceptions of a vulnerable group such as service users who
are receiving palliative care, it is important to use a method that is open and
flexible and that meets ethical standards required in such circumstances.
Thematic analysis enabled the identification of themes from the interview

data.

4.2.1 Semi-structured interviews

Gillham (2009) suggests that the semi-structured interviews could be
regarded as the most important method in qualitative research due to its
flexibility while also providing structure. Flexibility within this interview
approach enables further probing by the researcher of issues that arise while
the interview is in progress as well as allowing for participants to speak freely
at times without being stopped. This could mean participants may deviate

from the topic at hand but then the researcher can gently veer them back
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towards the structured questions at an appropriate moment. The probing
questions from the researcher can then open up the interviews. | was keen
that the participants interviewed in my research felt able to speak freely while
at the same time, | would keep a list of questions to hand as an aid to help
ensure the desired areas were covered as well as enabling the interviews to
be completed within the agreed timeframe. When analysing the data following
an interview it may be that any unexpected responses that appeared to be far
off the topic at the time could actually provide useful information for follow-up

questions with future participants.

Gillham (2009) suggests that the costs associated with semi-structured
interviews can be high because of the level of analysis and interpretation that
the data gathered requires. | do not necessarily regard this as a negative
aspect of semi-structured interviewing particularly when researching palliative
care. While recognising the potential complexities involved, analysis of the
layers of meanings that emerge from the interviews can add significantly to

theorising.

Other interviewing approaches in qualitative research include structured and
unstructured interviews. Structured questions can still enable a participant to
offer their own experiences during an interview but Addington-Hall et al (2007)
considered it was perhaps not flexible enough for palliative care research that
involved service users living with a terminal illness as participants.
Unstructured interviews are totally open-ended and enable participants to tell
their story with minimal prompts (Addington-Hall et al., 2007). This method
may be more appropriate if also including observation of a situation or the
study is being conducted over a long period of time. There was a particular
focus to my research and | felt a flexible structure involving semi-structured

interviews was the most appropriate method to use.

4.3 Ethical considerations
4.3.1 Involving people with life-limiting ilinesses in research
Ethical considerations around involving service users receiving palliative care

as participants in research is always a factor that has to be heeded from the
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start and throughout the data gathering process (Gysels, Shipman and
Higginson, 2008). These considerations involve providing appropriate and full
information to any service user participants so they can give informed
consent. Service users receiving palliative care can experience a range of
“physical, psychological, social and spiritual (or existential) distress”
(Addington-Hall et al., 2007, p.4). This means that “beneficence” (Addington-
Hall et al.,, 2007, p.28) is needed, a principle that involves furthering the
wellbeing of others and to do no harm while weighing risks and benefits

during any actions.

In the literature, service users receiving palliative care appeared to be
regarded as a vulnerable group that could potentially be used as a reason for
not involving them in research. However, Addington-Hall et al (2007) question
whether all service users with a life-limiting illness should automatically be
regarded as inherently vulnerable and consider that this is open to debate. At
the time that Addington-Hall et al (2007) were writing, they noted that
vulnerability appeared to be a subject of contention. The authors also noted
that at that time, a small amount of literature was starting to emerge that
sought the views of service users with life-limiting illnesses on why they were
taking part in research. Beaver, Luker and Woods (2013) also looked into this
topic and concluded that wanting to help others in a similar situation and
being able to tell their own stories were potential benefits for service users in
this position. Beaver, Luker and Woods (2013) also concluded however that it
might not be possible to find out definitively whether there are benefits or
potential harm to service users. The notion that service users receiving
palliative care might take a positive or negative attitude to participating in

research was interesting to note for my own study.

It was necessary to be aware that any enquiry into experiences of palliative
and end of life care has the potential to be distressing for those taking part. It
was important that the wishes of service users were respected and each
service user fully understood that not wanting to take part did not compromise
their care in any way whatsoever — it was entirely voluntary on their part. This

fact was included very clearly in the information pack about my research that
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was given to service users who had been identified as possible participants.
There is also the role of the researcher to consider in this and their potential
influence in the process of the research as Addington-Hall et al (2007) point
out. Researchers may also at times feel distressed at the responses given by

participants.

It is important to respect the right of any participant who becomes distressed
during an interview to take a break or withdraw from the interview process. My
research focuses on aspects of service user involvement in palliative care
rather than requiring participants to provide deep reflections on their personal
feelings associated with death and dying. Service users may however
welcome the opportunity to express their views and experiences in this more
sensitive area and a semi-structured interview approach allows for this to
happen. There is still a need to be very sensitive to the possible needs of
interview participants, especially with service users who have a life-limiting
illness. Specific guidance on this was sought from the hospice involved in my

study as well as advice and guidance provided by other ethical bodies.

In my research, a service user participant would be informed prior to an
interview starting that if they become ill or upset during the interview and
wished to be referred to a member of hospice staff then this could be
arranged. It was explained that if a service user participant expressed a wish
to have a friend/supporter present during the interview then | would explain as
sensitively as possible that the research was seeking their own personal
views on the subject at hand and that the aim was to have a setting where
they felt able to express themselves freely. If the participant still wished to
have someone else present than this would be respected and logged and
account taken of it in the analysis. None of the service user participants in my

study requested to have anyone else present during the interviews.

As well as understanding the potential needs of the participants in my
research during the interviewing sessions, it was also necessary to obtain
official ethical approval from various bodies. This firstly involved submitting a

paper about my study to the hospice ethics committee. | attended a meeting
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of that committee with my PhD supervisor in 2011 and verbal approval was
given, followed by written approval. The Brunel University Ethics Committee
was next to grant approval and wrote: “the committee would wish to commend
the high quality of your application” (August 2011). The hospice had
requested that | gain NHS approvals as well because many of their service
users were referred to them via GPs and hospitals, for example. NHS
approvals were sought in 2012 through IRAS from the appropriate local
Research Ethics Committee (REC) that gave its approval in March 2013. The
appropriate Research and Development Unit then gave its approval in May
2013. The ethical approvals process took over 12 months to complete that
included both NHS bodies losing my application at various stages and
provided quite a challenge. There was a requirement at that time for ethical
approvals to be in place before interviewing of staff or service users could

commence (see Appendix 2).

4.3.2 Confidentiality

Participants were given options about when to schedule the interviews and in
the case of service users, where to carry out the interviews that was most
convenient for them. The majority of interviews were conducted in private
meeting rooms either on the hospice premises or in the hospice day centre
building. One interview with a member of staff was conducted in an off-site
office building owned by the hospice and two interviews with service users

were conducted by telephone.

| transcribed the audiotapes of interviews and names and details of the
interviewees will not be publicly disclosed. The tapes will be stored securely at

Brunel University for 10 years as per the University guidelines.

Any interim reports published during the research process, at the end of the
process or in the final thesis include anonymous quotations from the data
collected. Staff are only referred to by generic rather than specific job
descriptions such as nurse, counsellor, therapist or human resources for
example. | sought guidance on maintaining confidentiality in written work

involving a hospice by referring to Lawton (2000) who was a participant
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observer at an NHS hospice where she conducted an ethnographic study of
the process of dying. She managed to maintain the anonymity of the hospice
and participants throughout her written material. In my analysis, service users

are referred to by pseudonyms in order to respect confidentiality.

4.4 Procedures

4.4 .1 Initial visits to the hospice and ethical approvals

The National Council of Palliative Care (NCPC) recommended that | approach
the particular hospice that became involved in my study. They were aware
that the hospice was very active in palliative care research and therefore likely
to be supportive. | established contact with a member of staff in the Education
Centre at the hospice who then arranged for me to visit. | first went there in
2011 and discussed my study with the CEO and then showed me round the
hospice site. The CEO was very supportive and agreed in principle that they
would facilitate access for me in order to identify and interview participants at
the hospice. This support was contingent on getting necessary ethical
approvals as described earlier in this chapter. It was agreed that the staff
member in the Education Centre that | had initially communicated with would
continue as my main point of contact with the hospice for the duration of the

fieldwork.

One suggestion that emerged from my discussions with the hospice CEO on
my initial visit was for me attend focus group meetings involving service users
that had been started at the hospice day centre. The purpose of attending
would be to explain my research to the focus groups, hand out information
about my study and then the group members could decide whether they
would like to be individual participants. There was also a hospice service user
group that used to meet on the hospice site that comprised mainly current or
former caregivers. While awaiting for the outcome of the ethical approvals
process, | attended a meeting of this user group in order to explain my
research and discover if they could offer help in identifying potential
participants particularly service users at the hospice. It became clear from this
meeting that the group members did not interact with the hospice service

users and informed me that they did not seek Criminal Records Bureau
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checks (now called Disclosure and Barring Service checks) to enable its
members to interact on an individual basis. Their knowledge about and liaison
with service users receiving care from the hospice seemed to be quite limited.
As a result of attending this meeting, | decided to include questions about
awareness of the hospice service user group and its role on my list of

questions to ask participants in my study.

The possibility of attending staff meetings at the hospice was also raised in
my discussions with the hospice CEO. There were full staff meetings held at
least two or three times a year and the CEO felt they would be very helpful for
recruitment of participants. A range of staff covering various roles at the
hospice usually attended these meetings and so | would be able to speak

about my research and reach many staff in one place.

It was at the point when | had received ethical approvals from all appropriate
bodies and was ready to recruit participants that | discovered that
organisational changes were taking place at the hospice that proved to be
significant for my study. These changes included the appointment of a new
hospice CEO, the ending of the service user focus groups at the day centre
and the ending of full staff meetings. | therefore had to rethink my initial plans
and take a different approach for recruiting participants due to the changing
circumstances. My contact at the hospice remained in place and | was able to
discuss with her possible approaches for identifying participants. Payne et al
(2007) highlighted the importance of finding a regular contact on research

sites and this importance was proven in my study.

The identification of potential participants was achieved through a number of
methods. Firstly, staff identified and approached individual service users and
passed on the information pack about my study. Secondly, posters that | had
produced were pinned on appropriate notice boards around the hospice
buildings including the day centre. One version was targeted at staff and

another version targeted at service users (see Appendix 1).
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4.4.2 Interviews

| identified early themes as they emerged from the interviews and used them
as a basis for formulating further questions while thinking analytically about
the data through the whole interview process. | also talked with and sought
suggestions from members of the service user group at the UK National
Council for Palliative Care to help inform interview questions and their

thoughts on what they considered might be useful angles to consider.

4.4.2.1 Preliminary interviews

While waiting for the formal ethical approvals process to be completed, the
hospice agreed that | could carry out two preliminary interviews in order to test
my questions. These preliminary interviews involved a nurse/educator and a
former caregiver of someone who had died at the hospice. The hospice
wished to wait until full ethical approvals had been granted before | started to
interview service users/patients. Both of these preliminary interviews took
place in a meeting room at the hospice’s on-site day centre. The intention was
to help in assessing their understanding of the information provided and about
the research project itself. It was also to check with them whether the
questions were clear; that they understood what they were being asked and
whether any amendments might be needed to them or the content of the

written materials.

These preliminary interviews also enabled me to practice and consider my
own interview technique and other aspects. For example, | assessed the
meeting room environments and whether there was enough space between
myself and the participant to avoid invading personal space on either side;
whether it was possible for a wheelchair to get through the door and be
maneouvred by the service user once inside a particular meeting room;
whether there were staff nearby (not in the same room) who could be called in
quickly if a service user fell ill during the interview and requested assistance;
whether the rooms were hot or cold or temperate; and to make sure water and
glasses were available for myself and the participant. Prior to each interview
starting | tested my handheld tape machine by asking each participant to say

a few words into it and also assessed where to best position it depending on
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the pitch of a participant’s voice. In short, to practice setting the scene prior to
each interview and to take account of all aspects of the interview arena and
environment in terms of comfort and accessibility. | mentioned to each
participant before the start that the interview would last for up to an hour and if
during that time, they started to feel unwell or did not wish to answer a
particular question or wanted to stop the interview completely, then they
should say so and we would either move on to the next question or end the
interview as they wished. Neither of the participants asked for the interview to
be stopped nor was any request for any intervention by another health

professional during the interviews.

After each of these two preliminary interviews | asked each participant for
feedback and they responded that the questions were understandable and
they felt able to offer responses and to speak openly. | also asked if they
found the room environment comfortable and if it enabled them to feel calm
and at ease during the interviews. The meeting room where both these
interviews were conducted was quite small and there was perhaps not
enough space between the participants and myself. | considered that for
subsequent interviews, | would request a larger meeting room if possible on
the hospice premises and this was provided. Both participants also said that
they had read and understood the information that | had provided about my

research and did not request any clarifications.

4.4.2.2 Useful information from the preliminary interviews

| discovered in both of the preliminary interviews that the questions and
structure served two purposes: they allowed the participants to talk freely
about their thoughts and experiences and enabled a good flow of
conversation to develop during the interviews. | discussed the interviews with
my supervisors about the reactions of the two participants as well as my own
thoughts on whether the questions and the order seemed to help or hinder the

flow of the interviews.

It was agreed that the questions did not require any significant changes at this

point for future interviews while staying mindful of maintaining an iterative and
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reflexive approach as the interview activity progressed. Such an approach
would aid possible revisions to questions being asked in response to issues

that may emerge during each of the interviews.

The questions presented in the next section were initially asked of the two
participants taking part in the preliminary interviews and then used in

subsequent interviews.

4.4.2.3 Questions for service user participants

A number of introductory questions were asked at the start of each interview
in order to start building a rapport and also to help the participant feel
comfortable with speaking out loud and being audio-recorded. These
questions included, for example, asking when they first had contact with the

hospice and how long they had been receiving care from the hospice.

The order of the questions as they appear below was used as a guide to
ensure that all were covered during the interview. The order they were asked
depended on the responses given by the participant who might, while
answering one question also provide answers to other questions in the list
and therefore these did not need asking again. This did not preclude asking

probing questions on particular aspects as the interview progressed.

These introductory questions led into the main interview questions that were
as follows:
1. Have you ever heard people talking about service user involvement at
the hospice or generally?
2. What do the words ‘service user involvement’ mean to you?
3. How do you get involved in your own day-to-day care? Do you have
any examples? Do you feel you were consulted and listened to?
4. In addition to any personal influence you may have had in the care that
you receive, have you had any experience of or taken part in any
service user involvement activities at the hospice — or in any other

field? If yes, what do you think were the benefits and limitations of it?
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. What are your perceptions and understandings of service user

involvement generally and as it may apply in palliative care?

Are you aware of any service user involvement activities at the hospice
and have you had any involvement with them? If yes, in what way? If
no, what do you think has stopped you?

Have you ever discussed service user involvement with others
including service users and staff?

Can you think of and describe any benefits of service user involvement
at the hospice?

Did you expect to receive information about service user involvement
after your referral to the hospice? How else are you encouraged to get

involved in your care?

10.Are you aware of any formal requirements of service user involvement

in palliative care? Formal requirements covers the hospice’s
philosophy, for instance, or contained within legislation such as Acts of
Parliament and guidance from the Department of Health on service

user involvement in palliative care.

11.What would you like your involvement in your own palliative care to

look like?

12.Is there anything you would like to add about your reflections and

perceptions on service user involvement in palliative care? Do you

think it could make a difference to palliative care?

4.4.2.4 Questions for staff participants

As with the service user pilot interview, a number of introductory questions

were also made to the staff participant. These questions included, for

example, asking about their role at the hospice and how long they had been

working there. These introductory questions led into the main interview

questions as follows and again, not necessarily in this same order and also

involving probing questions:

1.
2.

What do the words ‘service user involvement’ mean to you?
How do you perceive patients getting involved in or influencing their
care? What do you see as the benefits and limitations of patients’

involvement in decisions and practices related to their own care?
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3. Have you had any experience of or taken part in any service user
involvement activities in any field? If yes, what do you think were the
benefits and limitations of it?

4. What are your perceptions and understandings of service user
involvement in palliative care?

5. Have you ever discussed service user involvement with others
including service users and staff?

6. Are you aware of any service user involvement activities at the hospice
and do you have a role in them?

7. Do you feel able to involve service users in their palliative care?

8. Are you aware of anything that has changed at the hospice as a result
of service user involvement?

9. Are you aware of any formal requirements of service user involvement
in palliative care? By formal requirements is meant the conditions that
may be contained within the hospice’s charter; in the code of conduct
for your own profession or through legislation ie Acts of Parliament and
guidance from the Department of Health on service user involvement in
palliative care.

10.Do you have any ideas on what would be a ‘good’ model for service
user involvement in palliative care?

Is there anything you would like to add about your reflections and
perceptions on service user involvement in palliative care? Do you

think it could make a difference to palliative care?

4.5 The interview process

There was direct communication between each participant and me in order to
agree a date, time and location for the interview. | discussed the availability of
suitable rooms with my hospice contact where interviews could be conducted
in private. | was able to make use of a large room at the hospice day centre
that | booked in advance through the receptionist. | used meeting rooms in the
hospice education centre building, situated on the main hospice site that |

booked in advance through the education centre receptionist.
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All interviews lasted for around an hour. There were instances where
participants wished to continue speaking for longer than the hour. When this
happened | checked with each participant during this extra time to ensure they

were able to continue or wished to stop.
4.5.1 Interview context

| was also sensitive and aware of the possibility that a service user participant
in particular may get upset or start to feel unwell during an interview. They
may then either want to stop and carry on after a short break or want to stop
for the day and arrange another time or not want to carry on with the interview
at all. Information provided to potential participants at least a week before any
interviews took place stressed that they could call a halt at any time and
rearrange it or not as they wished. None of the participants expressed a wish
to stop or said they felt too unwell to carry on during the course of the
interviews. One service user participant had agreed to be interviewed in a
room at the day centre but on arrival at the hospice | discovered that he had
become unwell that morning and had been taken home. He had requested if
the interview could be rearranged and it was carried out successfully the
following week. This particular service user was keen to have the opportunity
to talk about the organisational changes at the hospice and how he felt they
had affected him. He had experience of care provided by the hospice and had
used the day centre prior to the changes being implemented and so was

significant for my study.

Two service user participants were interviewed via telephone while they were
in their own homes and the discussions were recorded via the phone speaker.

Both of these interviews lasted for around an hour each.

The main tranche of interviews with staff participants at the hospice took place
during 2013-15 and in early 2016 and interviews with service user participants
mainly took place during 2015. During data collection | was able to
continuously review the data as the interviews progressed, refine questions
and re-evaluate findings as they emerged. For example, there were instances

where a number of staff participants described changes in their roles and job
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descriptions at the hospice that had happened as part of the organisational
changes. | probed further during the interviews after hearing such responses
that also prompted me to frame potential questions for subsequent interviews
with staff participants about their roles. This aspect among other issues that

emerged from staff and service user participants are detailed in Chapter Five.

Decisions about the inclusion and exclusion criteria for participants in my

study are detailed in the next section.

4.5.2 Inclusion and exclusion criteria

| decided that the total number of participants to be recruited for the research
interviews involving staff and service users would number up to 40. |
considered that this number would provide enough flexibility during the
process of gathering and analysing data for including an optimum number of
interviews. The point in the process when saturation may be reached would
become apparent during the process of data analysis. Although | also
considered what Malterud, Siersma and Guassora (2015) referred to as
information power in qualitative research where they contended that the more
relevant information that a sample holds then the lower the number of

participants that would be required.

The inclusion criteria for service users was as follows:

a) adults of 18 years and over

b) aim for gender balance but accept there may be challenges in attaining
such a balance due to factors outlined in this chapter when conducting
research involving people living with life limiting illnesses

c) aware of their condition and that they are receiving palliative care

d) able to speak and comprehend English.
The inclusion criteria for staff was as follows:

a) adults of 18 years and over

b) aim for gender balance if possible but accept proportionality
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c) to include a cross-section of staff as participants across disciplines
covering clinical, non-clinical, therapists, managers, paid and unpaid
(volunteer) staff

d) working at the hospice for at least a month and so having time to settle

into their role and become familiar with the hospice itself.

In discussions with the previous CEO and my contact at the hospice, |
considered that the majority of service user participants would come from
those attending the hospice day centre that was located on the same site as
the main hospice. There was a possibility of including service users in the in-
patient unit although opportunities for this were reliant on staff identifying and
approaching them. There was also the possibility of identifying service users
receiving care from the hospice while living elsewhere such as in a care home
for example. There was an opportunity to interview a service user in a care
home but after arranging a date and time to visit the interview was called off
the night before. This was due to what a member of staff said was a

significant deterioration in the health of the service user.

4.5.3 Research information materials for participants

| prepared a letter of invitation for service users (Appendix 1) and staff
(Appendix 1) and compiled a research information pack for each group that
contained the letter plus information about my research (Appendix 1) and an
expression of interest form (Appendix 1) that had my contact details on it to fill
in and return to me. This approach was intended to ensure confidentiality so
that even if a member of staff had handed the information pack to a service
user, for example, the staff member would not be aware if the service user
had filled it in and returned it to me. If a service user agreed to be interviewed,
then a consent form (Appendix 1) would be provided at the time of the

interview and signed by both just before commencement of the interview.

| designed and produced two posters (Appendix 1) to help promote my
research and aid recruitment that would be displayed on noticeboards around
the hospice aimed. One poster was aimed at service users and another aimed

at members of staff. Staff working on the reception desks in the day centre
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and in the main hospice agreed to take receipt of closed envelopes containing
completed expression of interest forms. They kept them in a sealed box and
then hand the envelopes to me during my visits to the hospice. This was to
enable potential participants who did not have access to email, telephone or
who were not physically able to post back a form, to take part if they so
wished. As well as including posters about my research on noticeboards, my
hospice contact passed on information to individual staff members who would
then contact me directly. | also attended an in-patient nurses work meeting at
the hospice that was arranged by my contact and involved around six nurses.
| was able to talk to them about my research and handed information to them

at that meeting so they could contact me directly if they wished to take part.

The identification of staff members for approaching to take part in my
research proved to be less challenging than identifying service users. This
was due mainly to my hospice contact and staff members approaching other
staff on my behalf. The posters on staff noticeboards helped raise awareness
of my study around the hospice generally. My contact told me that in her
experience, staff looked regularly at noticeboards particularly if something

new had been pinned up.

The discontinuation of the service user forums and changes in attendance
arrangements at the hospice day centre meant | could not speak to service
users in groups. | had to rely on members of staff to approach service users
individually on my behalf. The posters may possibly have helped to raise
awareness of my study among service users at the day centre. In reality, it
was the day centre nurses handing out information to service users that
generated their interest. Staff then enabled service users to act on their
interest by providing them with the information about my study so they could

get in touch with me to express interest about becoming a participant.

4.5.4 Participant sample
A total of 22 participants were interviewed for my study. This involved 16 paid
hospice staff, including the staff member who took part in the preliminary

interview, two unpaid hospice staff (volunteers) and the hospice CEO. Six
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service users were interviewed including the family caregiver who took part in

the preliminary interview.

Using case study and thematic analysis for collection and analysis of the
interview data enabled flexibility around decisions on the direction to take in
future interviews. This also helped to inform further questions to explore with
future interviewees. For example, | was concerned to include staff members in
roles at all levels of the hospice hierarchy. A decision about which staff to aim
for next was taken after one or two staff participant interviews had been

completed and an initial analysis had been performed.

| first identified and held the first tranche of interviews with staff at the hospice.
| felt this would provide an opportunity for me to explore their perspectives on
the hospice itself, how it operated and their roles as well as on their
perspectives on service user involvement. | also felt it would enable early
themes to be identified that could help inform further interviews with other staff

participants and also with service user participants.

4.5.4.1 Hospice staff and unpaid staff (volunteers)

Staff participants in my study operated at different levels in the organisational
structure. | considered that this could provide a range of understandings and
perspectives for analysis. The emphasis in the literature seemed to be
primarily concerned with exploring the perspectives of clinical staff towards
service user involvement as described in Chapter Two. By clinical staff, | refer
to those providing physical medical care to service users such as nurses,
medical doctors and medical consultants. There were other staff that had
direct contact with service users such as counselling and homeopathic
services for example. | did not uncover any studies in the literature that had
involved exploring the views or understandings of staff in hospices that had no
direct contact with service users even though they were working in the arena
of palliative care. This could include those working in administrative fields
such as personnel, human resources or Information Technology (IT) for
example. | interviewed staff fulfilling such roles at the hospice in my study.

This provided further perspectives on the organisational changes as well as
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on service user involvement. In taking this approach, | believed that
interesting perspectives would emerge around service user involvement as

well as on the organisational changes at the hospice.

| took the opportunity to also conduct interviews with two unpaid hospice
support staff otherwise known as volunteers. One of the volunteers was a
ward helper in the in-patient unit and another volunteer performed reception
work at the hospice and was also an unpaid ambassador who attended
external events and gave presentations about the hospice. There were over
1,000 volunteers at the hospice fulfilling a variety of roles such as tending the
garden; providing lifts for service users from their homes to appointments at
the hospice and fundraising activities. It was not my intention at the start of my
study to include hospice volunteers as participants. However, | considered it
useful to include them as volunteers fulfilled a considerable number of unpaid
roles at the hospice. They would likely have perspectives on the
organisational changes and how these impacted on them and their roles and

relationships at the hospice.

4.5.4.2 Service users

As mentioned earlier in this chapter, | carried out interviews with hospice staff
first in order to help provide me with an overview of their perspectives on
service user involvement and about the organisational changes at the
hospice. | have also described in this chapter the reasons why identifying

service user participants proved challenging.

Of the six service users that were interviewed, four of them had been visiting
the hospice day centre for a year or more prior to the changes coming into
effect. The data gathered from them provided before and after perspectives
around the change in culture at the hospice. | attempted to identify other
service users during 2014/15 who had started receiving care from the hospice
after the organisational changes had been in place for a year or so. It was
mentioned to me by a day centre nurse that changes in arrangements for
service users attending the hospice day centre meant that it was proving

difficult for the nurses to spend time talking with service users and therefore to
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establish relationships with them. Most service users had started to attend the
centre for booked-in-advance appointments with specific staff for specific
purposes rather than dropping in on any days during the week as was the
case with the previous day centre arrangements. Service users would leave
straight after their appointments were over leaving no time for socialising with
staff or other service users. The number of staff working in the day centre had
also been reduced over the previous year that added to time limitations for
those staff still in place. These changing circumstances served to make it
difficult therefore for staff to identify potential service user participants. As the
literature shows, there is also potential for staff such as nurses in palliative
care, to categorise service users as vulnerable and therefore in need of
protection from anything they may perceive as a potential burden (Addington-
Hall et al., 2007). Deterioration in the condition of a service user was
discovered by Stone et al (2013) to be a fairly common reason given by staff
as a reason for preventing a palliative care service user from taking part in a

research project. The authors referred to this as gatekeeping.

In the findings of interviews with service user participants that are included in
Chapter Five, | also include some details about their personal situations that
they mentioned during the interviews. Analysis of this data helped to shed

light on the topic of my study.

Due to the findings that were emerging from my data with service users and
staff, | considered it would be very useful to interview the hospice CEO in
order to aid my theorising. | left around six months following the last of my
participant interviews to give time for further analysis and reflection before
securing an interview with the CEO in early 2016. The interview lasted for
nearly two hours and enabled me to explore the CEQ’s understandings and
perspectives on service user involvement as well as on the organisational
changes that had taken place at the hospice over the previous two and a half
years. During the interview | was also able to put forward some of the issues
that had emerged from the interviews with staff and service users. The CEO
was a key informant in my study and analysis of the interview data enabled

validation of early findings as well as extending the findings.
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4.6 Thematic Analysis of the interview data

As suggested by Braun and Clarke (2006), | familiarised myself with the data
by listening to the tapes of the interviews shortly after having conducted them
and then writing initial transcripts by hand to help with the immersion process.
In the handwritten transcripts, | highlighted substantive words and statements
that were emerging that could add substance to my enquiry (Gillham, 2009).
This highlighting process also helped to identify initial aspects of the data that
may prove to be relevant in providing answers to my research question and
potentially included as direct quotations in my thesis. | also made my own
notes covering my reflective thoughts that arose as | listened to the tapes as
well as highlighting areas for possibly informing questions in future participant

interviews.

Following this initial process, | immersed myself further in the data by
transcribing each of the interviews on to a computer. This process involved a
combination of listening to the tapes, referring to my handwritten transcripts
and then referring backwards and forwards to the taped versions as
necessary to help ensure accuracy. | then compared the typed transcripts with
my handwritten versions and attached different coloured labels (or codes) to
the issues and points that emerged. This approach to the data enabled me to

immerse myself further within it.

Reflecting on the data collected, | felt that the views being expressed would
have a significant bearing on identification of the themes. | also felt that there
might be some underlying issues not mentioned that could then form the basis
of questions in further interviews. | also attempted to pick up on a particular
tone of voice coming through from participants in their responses to certain
questions. For example, if a participant seemed irritated or hesitant when
responding or went quiet that could hint there were perhaps further layers of

issues that were not being voiced.

Substantive statements and issues that emerged from my data are shown in
the table in Appendix 3 covering service users and are included in Chapter

Five.
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| identified patterns of meaning in the data as the collection and immersion
process continued that could lead to themes. | then gathered relevant patterns
of data together and placed them under a general named theme. As the data
collecting, immersion and analysis processes continued, | reviewed the
themes to decide whether they seemed to be still relevant or needed

amending or were no longer appropriate.

| constructed three overarching themes that were defined and given titles
ensuring that each theme told a story and reflected the essence of the content
of each theme. | was aware that this is a recursive process through the
different stages (Braun and Clarke, 2006).

As well as reflecting on the content of the data that | collected, | was also
aware of the need to reflect upon my own subjectivity and pre-
understandings. This reflexivity on my part was necessary due to my own
personal experience of caring for my parents towards the end of their lives as
described in Chapter One. | was very mindful during the interviews that
although | was encouraging the participant to speak and was asking probing
questions, | should not appear to be agreeing or not agreeing with what they
said or offering any form of words they might like to use. | was also aware of
the need to keep any thoughts that | might have to myself and not verbalise
them during any of the interviews. | felt it important to also be mindful of and
manage my subjectivity when in the process of analysing the data and

identifying patterns and themes.

The write-up involved the interlinking of the analysis and data extracts and
placing of this analysis in context with existing literature and is presented in

Chapter Five.

The description of the data analysis process in my study in this section has

focused on that collected from participant interviews.
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4.7 Public records

| visited the hospice setting numerous times over a period of years starting
from 2011 and, as also previously mentioned, significant organisational
changes were taking place at the hospice during the period of my fieldwork. A
number of these changes included the appointment of new personnel at
senior level and a significant change in arrangements for the use of the

hospice day centre.

| conducted a search into information and documentation about the hospice,
its operation and management. This included the hospice website looking for
information about personnel, for example, the role of the board and the
activities of the official hospice service user group. | also used search engines
to look for information about the hospice that may have been taken off the
website as being out of date but that still existed on-line and might be
relevant. | discovered and analysed the hospice’s report and accounts
covering a number of years available as open access on the Internet. | also
searched records lodged with other relevant national bodies covering the
charitable sector in the UK and further searches of websites of local
newspapers that covered the area where the hospice was based. A
participant had mentioned during the interview that local newspapers had
covered aspects of the organisational changes taking place at the hospice. |
was interested to find out what was being said and consider if it was relevant

for my study.
4.7 Reflexivity

I mentioned reflexivity at the start of this chapter and also discussed it in
Chapter One. | highlighted the views of Addington-Hall et al (2007) about the
need for a researcher to be aware of themselves and their own biases and
values when carrying out qualitative research as well as the need for
continuous critical engagement including of the environment within which the
research is taking place. This of itself can also be considered as data. | also

referred to the “I's” described by Peshkin (1988) where the author believes

that the subjectivity of a researcher can be managed through self-awareness
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and reflexivity during all of the data gathering process, analysis and writing-
up. | was very mindful of this advice throughout the whole of my data
collection and analysis process including the writing up. Finlay and Gough
(2003) talk about how qualitative researchers are concerned with unravelling

how their own stories interweave with experiences in the field.

As part of a reflexive approach, | have included details of my own caring
experiences in this thesis. | have also included a description of my
experiences as a member of a number of service user groups in palliative
care, in order that they are openly declared as part of a transparent approach
to my study. As well as these declarations, | also needed to be aware of the
potential emotional effects on me as the researcher when listening to the
responses of service user participants in particular during the interviews as
well as staff participants. Addington-Hall et al (2007) understood this aspect of
palliative care research and suggested that an iterative process in research
supervision “provides an arena where biases, values, prior knowledge and
emotional pain can be examined and understood” (Addington-Hall et al.,
2007, p.167). My own self-awareness and connections with service user
groups and experts in the field was strongly augmented by regular
discussions with my research supervisors. | had regular supervision meetings
throughout the whole of my research project so there was constant review
and discussions in relation to the collection and analysis of the data and the
findings. | considered that this approach also helped to enhance the credibility

of my research.

Focusing on the process of investigation and communicating that
process, the problems and solutions encountered in accessing,
collecting, analysing, and interpreting data — to the best of our ability —
is quite consistent with analytic realism or the general notion that the

social world is an interpreted one. (Denzin and Lincoln, 2011, p.593).
4.8 Chapter conclusion

This chapter has described the methods that | used to carry out my data

collection and analysis. The issues and overarching themes arising from my
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data plus relevant information that emerged about the hospice from my
searches of documents posted on the internet into its operation and
management over a number of years enabled me to build a picture of the
period of change at the hospice. The combination of a qualitative approach
using case study and thematic analysis of the data enabled me to delve into
levels of complexity that could aid theorising and help provide some answers

to my research question.

Theorising about the impact of significant organisational and structural
changes on organisations including hospices and the potential influence such
changes can have on perspectives on service user involvement in palliative

care is included in Chapter Seven.

The next chapter describes in detail the findings from the data collected from

interviews with service users, staff, volunteers, CEO and public records.
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CHAPTER FIVE: FINDINGS

5.1 Introduction

In taking a case study approach that was described in Chapter Four, | was
able to explore a single case in its natural setting using a variety of methods
to gain in-depth knowledge (Gomm, Hammersley and Foster, 2009; Yin,
2012; Collis and Hussey, 2014). A case study highlights the importance of
context and for enabling an understanding of the dynamics that might be
present in a single setting particularly in relation to management behaviour. A
range of perspectives and understandings has been incorporated into my
study including those of service users/patients and professional staff as well
as drawing on public records published on-line about the hospice. The
reasons for not including the views of family caregivers as part of my data
collection activities have been put forward in Chapter Two. Therefore,
references to service users in this and subsequent chapters mean those

directly receiving palliative care from the hospice.

The findings from analysis of the data are presented in this chapter in three
sections. The first section includes findings from interviews with service user
participants receiving care from the hospice; the second section covers staff
participants working at the hospice and the third section covers findings from
public records and an interview with the hospice CEO about the hospice and
its organisation. A key finding from the data indicated that organisational
changes taking place at the hospice during the period of data gathering had
an impact on service users and staff participants that had implications for
understandings about service user involvement. This finding prompted a
decision to interview the hospice CEO and to seek further information about
the hospice’s operation openly available on the Internet. This triangulation of
data added to the trustworthiness of my findings in conjunction with reflexivity

that added to dependability and reliability as discussed in Chapter Four.

Quotations from participants are included in this chapter with pseudonyms

used for service users and staff roles indicated by general job titles to help
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ensure confidentiality (Appendix 3). | put forward some personal reflections

within the text itself and at the end of the chapter.

5.2. Findings from service user participants

Through thematic analysis, | identified three overarching themes: Involvement
and disempowerment in decisions at the hospice relating to organisational
change and service user involvement; belonging and alienation relating to the
day centre and hospice community and, maintaining and losing a sense of

wellbeing and identity within the changing hospice setting.

Each of these themes presents a particular tension between contradictory or
similar experiences. Most of the participants expressed both positive and
negative experiences and feelings about service user involvement and how
they engaged with the hospice. These experiences and perspectives
appeared to have been heavily influenced by the organisational changes that
were occurring at the time, particularly those affecting the hospice day centre
that all of them attended. A number of the comments made by service users
during the interviews were very strong and direct. Three of the service user
participants in particular, who had been visiting the hospice over a number of
years, focused their angst about the new organisational arrangements at the
hospice CEO. This is perhaps not surprising as, for them, the CEO
represented the face of the hospice senior management and was the person
who conducted consultation meetings that they attended and whom they had
talks with during the change process. The CEO represented a visible change
that was occurring in the hospice culture and was regarded by service users
as responsible for introducing the new arrangements. It was necessary
therefore to carefully explore the underlying meanings behind the data
collected from service user participants and indications it might provide to aid
understanding of the levels of complexity including the impact of a
managerialist approach. As already mentioned at the start of this section, it
also led to a decision to seek an interview with the CEO to further explore the

issues that were arising from service user participants.
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Part of the organisational changes taking place at the hospice involved the
introduction of new formal arrangements for enabling service users to attend
either of the two hospice day centres. These new arrangements were
introduced in 2014 and had been in full operation from around six months
before | started to conduct my interviews with the service user participants.
These new arrangements consisted of two parts: one part required service
users to choose in advance as to which weekday they wanted to attend the
day centre and once chosen, they were then required to attend on that
chosen day every week; the second part involved the introduction of an 8
weeks on, 8 weeks off programme meaning the service users could attend the
day centre(s) on one weekday for 8 weeks and then not be able to visit again
for 8 weeks. This represented a significant change to previous arrangements
where service users had more autonomy in choosing which days to attend the
day centre and for deciding the activities they would pursue that would then

be facilitated by day centre staff.

The contradictions and tensions are analysed in this chapter and are reflected

in each of the overarching themes that are described next.

5.2.1 Overarching themes - summary

1) Involvement and disempowerment in decisions at the hospice relating
to organisational change and service user involvement.

While participants had been given the opportunity to contribute to
consultations on planned organisational changes, they felt disempowered
when their views appeared to be ignored by management and seemed to
make little difference to the plans. Service users that had been attending the
day centre prior to the changes being introduced expressed feelings of
involvement during that earlier time and then disempowerment through and
beyond the change process. One service user who had started attending after
the changes had been implemented also expressed feelings of
disempowerment in decision-making about activities that could be pursued at

the day centre.
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2) Belonging and alienation relating to the day centre and hospice
community.

A sense of belonging to a hospice community was valued but was perceived
as becoming eroded by a new, rigid structure of management and with
changes in the arrangements implemented at the day centre. A previously
close connectedness between individual service users and staff at the day
centre appeared to have become fragmented and service users reported

increasing feelings of alienation and isolation especially those that lived alone.

3) Maintaining and losing a sense of wellbeing and identity within the
changing hospice setting.

Involvement in activities facilitated by the hospice and interacting with other
service users and staff supported participants’ sense of wellbeing and sense
of themselves as worthwhile rather than being reduced to an iliness. The fear
that this might be lost due to the organisational changes at the hospice

caused worry and frustration.

The three overarching themes filter through the data in an intertwined manner
as participants could appear to experience disempowerment, alienation and
loss of identity, for example, through one sentence. For the sake of clarity and

understanding, each of the themes is explored separately.

5.2.2 Theme 1: Involvement and disempowerment in decisions at the

hospice relating to organisational change and service user involvement.

| identified feelings of anger in the data with service user participants that took
part in the consultation process at the hospice around the proposed
organisational changes and felt that their views appeared to have been
ignored by the hospice management that included the CEO. This was felt
especially by three participants called Bob, Polly and Milly who had each been
attending the hospice day centre prior to the organisational changes being
enacted and therefore had experience of the previous arrangements.
Although Bob was in constant pain throughout the interview (he was wearing

a syringe driver for pain management), he said he did not want to re-arrange it
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or take a break during it because he felt so strongly about what was

happening at the hospice and said he was very keen to talk about it.

Bob, Polly and Milly described a number of consultation activities at the
hospice. For example, they had taken part in questionnaires and/or attended
meetings organised by the hospice that were seeking their views on the
changes. They had also attended consultation meetings with hospice
management including the CEO. The participants all said they strongly
expressed their views and the concerns they had but that they subsequently
felt their views were ignored and this engendered feelings of disempowerment

among them.

We were asked last year when they [senior
management and CEQO] changed over [pause] we were
asked how we felt. We done questionnaires which were
a total waste of time ‘cos | feel they didn’t [pause] the
comments that we passed on as patients were not used
[pause] the questions we asked were gone round rather

than answered. (Bob).

These comments above by Bob indicated an initial belief that as he had taken
part in consultation activities about the organisational changes then his views
would be taken into account by management. He then expressed
dissatisfaction and annoyance that his contribution and those of other service
users appeared to have been discounted by management without further
explanation. Bob also described another consultation meeting he took part in

to discuss the changes.

We had this meeting with the governors here and we
were told it would alter and we had no choice. It means
that being disabled, | don’t have a choice, | don’t have a
say, | have to take whatever comes along. I'm grateful |
can get up here otherwise I'd be stuck at home all day

but I'm not frightened to say what | think. | think they
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need more staff here ...this day centre has gone

downhill tremendously. (Bob).

Bob’s further feelings of resentment come through in this quotation above as
does his perception that in being disabled he therefore did not “have a choice”
about the proposed changes. Bob said “I'm not frightened to say what | think”
that suggested he may have felt slightly intimidated by the change process at
the hospice but would still seek to challenge what was happening for however
long he had left. Whether he perceived that there might be consequences
from speaking up was not clear. Bob’s choice of words suggested anger at
the management although not at the nurses who provided him with direct
care. Taking into consideration that Bob had a life-limiting illness, there would
have been a time limit on how long he could keep challenging the hospice, a

situation of which he was well aware.

People have the wrong impression of hospice; they think
they come here to have end of life care but it's not only
that. I've been fighting my disease for 2 years and know
I’'m at the end of this but | don’t know how long | have to
last after that. (Bob).

Polly had taken part in the hospice consultation activities and also felt that her
views had been ignored and her questions left unanswered leaving her to
conclude that decisions had already been taken. Milly was very direct in
expressing her views about changes in arrangements at the hospice day
centre and the resentment she felt at not being listened to especially after
having had a relationship with the hospice for some years beforehand. It
appeared that Milly and other service users felt some kind of proprietary hold
over the day centre because of the relationship they had built with the hospice
due to their activities conducted through it over time. They had also built
relationships with individual members of staff, sometimes over a number of

years, and they feared such relationships were being diluted.
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The comments quoted above from Bob, Polly and Milly show that they
experienced feelings of profound disempowerment after taking part in the
formal consultation activities at the hospice that then helped to ferment an
undercurrent of resentment and anger. The feelings expressed and quotations
mentioned in this section potentially indicated that the hospice management
was taking a top-down approach to decision-making about the organisational
changes even while hosting consultation activities involving all groups that
would be affected by them. Evidence for such a top-down approach is

explored in section three of this chapter.

Stanley had also been attending the hospice day centre prior to the changes
and seemed to think that the day centre was not performing too well after the

changes had been introduced.

There were 6 people there, last time, 4 people before, been like that for
last 12 months. They have seats for 10/12 people and the level of
service must be expensive in relation to the number of people taking

advantage. (Stanley).

Stanley thought that those attending the day centre regularly on the days
when he went were, like him, probably aged 80 or over with some disability
both physically and vocally. He considered he had progressed further along
his illness trajectory than others in his day centre group that had the same

illness.

Very difficult not to be critical or sounding cynical — I'm so very grateful
for the assistance, the care, the interest shown by the staff to people
such as me, but, we have so little in ourselves to offer. | don’t know
how many groups there are [at the day centre] for different ilinesses but
this must be one of the worst groups because everybody is virtually on
the way out - not frightened of death but frightened of the
circumstances, the pain, the anguish, the amount of time it takes,
where they’ll be — very difficult to take when you’re that person — that’s

my biggest emotion. (Stanley).
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From Stanley’s comments above it became apparent that the changed
arrangements at the hospice day centre did not feature strongly in his
thoughts as with other participants. Also from his comments it appeared that
although he welcomed the opportunity for interactions with other service
users, he did not regard visits to the day centre as providing opportunities for
different forms of socialising with them. This might well be because he was
further along in his illness trajectory than the other service user participants
although Bob also felt he was close to the end. Stanley’s thoughts indicate
that a wish for involvement or ability to do so could diminish due to illness

progression particularly in the late stages or perceived late stages.

David started using the hospice day centre after the changes had been made

and so had no experience of taking part in the consultation activities.

We’re actually going through a bit of flux at the moment, trying to find
where it should be, this day centre, for people or service users, and
what criteria it should take. It had an old system which apparently
collapsed when | wasn'’t involved at all and | can’t comment about it,

but | came in when the new system was up and running. (David).

David stated in the quotation above that he perceived or maybe had been told
that the old system at the day centre had “collapsed.” He may have picked up
this word from other service users that had been attending the day centre
prior to the organisational changes coming in. He may also have heard strong
feelings being expressed by other service users such as Bob, Polly and Milly
for instance. David also picked up the sense that maybe there had been
something wrong with the previous arrangements for using the day centre and
therefore needed to be changed. Bob, Polly and Milly had strongly expressed
a wish for the old arrangements to be reinstated. But David also had views
from his slightly different perspective about how the hospice should be
deciding what happened at the day centre and how service users should be

involved:
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If we knew what they [hospice management] wanted then maybe we
could be a bit clearer as to what we want. Sometimes | may say to
[name of staff member] or one of the other staff or volunteers, | wish
we had so and so. Now that should then be moved on from the service
worker to say well, look, someone mentioned this, let’s start batting the
ball about and see where we get to. It should do [work like this] but I'm

not sure it does do. (David).

David had started attending the day centre after the changes had been
implemented and displayed a willingness to try and work within and get
involved in the arrangements there rather than trying to get the previous
regime reinstated. However, any requests David made to staff or volunteers
did not appear to achieve very much. He had picked up that there was
perhaps a dearth of communication and information flowing between service
users and hospice management to enable new activity ideas to be considered

that is highlighted in the quotation above.

The perspectives of Bob, Polly and Milly were influenced by their bridging of
two different timeframes that is, before and after the changes at the day
centre were implemented. The anger and distress they expressed showed
how they believed that, for them, the consultation process had been a sham
and felt their views had been ignored. Whether the hospice management or
CEO deliberately set out to ignore the points that they and other service users
may have put forward is not clear. On the one hand, it could be argued that
the changes at the day centre would have caused concern among some
service users however the process had been handled. On the other hand, the
consultation methods used by the hospice management for involving service
users and the lack of feedback to those that took part suggests an element of

tokenism in the approach.

5.2.3 Theme 2: Belonging and alienation relating to the day centre and
hospice community.
To recap, attendance for service users at both hospice day centres prior to

the organisational changes being implemented was possible on any working
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day of the week, every week. This was changed to an 8 weeks on, 8 weeks

off programme that was described earlier in this chapter.

When we filled these forms in we were told that it would be done this
way and unfortunately (staff member) has done it the way (they)
wanted to do it and (they have) cut all these staff out. He [The CEOQO]’s
come along like the big boss and said we want more people to come in
— okay, they’'ve now got a Monday and Wednesday group...and you
have to make yourself available on Monday or Wednesday. We were
told if we didn'’t like those two days we couldn’t come, so what do you
do? That's not increasing the amount of people here, that's cutting
down the days. | used to come up here twice a week, Wednesday and
Thursday, now I've got to do everything in one day and there are limits

as to what you can do in 5/6 hours. (Bob).

It is clear in the quotation above that Bob held the CEO as the face of senior
management responsible for the introduction of the new attendance regime at
the day centre. Bob observed that not only had nurse numbers been cut but
the impact of the changes also cut opportunities for service users to attend
the day centre and meant less time for them to take part in activities when
they were there. Polly had developed a sense of belonging during the time
that she had been attending the hospice day centre but the changes had

affected that sense.

Bob, Polly and Milly appeared to see the day centre as a vital part of their
lives that not only helped them deal with the fact they had life-limiting illnesses
but also facilitated the opportunity to pursue worthwhile and enjoyable lives
with others aside from receiving clinical care. Stanley had also been visiting
the day centre before the change in arrangements but support from his family
seemed more important to him possibly because he considered he was at a
late stage in his illness. It seems from David’s comments that his visits to the
day centre provided a welcome distraction not only from his illness but also
from feelings of isolation and regret at home compounded by his wife living in

a care home some distance away and whom he could no longer visit. Milly
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lived alone, and although the number of visits she could make to the day
centre had been reduced she still regarded it as a vital activity in her life even

though the changes provoked feelings of resentment.

On a Monday, we used to have a group and we would talk about
things. Now, it’'s put down in black and white and you obey like a little
kid. Makes me very angry. | didn’t obey when | was a little kid, don’t
expect me to now I'm a big one... We're not in charge, we're not in a

position to do anything. (Milly).

Milly’s perception was that she was being treated like a child and, as a result,
she started to feel disempowered by and alienated from the hospice, Bob

expressed concerns about the numbers of staff at the hospice day centre.

They’ve cut down the staff. It used to be on a 1 or 2 to 1 basis and now
they’ve cut that down because of budget cuts or whatever it is. In my
position | think they should have 2 nurses on because if you get
someone ill, because we're all on basic palliative care and coming here
for various other reasons to help us progress and deal with dying
[pause] they’ve brought the staff down to a level now where you’ve got
1 main nurse and then you’ve got the helpers which are not able to
administer anything should anything happen. There's at least 13
people or so in a room and 1 nurse for 13 people is stretching it a little
bit. If my driver goes off [syringe driver for pain medication] and there’s
only one nurse there, it could be a life and death situation. They

shouldn’t put the staff they’ve got here now in that position. (Bob).

The cuts in numbers of qualified staff (nurses) at the day centre could have
influenced the kind of activities that Bob chose to take part in. For instance,
only those activities where the one nurse on duty was near at hand. The cuts
in numbers of qualified staff may not actually have presented a “life and death
situation” for Bob but his use of these words indicated a real fear in his mind
that it could potentially do so. His concern about not putting “staff they’ve got

here now in that position” suggests a previous collaborative or mutual caring
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relationship between those receiving care at the hospice and those providing

it that he felt had been diminished by the changes.

The changes in attendance arrangements at the day centre provided few if
any opportunities for service users to gather together informally and decide on
socialising activities, for example, in ways that were possible prior to the
changes. As well as prompting feelings of alienation and isolation, the inability
of service users to meet together informally could also limit their opportunities
to discuss with each other about the changes taking place at the hospice. It is
reasonable to conclude therefore that the organisational changes had
diminished opportunities for service user involvement at the hospice other
than those prescribed by management such as satisfaction surveys that could

potentially also be labelled as tokenistic exercises.

Opportunities for service users to take part in activities organised by other
organisations in the area during their 8 weeks away from the hospice day
centre seemed very limited if they existed at all. A sense of deep-seated
resentment about this situation comes through from Milly who stopped going
to the hospice day centre altogether for a while but eventually felt that
because there were no other alternatives, she would start attending it again

under the new arrangements.

That to me is so stupid. If you’re dying for 8 weeks, you’re going to be
dying for the next. No disrespect, but you are. | refused to go back but
I've deteriorated so I've gone back. It's the only place | could think of
that would get me out of here for a day. I'm here [home] 7 days a week.
Before the changes, there was a Monday, Tuesday, Wednesday and
Thursday club and you could go in and do art — there were some
gentlemen there that loved the art classes, they stopped going ages

ago. There is no atmosphere, no jollity. (Milly).

For those service users affected in this way, it could also serve to enhance
their feelings of vulnerability due to their life-limiting illnesses as well as the

sense that as they were near death they did not matter and had no option but
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to accept what was available. These are quite drastic feelings for service
users receiving care from a hospice to hold and it appeared that even though
a number of them expressed them very strongly during the consultation

activities they still felt ignored.

As the face of senior management, the CEO appeared to be a lightning rod
for a lot of the criticism that was coming through the data. The findings helped
prompt my decision to seek an interview with the CEO to delve further into the
reasons for the organisational changes, into the issues arising from service
user participants and the potential impact on service user involvement. The

findings from this interview are presented in section three of this chapter.

In order for service user involvement to be effective, it is important that those
who are invited to get involved and take part, such as through a consultation
process, for example, feel that they have had some influence on decision-
making as a result. Milly said that she believed that staff views on the
changes had also been ignored by management. It could be inferred therefore
that the lack of meaningful involvement in the organisational changes at the
hospice, poor lines of communication and feelings of alienation were

experiences shared by both service users and some members of staff.

Bob, Polly and Milly had established a great sense of belonging at the day
centre that had been enhanced by developing friendships over a number of
years with other service users and staff that helped to make them feel like
they were part of a community. They described how these feelings had been
thrown into disarray, as they perceived it, by the organisational changes. This
seemed to have affected their sense of wellbeing and identity as well as their
ability to see themselves as people whose lives and opinions still mattered.

These aspects provide the focus for the next theme.
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5.2.4 Theme 3: Maintaining and losing a sense of wellbeing and identity

within the changing hospice setting.

Prior to the changes in arrangements at the day centre, service users had a
say in activities they would get involved in on a particular day, even planning
days out with other service users in a spontaneous way. These activities
included organising Christmas parties, holding raffles to raise money to pay
for a minibus to go on lunch outings, for instance and to visit the seaside. As
well as this kind of engagement helping to promote a strong sense of
belonging in service users, it could also provide a means for them to maintain
connections with the outside world. Polly felt that “people coming in now don’t

know ‘cos they weren’t here before to see what it was like before.”

The ability of service users to decide collectively what activities to pursue prior
to the changes helped provoke a sense of control and shared purpose that
could also have helped enhance their feelings of wellbeing and identity. These
feelings appear to have been tested by the manner in which organisational
changes at the hospice had been introduced. For example, Polly felt that a
new waiting list system and the provision of smaller rooms for service users
wanting to attend art classes at the day centre had been a deliberate move in
order to discourage attendance. Having to wait for a vacancy to appear in a
club membership, for example, might be considered acceptable in general
circumstances, but there are very different ramifications for a person with a
life limiting illness having to wait in line. For example, they may die before a
vacancy appears (and also means someone else may well have died and
created that vacancy) or their illness may have progressed to a point where it

was not possible for them to attend.

[We were stuck] in a dingy old room where the volunteers have to walk
half a mile to the kitchen to get the dinners — in the old room, the
kitchen was there. It's really made us uncomfortable, it's
claustrophobic, has one door, small windows opening out on to noisy
machinery, it's horrible. We said we didn't want changes but it was

already cut and dried. (Milly).

137



Being made to feel “uncomfortable” and so possibly unwelcome at the day
centre represents quite a cultural shift in the approach of the hospice prior to
the organisational changes. The cultural shift as regards day centre use was

further displayed by attempts to change its purpose.

(The CEO) wants to change the big room into a café for outside people
But (they) won'’t get people in there — it’s at the edge of town and we've
got more cafes in town than anything else. The garden’s been left to

wrack and ruin — | wish | had the energy, I'd do it. (Milly).

A sense of disempowerment, increasing alienation, of not being listened to
and a diminishing of feelings of wellbeing and identity come through in Milly’s
two quotations above. She further revealed how vulnerable she felt in having
a deteriorating life-limiting illness by not having the energy to tidy up the

garden herself.

David started attending the day centre after the changes had been
implemented and noticed a lack of or very limited response from management
to suggestions from service users about activities at the day centre. For

example, David wanted a book club set up for service users at the day centre.

[The hospice management] asked us if we [the hospice] get it [book
club] up and running, would you be interested? Yes! Then you wait and
wait and suddenly it crashes. They [hospice management] said they
did not have enough people to use it. What’'s enough? 1, 2, 5, 10? If
they’re looking at half a dozen then maybe they should look at their
remit of what the book club is actually about. It's hard enough getting a
book club going in the normal sense, some people think | ain’t gonna
waste me time on books when | got a month to live or even 6 months to
live whatever. What makes a good forum? Maybe they [hospice] were
expecting there was gonna be a drove of avid readers comin’ at them, |

don’t think so, the wrong establishment for that. (David).
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David’s experience indicated a top down approach to decision-making at the
hospice without any explanation or feedback attached to it. This experience
also further revealed that a focus on individual service user wishes at the
hospice did not seem to fit with a systems level approach to change that was
more concerned with distribution of resources. Although a refusal to set up a
book club may have appeared a fairly minor issue, when allied with the
waiting list system mentioned by Polly earlier then a possible pattern of
chipping away at facilitating the wishes of individual service user wishes starts
to emerge. Reflecting on this, fairly quick decision-making and communication
of decisions was important to enable service users to live fully in the here and
now as they did not know how much longer they may have left. Whether
hospice management had actually considered this aspect was not clear at this

point in data collection.

Social participation opportunities at the day centre were important for service
users who started attending prior to and after the changes in arrangements.
David for example said, “mine is more social coming here” although he
admitted it was not always welcome looking at other people and reflecting on
his own mortality. But the day provided somewhere for him to go even if only
one day a week and if this opportunity was not there “no, that'd be the end of

the story, like.”

Stanley also noticed deterioration in other service users when visiting the day
centre and felt quite a strong obligation to appear smiling and strong in front of

them.

Two others in my group have the same condition as myself, not as bad
as me, and | know they’re weighing me up every time | see them
because they know they're progressing to my level. Level 2 with
oxygen, I'm level 6 with oxygen. That tells you something about how
sick a person might be. | feel a moral obligation to be more cheerful
with the group than what | am really feeling. Very difficult sometimes

not to be flippant; very conscious that | have a responsibility to make
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light of any sort of involuntary noise that | might make in their presence,

no matter how much pain it was causing. (Stanley).

When asked if appearing more cheerful than he was actually feeling was a
positive or negative experience for him, Stanley was not able to give an
answer, he just expressed the view that he felt a duty to do it. This potentially
indicated that Stanley retained a strong sense of his own identity and worth
aligned with a sense of responsibility in relation to other people who had the
same life-limiting illness as he did but were at earlier stages in the trajectory of

the illness.

As the findings under this theme indicate, there was resentment and anger felt
by service users at the organisational changes as well as the way that
decisions were subsequently taken that affected them. There was also a
sense of resigned acceptance and along with the lack of any other options in
their local area meant they felt they had no choice but to continue attending
the day centre under the new arrangements. Decisions about requests from
service users that were lodged through formal channels appeared to be made
behind closed doors by management and then handed down or just fizzled

out with no feedback.

The three themes presented in this section indicate the tensions that service
user participants were experiencing during and after the organisational
changes. Four participants felt disempowered and ignored by management in
decision-making at the hospice that affected their feelings of self-worth and
identity. The depth and strength of feelings are indicated in the quotations

presented in this section.

5.3 Service user findings summary

Three overarching themes have been presented and discussed so far in this
findings chapter covering the data gathered from service user participants.
Each of these themes show a particular tension between contradictory or
similar experiences and reflect experiences before and after organisational

changes at the hospice. The data indicated that those receiving care at the
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hospice have needs as patients but also as people aside from their life-limiting
illnesses. This included a very strong need felt by service user participants to
have opportunities to talk about their situations, have their voices heard and

their concerns acknowledged and acted on one way or another.

Bob, Polly and Milly bridged two different approaches to the operation of the
hospice day centre both before and after the changes. They indicated that
they felt a certain amount of involvement albeit warily from taking part in the
consultation activities. Only after the views and concerns they had expressed
were either not addressed or were ignored did they start to feel disempowered
by the exercise. David also experienced difficulty when getting involved in a
formal consultation process about setting up a book club. He discovered that
his views seemed to be discounted because he was in a minority. There was
a similar thread of hierarchical decision-making running through the
management approach to consultation activities that was apparent from the
experiences of Bob, Polly, Milly and David irrespective of when they had

started attending the day centre.

A sense of belonging and development of friendships between service users
and with staff had helped to generate a sense of community at the hospice.
The data show that such feelings were thrown into disarray by the
organisational changes and prompted feelings of alienation as well as
affecting a sense of wellbeing and self-identity among service user
participants. The opportunity for socialising and social participation was seen
as important factors for service users at this stage in their lives. The
organisational changes did not allow for spontaneity in decision-making on

their part or for willingly or easily facilitating their chosen activities.

Service user involvement at the hospice appeared to move to a more
tokenistic approach. This tokenism was indicated by the consultation activities
conducted at the hospice based heavily on patient satisfaction surveys with a
few face-to-face meetings. The impression from service users was that they
felt the management had already taken decisions before the consultation

process began. On reflection, the perceived lack of feedback or
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responsiveness from management could be a sign that they welcomed some
views more than others and possibly tried to exclude those that were perhaps

too critical or challenging of the proposals.

It would be nice if people would just listen — we may be dying but we're
not dead yet. (Milly).

The next section in this chapter explores findings from data involving staff

participants at the hospice.

5.4 Findings from staff participants

The organisational changes that took place at the hospice from 2013 onwards
included the assignment of new job descriptions to existing staff members;
new staff being recruited and a reduction in the numbers of qualified clinical
staff working at the day centre. The roles of staff participants are included in

Appendix 3.

Through thematic analysis of the data, | identified three overarching themes:
Understandings of service user involvement and potential barriers in a
changing organisational environment; Involvement and disempowerment in
changing staff roles at the hospice and Belonging and alienation relating to
roles and working relationships at the hospice and the impact on service user

involvement.

5.4.1 Overarching themes - summary

1) Understandings of service user involvement and potential barriers in
a changing organisational environment.

Different understandings of the nature, extent and limits of service user
involvement at the hospice emerged from the data. These understandings
appeared to differ depending on the role that a staff member fulfilled at the
hospice. A sense emerged that the hospice could be moving towards a more
clinical or hospital-style approach in the care it provided. Nurse participants
that worked at the day centre were used to regular and direct contact with

service users and they sensed that barriers to this were starting to appear.
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These barriers included increased workloads caused by reductions in
qualified nurse numbers especially at the day centre that meant less time to
spend with individual service users. This had an impact on the ability of
nurses to facilitate service user involvement activities that they had previously
provided at the day centre and described by service user participants prior to

the changes being introduced.

2) Involvement and disempowerment in changing staff roles at the
hospice

This theme mirrors the theme identified from the service user participant data
in that staff also felt a sense of tension between their own involvement and
disempowerment due to the organisational changes. Staff participants had an
opportunity to take part in consultation activities conducted by the
management but a number of them felt that management had already taken
decisions outside of the consultation. This included decisions on changes to
specific roles and job descriptions. Any possible impact that the organisational
changes might have on staff previously engaged in facilitating service user

involvement activities did not emerge from the data.

3) Belonging and alienation relating to roles and working relationships
at the hospice and the impact on service user involvement.

The sense of belonging encapsulated the apparent need of staff participants
to feel part of the hospice community. The fact that longstanding staff had
been made redundant appeared to be a relatively rare phenomenon at the
hospice prior to 2013 and seemed to prompt feelings of insecurity among staff
as well as among service users. Data from service user participants indicated
that staff members were discussing their reservations about the changes with
service users in private. It could be argued that such conversations were as a
result of relationships and trust between staff and service users that had been
built over time. These conversations also potentially indicated that staff felt

they had limited outlets at the hospice in which to express their real views.

The three themes reflect the impact of the organisational changes on staff

participants at the hospice. A critical assessment of the influence that the
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changes had on staff perspectives and understandings around service user
involvement became quite complex. The changes in arrangements at the day
centre had a big impact on the ability of current staff to continue facilitating
social participation and involvement activities for service users in the ways

they had been doing prior to the changes.

The three overarching themes filter through the data in an intertwined manner

and are explored separately in the following sections.

5.4.2 Theme 1: Understandings of service user involvement and
potential barriers in a changing organisational environment.

Understandings of the words ‘service user and ‘service user involvement’
varied between staff participants and seemed to depend on the roles they had
at the hospice. A number of participants referred to the annual patient survey
or audit that had been conducted at the hospice over a number of years as an
example of service user involvement. An in-patient nurse, for example,
believed that such an audit “gives people at the bottom, if you like, the power
to influence things and improve things.” Unpacking this comment revealed a
number of assumptions. For example, a belief that an audit empowers people
that take part in it and that the comments that come through will be
acknowledged and acted on even though there might be no particular
evidence to show that this is the case. The comment also implies that the in-
patient nurse believed decision-making was correctly in the hands of those at

the top with others given their chance to contribute once a year.

A nurse manager believed that the words ‘service user was a term that
referred to patients and also relatives, carers and friends and those using day
centre and community services. The nurse manager also described service
user involvement as the way that people are able to have a say in the way
their care is provided. She was aware of the service user group at the hospice
and believed that it provided a formal means of involvement. She perceived
there was also an informal way of achieving involvement through the use of
individual care plans where service users would be involved in writing the

information contained in them.
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The quotations mentioned above seemed to imply that the two nurse
participants viewed service user involvement on a broader scale as an activity
that happened elsewhere such as through the hospice service user group for
example. Otherwise, such involvement seemed to be viewed as an individual
activity that happened solely around the provision of care services. Other staff
had different understandings of the words service user and who was covered
by it.

A service user would be someone who uses our services. First patients
and families and then other organisations that we interact with, that we
supply a service to whether that be education, support to GP practices

and improve their awareness of palliative care. (Personnel Manager).

The quotation above revealed a much broader view of who a service user
might be that included a belief that some staff would fall under the term. The
personnel manager expressed a similar view to the two nurse participants
quoted above that service user involvement was achieved through individual
care plans. An educator at the hospice regarded external staff receiving
training at the hospice, including students, as service users because they
were using services provided by the hospice. The idea that staff could be
regarded as service users was put forward by two staff that did not have direct
contact with service users (that is, patients) at the hospice as part of their
roles. It could be inferred that having a more outward facing role that involved
interactions with external individuals and organisations could potentially blur
the meaning of ‘service user as well as the meaning of ‘service user
involvement.” This line of understanding implies that service user involvement
could potentially be seen by some staff as an activity that can occur among

professional staff thus adding to complexity of understandings.

Staff participants were asked about the service user group at the hospice. The
in-patient nurse did not appear to be aware of it, even though she had worked
at the hospice for 12 years, or what it did. With her role in the in-patient unit,

there was more understanding in her responses of the potential for informal
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and individual participation or involvement of service users in their own care

rather than their ability or necessity to influence decisions on a wider scale.

A counsellor participant had previous personal experience of being a member
of a service user group. The counsellor was aware of the hospice service user
group and was aware that it had some influence on decisions concerning the
day centre during the organisational changes. The counsellor seemed to
believe that the service user group was quite powerful although perceived that
the caregiving voice in the group might be stronger than the service user
(patient) voice. He also thought that by providing the means for a collective
voice, the service user group was stronger than individuals in trying to

influence decisions.

Day services were going through a huge change. Service users used
to come for the whole day for therapies, meals, social things. But the
hospice was moving away from that and said it was ditching the
groups. There was a big uproar and so they kept the existing
groups...The service user group [at the hospice] had a lot of meetings
about it. The collective voice made them [service users] heard.

(Counseller).

The opportunity for service users to meet together and discuss issues among
themselves as well as fill in surveys was felt by one nurse to be a worthwhile

exercise that could provide useful feedback.

| do wonder sometimes about the tick box exercises of surveys and the
limitations of people putting their handwritten thing that they hand in
and how much that limits the honesty that might be expressed there,
you know. [There are] formal periodic opportunities for service users to
feedback on the quality of care and experience of the hospice, but I'd
also like to see regular focus groups as well - that sort of forum felt to
be genuinely neutrally held [before the organisational changes] and |

think it's a good way of people feeding back. (Day Centre Nurse).
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The quotation above hinted at a desire for a move back to some
arrangements for service user involvement in the form of focus groups that
the hospice was operating prior to the organisational changes being
implemented. Socialising was an important part of involvement too in the day

centre nurse’s estimation.

Social context is very important, a place where people can share, they
can forget, they can be themselves, they can feel listened to, there’s a
whole lot of benefits that come from creating a social context that spills
into the other areas - don’t divide up these artificial ways. To my mind

it's core and very important anyway. (Day Centre Nurse).

The importance of a social context enabled service users from this nurse’s
perspective to feel comfortable and feel as though they were being listened to
that “spills into the other areas.” This view contrasts with the views expressed
in earlier quotations in this section when social context was not mentioned in
relation to service user involvement and was perceived as only being about

provision of care services.

Staff can sometimes be too parental in their approach towards patients.
Some patients were really frightened about the prospect of being in a
hospice and so talking with them about what care they would want and
planning for what happens when the symptoms get worse was
considered a step too far. It puts professionals off, we like to think we
can be sensitive to a patient when they have been given a diagnosis

and don’t want to overload them with anything else. (Nurse).

The quotation above indicated a potential barrier for staff when trying to
initiate conversations with service users about the kind of care they wanted
and how much they wanted to be involved in decisions about it. But it also
indicated that perhaps personal fears and perspectives of staff could act as
barriers to attempting such discussions indicating a desire not to want to risk
upsetting service users. There was general acknowledgement from

participants that individual service users could have involvement in decisions
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about their own care, on admission and through patient surveys and audits,
although some caveats to that involvement were put forward as described

above.

The service user group at the hospice has been mentioned earlier in this
section. There was an implication that service user involvement at the hospice
was potentially made stronger by the presence of family and friends

advocating on behalf of service users.

It [service user group] has lots of influence. For example, transport
services - people were going to have to find their own way [to the
hospice day centre] and now it's been kept the same as before. There
weren’t going to be any kind of drop-in sessions for big groups and that
changed. The service user group fed into hospice decision-making, for
example, the trustees who have joint meetings with the service user
group. The service user group has become more powerful than when |
first joined [the hospice]. Done a lot on recruitment; more carers on it
who lost someone; about 25% of people [on it] are receiving care but

not right at the end of the journey-hard to catch. (Nurse).

The above quotation seems to imply that family members whether current or
previous carers for a service user at the hospice acted as advocates for
service users through the service user group especially during the
organisational changes. It was interesting to reflect that when service user
participants were asked during the interviews whether they were aware of the
hospice service user group, they all responded that they did not know about it
or what it did.

Following a discussion with the chair of the hospice service user group prior to
my data gathering activities, | noted in my PhD journal that the chair had told
me they did not speak to service users about the organisational changes and
did not seek to get security clearance for members of the group to do so. On
the one hand, this could potentially imply there was a potential disconnect

between this group and service users at the hospice generally especially
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those using the day centre. On the other hand, it could also imply that informal
channels of communication were being used from service users via family
carers to the group that they then acted on. It became apparent that service
users with cancer and their families had a strong voice at the hospice via the
service user group. The counsellor believed that a local cancer network was
very influential with their contacts to health professionals in the area. The

implications of such influence are discussed more fully in Chapter Six.

Senior management participants appeared to have knowledge about the

hospice service user group and the activities it engaged in.

The service user group has influenced the content of advanced care
plan forms and these are now being used countywide, not just at the
hospice. It took two years for the care plan forms to be devised with the
user group pushing strongly for it to be a patient-held document. Also
when the hospice management are thinking about strategic matters,
the opinion of the hospice service user group would be sought. (Senior

Educator).

The quotation above from a senior educator at the hospice presents wider
knowledge of the work of the hospice service user group compared to other
staff participants. This is due to the fact that the educator attends senior
management meetings and would be privy to information being fed into such
meetings. The educator expressed a view that a representative from the
service user group should attend senior management team meetings to take
part in decision-making that did not happen at that time. The reasons why this
did not happen did not emerge from the data. It could be implied that hospice
management did not see a role for the group being involved in decision-
making around staffing or wider hospice issues. Even with a hospice service
user group presence on various committees, it could not necessarily be
construed as evidence of effective service user involvement at the hospice.
Such a presence could mean one person attempting to act as a conduit for a
whole community of service users and caregivers but actually only perhaps

being representative of particular sections of that community. Service user
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participants were not aware of the user group’s existence and their views

could therefore be missed.

5.4.3 Theme 2: Involvement and disempowerment in changing staff roles
at the hospice

As with the service user participants, some staff participants appeared to have
an initial expectation that if they took part in the consultation activities at the
hospice then their views could potentially have an influence on decisions
around the organisational changes. As with the service users, for some staff

this expectation was short-lived.

There was a ‘consultation period,” there were several factors presented
at the beginning of that consultation period that seem to have been
decided already [and] the extent of the changes surprised me [it
seemed to be] management behind closed doors talking about the

changes. (Day Centre Nurse).

The words ‘consultation period’ in the quotation above have single quotation
marks around them to show there was an indication of irony in the tone of
voice in which this comment was made. A sense of resentment permeated
this quotation about decisions being taken in secret considering the extent of
the changes taking place. The Day Centre Nurse also sensed that service
users experienced similar reactions to the consultation activities at the

hospice.

Some of the things were, eventually did shift, but | know that there
were with some service users, a dissatisfaction and anger in the fact at
how some of the changes seem to have been decided on without
earlier consultation. It could have been presented: these are the issues
we face nationally, what are the possible solutions we can come up
with as a collective, but that didn’t happen. To my mind that would have
made the process a whole lot smoother and would have made things a
lot less stressful for service users and would have been more
representative of those service users and have an opportunity to be

represented properly at the beginning. (Day Centre Nurse).
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The quotation above indicates awareness that some of the decisions taken
early on by management outside of the consultation process had to be
altered. It could also be inferred from this quotation that there was a desire for
staff and service users at the hospice to be viewed as a community that could

have provided potential solutions in a collective way.

An on-line staff satisfaction survey was operated by the hospice but it was not
clear whether this method was available to both staff and volunteers, was

used widely or had any tangible effect on the hospice.

The organisation has grown massively, particularly recently and there
are always things going on that we don’t know about. | would like to
have a lot more feedback but I'm not sure how honest people are in
feedback; have questionnaires for people who want to feedback and
they cover all areas. It would help our growth and understanding to
have much more contact with patients and families but it's

practicalities, isn’t it? (In-patient Nurse).

Part of the practicalities mentioned in the quotation above also seem to relate
to changes in roles and job descriptions due to the organisational changes
that had an impact on a number of staff participants and affected their

previous ability to interact more closely with service users.

| do feel, in the last few years, there has been less time to do
psychological care, the chatting, but then we’ve had different roles step
in as well [such as] family support that had been more ward based so
it's been taken away from our role and added to another role. (In-

patient Nurse).

A “homely environment” was how the in-patient nurse described the culture at
the hospice prior to the organisational changes with staff wearing polo shirts
and carpet on the floors. Her perception was that the hospice was becoming
more clinical in its approach and the homely atmosphere was declining. The

nurse regarded this as a “shame” but believed it to be necessary because of
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“legislation, particularly on infections” and believed that “sometimes it's a

compromise.”

A flexible and less formal approach within the hospice prior to the
organisational changes being introduced, appeared to enable an element of
control for service users that was then diminished fuelling feelings of
resentment. For staff it seemed to be a question of adapting and carrying on
as required with the organisational changes whether or not they agreed with
them or felt any resentment. It also appeared that informal methods of
communication between certain staff such as nurses and service users at the
day centre continued to a certain extent during and after the organisational
changes and indicated a potential desire for such interactions to continue from
both sides.

The data showed therefore that staff appeared to have differing perspectives
on the role and influence of service user involvement at the hospice. These
perspectives seemed to rely to some extent on the particular roles the staff
fulfilled. For instance, the in-patient nurse seemed to accept that service user
involvement was very much a formal and management level pursuit and that
service user views could influence decisions through patient satisfaction
surveys for instance. Perspectives on the effectiveness of formal methods of
consultation and their potential for enabling those taking part to affect
decision-making seemed to be influenced by a notion that if there was a
visible presence of these activities, such as people filling in forms and
surveys, then it must automatically mean they will have some sort of
influence. However, as mentioned previously in this chapter, the use of formal
methods of consultation can be tokenistic and used as a way of giving an

appearance of involvement and influence but in fact do not do this.

The problems mentioned by the counsellor that followed initial changes to
arrangements at the hospice day centre indicated that formal methods of
consultation had not enabled individual service user voices to be heard.
However, collective action via the hospice service user group appeared to the

counsellor to have influenced management and led to amendments to
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previous decisions in order to try and allay service user concerns. The
counsellor also mentioned the fact that the local cancer network that operated
in the local area was particularly strong and in his view had an influential voice
at the local hospital among health professionals that worked there. The
possibility that service user involvement and its effectiveness and influence
might be connected to particular conditions, such as cancer, are discussed in

further detail in Chapter Six.

The use of consultation activities at the hospice perhaps provides an example
of management trying to give the impression of empowering service users
and staff by appearing to involve them in decisions about the changes. At the
same time however, management kept hold of the reins of ultimate decision-
making by controlling the limits of that empowerment. Management plans for
the day centre were altered only when service users acted collectively outside
the consultation activities via the hospice service user group to protest about

some of the changes. This kind of recourse was not available to staff.

Reflecting on the organisational changes at the hospice, such an experience
could potentially incline the management to try and embed the hospice
service user group more tightly into the overall system and structure. By doing
this, the management could then potentially monitor and control the group
more tightly and hope to avoid any further problems in the future. This aspect

is discussed further in Chapter Six.

5.4.4 Theme 3: Belonging and alienation relating to roles and working
relationships at the hospice and the impact on service user involvement.
As mentioned at the start of this section, the sense of belonging encapsulated
the apparent need of staff participants to feel part of the hospice community
that emerged from the data of those staff that had been at the hospice for a
number of years prior to the organisational changes. This community sense
was enabled, for example, by the holding of regular hospice-wide staff
meetings covering all roles that also allowed for social interactions across
different disciplines. The sense of alienation started to arise in 2013 when the

hospice-wide staff meetings were discontinued.
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Along with role changes, there was a perception that there had been an
increase in the number of staff at the hospice but uncertainty about the areas

where any new staff had been appointed.

Been through a big period of change throughout the hospice...and it's
been quite hard for people, bucking against change; not particularly
happy with things. I’'m now managing staff who | had previously been
working alongside [and it has been] quite difficult. (Clinical Nurse

Manager).

The feeling behind this quotation above indicated an attitude towards change
that might be the perspective of anyone in many working environments that
had been promoted from the shop floor, as it were, into a management role
that involved supervising others who had previously been colleagues at the
same level. It also indicated awareness that other staff were finding the
changes difficult and possibly fostered a sense of resentment as a result. The
clinical nurse manager seemed to feel that this promotion could have added
further to feelings of discontent that potentially could be an alienating force

between her and other staff.

An indication of where new staff were being appointed is highlighted by the
moving of a number of departments originally based at the main hospice site
to other offices a few miles away. The departments that were moved included
marketing, finance, IT and personnel that did not have direct interaction with
service users. These departmental moves could lead to the perception that
work carried out at the main hospice site was to be confined to providing
clinical services. The moves could also potentially engender feelings of
alienation between different members of staff depending on the site they
worked at as well as a further chipping away of a sense of community among

all those working at the hospice.

We have moved from an on-site in-house team where we see and
speak face-to-face with a lot of individuals from different disciplines to

one where now, off-site, it is more structured. People have become
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less visual to us but | think we have become more strategic in the
things that we do with the end user in mind, not losing sight of what
we're here for and what we do and work for. It's about what can our
team add to the bottom line to create more funds to provide clinical
services. We constantly think of how we can do things better to
improve the reputation of the hospice and improve the work and lives

of our employees. (Personnel Manager).

The quotation above appears to indicate that a slicing away of particular
functions helped to enable a more structured and therefore potentially more
effective approach to the particular work area. It is interesting that the
personnel manager mentioned funding towards clinical services as a primary
aim rather than going towards socialising activities for example and the

importance of reputational activities. But having distance was not all positive.

A slight negative for me is because I'm slightly detached from the
nucleus [of the hospice] and the patients within it. Not because | see
patients often but sometimes | feel | could be a support service for any
organisation because we are remote. I'm quite lucky because | do
come in and out of [the main hospice site] quite regularly but some
members don’t, so you lose the visual attachment to the patients, if you
like, and engagement with other members of staff. (Personnel

Manager).

The personnel manager regarded himself as lucky in being able to regularly
visit the main hospice site that enabled him to keep hold of a visual sense of
the organisation as well as some links with other staff. The comment that the
offsite departments could be a support service for any organisation could
further indicate a potential softening of the ties that previously bound the

hospice together as a community operating on one site.

| took the opportunity to interview two hospice volunteers during my fieldwork.
Although unpaid, they seemed to have important and varied roles. These

roles included gardening; nurse helpers; ward helpers; complementary
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therapists; kitchen helpers; hairdressers and drivers. Many of these roles
meant interacting with service users and staff at the hospice. Indeed, service
user participants mentioned that they formed friendships with those volunteers
that provided them with regular car lifts to the day centre and, after being
driven home, service users would invite volunteers into their homes for a cup
of tea. With the organisational changes, this kind of invitation to tea was
discouraged for reasons that were not particularly apparent to service users or
volunteers. This represented a further potential strand in the story of
disconnect, disempowerment and alienation from the hospice felt by the

different participant groups.

The numbers of volunteers at the hospice may have increased since the start
of the organisational changes and one volunteer participant conjectured
whether this could mean a management intention to replace staff with
volunteers. There were well over 1,000 volunteers at the hospice at the start
of 2016.

The hospice could not function without volunteers and I'm not sure if
the volunteer centre is managed as well as it could be. The bulk of
people here are not paid so they should put more resources in. There
is training for volunteers and they are accredited so they should be
treated better particularly if they are giving up time and money and if
they’re not supported, they get angry. A lot of volunteers are
professionals in their own rights — charities could not survive without
them...take them out now and everything would grind to a halt in this

hospice. (Volunteer 1).

The quotation above indicated a perception that the hospice was potentially
moving towards a different model of care involving more volunteers taking on
what could be referred to as supportive roles. This could lead to paid staff
focusing on the direct contact roles with service users possibly with an

emphasis on the clinical side of care.
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| sense a pressure towards medicalisation of palliative care. There are
some external vibes in terms of the complexity of treatments that are
available to people now that’s all good and well but | have felt at times
that it is squeezing the psychosocial softer qualities that we bring that,
to my mind, are equally and sometimes more important. (Day Centre

Nurse).

The quotation above provides a hint of possible tension with the perception
that emphasis is moving towards a clinical or medicalised approach to care at

the hospice that could potentially bring its own problems.

There’s a lot of arrogance in the orthodox medical profession
unfortunately and that gives a very narrow view of healthcare to the
detriment of people receiving that healthcare. There should be a
healthy and holistic approach to it with patients having an awareness

and having control of their own health. (Complementary Therapist).

The complementary therapist did not necessarily view the organisational
changes at the hospice as a problem. She seemed to welcome an increase in
interaction with nurses at the hospice but did seem to be aware of some
hostility towards her role from what she referred to as orthodox medical
professionals. It could be inferred that there was some tension between
different areas of expertise that staff were fulfilling at the hospice as the
organisational changes came in and new staff were being appointed. It did not
necessarily mean they acted as forces of alienation although this seemed to
depend on where the new appointees were based either at the main hospice

site or at the offices off-site.

Formal preparation of staff at the hospice for the impending organisational
changes appeared to have been limited but the effects of the changes did
have some positive results for one staff participant.
No formal training to deal with changes but do have reflective sessions
where we sit with some of the counsellors from the hospice and talk

about things that have happened on the ward and reflect, support each
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other. It's very beneficial. Everyone feels better supported than
previously and that they are listened to. When these happen, the floor
is covered with bank staff so whereas it used to be where 1 or 2 staff
were able to go and the rest would be rushing around the floor, don’t
have this anymore, all staff go, it's mandatory really. (Clinical Nurse

Manager).

This particular change mentioned above appeared to be welcome when
compared to how reflective sessions had been handled previously before the
organisational changes were introduced. The effect on service users of having
bank staff provide their care while these reflective sessions took place was
not mentioned. It could be inferred that the reflective sessions helped to
encourage a greater sense of support and belonging but perhaps more of a
professional belonging rather than a sense of belonging to a wider hospice

community.

The findings under this theme indicate that the moving away of certain
departments from the main hospice site to another site a few miles away
could potentially signal a split in the hospice community that could add to
feelings of alienation. The change in operation of the day centre caused
some staff to feel they had less time to engage in interactions with service
users than they had been able to previously, outside of providing necessary

medical care or to facilitate activities on behalf of service users.

5.5 Staff findings summary

Three main themes have been presented in this section and a key point that
emerged from the data includes a general belief among staff that service user
involvement is primarily concerned with care provision and services. This was
the case irrespective of whether staff participants believed the term covered
not only patients or families but also GPs or external staff groups who came

into contact with the hospice for training purposes for example.

There was a general view among staff that service user involvement was not

an activity that could or should enable service users to have broader influence
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over decision-making at the hospice. This view seemed to depend on the
particular role of a member of staff. For example, the day centre nurse,
counsellor and senior educator viewed service user involvement as covering
broader decision-making and involvement activities at the hospice. The in-
patient nurse considered it was all handled in the main through annual patient
surveys that gave service users “a little bit of power.” The amount of social
interactions possible with service users appears to account for some of this

difference.

There was a general awareness that the hospice had a service user group but
not much knowledge about what it did. The senior educator who was also a
member of senior management decision-making bodies at the hospice was
aware of it from a hierarchical perspective, that is, due to a service user group
representative attending some senior management meetings and also being a
trustee of the hospice. The counsellor was also aware of this group but for a
different reason. He had seen the impact it had acting as the focal point for
channelling collective objections to initial changes in arrangements at the day
centre. However, reflecting on this view, it seemed that this group might only
have provided a collective voice for those that were members or had
connections with members of the group rather than for service users across

the hospice.

The data and main themes indicate there were some shared tensions felt by
staff and service users. These tensions were in relation to concerns and
worries towards the organisational changes taking place at the hospice and
the potential impact they could have on relationships and work practices. For
example, for the day centre nurse it meant having less time to spend talking
with service users and only having time to administer to their physical and
clinical needs. The data also show that a lack of time to talk with staff and
reductions in numbers of qualified staff at the day centre was also noticed and

regretted by service users who felt they were losing important connections.
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5.6. Public records, hospice CEO and managerialism

Analysis of data from interviews with service user and staff participants
indicated that the hospice could be introducing a business or managerialist
approach to its operation. New appointments at a senior level including a new
CEO occurred at the same time as the organisational changes were being
introduced. | felt this situation warranted further exploration particularly in

regard to possible influence on service user involvement at the hospice.

Further data were therefore generated from two sources, firstly, written public
sources about the hospice that involved a search, analysis and comparison of
online hospice accounts and provided clues about the changes in the
organisational and managerial approaches at the hospice during the years of
my study, and secondly, the new hospice CEO who took up the post just prior
to the organisational changes being implemented. | felt it was important to
understand the new organisational objectives, the reasoning behind the
changes and whether the implications for service user involvement had been

considered.

A review held by the hospice that took place before the start of my fieldwork
was, according to the data, intended to identify the kinds of risks that the
hospice could face, the potential impact of such risks and ways to mitigate the
impact. A big part of the reasons for this review included the belief that the
role of hospices was changing and there needed to be a considered response
to such changes to ensure the hospice could sustain its position into the
future. Decisions around the reorganisation appeared to be taken for the
purposes of sustaining and developing the financial health of the hospice as
well as broadening its reach and were significant factors to emerge from the
data. The cost of operating an independent hospice will vary of course,
depending on its size and reach but, generally speaking, it necessitates a

hospice raising millions of pounds annually.

The data generated from the CEO indicated an intention for the hospice to
move towards a more business-like approach in its relationships with external

bodies. This intention appeared to be partly driven by the wish for hospice
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care to be seen as a concept rather than a building that could provide a
holistic approach to care and then drive such a philosophy across the wider
health and social care system. Part of this thinking on the part of the CEO
appeared to be the recognition that although the care being provided by the
hospice was reaching certain people, there was still an unmet need and there
was a desire to address this unmet need. Reaching out across the health and
social care system included establishing links and working collaboratively with
NHS bodies such as Clinical Commissioning Groups, for example, as well as
with local GP and community health services. This kind of approach also
included dealings with other UK hospices by forming partnerships for certain
activities such as procurement. During interview, the hospice CEO considered
that the voluntary sector, unlike the public sector, could use a range of tactics
to help deliver change and deliver improved outcomes. There was also a
belief that this could be achieved on a larger scale than one hospice
organisation and more broadly than palliative care by using “sometimes quite
commercially-driven approaches with a sense of clear values and a clear
sense of mission around, you know, improving health and care” (hospice
CEO). The CEO also held the view that hospices had traditionally focused on
fairly specialist needs but by turning them into something that was much more
fundamental to a system then the principles of what hospices do could be

scaleable and deliverable to more people.

The words “delivery of services” that appeared in the data are often used to
describe how health and social care systems provide care for people. It
implies a perspective that service users play a passive role and yet their
ability to play an active role in their own care with a degree of involvement in
decision-making around it emerged as an important element of care in
findings from a number of staff participants at the hospice particularly the
nurses. The ability to have some control over their activities at the day centre
was also cited by service user participants as being an important factor for
them in helping to maintain independence and feelings of identity that were
explored earlier in this chapter. So there was a potential tension between

ambitions for scaling up the activities and reach of the hospice while running
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the risk of potentially alienating service users and possibly staff particularly

while the operational and structural changes were taking place.

The changes included an internal reorganisation of the hospice structure that
involved separation of activities at management level. For example, a
governance committee comprising senior managers from across the hospice
was established to oversee risk management at a corporate level while
clinical tasks were to be overseen by a clinical committee made up of trustees
and staff. A representative of the hospice service user group was a member
of the clinical committee and attended meetings but was not a member of the
governance committee at the time. This hinted that there may have been a
management view that the service user group should be concerned with
clinical and general care issues at the hospice rather than being involved in
major decisions affecting the hospice overall. This points towards a
managerialist approach that had implications for service user involvement at
the hospice. This approach is further indicated by the terminology used in the
public records to describe the approach of the hospice in developing external
partnerships such as, for instance, “maximising efficient spending” and “open
data and trends to assist hospices maximising value for money” (Hospice
Report and Accounts). This type of language would not be out of place in a

private sector business.

Another hint of increasing managerialism at the hospice was indicated by the
moving of a number of departments, such as marketing, finance, fundraising
and personnel, to another location with care, clinical and nursing services
remaining at the main hospice site. The departments that were moved,
according to the data, would be following a more business-like approach in
their work. While there may be very good reasons for any organisation
changing the physical location and practices of particular departments, it
could potentially lead to problems with communication and co-ordination
across the whole organisation. While there were formal methods of decision-
making through the management committees, the departmental location
moves could reduce the opportunities for informal lines of communication

between management and staff to sort out potential problems, for example, or
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for offering encouragement and support. Cornell and Nwoka (2015) suggest
that a systems level approach to management relies on an organisation being
seen as a system that has integrated parts that need to be co-ordinated to
promote efficiency. Any inefficiency in communication and co-ordination
between staff and management could potentially have an effect on

communications with service users and on service user involvement

The public records showed an increase in the number of volunteers at the
hospice over the years of my fieldwork. A possible reason for this could be a
stronger focus on fundraising activities for enabling the hospice to sustain
itself into the future. Figures indicating a year-on-year increase in bed
occupancy at the hospice featured in the data along with an increase in
throughput of service users, increased capacity at the day centre and another
increase in visits to people living in the community that needed palliative care.
On the one hand, it could be considered that these are welcome
developments, as they appeared to show more service users in the locality
were receiving palliative care. The CEO implied that the services must be
good as the annual patient surveys regularly showed a very high satisfaction
rate among service users, for example, as high as 95 per cent rating it good
or excellent. On the other hand, there was no information provided in written
reports about the quality of the care being provided or the experiences or
involvement of service users receiving care or using other hospice services. It
can be concluded that the hospice reports and accounts strongly indicate that
significant organisational change was taking place at the hospice that involved
a move towards a corporate, business-like and managerialist approach in its

governance.

The organisational changes at the hospice could be viewed on the one hand
as positive actions that had been taken in order to ensure the survival of the
hospice and could lead to an extension of its services. On the other hand, it
could be said that these kind of systemic changes could turn a hospice into
another sort of organisation completely.

The interview with the CEO followed the same structure as with other

participants. The aim was to understand the CEQO’s perspectives on service
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user involvement in palliative care and at the hospice and also on the
organisational changes. The CEO was aware that | had interviewed service
user and staff participants from across the hospice prior to this interview. This
meant that | was able to ask questions about the issues that had emerged

from the data collected previously.

Two key themes emerged from the data gathered from the interview with the
CEO. Firstly, there were implications of a managerialist approach being
adopted towards organisational changes at the hospice. This was also
indicated in the public records where the remit of a new CEO was described
as being to deliver organisational change. Secondly, service user involvement
at the hospice being increasingly framed as consumer engagement with a
focus on rehabilitation. The terminology used during the interview indicated
very strongly that the CEO regarded service users receiving care at the
hospice as consumers, a term perhaps more usually associated with those

wishing to buy good and services.

The background of the CEO is relevant to mention here as it adds to the idea
of the kind of significant organisational change being desired by the hospice.
The CEO had management and commissioning experience in the NHS and
other public sector organisations and indicated a whole systems and
population-level interest in service delivery. The voluntary sector was

perceived as offering more flexibility and autonomy in affecting change.

There’s been big cultural differences and practical differences, | think,
working in the public sector than in the voluntary sector. | sort of think
of it (voluntary sector) as the best of both worlds — actually making stuff
happen, delivering change, delivering better outcomes is easier in the
voluntary sector ‘cos you can use a range of tactics and techniques to
do that, but you’re applying all of those sometimes quite commercially-
driven approaches with a sense of clear values and a clear sense of

mission around, you know, improving health and care. (CEO).
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Delivering change was therefore a crucial aspect of the CEOs remit and
potentially doing so in a “commercially-driven” way as mentioned in the
quotation above. It could be claimed that the CEO being regarded by at least
three service user participants as a lightening rod for criticism of the
organisational changes was understandable to a certain extent, in their minds
at least. The CEO had not been involved in the original decision taken by the
hospice to undergo significant changes but had been appointed to deliver
them and therefore represented the internal face of those changes to service

users.

The CEO also talked about opportunities for improving outcomes on a larger

scale than one hospice organisation and more broadly than palliative care.

| don’t think hospices are anywhere near commercial enough in their
thinking to be perfectly honest, um, | think they’re quite cosy and quite
protective and precious about how they approach delivering their care
and their services. | think rather than just perhaps focusing on being a
niche provider of superb care to a lucky few, actually thinking about
how do you drive a philosophy of care across the wider health and
social care system. | think that’s an entirely different challenge that, for
me, is much more engaging and exciting and the possibilities of getting
that right in the context of demographic change, and seeing how far
you can take hospice care and making it something quite different and
much more fundamental to a system, | think that is really interesting.
(CEO).

A sense of enthusiasm and energy emerges from the quotation above in
trying to create transformation in hospice care that could enable it to lead
change and drive a philosophy of care across the wider health and social care
system. The CEO also believed that hospices are generally quite small in the
scheme of things and focused on fairly specialist needs whereas they should
be willing to grow substantially and get much more involved in service delivery
and form more partnerships with other organisations. The words “delivery”

and “deliverable to” used in the data from the CEO are often used in health
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and social care systems. It implies a perspective that service users play a
passive role and yet their ability to play an active role in their own care with a
degree of involvement in decision-making around it emerged as an important
element of care in the findings from a number of staff participants at the
hospice particularly nurses. The ability to have some control over their
activities at the hospice day centre was also cited by service user participants
as being an important factor in helping them to maintain a certain amount of
independence and feelings of identity that were explored earlier in this
chapter. So a potential tension emerging between ambitions for scaling up the
activities and reach of the hospice while running a risk of alienating current

service users and possibly staff.

The CEO had views on the long-term future of the hospice and hospices in

the UK generally and the implications for long-term planning.

In 10 years, undoubtedly, we will be a much bigger organisation when
you look at demands for our services - not just growing demand for
hospice care as it's currently configured, | think it's that combined with
the fact when you look at the overall economic environment and public
expenditure, the gaps in NHS and local authority social care etc are
only going to get bigger. | think we’ll have a much more mixed model of
delivery, some of it will be paid for, some of it won’t be paid for, some
of it will be state funded, some will be voluntary funded, personal
budgets. (CEO).

Such a move on funding, as described in the quotation above, could enable
hospice services to reach more people and with growing populations and
increasing demand then this could be a good thing. It could also lead the way
to the potential development of a consumer-type model of care. This is not to
imply that such an approach would necessarily be a bad thing as the use of
personal budgets, for example, could potentially empower individual service
users that could then help to drive more personalised and flexible care. The
CEO also considered that such an approach to funding could provide a way of

addressing any funding gap as it could open the way for people to top up and

166



that a consumer-led model of hospice care could better meet hospice funding
challenges of the future. Reflecting on this, however, it occurred to me that a
mixed model of delivery could also potentially introduce different levels of care
between those who could afford to pay for extras themselves and those who

were not able to.

The experience of hospices in the past, as the CEO pointed out, was that they
could rely on a core amount of funding through a grant from the local authority
or the local NHS. Such grants are now open to competition and the grants are
becoming contracts with some hospices losing out and ending up in sub-
contracting arrangements sometimes with other for-profit providers. So it
could be argued that a competitive funding environment is already underway
and hospices need to respond effectively in order to sustain their futures.
Whether hospices are currently competing with each other for funding
contracts is not clear and perhaps this is a topic for further research and, if it

is occurring, an exploration of the implications.

The issue of funding and competition could provoke a move towards hospices
in the UK taking a similar approach to hospices in the USA whether they were
wanting to or not, but doing so in order to survive. The insurance-based
system of hospices in the USA is briefly described in Chapter One of this
thesis and points out that a large proportion of them are for-profit. Such an
outcome would have an impact on what could be called a more traditional
hospice culture. It would also have an impact on relationships between staff in
different disciplines; between staff and management; between staff and
service users and between service users and the hospice. There would also
be fundamental implications for service user involvement in palliative care
generally and in hospices if service users were to be regarded as consumers

provided by an insurance system of payment.

The findings from four service user participants in this study that had been
visiting the day centre on a regular basis for some time before the changes
were introduced indicated that there was upset and disappointment with the

process. From their perspectives, they felt their views had not carried any
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weight and had been ignored by management. There was recognition by the
CEO of the difficulties that the organisational changes may have caused for

current service users.

With some of the changes we put in place around some of our service
models where we did talk to service users a lot before we made the
changes, we did a lot of workshops, we did a lot of face-to-face
meetings and things, but despite doing all of that, it created a huge
anxiety for our current service users. | think what they were
fundamentally struggling with was, they didn’t disagree with anything
we were doing in terms of our plans for the future, what they had a
problem with was what we were doing with them currently was a core
part of their, you know, their ethos and changing something that
affected them personally, here and now, when their prognosis might be
quite short or where there is a lot of uncertainty in how they’re feeling

about things anyway. (CEO).

Following on from the quotation above, using hindsight to reflect on the
changes and how they were handled, there was recognition from the CEO
that perhaps some of them should have been approached in a lower key way
and on a more informal basis rather than heralding them as big changes
coming in all at once. It was felt that such an informal approach might have
helped to assuage some of the anxiety felt by some current service users.
Learning from this experience, the CEO commented that any future
developments or improvements in current services would be achieved in a

much lower key way.

What emerged from the data is that service user involvement using a
managerialist approach may mean having to take account of the views and
input of other ,s some of whom may carry more influence than the views of
service users/patients. These stakeholders, for instance, could include
hospice volunteers, people living in the community that are asked for their
views on what the hospice is doing and perhaps other local care organisations

that may have sub-contracting arrangements with the hospice. It could be
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argued that this would seem to further position service users/patients as
consumers. Beresford (2016) contends that the neoliberal model advanced by
government for cutting back public welfare systems and privatising public
services advances the approach of seeing service users as consumers who
pay for services. This author also talks about the difficulties of trying to fit a
consumerist model of care on to service users that have life-limiting illnesses.
It could be argued that viewing service users/patients as consumers in a
hospice context may require the invention of a different kind of managerialist
approach, perhaps a hybrid model that seeks to maintain the traditional
hospice movement ethos while borrowing business approaches for certain
aspects of the hospice’s functions such as those concerned with generating
income, for instance. These issues are discussed more fully in Chapter Seven

of this thesis.

As described earlier in this chapter, the change in arrangements at the
hospice day centre caused consternation among four of the service users
interviewed in this study. This change involved a move to a 8 weeks off, 8
weeks on standardised arrangement at the day centre. During the 8 weeks
on, service users would be able to visit the day centre for the day rather than
for attending an appointment; during the 8 weeks off, they could only visit to
attend appointments. Previously, service users could visit the day centre on
any weekday and stay for the day. The new arrangements involved service
users choosing from a menu of options and making appointments for
attending the day centre to carry them out. If all service users are choosing
from the same menu it would help make the delivery of care more efficient
and effective. What it would not allow for is spontaneity on behalf of service
users about what they would like to be doing at any given moment or much

flexibility as regards their changing and unpredictable life-limiting ilinesses.

Another possible consequence of individual personalisation of care involving
choosing from a menu of services is the hindering of opportunities for social
interaction between service users that the data shows was an important
aspect of their visits to the hospice. Relationships that had developed

between service users and staff at the hospice, sometimes over months or
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even years were also affected by the changes. Service user participants, such
as Milly, seemed to be left feeling bereft at the sudden disappearance of staff
due to reorganisation that they had got to know over a few years of visiting the
hospice and played a part in their coping mechanism. A challenge for
management at the hospice and the CEO, therefore, was to try and realise
the desire to scale up coverage of the hospice’s services while maintaining
responsiveness to service users making use of those services. This challenge
for management also involved trying to add value for an individual service
user at the hospice while managing the expectations of other individual
service users according to the resources available at any one time. It would
already be a challenge to manage expectations of service users with a life-
limiting illness because of the unpredictable nature of their conditions. A too
rigid system of providing care and services could unwittingly cause further

anxiety for a service user.

The data shows that service user engagement underwent changes at the
hospice during the reorganisation. For instance, a package called “I want
great care” was introduced by the CEO, that collects data from individual
organisations and enables benchmarks to be set and then compared with
other similar organisations. Reports from this package are fed into the hospice
management system and comparisons drawn from other reports and
information gathered from other sources to help inform future decisions
around the quality and care that is being provided. Other reports could include
those compiled from patient satisfaction surveys, for example, conducted at
the hospice. Other activities aimed at engagement that emerged from the data
included using Patient-Led Assessments of the Care Environment (PLACE),
also introduced by the CEO, that is used generally in the health service.
These assessments can involve cleaning audits, for example, and formal
processes that draws feedback from service users/patients about their
feelings on the environment and their experiences with it. The CEO took this
further to ask service users about their experiences of care at the hospice.
The PLACE assessment tool focuses on the collection of quantitative data
that can be statistically analysed with data posted on-line from other

organisations using the same tool (NHS Digital, 2017).
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Although a PLACE survey may enable more opinions to be gathered, it is not
an activity that could be regarded as facilitating service user involvement.
Patient satisfaction surveys or audits and evaluation exercises “tend not to be
valued by service users and can discourage more effective involvement”
(Beresford, 2016, p. 266). There appeared to be numerous opportunities
along the process for the hospice management to interpret responses as well
as on decisions about priorities. This could also provide opportunities for
management to either not acknowledge or even decide to ignore individual or
“‘unwanted voices” (Beresford, 2013, p. 8; Ocloo and Matthews, 2016, p. 3).
The CEO was very enthusiastic in describing the changes at the hospice and
was careful to emphasise that the care side of the hospice was very important
too. | considered that this indicated a genuine intention to maintain the original
principles of the hospice movement while approaching the provision of its

services in a different way in order to ensure financial survival.

It could be argued that a move towards a more prescribed method of
feedback could have implications for service user involvement at the hospice.
For example, it eliminated the possibility of service users coming together as
a collective with other service users to discuss the issues. Prior to the
organisational changes, service user focus groups were in operation at the
hospice that offered a way for individuals to express their views in a safe
environment with others in a similar situation. These views could then be fed
into hospice decision-making processes with service users exercising control
over any messages to be passed on to management. The focus groups were
discontinued after the organisational changes were introduced. It could be
concluded, therefore, that prescribed and formal feedback processes can be
disempowering for service users while providing a facade of involvement.
Such processes also hint at the change of approach by the hospice

management in viewing service users as consumers.

A service user group had been operating at the hospice for a number of
years. At the time of starting my fieldwork, the group did not appear to have a
great deal of involvement or interaction with service users at the hospice and

comprised mainly current or ex-carers of family members that had received
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care from the hospice. It was quite difficult in the data to assess the group’s
relationship with the hospice management and with individual service users
and the criteria or process used for appointing individuals to sit on it. Service
user participants said they had no knowledge of this group or what it did.
Management however used the group as a sounding board for testing ideas
and sharing plans. Towards the end of my data gathering activities, there
were signs of a move towards involving members of the service user group,
along with individual hospice trustees, in identifying and interviewing service
users at the hospice that were willing to be interviewed in-depth for gaining
feedback. A final summary report would be fed into the management team
but, as mentioned earlier in this section, such a report would be competing
with reports from other sources and management would still have the final
say. If the group predominantly comprised carers and ex-carers then it would
be reasonable to conclude the caregiver perspective could be uppermost in
any reports going to management as opposed to perspectives from individual
service users receiving care. Perspectives from these two groups on the
same issues can be very different. So what can seem a straightforward and
comprehensive approach to service user engagement to an outside observer
can actually contain levels of complexity and caveats that can affect the final

conclusions.

Along with the changes to more formalised attendance arrangements at the
day centre, there were also changes made to the centre’s purpose. The focus
was turned towards reablement that was also seen as an integral part of
scaling up services. Reablement is intended to encourage service users to
develop confidence and skills to carry on with activities themselves outside of
the hospice environs and enable them to continue living well and
independently at home (Samuel, 2017). It is also intended as a short and
intensive service aimed at people who have just returned home from hospital,
for example, or are frail or recovering from illness or injury. It is not my
intention to delve deeply into the positives or negatives of reablement in
relation to palliative or hospice care but it could be seen as a good approach
for enabling service users to practice self-care and live more confidently when

at home. The Social Care Institute for Excellence has produced an online
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guide on reablement aimed at health professionals (SCIE, 2018). But there
are some important caveats for its application in palliative care. For example,
a reduction in on-going support is one intention behind it and yet service users
with life-limiting illnesses need continuous and flexible support to the end of
their lives. As Milly indicated, she is not ill for the 8 weeks when she is allowed
to attend the day centre and then well for the following 8 weeks when she is
not allowed to attend for a day. The CEO did not mention spiritual or social
participation as important aspects of palliative care but such activities could

also be viewed as playing a big role in reablement.

5.7 Chapter conclusion

Analysis of all the data collected for my study indicated that significant
organisational changes had taken place at the hospice during the course of
my fieldwork. The changes also heralded a change in management approach
and culture at the hospice. The themes that emerged indicate that a change in
management style can create an environment that provides challenges for

effective service user involvement.

Very strong opinions were expressed in the quotations presented in this
chapter from three service user participants in particular and that they felt
disempowered by the change process as well as alienated from the hospice
community and felt they needed to fight to hold on to a sense of identity and
worth. A number of staff participants regretted the move away from a
community environment that they felt had been present before the changes
and considered that the hospice was moving towards a more clinical and
hospital-style approach with an emphasis on physical care. Staff participants
had also intimated that they had felt disempowered during the consultation
process and by the implementation of the organisational changes that had

affected their relationships with individual service users.

Analysis of the public records indicates that, in order to more effectively meet
potential challenges in the future, there was a desire by the hospice
management to change the direction of the hospice and introduce

organisational changes and hopefully, therefore, secure the continued
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existence of the hospice. This desire included the wish to broaden the scope
of the hospice and enable a wider distribution of its services to reach more
people especially during a time of population increase. This involved the
appointment of new personnel at senior level including a new CEO to oversee
the changes. The CEO was very enthusiastic about introducing and seeing
through the significant changes at the hospice as well as trying to influence
the health and social care sectors more broadly. The CEO admitted to
underestimating the possibility of resistance to the breadth and scope of the
proposed changes particularly those affecting current service users at the day
centre and the anxiety it would cause. A lower key, informal approach may
have been better rather than announcing big changes were coming. The CEO
considered this had been a learning point causing a move towards an informal

approach when developing other proposed changes.

Challenges that hospices could potentially face in the future were considered
by the CEO to include having to compete with the private sector for funding
and contracts that is already happening in the healthcare sector generally.
The CEO also considered the possibility of individuals having to pay
something towards their own healthcare whether through insurance policies,
for instance, private budgets or other personal means that could have an

impact on palliative and hospice care.

The future of care and how it will be paid for is an issue that other
organisations are delving into and coming to similar conclusions as the CEO.
For example, The King’s Fund (2017) noted that the NHS funding model via
taxation was coming under such pressure that it raised questions about its
sustainability. The Fund described the ways that other European countries
pay for healthcare either through taxation or by private health insurance or
social health insurance. All the funding models incorporated some form of
service user charging in the funding mix.

https://www.kingsfund.org.uk/publications/how-health-care-is-funded

The data showed an understanding that the introduction of a paid-for

relationship between a hospice and an individual could affect that relationship
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and provoke different expectations. For example, in a customer/consumer-
provider scenario that has already appeared in some parts of healthcare,
people may have access to information about other providers and can
compare them through benchmarking reports, for instance, and seek
alternatives. So elements of a competitive market and a consumer-led model
could potentially find its way into hospice care although it was considered by
the CEO that this scenario could be years away. However, the CEO also felt
that exploring every avenue of bringing in money for hospices should be
explored including fee-paying that could then be put back into the hospice
ensuring free care was also available for those that needed it. A gap between
expectation and reality “is possibly opening up and we’ll have to manage that
really carefully, and there will be some difficult trade-offs between those that
are paying and those that are not paying ‘cos without one, you might not be
able to do the other” (CEOQ).

The data also shows that providing care on an individual basis in a hospice
during a time of significant organisational change, whatever those changes
may comprise, can be problematic. The move towards widening the
distribution of hospice resources and viewing service users as consumers
receiving services could prompt a shift of focus from responding to service
users as individuals. This situation, allied with a greater emphasis on a
clinical/hospital and rehabilitative/reablement approach to care could carry
further implications for future relationships between service users, hospice,
staff, volunteers and management and therefore, for effective service user
involvement. As Richardson, MacLeod and Kent (2010) also highlighted, the
dominance and attraction of health discourse can lead to service users or

patients wanting what the system wants them to want.

Another facet of taking a business or managerialist approach is to view all
resources as potential assets that could be used to gain a competitive edge.
For example, the services of those working in Information Technology at the
hospice to the NHS as well as to other hospices although any help for those
with the same ethos may be provided for free. There was also the possibility

of sharing human resource services with other independent hospices in the

175



locality along with GPs and other outside providers paying for training

programmes provided by the hospice.

The implications emerging from the data around service user involvement at
the hospice leant towards viewing it in the future as a patient engagement
process or consultation and feedback process via various methods such as
written surveys and consultation events such as meetings. The emphasis
appeared to be on reablement as a big part of this engagement process with
the intention of enabling service users using the day centre to continue with
activities such as exercising when they went home with the aim of adding to
their quality of life. While this might be something that service users at the
hospice may welcome, there was a sense that service users were gradually
being disempowered. But the move towards using on-line surveys was also
viewed by senior management as a means for enabling individual service
user voices at the hospice to come through and not having sole reliance on

those views coming through the hospice service user group.

The themes and issues that have been presented in this chapter form the
basis for discussion and theorising that is presented next in Chapter Six

following some personal reflections.

5.8 Personal reflections

| had met and talked with senior staff at the hospice in my study prior to the
organisational changes being introduced from 2013 onwards that included a
vision for the future of the hospice. The general atmosphere at the hospice at
that time seemed very relaxed and | was informally introduced to staff while

being shown around the main site.

The initial impressions that | had of the hospice altered at the time my
fieldwork started in earnest in 2014. | noted in my journal, for instance, that
more staff had been fitted perhaps three into an office space previously meant
for one. Also, staff that | met informally mentioned their concerns about the
future of the hospice and | learnt that a number of long-serving members of

staff had left. | became very aware of needing to guard against making

176



assumptions at this point about the changes and also when interviewing and
analysing data. It was important to exercise rigour in managing the data
collection and analysis in order to minimise any potential bias.

As | had personal experience of caring for both my parents at the end of their
lives, | was also aware of the need to avoid imposing my own feelings on the
accounts that interviewees put forward. | used reflexivity to become aware of
my own sensitivities and to try and guard against making assumptions that
everyone has the same experiences. For example, some of the accounts from
service user participants were very strongly worded. While it would have been
tempting to be sucked into their perspectives, | attempted to stand back from
them while not diminishing their concerns. The emotion that came through
from service user participants was palpable and | was aware of the need to
stay detached but not aloof. Maintaining rigour involved regularly standing
aside from any personal emotional impact of what was being said during data

collection and during the analysis.

The unexpected organisational changes at the hospice in my study presented
new challenges that provided more levels of complexity than | was expecting.
| therefore had to adapt to the changing circumstances in order to identify
participants and conduct interviews as well as effectively identify themes and
theorise about the findings while maintaining a focus on providing answers to
my research question. The organisational changes at the hospice proved to

be intimately bound up with this process.
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CHAPTER SIX: DISCUSSION
6.1 Introduction
The research question for this qualitative study is:

What are the perspectives of professional staff and service users towards
service user involvement in palliative care within the context of organisational

and cultural change in a UK independent hospice?

My own position as a layperson pursuing this study enables me to provide a
unique perspective on the topic of my research. The different ‘I's (Peshkin,
1988) that | bring to the study cover my personal and professional life and my
voluntary work as a member of palliative care service user groups with a
number of UK third sector organisations. These ‘I's account for the active

voice used in the writing of this thesis.

This chapter presents a discussion on service user involvement including the
tensions that emerged in the data as the hospice involved in my study
underwent significant organisational changes during the course of my
fieldwork. The complexity of service user involvement in palliative care was
discussed in Chapter One. In common with other studies, such as Cotterell
(2006), my study indicates that approaches to service user involvement that
were developed in mental health, disability or in the NHS are difficult to apply

in palliative care.

The main themes identified covering both service user and staff participants
included power, control and relationships and a sense of both belonging and
alienation in a changing environment. A key finding from the data was that
whatever the illness a service user may have or however far along the
trajectory they may be and knowing they were potentially close to death, they
still wanted to have a voice and to be listened to. This desire not only covered
their own care but broader issues as well, certainly those affecting the
hospice. The introduction of a different style of management approach to

operating the hospice that occurred during the course of my fieldwork
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activities, prompted a great deal of upset and challenges for participants and
also for the hospice management. A wish to broaden the reach of the care
that the hospice could provide and to help sustain its financial future was a big
driving force behind the organisational changes as the public records and

interview with the CEO showed.

There were significant structural and cultural differences apparent at the
hospice before and after the organisational changes were introduced. For
example, prior to the changes an ad hoc approach to activities at the hospice
day centre was possible. The changes provoked a deliberate move away from
this ad hoc approach to an appointments-based system as part of a bid to
widen access to the hospice’s resources. Understandings of service user
involvement could not be separated from service users’ and staffs’ own sense
of belonging or disempowerment within the changing hospice environment
and culture. The organisational changes arguably underpinned the tensions
that emerged from the data. | also present a discussion around an apparent
managerialist approach being introduced at the hospice and its impact on
service user involvement. An explanation of managerialism was presented in

Chapter One.

The organisational changes at the hospice provided a major and unexpected
direction for my study. My research is qualitative using case study with
thematic analysis. | was therefore able to accommodate the new data being
generated in the interviews. This enabled me to analyse and reflect on the
findings and | decided that they held significant implications for my study
topic. Using a case study approach helped with investigating and analysing
the underlying reasons for the organisational changes. | was able to analyse
public records about the operation of the hospice. It also enabled me to
consider whether the organisational changes held further implications for
service user involvement in the future, not only at the hospice in my study but

also the potential for transferability to hospices generally.

| also highlight tensions between what | refer to as a sanctuary versus

business model approach to hospice care that is described in detail in

179



Chapter One. It may well be the case that neither sanctuary nor business
model approaches are ideal but effective service user involvement thrives on
and requires trust between service users and those that lead or manage an
organisation. Without trust, service users will not feel comfortable or feel as

though they have any influence.

| have identified three key areas in my study and these provide a structure for
the discussion in the next section. The areas are:

1) Service user involvement in palliative care - an under-

researched topic shrouded by misunderstandings with no

accepted best practice approach for its application or

evaluation.

2) Power, control and relationships where cultural and
managerial change coupled with political and policy change
can engender feelings of distrust, disempowerment and

alienation.

3) Hospice day centres and their role in facilitating service user
involvement as well as for engendering feelings of self-
esteem, trust and belonging among palliative care service

users.

6.2. Key issues
6.2.1 Service user involvement in palliative care - an under-researched
topic shrouded by misunderstandings with no accepted best practice

approach for its application or evaluation.

A common feature among both staff and service user participants at the
hospice was the shared lack of understanding about the meaning of the words
‘service user involvement’ and how it relates to palliative care particularly in
the context of a hospice. This indicates that such understandings do not seem
to have advanced much beyond findings in the early literature. For example,

Payne et al (2005; 2008) discovered a lack of consensus among
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professionals and service users about the meaning of service user
involvement in palliative care. This may have been compounded by the use of
the words ‘service user’ that Beresford and Andrews (2012) discovered were
unfamiliar to most people. The authors also found that the phrase ‘user
involvement’ was perhaps “the most opaque of the terms, advanced by some
as a route to personal liberation, while seen by others as a tokenistic dead-
end” [Beresford and Andrews, 2012, p.12].

The 1995 Calman Hine Report (Department of Health) appeared to open the
door for service user involvement in palliative care with a recommendation
that cancer services should be patient-centred. Beresford (2005) noted that
the hospice movement had always maintained that it was already concerned
with providing individual holistic care but the author considered that the
movement had been slow to address service user involvement. The authors
also noted that patient satisfaction surveys played a big role in hospices but
regarded their usefulness or appropriateness as an involvement tool to be
questionable. A renewed emphasis and expansion of the use of patient
satisfaction and other surveys was a feature at the hospice in my study
following the organisational changes. This indicated a possible move towards
a formal and standardised approach to service user involvement at the

hospice.

Attempts to define and represent the meaning and practice of service user
involvement generally has been attempted a number of times over the years.
Arnstein’s Ladder of Citizen Participation (1969) was the precursor to these
attempts and was described in detail in Chapter One. The Ladder has been
updated and developed by others such as Forbat, Hubbard and Kearney
(2009) and Tritter (2009). It does not necessarily provide a sophisticated
approach and, as Tritter (2009) suggests, it presents participation as a rigid
hierarchy rather than what he regarded as a complex mesh of possible
activities. Nevertheless, Arnstein’s Ladder is still used as a measure of
service user involvement. This does not necessarily suggest that it has led to
widespread acceptance and understanding over the years of what service

user involvement means particularly in relation to palliative care.
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Service user involvement has been a feature of activity in the fields of mental
health and disabilities that included the establishment of service user groups.
There is however, a difference between service user involvement in these two
fields and in palliative care. As Cotterell (2006) noted, service users receiving
palliative care do not readily form themselves into groups to try to influence
issues that affect them or tackle inequalities. This may be different for service

users with cancer.

In 2000, cancer networks were established in the UK (National Health
Service, Cancer Plan, 2000). They had resources provided by government
and comprised cancer service users and caregivers of people with cancer.
This initiative enabled cancer to have an influential voice in issues around
palliative care. As Cotterell (2006) also pointed out, those service users
involved in his research that did not have cancer seemed less inclined to
speak up, did not have access to useful information on which to base
decisions and therefore seemed unable to contribute as much as the cancer
service users that did belong to a network. However, in 2015, a leading UK
charity called Macmillan Cancer Support contended that the Health and Social
Care Act (2012) led to government resources being stopped and cancer
networks disbanded (Macmillan, 2015). Reflecting on the loss of cancer
networks, | would suggest that this has had the effect of diminishing the voice
and involvement of service users in health and palliative care. The cancer
networks may well have enabled the cancer viewpoint to dominate health and
palliative care discourse. They may also have served to ensure there was at
least some service user involvement in decision-making in these areas. Attree
et al (2010) identified cancer networks as being very effective at grassroots
level for improving the flow of patient information and the care environment for
example. The authors were more circumspect about the influence of the
networks at the level of strategic decision-making. They concluded that for
such influence to be effective, a more participatory relationship between
service users and professionals was needed along with more dedicated

resources for enhancing service user involvement.
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It could be argued that the service user focus groups that the hospice in my
study established prior to the organisational changes enabled a form of
service user involvement. These focus groups comprised service users and
sometimes members of staff and they discussed subjects covering aspects of
their care and the hospice that could then be fed into the management as
appropriate. When the organisational changes came into effect, the focus
groups were discontinued without any reasons being offered. This again
effectively cut off the voices of service users at the hospice in the same way
that discontinuation of the cancer networks had done. Both these examples
illustrate the necessity of government and management commitment to an
initiative in order for it to be introduced and sustained. They also indicate how
changes in governmental ideology and management culture can impact on
such initiatives and leave service users in a seemingly powerless position to

change anything.

From 2005 to around 2010, research into service user involvement appeared
to increase. This research interest can be linked to governmental approaches
and legislation in the area of health and social care as well as palliative and
end of life care. The emphasis of this interest, however, was centred on
clinical aspects of care and limited to the role that people could play in their
own care. The health professional voice was still dominant in the research as
Payne et al (2005) discovered in the years prior to 2005. It is noticeable in the
literature that there has been a tailing off of research into service user

involvement in palliative care since around 2010.

The findings in my study indicate that staff participants regarded service user
involvement as being primarily concerned with care and the opportunities that
service users had to be involved in developing their own care plans for
instance. This approach diverged between staff working in different areas. For
example, the relationships that the day centre nurses had developed with
service users, sometimes over a number of years, appeared to be of a
different order to those between nurses and service users in the in-patient
unit. Service users at the day centre were living with a life-limiting illness but

were likely not to be near to death and so were able to take part in activities
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and to express their wishes. A nurse participant said that some service users
could be admitted to the in-patient unit at the hospice in a comatose state.
She said that they might never regain consciousness before they died a few
hours or days later that meant there was no opportunity to form a relationship

with them.

Reflecting on the lack of understanding about service user involvement
generally as well as in palliative care, | concluded that a starting point could
involve finding a way of drawing on the wisdom and experience of service
users. This experience could then be used to help develop not only their own
care but also influence decisions about priorities, for example, whether on
government policy in this area or at a local level in a hospice. In palliative
care, Gauthier and Swigart (2003) referred to “embodied responding.” The
authors say that the physical, psychosocial and spiritual elements are
important for the whole individual in a hospice that can influence their
decision-making in that environment. The data from interviews with service
user participants in my study indicated that all these aspects that Gauthier
and Swigart highlight were important to them. The consultation processes that
were employed by the hospice in my study around the organisational changes
did not seem appropriately fashioned to enable service users with a life-
limiting illness to have meaningful engagement with the process or have much

influence on the outcomes.

Other methods aside from surveys for capturing the experiences and views of
service users in palliative care have started to emerge over the last few years.
For example, narratives and stories written or videoed by service users
themselves can provide a window into their world, expand knowledge and
provide a different strand of evidence on which to base policy (Gunaratnum
and Oliviere, 2009). Stories can also provide a non-threatening way of

challenging professional orthodoxies.

A programme called ‘Sharing Stories for Wellbeing’ (Garden House Hospice,
2016) was run in a UK hospice in 2015 and enabled people to share their life

stories in a group workshop. An evaluation of the programme reported that
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this approach enabled those taking part to come to terms with their
diagnoses, enhanced their self-esteem and self-identity and provided a way of
connecting with others. The National Institute for Health and Care Excellence
(NICE) has a website dedicated to evidence-based storytelling and individual
hospices seem to be carrying out storytelling activities, such as Garden
House Hospice in Hertfordshire, for example (Garden House Hospice, 2016).
The emphasis of these initiatives seems to be on improving the experience of
care for an individual service user. Important though this obviously is, also
being able to use this storytelling approach as a means for informing decision-
making whether at a single hospice or more widely could provide a way of
facilitating service user involvement in palliative care. The possibility of using
storytelling in this way was not raised in the interviews for my study and

provides a topic for future research.

There has been increased interest and activity since the 1990s around Patient
Public Involvement (PPI) in the NHS and later in health research (Wilson et al,
2015). The authors detail attempts over numerous years by policy makers to
facilitate service user involvement in the NHS that they suggest is an
indication that more effective mechanisms are still being sought. These
attempts include community health councils that were abolished in 2003; PPI
forums that were abolished in 2007; local involvement networks and
Healthwatch that was established in 2013. Since 2008, health research
funding streams have required en explicit account of how PPl has shaped a
proposal and how service users will be involved in the study (Department of
Health, 2008). It should mean service users are involved not only as
participants but also influencing the topics of research, conducting interviews,
analysing data, agreeing conclusions and receiving appropriate academic

support to fulfill the role (Involve, 2018).

Wilson et al (2015) also point to a catalyst for service user-led research in the
1980s. This involved criticism of an official report exploring the potential of
care home residents to participate in the running of care homes but excluded
the views of care home residents themselves (Hunt, 1981). The effective role

of PPl in helping to shape research proposals has come under recent
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scrutiny. For example, Rose, Carr and Beresford (2018) argue that the
Research Councils UK announcement of research funding streams in 2017
appears to place PPI as the only involvement strategy for service users in the
field of mental health. The authors contend that the language used in the
funding call emphasises clinical approaches rather than potential wider
societal influences. They maintain that this ignores service user-led research
and that PPI and service user-led research should be recognised as distinct
entities. There has not been a similar PPI or service-user led approach to

practice, provision or policy-making activities around palliative care.

6.2.2 Power and control where political and policy change coupled with
cultural and managerial change can engender feelings of distrust,

disempowerment and alienation.

Trust between all stakeholders is an important condition to enable service
user involvement to develop in a hospice setting and be sustainable. When
trust starts to break down, feelings of distrust, disempowerment and alienation
among service users and staff towards management can cause serious

impairments to effective service user involvement.

A sense of simultaneous involvement and disempowerment appeared to be
felt amongst both service user and staff participants in my study. As Beresford
(2016) describes, the black civil rights movement in the USA developed the
concept of empowerment that was later picked up and further developed by
mental health and disability user groups in the UK. Two strands of

understanding about empowerment emerged from these beginnings:

Personal empowerment, highlighting the need for change within us,
and political empowerment — the need for wider change - while
emphasising the need to address both if people are to be truly rather

than tokenistically involved in making change (Beresford, 2016, p.206)

The paradoxical feelings of involvement and disempowerment for service user

and staff participants in my study seemed to be prompted primarily as a
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consequence of the consultation activities about the proposed organisational
changes at the hospice. Service users felt that although they took part in
surveys and face-to-face meetings, their views were then ignored. Both
groups of participants also seemed to feel that decisions had already been
taken by the hospice before these consultation activities took place. The
disappointment at this situation felt by service users was palpable during the
interviews and this feeling also appeared to have been felt by some staff at
the hospice. A nurse at the day centre, for instance, was concerned at how
the views of service users appeared to have been ignored. He hinted that
service users had spoken with him in confidence about how they felt and he

had also noticed it for himself.

Beresford (2016) points out how people can be tokenistically involved in
making change. My study indicates that tokenism can be felt directly by staff
as well as indirectly on behalf of service users and directly by service users
themselves. For members of staff, this situation could be interpreted as
though their professional competence was being limited and controlled. This
is an effect that can be promoted by a managerialist approach that is covered

later in this chapter.

Arnstein’s Ladder does not provide a sophisticated approach to citizen
engagement as mentioned in the first section of this chapter. But | consider it
to be a useful guide for providing a visual illustration of the changing nature of
service user involvement at the hospice in my study. | have used Arnstein’s
Ladder as a template to show what has happened to service user involvement
at the hospice starting from my first visit in 2011 and each year up to 2016.
The reasons for the movement up and down the Ladder are presented in the

discussion following the diagram.
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Diagram 7.1 Arnstein’s Ladder of Citizen Participation (1969) tracking service
user involvement at the hospice 2011 — 2016

8 Citizen Control
7 Delegation Citizen Control
2012
6 Partnership
2011
5 Placation
2013 changes
- Consultation Tokenism
2014
3 Informing
2015
2 Therapy
2016

Nonparticipation
1 Manipulation

Arnstein’s Ladder (1969)
Degrees of Citizen Participation

As the diagram above shows, at the time of my initial visit to the hospice in
2011, service user involvement was near the top of the ladder indicating a
higher degree of partnership working and delegated power to service users
including an ability to make decisions. There was a gradual move further up
the ladder in 2012 towards ‘citizen control’ indicated by the introduction of
service user focus groups at the hospice. The organisational changes started
in 2013 and from that point there is a steady movement down the ladder. The

potential reasons for such a downward movement are discussed below.

Beresford (2005) identified a change in political terminology towards the end
of the 20" century. From that time onwards, there was increased talk from
government about putting the patient at the centre, working in partnership and
empowering the public in health and social care terms. This included palliative
and end of life care and was exemplified by a consultation followed by
publication of the 2008 End of Life Care Strategy (Department of Health,
2008).
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Against the backdrop of the effects of the global financial crisis in 2007/8, the
election of a coalition government in the UK in 2010 with a Conservative
Prime Minister and the subsequent implementation of austerity policies led to
cuts in funding of public services including health and social care. From this
point, government attitudes and legislation started to change emphasis and
the terminology started to change with an emphasis in legislation towards
healthcare and the NHS with very little if any on palliative care. For example,
the Health and Social Care Act 2012 introduced 152 new Health and
Wellbeing Boards into England and research by the National Council for
Palliative Care conducted in the same year found that less than half of them
had considered dying people in their strategies (National Council for Palliative
Care, 2012).

In tandem with the years of austerity measures, people are living longer and
very likely to have more opportunity for developing complex conditions leading
to an increase in demand for care services including palliative care. In order to
cope with this, the economics of care appear to be undergoing fundamental
change and can potentially influence the way that independent hospices meet
the anticipated challenges (Haslam, Theodosopoulos and Tsitsianis, 2014).
The prevailing approach of Conservative governments following the 2015 and

2017 general elections continues to be one of austerity and neoliberalism.

6.2.3 Neoliberalism and managerialism

Modern Neoliberalism dates from the late 1970s/early 1980s that coincided
with the election of politically right-wing governments in the UK with
Thatcherism and in the USA (Harlow et al.,, 2013). These authors also
contend that it was the influence of economists such as Hayek (1944) and
Friedman (1962) that when blended with right-wing politics gave dynamism to
neoliberalism. It is an ideology that has gathered pace since the 1970s in the
UK and has at its basic level, the hegemony of free markets and free trade
(Harvey, 2005). Neoliberalism achieves its aims through the processes of
managerialism with a drive towards enhanced performance and efficiency
(Harlow et al., 2013). The term refers to “the power and control of managers

and administrators within and over the organisations that employ them and,
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from a historical perspective, to the era of capitalism characterised by

managerial power and control” (Keissler, 2014, p.478).

Neoliberalism and managerialism have been the subjects of research in the
public sector, including health and social care, and the impact they are having
on the way that the public sector is organised is being highlighted
(Chevannes, 2002; Clark et al., 2004; Baines, 2011). Carlisle (2011) lamented
the confusion of machine efficiency with human effectiveness in managing
people and in effecting change in public sector organisations. The author
contends that this approach could lose sight of potential complex dynamics

and serve to produce undesirable outcomes.

When strategists drive change from the top down, implementing
uniform procedures, close monitoring, measurement, rewards and
sanctions to maintain tight control, they apply a machine metaphor to
the management of complex organizations and seek to make the
people within them efficient as opposed to effective. (Carlisle, 2011, p.
285).

It appeared to me during the course of my fieldwork and from analysis of the
data that the hospice in my study was engaged in an ideological battle. There
was cultural change taking place that seemed to be attempting, paraphrasing
Lynch (2014), to rework the purpose of the hospice, the role of professionals

and the definition of what it is to be a service user.

Performance, efficiency, outcome measures and broadening access to
resources were features of the approach being taken at the hospice since the
organisational changes were introduced in 2013. Whether this meant that a
neoliberal/managerialist approach was being introduced at the hospice,
whether it had consequences for service user involvement and whether it
ultimately matters are explored and discussed further in this chapter. | frame
the ideological battle at the hospice as being a sanctuary versus business

culture and this is also discussed further in the next section.
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6.2.4 Sanctuary versus business culture in hospice care

A sanctuary approach can emphasise a humane experience that sees service
users, frontline workers, managers at all levels and organisations as being
connected (Koprowska, 2014). Bloom and Farragher (2013) identified seven
sanctuary model principles for social work: “non-violence, emotional
intelligence, social learning, democracy, open communication, social
responsibility, and growth and change.” The authors say that this model is not
a clinical intervention but rather a way of creating an organisational culture
that can provide a cohesive environment in order to help people that have

experienced trauma.

My initial visits to the hospice started in 2011 prior to my fieldwork and it was
evident at that time that the hospice was being run as a sanctuary model
along the lines described by Bloom and Farragher (2013). This was
exemplified in a number of ways. For example, comments were made in my
discussions with the then CEO during my first visit in 2011 when | wrote
verbatim notes for my PhD journal. The CEO had a desire to drill down more
deeply into the views of service users at the hospice to try and elicit any
underlying issues that were not necessarily emerging from the patient
satisfaction surveys that they ran. In supporting my fieldwork, the CEO hoped
that service users might express their views more openly in the confidential
interviews with a researcher not connected to the hospice. There was a hope
expressed that the analysis of the data and conclusions could ultimately help
the hospice to improve its services and approaches to service users. The
CEO also informed me of the service user forums that were being run at the
hospice day centre and the possibility that | could attend those to inform them
about my study. A nurse participant also commented on the “homely
atmosphere” at the hospice before the organisational changes and how, in her
view, it was becoming more like a hospital. Service user participants had
described the autonomy that they had in deciding on activities to pursue at the
hospice day centre and the opportunities for socialising prior to the changes.
At the time of starting the main fieldwork activity for my study in 2013, it
became clear that significant cultural changes were taking place at the

hospice.
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The sense that there was a top down approach to organisational change at
the hospice was identified through the data. The hospice CEO who was
appointed in 2013, placed great emphasis on process. The fact that service
users receiving care will eventually die and every effort made to ensure the
deaths were as comfortable and stress-free as possible was not mentioned in
the interview. This does not necessarily mean that every effort would not be
made in this regard but it was interesting that this was not mentioned as being
a primary function or raison-d’etre of the hospice. Rather, the emphasis was
on implementing a major reorganisation where staff and volunteers appeared
to be regarded as tightly controlled players in a managerialist system and

service users increasingly regarded as consumers.

As mentioned in Chapter One, there has been a shift in the culture of
healthcare towards marketisation and service users increasingly being seen
as consumers. Rhodes and Small (2000) believed that viewing a patient as a
consumer places them in a passive and compliant role in the service delivery
system rather than being an active decision-maker. The idea of consumers as
passive recipients may have changed in the years since 2000. Forbat,
Hubbard and Kearney (2009), for example, comment that viewing service
users as consumers, means they have choices and can access services as
dictated by free market economics. The way that service user involvement is
handled then depends on the context and ideological approaches being
taken. If viewed as passive and compliant recipients of care and decisions are
taken in that context, it can be disempowering for service users. This
disempowerment can be further underlined by the “seduction of health
discourse so that the patient ends up wanting what the system wants them to
want” (Richardson, MacLeod and Kent, 2010, p.135). An example of a
possible seduction of health discourse was apparent from the data around
new arrangements at the hospice day centre. Although for at least three of the
service user participants, it was felt not so much as seduction but rather a
feeling of having no choice but to accept the changes whether they liked it or

not.
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6.2.5 Hospice day centres and service user involvement

The changes in arrangements at the hospice day centre are presented in this
section as an example of the way in which service user views were side-lined
and where consultation was tokenistic, in order to demonstrate the

consequences for service users’ wellbeing.

The notion of a system telling service users what they want under the guise of
choice was exemplified by the introduction of new arrangements at the
hospice day centre. These arrangements involved 8 weeks on, 8 weeks off
approach for service users attendance and the need for them to choose their
activities from a pre-determined menu of activities. The day centre also
changed to a therapy centre. This was a significant change from previous
arrangements where service users could drop in to the day centre when they
wished during the working week and be involved in decisions about the
activities they would pursue that particular day that would then be facilitated
by staff. The data from the interview with the CEO indicated that the intention
behind the new proscribed activities and the change in emphasis at the day
centre was a desire to shift the focus on to rehabilitation and to broaden
access so that more service users could make use of the facility. There was a
belief that increased access to activities at the centre was not possible under

the previous arrangements.

In this context, by regarding service users as consumers at the hospice it
could be reasonably argued that from a managerialist perspective, the
changes at the day centre were seen as a means of not only broadening its
reach but also of empowering service users. It achieved this by turning them
from passive recipients of care into expert shoppers as described by
Beresford (2005) and Tritter (2009). The move could provide resilience tools,
such as exercise regimes, that service users could continue when not at the
hospice. The potential of the day centre to offer opportunities for connecting
informally with other service users and staff, particularly to help combat
feelings of isolation, away from medical treatments or proscribed

appointment-only rehabilitation activities, did not emerge from the data. |

193



therefore took the view that the importance of this aspect had perhaps not
been fully appreciated during the organisational changes nor its role in
enabling informal contacts to develop, for instance, between people living with

a life-limiting illness.

The introduction of a rehabilitative approach to activities at the day centre
provides a possible indication of a general move away from a sanctuary
model of hospice care. Hospice UK published a report in 2013 called
“‘Rehabilitative Palliative Care: enabling people to live fully until they die”
(Tiberini and Cooper, 2017).

Embedding a rehabilitative approach to palliative care within services is
an important consideration for all hospices. Not only does this
approach enable people with life-limiting and terminal conditions to live
as independently and fully as possible, it allows hospices to respond to
increasing demand for their services in a cost-effective way. (Hospice
UK, 2018).

The use of rehabilitation approaches in palliative care and in UK hospices
seems to be gaining traction and is being strongly pursued by Hospice UK as
a policy initiative exemplified in the quote above. Rehabilitation has been an
approach used in the provision of care for people living with long-term life-
limiting conditions but it is only recently that its potential benefits are being

promoted as an approach in palliative care (Tiberini and Cooper, 2017)

The main rehabilitation approaches involve “physical therapy, occupational
therapy, and speech and swallowing rehabilitation” (Javier and Montagnini,
2011). These authors go on to say that rehabilitation for those with a life-
limiting illness includes a multidisciplinary approach covering physical,
spiritual and emotional symptoms (Javier and Montagnini, 2011). It is
interesting that the authors refer to spiritual and emotional aspects as
symptoms and perhaps reflects their perspectives as health professionals.
There also appears to be a focus in the literature on rehabilitation in the case

of service users with cancer. Javier and Montagnini (2011) describe how
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rehabilitation can be of benefit to those with non-malignant conditions but the
approach currently appears to be influenced by cancer and a seeming
emphasis on physical rehabilitation. Music can play a role in palliative care
rehabilitation. According to Warth et al (2015), music therapy has been used
as part of palliative care programmes for over 30 years especially for severely
ill people but there are few studies making it difficult to evaluate its effects.
They found that music could help with relaxation and provoke feelings of
wellbeing in service users receiving palliative care. There is also very little
research in the literature on service users with dementia and the accessibility
of hospice day centres. It is reasonable to assume that rehabilitation for
service users with dementia receiving palliative care would be different from

service users who did not have cognitive impairments.

The idea of rehabilitation to support service users until they die aligns with the
ethos of Dame Cicely Saunders. However, a focus solely on physical or
clinical aspects of rehabilitation could potentially dominate research and
influence discourse and outcomes and, by so doing, limit service user

involvement and influence in palliative care.

It does not necessarily follow that a rehabilitation approach at a hospice day
centre is harmful but one concern could be the manner in which it is
introduced. As mentioned previously in this chapter, what emerged from my
study is that the approach to making the changes at the day centre caused a
great deal of upset to participants. It emerged from the data that the extent of
upset being felt, especially for service users, had not been fully appreciated.
The CEO indicated that if they were to run it again, the changes would
probably have been made more slowly and incrementally rather than trying to
instigate them all in one go. There was also a belief due to feedback from
patient satisfaction surveys at the hospice that the majority of service users at

the re-arranged day centre were happy with what was being offered.

The process of change at the day centre could be said to exemplify a
difference between a sanctuary culture (prior to the organisational changes)

and business cukture (after the organisational changes) at the hospice.
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Lawton (2000) identified a tension between staff and management at the

hospice where she conducted her ethnographic study.

An underlying and often irreconcilable conflict did appear to exist
between the staff and the NHS management in both the day care
service and the inpatient service where | conducted fieldwork. Whilst
staff were anxious to provide their patients with ‘a safe haven’ and a
‘surrogate family,” their goals came into constant conflict with the
managerial objective of ‘processing patient case loads’ as ‘efficiently’

and ‘cost effectively’ as possible. (Lawton, 2000, p. 20).

There was a wish by senior management to scale-up the numbers of service
users at the newly re-configured hospice day centre but in so doing, it also
served to reduce the number of sessions that each service user could attend.
The changes could be interpreted as having helped to provoke feelings of
alienation and the loss of a sense of belonging among three of the service
user participants that had used the day centre prior to the organisational
changes and at least one nurse participant. It is worth commenting that the
arrangements at the day centre in Lawton’s (2000) study that involved an
NHS hospice were very similar to those introduced at the hospice in my study.
Service users at the NHS hospice were “limited to an eight-week ‘package’ of
therapy and psychosocial support (patients normally attended for one day
each week), after which their discharge back into ‘the community’ was
anticipated” (Lawton, 2000, p.24).

Lawton (2000) noticed that service users did not see the day centre in her
study as offering them a “rehabilitative stepping stone” (Lawton, 2000, p. 40)
but rather offered them a safe haven where they felt they could be themselves
and feel normal for a while. This author also noted that a formal rehabilitative
approach to day care could not have worked effectively in practice because of
“the impossibility of ‘rehabilitating’ or altering the context into which the

patients had to return” (Lawton, 2000, p. 40).
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As already discussed, a rehabilitative approach at a hospice day centre has
the intention of building resilience and enabling service users to carry on with
activities when they are back at home. This was the intention of the new day
centre arrangements at the hospice in my study. What this approach does not
take into account, as Lawton (2000) and my data show, is that attending the
hospice provides opportunities for being active and engaged because of the
physical and social environment it provides and this does not simply or
necessarily translate back into ‘the community.” In her study, she also
discovered a fairly complex array of day-to-day interactions between patients,
staff and hospice volunteers who had “appropriated” the day centre and
produced an “alternative reality;” a ‘new social world” (Lawton, 2000, p. 41).
This idea of a new social world where a sense of self could be expressed
appeared to be the case for three of the service users in my study. They had
used the hospice day centre for a year or more before the organisational
changes were introduced and had built up their own social milieu and sense
of belonging there because of it. Their feelings that this was being summarily
taken away from them seemed to cause despondency and that their lives did
not seem to matter anymore to the hospice. The service users did not blame
individual members of staff such as the day centre nurses for this changed

situation but rather they blamed the management.

This is especially the case for those service user participants living on their
own with no family support. In fact, it could be argued that a rehabilitation
approach could increase feelings of isolation for service users in this position.
Four of the service user participants in my study lived on their own with very
limited or no family support available. Their visits to the day centre played a
pivotal role in their mental and emotional health by enabling them to get out of
the house, stay connected to the outside world, build on their sense of

belonging and enhance their self-esteem.

One of the service user participants in my study used the word
“institutionalised” when asked how he felt he had been affected by the
changes that had taken place at the hospice and day centre over the previous

months as compared to the previous arrangements. The word institutionalised
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was first associated with 19" century workhouses and lunatic asylums where
people would be expected to live by the rules, values and routines of the
institution (Beresford et al., 2011). The notion of standardised routines and
emphasis on physical aspects of care identified by Beresford et al (2011) as
opposed to social and spiritual care are indicated in the changes made at the

hospice in my study.

The needs of people with a life-limiting illness and living alone without a
caregiver are the subject of some research in the literature. Aoun et al (2014)
conducted a narrative review of research conducted on this topic from 2002 —
2013. They discovered that people in such a situation were less likely to be
cared for or die at home; would experience more psychosocial distress and
were more likely to enter hospital than were people with a primary caregiver.
The authors recommended that more research was needed on the efficacy of
informal support networks and suitable models of care that could aid care

planning for a growing group of people in this situation.

Charmaz (1983, 1995 and 2005) accords with Lawton (2000) and the findings
from my data by identifying how chronic iliness can cause a rift between the
body and a sense of self. There was a feeling from service user participants in
my study that they felt a great sense of injustice was being perpetrated on
them. As one participant remarked, “it means, being disabled, | don’t have a

choice, | don’t have a say, | have to take whatever comes along.”

Various studies and reports agree about social aspects being an important
aim for palliative day care (Higginson et al., 2000; NICE, 2004; Payne, 2006)
but they also pointed to the lack of evidence about the value and contribution
of day care to palliative care. Payne (2006) noted that providers had not
defined social objectives for day care “in a form capable of evaluation,
invalidating healthcare outcome measures” (Payne, 2006, p. 440). This author
also suggests there is no effective means of analysing the provision or impact
of palliative day services or enforceable guidelines that set out what
approaches and activities should be included. This suggests that providers

are at liberty to decide on their own approaches to palliative day care
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services. It also offers one explanation as to why the hospice management in
my study felt they could make substantial changes in arrangements at the day

centre based on their own plans.

Participants described how they had taken part in consultation activities about
the proposed organisational changes at the hospice that involved surveys and
meetings with the hospice management that appeared to fit with a consumer-
style approach to consultation. Participants put forward their views but then
later expressed disappointment if not resentment that their views appeared to
have been ignored by management. A consumerist approach to service user
involvement especially for those with a life-limiting illness can cause such

views either to be ignored or not sought at all (Beresford, 2016).

Service users with life-limiting illnesses are not in a position to exercise choice
or decide not to use a particular service in the ways that a consumer could.
The data for my study from service user participants highlights the
powerlessness they felt at not being able to influence decision-making at the
hospice about the organisational changes. The strength of feeling that
emerged from a number of service user interviews as presented in Chapter
Five exemplifies their sense of powerlessness. It was also apparent that there
were very limited options, if any, for alternative places of care in the local
area. One service user participant who stopped going to the hospice day
centre for a while as a protest at the new arrangements eventually felt she
had no choice but to return. Other day care options for a person in her

position did not exist in the local area.

Prior to the organisational changes at the hospice, there had been
opportunities for service users to become involved through service user
forums held at the day centre when they could discuss issues that were
important to them. These forums were stopped after the changes and along
with other changes in attendance arrangements at the day centre, service

users were left with limited if any opportunities to meet and talk together
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informally. My findings show that this served to make service users feel

disempowered and alienated.

The benefits that forums can bring in relation to service user involvement in
palliative care are shown in a study by Mcllfatrick and Hasson (2016). They
concluded that it provided a supportive environment where voices could be
heard and valued. The authors said that at a personal level, this led to a
sense of empowerment amongst those taking part as well as providing
opportunities to challenge professional orthodoxy. They concluded that
organisational cultures needed to be supportive of user involvement and it
required resources as well as leadership and openness. There is very limited
research in the literature evaluating hospice day centres and their purpose.
But it is possible to extrapolate from my findings and those of Mcllifatrick and
Hasson (2016), that facilitating forums at a hospice day centre could provide a
supportive and empowering environment for enabling service user

involvement.

6.2.6 Commodification of service user involvement in palliative care

The hospice CEO in my study referred to service users as ‘consumers.’ Tritter
(2009) links consumerism with managerialism and explored the challenges for
patient and public involvement in a consumerist world. He identified “the
dominance of managerialism, marketization and bureaucratic expertise”
(Tritter, 2009, p. 284). The impact of such a move to consumerism can have

significant consequences (Tritter, 2009; Beresford, 2016).

Issues that emerged from the CEO data showed that as well as service users
being discussed as consumers and the day centre being re-configured as a
therapy centre, other aspects of consumerism also emerged. For instance,
the introduction of a pre-determined menu of day centre activities for service
users to choose from rather than service users guiding those choices in the
first place. Beresford (2016) identifies the increasing tendency for seeing

service users as consumers or shoppers with choices in a marketplace and
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considered it as part of a move towards a neoliberal approach in public

services generally.

The assertions made by Tritter (2009) and Beresford (2016) signal significant
implications for the way that service users are regarded by public services.
This includes in healthcare and also, consequentially, how they are viewed in
palliative and end of life care. This in turn has significant implications for
service user involvement in these sectors including hospices, particularly if
they introduce a medicalised/NHS/managerialist approach to care that
appears to be taking place at the hospice in my study. Hospices may then
move towards a more regulatory rather than rights-based approach to service
user involvement. The notion of patient choice as a means for promoting
individual consumerism in healthcare could have significant consequences in

terms of “shifting responsibility, inequality and opportunity” (Tritter, 2009).

The commodification of service user involvement at the hospice in my study
became apparent from analysis of the data. Some services provided by the
public sector in the UK, particularly in hospitals, have been contracted out to
the private sector. Governments prior to 2010 used private providers for some
services such as radiology and pathology and management of buildings
(King’'s Fund, 2017). The Health and Social Care Act 2012 extended
opportunities for market-based approaches. However, a tender in 2017 in one
area of England for delivering end of life and cancer care caused widespread
criticism and led to it being dropped (King’s Fund, 2017). This suggests that
tendering for the care of service users with life-limiting ilinesses is significantly
different to tendering for provision of extraneous services and not quite yet
acceptable. However, it is a direction of travel that would benefit from further
research not only to explore its impact on the delivery of care services but

also for its impact on service user involvement in health and palliative care.

The building of partnerships between the hospice and private sector
businesses for providing care to service users and other hospice activities
such as Information Technology, for example, emerged from the data as

positive developments and potentially necessary moves into the future if
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hospices are to survive. This view appears also to be held by the current UK
government. For example, in 2015 the then UK Secretary of State for
Business, Innovation and Skills sounded a clarion call for businesses to get

involved in funding hospices.

The income received from the private sector is therefore essential for
care to be delivered, which is why | want businesses of all shapes and
sizes to back Britain’s hospices. For businesses it can provide them
with sudden and unexpected commercial opportunities as they

encounter different audiences in new settings. (The Telegraph, 2015).

It is useful to try and unpick some of the words in the quotation above. For
example, the notion that such a move could provide “unexpected commercial
opportunities” for businesses among different audiences. These audiences
will presumably include service users receiving care at hospices and implies
the increased marketisation of hospice care and the commodification of
service users. This situation could lead to service users increasingly being
seen as customers not just for care services, however, but for all sorts of
products that private sector businesses may want to try and sell to them. The
ethics of such an approach towards service users living with life-limiting
illnesses receiving palliative care from a hospice would be deep and complex.
It would also completely alter the relationship between service users, staff and
the hospice. If service users became viewed as consumers or customers then
this would have further implications for service user involvement in palliative
care — it would commodify the dying process where the decisions and
parameters are set by those intending to make a profit out of it. It would also
completely alter the traditional basis of hospice care established by the

hospice movement originating in the UK.

The possible move towards for-profit hospice care in the USA over the last
few years had some influence on thinking at the hospice in my study when
considering the future of such care in the UK (Smith and Himmel, 2013;
Whoriskey and Keating, 2014). As Span (2014) says, what started as a
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grassroots movement in the USA to improve end of life care developed into a
big business. The USA healthcare system is an insurance-based system
called Medicare and in effect, if the money runs out then so can the care
(Taylor et al., 2009). This can potentially lead to “disenrollment” (Span, 2014)
of service users meaning they have to leave a hospice because their
insurance money has run out before they have died. The knock-on effect of
this, as the author further explains, was that service users would not seek to
enter a hospice until very near the end of their lives that then caused extra

stress and suffering for them and their families.

The introduction of an insurance or similar system for hospice care in the UK
could have ramifications for the way that hospice care is approached and
potentially change it beyond current recognition. The implication of the study
by Wachterman et al (2011) is that service users could be cherry-picked for
receiving hospice care depending on their particular life-limiting illness and the
expected longevity of that service user and the potential for greater profit that
could be generated. Teno et al (2014), a leading writer/researcher in end of
life care in the USA, discovered that for-profit hospices in the USA had
discharged patients early from hospice care for various reasons including

avoidance of hospitalisation with its possibility of increasing care costs.

The introduction of an insurance-based system for hospice care in the UK
does not yet appear to be on the horizon. As well as the commodification of
service users, there would be a change in the relationship between service
users and staff to a client/consumer/customer basis with the client choosing
from a menu of prescribed services, for instance, depending on their ability to
pay. They could also become targets for companies wishing to sell their
goods to them. This would have implications for service user involvement in
palliative care. Service users could become even more like expert shoppers
as described by Tritter (2009). The author adds that there is a need to contest
the need for individual consumerism and patient choice where “the interests
arrayed to promote marketisation and re-define involvement as consumerism

may limit the evolution of PPI (Patient Public Involvement) as an integral part
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of health systems.” It could certainly limit the evolution of service user

involvement as an integral part of palliative and hospice care.

6.3 Limitations
This section talks about the limitations of my study with a look first at the study
design followed by sample size and quality. There is then a discussion about

the part that reflexivity has played in my research.

My research is a qualitative study exploring service user involvement in
palliative care at a single independent hospice in the UK. It became clear as
my fieldwork progressed and | started to analyse the interview data that |
would need to reflect on and potentially broaden my scope in order to gather
appropriate data to help answer my research question. As mentioned
previously in this chapter and elsewhere in this thesis, the organisational
changes at the hospice involved in my study were a major topic raised in
interviews that | conducted during 2013-15. It necessitated searching more
widely for appropriate data to help with theorising about the implications of

such changes on service user involvement at the hospice.

6.4 Study design

The methodological approach that | adopted involved case study and thematic
analysis of the data. The combination of these approaches enabled me to
unearth and explore complexities in the data. As Yin (2012) suggested, |
behaved like a detective in evaluating the appropriateness and meaning of the
evidence as | was collecting it. Case study, as Walshe (2004) identified, can
help deal with complex situations that depend on context in order to address
multiple perspectives. The methodological approach also meant | was able to
collect and analyse evidence from a variety of sources and could cross-
reference findings from each source (Denzin, 2012). For example, exploring
evidence in official documented accounts about the hospice in my study that
are available on the internet and cross-referencing with data generated by the
interviews with participants. This enabled me to consider whether the
perspectives put forward by participants about the organisational changes

were unfounded or supported by official hospice accounts. This approach also
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meant | could extend the possibilities of discovery around the topic of my
study (Flick and Steinke, 2004). The organisational changes at the hospice
were a significant topic mentioned by service user participants and many staff
during the interviews. It was not possible to ignore their perspectives about it
and the impact they felt the changes had on their lives and relationships with

the hospice and the management.

The questions used during interviews with staff and service users at the
hospice progressed in a responsive and reflective way. The use of semi-
structured interviewing meant there was flexibility to delve further into issues
that arose. The questions list provided a structure to the interviews that
enabled me to keep participants on topic as necessary while giving them
space to speak openly about issues they wished to raise. This ensured that |

covered the appropriate areas in all the interviews.

| interviewed staff working in many different areas at the hospice at all levels
of seniority. This helped in developing a deeper understanding of the hospice
and in analysing the effect of the organisational changes that were being
enacted especially on service user involvement. | considered it very fortuitous
that | managed to secure an interview with the new CEO as it made it possible
to ask questions about the issues that other participants had raised. It also
provided more data about the context of the decision-making processes at the
hospice as well as further perspectives on service user involvement. Exploring
these areas generated rich data that added to the overall analysis in order to

reveal levels of understanding and possible answers to my research question.

During this process, | was also aware of the need for reflexivity to help the
reader understand the position from which | was carrying out analysis and
theorisation and to help restrict potential bias. My personal, professional and
voluntary experience has been detailed in Chapter One of this thesis and

reflexive points have been included at various points in the content.

Thematic analysis enabled me to identify key patterns and themes in the data.

It offers “an accessible and theoretically flexible approach to analysing
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qualitative data” (Braun and Clarke, 2006, p. 77) and | followed the criteria
suggested by these authors for analysing my data. | was very aware of the
need to be alert for potential bias in the participants’ views that were included
in the findings and analysis and attempted to include all those that | felt added
to the focus of my study. | was also aware of keeping a tight focus on finding

potential answers to my research question.

6.4.1 Sample size and quality/validity

The participants in my study were 16 members of staff/volunteers and 6
service users. | made every effort to find other service users receiving care
from the hospice to add to this number and the reasons why this became
difficult are described later in this section. | was very aware of the need for
sensitivity towards participants in my study particularly those living with a life-
limiting illness. Due to the vulnerability of service users in this position, | was
aware of the need to pay close attention to the ethical dimensions of my

study.

The involvement of 6 service user participants in my study provided some
limitations due to the small number. There were various reasons for this
including the apparent effect that the organisational changes at the hospice
were having on attitudes of staff at the hospice that also emerged during the
interview with the CEO. For instance, there was a change in attitude from the
hospice management that involved moving away from a previous position of
supporting research at the hospice that initially could have meant | would
have to cease my fieldwork there. | noted in my diary that my hospice contact
had put the case to the governing board for continuing to support my study to
which they agreed and | was able to carry on with my fieldwork for a while
longer. There was a sense, however, that there would be a need to identify
service user participants in particular very quickly in case the open door

approach became shut at the same time as becoming harder to achieve.

The changes in arrangements for service users at the hospice day centre
meant | had to increasingly rely on members of staff to help identify individual

service users to take part in my study. | had originally planned to attend some
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of the focus groups held at the day centre so | could inform service users
directly about my research and hand out information and expression of
interest forms. This was not possible following the discontinuation of the
forums in 2013. | sensed a slight reticence from staff in helping identify
service users on my behalf that may have been due to uncertainties about
their own positions and scope of their roles, for instance, in a changing
cultural environment. | was told by a number of staff that as their roles had
changed and there were cuts in professional staff numbers particularly at the
day centre it meant they did not have time to engage informally with service
users and so establish relationships in ways that had been possible
previously. This was coupled with the complexities that | was aware were
already inherent in identifying and conducting interviews with service users
with life-limiting illnesses (Addington-Hall et al., 2007). This in itself can mean
that large sample sizes can be difficult to achieve (Viser et al, 2015). For
example, | had made an appointment to interview a service user living in a
local care home that was receiving care from the hospice and had agreed to
be interviewed. Unfortunately, | was contacted the night before the interview
to be told that her condition had deteriorated to such a degree that she would

not be able to participate after all.

There were strengths in my study provided by the participants that |
interviewed. Three of the service user participants, for example, had
experienced the hospice day centre before and after the organisational
changes came into effect. They therefore provided a useful bridge between
the different arrangements operating at the day centre before and after the
changes and the impact these had on each of them and their perceived
relationships with the hospice. Another service user participant only started
using the day centre after the changes in arrangements and had his own
perspectives on the situation including some of the difficulties he perceived

with his views seemingly not being heard or acted on either by management.

6.5 Reflexivity
| have mentioned reflexivity at various points in this thesis. According to

Russell and Kelly (2002), “through reflection researchers may become aware
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of what allows them to see, as well as what may inhibit their seeing.”
Researchers need to be aware of the influences they may have on research
processes and how in turn the processes affect them. Finlay (2006) put
forward “the 5C’s” (Finlay, 2006, p. 69) or dimensions for evaluating

resonance and relevance of qualitative research outcomes.

| was always aware that my own personal, professional and voluntary
experience might influence my own thinking when analysing the data, for
instance. In reflecting on my own experience, | recognised that it could bring
advantages to my research as well as potential disadvantages. For example,
the literature review indicated that the majority of studies conducted on
service user involvement in palliative care have come from health
professionals (Payne, 2008). | am not a health professional but rather a
layperson and service user and so bring a different perspective to the topic. A
potential disadvantage of this was whether | might feel a natural inclination to
overly sympathise with the accounts of service user participants. Through
keeping notes and constant dialogue with my supervisors | was able to
continuously reflect on all stages of my research. This process enabled me to
question myself and whether | was making assertions that may be based on
my own assumptions or personal feelings that were not necessarily
evidentially clear from the data. | strove to provide a logical and coherent
analysis and also apply “ethical, literary and creative dimensions” (Finlay,
2006, p. 70) in order to stay as open as possible to different interpretations
around the lived experience of the participants and to help ensure the validity
of my findings. | felt it was crucial not to get too ‘caught up’ in the accounts of
service user participants in particular bearing in mind my own experience of
caring for my parents towards the end of their lives. | understood and
recognised some of the frustrations that the service user participants were
feeling and the danger of becoming overly sympathetic and biased towards
their viewpoints. The first step in handling this was to recognise the possibility
of bias while being careful not to overcompensate and becoming completely

unsympathetic.
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In the case of my study, the organisational changes at the hospice had a
significant influence on participants and were mentioned by them during the
interviews that | conducted from 2013 onwards. | felt it was necessary to
analyse the data to draw out issues and themes but also to dig as deeply as
possible into it in order to theorise on a wider scale to allow for transferability
of my findings. Although the organisational changes were taking place at this
one independent UK hospice they held implications for other UK hospices that
may be experiencing similar pressures especially in funding and might decide
to undergo fundamental organisational change to meet future challenges.
Such moves would hold significant implications for service user involvement in
palliative care in hospices more generally as well as signal a significant move

away from the traditional tenets of the hospice movement.

6.9 Chapter conclusion

This chapter has included a discussion of the themes that were identified in
my data with indications of where they related to literature on this topic area. It
has also included a discussion about the limitations of my study. It could be
argued that not making comparisons with other hospices might be a limitation
but concentrating on a single hospice is valid as it enabled in-depth analysis

of the data and for deeper understandings to emerge.

What has emerged from the data is a sense of dislocation felt by both service
users and staff participants at the hospice due primarily to the organisational
changes introduced in 2013 and continued over the course of my fieldwork up
to 2016. The apparent change in management philosophy and the
introduction of a managerialist approach with service users increasingly being
seen as consumers had significant implications for relationships between
service users, staff and management at the hospice. It also had implications
for service user involvement indicated by an increasing reliance on patient
satisfaction surveys. These surveys were used by management as the main
means for generating feedback and input from service users on the care
being provided. There was no mechanism at that time for drawing on service
users’ wisdom or experience to help inform decision-making or develop

priorities at the hospice.
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CHAPTER SEVEN: CONCLUSION
The research question for my qualitative study is:

What are the perspectives of professional staff and service users towards
service user involvement in palliative care within the context of organisational

and cultural change in a UK independent hospice?

| used a case study approach with thematic analysis. | established a working
relationship with an independent UK hospice that began in 2011 and enabled
ethical access for identifying service users living with a life-limiting illness and
hospice staff for taking part in my study. | interviewed 15 paid staff working at
the hospice and six service users in three waves over the years 2013 — 2016.
After analysis of data from service user and staff participants, | took a
strategic decision to interview the hospice CEO that led to three sets of
findings and themes that are presented in Chapter Five. The themes from
service users and staff show similarities in simultaneous feelings of
involvement and disempowerment as well as of belonging and alienation. The
themes drawn out from the CEO data reflect his senior role and position of

power.

My analysis showed, congruent with the literature, that there continue to be
misunderstandings about service user involvement in palliative care in a
hospice context; that power and control are important factors where a
managerial style can set the cultural tone and influence the behaviour of
service users and staff as well as affect relationships between all
stakeholders; that organisational change, if implemented too quickly and
without a transition plan, can have negative impacts and lead to feelings of
alienation and distrust; that there is an increasing reliance on patient
satisfaction surveys at hospices for gathering feedback data in order primarily
to compare and contrast the numbers of service users accessing hospice care
with other hospices and care facilities; that hospice day centres are generally
viewed as part of care provision services with an increasing emphasis on
rehabilitation of service users; that day centres are not regarded as providing

an environment for facilitating discussions and debate that taps into the
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wisdom and experience of service users to help influence decision-making at
a hospice; that external pressures including political and economic can
influence management decisions and the cultural direction adopted at a

hospice.

My study involved one independent UK hospice and this meant that | could
not compare the findings with data gathered from other hospices. While such
comparisons might have elicited useful data, | believe that using a case study
approach on a single site enabled me to immerse myself in the context of the
hospice including the managerial behaviour and political and economic
environment in which it was operating. Through analysis of the data, | was
able to extrapolate implications from the results. This opened up further
questions about current thinking around my research question and possible

pointers for research in the future.

The literature showed that approaches towards developing service user
involvement in mental health and disability fields are not appropriate to
facilitating service user involvement in palliative care generally or in a hospice.
Cotterell (2006) identified that service users receiving palliative care are not
naturally drawn towards forming themselves into groups in order to discuss
their concerns with management or to lobby for legislative change. | would
argue from the evidence in my study that hospice day centres can provide a
suitable environment for hosting service user palliative care groups. The

reasons for this are presented next.

The organisational changes that took place at the hospice including the day
centre and the impact they had on service users and staff has been described
in detail in this thesis. The advantage of these changes taking place during
the years of my fieldwork (2013 — 2016) was that it enabled me to do a before
and after comparison of the workings of the day centre. Three of the service
user participants used the day centre before and after the changes and
therefore provided a bridge between the two approaches. Before the changes,
the service users described their ability to decide when to attend the day

centre, decide what activities they would do once there and then staff would
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facilitate them. They also described how it provided opportunities to meet
informally with other service users and staff and discuss any concerns that
could then be passed on to management if appropriate. The analysis of the
interviews indicated that there was a large degree of trust between these
service users and particular staff, mainly nurses that worked in the day centre,
and with management. | would argue that the organisational changes altered
the previous culture by breaking through these relationships. This resulted in
the sowing of seeds of distrust, not necessarily between service users and
individual staff but mainly between service users and management and

between staff and management.

In this thesis, | have also mentioned the service user forums that had been in
operation during my initial visits to the hospice in 2011/12 and were described
to me by the then CEO. The forums took place at the day centre and provided
an environment for service users to speak openly about topics of their
choosing, whether related to care provision or other aspects of the hospice or
general issues. The organisational changes in 2013 put a stop to these
service user forums. A very rigid and controlled system of attending the day
centre was introduced. It was renamed the Wellbeing and Therapies Centre
and an emphasis placed on rehabilitation provided within a formal
appointment system with service users choosing activities from a pre-
determined menu. An 8 weeks on, 8 weeks off policy was eventually
introduced after pressure from the hospice service user group and possibly
outside influences. This enabled service users to continue to drop in to the
day centre but again, in a controlled way and only on a particular day of the
week and they had to choose a day and stick with it during their 8 weeks on. If
a service user was too ill to attend on their chosen drop in day, then they had
to wait until the following week before they could next drop in. On their 8
weeks off, service users had to stay at home unless they had a clinical or

other appointment at the Therapies Centre.

The management style at the hospice that was introduced from 2013 was
very much about control and top-down decision-making reflecting a

managerialist approach. The consultation activities that were enacted by
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hospice management involved taking part in consultation meetings and
completing surveys that three of the service user participants took part in. This
approach felt tokenistic to them as their views were ignored. | would argue
that only using general meetings and surveys as means of consultation is
incompatible for use with service users with a life limiting illness. The service
user forums approach would have provided a means for discussion and
enabled useful ideas to emerge. But it does seem from the data, including
accounts from online hospice documents and the interview with the CEO, that
the management had already decided the direction the hospice and day

centre were going in and the consultation activities were window dressing.

In the thesis, | described the CEO as being like a lightening rod for a lot of
criticism and anger from three service user participants. | felt it was important
to delve further into and analyse if there was any justification for such feelings
by trying to secure an interview with the CEO. He agreed to do this and |
believe it added significantly to my study, particularly in relation to analysing
management behaviour and how it can influence culture and relationships
between stakeholders that can have an effect on the topic of my study. The
observation from one member of staff that the hospice was becoming more
like a hospital was very telling. This was further exemplified by the
departments and staff including the CEO, that moved from the main hospice
site to an office at an industrial estate around two miles away. In the interview,
the CEO remarked that the main hospice site would concentrate on the core

work of the hospice that, in his view, was clinical care.

The CEO favoured describing service users as consumers, as he said in the
interview. He also said he was influenced by how for-profit hospices in the
USA organised themselves using an insurance system. He did not suggest
that this would be happening at his particular hospice where care was
provided for free. Rather he viewed it as a possible general direction of travel
for UK hospices that he believed would be introduced at some point in the
future. It seemed with the emphasis that the organisational changes placed on
broadening fundraising, marketing and Information Technology (IT) with

subsequent increases in staff numbers in those areas that the CEO was
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attempting to strengthen the financial sustainability of the hospice into the
future. With his stated views in the interview on generating partnerships with
private companies, it also seemed he was preparing the ground for when an
insurance-style system for healthcare and therefore, hospice care, may be

introduced.

The CEQO’s emphasis was on increasing accessibility of hospice services to as
many people as possible using all means at his disposal. While this is not a
negative aspiration, the way in which it is handled could serve to take
hospices away from the original ethos of the UK hospice movement as
espoused by Dame Cicely Saunders. Hospices could turn into something else
in the future perhaps just health facilities like hospitals but specifically for end
of life care. The emphasis would be on clinical care provision rather than on
seeing a person coming towards the end of their lives in a holistic way. |
would argue that such a scenario would carry great significance for service
user involvement in palliative care in a hospice context. It could promote the
notion of service users as consumers or customers who choose activities from
a prescribed menu based on their ability to pay and be subject to marketing
programmes from private companies to purchase their goods as happens in
the USA.

| believe that my study indicates that there is a need for more focused
research on how hospices organise themselves and the impact of cultural and
managerial approaches, particularly during cultural change, coupled with
political and policy changes. My literature review indicated there is a lack of
research into hospices and their operation, particularly in relation to strategic
and financial planning, and the role that political and economic influences
play. There is also a lack of research into the role and purpose of hospice day
centres. What little research there is, concentrates on the process of providing
care or other activities in the day centre. There is very little research on
attitudes and views of service users, that is, people living with life-limiting

illnesses, on what they would like to see from hospices and day centres.
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| think that the palliative care community should be concerned about the views
of service users being sidelined in the pursuit of expanding access to hospice
services. A primary focus on expansion and accessibility can involve a
concentration on gathering numbers; a concentration on care provision rather
than on enhancing the quality of life and empowering those with a life-limiting
illness. Quality of life for a service user receiving holistic care from a hospice
should include enhancing self-esteem; reducing isolation by engendering a
sense of belonging and enabling social contact and the building of
relationships; providing an environment for open expression and an
opportunity to influence decisions whether individual or hospice-wide. All
these ingredients would, | believe, lead to feelings of empowerment and set
the ground for enabling service user involvement in palliative care.
Management style would play a big part in this. It would still require an
impetus and support from senior management at a hospice to enact such an
approach. In that sense, it is not in the same category as service user
involvement in mental health and disabilities fields but it is tailored to the
particular circumstances of service users with life-limiting illnesses. | believe
this would provide a worthwhile starting point to enable and empower

palliative care service users find their voice.

7.1 Implications for future practice, research, education and policy

This section looks into the implications of my study findings for practice,
policy, education and future research in this topic area. Some of the
recommendations are distinct to these areas while others crossover into two

or more of them.

A key finding from my study, and mentioned a number of times in this thesis,
is that service users living with a life-limiting illness want their views and
voices to be heard and to be valued and respected. The data from my study
indicated a deep yearning on behalf of service user participants to have had
real involvement in decision-making at the hospice particularly during the
organisational changes rather than the feeling that their views were ignored or
dismissed by management. When trust starts to break down then feelings of

distrust, disempowerment and alienation can rise. These feelings can occur
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not only amongst service users but also amongst staff, particularly towards
the management that can seriously impair relationships and impair effective

service user involvement.

Unlike an assumption that arose from the data from staff participants, being
asked to get involved in decision-making not only about their own care but
also wider issues to do with the hospice was not perceived by service user
participants as a burden. Their individual keenness to take part in my
research indicated this point very strongly. Therefore, it behoves those
contemplating conducting future research into service user involvement
whether in palliative care or hospice care to take this into account when
devising the study design. A heavy reliance on the voices of staff and/or
family caregivers in research projects will miss out a vital component and
potentially lead to skewed findings with implications for other research and

potentially for policy making.

Hospices in particular should ask the service users they care for if they would
like to actively take part in research projects that they are running. Attempts
should be made to involve those with a range of illnesses and not only target
those with cancer. This would mean not just patient surveys but in-depth
investigations where the service user has a proper rather than tokenistic role.
It struck me as quite strange that the hospice in my study had not been
seeking to involve service users receiving care in their own research projects;
nor were service users involved in training/education courses being run for
internal and external medical staff and clinicians. In my view, listening to and
learning from a person living with a life-limiting illness would greatly add to
research findings and enhance the attitudes and future approach of the
professionals attending towards their work. | have witnessed and experienced
this myself with my own involvement with service user groups in palliative
care. | have attended numerous seminars and conferences on health and
palliative care that involved professional staff as well as service users with
life-limiting illnesses and heard service users speak for themselves either from
the main platform or contributing from the audience. Their words are powerful

and deserve to be captured and added to evidence. Involvement of service
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users in this way could help to break down barriers between service users
receiving palliative/hospice care and professionals in a way that could not be
perceived as challenging professional orthodoxy but rather as providing

learning opportunities.

It also became clear during my research that service user involvement in
palliative care or hospice care needs to be approached in a different way to
involvement in other areas such as disability and mental health. As Cotterell
(2006) discovered, those receiving palliative care do not tend to recognise
each other or reach out and decide to form their own groupings to help
promote their voices and views and try to influence policy, education or
practice. The approach therefore has to be more individualistic. In a hospice
setting, it would require commitment from the management to facilitate the
conditions for such involvement to be introduced and sustained and would
mean facilitating rather than seeking to control. This is how it happened with
the service user forums at the hospice in my study that had been facilitated by
management but were then discontinued due to the organisational changes.
My study shows that the management approach and culture that is
engendered in a hospice plays a big part in dictating what kind of service user
involvement will be pursued. This is further exemplified in my study by

responses to what happened at the hospice day centre.

The role and impact of hospice day centres from the perspectives of service
users is a gap in knowledge as highlighted in the literature review and could
therefore be a useful topic for future research and carry implications for future
practice. In my study, service user participants valued their relationship with
the day centre. The responses of three of the service user participants in
particular to the changes in attendance arrangements at the day centre
highlight the impact it had on them and how deeply they felt that their views
had been ignored during the consultation period and yet they were arguably
among the people most affected. Although there have been some studies
looking into hospice day centres, Spencer (1998), Payne (2006) and Stevens
(2008) all identified a continued dearth and sparseness of such research in

the use and impact of such centres. Studies that | unearthed after 2008
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seemed to concentrate more on the process of providing services at hospice
day centres and numbers of service users taking them up rather than on

evaluating the benefits and usefulness for individuals.

Kennett and Payne (2005) analysed service user (patient) accounts of
attendance at a UK hospice day centre that used a psychosocial model of
care. The authors discovered that attending the day centre proved to be very
beneficial for the service users who experienced such feelings as a lightening
of their mood, enjoyment, a sense of belonging and community where mutual
support was available that could help them deal with such issues as problems
in their family relationships. The study concluded that the quality of life of the
patients was enhanced by their attendance at the day centre. Notwithstanding
the Kennett and Payne (2005) study, Stevens (2008) identified that there was
still a need for empirical studies to provide more quality evidence on hospice
day centres from the perspectives of those that used them. Lawton (2000)
provides very useful insights on service user and staff perspectives at the
hospice day centre in her study and if coupled with my study, could potentially

provide a useful base for further research in this area.

The subject of trust and involvement for service users with a life-limiting
illness that are living alone without a caregiver is the subject of some research
in the literature. There were four service user participants in my study in this
position and helps to further explain the importance of the day centre in their
lives in combatting loneliness, for example, and providing social connections
with others. Aoun et al (2014) found that people living alone were less likely to
be cared for or die at home; would experience more psychosocial distress and
were more likely to enter hospital than were people with a primary caregiver.
People are generally living for longer and there is likely to be an increase in
the numbers of people living alone. Research into the consequences of this
scenario could be pursued including the role that hospices could play in not
only providing palliative care for people that are alone but also providing the
means to lessen feelings of isolation and disempowerment that may not be

felt as keenly as those with family caregivers.
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As well as helping to promote physical quality of life, | contend that hospice
day centres could be used to facilitate forums for discussion and debate
among service users, sometimes in conjunction with staff, around issues not
only to do with the hospice but also wider aspects of palliative care, for
instance. The discontinued service user forums at the hospice in my study
could have been used, as one nurse participant mentioned, to sound out and
gather views as part of the consultation process but they were not used in this
way. Mcllfatrick and Hasson (2016) discovered that the forums in their study
provided a supportive environment where voices could be heard and valued.
Hospices have a wealth of knowledge and experience among the people that
work in them and the service users that receive care from them. Tapping into
that knowledge and using it effectively could open up tremendous lines of
engagement and education for practice in palliative care as well as useful
data for use by strategic decision-makers and policy makers. | would contend
such an approach would be much more effective than a reliance on annual
patient satisfaction surveys, for example, or written surveys that elicit
experiences and opinions in a restrictive way and use quantitative methods to

evaluate findings.

Service user participants in my study felt a closer affinity with the day centre
rather than being aware of or involved with the hospice service user group or
have any awareness that it might be able to take up issues on their behalf.
There was a general lack of knowledge about the hospice service user group
and the activities it pursued or the influence it had amongst service user and
staff participants generally apart from amongst very senior staff participants. It
would seem that research into the purpose and role of hospice service user

groups would be very useful in order to enhance knowledge and practice.

An emphasis on a rehabilitative approach to hospice care and moves towards
reablement and therapies as highlighted in this thesis, indicate there may be a
move by other UK hospices to follow suit. Such moves could hold implications
for service user involvement and the voices and views of service users being
either ignored or not addressed. They could potentially herald a move towards

an emphasis on physical or clinical aspects of rehabilitation in palliative and
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hospice care. This situation could then start to dominate research and
influence discourse and outcomes, a scenario not too hard to imagine if
hospices develop partnerships or closer collaborative working with NHS
bodies such as hospitals. A dominance of health discourse can seduce
service users into wanting what the system tells then they want as
Richardson, MacLeod and Kent (2010) discovered. The appropriateness and
effectiveness of using a reablement and rehabilitation approach in palliative
care needs further research. Studies exploring the opinions and views of
service users towards the strengths and limitations of rehabilitation and
reablement services in a hospice setting could reveal some very useful

findings that could influence developments in future practice and research.

Without evidence-based evaluation of hospices, how they operate and the
services they provide, | contend there will continue to be inequities of access
to hospice care and differences in approaches to service user involvement.
Hospices in the UK do not form a homogeneous grouping and this can have
an impact on the ability to make effective strategic and policy decisions at a
national level around palliative care as Haslam, Theodosopoulos and
Tsitsianis (2014) discovered. My study was therefore appropriate in
concentrating on a single hospice and by using case study, provided an
opportunity for generating and analysing complex layers of data that could
hold implications for the development of hospices generally into the future. It
shows that the circumstances and the manner in which the levers of service
user involvement at a hospice can be pulled relies heavily on management
attitudes towards it and the cultural environment that is generated. Further
research and implications for practice and policy of the impact of management
approaches and cultures in UK hospices would be welcome. The pressures
exerted by the socio-political-economic context within which hospices have to
operate cannot be ignored. Uncertainties around how public services in the
UK will be paid for in the future are important determinants for how hospices
may decide to organise themselves for future sustainability. The possibility
that more hospices may decide to adopt a neo-liberal/managerialist approach
and increasingly start to view service users as consumers, is eminently

feasible. The push for more hospices to adopt a rehabilitative approach to
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palliative care could be the start of such a process. Increased privatisation of
public services is another external pressure that could fall into palliative and
hospice care in the UK. As mentioned in Chapter Six, the King’s Fund
reported in 2017 that a tender for delivering end of life and cancer care
caused criticism that led to it being dropped. So it is not yet quite acceptable
but it shows a direction of travel and could happen on more occasions over
time. Research into the implications of privatising palliative and end of life
care services is another important area, the findings of which could hold
implications for practice and policy making in this area as well as for service

user involvement.

Other scenarios are possible. In this thesis, | have framed the changing
cultural situation at the hospice as an ideological battle and categorised it as a
sanctuary versus business approach. Slightly rewording this to a sanctuary
and business approach could provide a hybrid model of hospice care that
includes elements of both in a collaborative approach. But there could still
potentially be other consequences. For example, if hospices move
increasingly towards a healthcare or NHS style approach then service users
could still be seen as individual consumers as Tritter (2009) contended. If a
health discourse becomes dominant, service users receiving palliative care
run the risk of being disempowered and end up wanting or accepting what the

system tells them that they want (Richardson, MacLeod and Kent, 2010).

In conclusion, | argue that more independent and qualitative evidence-based
research is needed in order to adequately evaluate the strategic direction of
hospices in the future. This includes the cultural implications that their choices
pose for the hospice movement generally. A managerialist style, a move
towards a regulatory rather than rights based approach, privatisation of public
services and the pursuit of consumerism at UK hospices are significant
factors. All these aspects could influence stakeholder perspectives towards
hospices and their purpose. They could also, consequentially, influence
perspectives towards service user involvement in palliative care and hospice

care.
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APPENDICES

Appendix 1:Ethics approval documents: Letter to staff participants:

Brunel

UNIVERSITY

L OND ON

School of Health Sciences
and Social Care
Brunel University

Mary Seacole Building
Uxbridge Campus
Middlesex UB8 3PH
Date: XXX
PhD research:
Your perceptions of involvement in palliative care
Dear

| am writing to invite you to take part in a research study that | am
undertaking. | am asking if you would like to be involved as a participant
because you are working in palliative care with XXXX Hospice.

[ am a PhD research student studying part-time at Brunel University in West
London. I am hoping to interview staff and service users about their perceptions
of involvement in palliative care. An information sheet about the research is
attached to this letter along with a reply slip. If you could, please take the time to
read the information provided and decide if it is something you would like to
take part in. If it is, then please fill in the reply slip with your name and contact
details and post back to me using the enclosed stamped-addressed-envelope or
email me with your details to: XXXX

Any information you provide at the interviews will be confidential.

This is an independent research project that has the endorsement of XXXX
Hospice.

Thank you very much for taking the time to read this letter and the attached
information.

Best wishes
Helen Findlay
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Letter to service user participants:

Brunel

UNIVERSITY

L O N b O N

School of Health Sciences
and Social Care

Brunel University

Mary Seacole Building
Uxbridge Campus
Middlesex UB8 3PH

1 September 2011

PhD research:
Your perceptions of involvement in palliative care

Dear

| am writing to invite you to take part in a research study that | am
undertaking. | am asking if you would like to be involved as a participant
because you are working in palliative care with XXXX Hospice.

[ am a PhD research student studying part-time at Brunel University in West
London. I am hoping to interview staff and service users about their perceptions
of involvement in palliative care. An information sheet about the research is
attached to this letter along with a reply slip. If you could, please take the time to
read the information provided and decide if it is something you would like to
take part in. If it is, then please fill in the reply slip with your name and contact
details and post back to me using the enclosed stamped-addressed-envelope or
email me with your details to: helen.findlay@brunel.ac.uk Any information you
provide at the interviews will be confidential.

This is an independent research project that has the endorsement of XXXX
Hospice.

Thank you very much for taking the time to read this letter and the attached
information.

Best wishes
Helen Findlay
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Information sheet for service user participants:

Brunel

UNIVERSITY

=
BN

LOND O N Baal....

School of Health Sciences

PhD Research and Social Care

Information sheet for participants: Brunel University
Service Users Mary Seacole Building

Uxbridge Campus
Middlesex UB8 3PH

‘Your perceptions of involvement in palliative care’

Purpose of the PhD research

My name is Helen Findlay. | am a PhD research student studying part-time at
Brunel University, West London. My previous academic background is in
politics and policy-making including social care policy and | have many years

experience of working in the private, public and voluntary sectors.

The purpose of my research is to look at and compare the perceptions and
understandings surrounding service user involvement in palliative care
involving people who are receiving palliative care (i.e. service users) and
those providing palliative care (i.e. staff). The aim is to look into people’s
experiences and compare the similarities and differences between the

perceptions of service users and staff and draw out some themes.

This is an independent research project that has the endorsement of XXXX

Hospice.

What will the research involve?
The aim of the research is to explore your perceptions and thoughts about
your care and your involvement in your hospice care as well as your

understanding about service user involvement generally and what it means to
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you. Also to explore what kind of involvement you would ideally like to have in

your own care and how much influence you feel you have in it.

The research will involve participants taking part in one face-to-face interview
with the researcher in an agreed location. The interview should last about an
hour and will be audio-recorded to ensure accuracy. There will be a consent
form that | will have with me for you to read through and sign just before the

interview starts. | will supply you with a copy of the signed form.

The interview will not be very formal and will be conducted more like a
conversation. | am interested in exploring your views and there are no right or
wrong answers. If an interview with you is scheduled and then you do not feel
well enough at the time, it can be re-scheduled. If during the interview itself
you feel at all unwell or find it upsetting in any way, then with your consent |
can contact a member of hospice staff member who can offer you support if
needed. Then the interview can continue if you feel able to after a break or it
can be re-scheduled and completed at a later date. If you do not feel able to
continue or do not wish to then that is fine. My wish is to provide a situation for

the interview with you that enables you to feel comfortable and secure.

What will happen to the information you provide as a participant?

The information given by you and all participants will remain entirely
confidential and your name will not be divulged to anyone else. The data
collected will be kept securely (for example, password protected computer;
locked cabinet; personal details kept separate from the interview data) and
will only be accessible by me as the researcher and by my PhD research
supervisors at Brunel University. The data collected from the research
interviews will be retained i whether you continue to the end of the study or

not.
All the data collected, in anonymous audio and transcript forms, will be kept

for at least 10 years in a secure environment to ensure it covers the full term

of the research study and will then be destroyed.
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Themes and quotes that may be drawn out of the responses from participants
will be shared with my PhD Advisory Group. This Advisory Group will have 8-
10 members who will provide support to me in the research. It will include
academics that who have a health, palliative care or service user involvement
background; also staff who provide palliative and/or end of life care; carers
and former carers of people receiving palliative care and service users
receiving palliative care. The role of this group, who won’t have contact with
the research participants and who won'’t be participants themselves, will be to
provide a forum for discussion. They will offer views on such things as the
questions being asked; on the themes being drawn out from the responses
and if they think there are any gaps. This group will not hear or see ‘raw’ data
(ie the audio tapes or complete written versions of the interviews) only the
themes drawn out from analysis of the information collected. There may be
some quotes pulled out from the interviews that the Advisory Group members
will have sight of to help with highlighting the themes but these will remain

anonymous.

As a participant you will not be identified in any reports emanating from the
research. The final PhD thesis may include quotations from the interviews but

these will be used anonymously.

In the event of any unexpected issues being raised with the researcher during
the interview process that indicate you may be at risk of harm then the
researcher will seek immediate advice from her supervisors about them and

whether further action may be necessary.

Your rights as a participant in this PhD research

Your decision to get involved as a participant in this research is entirely
voluntary. Your decision to take part or not to take part will have no bearing
whatsoever on any of your treatment or care at the hospice. You are entitled
to decline to answer any question in the interview itself and you can withdraw
at any time without having to give an explanation. If you decide to participate,

you will be offered a short interim report of findings as soon as possible.
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There is no obligation to take part in this research. But if you decide that you
would like to take part as a participant and see how it goes, then an
appropriate environment will be agreed with hospice staff and yourself with a

staff member nearby to offer you support as necessary.

This research is being carried out to help fill gaps in current research literature
around service user involvement in palliative and end of life care. It will enable
first-hand accounts to be drawn from people who are receiving and also
providing palliative care and their perceptions of what this involvement means.
As well as helping to advance knowledge of this subject, this research will
also help to establish whether any patterns and themes can be identified that
could assist in developing a better understanding of what such involvement
entails and whether these themes can improve the experience of service
users in palliative care. Your contribution could play a significant role in

helping to achieve this.

Do you have any questions?
If you have any questions, please feel free to write to me, Helen Findlay, at
the address below or email: XXXX or the research supervisors whose contact

details are listed below.

If you are interested in taking part . . .
Please fill in and return the enclosed reply slip to me at the address below
using the stamped-addressed envelope contained in this information pack or

email me with your details at: XXXX

Thank you very much for taking the time to read this information sheet
and for showing interest in this research.

Research ethics approval for this research has been obtained from the School
of Health Sciences and Social Care Research Ethics Committee, Brunel
University.

PhD Researcher:
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Helen Findlay

School of Health Sciences and Social Care, Brunel University, Mary Seacole
Building, Uxbridge Campus, Middlesex UB8 3PH

Tel: XXXX
Email: XXXX

Supervisors:

Professor Peter Beresford OBE

School of Health Sciences and Social Care, Brunel University, Mary Seacole
Building, Uxbridge Campus, Middlesex UB8 3PH

Email: XXXX

Dr Frances Reynolds

School of Health Sciences and Social Care, Brunel University, Mary Seacole
Building, Uxbridge Campus, Middlesex UB8 3PH

Email: XXXX

Should you have any complaints then please send them directly to:
Dr Simon Bradford

Chair, School of Health Sciences and Social Care Ethics Committee, Brunel

University, Mary Seacole Building, Uxbridge Campus, Middlesex UB8 3PH

Email: XXXX
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Information sheet for staff participants:

Brunel

UNIVERSITY

L OND ON

School of Health Sciences

PhD Research and Social Care
Information sheet for participants: Brunel UmV?l‘S_lty
Staff Mary Seacole Building

Uxbridge Campus
Middlesex UB8 3PH

‘Your perceptions of involvement in palliative care’

Purpose of the PhD research

My name is Helen Findlay. | am a PhD research student studying part-time at
Brunel University, West London. My previous academic background is in
politics and policy-making including social care policy and | have many years

experience of working in the private, public and voluntary sectors.

The purpose of my research is to look at and compare the perceptions and
understandings surrounding service user involvement in palliative care
involving people who are receiving palliative care (ie service users) and those
providing palliative care (ie professional staff). The aim is to look into people’s
experiences and compare the similarities and differences between the
perceptions of service users and professional staff and draw out some

themes.
This is an independent research project that has the endorsement of XXXX

Hospice.

The research will look into the following issues:
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* Thoughts on what the words ‘service user involvement’ mean to you.

* Any personal experience of service user involvement.

* Perceptions and understandings of service user involvement generally
and as it may apply in palliative care.

* Awareness of any service user involvement activities at the hospice
and involvement with them, influences on care and possible barriers.

* Information available about service user involvement through the
hospice.

* Awareness of any formal requirements of service user involvement in
palliative care.

* Thoughts on what service user involvement in palliative care could
ideally look like.

* Opportunity to add reflections and perceptions on service user

involvement in palliative care.

What will the research involve?

The research will involve participants taking part in one face-to-face interview
with the researcher in an agreed location. The interview should last up to an
hour and will be audio-recorded to ensure accuracy. There will be a consent
form that | will have with me for you to read through and sign just before the

interview starts. | will supply you with a copy of the signed form.

What will happen to the information you provide as a participant?

The information given by all participants will remain entirely confidential and
your name will not be divulged to anyone else. The data collected will be kept
securely (for example, password protected computer; locked cabinet;
personal details kept separate from the interview data) and will only be
accessible by me as the researcher and by my PhD research supervisors at

Brunel University.
Themes and anonymised quotes that may be drawn out of the responses

from participants will be shared with my PhD Advisory Group. This Advisory

Group will comprise 8-10 members who will provide support to me in the
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research. It will include academics who have a health, palliative care or
service user involvement background; also staff who provide palliative and/or
end of life care; carers and former carers of people receiving palliative care
and service users receiving palliative care. The role of this group, who won'’t
have contact with the research participants and who won’t be participants
themselves, will be to provide a forum for discussion. They will offer views on
such things as the questions being asked; on the themes being drawn out
from the responses and if they think there are any gaps. This group will not
see ‘raw’ data (ie entire interviews) only the themes drawn out from analysis
of the data collected. There may be some quotes pulled out from the data that
the Advisory Group members will have sight of to help with highlighting the
themes but these will remain anonymous. No individual participants will be

identified in any reports emanating from the research.

All the data collected, in anonymised audio and transcript forms, will be kept
for at least 10 years in a secure environment to ensure it covers the full term

of the research study and will then be destroyed.

Your rights as a participant in this PhD research
Your decision to get involved as a participant in this research is entirely

voluntary. You are entitled to decline to answer any question in the interview
process and can withdraw at any time without having to give an explanation. If
you decide to participate, you will be offered a summary of findings at the

conclusion of the research.

There is no obligation to take part in this research. But if you decide that you
would like to take part as a participant then an appropriate time and

environment will be agreed on with the hospice and yourself.

This research is being carried out to help fill gaps in current research literature
around service user involvement in palliative care. It will enable first-hand
accounts to be drawn from people who are receiving and also providing

palliative care, their perceptions of what this involvement means with
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similarities and differences compared.

As well as helping to advance knowledge of this subject, this research will
also help to establish whether any patterns and themes can be identified that
could assist in developing a better understanding of what such involvement
entails, whether these themes can help further inform the involvement of
service users in palliative care and offer up possible other areas for future
research around this topic. Your contribution could play a significant role in

helping to achieve this.

Do you have any questions?
If you have any questions, please feel free to write to me, Helen Findlay, at
the address below or email: helen.findlay@brunel.ac.uk or the research

supervisors whose contact details are listed below.

If you are interested in taking part . . .
Please fill in and return the enclosed reply slip to me at the address below
using the stamped-addressed envelope contained in this information pack or

email me with your details at: XXXX

Thank you very much for taking the time to read this information sheet

and for showing interest in this research.

Research ethics approval for this research has been obtained from the School
of Health Sciences and Social Care Research Ethics Committee, Brunel
University.

Date: XXXX

PhD Researcher:
Helen Findlay

School of Health Sciences and Social Care, Brunel University, Mary Seacole
Building, Uxbridge Campus, Middlesex UB8 3PH

Tel: XXXX
Email: XXXX
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Supervisors:

Professor Peter Beresford OBE

School of Health Sciences and Social Care, Brunel University, Mary Seacole
Building, Uxbridge Campus, Middlesex UB8 3PH

Email: XXXX

Dr Frances Reynolds

School of Health Sciences and Social Care, Brunel University, Mary Seacole

Building, Uxbridge Campus, Middlesex UB8 3PH

Email: XXXX

Should you have any complaints then please send them directly to:
Dr Simon Bradford
Chair, School of Health Sciences and Social Care Ethics Committee, Brunel

University, Mary Seacole Building, Uxbridge Campus, Middlesex UB8 3PH

Email: XXXX
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Consent form for participants:

Brunel e

UNIVERSITY

LO'N DO N

School of Health Sciences

PhD Research and Social Care
Participants’ Brunel University
CONSENT FORM Mary Seacole Building
Uxbridge Campus

Middlesex UB8 3PH

Title of Project: “‘Your perceptions of involvement in palliative care’

Name of Researcher: Helen Findlay

Please initial

box
1. | confirm that | have read and understand the Participants Information
Sheet dated.................... (version............ ) for the above study. | have

had the opportunity to consider the information, ask questions and have

had these answered satisfactorily.

2. | understand that my participation is voluntary and that | am free to

withdraw at any time without giving any reason, without my medical

care or legal rights being affected.

3. | agree to my interview being audio-recorded and that data | supply

in audio and transcribed (written from the audio recording) will be

stored in a secure data centre and destroyed after 10 years.

4, | agree that the words | say may be used as anonymous

qguotations when the study is written up or published.

5. | agree to take part in the above study.
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Name of Participant Date Signature

Name of person Date Signature

taking consent

When completed: 1 copy for participant; 1 copy for researcher site file
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Poster:

Poster:

Brunel

UNIVERSITY

L OND ON

R E S EA RC H School of Health Sciences

and Social Care

P ROJ E CT Brunel University

. .. Mary Seacole Building
Seeking participants from Uxbridge Campus
Middlesex UB8 3PH

INTERESTED IN TAKING PART IN A PHD RESEARCH PROJECT?
ARE YOU A PATIENT OR STAFF MEMBER OF THE HOSPICE?
THEN PLEASE READ ON. '
My name is Helen Findlay and | am studying for a PhD part-time at Brunel
University. The title of my PhD research is “Perceptions of involvement in

palliative care.”

What | plan to do is conduct individual and confidential face-to-face interviews
with service users who are receiving care from the hospice and with staff
providing the care. | am interested in your views about service user
involvement in the care and also on such involvement generally and what it

means to you. There are no right or wrong answers — just your views.

So if you are a patient or member of staff and would like to receive more
information about this project to help you decide if you would like to participate
then please fill in one of the reply slips that you should find under this poster
and | will send you an information pack. Drop the completed reply slip in the
secure collection box that | will collect; or use one of the stamped addressed
envelopes provided with the reply slip or contact me by telephone or email:

Thank you very much.
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Reply slip:

Brunel

UNIVERSITY

LO'N DO N

REPLY SLIP

Project title: Perceptions of involvement in palliative care
Name of Researcher: Helen Findlay

| would like to be a participant in the above project and agree to be contacted
to discuss it further.

My name is:

My contact details are: Tel/mobile:

Email:

Postal address:

When you have filled in this reply slip please send it to Brunel University via the post
using the enclosed stamped addressed envelope or email your details to: XXXX
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Appendix 2: Ethics approval letters

15 June 2012

Helen Findlay

Dear Helen Findlay

Study title A qualitative study of the perceptions of service user involvement in
palliative care among staff providing such care and service users receiving
such care from a hospice.

Project Reference Number Non-portfolio research
NRES Reference Number e
Research Ethics Commitiee Approval Letter date | 16 March 2012
Sponsor Brunel University
Approved Research Site o —

I am pleased fo confirm that [ have discussed this project (defined by those
documents listed on the above Research Ethics Committee Approval Letter) with
Mary Tompkins and she has asked me to send you this NHS Permission letter.

May we remind you that the Principal Investigator is locally responsible for ensuring
that

¢ the research is conducted in accordance with the Department for Health
Research Governance Framework,

s the research complies with the law, all internal Trust policies and processes
and any relevant good practice guidance, including ICH GCP and reporting of
Serious Adverse Events / SUSARS

¢ appropriate indemnity arrangements are in place,

¢ NHS Permission is sought for all project amendments,

¢ is managed in a way that internal or external monitoring can be carried out
with reasonable notice.

Very best wishes for your study, and please do not hesitate to contact me for any
assistance during the project

Yours sincerely,
With best wishes:

I8ad Research Management & Governance Manager,
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_ Health Research Authority

A0 MR ~A
= aArmn
= Z Z

O WialiUll £U

Dear Ms Findlay

Study title: A qualitative study of the perceptions of service user
involvement in palliative care among staff providing
such care and service users receiving such care from a
hospice.

REC reference: 11/EE/0511

Thank you for your letter of 17 January 2012, responding to the Committee’s request for
further information on the above research and submitting revised documentation.

The further information was considered at the meeting of the Committee held on 16 March
2012. A list of the members who were present at the meeting is attached.

Confirmation of ethical opinion

On behalf of the Committee, | am pleased to confirm a favourable ethical opinion for the
above research on the basis described in the application form, protocol and supporting
documentation as revised, subject to the conditions specified below.

Ethical review of research sites

[Omit this sub-section if no NHS sites will be taking part in the study, e.g. Phase 1 trials in
healthy volunteers]

NHS sites

The favourable opinion applies to all NHS sites taking part in the study, subject to
management permission being obtained from the NHS/HSC R&D office prior to the start of
the study (see "Conditions of the favourable opinion" below).

Non-NHS sites

Conditions of the favourable opinion

The favourable opinion is subject to the following conditions being met prior to the start of
the study.
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Management perm

(8]

LT L0 allic

=d from each host organisation prior to

the start of the stqu at

Management permission ("R&D approval”) should be sought from all NHS organisations
involved in the study in accordance with NHS research governance arrangements.

Guidance on app! ving for NHS permission for research is available in the Integrated

Research Application Sys

L

m or at hitp://www.rdforum.nhs.uk.

limited to identifying and referring potential
ication centre”), guidance should be sought
fo give permission for this activity.

required to notify the Committee of approvals from host organisations

it is the responsibility of the sponsor to ensure that all the conditions are complied
with before the start of the study or its initiation at a particular site (as applicable).

Approved documents

The Tinal list of documents reviewed and approved by the Committee is as follows:

Version

from Helen Findlay

—

D_ate |
18 November 2011

IRAS Parts A&B

:g,_ T

rrotece

|Response to Request for Further Information

{no version number)

22 November 2011

18 November 2017

from Helen Findlay

17 January 2012

‘Advertisement 1 16 January 2012 |
Interview Schedules/T opic Guides 1 o 01 Sebtember 2011
Investigator CV Ms Helen Findaly ]
—IFvestigator CcVv {Frances Reynolds 07 October 2011
Investigator CV ! Peter Beresford 07 October 2011
‘Letter from Sponsor [from David Anderson-Ford 24 August 2011
Letter of invitation to participaht Staff 3 16 January 2012
|Letter of invitation fo participant Service Users 2 16 January 2012
Letter from ' [from 21 July 2011

}_?ep!y snp'” - 1 T —76J~anuary 2012 |
Participant Consent Form i 2 16 January 2012
Participant Information Sheet Service Users 2 16 January 2012
Participant Information Sheet Staff 3 16 January 2012
Statement of Sponsorship/indemnity 24 August 2011
from David Anderson-Ford o
Evidence of insurance or indemnity {AON 04 August 2011

A Research Ethics Committes estabiished by the Health Research Authority
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Statement of compliance

The Committee is constituted in accordance with the Governance Arrangements for
Research Ethics Committees and complies fully with the Standard Operating Procedures for
Research Ethics Committees in the UK.

After ethical review

Reporting requirements

The attached document “After ethical review — guidance for researchers” gives detailed
guidance on reporting requirements for studies with a favourable opinion, including:

Notifying substantial amendments

Adding new sites and investigators
Notification of serious breaches of the protocol
Progress and safety reports

Notifying the end of the study

The NRES website also provides guidance on these topics, which is updated.in the light of
changes in reporting requirements or procedures.

Feedback

You are invited to give your view of the service that you have received from the National
Research Ethics Service and the application procedure. [f you wish to make your views
known please use the feedback form available on the website.

Further information is available at National Research Ethics Service website > After Review

- ' Please quote this number on all correspondence |

| S

With the Committee’s best wishes for the success of this project

" Yours sincerely

. g

Enclosures: List of names and professions of members who were present at the
meeting and those who submitted written comments [if final opinion
was confirmed was given at a meeting]

“After ethical review — guidance for researchers” [SL-AR2]

A Research Ethics Committee established by the Health Research Authority
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Brunel

School of Health Sciences and UNIVERSITY

ggt;i(;rﬁé)f Fﬁalthﬁcie@es qud

s are
SOClal Care Brunel University,
Uxbridge
Middlesex UB8 3PH
Telephone: +44 (0)1895 274000
Web www.brunel.ac.uk
24 August 2011
Proposer: Helen Findlay
Title: A qualitative study of the perceptions of service user involvement in palliative care

among staff providing such care and service users receiving such care from a
hospice

Reference: 11/08/PHD/11

Letter of Approval

The School Research Ethics Committee has considered the amendments recently submitted by you in
response to the Committee’s earlier review of the above application

The Chair, acting under delegated authority, is satisfied that the amendments accord with the decision of
the Committee and has agreed that there is no objection on ethical grounds to the proposed study.
Approval is given on the understanding that the conditions of approval set out below are followed:

NB:

The agreed protocol must be followed. Any changes to the protocol will require prior approval from the Committee.

Research Participant Information Sheets and (where relevant) flyers, posters, and consent
forms should include a clear statement that research ethics approval has been obtained
from the School of Health Sciences and Social Care Research Ethics Committee.

The Research Participant Information Sheets should include a clear statement that
queries should be directed, in the first instance, to the Supervisor (where relevant), or the
researcher. Complaints, on the other hand, should be directed, in the first instance, to
the Chair of the School Research Ethics Committee

Approval to proceed with the study is granted subject to receipt by the Committee of
satisfactory responses to any conditions that may appear above, in addition to any
subsequent changes to the protocol.

The School Research Ethics Committee reserves the right to sample and review
documentation, including raw data, relevant to the study.

David Anderson-Ford
Research Ethics Officer
School of Health Sciences and Social Care



Appendix 3: Interview table: Service user participants

Ex- ‘Polly’ | ‘Bob’ ‘David’ ‘Stanley’ | ‘Milly’
caregiver

Familiarity with
the words
‘service user’

i. A person v v v v X X
receiving palliative
care

ii. Also refers to v X X X X X
family carers

Understanding of
the term ‘service
user
involvement’

i. Familiar with the v X X X X X
term

ii. Awareness of v X X X X X
legislative
requirements such
as professional
ethics; hospice
codes on service
user involvement

Personal
experience of
‘service user
involvement’ in
palliative care
(even if didn’t
use this term in
interview)

i. As a carer v X X X X X

ii. As a service X v v v X v
user

iii. Had v v v v v v
involvement in
service user
activities at the
hospice

iv. Felt v X X X X X
involvement was
taken notice of

v. Belief that each v v v v v v
individual has a
right to choose the
kind of care they
want
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vi. Should gather
views & stories of
people, listen to
them, help shape
services

Ex-
caregiver

‘Polly’ | ‘Bob’

‘David’

‘Stanley’

‘Milly’

Hospice Service
User Group

i. Awareness that
the hospice
service user group
exists

ii. It would be
good to work more
with the hospice
service user group

No No
view view

No
view

iii. Could offer an
example of direct
influence that the
service user group
has had on
hospice decision-
making

iv. Believe the
service user group
has an influence
on hospice
practice

Family carers

i. Holistic
approach to work
taken at hospice

ii. Regarded the
patient voice as
stronger if a family
carer is with them

DK X

iii. Considered that
individual carers
have a strong
voice in the
hospice

Professional
boundaries and
legislation

i. Palliative care
perceived as
being of different
order & culture to
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clinical ie hospital
care

ii. Perception that
staff are able to
talk with them
about dying

y/n

iii. System
processes &
needs of an
organisation can
“trump” people’s
needs at end of
life

Ex-
caregiver

‘Polly’

‘Bob’

‘David’

‘Stanley’

‘Milly’

iv. Some
awareness of
legislation on
service user
involvement in
palliative care

v

X

X

X

Awareness of
changes in
hospice over last
couple of years
and effects

i. Aware that there
are recent
organisational
changes since first
started coming to
the hospice

N/A
changes
introduced
after pilot
interview

ii. Aware that

changes have
been made to
their own care

N/A

iii. Perception that
are more time
constraints & staff
busier than used
to be

N/A

iv. Perception that
hospice is moving
towards a
‘managerialist’
approach

N/A

v. Feelings of
distress caused by
organisational
changes at the

N/A
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hospice

vi. Perception that
more emphasis
being placed on
clinical care eg
like a hospital

N/A

Consultations
about changes at
the hospice

i. Involved in
consultation
activities with
hospice re
organisational
changes

N/A

ii. Expressed
feelings of anger
& alienation due to
lack of influence

N/A

iii. Feeling

disempowered in
decisions re own
care with hospice

N/A

y/n

iv. Felt had
influence on
decisions because
taken part in

consultations

N/A

Appendix 3) Interview table:

Staff

Ex-Nurse
Manager

-1

4

In-patient
Nurse

In-patient
nurse/

Clinical
Cancer

Educator
Family

Business

Partner

Comp

Therapy

Director,

Education

Hospice
Chanlain

manaaer

IT

Day

nantra

Volunteer

1

Volunteer

2

Understandi
ng of the
words
‘service
user’

Person v
receiving
palliative
care/ family
member

Orgs & X
indivs that
hospice
interacts with
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eg GPs,
student
nurses &
external
bodies

Understandi
ng of the
term
‘service
user
involvement

Familiar with
the term

Y/

P4

Y/

P4

Awareness
of legislative
requirements
€g
professional
ethics;
hospice
codes

Personal
experience
of service
user
involvement

As a carer

As a service
user

b
b

Manager

Ex-Nurse
- .l

In-patient Nurse

L

In-patient nurse/
infection control
Clinical Nurse
Family Support
Comp Therapy
Manager

MacMillan
Education &

N
Chanlain

Educator
Business
Partner
Director,
Hospice

Head of IT

Service
user
involvement
a “burden”
on those
directly
receiving
palliative
care

Service user
more likely to
talk when
time passed

y/

Day centre
Volunteer 1
Volunteer 2

Niuirea




after
diagnosis

Serviceuser | ¥ |V |V | V|V |V|V
“too

traumatised”
straight after
diagnosis &
not able to
talk at that
point

Staff AR AR AREARARARY

perhaps be
too ‘parental’
in trying to
protect a
patient

Positive
about
service user
involvement

Biggestinput | v |V |V |YV| V|V |V

on
involvement
from service
user decided
when start
care at
hospice eg
care plan

Belief that v |V |V | V|V|V|Y
each indiv
has a right to
choose the
kind of care
they want

Should x |V |V | V|V|Y]x
gather
views/stories
from people
& listen to
what want to
help shape
services

Ex-Nurse
Manager
In-patient
Nurse
In-patient
nurse/
MacMillan
Educator

- .l
Clinical

Awareness
of hospice
service user
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Family
Business
Partner
Comp
Therapy
Director,
Education
Hospice
Chanlain
Head of IT
Day
Aantra
Volunteer
Volunteer




group and
what it does

Awareness
that the
hospice
service user
group exists

Desire to
work more
with the
hospice
service user
group

Offered
example of
direct
influence
that service
user group
had on
hospice
decision-
making

View it as
only
concerned
with social
related
activity

Believe
service user
group has an
influence on
hospice
practice

Believe
activities are
a matter only
for senior
management
in the
hospice & at
Board level
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In-patient nurse/ infection
Clinical Nurse Mana
MacMillan Cancer Care
Education & Research

o
4
El
4
=
c
)
2
©
£

Business Partner
Hospice Chaplain
Day centre Nurse

Director,
Head of IT
Volunteer 1
Volunteer 2

Perspective
s on
influence of
service user
involvement
in hospice
from
individuals
receiving
palliative
care when
family carer
also
involved

Holistic v | v IV IV|IVYIVIYIX| Y| VY |V IV I IVIIVI IV
approach to
work at
hospice

Regarded vV | VIV IVIVIYIX| Y x| Y [V yl|x|yl|Y
patient voice n n
stronger if
family carer
is with them

Considered X | Y| x|Y|Y|Y|x]| x
that
individual
carers have
a strong
voice in the
hospice

y/

A O X

Awareness
of
professional
boundaries
& legislation
on service
user
involvement
in palliative
care

Palliative v |V IV I VIVIVIVIV IV IV VIV IX|VI|Y
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care
perceived as
being of
different
order &
culture to
clinical ie
hospital care

Ex-Nurse
Manager
s

-1

Nurse

nurse/

Partner

Therapy

Education

Director,

Chanlain

nantra

1

2

Has ‘feeling’
of what
‘ought’ to be
doing as
individual
providing
palliative
care

AN

4| In-patient

4| In-patient

4| Clinical

«| MacMillan

4| Educator
|| Family

% | Business

< |/ Comp

AN

| Hospice

4| Head of IT

| Day

4| Volunteer

4| Volunteer

Awareness
of
professional/
hospice
codes
covering own
role

Perception
that
physicians
have
difficulty in
talking about
dying

Y/

A O X

A O X

Danger of
“tick box
approach” to
palliative
care

Y/N

A O X

Some
awareness
of legislation
on service
user
involvement
in palliative
care

System
processes &
needs of an

Y/

A O X
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organisation
can “trump”
people’s
needs at end
of life

Perception
that doctors
could be too
dominant

Laws seen
as “illogical”
for
individuals at
the end of
their lives

Manager
MacMillan

- .l
Business

Ex-Nurse
In-patient
Nurse
In-patient
nurse/
Clinical
Educator
Family
Partner
Comp
Therapy

Education

Director,

Awareness
of changes
in hospice
over last
couple of
years

View that
hospice is
not just a
building, it
operates in
the
community

Aware there
are recent
changes
since first
started
working at
the hospice

Own role has
changed
over last 12
months

Perception
that are
more time
constraints &
busier than
used to be

Perception

y/n

AO

Hospice
Chanlain
Head of IT
Day
Aantra
Volunteer
Volunteer
2




that hospice
is moving to
‘managerialis
t' approach

Aware of X | x |x|Y|VY|V
distress
being
caused to
service users
by
organisation
al changes
at the
hospice

Perception X | x| v [x|[x|Y|x
that hospice
becoming
more clinical
or like a
hospital

Ex-Nurse
Manager
In-patient
Nurse
In-patient
nurse/
MacMillan
Educator

- .l
Clinical

Comments
of
MacMillan
Cancer
counsellor
only on
cancer
networks &
cancer
service user
groups

Cancer v
service user
groups may
be stronger
compared to
non-cancer
service user
groups in
palliative
care

“Individuals v
challenge
palliative
doctors now”

The Chemo v
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(]
Volunteer

Education
Head of IT
Volunteer

Family
Business
Partner
Comp
Therapy
Director,
Hospice
Chanlain
Day
Aantra




Therapy Unit
at the local
hospital seen
as a strong
voice in the
local
community

The service v
user voice
not seen as
very strong
outside
cancer

Professional v
s may have
a fear of
getting
palliative
care wrong if
not cancer

Perception v
that the
hospice is
moving to a
‘managerialis
t' approach

Ex-Nurse
Manager
In-patient
Nurse
In-patient
nurse/
Clinical
Educator

-1

X | MacMillan

Awareness
of distress
being

caused to
service users
by the
organisation
al changes
at the
hospice

Perception v
that the
hospice was
potentially
becoming
more clinical
or like a
hospital

Awareness
of the roles
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Family
Business
Partner
Comp
Therapy
Director,
Education
Hospice
Chanlain
Head of IT
Day
Aantra
Volunteer
Volunteer




of
volunteers
at the
hospice
(1200 of
them)

Some
awareness
of what
hospice
volunteers
do

Roles &
input of
hospice
volunteers is
generally
understood

Some
acknowledg
ment that
hospice find
it difficult to
carry on
without
volunteers

A O X
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Appendix 4: Literature review table 1995 — 2018 (alphabetical order)

STUDY PARADIGM | METHODOLOGY RESEARCH SAMPLING DATA ANALYTIC TYPES OF RESEARC
AIMS/ COLLECTION | STRATEGIES FINDINGS REPORT
QUESTIONS METHOD
Aspinal et al | Interpretive Participatory To investigate Focus groups; | 10 focus Thematic 7 themes Diffs betweer
2006 what is recording, groups using analysis. identified: professional
important to transcribing. modified Issues symptom groups & pati
measure at the | Over 18, nominal group | proritised management; groups identi
end of life from | speak English, | technique; 75 using ratings & | choice & control; | in cross-
the able to give participants (10 | rankings dignity; quality of | comparison e
perspectives of | written patients; 35 incorporating life; preparation; | professional
UK patients, informed professionals; cross-group relationships; groups had
bereaved consent; 30 bereaved comparison co-ordination & ‘symptom cor
relatives & patients relatives). continuity as first priority
healthcare judged to be whereas
professionals psychologically bereaved gro
& physically had ‘quality o
capable of life’ &
participating by ‘relationships
hospice day important;
care staff patients grou
had ‘preparat
& ‘co-ordinati
and continuity
priorities
Beresford & | Interpretive Case study To describe 3 - Data from 3 Descriptive Service user Need to deve
Branfield projects projects in concepts of effective
2006 undertaken by report: Shaping outcome & partnerships
ChAnina Mo Nur Tivoc ~iiAlibg maA imAliiAdA AAmi-
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STUDY PARADIGM | METHODOLOGY | RESEARCH SAMPLING DATA ANALYTIC TYPES OF RESEARC
AIMS/ COLLECTION | STRATEGIES FINDINGS REPORT

QUESTIONS METHOD
Kramer 2012 of family conflict | caregivers & interviews with | analysis expanded to awareness of
at end of life by | 37 hospice family include further family contex
exploring professionals caregivers; categories to aid | understandini

perceptions of
professionals &
family
caregivers
experiencing
conflict in non-
profit hospice
context

focus groups
with
professionals

understanding of
family conflict

family conflic
end of life. Lo
standing fami
issues, dynar
& problems n
surface & ma
exacerbated
when faced w
life-limiting
iliness.
Professional
training &
hospice delivi
system may
underestimat:
the complexit
some family
systems inclu
cruelties that
have taken pl
& depth of
dysfunction tt
may dramatic
influence qua
of care at enc
life. “Care as
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QUESTIONS METHOD
usual may no
sufficient”
Carter et al Interpretive Participatory Explore what 10 people Interviewing. Narrative 30 categories Taking charg:
2004 people living living with Naturalistic analysis & within 5 themes | aspect of find
with terminal terminal enquiry mode grounded emerged: seen as
illness cancer (7 ie themes theory; personal/intrinsic | important for
considered women, 3 men | collated after thematic factors; patient
were areas of all over 50 interviews. analysis; external/extrinsic | empowermer
priority in their years of age); | Interviews looked at of factors; future barriers to thi
lives; looked at | included recorded & QOL (Quality issues; include forma

different views

participants

transcribed

of Life) tools in

perceptions of

power structu

of patients recruited from relation to end | normality & in working
about what hospice. of life care & taking charge environment 1
important about | ‘convenience their limitations | which integrally | emphasises r
aspects of sampling’ used eg taking connected to all | of the
disease & ie those charge not the other professional;
treatment for recruited & represented in | themes. Taking | actively-
patients consented QOL tool; charge negotiated
themselves were included concept of concerned interactive

‘good’ death ability to define process seen

as outcome & actualise their | enhance pati

has problems | needs. control & pow

because Participants in decision-

primarily focused on making

professionally | “living with a

conceived; terminal illness”

could be too than focusing on

generalised & | future death

not specific
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QUESTIONS METHOD
enough. Put
forward notion
of ‘appropriate’
death ie to suit
individual
Cotterell Emancipatory | Constructivist Exploring Involved Mail shot in 1 Critical 7 themes Experience o
2006 (PhD research; experience & service user locality seeking | reflective discovered: living with life
thesis) feminist needs of people | advisory group | participants w thinking as diagnosis; fear; limiting
theory; living with life (SURAG) & 25 | cancer & other | researcher & anger/ conditions; of
qualitative limiting participants conditions; with SURAG frustration; grief; | needs not me
conditions face-to-face relationships; different
interviews; difference/ experience w
discussion individuality; cancer & non
groups independent/ cancer; lack ¢
dependent awareness
among non-
cancer re
palliative care
value placed
cancer users
access to
hospice day
centre
Cotterell et Interpretive Participatory & To explore the Setting: across | 8 focus groups | Thematic Findings Provides
al 2011 user led impact of UK with user analysis. identified 3 main | overview of
involvement on | Participants: groups; 9 face- | Participatory themes for qualitative
the lives of 64 — engaged | to-face approach involvement: findings; prov
service users in involvement | interviews with | where service | expectations & direct quotes
affected by activities in involved users affected | motivations; from researct
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cancer cancer individuals at by cancer positive & participants tc
services, local, national involved as challenging underpin ther
palliative care | & regional integral aspects. identified
and research levels members of Outlines how
research team | lack of
& worked on implementation
all aspects of of direction &
research task | vision of
involvement
activities &
expectations
has led to
frustrations;
involvement also
led to enhanced
life opportunities
for active users
with cancer
Croft, Qualitative; Report of 2012 Set out findings | 20% response | Questionnaire Thematic Significant References tc
Chowns & participatory | survey using of 2012 survey, | rate to survey; | (as described in contradictions different type:
Beresford questionnaire check progress | specialist sampling) about user user involven
2012 aimed at UK & proposals for | palliative care involvement in ladders base

palliative care

future research

social workers

palliative care;

Arnstein’s lad

social workers in 42 settings hospices and non-

towards service in NHS & considered had | hierarchical

user involvement voluntary always put approach
sector patient at centre | (mention
including 29 as part of Treseder 200
hospices original ethos adapted by
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STUDY

PARADIGM

METHODOLOGY

RESEARCH
AIMS/
QUESTIONS

SAMPLING

DATA
COLLECTION
METHOD

ANALYTIC
STRATEGIES

TYPES OF
FINDINGS

RESEARC
REPORT

across UK

Chown 2012)
Issues that
emerged: lacl
consensus
around what |
involvement
means; a lot
consists of
contirubting tc
leaflets, publi
& giving feed|
so at consultz
level. Highligt
benefits, gain
challenges to
user involvenr
plus barriers
including lack
resources,
competing
priorities.
Identified urg
need to deba
contemporary
understandiny
term ‘service
involvement’

Daykin et al
2010

Interpretive

Qualitative &
Quantitative

To identify key
principles for

One UK
cancer

Formal
consensus

120 priority
statements

That consensus
development

Provides
overview of
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the network development identified then | process is key to | methods use
development of | involving 357 method — ranked by a understanding how data
user individual Delphi formula professional analysed &
involvement in a | stakeholders; technique attitudes to user | highlighted
cancer network | collaboration utilising series involvement; examples froi
between NHS, | of identified power | questionnaire
2 universities questionnaires dynamics responses
& 2 voluntary & also Nominal between
sector Group professions &
organisations; | Technique to between
seeking facilitate professionals &
perspectives of | structured users
users & group
professionals discussions
towards user
involvement in
cancer
network
Etkind et al | Qualitiative & | Systematic Explore Hospital & Search of Thematic Family & care Family
2018 quantitative review influences on community Medline, synthesis of context, illness & | particularly
care care setting. Embase, qualitative individual factors | important as
preferences of Of 12,142 PsycINFO, articles; interact to influence on ¢
older people search results, | Web of Science | narrative influence care preferences
with advanced 57 articles & Open Grey synthesis of preferences which then
illness included quantitative influenced by
articles complex

interaction of
family, illness
care factors
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Evans et al Grounded Participatory Explore 31 people with | Semi-structured | Thematic Few participants | Lack of info a
2003 theory knowledge, cancer & 5 interviews analysis understood what | cancer servic
experience & carers in one service user in general &
importance of cancer involvement treatment opt
user network in was; many saw | appeared bar
involvement to England it as involvement | to service use
people with in decisions re involvement i
cancer & carers own care or treatment relz
taking part in decisions;
drug trials importance of
communicatic
with healthca
professionals
seen as
important to
service user
involvement;
policy suppor
involvement t
little practical
structure to
enable it; &
therefore see
‘alien’
Forbat et al | Empirical & Cross-sectional To explore Data gathered | Focus groups Thematic Range of ways Slow applicat
2009 interpretive study range of models | from larger of people with analysis of of involvemer
of involvement | study: cancer & lung conceptualising | due to myriac
Intervention cancer team in involvement ways it is

across 3 sites

5 health boards

emerged; few

conceptualise
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& non- across moved beyond leading to
intervention at | Scotland; use of patient muddle;
2 control sites | individual satisfaction Clinicians ne¢
interviews with surveys; use of | support for cli
CEOs of all 5 public meetings | on operation
boards to communicate | involvement i
decisions about | to work
closures to
services
Francois et | Interpretive Qualitative To understand Semi- Individual 5-stage Refers to Data indicate
al 2017 staff & relative structured interviews at thematic “triadic” emotional
perspectives on | interviews with | multidisciplinary | analysis of healthcare undertow of
conflict & 25 staff & 7 palllative care data relationship conflict in
serious bereaved setting in (patient-relative- | palliative care
disagreement in | relatives Australia healthcare Identified
adult palliative team). Relatives | common trigc
care including identified of conflict: eg

triggers, risk
factors & impact

systemic rather
than
interpersonal
causes as
provoking
conflict

breakdown in
communicatic
relatives
involvement i
decision-mak
patient & fam
mistrust of the
healthcare
system; religi
beliefs & cultt
differences al
treatment goe
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refual of
treatment &
misunderstan
of prognosis
Fredriksson, | Cross- Quantitative Comparing 3125 Four questions | Multinomial 68% of Health systen
Eriksson & | sectional preferences for | respondents — | asked in regression respondents needs to
Tritter 2018 | study individual & 1625 in random model overall wanted integrate effe
collective England; 1500 | sampling via passive patient approach to F
involvement in Sweden Public Health role; 44% in individual
(PPI) in England Public wanted treatment
England and Opinion Survey involvement in decisions & ir
Sweden 2014 decisions about | shaping local
conducted by organisation & health & soci:
IPSOS Mori; provision of care priorities
plus omnibus services More work
survey carried needed to
out by TNS Sifo understand
desire to be
involved &
actually being
involved
Fudge et al | Ethnographic | Participatory Understand Service users, | Observation, Thematic Findings not Service user
2008 how policy of NHS semi-structured | analysis of necessarily involvement
user managers & interviews with | transcripts, applicable to initiated & led
involvement clinicians in 2 users & staff, reflexive diary, | other conditions | professionals
interpreted in London documentary notes & stroke | apart from profs decided
health service boroughs evidence of programme stroke but useful | areas of servi
organisations & stroke service documents more broadly to | improvement
factors that the policy of users could
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influence how user participate in.
put into practice involvement covered
satisfaction
surveys to us
providing pee
support in are
with least sug
from clinician
Vagueness ir
understandiny
user involven
Users & profs
viewed &
practised sui
different way:
Gauthier & Constructivist | Grounded theory | To study the Participants: Hospice Grounded Analysis method | Noted that
Swigart process of over 18 years | agency theory allowed for perception of
2003 decision-making | of age; no professional methods used | substantive control of
for adults with a | cognitive staff identified as guide theory to be decision-mak
terminal illness | impairment as | appropriate developed between user
including assessed by cases; offering tentative | professional ¢
influences & hospice staff & | approached via model of the needed more
most so able to leaflet & 4 process of research;
meaningful participate methods to decision-making | considered th
situations for voluntarily; contact for terminally ill this research
making English- researcher; first adults in hospice | moves literat
decisions speaking; recruit care. Found to conceptually
aware of interviewed be complex forward by
terminal then others process of providing a
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status. 14 concurrently as interactive grounded the
participants (8 | recruitment events. Quotes | about decisio
women, 6 process from participants | making in cor
men) from 2 continued; included in table | of living with :
hospices theoretical and in text. terminal illnes
volunteered to | sampling Concept of
take part. purposefully accommodating
Breakdown of | choosing living —
details about participants to increasing
participants expand on physical
provided in a emerging dependence
table concepts; semi- was consistent
struc pattern of

interviews:
focus on health
& personal
decisions &
perceived
facilitators &
barriers to
decision-
making; family
members
presentin 5
cases during
interviews; to
aid theoretical
sampling &
validate

experience for
participants; also
embodied
responding ie
realising
terminality,
accommodating
living &
engaging
uncertainty
(diagram
included)
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findings, 7
patients were
re-interviewed;
field notes to
record non-
verbal
behaviour &
observations
Haarsma et | Qualitative Descriptive In-depth study 6 palliative 18 in-depth Based on Impact of Improvement
al 2015 interpretive of practice of care networks | interviews; 3 Arnstein’s involvement in public
public in 1 province in | focus groups involvement palliative care in | involvement i
involvement in the classification & | terms of citizen palliative care
palliative care Netherlands: content control & required posit
participants analysis partnership attitudes, ope
were 16 greatest in communicatic
patient reps & relation to sufficient
12 quality of care & | resources & |
professionals dissemination of | term support
info. Tensions
perceived
between patient
reps &
professionals in
relation to
operational &
strategic
involvement
Johnston & | Interpretive Phenomenology | To report on Involves 2 Convenience Content 29 categories in | Emphasised
Smith 2006 perceptions of acute hospitals | sample of 22 analysis (Miles | 8 themes importance of
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patients & & 2 hospices registered & Huberman) identified. communicatic
palliative care in Scotland. nurses & 22 and thematic ‘connecting’ was | & listening sk
nurses on Registered dying patients. | analysis central theme — | of profession:
expert palliative | nurses & Pilot study of someone to talk | & role involve
nursing care & patients with 10 participants to; willing to more than jus
examine terminal illness | conducted listen; getting to | experience &
differences were before main know me; qualifications
between them interviewed. study. Data avoiding me dying patients
Criteria: collected over Dying patients can & wish to
patients - life 18 month also had desire | take partin
expectancy of | period. In-depth to maintain research
between 2 interviews with independence &
weeks to 2 second remain in control
years; speak repertory grid
English; interview 7-14
Nurses — days after first
registered interview; nurse
nurse; at least | data collected
2 years before patient
experience; data. 13
postreg patients unable
qualification in | to do second
palliative care. | interview due to
health, refusal
or death.
Interviews
audio-taped
Karnilowicz | Narrative Auto- To explore - Literature Auto- Approach used Self-identity it
2011 form of ethnographic psychological search & ethnographic to confront often subject
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collaborative
empowering.
Kars et al Literature Systematic To identify Search Preferred Meta-analyses | 5 groups of Fear of burde
2016 review review potential databases: Reporting Items | & thematic potential vulnerable
gatekeepers in | PubMed, for Systematic | synthesis gatekeepers patients was
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