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Abstract

The implementation of end-of-life care interventions is promoted within English
healthcare policy to improve care delivery within different settings. How these
interventions are best implemented is less clearly promoted. The role of facilitation in
the implementation of one end-of-life care initiative, recommended by the English
Department of Health, the Gold Standards Framework in Care Homes (GSFCH)
programme is considered in this study. It has been noted that a low number of care
homes complete the programme which has raised questions about the implementation
process. Whilst an early evaluation reported that it was easier to implement the
GSFCH programme when a care home was supported by an external facilitator, this
report and subsequent evaluations failed to clearly identify the role or competencies

that they needed.

This mixed methods study was undertaken within 38 nursing care homes undertaking
the GSFCH programme in England. Qualitative and quantitative data were collected
from staff employed within (nursing care home managers and GSFCH coordinators)
or associated with (external facilitators) these nursing care homes and included
interviews, surveys, Facilitator Activity Logs and a researcher’s diary. Following

separate quantitative and qualitative data analysis the data sets were integrated by



following a thread'. Utilisation of a system-based-framework enabled the wider

context of the participating nursing care homes to be considered.

Three approaches of facilitation were provided to nursing care home staff when
implementing the GSFCH programme: ‘fitting it in’ facilitation; ‘as requested’
facilitation; and, ‘being present’ facilitation. Completion of the GSFCH programme,
through to accreditation, was influenced by the approach of facilitation that was
provided. Implementation of the programme required an external facilitator who could
mediate multi-layered learning at an appreciative system level, an organisational level
and at an individual level. Multi-layered learning was required in order to achieve the

cultural change necessary to complete the GSFCH programme.
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Chapter One — An introduction to the study:
implementation of end-of-life care policy into practice

Initiatives to guide the delivery of high quality end-of-life care, within all care settings
in England, are actively encouraged within the End-of-life Care Strategy (Department
of Health 2008). However, this documentation provides little guidance either about
the outcomes that could result or how to translate its recommendations into practice.
The process by which high quality end-of-life care is implemented has therefore been
variable, driven by local interpretation and locally agreed commissioning criteria.
Whilst the provision of end-of-life care continues to be driven nationally, how this is
achieved within care settings in England consequently varies from one locality to

another.

[t is now six years since the End-of-life Care Strategy was published. Following its
publication, annual reports summarise the progress made on the implementation of its
recommendations. However, this annual system of reporting appears to have now
ceased with the final assessable report (the fourth annual report) published in 2012
(Department of Health 2012). Evidence of implementation of the recommendations
within the strategy was to be through locally agreed measurable outcomes. Core
outcome measures suggested in the End-of-Life Care Strategy (2008) included the
Views Of Informal Carers — Evaluation Of Services (VOICES), a questionnaire sent
to bereaved relatives and through audit of the Liverpool Care Pathway. With respect
to the VOICES questionnaire becoming a key outcome measure, this has been
delivered on. The fourth annual report includes a summary of the findings from a
national survey of bereaved relatives. However, this measurable outcome only relates

to the experience of end-of-life care in the last three months of life. The detail of other
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outcome measures is not evident. For example the End-of-Life Care Strategy (2008)
suggests recording the number of general practices using the GSF or equivalent. This
detail for each strategic health authority is provided in the End-of-Life Care Strategy
(2008), but not provided in the fourth annual report. In the fourth annual report.
instead of reporting this detail for each strategic health authority, a survey of 600 GPs
was undertaken. From this survey, 331 GPs reported that they had an end-of-life care
register, which is just one component of the GSF primary care foundation level status.

Comparison between the reports on this outcome cannot be made.

The decision in 2014 to withdraw one of the End-of-Life Care Strategy (2008)
recommendations, the Liverpool Care Pathway, from clinical practice is discussed
later, but highlights the importance of reviewing the recommendations and outcome
measures within the document in light of the current landscape. This study aimed to
examine one other specific end-of-life care initiative recommended by the End-of-lifec
Care Strategy (Department of Health 2008) — the Gold Standards Framework in Carc
Homes (GSFCH) programme. The primary aim of the study was to identify the role

of facilitation when implementing the GSFCH within nursing care home practice.

1.1: Transferring the GSFCH from a national policy recommendation into
practice

Support from an external facilitator to care homes implementing the GSFCH
programme is recommended by those who developed the programme (Thomas et al
2005) and by those who have evaluated it (Clifford et al 2007). However, it has never

been a pre-requisite to a care home starting the GSFCH programme.




With respect to this recommendation, the GSF Central Team highlight core
responsibilities of an external facilitator within their training manual for the GSFCH
programme (Gold Standards Framework Centre CIC 2011). This document
recommends that care homes should have access to an external local facilitator who
will:

. have a working knowledge of the GSFCH programme

o have access to electronic versions of all the resources the care home

need for the preparation stage (letters etc)

° help review the After Death Analysis (ADA) audits

J arrange and attend GSFCH coordinator supportive meetings

o where possible, attend four GSFCH workshops

o establish a good working relationship with the care home staff

Badger et al (2009), making reference to the external facilitator role, suggests that an
additional role is that of assisting the manager of the care home to access additional
training external to the home. However, external facilitators are not employed by the
GSF central team and so they have been unable to enforce a model of best practice
with regards to the use of external facilitators in care homes. As a consequence of this,
very little is known about facilitation of the GSFCH programme; and, where local

facilitation is provided, different approaches exist.

Despite acknowledging the role of an external facilitator as important, there is little
evidence about how such facilitation of the programme should be provided and no
evidence of outcomes that result from its provision. Even so, the GSFCH programme

continues to be encouraged as a national end-of-life care policy.




Historically, care homes participating in the central GSFCH programme have not
always completed the programme. Completion occurs when the care home becomes
accredited. The 2012 accreditation database lists 328 care homes who have been
accredited (GSF Centre 2012). With over 2,500 care homes having undertaken the
programme, the national average of those gaining accreditation is no greater than 13%
(Thomas 2012). The low number of care homes completing the GSFCH programme

raises questions about its implementation.

In 2008, the GSF central team commissioned a Regional Training Centre to organise
and provide a yearly GSFCH programme. As there was no formal model to guide the
provision of local GSFCH facilitation, this provided an ideal opportunity for research
in relation to the facilitation process. The Regional Training Centre was intending to
utilise a high facilitation model following recommendations made from a small study
undertaken in Scotland (Hockley et al 2010). A new Care Home Project Team was
established at the Regional Training Centre to specifically provide facilitators for the
GSFCH programme. With no strong scientific evidence supporting a model of
facilitation and how the programme was best to be implemented and sustained gave an
opportunity for research. I was employed to undertake this research. After
deliberation and a literature review it was decided to undertake a Cluster Randomised
Controlled Trial (CRCT) which hypothesised:

When implementing the Gold Standards Framework in Care Homes (GSFCH)
programme, action learning alongside a level of high facilitation will resull in a
reduced proportion of deaths in hospital for residents and improvement in the ability

of the care home staff to facilitate good end-of-life care.




There were two approaches to facilitation that were compared in the CRCT high
Jacilitation (HF) and high facilitation and action learning (HF+AL). Within both
groups a structured approach of high GSFCH facilitation was constructed and agreed
(Table 1.1). In the high facilitation and action learning group the structured approach
of high facilitation was provided, but with the addition of action learning sets, for the
nursing care home managers (Table 1.1). There were twelve nursing care homes

randomised into each group.

Table 1.1: Provision of ‘high’ facilitation +/- action learning

GSFCH Provision of high facilitation
During the Preliminary Phase | e The appointment of two GSFCH coordinators from
(June 2009-August 2009) each nursing care home (large nursing care homes

were encouraged to appoint an additional GSFCH
coordinator)

e Macmillan ‘Foundations in Palliative Care for Care
Homes’ (Macmillan Cancer Relief 2011) training for
all GSFCH coordinators

During the Implementation e External facilitator to visit nursing care home 2-3
Phase (the first year) times a month (+/- one contact)

(September 2009-May 2010) e Training of 80% of the nursing care home staff in how
to use the Liverpool Care Pathway/Integrated Care
Pathway or minimum protocol and helping them to
implement this

Provision of action learning — for those in the high facilitation and action learning group

Action learning was provided alongside high facilitation as described above. In this group
each nursing care home manager was asked to attend a three hour action learning group every
month for nine months. The action learning sets were facilitated and took place between the
first and fourth GSFCH workshops.

During the Consolidation External facilitator support in the development of local
Phase (the second year) nursing care home network forums which provided:
(June 2010-May 2011) o Induction days for all new staff every 6 months

e Macmillan ‘Foundations in Palliative Care for Care
Homes’ training - four modules per year for carers
and nurses

e Role modelling for complex situations by Clinical
Nurse Specialist/external facilitator

A third group (n=14) of nursing care homes had paid to undertake the GSFCH
programme but were located out of the immediate Regional Training Centre area. This
group received external facilitation according to what was available and/or funded in
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their individual localities. The CRCT measured identified outcomes arising from the
implementation of the GSFCH programme in relation to the provision of each of these
three approaches to facilitation. The CRCT was completed and the results published
ahead of the submission of this thesis (Kinley et al 2014). A copy of the published
paper is provided in Appendix One. The findings of the CRCT are considered in

relation to this study in chapter nine.

1.2: Why undertake a mixed methods study alongside a Cluster

Randomised Controlled Trial

This mixed methods study was undertaken to consider the process of facilitating the
GSFCH programme. The study commenced in 2010 independent from, but embedded
within the CRCT. The intellectual property for this study is separate from that of the
CRCT. Whilst the CRCT gave information on the outcomes linked to varying levels
of provision of facilitation, it did not give information on how these approaches to
facilitation impacted on those providing and those receiving facilitation. Whilst, one
of the three approaches to facilitation might have been more effective than the others,
the approach may not have been acceptable to either those implementing it or
receiving it. The focus of the PhD would provide this perspective. Figure 1.1 shows

the relationship between these two separate studies.




Implementation of the GSFCH

Programme
into

38 nursing care homes

CRCT - the effect of using
high facilitation

Participants
* Deceased residents .
home

* Nursing care

managers .

Outcomes
Place of death of
resident
Evidence of
undertaking:
- An ACP
- Having a
cardiopulmonary
resuscitation
decision
- Use of end-of-life
care plan
documentation
Evidence of
successful

accreditation

Nursing care home
managers
experience of
action learning

Mixed methods study - to
identify the role of facilitation

Participants

Nursing care home
managers
GSFCH coordinators

External facilitators

Process
To understand current
knowledge about
implementation of new end-of-
life care initiatives within
nursing care home practice.
To evaluate three approaches to
facilitation
To describe the experience of
providing and receiving these
approaches to facilitation.
To identity the
enablers to the implementation

banders and

the GSFCH programme.
To make recommendations for a
future model of facilitation.

Figure 1.1: Relationship of this mixed methods study to the CRCT

1.2.1: Personal reflections

This study was undertaken a year after I started work at St Christopher s Hospice in
the Care Home Project Team. Prior to this my career had been almost entirely within

specialist palliative care (SPC).



After completing my Registered General Nurse training I began my working career in
a mixed speciality ward. Three beds were allocated for the care of HIV patients and as
this was in the 1980s their care was palliative in nature. The opportunity to develop
meaningful relationships with these patients at this time in their lives gave me a
passion for palliative care which has persisted throughout my career. I have spent over
twenty years working in SPC mainly in the role as a community Macmillan nurse.
Over this time the role changed substantially, according to need and to government
direction. The SPC role with cancer patients altered to one of working with people
with life limiting disease. Over time the role changed from just a clinical role to
include education and, in theory, incorporating an additional research role. Time and
resource pressures prevented the latter and frustration with this led to my undertaking

an MSc independently. This was the start of an interest in research.

My community Macmillan nurse role involved working in care homes. This was
mostly in nursing care homes giving reactive advice and support. An opportunity to
undertake a research study in this field arose in 2009. St Christopher’s Hospice
obtained funding to undertake a research study looking at the implementation and
sustainability of the GSFCH programme. The study was intended to measure
outcomes of different models of facilitation of the GSFCH programme but did not
take account of process and experience of facilitation. This became the focus of my
thesis as I came to realise that understanding the process of change is as important as

measuring the outcomes from change.




1.3: Overview of the thesis

This thesis is divided into ten chapters. A brief resume of the contents of each of the

remaining nine chapters is now provided as an introduction to the whole.

Chapter Two: Background to the study

Within this chapter the global increase in the older population is acknowledged. The
impact of this is considered in relation to the provision of care for frail older people
internationally and then specifically in relation to care provision within the UK. It is
recognised that the change in population demographics has, and will continue to have,

an impact on care provision.

Within the UK, the provision of long-term care for older people within nursing and
residential care homes is increasing (Laing 2012). The place of nursing care homes as
a location for health and social care for older people is described, and the relationship
between care for living and dying people considered. The demographic changes mean
that nursing care homes within the UK are now providing end-of-life care for their
residents. End-of-life care is defined. With the recognition that nursing care homes
need to provide end-of-life care (Department of Health 2008), recommendations as to
how this may be achieved have been produced. The specific end-of-life care tools they

recommend, including the GSFCH programme, are described.

Chapter Three: Organisational change
The role of care homes as health and social care providers in the UK has changed.
Caring for residents living in a care home is not new. What is new is caring for the

increasing numbers of residents dying in a care home. In order for care home staff to




deliver appropriate care provision for their residents, organisational change is

required.

The theory of organisational change is considered. Soft Systems Methodology is
drawn on and forms the conceptual framework for this thesis. It enables mapping an
understanding of what a complex organisational unit is doing, allowing its users to
gradually develop a more comprehensive understanding of the situation under study.
A rationale for this approach is offered. The source and format of change within an

organisation are also considered (Iles 2006).

Kitson et al’s (1998) work is drawn upon, to look at how new knowledge is
implemented in practice. They propose that the context where the change is occurring,
the quality and the nature of the evidence being used to underpin the change (see
chapter four) and the process by which it is facilitated need to be considered. The care
home context in relation to organisational change is described. The remainder of this

chapter looks at facilitation in relation to organisational change.

Chapter Four: Implementation of end-of-life care interventions: the supportive
evidence

The evidence is offered from two systematic reviews. The first review reports on
measurable outcomes following the implementation of either the Liverpool Care
Pathway (LCP)/Integrated Care Pathway (ICP) for the last days of life, the GSFCH
programme and education and/or training interventions used to support the provision
of end-of-life care (Kinley et al 2013a). The focus of the second review was to
identify the factors that enabled and hindered the integration of the three interventions

into nursing care home practice and to identify evidence where sustainability of the
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intervention had been considered. The findings of these reviews are explored in
relation to this study and give an understanding of both the outcome of the
Department of Health (2008) drive to promote quality end-of-life care and the process

by which this has been achieved in nursing care homes.

Chapter Five: Methodology

The study adopts a mixed methods design. The background to mixed methods is
given. The decision to undertake a mixed methods study was as a consequence of
three factors: the complex nature of the intervention; ensuring fidelity; and, enabling
complementarity. The qualitative and quantitative data that was collected investigates
different aspects of facilitation and the integration of the findings, by ‘following a
thread’ (Moran-Ellis et al 2010) enabled broader interpretations and conclusions to be
drawn from the study. Details are provided on the study participants, data collection

methods, analysis, rigour and quality and ethical issues.

Chapter Six/Seven/Eight: The role of facilitation throughout the GSFCH
programme

These three chapters report the results of the mixed methods study. The GSFCH
programme consists of three phases (Preliminary, Implementation and Consolidation)
and the results are reported in relation to these three phases:

e Chapter six reports the results from the GSFCH Preliminary Phase. The wider
nursing care home context, referred to as the ‘worldview’ and the specific
nursing care home context, referred to as ‘environmental factors’ are
considered. The preparatory work undertaken by the external facilitators and

the nursing care homes, before the GSFCH workshops started, is identified.
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e Chapter seven reports the results from the GSFCH Implementation Phase,
when the nursing care home staff attended four workshops each lasting a
whole day. The approaches used when delivering facilitation are identified.
The experience of the external facilitators using these approaches, alongside
the experiences of the nursing care home staff in receiving the facilitation
associated with each approach, is described. Factors that participants
identified that enabled the implementation or acted as barriers to the
Implementation Phase of the GSFCH programme into practice, are reported.

o Chapter eight reports the results from the GSFCH Consolidation Phase, where
staff were embedding into practice what they had learnt and working towards
accreditation of the programme. A vision for the future approach to facilitation
of the GSFCH programme is provided based on the experiences of the external

facilitators.

Chapter Nine: Layers of learning when implementing and sustaining the GSFCH
programme

Within this chapter the findings of the study are interpreted and discussed. The Soft
Systems approach that this study took ensured the implementation of the GSFCH
programme into practice was considered from both the perspective of those providing,
as well as those receiving, facilitation from the beginning of the programme
(Preliminary Phase) through to its completion (Consolidation Phase). The use of a
mixed methods study design enabled a greater understanding of the process of

facilitation within this programme.

12




The need for cultural change when implementing the GSFCH programme is
highlighted. From the system wide perspective that this study took a model of multi-
layered learning to achieve this is proposed. Finally my experience of undertaking

this study is considered.

Chapter Ten: Conclusion

A summary of the findings from the study are given. The strengths and limitations of
this study are considered, its contribution to knowledge and policy, and practice
recommendations are given. This was particularly important as it was always intended
that the findings that emerged from this PhD would be relevant to practice. They
would provide recommendations about a model of facilitation for the sustainable
implementation of the GSFCH programme with a better facilitation process for
nursing care home GSFCH coordinators, nursing care home managers and external
facilitators who attend future programmes. Finally recommendations for future

research are highlighted.
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Chapter Two — Background to the study

The predicted changes across global, European, UK and English populations have
implications for the nature of care that older people receive and the place of care, as
they age. The consequences of these changes are discussed. A more detailed
discussion in relation to the provision of care for older people in nursing care homes
in the UK follows. This discussion incorporates information from a literature review.
The literature review was undertaken to identify the specific demographic details and
diagnoses of residents who are living in nursing care homes and dying in nursing care
homes in the UK. The population changes were deliberately considered, alongside the
literature review, to gain an understanding of the applicability of implementing

models of care, particularly end-of-life care, in nursing care homes.

2.1: Predicted demographic changes

The global population is both aging and increasing (World Health Organisation 2012).
From 2010 to 2050 the number of people aged 60 and over is predicted to increase
from 894 million to 2.43 billion (Rutherford 2012). Proportionally, this means 22% of
the global population will be 60 years or over by 2050. The predicted expansion in
numbers of older people is greatest in developed societies, but varies country to
country: in America, 21% of the population will be 65 or over by 2050 compared with
36% in Japan (Rutherford 2012). These predictions are similar to those expected in
the 27 members of the European Union. The greatest increase is predicted in those
people aged 80 years and above, rising from 23.7 million in 2010 to 62.4 million in
2060 (European Commission 2012). The prevalence of frailty is known to increase

with age (Age UK 2013), and so an increasing aging global population will potentially
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lead to increased demands for health and social care. Of note, is the rise in dementia

with the level predicted to double every 20 years (World Health Organisation 2012).

Using the UK as a specific example, Rutherford (2012) report an 80% increase in the
number of people living within the UK, aged 65 and over in the last 60 years. The
greatest change is in the population over 85 years; and, from 1951-2012, their
numbers have increased from 4% to 14% of the total UK population. This
demographic change is predicted to continue, so, by 2081, the UK population aged
over 85 may increase to 7.8 million from 1.45 million in 2011 (Laing 2012). The

previous, current and predicted UK population change can be seen in Figure 2.1.

25

20 85 plus

15
75-84

10

5 65-74

Sources: 1901-2D01, Census data; Following 2001, successive principal national projections from the Office for National
Statistics and (formerly) the Government Actuary’s Department.

Figure 2.1: UK population over 65 years 1901-2081 (Laing 2012)

Over time, the demographics of the UK population have substantially changed in
relation to age and cause of death. In 1900, those dying were often young and a large

proportion of these deaths were from acute infections (Hicks and Allen 1999). The
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causes of death have shifted from acute life-threatening infectious diseases in the
young (Hicks and Allen 1999) to chronic medical conditions (World Health
Organisation 2004). In the UK, in 2010 36% of the 1.4 million people in the
population aged 85 or older died (Calanzani et al 2013). Calanzani et al (2013) predict
that in 2035 half of all UK deaths will be in the predicted 3.5 million population aged
85 or older. As the UK population becomes older, organisations providing care will
need to be able to adapt to meet their needs. In an attempt to guide organisations to do
just this, the Department of Health (2001) developed the National Service Framework
for Older People. The intent of the document was to create a strategy that would
enable fair, high quality, integrated health and social care services for older people.

The emphasis was on supporting independence and promoting good health.

Three groups of older people were identified: those entering old age, those in a
transitional phase and frail older people. Those entering old age are considered to be
between the sixth and seventh decade and active and independent. Those in the
transitional phase, between the seventh and eighth decade, are in transition between a
healthy active life and frailty. The third group consists of frail older people with
considerable health and social needs such as advanced, progressive, incurable illness.
It is likely that the proportion of frail elderly people in the population will increase the
most, based on current aging trends. The provision of care, in all its locations, will be

shaped by these population changes.

Eighty percent of all deaths occur in people aged 65 years or older, usually from
serious chronic diseases (Costantini and Lunder 2012). All countries will need to

consider how they meet the increasing need for care for this population both living
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and dying. Those aged over 85, known as the ‘oldest old’ (Age UK 2013), with the
greatest dependency (such as with multiple co-morbidity and dementia) may require

institutional care until death.

Internationally, Broad et al (2013) report that across 21 global populations, 18%
(median) of older people died in residential aged care. They reported that the age
group most associated with the risk of dying in such institutions was at its highest for
those 85 or more. One option may be, as Abbey et al (2006:56) stated, nursing care
homes become ‘hospices of the future’. It would seem from these figures that,
internationally, such institutions are already providing this role. This role is likely to
increase given the expected population changes, unless new models of care emerge.
The next section illustrates this with an exploration of long-term care provision and

care homes, as a place of care for older people.

2.2: The provision of long-term care to older people internationally

Long-term care is defined as ‘care for people needing daily living support over a
prolonged period of time’ (OECD 2011:38). Such care may be provided within
institutions (the term used varies internationally) or within an individual’s own home.
Across OECD (Organization for Economic Co-operation and Development project)
countries (see glossary) 2.3% of the population uses long-term care services but there
is great variety from 5.1% of the population in Austria to 0.2% in Poland. Half of all
users are over 80 years (OECD 2011). The current and predicted population changes,
described earlier, raise issues of both funding long-term care and managing service

provision. Both have resulted in international interest (OECD 2011 and Froggatt and
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Reitinger 2013). The focus in this thesis is nursing care homes as they provide care for

those with the greatest dependency (Meijer et al 2000).

2.3: Nursing care homes as a place of long-term care for older people

The use of nursing care homes for long-term care firstly depends upon their
availability. In Belgium, for example, until 1980 there were no nursing care home
facilities and even then nursing care home beds could only be created to replace acute
hospital beds that were closed (Meijer et al 2000). Meijer et al (2000) looked in detail
at service provision for the increasing numbers of the frail elderly population in the
Netherlands, Germany, Denmark and Belgium. They concluded that the four countries
were responding by controlling the use of nursing care home services. This included
looking for alternative forms of care, applying selective admission criteria and funding
i.e. pressuring nursing care homes to operate for lower costs (Meijer et al 2000). With
the prediction that the numbers of older people will continue to increase there will be
a need for health and social care provision to continue to adapt. The next section
illustrates the emergence of long-term care institutions and nursing care homes, as a

place of care for older people in the UK.

2.4: Provision of institutional care for older people in the UK
In the UK, care homes provide accommodation, together with nursing and personal
care (subsequently referred to as nursing care homes) or only personal care

(subsequently referred to as residential care homes) (Department of Health 2000).
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2.4.1: Historical and current background

Historically, institutionalised care for older people, within the UK, has been provided
since 1834 (Katz and Peace 2003 and Davies and Seymour 2002). The Poor Law in
1834 created a legal responsibility for society to provide care for those who were
without employment, money or shelter or were sick and without family support. This
significant change in community responsibility led to the development of many
voluntary hospitals and workhouses. As voluntary hospitals provided care only for
those individuals with financial resources, care for the majority in need was provided
within workhouses. Whilst half the population in workhouses was elderly,

qualification for a place was based on need not age.

In 1880, a Smallpox epidemic led to a demand for institutionalised nursing care, from
individuals who wanted to and could afford to pay for such care. However, care
provision was of a poor standard and unregulated until 1927 with the introduction of

the Nursing Homes Registration Act.

In 1920, workhouse institutions changed to Public Assistance Institutions and care for
their growing population came under the supervision of borough councils. Care
provision for older people was basic: ‘The elderly were accustomed to ill health
without anticipation of humane or effective care. Their health was poor and their
expectations low’ (Webster 1991: 168). This system continued until results from the
1947 Nuffield Survey of Public Assistance Institutions led to the 1948 National
Assistance Act, recommending the replacement of these large scale institutions with
small 25-30 bedded residential institutions. The Act also recommended that care be

divided between those requiring nursing and those requiring care and supervision. The
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Public Assistance Institutions were divided: some became hospitals, some went to
local authorities as residential homes and some became joint establishments. Thus,
care of older people with minimal health care needs or who primarily needed social
care was provided by local authorities within old people’s homes (often referred to as
residential or part III homes). Provision for older people with more complex
care/health needs was met in nursing care homes or long stay geriatric and mental

health hospitals (Laing 2012).

No assessment of need for nursing or residential care was required until it was
introduced with the 1990 Community Care reforms (Griffiths 1988). Griffiths (1988)
was asked to review the way public funds were used to support the current community
care policy. He found that for individuals requiring long-term care, it was ‘a matter of
chance’ where they received this. Three possible options were a residential care home,
a nursing care home or a geriatric ward. All of these had a variety of costs and
charges. Alongside this, was a review of how to safely close large mental health
hospitals. Griffiths’ (1988) conclusion was that local social services should assess
each person’s need for long-term care and undertake a financial assessment. Griffiths
(1988) also advised that all care homes, regardless of type and size, should be subject
to the same regime of regulation and inspection by social services. In addition, each
care home was required to publish a statement of the services it provided. The care
home would then be registered in relation to this statement; registration and inspection
should ensure adequate staffing. In 2002, with the aim of care provision being based
on residents needs, not on registration, the distinction between nursing and residential
care homes was removed. Care homes were defined as providing accommodation,

together with nursing or personal care (Department of Health 2000).
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As the NHS withdrew from the provision of long-term care, there was a major
expansion of care provision within the private and voluntary sector. In the UK, care
that was once traditionally provided within the public sector has now been transferred

to the predominantly private sector (Figure 2.2).

300,000
Independent residential
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200,000
Independent nursing
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Figure 2.2: Nursing and residential care places for elderly, chronically ill and
physically disabled, by sector, UK, April 1967-2011 (Laing 2012)

Over half of all beds allocated for health care in the UK are in independent nursing
care homes for older people (Kerrison and Pollock 2001a). In England, the nursing
home industry grew dramatically from 28,000 places in 198J to 196,000 in 1999,
whilst the number of NHS beds declined from around 400,000 in 1974 to 190,000 in

2000 (Kerrison and Pollock 2001Db).

Some of the difficulties for nursing care homes may arise from the transition of
chronically sick older peoples care trom caie ot the elderly waids to nursing caie
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homes. The transfer of medical care from geriatric consultants to GPs has not always
been accompanied by a transfer of resources and skills (Bowman et al 2001).
Collaboration between nursing care home staff and GP practices is paramount.
However, there is considerable variation in the medical management of older people
provided by GP practices to residents in nursing care homes. Some GP practices are
paid ‘retainer’ fees by nursing care home providers and may provide greater clinical
advice and support than GP practices that do not have retainer fees. A telephone
survey of all 51 nursing care homes in one English Health Authority (response rate
96%) revealed that 20% of the nursing care homes had no regular GP visit and half the
nursing care homes had no planned medication reviews (O’Dea et al 2000). A survey
by Bowman et al (2001) revealed that each GP practice may have patients within 10 to
20 nursing care homes and each GP, 20 to 30 nursing care home residents. Frail
elderly people are living in nursing care homes and so provision of medical care here
is essential. However it would seem the provision of this has not always accompanied
the transfer of the long-term care of this population from the NHS to the independent
sector (British Geriatric Society 2011). Bowman et al (2001) concluded that if
demand on acute hospital services from nursing care home admissions is to be
reduced then geriatric medicine needs new investment ‘beyond the hospital walls’
(Bowman et al 2001:42). A recent publication by Kinley et al (2013b) detailing the
support provided by external healthcare providers to residents in their last six month
of life supports this notion. O’Dea et al (2000) concluded that the government has a
responsibility to ensure that healthcare is provided and that this provision should not

be at the discretion of the health authorities and home owners.
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Care home provision and ownership varies. The majority of care homes are run for
profit and consist of large chains, rather than sole ownership homes. As a result there
is pressure on making a profit, with budgets to meet and very limited resources.
Members of staff receive little more than the national minimum wage (Laing 2012).
In addition to minimal wages there are no specific standards to guide staffing ratios in
care homes. Staffing levels are set instead according to the discretion of management
‘it is the responsibility of providers to ensure that their staffing is adequate, with the
necessary qualifications, skills, and experience’ (Laing 2012:79 and Care Quality
Commission (2013a). In 2011, there were 4,371 for-profit and 520 non-profit nursing
care homes (Laing 2012). Laing (2012) reported that the number of ‘major providers’
operating these services (defined as including three or more care homes) increased
from 34.5% in April 2004 to 57% in April 2011. The NHS role is now as a purchaser
of long-term care from this private sector, for those older people meeting specified

criteria rather than as a direct provider of care.

The future provision of care within this sector may yet change again. In England,
recent reports have highlighted concerns about, and make recommendations to
improve, the provision and funding of care for older people (Barker 2014; NHS
England 2014; and Burstow 2014). The Burstow (2014) report highlighted the
increasing frailty of residents living in residential care homes as well as in nursing
care homes in England. Responding to this are a number of recommendations, made
within this report, that have the potential to revolutionise the provision for those
needing health and/or social care. This includes a recommendation that the terms
‘nursing care home’, ‘residential care home’ and ‘extra care housing’ come under one

umbrella to be re named ‘housing with care’. The Barker report (2014) recommends
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the realignment of care provision so that equal support for equal need is provided
regardless of the need being health or social related. Although this report recommends
integration, its focus is actually on entitlement and funding. Options for the funding of
health as well as social care are presented. Following consultation, the final report
recommendations will influence provision and the cost of care to individuals. This
may in turn influence the place of care. Whilst provision of integrated care is
promoted, the report’s focus is on generating funding to achieve this. Within the new
system recommended within the Burstow (2014) report, cost would be delineated into
rent, service charges and care costs. It seems cost is being segregated just as service

provision (Barker 2014) is being integrated.

2.4.2: Nursing and residential care homes as a place to live
In relation to those living in care homes Laing (2012) reported that in April 2011 in
the UK:
e In the population, of people aged 65-74 years, 0.7% were living in a long stay
hospital setting or a care home
¢ In the population, of people aged 85 years and over, 15.8% were living in a
long stay hospital setting or a care home
The increasing number of older people in the UK has impacted on the provision of
long-term care. Overall, the numbers of places across all independent care home
services providing care for older and physically disabled people have increased
(Figure 2.3). From 2005-2011 residential care home services decreased; although
there has been a small, but steady rise, in the number of nursing care home services

since 2007 (Figure 2.4), the fall in residential care home services has been larger.
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Figure 2.3: Places in all Independent Sector Care Homes (for-profit and not for-
profit) for older and physically disabled, UK, April 1967-2011 (Laing 2012)
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Figure 2.4: Independent Sector Care Homes (for-profit and not for-profit) for
older and physically disabled, UK, April 1967-2011 (Laing 2012)

A similar pattern is reflected in the number of residential and nursing care home

services and places in England. In relation to nursing care homes from 2003-2009
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(Table 2.1) the number ot places has increased by 11,973, however across England,
the number of services/organisations decreased by 48. It seems the increased demand
tor nursing care home places has already resulted in care for older people being
provided in larger institutions. Surprisingly, care home provision for England in 2012
show an increase in the number of residential care homes (services/organisations and
places) for the first time in 10 years (Table 2.1).

Table 2.1: Care home provision in England - Historical Figures (Care Quality
Commission 2010a and 2012)

2003 2004 2005 2006 2007 2008 2009 2010 2011 2012

Residential services services services  services services services services services services services
care homes 15,632 15,492 15,089 14,812 14,572 14,365 14,123 13,903 12,794 13,134
places places places places places places places places places places
255,959 275,741 271,788 268,442 265,539 262,633 260,488 256,794 234,584 247,878
Nursing services services services  services services services services services services services
care homes 4,281 4,141 4,108 4,123 4,119 4,153 4,233 4,352 4,458 4,674
places places services places places places places places places places

180,708 178,507 179,246 181,797 182,920 185,116 192,681 202,654 202,040 215,524

Across the same ten year period, 2003-2012, the greatest year on year increase in the
number of nursing care home services and places provided in England also occurred
in 2012. The private care sector seems to be able to respond flexibly to meet demand.
At the moment, it would seem, the provision of care for the growing numbers of older

people continues to be met by the care home sector.

2.4.3: Demographics of the nursing care home population within the UK

There is little research that identifies the demographics of the nursing care home
population within the UK. Information was therefore extracted from papers identified
in a systematic literature search that was undertaken in April 2017>(see chapter lour).
Since the systematic literature review, information from additional, relevant published

papers identified through personal reading and suggestions from colleagues have been

incorporated.
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The literature review identified 15 UK studies. Two additional papers Kinley et al
(2013b) and Stewart et al (2014) were subsequently identified and are included. Table
2.2 provides an overall summary of these studies in relation to the date of data

collection, the study design, location, population and methodology.

The studies use data that was collected between 1991 (Mathews and Dening 2002)
and 2012 (Stewart et al 2014). Where details were provided, the nursing care home
sample varied from 126 to 11,575 residents (Table 2.2). The study design, and
methods also varied, with some data being collected from residents on admission
(Bowman et al 2004) and others, after a death had occurred (Hockley et al 2008). This
affected the demographic summary the authors provided of the residents, as presented
in Table 2.3. The effect of this is illustrated by Dale et al (2001) who provided data on
the age of residents on admission (males 75 years and females 80 years) and at death

(males 81 years and females 84 years).
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These published papers (Table 2.3) highlight that in UK nursing care homes very few
residents were less than 65 years (Lievesley et al 2011). Most residents were aged 84
years and over (Shah et al 2010, Forder and Fernandez 2011 and Kinley et al 2013b)
and female; overall proportion 69% (Shah et al 2010, Forder and Fernandez 2011,
Kinley et al 2013b and Stewart et al 2014). Not surprisingly residents’ age seemed to
be increasing. In 2001, Dale et al reported the mean age at death was 80 in males and
84 in females. A study undertaken several years later, by Kinley et al (2013b)
reported that the mean age of residents who died was 85 years (range 33-107). The
age of residents reported in Kinley et al (2013b) study was as great as 107 years of
age. This supports the notion that the numbers of frail older people in care homes, as
defined by the Department of Health in 2001 (Department of Health 2001), are

increasing.

Bebbington et al (2000) reported that whilst some residents were independent and
alert during each stage of their survey (6, 18, 30 and 42 months after admission) only
1% of residents were in this condition at every stage of their survey. The findings
from Hockley et al (2008) and Mathews and Dening (2002) all suggest that the
majority of nursing care home residents have some degree of cognitive impairment
with a significant proportion having a diagnosis of dementia. The Medical Research
Council’s Cognitive Function and Ageing Study is collecting data from people over
65 years in a large longitudinal multicentre study looking at the health and cognitive
function of older people. It is from this study that Mathews and Dening (2002) report
that the prevalence of dementia in institutional care is 72% (Table 2.3). This is notably

higher than the 38% occurrence reported by Bowman et al (2004) in the Bupa nursing
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care home residents included within their study. A more recent study in nursing care

homes supports dementia prevalence at 77% (Stewart et al 2014).

Interestingly, and perhaps importantly dementia prevalence in nursing care homes
does not increase with age (Mathews and Dening 2002). This suggests that whilst the
population living in nursing care homes is, and will become older, care provision will
need to take account of the increasing levels of physical frailty alongside the already

high level of mental frailty, of their residents.

Over time the percentage of residents diagnosed with specific medical conditions has
increased (Table 2.3). For example whilst Bowman et al (2004) reported that 22% of
residents had a stroke, by 2013 this had risen to 32.7% (Kinley et al 2013b). Similarly
heart disease increased from 11.9% (Clifford et al 2007) to 43.8% (Kinley et al
2013b). Three studies provided specific details of many of their residents’ diagnosis
(Shah et al 2010, Lievesley et al 2011 and Kinley et al 2013b). Where percentages are
reported across these studies the pattern of an increase in medical conditions is
repeated across other diagnoses including: diabetes, depression and muscular skeletal.
Hockley et al (2008) reported that 51% of residents had multi-morbidities with three
or more diagnoses whilst Kinley et al (2013b) reported a median of four medical
diagnoses. Kinley et al (2013b) report that poor recording of all diagnoses in nursing
care home records means disease prevalence is likely to be higher. This multi-
morbidity, alongside increasing numbers of residents requiring 24 hour personal and

nursing care suggests that residents’ physical frailty may already be increasing.
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Sidell et al (1997) were the first to look at the characteristics of residents in the dying
period. Over a six month period the managers of 53 nursing care homes identified the
causes of death for their residents as general deterioration (51%), an acute episode
(34%) or a sudden death (6%), with 9% of all people who died having a terminal
diagnosis. Seven years later, Bowman et al (2004) reinforced the finding that the
percentage of residents dying with a terminal diagnosis (cancer diagnosis) is low
(Table 2.3). This trend seems to be one that continues with Hockley et al (2008)
reporting the least common cause of death was a terminal diagnosis with the majority
having a dwindling trajectory. Twelve years after Sidell et al (1997) study, Kinley et
al (2013b) used their classification for type of death and reports a similar proportion of
residents dying from a dwindling death (50.3%) and sudden deaths (4.3%) but a
change across acute deaths from an earlier 34% to 19.2% and from terminal deaths,

9% to 26.2%.

The incidence of residents dying with a cancer diagnosis (24%) that Clifford et al
(2007) reports is considerably higher than that reported by Sidell et al (1997),
Bowman et al (2004) and Hockley et al (2008) (Table 2.3). However, the data from
Clifford et al (2007) was generated from the five most recent deaths, in a six month
period. It may simply reflect the fact that residents with cancer had a shorter prognosis
than their residents with other medical conditions. Alternatively, it may be a reflection
of the recent development of continuing care beds being provided within some nursing
care homes, impacting on their resident population. The relatively short admission
period, with one in five residents dying in the nursing care home within the month,

may also suggest this. A similar incidence is reported by Kinley et al (2013b) who
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collected data in 38 nursing care homes from 2008-2011. They report that 23.7% of

the 2,305 residents who died during this time period had cancer.
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Of the 17 identified studies, 13 make reference to a resident’s length of stay in the
nursing care home (Table 2.4). Five of these report the number of residents who die
one to three months after admission (Bebbington et al 2000, Dale et al 2001, Raines
and Wight 2002, Clifford et al 2007 and Kinley et al 2013b). The Department of
Health funded a longitudinal study that followed 2,540 people admitted into long-term
residential and nursing care homes, within 18 local authorities, from October 1995-
January 1996 for 42 months (Bebbington et al 2000). Of the 46% admitted to nursing
care homes, the median survival was 12 months. They found that death rates were
particularly high during the first few months of admission, - 30% of residents died
(Bebbington et al 2000). This proportion varies: Raines and Wight (2002) reported the
percentage of residents dying within one month of admission as 16.5% whilst in 2007,
Clifford et al (2007) reported this as 20% and Kinley et al (2013b) similarly as 19%.
What is evident from Table 2.4 is that the median survival time of those residents who
died is decreasing. In the most recent study Kinley et al (2013b) reports median
survival as 8 months which is considerably less than across the other studies reporting

on this. Nursing care homes are clearly no longer only a place to live.

These 17 UK studies detail that the population residing in nursing care homes have:
increasing age: increasing physical and mental disability, multi-morbidities and a poor
prognosis. This complexity of need presents a challenge to the provision of care in the

institutions in which they reside.
2.4.4: Nursing and residential care homes as a place to die

The proportion of the population dying in care homes in England is increasing,

reflecting the increasing numbers of deaths of older people and residence of older
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people in care homes. In 2005, 16.2% English population were dying in care homes
with 9.5% deaths occurring in nursing care homes (Tebbit 2008). By 2011, the
Department of Health (2012) reported that 19.4% of all deaths in England occurred in
care homes. Whilst this percentage varies considerably across the country, and alters

year by year, the number of deaths within all care homes, has increased (Table 2.5).

Table 2.5: Number of deaths in England of people using adult care services by
home type and financial year (Care Quality Commission 2010a and 2012)

2003/ 2004/ 2005/ 2006/ 2007/ 2008/ 2009/ 2010/ 2011/
2004 2005 2006 2007 2008 2009 2010 2011 2012

25,568 26,184 24,726 26,949 25,709 28,623 29,108 16,233 30,410

49,762 48,275 46,735 49,161 47,218 52,568 85,029 49,477 93,748

The data presented in Tables 2.1 and 2.5 highlight that significant numbers of older
people are entering residential and nursing care homes and then dying whilst resident
there. In England, from April 2008-March 2009 there were 260.488 residents in
residential care homes and 192,681 residents in nursing care homes (Table 2.1).
Although the data in both Table 2.1 and 2.5 fail to account for vacant beds, it could be
approximated that by 2008/9 11% (n= 28,623) of residents in residential care homes
died and 27% (n=52,568) ofthe residents in the nursing care homes. In 2011/2012 this
increased to 12% (n= 30,410) of the residents in residential care homes and 43%
(n=93,748) of residents in nursing care homes. The increasing numbers of deaths in
care homes, in particular nursing care homes, highlight a need for greater provision of

care at the end of a person’s life.
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In England, a large proportion of the lifetime cost to provide health care for an
individual is reported to occur in their last 18 months of life (Barker 2014). Its
provision is clearly costly, but the current division of health and social care also
makes it complex, as at the end-of-life, distinctions between health and social care are
hard to identify. If the new model of care provision that the Burstow (2014) report
recommends does emerge, then so may the model of end-of-life care delivery for

those residents needing end-of-life care.

2.5: End-of-Life Care

The provision of palliative care within a country is affected by its culture, traditions,
existing healthcare frameworks and resources (Singer and Bowman 2002). This means
that despite the World Health Organisation providing an international definition
(World Health Organisation 2013), worldwide palliative care has variable recognition

and consequently national, not international, interpretation and provision.

Within the UK, there are a variety of phrases pertaining to care given at the end-of-life
including: palliative care, specialist palliative care (SPC), terminal care and end-of-life
care. Despite the use of these terms within the UK literature, the terminology is
acknowledged to lack clarity and be poorly understood (Commissioning Guidance for
Specialist Palliative Care 2012). The use of these terms interchangeably throughout
the international literature has resulted in further confusion with both definitions as
well as service provision. The decision to use the term end-of-life care in this thesis is

now discussed.
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2.5.1: End-of-life care (England)

The term end-of-life care is defined and used within the Department of Health (2008)
strategy promoting high quality care for all adults at the end-of-life. This document
quotes the National Council for Palliative Care:

‘End-of-life care is care that helps all those with advanced, progressive, incurable
illness to live as well as possible until they die. It enables the supportive and palliative
care needs of both patient and family to be met throughout the last phase of life and
into bereavement. It includes management of pain and other symptoms and provision
of psychological, social, spiritual and practical support.” (Department of Health

(2008:47).

Within this strategy it also acknowledges that the start of end-of-life care varies and
may be identified by the patient, or by the professional caring for the patient. It may
occur at: the diagnosis of a condition, where the person has a poor prognosis; where a
chronic condition has progressed and the prognosis is likely to be a maximum of a
year or two; when elderly people become frail and need care at home or enter a care
home (Department of Health 2008). The term end-of-life care incorporates palliative
care, has arisen recently and so is not historically associated with cancer care; it
covers all settings and all chronic conditions with a poor prognosis. These factors,
especially the recognition and inclusion of frail older people in care homes, are why

the phrase end-of-life care, and not palliative care, has been chosen for this thesis.
2.5.2: Care homes in relation to end-of-life care

Care home staff now have a very complex role caring for increasingly frail residents

(Owen et al 2012). Redfern et al (2002) identified that staff in one nursing care home
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in London found coping with death and residents’ pain and distress caused the most
stress. However, in contrast, subsequent research has shown that when staff are given
the appropriate support and responsibility, care assistants feel more valued when
caring for residents at the end-of-life (Hockley et al 2005). However, many carers are
never informed prior to working in a nursing care home about the frailty of the
residents they will be caring for. Hockley (2006) reported that carers just assumed that
they will be helping older people to wash and dress, brush their hair and help them
with their food.

Routine training within a care home setting does exist and consists of induction and
mandatory training. Mandatory training is carried out on issues such as manual
handling, nutrition and managing vulnerable adults. However, palliative care training
or end-of-life training is not mandatory, even though the majority of older people die
within two years of admission to a nursing care home (Sidell et al 1997). Sidell et al’s
(1997) postal survey to care home managers stated that 66% staff had some training in
palliative care. However, the case study observations revealed that training was
extremely limited. Komaromy et al (2000) findings are supported more recently by

Watson et al (2006) and Whittaker et al (2006).

The rehabilitative culture in nursing care homes, referred to by Hockley (2006) would
now seem inappropriate in light of residents increasing frailty (Tables 2.3-2.4).
Nursing care homes are places of care that are now providing, and will be expected to
provide, care to increasing numbers of dying older people. This increasingly frail,
dependent population now requires an alternative approach that still incorporates care

provision while living but also for increasing numbers when dying.
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2.6: Recommended tools and frameworks for the provision of end-of-life
care in care homes

Within the Department of Health (2008) strategic document the emphasis that all
settings, including care homes, need to provide end-of-life care was accompanied by
suggestions as to how this might be achieved. The specific end-of-life care tools and
frameworks they listed for achieving change in care homes included the GSFCH
programme. Whilst the GSFCH programme is the focus of this thesis, it incorporates
the Liverpool Care Pathway (LCP) with education and training and so these elements

are also described.

2.6.1: The Gold Standards Framework in Care Homes programme (GSFCH)

The Gold Standards Framework (GSF) programme is a system-based organisational
approach to optimising the provision of end-of-life care. It was initially used in
primary care and was intended to act as a guide for generalist providers in the
community (Thomas 2003). Similar to the GSFCH programme, the GSF programme
within primary care is also promoted in English policy (Department of Health 2008).
Despite the widespread promotion of GSF in primary care since 2000, there has been
limited evaluation of the programme. Whilst the level of adoption of the GSF into
primary care is high, and by 2007 over 3000 GP practices had committed to the
programme, there is wide variety in its implementation (Munday 2007). A critical
review of the impact of the GSF by Shaw et al (2010) revealed that 10 years after its
introduction into practice, evidence was available from all phases of the GSF
programme in relation to the effectiveness of the programme. There was less
evaluation of the appropriateness or feasibility of the programme. The GSF in primary
care programme has three levels of implementation; foundation, higher and advanced

(Shaw et al 2010). In Shaw et al’s (2010) review, most GP practices had achieved the

42




foundation level of the GSF. This achievement may reflect the effect of quality
payments, which encouraged adoption of these foundation level components, rather
than its value as an intervention (Munday et al 2007). It was also acknowledged that
the quality of evidence meant factors other than the GSF may have influenced the

findings (Shaw et al 2010).

Petrova et al (2010) explored the relationship of facilitation to implementation of the
GSF programme in primary care. They reported that from 2003-2005, 1305 GP
practices were being supported by 171 facilitators who had received national
standardised training. Facilitators were locally appointed, but supported through the
GSF national team via workshops, a newsletter, website resources and an advice line.
Despite this national standardised training, Petrova et al (2010) reported variety in the
way facilitation was being provided. With regard to facilitation and implementation of
the programme, the practices facilitated by a GP were reported to have achieved
higher levels of implementation of the recommended palliative care processes in place

than those facilitated by a Clinical Nurse Specialist.

GPs involved in the original GSF primary care pilot suggested an extension of the
programme into care homes. GPs thought it could help them to work together with the
care home staff to provide better end-of-life care to their residents. In 2004, the
Primary Care GSF programme was adapted to provide a framework for care homes
(GSFCH) referred to as the Phase I GSFCH programme. Thereafter the GSFCH
programme has been run yearly with a new phase of the programme starting each

year. Although developed in the UK, international interest has resulted in the
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development of policy to enable worldwide implementation of the GSFCH

programme (GSF Central Team).

The GSFCH focuses on highlighting the importance of dimensions, usually known as
the 7Cs, in end-of-life care. The 7Cs are: Communication: Co-ordination: Control of
symptoms: Continuity: Continued learning: Carer support: and Care of the dying. The
three aims of the GSFCH programme are:
1. To improve the quality of care for people nearing the end of their lives
2. To improve collaboration between care homes, primary care and palliative
care specialists

3. To reduce inappropriate hospitalisations of residents at the end-of-life

Given these aims, the GSFCH programme clearly has relevance to the current nursing
care home population. However, to achieve these aims, it would be important to take
into account the demographics of the nursing care home residents identified earlier.
This has started to occur, and changes to the GSFCH programme have been made. For
example, dementia is a key standard within the GSFCH programme. Previously care
of residents with dementia was taught in one session in one of the four workshops. As
the majority of residents within nursing care homes have dementia or cognitive
impairment, the structure of the current Good Practice Guide (National GSF Centre
2014) has altered with a focus on learning objectives, rather than workshops. This
now means the care of residents with dementia is prominent across all four
workshops. Despite this change, the GSFCH Good Practice Guide still has omissions
in relation to best practice. It should contain up to date knowledge and

recommendations. A recent initiative, for example, includes the Namaste care
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programme for residents with advanced dementia (Simard 2013; Stacpoole et al 2014).
At a minimum, reference to this should be included in the core GSFCH programme

literature. This is not the case.

The GSFCH programme consists of three distinct phases: the Preliminary Phase, the
Implementation Phase and the Consolidation Phase (Gold Standards Framework

Centre CIC 2011).

The Preliminary Phase provides a preparation time, so that awareness of the GSFCH
programme can be established both within the care home and between the care home
and their external professionals. During this phase care home managers are asked to
hold internal meetings for staff, family and residents to inform them about the GSFCH
programme. Managers are encouraged to send letters about the GSFCH programme to
residents and families as well as to external Health Care Professionals including their
GP and SPC service. Templates for letters are provided by the GSF central team, to
help them with this process, as well as a DVD to show the staff. This phase usually

occurs over a three to six month period.

The Implementation Phase, the second phase, is run over nine months. It consists of
four workshops which nominated care home staff (known as the GSFCH
coordinators) attend and who take responsibility for implementing the programme.
The GSF central team suggest a further meeting is held and organised locally for all
nursing care home GSFCH coordinators between each workshop. From the
information provided at the workshops the care home managers and staff are

encouraged to adopt the principles of the GSFCH at a pace that suits the home. The
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aim is to gradually incorporate the framework during this nine-month period, until it
becomes standard practice. Whilst the initial training is in the workshops, the training
needs to be translated into learning in practice, by the entire care home staff. Central
to this phase is establishing monthly review meetings where all residents are
discussed. Each resident is coded according to the time that staff feel they have to live
(‘A’ = years, ‘B’ = Months, ‘C* = weeks and ‘D’ = days). The code then shapes the

care individual residents require.

The Consolidation Phase is the final phase of the GSFCH programme. It consists of
consolidation and sustainability, where the principles of the GSFCH become
embedded in the care home culture, as the care home staff work towards accreditation.
To achieve accreditation, the manager and staff compile a file of evidence pertaining
to 20 specified standards. The GSF central team suggest this phase takes between nine
to twelve months to complete (Gold Standards Framework Centre CIC 2011). Re-

accreditation then occurs on a three-yearly basis.

2.6.2: The Liverpool Care Pathway (LCP)

The End of Life Care Strategy (2008) recommends the implementation of the LCP
documentation to help guide care delivery in the last days of life. The LCP was
developed in the UK in 2001, as a tool to enable the principles of end-of-life care in
the palliative care setting, to be delivered by other professionals in other care settings
(Ellershaw 2002). It is an example of an Integrated Care Pathway (ICP). Integrated
Care Pathways are multidisciplinary documents that detail essential steps in caring, for
specific groups of patients, with a specific clinical problem (Campbell et al 1998).

Such a document enables practitioners to provide individual, consistent and
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measurable standards of care. Deviation from the standard care is permitted by
recording a ‘variance’ and documenting the reason for this. An ICP incorporates
expert opinion, evidence-based practice, research, guidelines and protocols and
outcomes are tied to specific interventions. The LCP design reflected this. It is a
multi-professional document that provides an evidence based end-of-life care tool to
guide, prompt and inform the care of patients and their families in the last days of life
(Jack et al 2003). It has been adopted internationally with 18 countries outside the UK
utilizing it (The Marie Curie Palliative Care Institute Liverpool 2012) and several

European countries; across a range of care settings evaluating it (Constantini and

Lunder 2012).

Following a national review of the LCP in England, (Neuberger 2013) the use of the
LCP in clinical practice is to be disbanded. In 2012, a number of relatives of patients
with whom the LCP had been used, raised concerns about its use which led to its
value being questioned and debated. A supportive statement was finally released
following this debate that clarified its role and supported its worth, as a framework for
the delivery of high quality end-of-life care (Royal College of Nursing 2012).
However, information on guidance for its implementation and evidence of its
outcomes remained sparse. A decision has been made to remove the LCP from clinical
practice in England in all settings (Neuberger 2013). The controversy that has led to
this decision highlights the importance of ensuring that any tool that replaces the LCP
is properly implemented into practice using innovative training methods alongside
measurable outcomes. This should be the case when implementing any new initiative

into clinical practice.
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2.6.3: Education and training

Although it is the manager on behalf of the care home that commits to the GSFCH
programme, not an individual, the implementation of the programme does initially
occur through the educative workshops education, delivered to the nominated GSFCH
coordinators of the care home. Training differs from education. It relates to where
there is some specifiable type of performance that has to be mastered, practice is
required for the mastery of it and little emphasis is placed on the underlying rationale
(Peters in Tight 2002). This was what the GSFCH programme intends for all members
of staff in the care home. Both education and training should be provided within the

home by the GSFCH coordinators supported by an external facilitator.

The education and training approach taken by the GSFCH programme is supported by
Katz and Peace (2003). They identify that education and training are both important
and that in order to deliver care to dying residents effectively care home staff need:
e Knowledge - to understand how older people experience dying
e Skills - with communication, defining dying, basic pain control and symptom
relief and bereavement care
e Behaviour - in that they know how to access palliative care services for

equipment, advice, support and training

If education and training are both important, as Katz and Peace (2003) suggest, then
implementation of an intervention into practice such as the GSFCH programme, needs
to take account of both. Imparting knowledge alone without paying attention to skills

and behaviour will not change practice. Such a concept is supported within a more
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recent review of the literature which stresses the importance of addressing staff

attitudes and perceptions when providing education and training (Nolan et al 2008).

The Burstow (2014) report has recognised the need for better delivery of good care by
all, with the recommendation that all staff have a minimum level of training and
development. They recommend an accreditation care certificate that would be linked
to a licence to practice. This would ensure a basic level of knowledge and skill by all
members of staff in organisations providing ‘housing with care’ before they attend

end-of-life care training.

The care certificate also introduces the concept of individual accredited courses, and it
may be this means an accredited end-of-life programme is correspondingly important.
Alternatively, it may be that individuals opt for individual training where they gain an
accreditation certificate, rather than investing their time and energies in bringing about
change for the accreditation of an entire care home. If this is the case, implementing a
systems based, cultural change, end-of-life care education and training programme
may be more challenging. The GSFCH Programme may need to reconsider and
provide accredited recognition for the specific individuals in a care home, for
example, the GSFCH coordinators, leading the implementation of the GSFCH

programme.

2.7: Conclusion
The current and predicted global population has implications for care and service
provision. Care homes have been highlighted as places of care for the increasing

number of older people, particularly the oldest-old, of our society. Care home staff
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will need to continue to meet the health care needs of their residents. With the changes
in patient demographics and policy this will need to incorporate the provision of end-
of-life care. In order to do this it will require change. The next chapter details how this

might be achieved; the specific role that facilitation has in achieving such

organisational change is also considered.

50




Chapter Three - Organisational change

Change needs to occur in care home settings in order for care provision to continue to
meet the needs of frail older people in the UK. Initially in this chapter the concept of
organisations and organisational change is discussed. Culture in care homes, in
relation to change, is also considered. Whilst organisations are always in a state of
continuous change (Evered 1980) the importance of understanding an organisation,
prior to the initiation of a specific change intervention, is highlighted. Soft Systems
Methodology (Checkland 1999) is used here to illuminate how care homes as
organisations function (both internally and externally with their wider community)
before such a change initiative is introduced. Obtaining this detailed understanding
enables the important three core dimensions that Kitson et al (1998) identified to be
considered when implementing new knowledge into practice: the care context; the
role of facilitation; and, the quality of evidence about the change initiative to be more
appropriately understood for the specific organisation undergoing change. In this
chapter the care home context is considered in relation to change and an evaluation of
the role of a facilitator when implementing change in an organisation is explored. In
Chapter four the quality of evidence being implemented is discussed following an

examination of the literature.

3.1: Organisations and culture

Organisations are social systems established in order to achieve a particular goal or
task. They are consciously established, at a defined moment in time for an explicit
purpose (Silverman 1970). All organisations develop an internal system of working,

Organisations are recognised as having rules and structures, or formal ways of doing
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things as well as informal ways of behaving and acting, their culture (Sedan 2003).
Gubrium’s ethnographic study demonstrated the importance of recognising both the
importance of the culture of an organisation as well as the organisation’s rules and
structure ‘“To understand how reasonable much of everyday life is, even what seems at

first glance, to be ‘crazy,” the context or place in which it occurs must be taken into

account’ (Gubrium 1975:158).

Organisations may have subcultures. These are organisational layers that develop in
complex organisations in relation to culture, occupation and divisional units (Scott et
al 2003). Subcultures, may not always be recognised, but they should be considered,;
where present, they may not be fully orientated to the organisation’s culture or even in
conflict with them. However, in addition to internal systems of working, organisations
are also tied to and have links with society. Thus an additional layer of complexity to
understanding organisations is added. Organisations not only have their own internal
environment with subcultures, but are also made up of the various links they have

with their external environment.
‘An organisation is experienced as a living, dynamic and interactive place. This is
shaped in turn by its relationship to external factors such as other organisations, the

clientele, law, social policy and public opinion’(Sedan 2003:108).

Sedan (2003) identifies organisations as unique and complex. Not surprisingly,

understanding how they function is also complex.
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3.1.1: Learning organisations and cultural change

Organisational theory developed during the British Industrial Revolution in the late
18" century (Burnes 2009), in response to factory owners aiming to maximise profits.
To do so they introduced a linear, task-focused system of work, under a hierarchical
management structure. This was known as the classical approach to organisations
where management occurred by force and imposition which was often met by
resistance from staff (Burnes 2009). Employees were only seen to be valuable in terms

of their output.

The human contribution to organisations and organisational change was initially
recognised in Mayo’s work in the 1930s with his Hawthorne Experiments (Burnes
2009). This in turn led to alternative approaches to organisational management.
Central to these models is recognition of the human element within organisations and
the pivotal role played by human beings. As a result employee’s worth was seen in
relation to their knowledge, as well as their work performance. Rather than controlling
the employees the organisation instead continually learnt from, and with, them.
Individual learning still occurred but this learning was harnessed by and embedded
into the organisation, so that it contributed to organisational change (Holmgvisk
2003). From here, the concept of a learning company emerged (Pedler 1989:2).
Recently the term ‘learning company’ has been reframed by Senge et al (1994) to the

term ‘learning organisations’.
The learning organisational model, has an ongoing, unending, impetus for change. It is

not training or enforced change, but collective internal learning at the organisational

level, that results in transformation. Achieving this is only possible with cultural
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change, where change has not only occurred, it has become totally embedded into
practice. When this is the case, it is much more likely that any change is maintained

and sustained.

One of the disciplines underpinning a learning organisation model is systems thinking
(Senge et al 1994). Systems thinking helps ensure that both the internal and external
relationships of an organisation are both considered, when bringing about change;
information sharing and joint learning with others in the external system not just the
internal system needs to occur (Pedler 1989). However, in addition to systems
thinking four other disciplines are also recognised: personal mastery, mental models,
shared vision and team learning (Senge et al 1994). These additional disciplines are
concerned with creating and driving forward a future vision that everyone sees,
commits to and recognises that they must work together in order to achieve. It would
seem for organisations to become learning organisations, as defined by Senge et al

(1994), leadership is crucial.

From the description given above organisations are recognised to be both complex and
unique. To understand how they function requires not only knowledge of their rules
and regulations but also an understanding of their culture, as well as their external

environment.

3.2: Organisations as systems
The complexity of organisations means that achieving change within any organisation
is difficult. Attempts to introduce change into organisations often fail. Burnes (2009)

reported that 90% of culture change initiatives, 40-70% of technology change
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projects, and, 90% of total quality management initiatives fail. Over time,
organisations have been understood using different conceptual lenses that include:
scientific management; human relations; bureaucratic; power, conflict and decisions;
technology; systems and institutional (Bate 1994). In this study systems theory is used
to better understand organisations because it takes account not only of an
organisation’s internal and external systems but also the relationships between them

(Senge et al 1999 and Wilson 1992).

3.2.1: Systems theory

The origin of systems theory is attributed to a biologist Ludwig von Bertalanffy
(Bertalanffy 1968). Systems theory occurred with the realisation that it was the sum of
and the interplay of components, that resulted in a completed product, not the
production of singular components. Bertalanffy (1968) is credited with defining the
difference between a closed and an open system. In closed systems, the final state is
unequivocally determined by the system’s initial internal conditions. In open systems,
however, there is recognition that systems containing individuals will interact with
their environment. This means the final condition of the system is likely to be reached
in varying ways. In open systems change that occurs within the organisation, is also
affected by the relationships that exist between them and their surrounding

environment (external systems).

As well as systems being defined as closed or open they can also be described as hard
or soft. These terms relate to how an activity is undertaken (Wilson 2001) or the
method taken to solve a problem (Lewis 1994). Within hard systems an operational

research, systems analysis or systems engineering approach is taken by an analyst to
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investigate complex situations and determine the best course of action from a number
of alternatives (Lewis 1994). The role of the analyst is one of problem solving for the
client — identifying potential solutions to a problem and listing the activities that
would best solve it. It involves manipulation of the quantitative aspects of a situation
to best stimulate a real world situation. They do not take account of the influence of
the solution in practice; and, evaluation of the intervention is usually determined by
those funding the analysis not by consensus opinion of all those involved (Lewis
1994). Wilson (2001) acknowledges that an organisation becomes a much more
complex situation when the people within the organisation are also taken into
consideration. When human beings are incorporated into a problematic situation that

needs resolving Soft Systems Methodology offers an alternative approach.

3.2.2: Soft Systems Methodology

Unlike in hard systems, Soft Systems Methodology does not seek to solve ‘the
problem’ but to facilitate a learning process which allows everyone involved in the
problem to gradually develop a more comprehensive understanding of the situation
under study before action is taken. It enables mapping an understanding of what a
complex organisational unit is doing and therefore is valuable prior to initiating
change, as it enables an organisation’s current situation to be understood before
implementing a change initiative. Soft Systems Methodology takes account of the
organisation undergoing the change (Customer), the person implementing the change
(Actor), the process of change (Transformation), any external worldwide influences

(Worldview), management factors (Owner) and any environmental factors
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(Environmental constraints) — collectively referred to as CATWOE' (Checkland

1999).

The aim of Soft Systems Methodology is to bring about improvements in a situation
perceived as problematical. The centre of concern is a situation that someone has
noted to be problematic and believes it to be worthy of taking action to improve it
(Checkland and Winter 2006). Checkland and Winter (2006) provide an example of
how Soft Systems Methodology was used in the NHS to re-think the provision of
children’s services in Manchester. Soft Systems Methodology lends itself particularly
well to dealing with complex situations, where those involved lack a common
agreement on what constitutes the problem needing to be addressed. As a result, many
different perspectives, values, and beliefs exist around what aspects of the situation
are most important and how to address them. Additionally, in such situations, the
various aspects perceived as problematic tend to be highly interrelated; therefore
changing one aspect is likely to have knock-on effects on other aspects. In such
situations it is important to develop a reasonably comprehensive understanding of the
inter-relationships of the various aspects of the problem situation alongside its context.
Unlike in hard systems, where different interpretations of the problem become
conflicting objectives, in soft systems these opinions are actively sought (Lewis

1994).

Soft Systems Methodology provided a conceptual framework that would enable the

research questions for this study to be answered. The study took place in complex

! CATWOE refers to the organisation undergoing the change (Customer), the person imp]em;nting the
change (Actor), the process of change (Transformation), any external worldwide influences
(Worldview), management factors (Owner) and any environmental factors (Environmental constraints).
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social organisations, nursing care homes, and aimed to understand the implementation
of a complex change intervention. In addition, implementation of all the components
of the GSFCH programme could vary, and the nursing care home may or may not
have the support of an external facilitator. What helped, who helped, and how they
helped in the implementation of the two year programme was not known. The process
of implementation of such a programme could only be understood by taking a broad
approach. Capturing details about one part of the system may have meant an important
aspect was missed. The systems wide approach helped minimise this. Its aim was to
give an understanding, which in conjunction with the CRCT findings may offer an
answer to the process of cultural change and the outcomes that result. As change was
needed to implement the GSFCH programme it was important to consider how the

process of change usually occurs in a care home setting.

3.3: Care homes in relation to organisational change

Change does not happen on its own; there is always a source that has initiated the
change. In order to understand how such change is initiated in care homes, the three
forms of change that Iles (2006) identifies are considered namely: planned or

deliberate change; emergent change; and, spontaneous change.

3.3.1: Planned or deliberate change, emergent change and spontaneous change

Planned or deliberate change refers to organisations recognising an area that they
believe needs changing and instigating a process to achieve this (Burnes 2009). This
process includes devising a plan of action that is implemented, monitored and has
outcomes that are evaluated (Iles 2006). There are some examples of planned or

deliberate change occurring within care homes. One such example occurred in the

58




USA in the 1990s, where a review of resident death certificates identified 22,000 care
home residents’ deaths as attributable to malnutrition (Robinson and Gallagher 2008).
Problems were traced back to reporting and recording of events in the care home. This

led to the implementation and enforcement of guidelines and quality indicators.

In the UK, care homes are monitored by their regulatory body, the Care Quality
Commission (CQC) against 28 regulations and outcomes (Care Quality Commission
2010b). The CQC undertakes regular audits of the provision of care provided within a
care home. If staff in the care home fail to meet a particular standard, change
strategies will be put in place. These are then enforced by repeated monitoring, fines,

public warnings or closures (Laing 2012).

In the two examples, given above, the need for change has not emerged from within
the care home itself, but in response to the care home’s external systems. This form of
change induces compliance, but not necessarily learning. Planned or deliberate change
is like the °‘single loop learning’ Argyris and Schon (1978) identified. Here,
organisational change is in response to the detection and correction of errors resulting
in a change in regulations or rules within the care homes current practice (Hayes

2010).

Emergent change on the other hand arises from the intuitive knowledge held within
the organisation. It is continuous, unpredictable and cumulative. However, for change
to occur there needs to be a collective vision and learning (Senge et al 1994). There
are examples of willingness amongst nursing care homes to engage with this form of

change, when it is instigated and supported by sources in their external system. An
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example is when Hockley et al (2005) implemented an Integrated Care Pathway (ICP)
alongside an action learning approach. However, what is unknown is if the emergent
change (the ICP) was then sustained in practice. Emergent change has the potential to
result in ‘double loop learning’ which involves modification of the organisation’s

underlying norms, objectives and policies (Argyris and Schon 1978).

Finally, spontaneous change occurs in complex adaptive systems (Iles 2006). It is not
planned, or part of one organisation, but the outcome of group interactions with one
another. The outcome is therefore never predictable, but arises as a consequence of the
relationship between the organisation and members of their external system. A recent
publication by Owen et al (2012) reported that following a locally based meeting
between care home staff and hospital staff, a sub-group consisting of care home
managers and hospital practitioners (no further detail provided) continued to meet,
with changes occurring in relation to coordination of care between these two settings.

Once again the impetus for change came from the care home external system.

In the literature reviewed, the initiation of change tended to come from external
factors rather than their internal system. This experience is not unique to care homes
and Alvesson and Sveningsson (2008) report it to be a common feature of many
organisations. The external professionals, initiating change in the care home, might
have considered the level of evidence of the change they are asking the care home to
implement, but they may equally have not. It would be important to take this into

consideration when initiating and sustaining change in a care home setting.
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3.4: Context in relation to change

When implementing research into practice, the context, is defined as the setting or the
environment into which the proposed change is to be implemented (Kitson et al 1998).
Kitson et al (1998) suggests three aspects should be considered in relation to context,
namely: the culture of the organisation; leadership within the organisation; and,

measurement (i.e. how systems and services are routinely monitored in the

organisation). These are now discussed in turn.

3.4.1: Culture and change in care homes

Culture represents an organisation’s deep-set values and beliefs about how work is
organised and individuals managed (Handy 1999). Kotter (2007:8) makes reference to
this as ‘the way we do things round here’. The organisation is able to transfer these
values and beliefs to newcomers joining the organisation (Anthony 1994). The
culture, and the day to day work of staff within a care home varies. It may be based on
practice and/or learning. This means when considering the implementation of change
within a care home to understand their culture, both their practice and their learning

based culture need to be taken account of.

The association between practice and learning based culture and change is illustrated
by Wilson et al (2009). They identified that three types of relationships existed
between residents, staff and family members: pragmatic relationships; personal and
responsive relationships; and, reciprocal relationships. Where the motivation for work
and day to day practice within a care home was practice based, it resulted in pragmatic
relationships. Knowledge of care delivery in this care home would be through

demonstration in practice and be in relation to doing a good job. The other two

61




relationships were different. Here, delivery of care in practice could only occur after
learning had occurred. It was based on the person rather than the task that was being
undertaken. This learning shaped the care practice between the staff and residents
(personal and responsive relationships) and staff, residents and family members
(reciprocal relationships). Learning in the later two relationships occurred through
spending time, and having a desire to know more about a resident then shape the
delivery of care on the basis of what was now known. Practice was not standard.
Learning shaped practice. If this was subsequently adopted by all staff it led to
learning based cultural change. Practice based culture was what staff knew and
delivered. Learning based culture was based on wider engagement and collaboration,
and had the potential to deliver ongoing change. The importance of this relationship
centred approach to transforming practice has been recognised and highlighted by

others (Koloroutis 2004; Nolan et al 2004; and Nolan et al 2009).

Williams (1993) suggests that culture incorporates how new observations and
meanings are tested by an organisation. When change is proposed, if the organisation
fully understands the change and believes that their current values and beliefs can be
improved, cultural change may occur. Whilst this always requires structural change
and takes time to achieve (Anthony 1994). Where it occurs, as learning has occurred
by an organisation rather than through the practice of an individual, it is change that is

likely to be sustained.
When implementing change in care homes, a particular challenge is getting everyone

on board. When considering change, Alvesson and Sveningsson (2008) made

particular reference to the existence of subcultures in organisations. Although staff are
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eager for more knowledge, there is little ethos of encouraging a learning culture as a
part of practice with care homes (Watson et al 2006). Work in care homes is task
driven, with each post and each post holder having specific responsibilities (Sedan
2003). They are reported to have a practice based culture. A culture that is task driven,
with a low regard for individuals, low morale (RCN 2011) and little or no continuing
education. Redfern et al (2002) found this lack of regard for individuality of staff led
to dissatisfaction at work. Nursing care homes have poor retention of staff (Redfern et
al 2002). There is a lack of opportunities for job variety and opportunities to use their
abilities. The majority of staff members working within the nursing care home setting
are care assistants and not trained nurses. McCormack et al (2002) identify care
homes as having a low culture due to a large number of untrained staff, limited cross
organisational working and low staffing levels. This work pattern and their practice
based learning style means there are challenges to implementing and sustaining

cultural change initiatives that are dependent upon learning.

3.4.2: Leadership and change in care homes

‘Change, by definition, requires creating a new system, which in turn always demands
leadership® (Kotter 2007:60). It involves stimulating motivation by thinking ahead
and driving change towards an articulated goal. Kitson et al (1998) describes
leadership as consisting of four elements; clear leadership, effective organisational
structure, effective team work and clear roles. In relation to clear leadership, Moss
Kanter (1995: xiv) citing Follett suggested that a leader ‘sees the whole situation,
organises the experience of the group, offers a vision for the future, and trains
followers to be leaders.” Whilst in the literature management and leadership are often

used interchangeably they, do in fact, differ. Within an organisation, the focus of a
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manager is on minimising risk and maintaining a system that produces goods and
services efficiently (Shaw 2007 and Kotter 2007). It is about the present (Burnes
2009). On the other hand, leadership is more difficult to define. It is not about a
position in an organisation. It is about having a vision that becomes shared. The leader
motivates others within an organisation, in order to help achieve the vision. It is about

creating change and the future (Burnes 2009).

However, to achieve this, those driving such change need to both behave in
accordance with the new evidence being implemented as well as be included in the
change process (Alvesson and Sveningsson 2008). For change to occur, the
engagement and participation of three groups is essential, namely: leaders,
management and followers (internal and external staff). As an organisation changes,
those involved learn from the process of change and have to adapt to the new situation
that they are creating. As organisations change they learn ‘as we perform a certain
action our thoughts towards it changes and that changes our activity’ (Graham 1995:

41).

Clear leadership is key to successful change. The RCN (2011) recently reported that
33% of managers in care homes were in post for less than one year and 18% between
one and two years. These statistics are not new. McCormack et al (2002) reported
unstable management structures in nursing care homes alongside weak leadership, a
lack of teamwork, poor organisational structures and didactic approaches to learning.
Komaromy et al (2000) reported that over half of the homes in their study were

managed by a rigid hierarchical system where management rather than leadership held

the predominant role.
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The concept of leadership by one person has been challenged by Western (2008), who
suggests that leadership is a process. If this view is taken, leadership does not consist
of an individual, but rather a group, an organisation or a nation. Leadership in this
model moves between roles, groups and places. It is about moving forward and
creating change, rather than the role of a specific individual. However, for change to

occur, it needs to be supported and driven by management (Burnes 2003).

In relation to end-of-life care, care home managers influence the standards set within
the home; their qualifications and beliefs around what constituted a good death; and
influence how dying and death is managed. However, in a study by McCormack et al
(2002) only 34% of care home managers were familiar with the hospice philosophy,
while only 15% had a detailed understanding of palliative care and only 9% had
accessed SPC services for advice. Leadership is not enough. Clear leadership requires

knowledge and experience.

Kitson et al (1998) identifies an effective organisational structure as the second
element of leadership. The provision of such an organisational structure is challenging
in the care home context; and, if there is a transient management team, bringing about
change may not be possible. Care homes are care giving organisations, whose primary
task is to provide care (Khan 2005). The role of leaders in such care giving
organisations is complex because as well as undertaking the usual leadership role,
there is an additional relational role that needs to be taken account of. To achieve this,
development of supportive relationships are crucial between these care giving
organisations with those who are seeking care (Khan 2005). Khan (2005) stresses that

leaders in such organisations have to enable their staff to remain resilient, even in

65




times of stress and anxiety. Support for staff in providing care would indicate that the

organisation has an effective organisational structure.

The third element of leadership identified by Kitson et al (1998) is effective team
work. In a small exploratory study, Wicke et al (2004) reported that whilst care home
nurses wished for good teamwork, the culture of hierarchical management in a profit
making organisation made this difficult to achieve. The RCN (2011) reported that
developing teamwork was challenging with an increasingly transient workforce in
care homes. A survey undertaken in 2004 highlighted that four percent of respondents
had worked in their current workplace for less than one year; by 2011 this had risen to
26% of respondents (RCN 2011). Due to staff turnover there was little opportunity to
foster teamwork in day to day activities, with work being task focused. Group and

team meetings were absent.

This emphasises the specific challenges that care homes experience when
implementing any change, and especially cultural change in relation to end-of-life
care. Historically, care homes have been isolated from new developments in palliative
care (Gibbs 1995). Many care homes are private businesses and are not part of the
National Health Service. They have traditionally been seen as insular private
companies that are in competition with other local care homes (Forder and Allan
2011). Owen et al (2012) report that care home managers feel isolated from the wider
social and healthcare system. This means that whilst they are part of a wider system,
they may have a limited, or indeed no, relationship between themselves and the other

constituent parts of the system (Knight et al 2008). Partnership working, cooperation
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and collaboration between care homes, rather than being in competition may help

change to occur and indeed for change to be sustained (Owen et al 2012).

The final element of leadership identified by Kitson et al (1998) is clear roles. Care
home staff tend to have clear roles; however, with the element of effective team work
missing, subcultures are created which act as a barrier to change (see 3.1). To aid
change it would seem clear roles need to be linked with an understanding and

appreciation of other’s roles in the change process which potentiates good teamwork.

3.4.3: Measurement and change in care homes

Change should result in measurable outcomes and be in line with the organisation’s
vision. This can only occur if outcome measures are in place at the outset. Evidence
enables those instigating and implementing the change to see value in what they are
trying to achieve. This was initially referred to as measurement by Kitson et al (1998)

but subsequently changed to evaluation by McCormack et al (2002).

When collecting evidence of change, Senge et al (1999) cautioned organisations about
reliance on only quantitative data. However in a cost driven market, where
commissioners’ funding of a service is increasingly based on evaluation of
performance outcomes the use of other measures may not be sufficient. In care homes
the collection of mandatory information for the Care Quality Commission, their
regulator, and for the care home owners, is continuous, at least once a year (Care
Quality Commission 2013b). Documented evidence of quantitative data such as staff
undergoing mandatory training and supervision sessions is essential. Audit and

feedback to staff tend to occur when standards have not been met, due to the
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repercussions. However, with respect to end-of-life care such evaluations may now
encompass observation of staff communication and interaction with residents and their
family (Care Quality Commission 2013c). The onus remains on performance. In an
attempt to gain more detail of the end-of-life care actually provided by a service and
to support the implementation of their End-of-life Care Strategy, quality markers and
measures for end-of-life care were published by the Department of Health (2009).
However, its implementation is neither financed, nor mandatory, and so its value may

be limited.

McCormack et al (2002) recognises nursing care homes as having narrow sources of
performance information, single evaluation methods and an absence of feedback. As a
result, they highlight that the evaluation provided by care home organisations is weak.
Twelve years on, end-of-life care training is still not mandatory, and, its provision and
quality of training are not specifically regulated. However, external regulation of the
care homes now incorporates mechanisms for feedback from residents and their
families. This now offers one means to evaluate care, including the care provided at

the end-of-life.

When considering the implementation of new knowledge into care home practice the
context which incorporates culture, leadership roles and how systems and services are
routinely monitored in the organisation (Kitson et al 1998) do need to be taken
account of. The final component of Kitson et al (1998) conceptual framework,
alongside the context of care homes and the evidence of the change initiative, is that

of how the change is facilitated. This is now discussed.
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3.5: Facilitation in relation to change

Within the literature, a common description of facilitation is ‘to make easier’. Terms
for facilitation in the literature vary but incorporate diversity, and included: ‘high’ and
‘low’ facilitation (Kitson et al 1998); ‘basic’ and ‘developmental’ facilitation
(Schwarz 2002); and, ‘task’ and ‘holistic’ facilitation (Harvey et al 2002). What is
clear from the review of the literature is that the purpose of facilitation varies, from
enabling organisation-wide holistic change initiative to facilitating a single discrete
task-orientated activity (Harvey et al 2002). To understand the contribution of
facilitation when implementing change, three important considerations were
identified: the role of a facilitator; their characteristics; and, their style (Kitson et al

1998).

3.5.1: The facilitator’s role and characteristics

Where a detailed description of a facilitator’s role is provided, the ability of a
facilitator to help others learn is central to the definition. Definitions include that
provided by Heron (1989:11) who states a facilitator:

‘is a person who has the role of helping participants to learn in an experimental
group....by experimental group I mean one in which learning takes place through

active and aware involvement of the whole person.’

The need for learning, that Heron (1989) made reference to, is also evident in the
description of the facilitator’s role provided by Kitson et al’s (1998), namely:
e to understand what needs to be changed

e to understand how to change it

e to know, verbalise and ensure understanding of the intended outcome
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e to help those they are facilitating, understand how to achieve the desired
outcome
To achieve this, learning by the facilitator as well as by the participants needs to

occur.

Kitson et al (1998) therefore propose that because of the relatively low care home
context, facilitating the implementation of research or change into such an
environment requires high not low facilitation. High facilitation is defined by a
facilitator successfully negotiating the change agenda who has authority, or access to
authority, to implement change. Such a facilitator has respect, empathy, authenticity

and credibility characteristics (Kitson et al 1998).

Harvey et al (2002:581) describes a facilitator’s role as being: ‘concerned with
enabling and the development of reflective learning by helping to identify learner
needs, guide group processes, encourage critical thinking, and assess the achievement
of learning goals’. It could be assumed from Harvey et al’s (2002) description that a
facilitator would have the appropriate skills and knowledge to enable learning in the
individual, group or organisations with whom they are working. Facilitation is
described by Seers et al (2012:2) as:

‘a mechanism or intervention for the implementation of evidence into practice....it
involves the facilitator working with individuals, teams, and organisations to prepare,
guide and support them through the implementation process.’

Seers et al (2012) recognised such a role to be complex and multifaceted.
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3.5.2: Facilitation styles and purpose

Harvey et al (2002) believed that facilitation should be provided by an individual,
internal and/or external to the organisation, who had been appointed to provide this
role. Such a role should always be one of enabling, not telling. Although the style of
facilitation might vary, what is important is that it matches the task in hand, or the
type of change being undertaken, in order to fulfil the role effectively (Harvey et al
2002). The task in hand may range from a specific task focused change through to
cultural change at an organisational level. A task orientated, doing-for role, means the
facilitator style could be episodic, didactic and provide direct practical or teaching
help. Kitson et al (1998) refers to this as a low facilitation style. However, if the
change to be undertaken is one of cultural change at an organisational level the
facilitation would need to be high, using a holistic, enabling approach. The
facilitator’s style for this would need to be flexible and vary according to need. In
addition, there would need to be a constant presence in the organisation, giving
appropriate and consistent support (Kitson et al 1998). Cultural change has been
identified to require a longer period of facilitated help. Such a facilitation style
requires: critical reflection skills; co-counselling; flexibility; and to be able to give
meaning, realness and authenticity (Harvey et al 2002). Heron (1989) suggests that an
additional consideration should be the stage of implementation of change. Depending
upon the context, early in the process the facilitation style would be more hierarchical

and in the later stages, more self-directed.
Harvey et al (2002) states that to be effective, facilitators need to be able to: adapt

their style according to the context and purpose (type of change). However, this is

dependent on the skill and knowledge of the individual. In any role, experience is
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gained in practice whilst undertaking the role, which offers the opportunity for
learning over time (Benner 1984). Harvey (in Harvey et al, 2002:582) suggests this to
be the case with the role of a facilitator: as facilitation experience is gained, the
facilitator style changes. The format of facilitation offered alters from a low
facilitation model (doing for) to that of the high facilitation model of ‘enabling’ and
role modelling. If this is so, it would suggest that experience, as well as an individual
facilitator’s attributes will impact on the style of facilitation that is provided,
regardless of the type of change that they are actually facilitating. However, this may
not be the case. A facilitator may gain experience in terms of time spent, but this does
not necessarily equate with learning different facilitation styles. Time spent in the role
may simply lead to experience accumulating one style of facilitation, especially if the
evidence and context where they work, supports this model. Auvine et al (2002) made
the interesting comment that the facilitator needs to recognise that they should learn
from the participants as well as vice versa. This again suggests that facilitator’s

develop the learning styles they provide.

Although Harvey et al (2002) recommend that a facilitator’s style should match the
change process that is planned, there is little within the literature, that specifies
standards by which the competency of a facilitator is to be assessed or developed
(Auvine et al 2002). Whilst not specific to care homes, in 2012 the National End of
Life care programme published the End-of-life Care Facilitator Competency
Framework. In the current financial climate where facilitation is funded, the outcome
of providing facilitation may need to be measured. The National End of Life care
programme (2012) competency document may be helpful as one of its competency

sections encourages audit.
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3.6: Conclusion

Initiating or implementing organisational change is undoubtedly challenging
especially in care homes which have been identified to have a weak context. Kitson et
al (1998) propose that high facilitation is one way of counteracting a weak context
when bringing about change. What is important is ensuring that the help required is
made available. Otherwise, participants’ learning capabilities will not be developed
and the change initiative is likely to fail (Senge et al 1999). Soft Systems
Methodology provides a framework to identify and understand the context when a
change is to be initiated. Such knowledge needs to be taken into consideration when a

plan of implementation is made.

It has been discussed that culture can be practice and/or learning based. It is in those
organisations that are not only willing to learn, but also develop an ongoing
commitment to learn, where change has the potential to be sustainable and remain
ongoing. This enables sustained cultural change and it is therefore how culture is
defined for the purpose of this study. The literature reviewed in relation to facilitation,
suggests that care homes and their external system, including their facilitator, need to

learn together for such change to occur.

In the next chapter, a systematic literature review is undertaken investigating the
quality of evidence supporting the implementing of end-of-life care initiatives into
nursing care homes. As previously acknowledged, Shaw et al (2010) undertook a
critical review of the GSF in primary care. There was no evidence of this having been
undertaken in relation to the GSFCH Programme. As this thesis is focused on the

GSFCH programme, establishing the evidence base of the outcomes and process of
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implementation through a systematic review of the existing literature was essential. It
would enable existing knowledge, including knowledge of facilitation of the GSFCH
programme, to be utilised to shape the design of the study and then be developed
within this study. Two separate reviews were therefore undertaken to determine
firstly, the quality of evidence supporting the implementation of the GSFCH
programme in relation to outcomes and secondly, what enabled the change to occur.
Looking at the evidence from the systematic reviews, in relation to the care home

context may reveal a clearer picture of the role of facilitation in this process (Kitson et

al 2008).
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Chapter Four — Implementation of end-of-life care
interventions: the supportive evidence

Achieving organisational change in care homes is complex and challenging. The
contributions of context and facilitation to this process have already been considered.
However, when implementing organisational change a third element, that of the
evidence supporting the change initiative, is also important (Kitson et al 1998 and
Rycroft-Malone et al 2003). Evidence relates not only to the quantity of the
information that is available but also, its quality. If the quality of the evidence about
an intervention is an important factor to consider before implementing the intervention
into practice, then the evidence supporting the GSFCH programme needed to be
established (Kitson et al 1998). Therefore, although the GSFCH, the LCP/ICP and
education and/or training were previously defined, the evidence supporting the
implementation of these three end-of-life care interventions into practice is now

examined.

It was important to identify all evidence relating to the programme. The intention was
to understand the process of implementing the GSFCH Programme. However, if in
fact the evidence on outcomes did not support the programmes implementation, then
undertaking a study examining how best to do this would not be justifiable. The
preceding chapter identified the challenges of initiating a change process and that the
change should be supported by, and understood in relation to, the evidence available.
This was achieved by undertaking two systematic reviews looking at evidence of:

e outcomes resulting from the implementation of the interventions

e the process of bringing about change
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These two systematic reviews are reported within this chapter. The first systematic
review was undertaken in 2010 (Kinley et al 2013a) and the searches used in 2010 re-
run in 2013; no additional articles or reports were identified. A summary of this is

provided. The second review was undertaken in 2013.

4.1: Evidence of the outcomes from implementing an end-of-life care
intervention

In 2006, Froggatt et al (2006) reviewed the literature on end-of-life care in long term
care settings for older people. The review identified 25 papers addressing modes of
service delivery but they mainly reported small-scale descriptive accounts of
interventions and developments. A few years later, (Hall et al 2011a) undertook a
Cochrane review to determine the effectiveness of multi-component palliative care
service delivery for older people, living in nursing care homes. Only three studies
were identified (two RCTs and one controlled before-and-after study), all of which
were undertaken in the USA. There were few resident outcomes. Reported outcomes
included residents with end-stage dementia having lower observed discomfort; higher
satisfaction with care; higher referrals to hospice services; fewer days in hospital and
hospital admissions and, an increase in the documentation of advance care planning

discussions, including decisions concerning resuscitation status.

No systematic literature review had been undertaken that considered the impact of the
UK policy recommendations on the provision of end-of-life care within the nursing
care home setting. A systematic review was therefore undertaken, to establish the

evidence base as it currently stood (Kinley et al 2013a).
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4.1.1: The research question and aim of the systematic review on outcomes
The systematic review aimed to answer the following question:
What is the effect of policy on end-of-life care practice within UK nursing care

homes?

The review aimed to identify the impact of implementing end-of-life care policy, with
regard to the use of the GSFCH programme, the LCP (or the Integrated Care Pathway”
(ICP) for the last days of life in care homes). It also considered education

and/or training interventions used to support the provision of end-of-life care, within a

UK nursing care home context.

4.1.2: Search strategy

The Preferred Reporting Items for Systematic Reviews and Meta-Analyses checklist
(PRISMA) was used to guide the systematic review and its subsequent publication
(Kinley et al 2013a). A copy of the paper is enclosed in Appendix Two. The GSF
was developed in 2000 and the LCP in 2001, so Medline, CINAHL, EMBASE, Web
of Science and the Cochrane library were searched, for publications reporting the
implementation of the GSFCH, LCP/ICP or a end-of-life care or palliative care
educational and/or training initiative between 2000 and April 2013. Websites of
government and palliative care organisations were also searched. The review focus
was on nursing care homes and so only papers reporting on adult UK nursing care
home residents, their relatives and the staff working within these nursing care homes
were included. This decision was made because the resident population in nursing

care homes and residential care homes, that provide only personal care, vary

2 Within this literature review all subsequent references to an ICP relate specifically to the use of an
ICP for the last days of life in care homes
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substantially, so does the need for care and thus care provision. During the period
under review, implementation of these tools was mainly within nursing care homes.
Participants from dual-registered homes (providing beds with and without nursing
care) were included as long as details pertaining to the nursing care home residents
could be extrapolated, or where the majority of the sample was nursing care home
residents. Finally, only UK-based studies/reports written in the English language were

included.

4.1.3: Results

Eight papers/reports, incorporating information from three studies, were identified. No
study reporting on the implementation of an end-of-life care education and/or training
intervention, actually met the inclusion criteria. They were all non-analytical case
series studies® and so provide Grade D evidence for practice4 (Scottish Intercollegiate

Guideline Network 2008).

Two studies reported the implementation of the GSFCH programme whilst a third
reported on the implementation of an ICP for the last days of life in care homes.
Where present, data were extracted on outcomes related to the resident, the family and

the staff in all three studies.

The systematic review provided limited evidence on improved outcomes following the
implementation of the GSFCH programme and the ICP for the last days of life and

concluded that ongoing research is needed both within the UK and internationally to

3 Hierarchy of evidence ranging from Grade 1 which includes RCT to Grade 4 which refers to evidence
arising from expert opinion. ' . ]
* Ranges from A-D where D represents the lowest grade in terms of recommendation for practice.
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measure the impact of these initiatives on end-of-life care outcomes, within nursing
care homes (Kinley et al 2013a). In relation to end-of-life care within nursing care
homes within the UK, there is currently a lack of outcome evidence regarding the
value of education and/or training on actual practice and therefore its use as a singular
initiative is questionable. This systematic review raised questions about what

supported the development of end-of-life care in nursing care homes in the UK.

4.2: Evidence supporting the process of implementing an end-of-life care
intervention

The initial systematic review did not answer questions about the process of bringing
about change. A second systematic review was therefore undertaken. Again the
Preferred Reporting Items for Systematic Reviews and Meta-Analyses checklist

(PRISMA) was used to guide the systematic review (Appendix Three).

4.2.1: The research question, aim and objectives of the systematic review on
process

This systematic review aimed to identify what was known about the process of
implementing an end-of-life care intervention in a nursing care home. It asked the

following research question:
What is known about the process of initiating, implementing, and then sustaining, the

GSFCH programme, the LCP/ICP, and educational and/or training interventions

within nursing care homes, to support the provision of end-of-life care?
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The objectives of this review were:

1. To identify studies reporting on the implementation of the GSFCH
programme, the LCP/ICP and educational and/or training interventions within
nursing care home settings to support the provision of end-of-life care.

2. To identify the factors that enabled and hindered the implementation of these
interventions into nursing care home practice.

3. To identify evidence of how sustainability of the intervention had been

considered beyond the Implementation Phase or the project time.

4.2.2: Search strategy

As the GSF was developed in 2000 and the LCP in 2001, Medline, CINAHL,
EMBASE, Web of Science and the Cochrane library were searched, for papers and
reports published reporting on the implementation of the GSFCH, LCP/ICP or a end-
of-life care educational and/or training initiative between 2000 and 27™ April 2013.
Where possible, the following a thesaurus/subject heading and free text search terms
were used in each of the databases listed above - nursing home* OR residential
home* OR care home* OR aged care facilit* OR long-term care AND end-of-life
OR hospice* OR terminally ill OR terminal care OR hospice care OR palliative care.
Where possible the search was then limited to age groups aged 65 or more years

and/or aged 80 years or more and to articles written in English.

The search result obtained from the detailed search listed above was then combined
with AND in association with each of the following searches:
e GSF or Gold Standards Framework or GSFCH or Gold Standards Framework

in Care Homes OR
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e Integrated care pathway or ICP or Liverpool Care Pathway or LCP OR
e Education or training

In addition a web site search was undertaken on:

e http://www.goldstandardsframework.nhs.uk/

e hittp://www.mcepcil.org.uk/index. htm

Resources listed on these web sites in relation to end-of-life care and care homes were
reviewed and studies and reports were incorporated into this review, if they met the

inclusion criteria.

The reference lists of studies that were retrieved for the detailed evaluation were hand-
searched, for any additional relevant citations. Once retrieved, each additional article
was reviewed before accepting it into the review, or rejecting it. Whilst specific
journals and the grey literature were not hand-searched, the final list of retrieved
articles was sent to three experts alongside the inclusion and exclusion criteria, to

ensure there had been no omissions.

Inclusion and exclusion criteria

Studies were included within the review if they met the inclusion criteria specified in

Table 4.1.
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http://www.goldstandardsframework.nhs.uk/
http://www.mcpcil.org.uk/index.htm

Table 4.1: Inclusion and exclusion criteria

Inclusion criteria Exclusion criteria
» All/the majority of the study » All/the majority of the study
sample were nursing care home sample were working
residents, their relatives and/or in/associated with care homes
staff providing personal care

* All/the majority of the study were
young people with a physical
disability or learning difficulties

e The staffhas either: e Intervention was not the
o attended the GSFCH programme LCP/ICP, GSFCH or an end-of-
o implemented the LCP/ICP life care education and/or training
o attended an end-of-life care event event

where the aim was to improve
knowledge, skills and/or
behaviour

* Was cither a Randomised * Grey literature
Controlled Trial, Meta-analysis,
systematic review, observational
study (before-after/cohort
study/cross-sectional/case contro1
study), or a non-comparative study
(case-series/case report)
* English Language * Not published in English
* Published between 2000-2013
4.2.3: Data Extraction
For each study that met the inclusion criteria, the following details were obtained:
* study design
* level of evidence/recommendation for practice
* universal factors that influenced the decision to implement the intervention
* details ofthe implementation of each intervention
o the target ofthe intervention for learning
m at an individual level
m at an organisational level - to staff with varying roles within

one nursing care home

m at a role specific level - to a group of staff with aparticular role
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e the study sites and participants
o details of the ‘change agent’ - those implementing the intervention

o reported factors that enabled the interventions to be implemented

4.2.4: Results:

Fifty-five articles containing information arising from the implementation of 36

interventions fully met the inclusion criteria for the process review (Figure 4.1).
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Studies identified from the literature review (n=417)

Not primarily a care home

—

A4

Review of abstracts (n=334)

population (n=83)

Studies did not involve the
implementation of the GSF,

A 4

Detailed review of each of the study populations
(n=67)

» LCP/ICP or a end-of-life care
educational and/or training initiative
(n=267)

Population was not primarily older

v

people (n=3)

No specified onsite qualified nurse —

”1 RGN or equivalent (n=5)

v

Identified articles (n=28)

Duplicate studies (n=31)

A 4

A

v

Articles from identified studies
reference lists, expert opinion and web
sites (n=27)

Total articles for review (n=55)
Relate to n= 36 interventions

Figure 4.1: The review process
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Of the 55 articles:

5

* Seven’ studies (14 articles) reported the implementation of the GSFCH

intervention
e Seven’ studies (12 articles) reported the implementation of the LCP/ICP for the
last days of life intervention

e Twenty-three studies (31 articles) reported the implementation of an education

and/or training intervention.

4.2.5: Study design and level of evidence

No meta-analysis, systematic reviews or case control studies were identified. Nine
studies were before and after observational studies (Ersek et al 2005, Waldron et al
2008/Hasson et al 2009, Ersek et al 2006, Hanson et al 2005, Parkes et al 2005, Wen
et al 2005, Keay et al 2000/Kray et al 2003, Hockley et al 2004/5/Dewar and Sharp
2006/Watson et al 2006 and Reymond et al 2011). These and all remaining studies,
which were non-analytical, were categorised as providing Level 3 evidence using the
Scottish Intercollegiate Guideline Network (2008) grading system. They were graded
D in terms of recommendation for practice. The CRCT (Hockley et al 2012a)
provided insufficient detail to be graded. The author was contacted and the study

graded as Level 1.

> One study (2 articles) provided data arising from the implementation of the LCP and the
implementation of the GSFCH intervention — so incorporated as +1 study and +2 articles into both the
LCP/ICP and GSFCH sections above. Information from this study is incorporated into the LCP/ICP
review and the GSFCH review accordingly
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4.2.6: The decision to implement the intervention

There were a number of universal factors reported that influenced the decision to
implement the intervention. Twelve studies acknowledged that the ageing global
population meant ensuring end-of-life care was developed and provided well was an
important investment for the future. Twenty-six studies referred to the increasing role
that nursing care homes have and will have in providing end-of-life care for this
population. Whilst it was recognised that SPC should guide this process, translation of
their knowledge before its transference into another field of practice needed to occur.
Such translation was recommended within eight studies. Thirteen studies highlighted
the need for services to work together. Three studies implementing the GSFCH
programme and three implementing the LCP/ICP acknowledged that implementation

of these interventions was a national recommendation.

4.3: Implementation of the interventions

The implementation of the three interventions, namely: the GSFCH programme, the
LCP/ICP and education and/or training to support the provision of end-of-life care, are
now described in turn. Following this the key findings and implications for practice

are then collectively reported.

4.3.1: Implementation of the GSFCH programme

Within the seven studies identified (Table 4.2 and 4.3), there were substantial
differences both in the method and intent of the implementation of the GSFCH
intervention. The seven studies took place from the initial concept of the GSFCH

programme in 2004 (Phase 1) to its more recent format in 2009 (Phase 6).
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The first study reporting on the implementation of the GSF was Thomas et al (2005).
Prior to this, the GSF had only been used within primary care. The focus of this study
was to determine the important components to incorporate from the primary care GSF

experience when implementing the intervention within a nursing care home setting.

The six subsequent studies reported on the GSFCH implementation when the
intervention’s core components had been identified. The number of workshop days
had been increased to four. The workshops included education, implementation of the
LCP or equivalent, reflective practice and project work (Table 4.2). Clifford et al
(2007) study was undertaken with nursing care homes participating in the earlier
phase of the GSFCH programme ‘Phase 2. The study by Hockley et al (2012a) was
undertaken four years later with nursing care homes participating in the GSFCH

programme ‘Phase 6’ (see 2.6.1).

The target for learning within these seven studies varied but all incorporated
organisational and/or role specific learning. The implementation of the GSFCH
programme resulted in evidence of change in practice in all but two studies (Table

4.3).
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4.3.2: Implementation of the LCP/ICP for the last days of life

Nursing care homes either implemented the LCP or the ICP for the last days of life.
Mathews and Finch (2006) and Duffy and Woodland (2006) reported implementation
of the LCP as a pilot study. Following registration with the national LCP project in
Liverpool, the nursing care home utilised the documentation the national team
supplied, when implementing their intervention. The participating nursing care homes
in Seymour and Froggatt (2009), Seymour et al (2010) and Mathews and Finch (2006)

studies also used the national LCP documentation.

Jones and Johnstone’s (2004), Reymond et al’s (2011), Knight et al’s (2007/8) and
Hockley et al’s (2004) studies introduced an ICP rather than the LCP, so the
participating nursing care homes did not need to register with the national Liverpool
Care Pathway project. The ICP utilised by Hockley et al (2004) had been adapted,
formatted and piloted, by all levels of staff (internal and external), within other
nursing care homes prior to this study. Whilst Reymond et al (2011) described the ICP
development, Jones and Johnstone (2004) did not provide details on how the format of

the modified ICP they used was decided.

Within the implementation, all studies included education, the provision of written
materials and were able to evidence change in practice through audit (Table 4.4). The
focus for learning varied. Learning was either targeted at an individual practitioner
level, or targeted at staff across the whole nursing care home, or focused specifically
on the role held such as the nursing care home managers. These seven studies all

incorporated both organisational learning and learning that was undertaken in groups,
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such as a group of health care assistants, referred to as role specific learning (Table

4.5).
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4.3.3: Implementation of education and/or training to support the provision of
end-of-life care

Within the 23 identified studies (Table 4.6) there were four distinct approaches taken
when implementing an end-of-life care education and/or training course for nursing
care home staff. These included:

e providing a study day/a series of study days

e education of link nurses

o use of reflective learning

e multimodal interventions.

Table 4.6 illustrates the similarities and differences in the format of each approach.

The first approach (seven studies) involved learning through education/practice
development sessions alone (Table 4.6). Six studies implemented the training sessions
over a period of time. Within one study the duration of the intervention was
determined according to nursing care home staff roles; RGNs had a 12 day course;
HCAs a seven day course and ancillary staff a one day course (Froggatt 2000a/b). The
RGNs and HCAs attended weekly sessions, with their final day being a follow up day
three months later. By contrast, Dowding and Homer (2000) held a one day training
event, described as a ‘pilot’ study day for HCAs, with no follow up opportunity
provided. Whilst evidence was provided within eight studies, that learning through
education and/or practice development sessions changed practice, this did not occur in

any intervention providing study day/a series of study days alone (Table 4.7).
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The second approach taken, used by seven studies, was learning through the education
of link nurses (Table 4.6). Link nurses are individuals who work within a generalist
setting but develop specific interest and knowledge in another area in order to ‘link’
that interest to their own practice area (Partington et al 2008). They are supported by
other practitioners and disseminate the information they gain from this support, within
their own work setting. The approach taken varied considerably, from agreeing to
attend educational sessions to signing an agreement to provide in-service training (and
evidence of doing so) and to evaluate the teaching aids they were provided with,
within six months (Erske et al 2006). This approach resulted in one study, out of

seven, providing evidence of change in practice (Erske et al 2006).

The third approach taken, used by two studies, was learning through reflective
practice (Table 4.6). Within one study, this approach was action learning and within
the other action research. Learning occurred by the nursing care home participants
being supported to work through and resolve specific issues. Such support was
provided across nursing care homes from nurse manager to nurse manager (Hewison
etal 2011) or within a nursing care home, from colleague to colleague (Hockley et al

2006/2011). Both approaches evidenced change in practice.

The final approach taken, used seven studies, involved multimodal interventions
(Table 4.6). These interventions incorporated a variety of mechanisms for learning. A
noticeable difference within these studies was that for six of the seven studies, the
intervention incorporated changing and/or developing in house policies to guide

practice. Five studies provided evidence of change in practice, following the
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interventions implementation. Two involved the collection of audit data on

performance and three the development of projects/action plans.

Within these 23 studies (Table 4.7) the focus of learning varied. It included:
e Individual learning only (two studies)
e Individual and organisational learning (six studies)
e Individual and role specific learning (five studies)
e Organisational learning (four studies)
e Organisational and role specific learning (three studies)

e Individual, organisational and role specific learning (three studies)

Many more countries had implemented end-of-life care education and/or training
interventions in nursing care homes than the LCP/ICP and the GSFCH programme.
However, there was great variety in the way these interventions were implemented,

with only eight (about a third) evidencing change in practice (Table 4.7).

4.4: Study sites

Nineteen studies report the effect of implementing education and/or training
interventions within a total of n=374 nursing care homes. The LCP/ICP was
implemented within 19% (n=71) nursing care homes and the GSFCH programme

within 31% (n=116).
Most of the education and/or training studies had been undertaken within the USA
(n=9). The remainder were undertaken in UK (n=7), Ireland (n=3), Canada (n=1),

Hawaii (n=2) and Denmark (n=1). The LCP and the GSFCH programmes were
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developed within the UK and all but one study was undertaken within the UK. Within
the literature sourced the UK was the only country with evidence of implementing
end-of-life care, in nursing care homes, through the use of all three interventions. This

may be a consequence of policy recommendation by the Department of Health (2008).

4.5: Study participants

Total participant details are not always reported within the intervention. Participants
within the GSFCH programme were care staff but also included external facilitators,
bereaved relatives, residents, family members, GPs and nurse managers. As the
LCP/ICP and GSFCH programme interventions are systems based changes, it is
surprising that there is little evidence of residents’ feedback within the studies; across

all the studies only 18 residents participated.

Three education and/or training studies only provided details of study participants, not
study sites. One of these provided no details of their study sample, in respect to
participants or site. Where study participant details were provided, most interventions
involved staff undertaking a variety of roles. One study only included ancillary staff
(Parkes et al 2005) and another only physicians (Keay et al (2000/3). Froggatt (2000a)
reported that as well as the intervention impacting on the individual participant’s
knowledge and confidence, the nursing care homes cancer residents also directly
benefitted from the staff’s attendance at the end-of-life care education and/or training
intervention. Benefits for residents were also identified by Hanson et al (2005) and

Keay et al (2000/03).
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4.6: Change agent

Specialist Palliative Care services acted as change agents within 18 out of 23 studies
and provided this role for all seven studies implementing the LCP/ICP. The historical
background of palliative care means that expertise useful in end-of-life care
interventions lie within the field of Specialist Palliative Care (SPC). The change
agents involved with studies concerned with the implementation of the GSFCH
programme in nursing care homes is less clear. All but one of the workshops in the
studies under scrutiny were run by the central GSF team. Only Hockley et al (2012a)
was based in a SPC centre. However, three of those implementing the intervention had
access to external facilitators, who had a SPC background (Hockley et al 2012a,
Hockley et al 2008/10/Watson et al 2010 and Seymour and Froggatt 2009/Seymour et

al 2010). This may have been the same for others but the detail was not reported.

One study was instigated from within the nursing care home, by a practitioner whose
previous role had been within SPC (Moran 2009). The nursing.care home was opening
two SPC beds and so the drive for implementation was internal. The clinical nurse
manager in the nursing care home recognised a need to develop an end-of-life care
philosophy within the home. This was in order for the staff to meet the needs of
residents. With the exception of Moran (2009), none of the education and/or training

interventions were initiated and implemented solely by nursing care home staff.

Within seven of the education and/or training studies, link nurses from within the
nursing care home were appointed, with the intent that they would in time become
change agents themselves and continue to sustain the intervention (Table 4.6). Whilst

this was the intent, it did not always occur. Waldron et al (2008) reported that that
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83% (n= 25) respondents had not commenced cascading training within their nursing
care homes at the end of their study, Whilst, the engagement, learning and
development of a nominated internal change agents varied with implementation of the
LCP/ICP (see 4.3.2) it occurred with all studies implementing the GSFCH programme
as two or three staff from each nursing care home were nominated to attend the

workshops.

4.7: Factors that enabled the intervention to be implemented into
practice

This thesis focuses on the implementation of the GSFCH programme, a programme
that consists of three distinct phases. The factors within this review, that enabled the
end-of-life care intervention to be implemented into practice, are reported in relation
to these phases; the Preliminary Phase; the Implementation Phase; and, the

Consolidation Phase.

There were 18 factors that were either demonstrated within the study, or
recommended on completion of the study, to take account of when initiating,
implementing or sustaining an end-of-life care intervention (Tables 4.8-4.10). The role
of the nursing care home manager and environmental constraints were also identified

as important factors irrespective of the phase.
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4.7.1: The Preliminary Phase: prior to the intervention commencing

Within the studies, seven factors were 1dentified to be important prior to implementing
an end-of-life care intervention into practice (Table 4.8). These factors included: the
intervention being based on an identified need; funding being provided; the
intervention being delivered locally; the nursing care home having a link to SPC;
having an internal champion/s; being committed, enthusiastic and a nursing care home

already providing good basic care.

The importance of not imposing an intervention on a nursing care home but working
with staff need was an important element within 12 of the studies (Table 4.8). One
additional study recommended it. With respect to funding, ensuring education and/or
training interventions were provided without charge, or at a reduced charge, were
highlighted by 16 of the studies, whilst two charged for the intervention they were
providing. Interestingly, the two studies that charged (Partington et al (2008) and
Heals (2008) were both able to sustain their intervention four years after it had started
(Table 4.7). With the LCP/ICP funding of staff time to attend may have enabled
Mathews and Finch (2006) to include all RGNs and HCAs in the implementation of
their intervention. Seymour and Froggatt (2009) noted that in one nursing care home,
even when training was free to attend, staff needed to attend in their own time. The
GSFCH intervention was initially funded by the NHS end-of-life care programme
(Clifford et al 2007). However, this funding only covered the cost of the workshops,
with other costs such as attendance at the course, the cost of staff attending and
backfill costs needed to be met by the nursing care home. It could be argued from
Partington et al (2008) and Heals (2008) that paying for education/training made

organisations more committed.
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Eleven of the education and/or training intervention studies stated that the intervention
should be provided locally, with a further four recommending this. Up until 2009 the
GSFCH intervention was only available in one location (Birmingham, England), and
so did not offer an option for local provision. Clifford et al (2007) reported that it was
not always possible for nursing care home staff to obtain funding to attend distant
workshops in Birmingham. This lack of funding was amongst the reasons that 16

homes withdrew from the programme.

Nineteen studies ensured a link with SPC occurred, with one additional study
recommending this. The importance of this was particularly highlighted when
initiating the LCP/ICP and/or GSFCH programme (Table 4.8). Seymour and Froggatt
(2009) reported an essential component of a palliative care LCP/ICP intervention was
the need to ensure the senior nursing care home staff had end-of-life care expertise.
Prior to the LCP and GSFCH intervention commencing, the senior staff all gained
certificates in palliative care which enabled them to show leadership to junior staff
and affected their approach to, and education of, other staff within the nursing care
home. Hockley et al (2004) reported a similar finding to that regarding the
implementation of the ICP, in that they found a significant number of key champions
had already undergone a validated ‘Palliative Care for the Elderly’ course. Perhaps
with this experience in mind, in a later study implementing the GSFCH programme
(Hockley et al 2008) additional training was provided by with 73% of GSFCH
coordinators attending a four-day Macmillan ‘Foundations in Palliative Care for Care

Homes’ training course, before the first GSFCH workshop.
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Enthusiasm, commitment and the presence of a champion within the nursing care
home aided the implementation of all three interventions. With respect to having a
champion, seven of the 23 studies that demonstrated or recommended the need for an
internal champion, for the intervention, also advocated they had more than one. Such a
recommendation was important due to staff turnover. However, Thomas et al (2005)
believed more than one person was required to facilitate the GSFCH intervention. It
also ensured that the intervention continued to be implemented when one individual

was absent.

A final factor, only mentioned in relation to the GSFCH programme and the LCP/ICP,
was the importance of pre-existing good basic care. Thomas et al (2005) and Clifford
et al (2007) both stated that prior to the intervention occurring, the participating care
homes reported that they already had high standards of care. Thomas et al (2005)
believed care homes neceded core competencies in place, before starting the
programme with only those care homes with a star status 2 (score ranged 0-3 where a
score of 3 was the highest) given by the regulators being allowed to take part. If such
competencies were absent there was a strong chance of the intervention failing,
thereby devaluing the initiative. They believed consideration should be given to the
assessment of basic nursing care before the GSFCH intervention was introduced. As a
result they went on to suggest that an important component of the GSFCH
intervention was the use of a self assessment learning tool. Clifford et al (2007) also
identified pre-existing routine use of an out-of-hours form, by the care home staff,

also impacted on the interventions successful implementation.
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4.7.2: The Implementation Phase: during the implementation

Implementing an intervention took time. All but one of the 36 interventions were
implemented over time and not as a single isolated event. Dowding and Homer (2000)
were the only study to hold a one day training event, described as a ‘pilot’ study day,

for HCAs with no follow up opportunity provided.

Eight factors were identified within the studies that supported implementation of the
intervention into practice. These included: having an external facilitator; utilisation of
staff experience, a supportive GP, informing their Inspectorate and/or Government,
flexibility in course delivery, meeting staff across other nursing care homes, including

all staff groups and, using an evaluation and/or audit mechanism (Table 4.9).

External facilitators were instrumental to the initial implementation of the LCP/ICP
and the GSFCH intervention, within eight of the included studies. Specific
recommendations were made within the studies: that the external facilitator was local
(three studies); had previous care home experience (one study); were supported (one
study); and, were experienced in the role (three studies). Regarding external
professionals, Clifford et al (2007) and Thomas et al (2005), both referred to the

essential need for an external facilitator when implementing the GSFCH intervention.

It would appear however that provision should be shaped according to need. Clifford
et al (2007) made the specific comment that education sessions provided locally by
their external facilitator and held weekly, were too demanding of staff time. Similarly
Hockley et al (2008) found only small nursing care homes could manage a weekly

review of residents, medium and large homes needed to split the review over two
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weeks. This suggests that facilitation and implementation of the GSFCH intervention
may need to be flexible, according to staff need and/or availability. Thomas et al
(2005) also stated that it was easier when a care home, was supported by an external
facilitator who knew the GSF programme well. Five of the education and/or training
interventions also demonstrated or recommended the need for an external facilitator.
None of the studies identified the specific role or competencies needed to undertake

such a role.

During the Implementation Phase of the end-of-life care education and/or training
intervention the intervention enabling the nursing care home staff to both articulate
their expertise in end-of-life care for older people and to incorporate this into
educational programmes was seen as important (Table 4.9). The utilisation of staff
experience occurred in nine of the 23 education and/or training interventions (Table
4.9), with reflection and story work forming part of the implementation of all of the
GSFCH programme studies and three LCP/ICP studies (Table 4.2 and 4.4). This
suggests that implementation of an end-of-life care intervention in practice is aided by

working with the expertise and knowledge of staff in nursing care homes.

The value in nursing care home staff working with external professionals was
identified. Some of this partnership working was essential for implementation to
occur. For example, the support of the GP was highlighted when implementing the
LCP/ICP and GSFCH programme but only mentioned within two education and/or
training interventions. Three studies implementing the LCP/ICP and GSFCH
programme also informed or recommended informing their Inspectorate and/or

Government.
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Additional factors across all interventions were that the implementation of the
intervention should be flexible, include meeting staff from other nursing care homes
undergoing the same process and that all staff were included. When evaluating the
LCP, Seymour and Froggatt (2009) reported that network LCP meetings were set up
by the community matron and the end-of-life care facilitator with 12 nursing care
homes. The intention was the nursing care homes would eventually support each other
in these meetings, which would be held in turns in each nursing care home. There
were no volunteers to lead these LCP meetings so they were disbanded, due to poor

attendance and support.

More than 50% of studies implementing the LCP/ICP intervention, highlighted how it
could act as an audit tool for quality and evaluation monitoring. This was used within
three of the education and/or training interventions and recommended by one of those

implementing the GSFCH programme.

4.7.3: The Consolidation Phase: following the implementation
Six factors were identified to be important following the Implementation Phase of the
intervention. These related either to the completion of the intervention or to sustaining

the intervention in practice (Table 4.10).

One factor relating to the completion of the intervention was the recognition of its
completion through certificate and/or accreditation. The GSFCH programme has now
introduced an accreditation system. Eight studies made reference to this. Four studies
recognised that completion of an intervention takes time because cultural change takes

time. The remaining factors related to sustaining the intervention in practice.
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Fifteen studies provided evidence of evaluation of the intervention after the study
period had been completed (Tables 4.3, 4.5 and 4.7). This demonstrated sustainability
of the intervention in practice, at that moment in time (where details were provided
this ranged from one month to a year after the study was completed). Only six of these
15 studies described a sustainability mechanism was that had been put in place to
maintain the initiative in practice after the study period had finished. These
mechanisms varied (Tables 4.3, 4.5 and 4.7). Although these six studies provided
evidence of a sustainability initiative the effect of the sustainability initiative was only
measurable in one study. Penrod et al (2007) stated that a web-based report card
ensured activity was monitored, with quarterly feedback. Data collection was ongoing

with quarterly feedback already provided for four years.

Importantly, the recommendations for sustainability of an intervention in practice
correspond to issues raised earlier. Sustainability initiatives varied but included:
sharing audit data back with the nursing care home; ongoing education; palliative care
becoming part of the induction programme; and, skilling up an internal palliative
care/end-of-life care facilitator within the nursing care home. Change in organisations
is ongoing. This means to sustain an intervention in practice provision of ongoing
education, palliative care forming part of induction and skilling up an internal
facilitator are necessary. Organisational change was supported by measurable
outcomes (see 3.4.3). This may explain why sharing audit data back with the nursing
care home was identified to be important as was leadership. The role of the nurse

manager is now considered.
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4.7.4: Role of the nursing care home manager

The importance of management being supportive of and/or engaged with the
intervention was highlighted within 23 of the 36 studies. The manager enabled
education to occur in the nursing care home by coordinating duty rotas, which allowed
attendance of staff on a set day, freeing link nurses from the clinical setting and

enabling the implementation of change within the nursing care home.

Within a nursing care home setting, ten studies highlighted the importance of support
for the nursing care home manager. Seymour and Froggatt (2009) reported that the
owners of one nursing care home were very supportive to the manager and agreed
with the nursing care home’s end-of-life care focus. This in turn meant that they
employed above the required ratio of HCAs to residents. As a consequence of this,
there was less staff turnover and so noticeable improvement of standards. Ongoing
support from the owner now meant that one nursing care home in their study could
support other local care homes implementing these interventions. When implementing
their education and/or training intervention Curry et al (2009) noted that managers
themselves needed peer support and two clinical supervision groups were commenced
in response to this finding. Hewison et al (2011) also focused their intervention on the
nursing care home managers. Interventions were highlighted to be valuable to
management and therefore more likely to be supported by management if:
¢ the effect of the intervention could continue after the implementation (Parkes
et al 2004) and Hewison et al (2011)
¢ there was audit data collected for evaluation of the intervention (Clifford et al
2007, Jones and Johnstone 2004, Duffy and Woodland 2006, Parkes et al

2004, Kortes-Miller et al 2007, Hanson et al 2005 and Hill et al 2005).

117




When implementing all three interventions, challenges were noted to arise because
nursing care homes are businesses in addition to being an individual’s home. As a
result, managerially organisational needs and mandatory training could take priority
over individual needs (Hockley et al 2008/10, Froggatt 2000, Dowding and Homor

2000 and Waldron et al 2008).

4.7.5: Environmental constraints to consider when implementing an end-of-life
care intervention

Four environmental constraints were identified when implementing an end-of-life care
intervention. These were:

1. Issues relating to the building such as location (rural), size and if there was
building work occurring (Clifford et al 2007 and Hockley et al 2008)

2. Staffing challenges:

a. multi-cultural issues (Mathews and Finch 2006, Waldron et al 2008
and Hall et al 2011Db)

b. rapid turnover (Thomas et al 2005, Hockley et al 2008, Jones and
Johnstone 2004, Froggatt 2000a, Partington et al 2008, Curry et al
2009, Waldron et al 2008, McClelland et al 2008 and Parks et al 2004).

c. the ratio of staff to residents (Clifford et al 2007)

3. Resources (Hockley et al 2008, Partington et al 2008, Clifford et al 2007,
Jones and Johnstone 2004, Moran 2009, McClelland et al 2008 and Hall et al
2011b)

4. Variability in GP cover (Seymour and Froggatt 2009, Clifford et al 2007 and

Thomas et al 2005)
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4.8: Discussion

These reviews reveal that The Department of Health (2008) have based their
recommendation to achieve quality end-of-life care in UK nursing care homes, on
limited evidence (Kinley et al 2013a). The evidence base for the LCP/ICP and
GSFCH programme currently relate to the UK experience. Whilst both programmes
have been implemented beyond the UK (The Marie Curie Palliative Care Institute and
the Gold Standards Framework Central Team) only one study occurred outside of the

UK.

With respect to end-of-life care, no study reporting on the implementation of an
education and/or training intervention met the inclusion criteria for the first review.
Widening the inclusion criteria, identified 23 studies reporting on the implementation
of, rather than the outcomes from, an end-of-life care education and/or training
intervention many of which were undertaken outside the UK. It was while undertaking
the second review that evidence of change in practice was identified when education
occurred alongside a practice based intervention such as a link nurse programme,
reflective learning groups or multimodal interventions. When knowledge about end-
of-life care was gained through education and/or training in this manner, it impacted

on care provision.

This second review revealed that the LCP/ICP and GSFCH interventions incorporated
education including different formats of learning. All the GSFCH and all the LCP/ICP
studies provided evidence of change in practice other than three studies (Hall et al
2011b, Seymour and Froggatt 2009 and Seymour et al 2010) (Tables 4.3 and 4.5).

This supports the findings from the educational and/or training interventions that
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change in practice requires more than education. In effect, the GSFCH intervention
included all three interventions as education and/or training initiatives and
implementing the LCP/minimum protocol for the last days of life are encouraged as
part of its implementation. It is a complex intervention. Understanding more about the
implementation of the GSFCH programme may help with the understanding of how

new knowledge is learnt and translated into culture and practice.

The format and delivery of the interventions varied. The LCP/ICP and GSFCH
programme were interventions that promoted learning at organisational and role
specific level. In contrast, learning at an organisational and role specific level was
only present in six of the 23 education and/or training interventions (Froggatt et al
2000a/b, Kelly et al 2008/11, Penrod et al 2007, Cheetham 2008, Waldron et al
2008/Hassan et al 2008 and Hanson et al 2005). This suggests that the delivery format
of an intervention might also affect its implementation into practice. Further research
exploring this concept would need to be undertaken due to the level of evidence of the

included studies (see 4.2.5).

Undertaking the second review gave limited understanding of how to sustain end-of-
life care interventions in practice. When evaluating the implementation of the GSFCH
programme and the LCP, Seymour et al (2009) described a sustainability initiative.
Four other education and/or training interventions that incorporated a link nurse
programme also provided evidence of a sustainability initiative (Partington et al 2008,
Penrod et al 2007, Cheetham 2008 and Heals 2008). The only study demonstrating
sustainability and evidence of change in practice was Penrod et al (2007). The GSFCH

programme and the link nurse education and/or training intervention skilled up
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nominated individuals (GSFCH coordinators or link nurses) within the nursing care
home. This enabled sustainability of the initiative as on completion of the intervention
they then acted as internal facilitators of the intervention. What remains unknown is
how effective this approach to internal facilitation was, due to the absence of

Jongitudinal data.

Collectively, these reviews give a unique understanding, of both the outcome of the
Department of Health (2008) drive to promote quality end-of-life care and the process
by which this was achieved, in nursing care homes. With respect to how it was
achieved, a number of factors, both internal and external to the nursing care home,
enabled this process. To wunderstand the specific role of facilitation when
implementing the GSFCH programme for this study taking account the influence of
other factors would be important. Within the studies identified detail of what was
actually provided by the external facilitators, in terms of their activities or their time
was missing. The length of the GSFCH programme, alongside the complexity of the

intervention and the care home context, makes obtaining this information challenging.

4.9: Limitations

Whilst the evidence on implementation of an end-of-life care education and/or
training intervention came from international evidence this was not the case for the
LCP/ICP and GSFCH programme. No papers were identified reporting on the
implementation of the GSFCH outside of the UK and only one on the use of the
LCP/ICP. This was not surprising as both of these initiatives were developed within

the UK. Whilst these reviews are based on the process of change, in nursing care
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homes, account was taken of the process of change within care homes without nursing

and findings were similar.

4.10: Conclusion

Currently the transfer of end-of-life care from theory to practice is occurring through
link nurse schemes, the LCP/ICP and the GSFCH interventions. The limited evidence
from these reviews suggests that education for generalist settings needs to be set
alongside a practice based intervention. However, across all these interventions
sustainability after the study is completed is rarely considered and longitudinal data

rarely collected.

In conclusion, further research on the process involved when transferring an end-of-
life care intervention into practice within a nursing care home needs to be undertaken.
Although it is important for this to identify specific outcomes such outcomes will not
be achieved unless the level of assistance nursing care homes need for them to be able
to achieve and sustain the intervention in practice is also determined. With respect to
the GSFCH programme access to an external facilitator was identified to be important
during the Implementation Phase of the GSFCH programme. The importance of such
facilitation being supported, local, experienced in the role and having experience of
working in a care home setting were also identified from the review. However, the
detail of such facilitation; the level of assistance; the format of assistance; or, the
amount of assistance required or requested from them, for the programmes successful
implementation was not identified or addressed. Within the review the role of an
external facilitator in the Preliminary Phase and the Consolidation Phase of a
programmes implementation was not reported. This study would identify if such a role

existed, or was identified as needed, during these phases of the GSFCH programme.
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The next chapter details the methodology used within this research study to achieve
this understanding. It takes account of what these reviews have identified as important
when implementing an end-of-life care intervention within the context of nursing care
homes and what is already known about facilitation, in relation to organisational

change.
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Chapter Five - Methodology

The study’s research questions, aim and objectives are identified at the start of this
chapter. Following this the decision to use mixed methods as the research design will
be explained. The use of an adapted version of Morse’s (2010) mixed methods, as the
research design, raised questions concerning epistemology and data analysis which are
addressed. Whilst such questions were not unique to this study, they were more
complex as both quantitative and qualitative data was collected. Information is
therefore given not only about the methods for data collection and data analysis, but
also about how, why and when these data sets were integrated. Issues of quality and
rigour were addressed within each data set and also across the combined data sets.

Finally ethical issues were considered.

5.1: Research questions, aim and objectives
The study aimed to answer two research questions:

1. What is the effect of different approaches to facilitation on end-of-life care
practice within UK nursing care homes, when implementing the Gold
Standards Framework in Care Homes (GSFCH) programme?

2. How are these different approaches perceived by those providing and those

receiving such facilitation?
The primary aim of the study was to identify:

The role of facilitation when implementing an end-of-life care initiative (GSFCH)

within nursing care home practice.
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In order to achieve the aim five objectives were identified:

1. To understand current knowledge about implementation of new end-of-life
care initiatives within nursing care home practice.

2. To evaluate three approaches to facilitation that supports the
implementation of the GSFCH programme.

3. To describe the experience of those providing and those receiving these
approaches to facilitation.

4. To identify the barriers and enablers to the implementation the GSFCH
programme.

5. To make recommendations for a future model of facilitation.

5.2: Research design
The choice of mixed methods as the research design for this study occurred after
exploring and considering the concept of theoretical perspectives or paradigms which

is now discussed.

5.2.1: Theoretical perspectives
Theoretical perspectives or paradigms refer to the way of looking at the world. They

are an approach to understanding and explaining the human world and society (Crotty

2009).

Whilst Crotty (2009) recognised and described two paradigms, those of positivism and
interpretivism, Johnson et al (2007) describes a third - the use of mixed methods. They
suggest that mixed methods respects the wisdom of the other two paradigms and in

doing so attempts to include multiple views, positions, perspectives and standpoints

125




(which always include qualitative and quantitative research). However, others
disagree. Both Kuhn (1996) and Sale et al (2002) believe that because of paradigmatic
assumptions, even when quantitative and qualitative research label phenomenon

identically, these labels refer to different things.

5.2.1.1: Mixed methods

The recognition of mixed methods as a third paradigm by Johnson et al (2007)
occurred following their review of the literature. The older literature first refers to the
use of mixed methods as ‘triangulation’ (Brennan 1992). Whilst triangulation was
originally a term associated with surveying and navigation, Campbell and Fiske
(1959) used this term when they discussed the value of using at least two methods, in
one study of the same object. This term was then developed by Denzin (1970) who
acknowledged that triangulation may refer to variety of methods, but also believed, it
could refer to variety occurring in one study in relation to data, investigators and
methodologies. Regardless of the approach taken the benefit of triangulation is that it
represents a solution that overcomes the ‘intrinsic bias’ (Denzin 1970) that comes
from studies using one method, one observer or one theory. The main purpose of
using triangulation in a study was still to confirm the accuracy of one’s data. This
same term was used by Fielding and Fielding (1986), but they also introduced a
second concept to triangulation, that of completeness i.e. its ability to generate a more
complete picture of the phenomena under investigation. Jick stated that rather than
triangulation just confirming the validity of findings it captured ‘a more complete,
holistic, and contextual portrayal of the unit(s) under study’ (1979: 603). King (2004)

referred to this as the generation of a richer picture.
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The use of more than one method in a single study has continued to develop. Rather
than triangulation, this is now referred to as mixed methods. Within such studies, there
is a recognised role for each individual method that adds independent value or depth
to the study. Each method contributes to answering a research question, rather than
simply acting, as it did originally, as a means to overcome the known weaknesses
within another method. The ‘different methods...are therefore necessarily
interdependent while retaining their paradigmatic modalities’ (Moran-Ellis et al 2006:
52). Johnson et al conclude that ‘mixed methods research is an intellectual and
practical synthesis based on qualitative and quantitative research’ (2007:129). They

labelled it the third methodological or research paradigm.

5.2.2: Epistemology

Whilst mixed methods is recognised as a research paradigm, its use in practice is
noted to present specific challenges. The main challenge is epistemological (Sale et al
2002). Addressing and resolving this was essential when the decision was made to use

mixed methods as the research design in this study.

Epistemology recognises three types of knowledge. Knowledge is either: intrinsically
present and exists independently of consciousness (objectivity); is constructed by
active engagement with the world and cannot just be discovered (constructionism); or,
meaning is imposed on the object by the subject (subjectivism). Epistemology impacts

on the theoretical perspective or paradigm.

Moebius recognises that questioning the two traditional paradigm boundaries

(positivism and interpretivism) results in the arrival of an ‘epistemological crisis’
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(2002: 1). However, Moran-Ellis et al (2006) offers a possible solution. They state that
it is the outcome of the integration of data in mixed methods studies, rather than the

process of integration, that can be positioned epistemologically.

5.2.2.1: This study in relation to epistemology

Researching real life situations is complex. As reality is complex I recognised that
undertaking this research study, in nursing care homes, was likely to be complex. Foss
and Ellefsen (2002) believe different types of knowledge were needed in order to
understand all aspects of reality. They recognised that the use of different methods
enabled different types of knowledge to be gained. The view of knowledge and
reality held by Foss and Ellefsen (2002) is supported within this study. With this
recognition came acknowledgment of the need for an alternative epistemological

position.

The use of a mixed methods study design for this study enabled knowledge about
reality to develop through triangulation. It follows the view of triangulation postulated
by Moran-Ellis et al (2006:47) that ‘triangulation is an epistemological claim
concerning what more can be known about a phenomenon when the findings from

data generated by two or more methods are brought together.’

Foss and Ellefsen (2002), King (2004), Sale et al (2002) and I conclude that
epistemological triangulation offers a solution. It meant that data generated within this
study could be understood in relation to the purpose for which it was created

(Brannan1992).
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5.2.3: Mixed methods as the research design
The decision to undertake a mixed methods research design was as a consequence of
three factors: the complex nature of the research focus, ensuring fidelity and enabling

complementarity.

Firstly, this study’s aim was to evaluate the role of providing facilitation to implement
a complex end-of-life care intervention. Understanding the outcome as well as the
process of how to facilitate the GSFCH programme was important. Not only was the
intervention complex, but the facilitation taking place was in complex environments.
When evaluating complex interventions in palliative care Farquhar et al (2011) report
on the value of a mixed methods approach. A recent publication supported this

approach in end-of-life care, as well as palliative care, research (Farquhar et al 2013).

Secondly, the collection and use of the quantitative data on how facilitation was
delivered would ensure fidelity when implementing the GSFCH programme. As
facilitation was delivered over a two year period, the only way to evidence exactly

what facilitation a nursing care home received, was to keep a record of this over time.

Finally, it was believed the use of two methods would provide a more complete
picture (complementarity) about the concept of facilitation whereby the objective view
of the world (from the quantitative data) would be complemented by the subjective
view of the world (qualitative data). Denzin recognised this when he stated
‘sociological reality is such that no single method, theory or observer can ever capture

all that is important’ (1970: xii).
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5.2.3.1: Typologies within mixed methods research design

Two decisions influence the choice of a mixed methods design. The first decision is
identification of the core method (Morse 2010) and the less-dominant method (Padgett
2012) of the study. The core method is that which answers the majority of the research
question. This is indicated by uppercase letters as either qualitative (QUAL) or
quantitative (QUANT). The remainder of the research questions are then answered by
another method, which is indicated by lowercase letters and also may be either
qualitative (qual) or quantitative (quan). This is referred to as the supplementary
(Morse 2010) or the less-dominant method (Padgett 2012). The second decision in a
mixed methods design relates to the timing of data collection. Data may either be
collected simultaneously (at the same time and indicated by a +) or sequentially

(immediately following the core component and indicated by a —» ).

The research design for this study is illustrated in Figure 5.1. This diagrammatic
representation identifies the different components and stages of the research study as

well as their separation and integration:

1. Core component/s

2. Supplementary component/s

Morse (2010) states that the core component of a project forms the theoretical drive
and also the theoretical base for presentation of study results. The main focus of the
design of this study was exploratory and the choice of core QUAL research methods
therefore reflects this. The core method (Figure 5.1) aimed to generate knowledge that

was constructed both by those receiving and by those providing facilitation. The Soft
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Systems Framework mnemonic CAT WOE® (Checkland 1999) introduced in Chapter
three formed the template for data collected within the interviews and framed the

analysis and interpretation of all the core data that was collected.

In addition to the core component of the project Morse (2010) identified a
supplementary component/s. What is of crucial importance to any research design, is
its outcome i.e. its ability to answer the research question/s. In order to be able to
evaluate three different approaches to facilitation of the GSFCH programme, a
supplemental quant data (Facilitation Activity Log) was incorporated. This would,
unlike the core QUAL data, be able to provide detailed information about fhe
facilitation that was actually provided by the facilitators, during the two year study.
An accurate record of exactly what facilitation was provided was important, although
not essential, in order for the research questions to be answered. Additional sources of
supplemental gquan data included information from the closed questions within the
nursing care home manager’s questionnaires and qual data from the researcher’s
diaries that were kept. This data provided information on the nursing care home
context and the demographic details of the participants and acknowledged my

presence within the study settings.

¢ CATWOE refers to the organisation undergoing the change (Customer), the person implementing the
change (Actor), the process of change (Transformation), any external worldwide influences
(Worldview), management factors (Owner) and any environmental factors (Environmental constraints).
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The core and supplementary component of this research design, differed in three ways

from the mixed method design that Morse (2010) identified. Morse (2010) suggested:

1.

Core component data are collected prior to that of the supplementary component.
Within this research design, the supplementary quan Facilitation Activity Log data
was recorded during the two year study, whilst the core semi-structured external
facilitator interviews were undertaken at the end of the two year study. The purple
box in Figure 5.1 shows the interface between these two data sets.

Supplementary data are incomplete within a project. This did not hold true, as the
quan data collected in this study was a total record of facilitation of the GSFCH
programme that was provided to each nursing care home.

Theoretical drive for the study would be qualitative or quantitative. The mixed
method theoretical framework of this study meant that both the qualitative and
quantitative data were of equal importance. Within this study, the qualitative data
was only designated to be the core component, because the research aim could not
be answered without the use of such data. Data from both the core and
supplementary components of the study both made a contribution to the
knowledge about facilitation. This relates to complementarity where the usefulness
of qualitative and quantitative data depends on their appropriateness for a given

task.
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5.3: Sampling Strategy

This study was undertaken in 38 nursing care homes, in south-east England. These
same 38 nursing care homes were also taking part in a Cluster Randomised Controlled
Trial as described in Chapter one. Twenty-four nursing care homes received high
facilitation or high facilitation and action learning. Fourteen nursing care homes
received usual GSFCH facilitation (local facilitation funded within their locality) to

help them implement the GSFCH programme within their nursing care home. (Figure

5.2)
Nursing care homes n=38
v

A 4 A 4
Nursing care homes Nursing care  homes Nursing care homes with
receiving high facilitation receiving high facilitation locally funded model of
and action learning* n=12 facilitation (local facilitation)
n=12 n=14

A 4

24 nursing care homes randomised 14 nursing care homes from outside the
from within the Regional Training Regional Training Centre catchment area
Centre catchment area receiving usual GSFCH facilitation

* action learning = nine months of action learning with the nursing care home manager

Figure 5.2: The nursing care home sample

134




5.4: Participants
The participants were recruited from two sources.
1. Staff who were employed by and working within, the nursing care home:
e Nursing care home manager
e GSFCH coordinator/s
2. Staff who were external to the core nursing care home staff and not
specifically employed by them to provide this role:

e External facilitator/s

5.4.1: Nursing care home manager/s

Each participating nursing care home had a home manager. The nursing care home
managers at the start and completion of the study would not necessarily be the same
individuals as over a two year study period, nursing care homes may shut and staff

changes occur.

5.4.2: GSFCH coordinator/s

The GSFCH coordinator was a member of the participating nursing care home staff,
who was nominated to oversee and encourage the implementation of the GSFCH
programme, within a specific nursing care home. The number of GSFCH
coordinators varied from one nursing care home to another (Table 1.1). The GSFCH
coordinators from whom data would be collected were those working in this capacity,

within the 38 nursing care homes, a year after the final GSFCH workshop.
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5.4.3: External facilitator/s

External facilitator/s were those individuals who provided facilitation of the GSFCH

programme to the participating nursing care homes over the two year study period.

The inclusion and exclusion criteria for each ofthe participants is given in Table 5.1

Table 5.1: Inclusion and exclusion criteria for study participants

Participants
Nursing care
home
managers

GSFCH
coordinators

External
facilitators

Inclusion Criteria

- The managers who provided consent
for their nursing care homes to take
part in the CRCT.

- The managers of'the nursing care
homes taking part in the CRCT, in
post a year after the final GSFCH
workshop.

- The GSFCH coordinator/s ofthe
nursing care homes taking part in the
CRCT, in post a year after the final
GSFCH workshop.

- All professionals who had provided

GSFCH facilitation to the participating

nursing care homes, for any period of
the two year study.

Exclusion Criteria

- Nursing care home managers
associated with nursing care homes
that did not meet the CRCT inclusion
criteria.

- GSFCH coordinators associated
with nursing care homes that did not
meet the CRCT inclusion criteria.

- GSFCH coordinators that were not
part ofthe implementation ofthe
Phase 6 GSFCH programme.

- External facilitators associated with
nursing care homes that did not meet
the CRCT inclusion criteria.

5.4.4: Process of recruitment of the nursing care home managers

Recruitment to this study occurred at the same time as recruitment of the nursing care

homes to the CRCT. Every nursing care home manager who had paid for their home

to participate in the 2009 GSFCH programme (known as Phase 6) at the Regional

Training Centre was contacted by phone and invited to attend a presentation about the

study. Managers from the nursing care homes geographically local to the Regional

Training Centre attended the GSFCH programme on different days to managers from

nursing care homes outside the area.



After presentation of the study the nursing care home managers attending each
presentation had the opportunity to ask questions. For all the nursing care homes that
met the inclusion criteria, consent to participate in the study was obtained. The
consent form was also signed by the deputy manager and the owner or the regional
manager of the nursing care home. It was hoped this process of consent would provide
the nursing care home manager with support, as other senior members of staff knew

about, and supported the study.

If the nursing care home manager changed, the new manager was contacted by
telephone. An information sheet and a copy of the original consent form was sent to
them to sign and post back. A phone call was planned following their receipt of this,
to discuss and answer any queries and to make an appointment to meet the nursing

care home manager, at the next visit to their nursing care home.

5.4.5: Process of recruitment of the GSFCH Coordinator/s

Recruitment of the GSFCH coordinators was through the nursing care home manager.
As part of the CRCT consent process, managers provided consent for all the staff
employed by the nursing care home to be approached and their participation
requested. This included permission to approach the GSFCH coordinators that they

had appointed.

5.4.6: Process of recruitment of the external Facilitator/s
Recruitment of the external facilitators was more complex. At the start of the GSFCH
programme, the details of all the external facilitators were unknown. The nursing care

homes did not need to complete any details regarding a external facilitator, on their
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GSFCH application form. It was only at the first GSFCH workshop that details of
facilitators could be obtained. For those external facilitators employed outside the
National Health Service, permission to approach them for their individual consent to
participate in the study, was sought from their employers. A number of the nursing
care home external facilitators were identified as being National Health Service
employees. As a result, permission to approach them for individual consent occurred
via their local National Health Service Research and Development department. Once
permission was granted, individual consent to participate in this study could then be
obtained from each external facilitator. The same recruitment process, as described
above, was followed for all external facilitators coming into post, as the study

progressed.

5.5: Methods of data collection
Four methods of data collection were used:
1. Interviews
2. Surveys
3. Facilitation Activity Log
4. Researcher’s diary
The timing of each of these methods of data collected is given in Table 5.2. The four

methods for data collection are now considered and the rationale for their use.
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Table 5.2: Data collection methods and associated participants

Time of Method of data collection and associated participant

data GSFCH Nursing care External Facilitation Researcher’s

collection coordinator home manager facilitator Activity diary
questionnaires questionnaires interviews Log

Start of X

study

(2009) X X

Throughout

study

(2010)

End of X X X

study

(2011)
Key: X=data collection period

5.5.1: Interviews

Interviews are the predominant method of qualitative data collection (May 1991 and
Burnard 2005). They enable the collection of a verbal interpretation from a
participant, about a particular issue. The emphasis of this method of data collection is
that it is an account of participants’ ways of classifying the world, their beliefs and
their behaviour in that world (Green and Thorogood 2005). It is not an objective
record of what actually occurred since each story will be uniquely individual,

contextual and represents a person’s interpretation of events.

5.5.1.1: The rationale for using interviews within this study

The experience of the external facilitators was central to understanding the process
and effect of providing different formats of facilitation to support the implementation
ofthe GSFCH programme. It was hoped that the interview would give those involved
an opportunity to discuss their views of facilitation and to explore in detail the
facilitation they had provided. During the interview, details about the type of

facilitation they had provided could be confirmed before exploring their opinion of
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how this had actually worked out in practice. Interviewing would hopefully enable

interaction around and between the different sets of data.

5.5.1.2: The format of the interview

Semi-structured interviews were undertaken (Appendix Four). These are the most
commonly used type of interview (Polit and Hungler 1995, Green and Thorogood
2005). The interviewer has a topic guide to follow, but within this, flexibility exists to
explore subjects that may arise and to probe for further information as the opportunity
occurs. However, unlike a structured interview format, it is not possible to be certain
that the way questions are asked or the phrasing of a question is responsible for any
differences in the answers. Barnball and While (1994) raise an interesting debate
about the concept of validity in such a situation suggesting perhaps it is about
ensuring that the correct meaning of the question is conveyed to the participant rather
than the use of identical words. Rather than posing a potential problem, it could be
argued that phrasing a question differently is in fact a strength of the semi-structured

interview.

Within this study the semi-structured interview schedule provided a guide. It ensured
that all six components of the Soft Systems Methodology (CATWOE) were addressed
with each participant interview (see 3.2.2). Table 5.3 indicates the relationship of the

interview questions to the six components of Soft Systems Methodology.
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Table 5.3: CATWOE mapping to the interview questions

CATWOE

Customer

Actor

Transformation

Worldview
Owner

Environmental
constraints

Other

CATWOE Mapping

Interview Question

Talk a little about the nursing care home - context
o Internal enablers/barriers
o External enablers/barriers
Was anyone other than them providing a role in the nursing care home that
would have contributed to the GSFCH facilitation
Explore what level of facilitation were they able to offer to nursing care
home (frequency of visits/contacts etc) and how this worked.
Explore what was difficult about their role
Anything else they would like to say
Length oftime they have been qualified as a nurse
Where they undertook their nurse training
Background in end-of-life care/palliative care/qualifications
Grade/band of external facilitators post
Full time/part time (hrs per week)
Any other associated employment
Previous experience of facilitation ofthe GSF or GSFCH
Any roles in the past that they feel have enabled them to undertake the role
ofa GSFCH external facilitator
Number of nursing care homes they facilitated
What does the term facilitation mean to them
Looking back would they have done anything differently
o What facilitation, if any, are they able to offer to the Phase 6
nursing care home (frequency of visits/contacts etc) now.
Explore what support they received whilst undertaking this role and their
opinion
Was anyone other than them providing a role in the nursing care home that
would have contributed to the GSFCH facilitation
Explore what level of facilitation were they able to offer to nursing care
home (frequency of visits/contacts etc) and how this worked.
Anything else they would like to say
Talk a little about the nursing care home - context
o Internal enablers/barriers
o External enablers/barriers
Explore what they found positive about their role as an external facilitator
Explore what was difficult about their role
Looking back would they have done anything differently
o Explore their overall opinion of their role as an external facilitator
and what they think may aid this role in future
Was anyone other than them providing a role in the nursing care home that
would have contributed to the GSFCH facilitation
Explore what level of facilitation were they able to offer to nursing care
home (frequency of visits/contacts etc) and how this worked.
Anything else they would like to say
Talk a little about the nursing care home - context
o Organisational enablers/barriers
Anything else they would like to say
Talk a little about the nursing care home - context
o Environmental/financial enablers/barriers
Anything else they would like to say
Anything else they would like to say
Ask if they can give a summary as to how facilitation of the GSFCH
programme should be provided
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External worldview influences may have been experienced, and therefore potentially
reported, in relation to any CATWOE element. Consequently, in this interview
schedule, whilst information on this element was captured and reported, it was not
specifically asked about. A benefit of a semi-structured interview was that it opened
up the possibility to hear about other elements that the facilitator identified to be
important when implementing the GSFCH programme. The addition of ‘other’ within

the table was in recognition of this possibility.

5.5.1.3: How the interview was undertaken
In order to elicit information about the entire facilitation experience, interviews were
undertaken as a single event a year after the final GSFCH workshop. This represented

the end of the two-year GSFCH programme.

A decision was made to undertake one-to-one interviews. These would allow detailed
exploration of the external facilitator’s experience of providing a specific approach to
facilitation to each nursing care home they were involved with and their opinion of
how this worked in practice. It also ensured there was an option to probe for detail and
clarification. As the external facilitators came from a widely distributed area and often
covered more than one nursing care home, a flexible approach to undertaking one-to-
one interviews was required. Telephone interviews were offered as well as face to face
interviews. There are reported disadvantages of undertaking telephone interviews,
such as difficulty in building up trust and rapport and gaining the participant’s full
attention (Hughes 2009). It was hoped that such difficulties would be minimised, as
relationships with each external facilitator would be established as they submitted

their Facilitation Activity Log during the two-year study.
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One interview was held with each external facilitator. If the external facilitator had
worked with more than one nursing care home each home was specifically discussed
in turn. The external facilitators were all asked to give permission to record their

interview on a digital voice recorder.

5.5.2: Surveys

Surveys are described as the method of choice to answer descriptive qualitative
research questions and to explore association between measurable variables (Green
and Thorogood 2005). They enable the collection of data from a wider audience than
is possible with interviews, the collection of the same data from all participants and
are more economical to administer. Surveys do however have disadvantages. There is
a reliance on the participant being able to understand the question. There is also no
opportunity to probe for more detail, to ensure a correct interpretation of what is
written, nor to ensure that the person who completed the questionnaire is the same
person who was issued it. Like interview data, surveys are an individual’s unique
account of their opinions, knowledge and/or behaviour (Polit and Hungler 1995).
However, as with interviews, because they rely on self report the account provided

may not be an accurate record of what actually occurred.

Prior to designing the questionnaires for this study, literature was reviewed on how to
conduct questionnaires including: Edwards et al (2002); Bowling (2002); Bowling and
Ebrahim (2005); and, more recently, Edwards et al (2009). The most common
methods for delivery of surveys are electronic and postal. Within care homes both
these methods present challenges. Care homes may have a lack of computer facilities

and/or computer literacy amongst the staff (Hockley et al 2008) and undertaking
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postal survey with care homes is reported to result in low response rates (and hence
bias). Froggatt and Payne (2006) reported a response rate of 33% (n=81/248) which is
similar to a large study undertaken much earlier by Sidell et al (1997) 41%
(n=412/1000). However, a more recent study undertaken by the National Audit Office
(2008) yielded only a 9.2% (n= 134/1410) response rate. These low response rates
from postal surveys, and the limited access to computers in care homes, guided the
decision to hand-deliver the questionnaires. Each questionnaire contained a
personalised letter about the study. This method of questionnaire delivery was used by
Mond et al (2004) who reported an increased response rate, and within two surveys
described by Stover and Stone (1974) with respective response rates of 70%

(n=211/300) and 84% (n=304/360).

5.5.2.1: The rationale for using surveys within this study
Surveys were used with two groups of participants:
1. The GSFCH coordinators

2. The nursing care home managers

Whilst two surveys were undertaken, the rationale for each of them varied. With
respect to the GSFCH coordinators, each nursing care home could nominate two or
three GSFCH coordinators to attend the GSFCH workshops. This meant there was a
potential sample of 114 GSFCH coordinators. The potential sample size and their
wide geographical distribution meant that interviewing them about their experience
was not a viable option, in terms of time and cost. Surveys represented an ideal

alternative method.
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At the start of the study, the nursing care home managers pre-programme survey, gave
baseline data about the nursing care home and their end-of-life care practice. Surveys
were used due to the wide geographical location of the nursing care homes and the
potential sample size (n=38). The nursing care home manager was then invited to
participate in a second survey a year following the last GSFCH workshop, which gave
comparative data. This second survey also asked specific questions about the
provision and experience of receiving facilitation when implementing the GSFCH

programme (Appendix Five).

5.5.2.2: The format of the survey

The GSFCH coordinator questionnaire: With no prior availability of a GSFCH
coordinator questionnaire from previous GSFCH evaluations, a new survey was
designed. The GSFCH coordinator questionnaire designed for this study was five
pages long (17 items), despite the open ended nature of many of the questions
(Appendix Six). The use of open questions within a survey allows exploration of
topics where little is known, and where potential replies may be too numerous to pre-
code (Bowling 2002). The concept of the GSFCH programme was relatively new. It
was recognised that a lower response rate might occur by using open questions, as it
required more effort from the participant. Following consideration, the decision was
made to include within the questionnaire, some closed questions but mainly open-
ended questions. This made the questionnaire longer, but the aim was to obtain a
richness of data, rather than, necessarily, a high response rate. In addition emerging
themes might then act as an aid to subsequent research in this area. In a health survey
context, Hoffman et al (1998) found response rates were similar, for a four page (six

item) questionnaire and a 16 page (76 item) questionnaire.
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Following its development the GSFCH coordinator questionnaire was piloted with
eight external facilitators who were familiar with the role of a GSFCH coordinator.
They were asked to comment on its design. Minor changes were recommended and
made. Ten Phase 5 GSFCH coordinators (currently providing this role but not part of
the study sample) then reviewed this questionnaire. These GSFCH coordinators

suggested no further adjustments.

Nursing care home manager questionnaire: Previous evaluations of the GSFCH
programme had used ‘pre’ and ‘post’ questionnaires with nursing care home managers
(Clifford et al 2007). Clifford et al (2007) had undertaken an extensive evaluation of
Phase 2 the GSFCH programme. They gave permission to use their questionnaires.
Upon their advice, the questionnaires were rewritten with a significant number of
questions being removed. Their evaluation had shown specific questions to be
redundant. Open ended questions were added relating specifically to facilitation. The
final version of the ‘pre’ and ‘post’ questionnaires were circulated back to those who
had designed and used the original version (Clifford et al 2007) and approval gained

for its use. It was not piloted.

5.5.2.3: Validity, reliability, responsiveness, sensitivity and specificity of the
different questionnaires used

Three non-validated questionnaires were used within this study; however, the validity,
reliability, responsiveness, sensitivity and specificity of the questionnaires were
considered but not formally tested as this was not an aim of this study (Bowling and

Ebrahim 2005).
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Validity: internal validity is an assessment of whether an instrument measures what it
aims to measure (Bowling and Ebrahim 2005). The GSFCH coordinator questionnaire
was new and at its development stage was tested in populations for which it was
designed. It was found to have both face validity and content validity. The original
nursing care home manager questionnaires had been extensively used before. Informal
correspondence with those who designed and used it, suggested it had both face
validity and content validity. The adapted questionnaire was reviewed and approved
by those who had designed the original questionnaire. As it was not piloted, the
validity of the new version of the questionnaire was unknown. The intention of the re-
design of this questionnaire was to create a tool similar to that used in previous

GSFCH studies, enabling comparability, not a new psycho-metric tool.

Reliability: refers to the reproducibility and consistency of the instrument (Bowling
and Ebrahim 2005). Questionnaires in this study were used once with each sample to
capture current opinion on the subject of implementing an intervention. The reliability

(test-retest) of these instruments was therefore not directly assessed for this study.

Responsiveness: this refers to the ability of the instrument to respond to changes
occurring in a population, or an individual, over time (Bowling and Ebrahim 2005).
The GSFCH coordinators’ questionnaire was new and provided no comparable data,
as it was only administered once at the end of the study. The nursing care home
managers’ questionnaires were issued ‘before’ and ‘after’, the intervention. However,
its responsiveness would be dependent upon each individual completing the
questionnaire honestly, in the same way, and having an accurate understanding of the

actual practice of end-of-life care provision in the nursing care home. Responsiveness
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could have been measurable through the comparison of this data, where change was
reported, with that from the CRCT where actual practice was recorded. However, such

comparison is not part of this thesis.

Sensitivity and specificity: this refers to the ability of the instrument to identify
individuals who have the target condition (sensitivity) and those who do not
(specificity). The sensitivity and specificity of the questionnaires were considered in
relation to the format of facilitation received in this study. Both the nursing care home
manager questionnaire and the GSFCH coordinators’ questionnaires had a question
asking if they had a local external facilitator to assist them to implement the GSFCH
programme. Additional questions about action learning were present on those
questionnaires issued to the nursing care home managers participating in the high

facilitation groups.

5.5.2.4: How the survey was undertaken
The GSFCH coordinator questionnaire: was given to each Phase 6 GSFCH
coordinator, a year following the final GSFCH workshop. Details of the GSFCH
coordinators in post at the end of the study were provided by the nursing care home
manager and external facilitator/s. Confirmation was also provided by the individuals
themselves, when the questionnaires were delivered to the nursing care home, for
them to complete. The questionnaires were delivered by hand and a variety of options
were given for the return of the questionnaire:

e to complete it and return it immediately

* to return it by post (after they took a photocopy) in a stamped addressed

envelope (provided)
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e to return it via their external facilitator
e or, to complete it and keep it in the nursing care home for collection at a

subsequent visit

Nursing care home manager questionnaire: were personally delivered to the nursing
care home manager prior to, or immediately following the first GSFCH workshop.
Prior to the visit, the nursing care home manager was phoned, and an appointment
made. A written confirmation was posted which informed them the questionnaire
would take 30 minutes of their time on the day to complete. I could be present whilst
they completed the questionnaire, this was their choice. Thirty-eight questionnaires

were issued.

The second survey (‘post’ questionnaire) was again personally delivered. The same
options that were given to the GSFCH coordinators to return the questionnaire were
offered. Any non-responders were contacted by phone a month later. Following this,
they were sent a copy of the questionnaire, a stamped addressed envelope and a

personalised letter.

5.5.3: Facilitation Activity Log

A third method of data collection was the Facilitation Activity Log that the external
facilitators used. Information collected included details of the duration and format of
the time they gave to the nursing care homes when helping them to implement the

programme.
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The keeping of diaries to record activities/events over a specified time frame is a well
recognised research method (Bowling 2002). However the format of the diary varies.
Green and Thorogood (2005) highlight the value of diaries as a resource, when
investigating lived experience in anything other than the most recent history. Where
diaries have been used as a research method to record activity, they are referred to as:
activity diaries, work diaries, calendar diaries and time diaries. Whilst reflective
diaries/journals have been used by health care professionals within research (Ortlipp
2008 and Borg 2001) very little literature reports on the use of other such diaries by

professional participants, especially health care professionals.

Activity diaries: an activity diary is defined by Crosbie (2006) as a log of time
allocation during the day focused on particular activities.

Work diaries: a clear definition was not sourced. Reference was made to their use
within research studies, but within the literature they were not defined.

Calendar and time diaries: Time diaries provide a detailed, chronological record of
events that occur during a specified 24 hour time period/s. The record is usually
written very soon after the event, within a day or a week. In contrast, calendar diaries
are used to record retrospectively, events that may have occurred months or years

previously.

Activity diaries have been used in a hospital setting. They have been used to look at
the work undertaken by hospital-based Clinical Nurse Specialists (CNSs), during a
seven day period (Oddsdottir and Sveinsdéttir 2011). The diaries had pre-coded
responses where simultaneous multiple activities could be recorded. Very few

responses were coded as ‘other’ and so the authors reported that activity diaries with
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pre-coded responses worked well, though codes were individually interpreted. They
detailed every activity, during a seven day period in 15 minute intervals. They were
reported to be useful and easy to complete with only 4.7% of data missing. This may
have occurred as it was senior nurses completing these diaries who valued research.

They recorded a mean of four hours of research time within the week.

Whilst in a different context, Crosbie (2006) looked in detail at methodological
lessons that could be learnt from using an activity diary over two days. She stated that
a diary record of a participant’s activity can either be self-administered (after an
activity), or, researcher-administered (through observation or interviews). As with
interviews and surveys, the record of activities is self-administered and so this
recorded and reported account may not be an accurate record of what actually

occurred.

Belli et al (2009) provided a comprehensive resource for the use of time and calendar
diary methods and provided multiple examples of their use in practice. Within the
other literature that was reviewed, a significant problem with the use of activity diaries
was a high level of non-response. Campbell et al (2007) reported a study where so few
workers completed a work diary, there was a lack of information about the active
ingredient i.e. what the workers actually did. Crosbie (2006) used an activity diary,
but only achieved a three per-cent response rate (n= 16/400). Due to this, the non-
response participants were asked to complete the activity diary at the end of an
interview which increased the response rate to 48% (Crosbie 2006). Belli and
Callegaro (2009) reported that the use of a calendar diary, within an interview,

resulted in more accurate and therefore better quality data.
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Conclusions drawn from the literature therefore was that diary use with health care
professionals was scarce and response rates poor. Response could be improved with
hand delivery and collection, personal contact, and, recognising the activity diary as
the main form of data collection. This information was used to guide the introduction
of the Facilitation Activity Log to the external facilitators. Whilst it was a record kept
over time, it was only a record about facilitation activity, not every activity. It
recorded what the external facilitators actually did rather than what they had planned

and intended to do.

5.5.3.1: Rationale for use of the Facilitation Activity Log within this study

As discussed earlier, interviewing the external facilitators was central to
understanding the process and effect of providing facilitation to support the
implementation of the GSFCH programme. The external facilitators’ ability to recall
information accurately during the two-year GSFCH programme, especially specific
detail, was likely to have diminished. In order to answer the research question,
knowledge of the external facilitators’ actual behaviour throughout the two year
period, was essential. Interviewing the external facilitators would not have provided
this detail (Green and Thorogood 2005). Observation of the external facilitators’
activity as a solution to reducing the external facilitators’ recall bias was not a viable
option, due to the length of the study and the number of external facilitators. A
quantitative diary method offered an alternative approach and a means of obtaining

complementarity about the concept of facilitation.
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5.5.3.2: The format and use of the Facilitation Activity Log

The external facilitators were all told about the research study at the first workshop.
They were informed that a detailed record would be needed of all the facilitation they
provided. Whilst a structured format would allow easier interpretation and analysis of
the record of facilitation through pre-coded responses, important elements might be
missed. However, allowing participants to record events/activities in their own words
would be time consuming to analyse and raised the risk that details could be wrongly
interpreted. Agreement was made to send them an electronic document where they
would record the date of contact, type of contact (phone, email or visit), purpose of
contact, what occurred, time spent re contact and an action plan. The open structure
ensured a record of all their facilitation interventions, as they perceived them. This
formed the Facilitation Activity Log. It was agreed that this would be completed
throughout the entire two year period that the GSFCH programme was to be
implemented. At the end of the study, the interviews with the external facilitators
allowed discussion of the use of the Facilitation Activity Log where clarification could

be sought and details obtained of any omitted data.

5.5.4: Researcher’s diary

I used a diary for data collection. This was a researcher’s diary. It incorporated
reflection but was not a reflective diary or a reflective journal. The completion of a
reflective diary or a reflective journal is a research method often associated with, and
encouraged within, qualitative studies to facilitate reflexivity (Ortlipp 2008 and
Dowling 2006). Its purpose in this study was as a tool to create transparency. The use
of the researcher’s diary, in this way, is recognised by Borg (2001) and by Hughes

(1996) who lists their uses as:
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e A record of the history of the research study
e Material for reflection
e A record of the development of your own personal research skills

e Data on the research process

5.5.4.1: Rationale for use of a researcher’s diary within this study

There were two main reasons for the use of a researcher’s diary. Firstly I found myself
in need of a system to help me manage a complex situation. At work, I was managing
a large CRCT and within this, and at the same time, I was undertaking recruitment and
data collection for this study. I needed a system for not only remembering and
recalling events, but also a system that would both maintain a boundary and remind
me of the connection between these studies. As Hughes (1996) suggested, the
researcher’s diary acted as a record of the history of the study; it also acted as a record
of data collection. I recognised that the mixed methods approach taken might result in
conflicting information. Whist participants’ accounts were all important and
represented an accurate account of their story, the researcher’s diary allowed an

opportunity for me to construct my own account.

A second consideration was that as I undertook this study as a novice researcher, it
was important for me to have an opportunity to record what I had learnt and also to
have space to reflect on this learning. The use of a researcher’s diary enabled this. As
well as giving me an opportunity to reflect on the development of my research skills,
the researcher’s diary also helped me record and address the initial struggle and
tension I had between my new role as a research nurse and my past CNS career. This

tension arose from the new requirement to accurately document information, rather
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than empower, share, help and educate. Because of this tension, I was very aware of
the need to be totally transparent with the research process. This was important
because in some circumstances, I would be the only person that visited the nursing

care home, with a connection to the GSFCH programme.

5.5.4.2: The format of the researcher’s diary

I kept two researcher’s diary, one electronic and one paper. The electronic record
began as a consequence of trying to record the events. The paper diary started later
and was a tool to enable management of the research process and capture reflection on

and learning from, the experience.

5.5.4.3: How the researcher’s diary was undertaken

Both researchers’ diaries were used intermittently and for very different purposes
throughout the study. When the study started, the electronic diary was written after
every visit or contact, to collect data. It acted as a record of significant meetings, as
well as learning, and progress I made with the research study. Alongside this, the
paper researcher’s diary provided a space for me to record and to reflect on each visit
or contact with the nursing care homes and the individual participants. Due to the
sheer number of nursing care homes, and the time span of the study, small details
would not have been possible to recall if it had not been for this process. This diary
also provided me with an opportunity to internally discuss the experience of data

collection.
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5.6: Methods of analysis

The quantitative data was entered, stored and analysed using the Statistical Package
for Social Science (SPSS) computer software package, version 18 (Bowling 2002).
Qualitative data was entered into NVivo 9 and onto template coding tables (Crabtree
and Miller 1999). As shown in Figure 5.1 the analysis of the data arising from each
method occurred separately. It was following this initial analysis that integration of

both data sets occurred.

5.6.1 Quantitative data analysis
This consisted of data from three sources:

e The nursing care home manager questionnaires

e The GSFCH coordinator questionnaires

o The Facilitation Activity Log
The quantitative data within the questionnaires provided basic demographic detail
about each nursing care home and specific details about the nursing care home
managers and the GSFCH coordinators. Analysis of this information was through the
use of descriptive statistics in SPSS. SPSS enabled the approach to facilitation to be
compared with information about the nursing care home for example; how many GP
practices provided medical support for the residents; and, how many homes were
accredited at the end of the GSFCH programme. It also allowed comparison amongst
participants. The nursing home managers, for example, reported how long they had
been in post and the GSFCH coordinators reported their attendance at the GSFCH

workshops again in relation to the approach to facilitation.
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The Facilitation Activity Log was intended to be flexible and to be individually
constructed and submitted. However, due to the amount of data and the variety in
format that this flexible approach encouraged, the data from the external facilitators
was initially transferred across to a single sided summary paper record (Appendix
Seven). Such a process had two advantages. Firstly, the sheet acted as a summary of
the facilitation that was returned to the external facilitator to ensure accuracy.
Secondly, it provided an opportunity to engage with, and have assistance from, a
volunteer who was unfamiliar with the GSFCH programme. The volunteer had no
vested interest in the study. The volunteer and I individually transferred each entry on
each Facilitator Activity Log onto the summary paper record (Appendix Seven).
Following this we met and any inconsistencies, in this transfer process, were then

discussed and resolved.

Data from the summary sheets was then inputted into SPSS to be analysed. The use of
SPSS allowed the data file to be split so analysis could occur in relation to the
approach of external facilitation provided to each of the participating nursing care
homes. Then the use of descriptive statistics enabled the median time, and range, of
facilitation provided, from any source, within each of the facilitation groups to be
identified. Detailed analysis was also possible for those homes with an external
facilitator. With the data file split descriptive statistics enabled the frequency, as well
as the duration of time, including mean and range, of facilitation to be determined in

relation to its format.
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5.6.2 Qualitative data analysis

The core component of the study was qualitative (Figure 5.1) consisting of data from:
e The external facilitators’ interviews
e The nursing care home manager questionnaires (open questions)
e The GSFCH coordinator questionnaires (open questions)

e The researcher’s diary

The external facilitator interviews were transcribed verbatim into individual Microsoft
word documents. This was undertaken by an independent audio-typist and I then
checked the accuracy of all the transcribed data against the original recording. The

final transcriptions were imported to and stored within NVivo 9.

Analysis of qualitative data is noted to be a time-consuming, complex and iterative
activity. There are many recognised approaches to such analysis (Spencer et al 2003),
which involve data reduction, description and/or interpretation (Holloway and

Wheeler 2002).

Data reduction was essential. This study had generated a considerable volume of
qualitative data. In order to facilitate data reduction, template analysis was undertaken
(Crabtree and Miller 1999). This approach to data reduction is reported to be both
time-efficient and focused (Crabtree and Miller 1999). King (2004) reported it to be a
system that is flexible, can be tailored to match requirements where the participant
numbers are less than 30 and works well, when the analysis aim is to compare the
perspectives of different groups of staff, within a specific context. In this study the

perspectives of different groups of staff was important, in relation to the approach
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taken when facilitating the GSFCH programme, (high facilitation and action learning,
high facilitation, local facilitation and no local facilitation). This was achieved by the
use of the following specific codes at the end of any quote where:

e HFAL = high facilitation and action learning

o HF = high facilitation

o LF = local facilitation

e NLF = no local facilitation
and

e M =nursing care home manager

e C=GSFCH coordinator

e F = External facilitator

Soft Systems Methodology (Checkland 1999) was introduced in Chapter three as a
framework that enables an understanding to be gained of a situation under study
before implementing change. It takes account of the organisation undergoing the
change (Customer), the person implementing the change (Actor), the process of
change (Transformation), any external worldwide influences (Worldview),
management factors (Owner) and any environmental factors (Environmental
constraints). The template enabled qualitative data including, but not only, that which
was ‘Actor’ (facilitator) related to be organised and then interpreted. The initial
categorisation of the qualitative data was into seven rather than six categories (one for
each element of CATWOE with one additional category). The additional category was
created to allow for any other issues not captured within the CATWOE framework

and so reduce the risk of missing new, unanticipated insights. The template allowed
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for storage, before coding and analysis, of any data that was identified as lying outside

the six CATWOE Soft Systems components.

However, this study had produced a substantial amount of data. Prior to populating the
CATWOE template a mind map was therefore drawn for each category Mind maps
were initially used to identify main factors in each category. An example of the mind
map produced for the facilitators providing high facilitation and action learning is
provided in Appendix Eight. Obtaining a detailed understanding of the external
facilitation of the GSFCH programme (or the role of the Actor in CATWOE) was
crucial to answering the research questions. This mind map was created from an initial
reading of the facilitator interview transcripts, the nursing care home manager
questionnaires, the GSFCH coordinator questionnaires associated with nursing care
homes receiving high facilitation and action learning, as well as the researcher’s
diaries. Appendix Nine shows the initial mind map for environmental constraints
along with its associated CATWOE category coding. The factors in each CATWOE
category were initially populated using the mind maps. Sub-themes were then
identified in the coded text. All the facilitator interview transcripts, the nursing care
home manager questionnaires, the GSFCH coordinator questionnaires and the
researcher’s diaries were then read, and re-read, until there were no new supportive
quotes to add into the CATWOE template. It was the immersion into, and
crystallization of, the data within the factors imported from the mind maps into the

seven CATWOE categories that identified the sub-themes.

Data was analysed both deductively (by the use of mind maps and a template that

would create the higher order codes — factors) and then inductively (immersion and
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crystallization within the factors that identified lower order codes — called sub-

themes).

5.6.3 Integrating data

As this study used a mixed methods approach, there was a need to consider integration
of all the data that was to be collected (Morse 2010). Integration is defined by Moran-
Ellis et al (2006:51) as ‘the generation of a tangible relationship amongst methods,
data and/or perspectives, retaining the integrity of each, through a set of actions
specified by the research team, that allows them to “know more’ about their research

topic’.

There are three recognised approaches for achieving this - the use of the triangulation
protocol, following a thread and the use of a mixed methods matrix (O’Cathain et al ‘,
2010). A decision was made to use ‘following a thread’ to analyse the study data, ”
because it acknowledged that different knowledge arises from different paradigms.
However, it also respected the fact that the totality of this knowledge would be
increased by interweaving the findings that emerge from both data sets. The study
objectives included describing the experience of those providing and those receiving
facilitation alongside identifying barriers and enablers when implementing the
GSFCH programme. Separate initial analysis of the data would answer both questions.
However, integrating the total data set through ‘following a thread’ (Figure 5.1) as
part of the analysis, generated further knowledge by looking for evidence of resonance
across findings (Moran-Ellis et al 2010). Storing the transcripts in NVivo 9 meant
that when “following a thread” the context of sub-themes could be easily identified

within their source documents.
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‘Following a thread’ resulted in the identification of a sub-theme in the qualitative
data, which had not been identified during the initial analysis of the quantitative data.
The Facilitator Activity Logs were reviewed to see if there was any evidence of this
sub-theme. This information was not extracted during the separate quantitative data
analysis. Initial analysis had only taken account of the components of the high
facilitation or the high facilitation and action learning facilitation role. The new sub-
theme was not such a component. Statistical tests were undertaken to determine if this
sub-theme was significant (Fisher’s exact test) or associated with variables identified

as important within the qualitative data.

The quantitative data in this study was from a small sample. This meant that when an
additional sub-theme was identified through ‘following a thread’ undertaking standard
statistical tests to better understand the available data was not possible. Bootstrapping
offered a solution (Barber and Thompson 2000 and Thompson and Barber 2000). The
process of re-sampling the original sample data resulted in a larger study population.
Additional statistical tests could then be undertaken to determine if this sub-theme was
associated with any other variables (logistical regression). This enabled the

significance and relationship of these associated variables to be determined.

5.7: Rigour and quality

Assessing quality in mixed methods studies is important but how to do so is less clear
than in straight quantitative and qualitative studies (O’Cathain 2010). In relation to the
methods or the paradigms used, O’Cathain (2010) questions approaches that assess the

quality of the studies, believing that there is more to a mixed methods study than the
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sum of its qualitative and quantitative components. O’Cathain (2010) proposes a
quality framework which includes eight domains:

1. Planning Quality

2. Design Quality

3. Data Quality

4. Interpretive Rigour

5. Inference Transferability

6. Reporting Quality

7. Synthesizability

8. Utility

These domains are comprehensive and come from a detailed review of the literature
(O’Cathain 2010). For example, the domain reporting quality, in the dissemination
stage of the study, contains the item reporting transparency. This relates to a study
undertaken by O’Cathain et al (2008) where guidelines were developed following a
review of mixed methods health service research, funded by the Department of Health
for Good Reporting of A Mixed Methods Study (GRAMMS). These guidelines
include ensuring the following are described:

¢ the choice of mixed methods as the research design

e the design in terms of its aim and methods

e cach method

e where and how data was integrated and who took part in the process

e any limitations of using one method in association with another

¢ insights from integration
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The use of the O’Cathain (2010) framework helped ensure that this thesis took

account of rigour and quality in all domains (Table 5.4).
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5.8: Ethical issues
This study did not commence until full ethical approval (REC reference 09/H0715/74)
had been received (Appendix Ten). Ethical issues were a major consideration and

included: informed consent; confidentiality; and, anonymity.

5.8.1 Informed consent

The process of consent was discussed within the recruitment section (see 5.4). In
relation to informed consent, a presentation about both studies was undertaken at each
site, and information sheets about the research distributed to and attached to notice
boards on each floor of the nursing care home. The information sheets gave details
about the study. They also provided my contact details, so that any staff member,
~ including the GSFCH coordinators, could contact me via phone or email with any

queries or concerns. These same details were provided on all questionnaires.

Data were collected from the nursing care home manager at the start of the study with
questionnaires being completed at the same time as consent to participate in the study
was given. However, the remaining data from staff in the nursing care homes was
collected two years, later at the end of the study. Throughout the two year study
period when collecting data for the CRCT, time would be spent informing any new
staff about the study and the consent form re-signed, if needed. At the end of the
study, it was ensured that the current nursing care home manager and GSFCH
coordinators all knew about the study and had an opportunity to ask questions and to

have any concerns addressed.
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A notice of substantial amendment to the main Research Ethics Committee was
required before the external facilitators were approached (see 5.4.6). This was
necessary as when the ethics form was originally submitted, it had not been
appreciated that external facilitators working in nursing care homes might be National

Health Service employees.

The return of the nursing care home manager and GSFCH coordinators’
questionnaires was taken as consent to participate in the study, as per ethics approval.
It was intended at the outset to disseminate the results from the study. The nursing
care home manager and their external facilitators were therefore asked to indicate on
their consent forms, their decision regarding permission to use quotations from the
questionnaires that were competed and the interviews that were undertaken, within
publications and for teaching purposes at the end of the study. The external facilitators

were additionally asked for consent to be digitally-recorded.

5.8.2 Confidentiality and anonymity

Confidentiality and partial anonymity was ensured throughout the research study. The
lists containing the names and codes of the nursing care, the GSFCH coordinator and
the external facilitator and their respective consent forms were stored in a locked
filing cabinet in a locked room. Only I knew who had completed each survey. All
returned questionnaires were coded, both in relation to the nursing care home and the
participant and were stored separately, in a locked room. Data from the
questionnaires was inputted onto a computer, which was only accessible via a

password.
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On the same day as an interview was undertaken, the data from the digital voice
recorder was inputted into a password-protected computer and the original recording
on the digital recorder erased. At transcription, all names and locations were removed

and replaced by numerical codes.

5.9: Conclusion

This chapter has given an overview of the mixed methods approach to this research
study. The particular challenges that this research design presents have been
acknowledged. The recruitment of the study participants has been described and the
data collection methods have been identified. Data analysis has been highlighted as a
particular challenge with mixed methods and so the process and rationale given for the

choices made in relation to this have been documented.

The results of the study have been divided into three separate chapters and are now
reported. Each chapter relates to a phase of the GSFCH programme: the Preliminary
Phase (Chapter Six); the Implementation Phase (Chapter Seven); and, the

Consolidation Phase (Chapter Eight). These now follow.
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Chapter Six - The participants, their context and the
findings from the Preliminary Phase of the GSFCH
programme

After identifying the study setting and study participants, both the ‘worldview’ (the
wider external context), the ‘environmental factors’ (the specific internal nursing care
home context) are considered. The use of Soft Systems Methodology, as a framework
for this study, identified these two factors as important to consider when initiating
change. The ‘worldview’ and the ‘environmental factors’ influenced the
implementation of the GSFCH programme across all three phases; the Preliminary,
the Implementation and the Consolidation Phase. Taking these context issues into
account, the experience of facilitation in the Preliminary Phase of the GSFCH

programme is discussed.

The preparatory work undertaken by the external facilitators prior to the start of the
first GSFCH workshop is reported. This included the external facilitators’ views on
what they understood about facilitation, as well as how they gained information about
the GSFCH facilitator role. Their knowledge and understanding but also their skills
and experience of the GSFCH programme influenced their delivery of facilitation and
consequently the nursing care home staffs’ experience of receiving it. Following this,
the transformation factors (Checkland 1999) identified by all the study participants,
that influenced this specific phase of the GSFCH programme are explored. These

factors, where present, either acted as enablers or barriers.
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6:1 Study setting and study participants

This study took place within 38 nursing care homes in south-east England. In relation
to facilitation of the GSFCH programme the participating nursing care homes are
responsible for finding their own facilitator. What had not been foreseen was that
after the study started, some of the nursing care homes in the usual GSFCH
facilitation settings, gained access to an external facilitator. As this study was looking
at different approaches to facilitation of the GSFCH programme, this information led
to a decision to divide this group into two groups: those who had an external
facilitator (local facilitation - LF): and, those that did not (no local facilitation - NLF).
The results of the study therefore reflect four, not three, approaches to facilitation of
the GSFCH programme. Details of the 38 nursing care homes where the study
participants were recruited from (nursing care home managers and GSFCH
coordinators) or associated with (external facilitators), in relation to these four groups,

are given in Figure 6.1. The response rate from all study participants was 100%.
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Nursing care homes n=38

A 4

A

A
Nufls'lng. care .h(;)meslt where Nursing care  homes Nurs_mg care homes
facilitation varied. was receiving high facilitation receiving h{gh
dependent upon their local funded n=12 facilitation and action
model n=14 learning
n=12
\ 4 A 4
Nursing care homes with Nursing care homes with
no local facilitation local facilitation
n=5 n=9
JV JV A
Nursing care home Nursing care home Nursing care home Nursing care home

manager*
(pre) n=5 (post) n=5
GSFCH coordinators**

manager*
(pre) n=9 (post) n=9
GSFCH coordinators**

manager*
(pre) n=12 (post) n=11
GSFCH coordinators**

manager*
(pre) n=12 (post) n=12
GSFCH coordinators**

n=10 n=15 n=17 n=22
External facilitators External facilitators*** External facilitators*** External facilitators***
N/A n=10 n=6 n=6
* some nursing care home managers changed ‘pre’ and ‘post’ the programme and some were
GSFCH coordinators

** the number of GSFCH coordinators a nursing care homes had, varied from zero to three

*** some external facilitators provided this role to more than one nursing care home

Figure 6.1: Nursing care homes and their associated study participants

6.1.1: The nursing care home managers (M)

Thirty-eight nursing care home managers took part at the start of the study. One

nursing care home closed during the study period and so 37 nursing care home

managers participated at the end. The nursing care homes had a stable internal

management structure. Across all groups, the mean time as a nursing care home

manager was in excess of five years and at least 57% (n=22) of the nursing care home

managers had been in post for more than a year, at the commencement of the GSFCH

programme. The specific time the nursing care home managers had worked within the
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nursing care home context in any role varied from a mean of 11.8 years (high

facilitation and action learning group) to 18 years (no local facilitator group).

6.1.2: The GSFCH coordinators (C)

The nursing care home managers had been encouraged to appoint at least two
members of staff as GSFCH coordinators. They all achieved this, which meant when
the study commenced, there was a total of 76 GSFCH coordinators implementing the
programme within the 38 participating nursing care homes. At the start of the study
the nursing care home manager took on the role of a GSFCH coordinator within 23 of
the 38 nursing care homes. These were the key staff that the external facilitators

needed to work alongside.

6.1.3: The external facilitators (F)
At the start of the study, 17 external facilitators provided facilitation of the GSFCH
programme to 33 (87%) of the participating nursing care homes. Five (13%) of the

nursing care homes had no local external facilitator (Figure 6.1).

6.2: Worldview: provision of external facilitation in relation to the
nursing care homes external context

The participants acknowledged that the ‘worldview’ (external context) impacted on
the implementation of each phase of the GSFCH programme. There was an
acknowledgement that their practice within the nursing care home was dependent
upon a wider societal change. This is demonstrated by a nursing care home manager’s
comment that it was the national recognition of the success of the GSFCH
programme, with publicised outcomes, that had engaged the nursing care home and

motivated the staff:
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‘It is nationally recognised and allows us to improve the care provided to
service users at the end-of-life, so that the care reflects the choices of the
individual service user. It will also reduce unnecessary admissions to
hospital.” (M. HF+A4L5.002]
Also, as more nursing care homes undertake the GSFCH programme inevitably more
staff will be exposed to its implementation:
‘As more homes go through it and staff are exposed to the framework, then
that process in itself might get easier. Because more people are going to be
erm exposed to the GSF and how that works within organisations. And
therefore you're not necessarily going to have fo go back to the beginning if
you've got staff...coming in that already have had that experience.’ [FI4]
With this, comes acknowledgement that whilst natural ‘turnover’ of staff within
nursing care homes occurs, it may be that in time new staff will already have some

experience of the GSFCH programme.

The high facilitation group were the only group to mention that implementation of the
GSFCH programme was enabled when the external professionals working with the
nursing care home staff had knowledge of it: ‘Doctors in the community to be
educated on GSFCH programme to make life easy.” [C.HF4.003] Unless this
occurred, the nursing care home were at risk of failing when medical advice or
assistance was required: ‘Nursing homes are alone. No back up team as like the

hospice. Hopefully this is now changing.’ [C.HF7.028]

The view that nursing care homes worked in isolation extended into the staff belief

about their participation in the GSFCH programme. One nurse manager voiced
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concern that the GSFCH coordinators in the nursing care homes would not be able to
network and support one another whilst implementing the programme. However, in
practice this had not been the case:
‘One manager told me before we started, erm, doing the Phase 6 that... 1
wouldn’t be successful with the facilitator’s meetings because no nursing home
shared their practice or their knowledge or supported each other, and I was
told that very categorically it wouldn’t work and it wouldn’t happen. Erm, but

it has. So... there we go, just by, you know, starting it, it’s worked.’ [F2]

There was acknowledgement that the GSFCH programme was a nurse led initiative.
However, to implement this fully into practice, the nursing care home needed to
engage medical support which included GPs. In some cases the initial engagement
was not always supportive. An aim of the programme is to reduce unnecessary
hospital admissions. However, as one external facilitator stressed, the decision to refer
a resident for a hospital admission sometimes came from the GP, not the nursing care
home staff, although it was them who actually made the telephone call.
‘... one of the PCT managers said to me: "Well [nursing care home name] are
always calling 999." ... but often they've been told by their GP to call 999 if
they suspect someone's got a PE or a DVT and needs some help. So, in a way
they're in a Catch-22 with PCT are saying you're calling an ambulance too

often. GPs are saying call 999, whereas if a GP called 999.” [F3]

The system underpinning access to GPs was also resource led. Another external

facilitator noted that whilst at the moment the GPs were attending meetings, it was
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because the PCT had offered them a financial incentive. She had concerns about the
future:

“...s0 whilst, at one level, I might think, ‘Oh, things are really gonna go
SJorward,’ come April Ist, that money might be pulled or certainly, perhaps not
then, but certainly when the PCTs are disbanded, that money will probably be
pulled and what will happen then?....You know? Unless we have totally, totally
got their engagement at a psychological rather than a financial level, we’ll be

stuffed...” [ F16]

There was an acknowledgment that ‘worldviews’ change over time. Previously
residents did not die in nursing care homes:

It’s interesting that all of a sudden people are interested in where people die
because initially, erm...they would have got smacked on the wrist, because (the
care home regulatory body) would smack you on the wrist if too many people
died in your care home.’[F11]

This acknowledgement is important. The GSFCH programme was intended to enable
the staff in nursing care homes to develop the skills to meet the needs of their residents
at the end of their lives. However, the nursing care homes are part of a wider
community and to do this they require the support of the wider community including

specialist health care professions, their GP and their regulatory board.

6.3: Environmental Factors: provision of external facilitation in relation
to the nursing care homes internal context

A number of internal environmental factors were acknowledged to have had an
impact, on every stage, of the of the GSFCH programme within the nursing care

home. These were outside the control of the external facilitator and the nursing care
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home staff and included the size and the structure of the nursing care home.
Awareness and knowledge of these factors enabled the external facilitator to help the
nursing care home staff find creative solutions. The influence of these two factors is

described in turn.

6.3.1: The size of the nursing care home

Within this study, the smallest nursing care home had 22 beds and the largest 160
beds. It was often the extreme ends of this spectrum where size was indicated to be
either an enabling or challenging factor, when implementing the GSFCH programme

into practice.

Positive comments were made in relation to a nursing care home being small (Table

6.1). However, there were also challenges identified when a nursing care home was

small.
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The only nursing care home that was shut during the study was a small nursing care
home, which the owners believed was not financially viable. An additional challenge
was difficulty in relation to available space to host training/hold meetings in. This was

not a problem when the nursing care home was large (Table 6.1).

The greater challenge for small nursing care homes however related to gaining
experience in end-of-life care as the nursing care home correspondingly had fewer
deaths. A large nursing care home was noted to provide both opportunities and

challenges for a greater variety of clinical experiences (Table 6.1).

The size of the nursing care home also had an impact on implementation. The
external facilitators acknowledged the challenge of a larger nursing care home and
facilitated this in a particular way. They recommended having monthly coding
meetings on each floor in a large nursing care home instead of one monthly coding
meeting for all residents in a small nursing care home:
‘And I think that large homes, from what I've experienced, do have their own
difficulties implementing anything because each, each floor is the size of one,
perhaps one of our other nursing care homes... this is a five floored
home...each floor runs separately, so I've learnt from the facilitation is that 1
have to, I manage each floor separately...they now have a weekly meeting and
each floor.. So each has their own register... so I can get to know the staff on

each floor as well - it's like a, each floor is like a separate unit.” [F3]

This way of implementing the GSFCH was initially very time consuming: ‘.. It’s

three separate coding meetings so that is three out of four weeks that I'm doing a
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coding meeting, let alone anything else.’ [F2] They also recommended that where
possible, each floor had a GSFCH coordinator and that in large nursing care homes,
described by the external facilitators as over 50 beds, there should be at least three

GSFCH coordinators.

6.3.2: The structure of the nursing care home
The structure of the nursing care home also needed to be acknowledged, when

implementing the GSFCH programme.

6.3.2.1: Registration status

A number of the nursing care homes participating in the study were dual registered
and so were able to provide personal care and personal care with nursing.
Implementation within the same nursing care home then needed different approaches
with some staff needing to develop good working relationships with the local district
nurses. A number of external facilitators mentioned this amounted to implementing

the programme within two settings, which presented additional challenges.

This was the same scenario for nursing care homes where the home was divided into
different units in order to care for different client groups (Table 6.1). This was
evidenced where a nursing care home had a separate palliative care unit. The focus on
end-of-life care was in this unit, not throughout the nursing care home. During the
study this unit was disbanded and the residents dispersed within the nursing care
home. The external facilitators recognised that physical proximity did not equate to

working cohesion and that the facilitation they provided needed to accommodate this.
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An additional challenge to the implementation of the GSFCH programme was when
the registration status of a home changed. One dual registered care home changed
their registration to all personal care with nursing. This process involved additional
change. Newly admitted residents had more complex need and the access to nursing
support altered from the local primary district nursing service to one that needed to be
provided in-house. The external facilitator noted additional internal change caused

challenges when implementing the GSFCH programme (Table 6.1).

6.3.2.2: Internal stability

The GSFCH was implemented over a two-year period. During this period, a number
of nursing care homes underwent refurbishment. Whilst the refurbishment was
underway, people felt unsettled. However at the end, the investment in improving the
environment boosted staff morale (Table 6.1). The challenge was to embed a new
system when refurbishment of the nursing care home was occurring. In one nursing

care home this took 18 months longer than expected.

6.4: Facilitators attributes

The external facilitators working locally to the Regional Training Centre worked
across both the high facilitation and high facilitation and action learning groups.
Their results are amalgamated and presented alongside those of the local facilitation
group. A total of ten external facilitators provided facilitation to nine nursing care
homes within the local facilitation group and seven external facilitators across the 24

nursing care homes in the combined high facilitation group.
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The provision and experience of facilitation was influenced by the worldview and
local environmental factors. Its delivery may have also been dependant on the way
facilitation was defined and understood by each external facilitator. They were all
asked to identify the core components of their role as GSFCH external facilitators.
The components that were identified included:

e Dbeing a support or resource

e empowering the nursing care home

e helping the nursing care home find their own vision

e active engagement by the nursing care home staff and themselves

In the groups providing high facilitation, additional comments regarding facilitation
were made to those identified by the local facilitation and no local facilitation group.
These included:

e the concept of ‘being present’

e creating a relationship:

¢ role modelling and

e sustaining practice
Facilitation was also dependent upon the external facilitator’s terms of employment,

educational background and their work experience (Figure 6.2).
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External and The external facilitator's

internal context terms of employment, The external_ facilitatqr's The experience of
f th . educational background, understanding of their external facilitation of
0 ¢ nursing work experience and role the GSFCH programme
care home past GSFCH experience

Figure 6.2: Experience of external facilitation in the Preliminary Phase of the
GSFCH programme

6.4.1: The external facilitator’s terms of employment
The sole job ofthe external facilitators working in the high facilitation groups was the
provision of facilitation. This was not the case for any in the /ocalfacilitation group.
The ten external facilitators in the local facilitation group all had other responsibilities
at work and this was reflected in the range ofjob titles that they held:

* End-of-life care facilitator care homes (with nursing) specialist team

* Clinical associate for the central GSF team and end-of-life care facilitator

» Facilitator for end-of-life care for care homes

» Clinical Nurse Specialist for older people for the care homes nursing team

e Clinical Nurse Specialist (care homes nursing team)

* Care specialist lead for end-of-life care (for care home provider)

* Nursing care home manager

* Regional head of operations (for a care home provider)

* Lecturer practitioner

* Practice and staff development manager for a care home provider
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The majority of the /ocal facilitation external facilitators (n=8/10) worked full-time
with their different roles whilst the majority of those providing high facilitation

worked solely as external facilitators in part-time employment n=5/7).

6.4.2: The external facilitators’ educational background
The level of qualification amongst the external facilitators within both groups was
similar (Table 6.2). More of the local facilitation external facilitators reported they

had undertaken a short course in palliative care.

Table 6.2: Qualifications of the external facilitators

Qualifications of the external Localfacilitation High facilitation
facilitators (facilitated by 10 groups
external facilitators) (facilitated by 7
external facilitators)

District Nursing 2 2
Palliative care - short course 7 2
Palliative care - degree 1 2
Educational 2 1
Other subject - diploma or above 3 2

Only two external facilitators within the /local facilitation group had SPC work
experience (Table 6.3). This contrasts with the high facilitation groups, employed by
the Regional training Centre, where all external facilitators had SPC work experience.

However, local external facilitators had more varied work careers.

The external facilitators in each group had many years of work experience. All trained
within the UK and had been qualified for at least 18yrs (range 18-40). In the local
facilitation group, the median time since qualification was 29.5yrs (range 18-31) and

in the combined highfacilitation group was 33yrs (range 18-40).
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Table 6.3: Past employment of the external facilitators

Past employment Localfacilitation High facilitation groups
(facilitated by 10 (facilitated by 7 external
external facilitators) facilitators)

Older people 4 0

Nursing care home manager 5 0

Management role (butnotina 5 4

nursing care home)

Specialist palliative care (SPC) 2 7

Community 7 7

Teaching Post 3 0

6.4.3: The external facilitators work experience

In terms of past employment, all the external facilitators providing high facilitation
had worked within the community in a professional background (for example district
nursing) as had the majority ofthe localfacilitation group (70%). Past employment of
the external facilitators in the localfacilitation group was more varied (Table 6.3) and
incorporated working with older people, being a nursing care home manager and

teaching.

The external facilitators familiarity with, and experience of, the GSFCH programme
was similar across both facilitation groups. Six external facilitators (60%) in the /ocal
facilitation group had prior experience as a GSFCH external facilitator. This was also

the case for four (57%) ofthe external facilitators within the highfacilitation groups.

6.5: The external facilitators’ preparatory work

The external facilitators undertook preparatory work, prior to the first GSFCH
workshop starting. The outcome of this work impacted on the experience for both
them and the nursing care homes they were involved with, as it shaped the format of
the facilitation that was provided. It included identification of the role and

consideration oftheir personal level of experience and expertise in such a role.
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6.5.1: Establishing the external facilitators’ role

The core elements that the external facilitators collectively reported were: provision of
support, advice, guidance and helping others to avoid problems; active work; and,
inspiring a vision for change. There was also recognition by some external facilitators
from the start of the programme that ‘one model will not fit all’ and that the ultimate
outcome of their role was the nursing care home taking on responsibility for the

GSFCH programme, in a way that suited them.

Whilst there was some common agreement around the core elements of facilitation,
there was greater disparity in how preparation for this role occurred in practice. As the
nursing care homes in both the high facilitation groups were part of the CTCT the
format of facilitation they provided was prescribed ahead of the GSFCH programme
commencing with a proactive style. This was unlike the experience of the external
facilitators providing the local facilitation approach, who reported struggling to
identify their facilitation format. This was for a number of reasons. Firstly, there was
no system in place (outside the Regional Training Centre) that linked information
about nursing care homes commencing the GSFCH programme with local external
facilitators. In the local facilitation group, this was described by one external
facilitator as finding out by chance:

‘...the first I knew about them (the nursing care home) being on the Gold

Standard was when I got a letter from you (the researcher), because (name

given) was very much on our patch, it was on my patch, this was the patch I

covered.’ [F11]
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This meant that opportunity to work with the nursing care homes in the Preliminary
Phase of the GSFCH programme had been missed. Raising awareness of the GSFCH
programme within and out with the nursing care home is important, and three months
of the GSFCH programme are allocated to this stage. The external facilitator really
felt a missed opportunity; ‘..had...we known that nursing care home (name given)
was going to be coming onto the pilot, erm, I think...there would have been more input

at an earlier stage, and specifically with the managerial team.’ [F11]

Secondly, there was a sense within the local facilitation group that the external
facilitators did not perceive themselves, or chose not to describe themselves, as,
providing a specific GSFCH external facilitator role ‘we’re none of us are
specifically GSF but we 're end-of-life facilitators.” This lack of engagement with
the concept of being a GSFCH external facilitator may have arisen because of the
uncertainly of what they should be doing. A number of the external facilitators
providing the Jocal facilitation approach reported that they were uncertain of

their role and responsibilities (see Box 6.1).

Box 6.1: External facilitators’ summary of their role

They had tried to find out but no information was available

‘..I've actually found it quite difficult actually with the GSF because there’s not very much
information that facilitators actually get...There’s not really sort of a guidance pack for
Jacilitators.” [F17]

There was a sense of feeling ‘lost’ in the role that they needed to provide:

‘Yeah, some information of, yeah,..what am I meant to be.. facilitating them to do?...1
wasn’t even clear what Gold Standards were initially - well, apart from the GP perspective
and what obviously 1'd read, but putting that into practice...it’s not like I'd gone to a course
for facilitators for Gold Standards and this...is what you should be doing.” [F10]

.1 think it’s difficult to know how much is involved or how much you should get involved.
I think when you're doing another job and you're just supporting the home sort of ad hoc
really, as and when they need you. I think it would be nice to have a bit more clearer
Euidance about what is expected and how much input.’[F15]
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It may be that as facilitation was not the dedicated main role for any of the external
facilitators providing a local facilitation approach, the lack of clarity and focus meant
they did not have to accept responsibility or accountability for this role. External
facilitators in this group had other responsibilities and it may be that their performance
was judged on their performance in these other core aspects of their role and not on

their facilitation of the GSFCH programme.

6.5.2: Preparing for the external facilitation role
The external facilitators made various preparations for their role. As was evident
from section 6.5.1, the degree of experience that external facilitators had varied.

Some were new to the role, whilst others were experienced.

6.5.2.1: External facilitators new to the role of facilitation
One external facilitator who was new to post of external facilitation in the local
facilitation group, recognised she was learning from a nursing care home manager
who had undertaken the programme before. However, the nursing care home
manager’s learning was from the experience of a GSFCH coordinator of a previous
programme, not as a GSFCH external facilitator. A member of the nursing care home
staff was in fact teaching the GSFCH programme to them:
‘I've found this time round [nursing care home manager] has probably been
more of a support to me, showing me what needed to be done, rather than me

supporting her. So I've been very lucky to have her support me.’ [F15]
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In the local facilitation group, there was also evidence that the external facilitators
found accessing support challenging. The feeling for one external facilitator in
particular was that of role isolation, which seemed irresolvable.
‘.1 haven’t had support anywhere...So 1 felt quite isolated in what I'm doing,
even my manager, ....she’s not done that role, so ... there’s no guidance... I
did try and link up with other facilitators, erm, but it’s quite difficult 'cos there
isn’t actually that many around...So 1 felt quite isolated from that perspective.’

[F10]

In preparation for her role this same external facilitator mentioned contacting the
central GSF team to source information about her role, but failed to get any response
from them. Instead of perusing and resolving this, she seemed resigned to this and
therefore was learning through personal, rather than others’ experience: ‘So it's a bit
like, a little bit like being a little...don’t know, (chuckles) just learning as you go along

really, isn’t it?’ [F10]

This was not reported by any of the external facilitators in the high facilitation groups;
possibly this was because they were based in an office together in the Regional

Training Centre and were supported by each other.

There was recognition amongst the external facilitators in the kigh facilitation group
that they might not know all the answers. As with the external facilitators in the local
Jfacilitation group, some were new into post. However, unlike the external facilitators
providing local facilitation, they had joined a GSFCH external facilitator team and so

learnt from those experienced at providing this specific role:
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‘I mean I've learnt quite a bit from F12 in terms of managing, organisation
and things, you know, that whole thing of making six months of meetings and

knowing why you 're going in and what you 're going for and all that.” [F16]

6.5.2.2: External facilitators with previous experience of a facilitation role

Some of the external facilitators providing local facilitation had been in a
facilitation role before and were able to use previous experience to help them in
their current role: ‘... using your, your previous experience to help, erm, and
identifying problems that we, we had here and trying to avoid them having the

same problems.’ [F8] This took different forms.

One external facilitator providing local facilitation, learnt from her past experience
that the GSFCH workshops as essential; so in this study she attended all four. No
other external facilitator within this group reported doing this. For another, in a
previous home when the nursing care home manager left the home implementing the
GSFCH programme had failed to occur. Faced with this situation currently, she
believed as it had not worked in the past, it would not work now:

‘..I'd seen this before, erm, in another home where, erm, the manager’s left
and, as much as you try and go in and you support them with the GSF, they re,
they’re just so up to their necks in everything else that’s happening that they
don’t really engage very much, so...I don’t see... what else I could have done

really.’ [F17]

A number of the external facilitators within the high facilitation groups, had

previously undertaken this role with nursing care homes attending earlier phases of the
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GSFCH programme. Like F14 in the local facilitation group, they had learnt from this

prior experience and indicated they used learning from past experiences to shape their

provision of facilitation in their current role. Past experience really shaped the

facilitation that FI and F16 subsequently provided (Table 6.4). There was evidence of

them actively working with the nursing care homes, to help them integrate the GSFCH

framework into place.

Table 6.4: Past experience shaping current external facilitation role

Role of an external

facilitator
Arranging separate debriefing
sessions

Giving time frames and
objectives

Having coding meetings on
each floor (for those nursing
care homes with more than one
floor)

‘Being present’

Supporting comments

The thing that I d done....that didnt work was I ve always tagged
on, initially tagged on the debriefing the SEA [Significant Event
Analysis] to the end of the... or the beginning actually usually, of
the, erm... coding meeting. And I m not gonna do that with any ofmy
Phase 7 homes because Ijust dont think it works... it would get
forgotten or get left out or be rushed. ’[FI16]

“..Ive changed in that, erm, goal-setting with them,
actually, (pause) you know, trying to give them some objectives and
some timeframes so that things don tjust wander off. Erm, I ve been

erm, and

more firm with them... whereas before, the first phase, 1 was very
much tiptoeing around. [FI]

“..the other thing that I would do which I didnt do at HF+ALI1...I
think there’ a lot to be saidfor having coding meetings on each
floor because I think then you re much more likely to get the quiet
HCAs.’[FI6]

every time I left the care home [ would set the next date, so it had

to be, erm, giving them time to do what we dplannedfor them to do,
erm, and I would try and say to them, How long do you think it Il
takeyou to do this? And I Il come back then '[FI]

An experienced external facilitator used her experience in the Preliminary Phase to

change how she provided this role. This included using tools believed to be more

helpful than those recommended by the central GSF team:

‘..the other thing I feel

quite strongly about now is that...I wouldnt show, I would refuse to show the GSF

DVD,

cos I actually think itputs people off I think its so dreadful. The What do you

see? 'DVD givesfar more, erm...about what really matters, I think. "[F1 6]
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6.6: Factors impacting on the Preliminary Phase of the GSFCH
Programme

The GSFCH coordinators, nursing care home managers and external facilitators
identified a number of factors that impacted on this phase of the GSFCH programme.
From this qualitative data analysis, two main factors were identified as important in

the Preliminary Phase of the GSFCH programme. These are:

e the level of preparedness for change in the nursing care home

e having a reason to undertake this work

Figure 6.3 depicts these two factors alongside their sub-themes along with the

worldview and environmental factors as previously described.
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Aractors Im pactfn
preliminary Phase

The level of preparedness for change in the
nursing care home
» The pre-existing level of care provision

* Having a culture for engagement with new
ventures

*  Gaining palliative care knowledge prior to the
GSFCH workshops commencing

*  Creating a support network

Having a reason to undertake this work
* Having a vision

Figure 6.3: Factors impacting on the Preliminary Phase of the GSFCH
programme

6.6.1: Level of preparedness for change in the nursing care home
There were four sub-themes identified that related to the level of preparedness for
change in the nursing care home:

» the pre-existing level of care provision

* having a culture for engagement with new ventures

» gaining palliative care knowledge prior to the GSFCH workshops commencing

e creating a support network.



6.6.1.1: The pre-existing level of care provision

Nursing care homes are externally regulated. As this study commenced, the regulatory
board was the Commission for Social Care Inspection (CSCI). Following an
assessment of a care home against measurable standards of care provision the CSCI
would award them a ‘star’ status. This rating scheme ranged from ‘O’ (lowest) to ‘3’
(highest) and could be altered following their inspection. A care home would be
recorded as ‘not rated’ until after their first inspection. At the start of the study the
‘star’ status of each participating nursing care home was recorded. As rated by CSCI
in this study, most of the nursing care homes within the no localfacilitation and local

facilitation groups were graded above 2 ‘star’ (Table 6.5).

Table 6.5: Nursing care homes CSCI rating

Facilitation group Number of nursing care homes
achieving CSCI ‘star’ status 2 or 3

No localfacilitation (n=5) 4

Localfacilitation (n=9) 8

Highfacilitation (n=12) 8

High facilitation and action learning 7

(n=12)

TOTA1L: 27/38

Before they started the GSFCH programme, GSFCH coordinators in the local
facilitation group were the only group to acknowledge that the high standard of care
within their nursing care home, was what enabled them to put the programme into
place (Table 6.6). However, one external facilitator’s identified that this enabler had in

fact acted as a barrier in another nursing care home (Table 6.6).
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The coordinators and nursing care home managers in the no local facilitation and high
facilitation groups made no reference to the pre-existing standard of care in their
nursing home or prior experience of undertaking the programme. However, the
external facilitators, unlike the nursing care home managers and GSFCH coordinators,
did recognise the pre-existing high standards of care within some of their nursing care

homes.

6.6.1.2: Having a culture for engagement with new ventures

The pre-existing high standards of care within some of the high facilitation nursing
care homes were reported by the external facilitators as associated with the nursing
home staff ability to learn (Table 6.6). For some nursing care homes, a pre-existing
level of high quality care helped them to implement the GSFCH programme.
However, where there was a lack of capacity to learn in a nursing care home that had a
pre-existing high standard of care, it acted instead as a barrier to the implementation

of the programme (Table 6.6).

6.6.1.3: Gaining palliative care knowledge prior to the GSFCH workshops
-commencing

One of the challenges when starting the GSFCH programme in some of the nursing
care homes was the staff’s lack of palliative care experience. This lack of experience
included staff confidence and skill to provide palliative care which presented

additional challenges to implementing the GSFCH programme (Table 6.6).

There were concerns expressed by the GSFCH coordinators about staff’s experience
and confidence in managing dying and death. The high facilitation approach

recognised this and had taken steps to introduce basic concepts of palliative care, prior
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to the GSFCH workshop. This resulted in participating nursing care homes in the Aigh
facilitation groups all having access to the Macmillan ‘Foundations in Palliative Care

for Care Homes’ training, prior to the first GSFCH workshop.

In all but one nursing care home, the GSFCH coordinators welcomed the opportunity
to attend the Macmillan ‘Foundations in Palliative Care for Care Homes’ training
(Table 6.7). The non-attendance of one nursing care home only occurred because the
decision of the nursing care home to participate in the GSFCH programme was made
as the workshops started. They therefore missed the opportunity for the Macmillan
‘Foundations in Palliative Care for Care Homes’ training, provided as part of the

Preliminary Phase.

Table 6.7: The Macmillan ‘Foundations in Palliative Care in Care Homes’
Training

Facilitation group Number of nursing care homes where the
GSFCH coordinators received Macmillan
‘Foundations in Palliative Care for Care
Homes’ Training

No localfacilitation (n=5) 1
Localfacilitation (n=9) 2
Highfacilitation (n=12) 12
Highfacilitation and action 11

learning (n=12)

One nursing care home manager in the no localfacilitation group independently saw
the need for palliative care training. She implemented the training within her own
nursing care home, during the final part of the programme (the Consolidation Phase)
rather than the Preliminary Phase. This was the only nursing care home in the no local

facilitation group to report doing this (Table 6.7).
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6.6.1.4: Creating a support network

As well as its educative role, attendance at the Macmillan ‘Foundations in Palliative
Care for Care Homes’ training resulted in the formation of a support network so the
external facilitator believed the perceived benefits of participating in the training went

beyond knowledge exchange (Table 6.6).

6.6.2: Having a reason to undertake this work

One sub-theme was identified that related to having a reason to undertake this work,

namely having a vision. The decision for the nursing care home to register to

undertake the GSFCH programme was taken at senior management level. They saw

potential future value for the home as a consequence. Whilst this was mainly the

nursing care home managers, in some instances it was the nursing care home owners:
‘We have been interested in the programme for some time and had started to
take part with the help of the local hospice. [the care home owner] then
informed us that we would need to be on a programme that was accredited.’

[M.LFI0. 000]

The nursing care home managers’ rationale and aims for undertaking the programme
varied. One nursing care home manager made reference to the role commissioners
played in her decision to register for the GSFCH programme. The London
Procurement Programme would only fund places for continuing care residents in
accredited GSFCH homes, so undertaking this programme was also viewed as a future

investment (Table 6.6).
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Several nursing care home managers had registered the home to undertake the GSFCH
programme, anticipating benefits for themselves, staff, the residents and their
relatives. Their vision was to improve the nursing care home’s ability to deliver
quality end-of-life care:
‘We would like to have the skills and confidence to start discussing service
user’s wishes in a timely manner, in order that end-of-life care is planned

appropriately, meeting the needs of the individual.’ [M.HF+ALS5.002]

6.7: Conclusion

In the Preliminary Phase of the GSFCH programme, the external facilitators
undertook preparatory work for this role as well as preparation by the nursing care
home staff. All the external facilitators brought their own unique experiences of
facilitation and of the GSFCH programme, which shaped their individual practice.
The facilitation they delivered, and therefore the experience the nursing care home

staff received, was influenced by this.

There were a number of pre-existing factors identified that existed within, and
between, the 38 participating nursing care homes at the commencement of the GSFCH
programme. When present, these factors acted as enablers to the implementation of
the GSFCH programme and when absent, formed a barrier. From these different
individual baselines, the participants within, and those associated with the nursing
care homes implemented the GSFCH programme. The next chapter details this

experience.

198



Chapter Seven - The Implementation Phase: workshop
one to workshop four

Throughout the Implementation Phase all the nursing care homes had access to
facilitation via the Regional Training Centre. For 33 of these nursing care homes
GSFCH facilitation was also provided by external facilitators working within the
nursing care homes’ particular regional area. The approaches taken by the external
facilitator to deliver facilitation were identified during this phase and so the details are
provided here. The approach taken did extend into other phases of the GSFCH
programme. The experience of the external facilitators providing, and the nursing care
homes experience of receiving, the style of facilitation associated with each approach

is described.

Following on from this the factors the participants identified that enabled or acted as
barriers to the Implementation Phase of the GSFCH programme are reported. The
particular contribution of facilitation to the transformational process is accounted for

(Checkland 1999).

7.1: The delivery of GSFCH facilitation

It was intended that, where present, the external facilitator would provide facilitation
across the Preliminary Phase, the Implementation Phase and the Consolidation Phase
of the programme. The two sources of facilitated support available to the GSFCH
coordinators, were via this identified external facilitator (where present) and the
Regional Training Centre. Facilitation was at its most intense in the first year, during
the Implementation Phase (Figure 7.1 and 7.2). Details of the duration and the format

that this facilitation took are as recorded by the Regional Training Centre and by the

199



external facilitator in their monthly activity logs. The total time of facilitation,
provided from both these sources, is reported in relation to the approach of external
facilitation provided to the nursing care homes: nro local facilitation; local
facilitation, high facilitation,; and, high facilitation and action learning (Figure 7.1

and 7.2).
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Figure 7.1: Year one - total time of facilitation
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Figure 7.2: Year two - total time of facilitation

The two sources of facilitation are now described in turn. Firstly the approach taken
by the external facilitators when providing facilitation for the GSFCH programme is

identified and described.

7.2: Approaches to external facilitation

The experience of external facilitation, by a nominated external facilitator, was only
applicable in three groups (the local facilitation, the high facilitation and the high
facilitation and action learning groups). The facilitation provided was either not
imposed ‘ad hoc’ (local facilitation group) or ‘prescribed' (both high facilitation

groups) (Figure 7.3).

In the local facilitation group, where a facilitation plan was not imposed, other

factors acted to shape the format and therefore the experience of the facilitation that
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was provided. Two approaches to facilitation were identified: ‘fitting it in

‘facilitation and ‘as requested’ facilitation (Figure 7.3).

Not
imposed
faciiittaion Reactive
provision
and
receipt of
facilitation
Experience
of external
facilitation
. of the
Prescribed GSFCH
facilitation Proactive
- high provision
facilitation Being and receipt
- hi present
fac“';t'g:;on facilitation facilitation
and action
learning

Figure 7.3: Experience of external facilitation ofthe GSFCH programme

7.2.1:‘Fitting it in’ facilitation

The external facilitators providing local facilitation had multi-faceted roles, where
facilitation was not the major concern/priority. They had often been asked to take this
on, leading to conflict in time management between this and the other roles they then
needed to juggle. ‘..It was something I was asked to do as a part of myjob. ' [F8]
When facilitation was one a