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Abstract

Background: Improving care for people living with dementia when they are admitted to hospital is a
national priority. Interventions have been designed and implemented to support staff to improve
how they provide care to patients with dementia. However, there is limited understanding of how

these interventions work in practice and what the outcomes are for patients and their family carers.

Objective: To develop, test, and refine a theory-driven explanation of what supports hospital staff to
provide dementia-friendly care and with what outcomes for people living with dementia and their

carers.

Method: A two-phase study design employing realist methodology. Phase one was a realist review
which combined evidence from stakeholder interviews and literature searches. Phase two used
realist evaluation to analyse data collected from two NHS Hospital Trusts in the East of England to

test the theory developed in phase one.

Findings: Initial scoping in the realist review identified three candidate theories which structured the
literature searches and analysis. Six related context-mechanism-outcome configurations were
identified and collectively made the initial programme theory. The review found that single
strategies, such as dementia awareness training, would not on their own change how staff provide
care for patients with dementia. An important context was for staff to understand behaviour as a
form of communication. Organisational endorsement for dementia care and clarity in staff roles was

important for staff to recognise dementia care as a legitimate part of their work.

The realist evaluation refined the programme theory. While the study sites had applied resources
for patients with dementia differently, there were crosscutting themes which demonstrated how key
mechanisms and contexts influenced staff actions and patient outcomes. When staff were allocated
time to spend with patients and drew on their knowledge of the patient with dementia and
dementia care skills, staff could provide care in ways that reassured patients and recognised their
personhood. However, accepted organisational and social norms for care practices influenced
whether staff considered providing skilled dementia care was an important contribution to the work
on the ward. This impacted on how staff prioritised their work, which influenced whether they
recognised and addressed patient needs such as pain or hunger, made attempts to reduce distress,

and if patients and carers considered they were listened to. Organisational focuses, such as risk



management, influenced how patient need was defined and how staffing resources were allocated.
Staff commitment to continuing in dementia care was influenced by whether or not they valued

dementia care as skilled work.

Discussion: Single strategies, such as the use of dementia awareness training, will not on their own
improve the outcomes for patients with dementia when they are admitted to hospitals. In addition,
attention needs to be paid to the role of senior managers and their knowledge of dementia to
support staff to provide care in ways that recognise the needs of the person. The way dementia care
is valued within an organisation has implications for how resources are organised and how staff
consider their role in providing dementia care. Evidence from observations demonstrated that when
staff are supported to provide good dementia care, patients experienced positive outcomes in terms
of their needs being addressed and reducing distress. Dementia care needs to be recognised as

skilled work by the staff and the organisation.
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Glossary of terms

1:1: Member of staff assigned to care for patients with dementia who need additional support.
Bay: The area on a hospital ward where patients are cared for.

Behaviours that challenge: A range of behaviours that patients with dementia can exhibit which
complicates the delivery of care for their acute condition. These behaviours are understood as a

communication of an unmet emotional, social, physical, or medical need.

Carer: A person who normally has responsibility for supporting the person living with dementia. This

can be a family member or friend who is not performing the role as the employee of an organisation.
Change agent: A member of staff who supports the implementation of an intervention.

Dual-frailty ward: A ward where staffing resources are organised to address both physical and

mental health needs to deliver best-practice care for people living with dementia and/or delirium.

General hospital: A type of hospital with an emergency department that can manage many types of

acute and chronic conditions.

Intervention: Term used to include initiatives, interventions, and programmes which aim to support

staff work well with patients with dementia.

Neuropsychiatric Inventory: A tool for recording behavioural and mood symptoms of people living

with dementia, completed with a caregiver.

Patient with dementia: A person living with dementia who has been admitted to general hospital.
It is recognised that this term can be contentious as it has implications for the person’s role in their
care and contribution in decision making. However, in this study it is used as a concise way to
express that the person living with dementia is being treated in a particular context for care, i.e.

general hospital.

Person-centred care: A model of care that places the person at the centre of care.

12



Research network monitors: A group of volunteers from the Alzheimer’s Society who monitored the
progress of the research and provided insight from their own experiences of caring for relatives with

dementia.

Stakeholder: In this study, a stakeholder was defined as a person with experience of designing,

implementing, using, or receiving an intervention to improve dementia care.

This is me: An Alzheimer’s Society booklet used across care settings which details biographical
information about a person’s interests, preferences, and routines that can be used to inform care

planning.

List of abbreviations

4AT: Rapid assessment test for delirium

AMTS: Abbreviated Mental Test Score

CQUIN: The Commissioning for Quality and Innovation framework
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NHS: National Health Service
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RAMESES: Realist And Meta-narrative Evidence Syntheses: Evolving Standards
RCN: Royal College of Nursing

RN: Registered Nurse

SN: Student Nurse

VERA: Validation, emotion, reassurance, activity

13



Introduction

This study aimed to understand how dementia-friendly healthcare in general hospitals was
supported, and with what outcomes for patients with dementia and their carers. | was motivated to
research this from a longstanding interest in mental health, experience in researching healthcare
services for older people, and the growing area of work around dementia-friendly communities. In
particular, | was interested in how notions to improve the inclusion and accessibility of healthcare
for people living with dementia fitted with the values of complex, bureaucratic organisations which
predominantly focus on physical and medical health concerns. These seemingly conflicting interests
highlight the context-dependent nature of influencing change to care practices and is compatible

with realist inquiry as the research method for the study.

My background is in psychology (BSc in Psychology and MSc in Mental Health Studies). | have
worked as a research assistant investigating healthcare service delivery for older people living in
their own homes and in care homes. My previous research experiences have focused on primary

care.

Rationale for the research question

People living with dementia are more likely to experience complications during their admissions to
general hospitals, which has implications for their independence and health at discharge
(Alzheimer's Society, 2009). These complications are considered to occur, in part, due to factors
related to the general hospital environment, the way services are organised, and staff’s ability to
provide care that recognises the impact dementia has on a person (Cowdell, 2010). The primary
reason for hospital admission is often not related to the person’s dementia, and as such dementia
care is of a lower priority than caring for the person’s acute medical and physical health needs
(Clissett et al., 2013). Limited understanding of dementia and how to work with patients with
dementia can lead to inappropriate care or treatment, such as the use of antipsychotics for
behaviours that challenge (White et al., 2016). There has been a national drive to improve the
quality of care for patients with dementia in general hospitals with the aim of improving their
outcomes. The increased focus on dementia care in general hospitals has resulted in the
implementation of strategies and interventions that aim to create dementia-friendly healthcare
environments in general hospitals (Department of Health, 2015; Health Education England, 2016).

However, to date, there has been limited evaluation of these interventions, and even less
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understanding of how they encourage staff to provide care that is dementia-friendly, or what the
outcomes are for people living with dementia and their families. In understanding how context
influences staff motivation to provide dementia-friendly care, and what the outcomes of this are for
patients, it is possible to improve the design of interventions and the likelihood of their uptake in

practice.

Intervention

Interventions, also known as programmes, initiatives, approaches, or tools, aim to influence a
change in behaviour to achieve a desired outcome. For the purposes of this study, they will be
referred to under the rubric of intervention. In realist inquiry, it is not the intervention itself that
brings about a change in behaviour, rather it is how the inherent resources an intervention provides
and how the context interventions are implemented into interact with the reasoning of those using

the interventions that will affect outcomes (Pawson and Tilley, 1997).

The concept of what constitutes an intervention in realist evaluations of healthcare has been applied
broadly, covering interventions aimed at organisational level, service level, and patient level
(Herepath et al., 2015). For example, Greenhalgh et al. (2009) evaluated a modernisation
intervention aimed at whole-scale transformation in healthcare services, Dalkin et al. (2016)
investigated how palliative care registers are used when working with people with non-malignant
diseases, and Clark et al. (2005) investigated patients experiences of cardiac rehabilitation. In terms
of what constitutes a dementia-friendly intervention for this study, these are understood as tools,
approaches, and interventions designed to provide care in ways that address the dementia-related
needs of people living with dementia when they are admitted to general hospital. This includes the
use of biographical tools, staff with expertise in dementia care, training and education, and

modifications to the environment.

For the purposes of this study the definition of an intervention does not include practice
development, which is a methodology for transforming healthcare cultures through a continuous
process of improvement that encourages the emancipation of individuals (McCormack and Garbett,

2003), and has been the subject of a realist review (McCormack et al., 2007).
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Environment

The environment of a general hospital ward can include the physical environment and the
psychosocial environment. The physical environment in general hospital wards refers to man-made
structures and adaptations including; ward layout and how the space is organised, flooring, lighting,
access, furniture, signage, and colour schemes and contrast (Day et al., 2000). The psychosocial
environment describes the social organisation and the emotional atmosphere of the ward
(Edvardsson et al., 2012; Prato et al., 2018). This includes ward routines and activities, and whether

the ambiance is inclusive, supportive, calm, and welcoming.

In recent years, there has been financial support for some general hospitals to improve the physical
environment of wards such as refurbishments, the use of wayfinding design and signage, and
attention to colour and contrast (Waller et al., 2013). Such adaptations to ward environments are
recognised as influencing patient outcomes such as wellbeing, orientation, and safety (Day et al.,
2000; Waller et al., 2013). However, studies also highlight the importance of the psychosocial
environment on patient outcomes (Borbasi et al., 2006; Edvardsson et al., 2012; Prato et al., 2018).
While improvements to the physical environment can help to reduce sensory overload and support
independence, general hospital staff have an important role in maintaining a calm atmosphere
where patients feel safe (Edvardsson et al., 2012; Porock et al., 2015; Scerri et al., 2015). As such,
the concept of environment for this study encapsulates the built environment, the psychosocial
environment, and considers how activities within the ward impact on staff responses and patients

outcomes.

Flow of the thesis

This dissertation is formed of five chapters. Chapter one describes the development of dementia-
friendly concepts and how it can be applied in healthcare settings. Some of the complexities for
treating people living with dementia in general hospitals are set out, and there is discussion of

implementing interventions with reference to change agents and social influence theory.

Chapter two discusses realism as a research methodology and how the concepts are applied in this
project. It describes the methods of data collection and analysis for both the realist review and the

realist evaluation. The process for developing, testing, and refining the programme theory is
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explained. A critical review of realist inquiry examines some of the strengths and limitations of the
methodology. Finally, | discuss research dilemmas | faced throughout the study, and the way data

collection methods were designed to adhere to the principles of realist methodology.

Chapter three sets out the evidence used in the realist review to develop the programme theory. It
describes the three stage process from initial exploration of current research supported by
interviews with stakeholders, to the development of a programme theory consisting of six context-
mechanism-outcome configurations. This work was taken forward in the realist evaluation, the

findings from which are discussed in chapter four.

Chapter four discusses evidence from the realist evaluation which tested and refined the initial
programme theory developed in the review. It explains how the context-mechanism-outcome
configurations were modified from the evidence, and summarises the components of the refined

programme theory.

Chapter five discusses the thesis in light of the findings from this study and related literature. It
details this study’s contribution to understanding what works, for whom, and in what circumstances,
for staff to practice dementia-friendly healthcare, and how this influences outcomes for patients

with dementia and their carers.
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Chapter one: Background

In this chapter | will set out key considerations for people living with dementia when admitted to
general hospital, the concept of dementia-friendly, and consider its application in general hospitals.
A discussion of person-centred care, behaviours that challenge, pain, and managing risk in patients
with dementia will provide an outline of some of the complex issues around providing good
dementia care in general hospitals. There will be a discussion about the implementing of
interventions in general hospital settings, with reference to the use of education and training,
change agents and social identity theory. Finally, | will set out the aims of the research with

reference to specific objectives and questions for both phases of the study.

Admission to general hospital for people living with dementia

Admission to general hospital is a difficult and frightening experience for people living with
dementia. Environments are busy and noisy, multiple staff are involved in patient care, ward
routines can be inflexible, staff may not understand a person’s needs, and restrictions on visiting can
limit contact to people who provide them with reassurance and comfort. Services and the staff
providing care for patients with dementia are increasingly aware of the complexity in addressing an
acute condition while meeting the specific needs of a person’s dementia (Alzheimer's Society, 2009;
Alzheimer's Society, 2016). Wide recognition of the disparities in healthcare outcomes for people
living with dementia admitted to general hospital has led to a national drive to prioritise dementia
on the healthcare agenda (Department of Health, 2009). In response to this, interventions have

been developed and implemented with the aim of improving services for patients with dementia.

Dementia

Dementia is the umbrella term for a range of long-term conditions which include Alzheimer’s
disease, vascular dementia, dementia with Lewy bodies, and frontotemporal dementia. All are
characterised by progressive cognitive decline in areas including, but not restricted to, memory,
perception, language, and decision making. These impairments impact on a person’s ability to
engage in social situations and perform day-to-day activities (World Health Organization, 2010). In
the UK, it is estimated there are currently around 850,000 people living with dementia (Alzheimer's
Society, 2014). While many factors have been suggested to contribute to the development of the
condition, including genetic and life style influences (Livingston et al., 2017), age is recognised as a

major risk factor: 80% of dementia occurs in people aged 75 or over (Carone et al., 2014).
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General hospital and dementia

The prevalence of dementia in general hospital patients aged over 70 is high, with estimates ranging
from 25% to 40% in this patient group (Alzheimer's Society, 2009; Royal College of Psychiatrists,
2005; Sampson et al., 2009). This variation reflects a lack of consistency in diagnosing dementia
(Sampson et al., 2009) and recording dementia diagnoses in hospital notes (Burn et al., 2018).
Dementia is rarely the primary reason for admission to general hospital, and patients with dementia
commonly have co-morbid conditions (Alzheimer's Society, 2009; Alzheimer's Society, 2016; Bunn et
al., 2014a; Poblador-Plou, 2014; Royal College of Psychiatrists, 2013). As a result, dementia care is
viewed as low priority and time consuming for hospital staff (Moyle et al., 2011). The quality of
inpatient services for patients with dementia vary across the country and outcomes have been
widely reported as inequitable when compared to outcomes for people without cognitive
impairments (Royal College of Nursing, 2013; Royal College of Psychiatrists, 2017). Patients with
dementia are vulnerable to hospital-acquired complications, with higher rates of adverse incidents
reported than in patients without cognitive impairment (Bail et al., 2013). Falls, infections, poor
nutrition and hydration, and the onset of delirium impact on the length of stay and functional
abilities for patients with dementia, which may result in a care home admission (Bail et al., 2015;

Bunn et al., 2014b; Orsitto et al., 2009).

Studies have identified a number of reasons for the disparity in health outcomes for patients with
dementia including:

e alack of leadership at both Trust level and senior clinician level for dementia has meant
improvements in dementia care have been a low priority for general hospitals (Royal College
of Psychiatrists, 2013);

e inadequate knowledge and training in the healthcare workforce for dementia and dementia
care (Elvish et al., 2014; Surr et al., 2016);

e the complexity of assessing the risk and benefits of treatment options. For example, issues
around the inclusion of people living with dementia in the management of their co-morbid
conditions (Bunn et al., 2014a);

e widespread use of detrimental care practices, such as the use of antipsychotics for
behavioural management (White et al., 2016);

® negative attitudes, stigma, and discrimination towards patients with dementia (Benbow,
2012; Cowdell, 2010; Swaffer, 2014);

e environments which are confusing for patients with dementia (Waller and Masterson, 2015).
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The English National Dementia Strategy and subsequent Prime Minister’s Challenges on dementia
(Department of Health, 2009; Department of Health, 2012a; Department of Health, 2015) set out
ambitions to improve the quality of care for people living with dementia across health and social
care, with key objectives for general hospitals. The focus of improvements were: education and
training to develop a dementia aware healthcare workforce; leadership that supports quality
improvements in dementia care; development of care pathways; and involvement of liaison mental
health teams in assessments and care planning. Organisations, such as the Dementia Action Alliance
and The Kings Fund, have supported hospital commitments to improve their care provision and
environment by sharing best practice and funding discrete projects (Dementia Action Alliance, 2014;
Waller et al., 2013). While hospitals are making progress in addressing organisational issues, such as
leadership, training, and the use of mental health liaison services, staff and carers report variability
in services at patient level (Royal College of Psychiatrists, 2017). Areas highlighted for improvement
included: food provision; the collection and use of personal information in care planning; access for
staff to specialist dementia support, especially during out-of-hours; and involvement of patients with

dementia in decision making.

The increased focus on dementia care in general hospitals has resulted in the implementation of
strategies and interventions that aim to create dementia-friendly healthcare environments in

general hospitals (Department of Health, 2015; Health Education England, 2016).

Dementia-friendly

The concept of dementia-friendly has been applied to various aspects of physical and social
environments that promote accessibility, inclusion, and acceptance for people living with dementia
(Crampton, 2012; Keady et al., 2012; Lin and Lewis, 2015; World Health Organization, 2012).
Programmes to develop dementia-friendly communities have included building awareness and
understanding of the condition across generations, organisations, and the general public
(Alzheimer's Society, 2017; Dementia Action Alliance, 2017), supporting the independence and
safety of people living with dementia (Mitchell and Burton, 2010), and encouraging involvement
from people living with dementia to improve services in their local areas (Dementia Alliance
International, 2017; Dementia Empowerment and Engagement Project, 2017). The term, dementia-
friendly, is not without controversy, with some commentators highlighting this could distract from
real investment in services for people living with dementia (Shakespeare et al., 2017) and side-line

important issues such as rights (Rahman and Swaffer, 2018). The developing language and impetus
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for improving inclusion and accessibility for people living with dementia as a social movement based

on disability rights is gaining momentum (Mental Health Foundation, 2015).

In evaluating what elements were important for creating dementia-friendly communities, The
Joseph Rowntree Foundation developed the Four Cornerstones Model (Crampton, 2012). The model
identified the importance of place, people, networks, and resources, with the voice of the person
with dementia at the centre of the model. In health care, the SPACE model draws on similar
principles but considers the specific context of health care. It was developed by The Royal College of
Nursing (RCN) for assessing whether general hospital environments were dementia-friendly (Royal
College of Nursing, 2013). A survey of healthcare professionals, people living with dementia, and
their carers highlighted key areas for improving the caring environment of general hospitals, forming
the five areas of focus for the SPACE principles:

1. Staff who are skilled and have time to care

2. Partnership working with carers, family and friends

3. Assessment and early identification of dementia

4. Care plans which are person centred

5. Environments which are dementia-friendly

(Royal College of Nursing, 2013)

When considered at patient level, dementia-friendly healthcare is the practice and organisation of
care that is aware of the impact dementia has on a person’s ability to engage with services and
manage their health. It promotes the inclusion of people living with dementia and their carer in
treatments, care decisions, and discussions, with the aim of improving outcomes for the patient and
carer (Department of Health, 2009; Department of Health, 2012a; Department of Health, 2015;

Royal College of Nursing, 2013).

Interventions to promote dementia-friendly healthcare environments have been diverse in terms of
their design and application in practice (Dewing and Dijk, 2014; Mayrhofer et al., 2014a; Mayrhofer
et al., 2014b). Some were developed in response to the National Dementia Strategy (Department of
Health, 2009), and The Prime Minister’s Challenge (Department of Health, 2012a; Department of
Health, 2015), but others predate these. Examples of interventions include dementia awareness
training of healthcare staff, and training in dementia appropriate care (Health Education England,
2015), the development of resources to support staff in their assessments and care of people with

dementia (Williams, 2011), and the modification of the environment to reduce confusion and
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increase orientation within the ward to promote independence (Waller, 2012). Such schemes have
drawn on a range of evidence sources including consensus methodologies and evidence on what
supports person-centred care informed from studies in care homes. They have been incentivised by
policy driven imperatives, such as the Commissioning for Quality and Innovation (CQUIN) targets, to

improve the identification of people living with dementia (Department of Health, 2012b).

These interventions have been commissioned and implemented with the aim of improving outcomes
for people living with dementia and their carers. However, rigorous evaluations of the interventions
are lacking (Dewing and Dijk, 2014). Their success and sustainability is threatened by staff turnover,
lack of coordination between health and social care organisations, funding restrictions, and
inadequate management support (Dewing and Dijk, 2014). Currently there are few studies
evaluating interventions, but measures of effectiveness have been recorded. They have primarily
focused on economic costs, length of admission, readmission rates, and place of discharge. Evidence
of effectiveness of interventions, as defined by these terms, has been limited, and, arguably, these
measures may be inappropriate for this patient population (Goldberg et al., 2013). Further
encouraging results have been demonstrated in qualitative studies investigating patient, carer, and
staff experiences of interventions (Clissett et al., 2013; Spencer et al., 2013), although opportunities
for providing person-centred care were not always optimised and were not found to be standard

practice across staff members (Clissett et al., 2013).

There is a need to understand what it is about an intervention that will support awareness,
understanding, and inclusion for people living with dementia when admitted to general hospital,
what it is about the settings that influences staff use of best practice in dementia care, and how this
influences outcomes for patients with dementia and their carers. Realist approaches (Pawson,
2006b; Pawson and Tilley, 1997) recognise that the effectiveness of programmes to address the
known problems of being a patient with dementia is contingent not only on specific training, for
example, in being dementia aware, but also on “contextually situated decision making” (Rycroft-

Malone, 2008).

Complexities in caring for patients with dementia in general hospitals

Four key issues increase the complexity of caring for patients with dementia in general hospitals.

These are the provision of person-centred care, behaviours that challenge staff and other patients,
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the recognition and management of pain, and managing risk in ways that recognise patient

preferences. These are discussed below.

Providing person-centred care in general hospitals

Person-centred practices for people living with dementia are recognised as best practice in the
National Institute for Health and Care Excellence (NICE) guidelines (2006) and can be considered a
fundamental aspect of dementia-friendly healthcare provision. Influenced by Carl Rogers’ work in
developing person-centred therapy (Rogers, 1974), Kitwood (1997) developed a model for dementia
care that promoted the importance of personhood. He postulated that personhood is ‘bestowed’ on
a person by others. His work has been highly influential, and further developed to incorporate the
relational aspects that are important in dementia care to recognise the role of the caregiver, as well

as the person with dementia (Brooker, 2007; McCormack, 2004; Nolan et al., 2004).

Person-centred care, in terms of its use in dementia care, is broadly understood as placing the
person with dementia at the centre of care provision, and recognising their individual needs and
rights (Brooker, 2007). However, understanding of person-centred care and its application in
practice has been inconsistent (Dewing and McCormack, 2017; Moyle et al., 2013). A lack of
understanding of the concepts in person-centred care, or the ability to adequately articulate them,
has led to different interpretations (Brooker, 2003). Dementia Care Mapping (DCM) is an
observational tool which records the processes of care and the outcome of those processes for
people living with dementia in terms of wellbeing (Innes and Surr, 2001). It has provided a way of
operationalising the concepts to evaluate and improve the quality of care. Trials in care homes have
demonstrated how the use of DCM or training in person-centred care, which they define as a holistic
approach to care that supports the personhood of people living with dementia, has reduce agitation
and anti-psychotic prescribing (Chenoweth et al., 2009; Fossey et al., 2006). However, person-
centred care and the use of DCM in general hospitals has yet to be fully realised (Goldberg and
Harwood, 2013). The competing demands and values for care by professionals and the organisation
they work for may conflict with person-centred practices that aim to support patient preferences
(McCormack, 2004). Studies have highlighted these issues, including: the high level of need and
monitoring required to support patient safety which impacts on staffing resources and the ability to
attend to other patients’ needs (Nolan, 2007); the complications of an acute illness combine with
the person’s dementia exacerbating the person’s distress (Borbasi et al., 2006); care philosophies for
acute care can conflict with those for dementia care (Clissett et al., 2013); and staff with limited

knowledge or skills in dementia care (Turner et al., 2015).

23



A number of studies in general and rehabilitation hospitals found that while staff profess to value
person-centred approaches and considered them useful to their practice, there was limited evidence
of the approach being used, with most care remaining task focused (Bolster and Manias, 2010;
Goldberg et al., 2014; Innes et al., 2016). Person-centred care has been observed to occur as
discrete moments rather than being integral to staff practice (Clissett et al., 2013; Ekman et al.,
2011; McCormack et al., 2011). For example, Innes et al. (2016) observed that caring interactions
were generalised and rushed. This was partially attributed to the challenges of caring for people
living with dementia in a busy environment where there were competing patient needs, such as
acute illness which was necessary to prioritise. While staff wanted to provide good care to patients
with dementia, their capacity to understand care from the patient’s perspective was limited by their
knowledge of dementia and opportunities to reflect on care. The authors considered that kindness is
not enough to work well with the individual and complex needs of patients with dementia. As
McCormack et al. (2011) argue, developing and supporting a workforce to provide person-centred
care requires sustained commitment from organisations to make person-centred care fundamental
to professional practices, to thus ensure person-centred care is not confined to pockets of activity.
They highlight workplace culture, a learning culture, and the physical environment as factors that

influence person-centred care practices.

Training in person-centred care practices with general hospital staff has demonstrated a change in
attitudes to caring for patients with dementia (Surr et al., 2016). However, a higher level of training
was needed to increase staff confidence in their ability to care for patients with dementia, and
satisfaction for working with patients with dementia (Surr et al., 2016). Whether these outcomes
were maintained after training, their impact on care provision, and influence on patient outcomes
was not measured. There is a need to understand how training in dementia care is supported within

the work environment and encouraged as an essential part of staff work (Turner et al., 2015).

Behaviours that challenge

Neuropsychiatric symptoms, or behaviours that challenge, are common in people living with
dementia (Steinberg et al., 2008), and 75% of those admitted to general hospital will exhibit
behaviours that challenge staff during their stay (Sampson et al., 2015). Onset of these behaviours is
disruptive for staff and other patients, and are considered to be an expression of an unmet need
(Stokes, 2000). The term ‘behaviours that challenge’ covers a wide range of behaviours that are

broadly categorised as psychotic (e.g. hallucinations, delusions), affective (e.g. depression, anxiety),
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apathy (e.g. apathy, changes to appetite), and hyperactivity (e.g. agitation, irritability) (Livingston et
al., 2017). While some behaviours are more commonly linked to sub-types of dementia, such as
hallucinations in dementia with Lewy bodies, they can occur across all dementias, and at all stages of
the condition’s progression (Kales et al., 2015). Types of behaviours are not specifically linked to
internal or external causes, but can represent a number of reasons and differ between individuals,
which complicates identification and management of the patient’s unmet need (Sampson et al.,

2015).

Previously considered a symptom of dementia and an inevitable part of the condition’s progression,
behaviours that challenge are now considered to be related to expressions of an unmet need
(Stokes, 2000) and are exacerbated by the presence of an acute illness or condition such as pain
(Closs et al., 2016; Fick et al., 2002). It is now argued that when behaviours are framed as
communication, staff can interpret the behaviour as meaningful, seek to understand the cause, and
take action (Dupuis et al., 2012). By not pathologising the behaviour, understanding and
identification of the deficits within the care approach or the environment can be assessed and

addressed.

Pain

The recognition and treatment of pain in people living with dementia is acknowledged as difficult
and often undetected (Ballard et al., 2011; Sampson et al., 2015). Co-morbid conditions for people
living with dementia are high (Bunn et al., 2014a) and pain as a symptom of these or acute
complaints is common; for example, musculoskeletal conditions such as arthritis, and as the result of
falls, pressure sores, and infections (Black et al., 2006). Pain is considered a contributing factor in
the onset of behaviours that challenge (Sampson et al., 2015), and can lead to inappropriate
prescribing to address the behaviour rather than the pain (Ballard et al., 2011). Where pain is not
managed well, this can lead to complications in the treatment and recovery of acute conditions,

including reduced functional abilities and reduced quality of life (Lichtner et al., 2015).

For people living with dementia their ability to report pain might be compromised by their cognitive
impairment. As such, pain assessment tools which use observation as a method for determining
whether or not pain is present have been developed. A large number of tools to assess pain in
people living with dementia are in existence (Lichtner et al., 2014). These tools have been
developed in specific care settings with specific populations, although their use in research and

clinical settings can extend beyond the original context (Table 1).
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Table 1: Common pain assessment tools detailing their development by place and population

Tool Setting originally Population originally tested with

developed in

Abbey Pain Scale Care Home Advanced dementia

(Abbey et al., 2004)

PAINAD Inpatient dementia special | Advanced dementia
(Warden et al., 2003) care units (hospital)
Doloplus-2 Care Home Advanced dementia

(Hglen et al., 2005)

NOPPAIN Care Home Not specified
(Snow et al., 2004)

PACSLAC Care Home Advanced dementia
(Fuchs-Lacelle and

Hadjistavropoulos, 2004)

PADE Care Home Advanced dementia

(Villanueva et al., 2003)

CNPI Hospital Patients with dementia with hip
(Feldt, 2000) fractures
ADD Protocol Care Home Advanced dementia

(Kovach et al., 1999)

DS-DAT Care Home Advanced dementia
(Hurley et al., 1992)

The Royal College of Nursing (2013) recommend the use of the Abbey Pain Scale (Abbey et al., 2004)
or Dolphus-2 pain scale (Hglen et al., 2005) for assessing pain in patients with dementia, although
neither were originally designed for use in hospitals. A meta review of the psychometric properties
and clinical utility of 28 pain assessment tools found insufficient evidence to recommend any one of
the tools for use in particular care settings (Lichtner et al., 2014). Closs et al. (2016), in their study of
pain assessment and management in general hospitals, concluded that pain assessment tools had
not been designed to consider the way patient care was organised on hospital wards. As such,
improving pain detection and treatment would require tools which better suited the

multidisciplinary nature of the setting.
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Assessing and managing risk

While patients with dementia are at risk of hospital-acquired complications common to other
patients, such as pressure sores, there are specific risks which complicate their care, such as falls,
leaving the treatment ward, and removing intravenous catheters and tubes (Cotter, 2005; Robinson
et al., 2007; Victor et al., 2014). Some strategies for addressing these risks can restrict patient
movement, which has implications for maintaining a patient’s other abilities, such as mobility and
continence, and can lead to further complications, such as infections and pressure sores (White et
al., 2016). Limited understanding of how risk management strategies impact on patient outcomes
and competing demands on the ward could influence how risk is addressed. Environmental
adaptations can address some of these factors, such as the use of locked entrances to wards to
reduce the risk of patients leaving (Zieschang et al., 2010). Staffing resources can be used to monitor
patients at risk, however whether this is an effective intervention is influenced by staff experience of
working with patients with dementia, their interpretation of their role, and may be implemented

without a thorough assessment and understanding of what the patient’s needs are (Dewing, 2013).

Balancing the need to minimise harm while recognising the autonomy of the patient is difficult, and
for staff in general hospitals caring for patients with dementia, it is complicated by concerns of the
consequences of an incident to both the patient and the staff themselves. The safety culture of an
organisation can impact on how staff prioritise patient needs, which can lead to reduced attention

on functional abilities and psychosocial needs (Dahlke et al., 2017).

Implementing change

As demonstrated in the above section, there are many considerations staff face when adapting care
practices to be more dementia-friendly. The organisation of general hospitals is often hierarchical,
with policies which, while important to protect staff and patients, can limit staff autonomy to
provide care in ways to meet the needs of patients with dementia. Overcoming the organisational
and social contexts to influence change is a complex process (Grol and Grimshaw, 2003). A number
of theories from different disciplines, such as adult-learning theories, social influence theories, and
organisational theories provide the basis for how change can be addressed and will influence the
design of interventions. For example, in developing dementia care training interventions, the aim
might be to provide staff with an experiential understanding of what it is like to live with dementia

with the aim that they will recognise how they can adapt their work and apply it in practice.
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Education and training in dementia and dementia care skills has been a core focus of investment to
improve the healthcare workforce’s knowledge in dementia care and address negative attitudes
towards people living with dementia (Elvish et al., 2014; Mayrhofer et al., 2014a; Surr and Gates,
2017). In 2015, Health Education England published its ‘Dementia Core Skills Education and Training
Framework’ (Health Education England, 2015). The document provided a comprehensive outline of
the essential skills and knowledge for dementia care for staff working across health and social care
sectors. A three-tier structure aimed to support targeting training as appropriate to staff needs,
defined by their anticipated contact and role in care with people living with dementia:
e tier 1 focuses on developing awareness in dementia and dementia care and is recommended
for all staff;
e tier 2 addresses the basic skills for staff likely to have contact with people living with
dementia;

e tier 3 concentrates on enhanced knowledge for experts and staff with leadership roles.

NHS Trusts across England have been encouraged to use the framework as a basis for staff

development, while adapting the information to fit their local needs.

Methods of training delivery for hospital staff vary and include class-based, experiential learning,
online courses, workbooks, train-the-trainer models, and the use of experts to provide training on
the ward. A recent literature review of training methods found that training which had relevance to
staff roles, had practical application, and included understanding the experience of the person with
dementia and their carer were the most effective strategies for engaging staff (Surr and Gates,
2017). However, the review was unable to comment on how training influenced changes in practice

as evidence for robust post-training follow-up of staff and patient outcomes was limited.

In addition to education and training, charities, not-for-profit organisations, and NHS Trusts have
developed tools for identifying patients with dementia and supporting the collection of biographical
information which can inform care planning and working well with patients with dementia
(Alzheimer's Society, 2013; The Butterfly Scheme, 2018). While these tools have been well received
by staff, patients, and family carers, to date there has been no evaluation of their impact on patient

care or staff actions for care.

Studies in the diffusion of best-practice recognise that passive processes, such as the use of

guidelines, are limited in their ability to change practice (White, 2011). In recognising that
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knowledge diffusion and change are social processes, general hospitals have used staff who support
the implementation and uptake of interventions as change agents (Draper, 2009; Greenhalgh et al.,
2004; Thompson et al., 2006). The term change agent encompasses a variety of roles which are
sometimes theoretically interchangeable and sometimes conceptually distinct (Thompson et al.,
2006). Terms have included change agent, opinion leader, champion, and resource nurses. The use
of change agents for improving dementia care in general hospitals has been promoted in strategy
documents and reports. For example, the National Dementia Strategy (Department of Health, 2009)
recognised the importance of leadership for dementia care in hospitals to drive forward change and
set the organisational agenda for quality improvements to care. To promote changes at ward level,
the National Audit of Dementia Care in General Hospitals (Royal College of Psychiatrists, 2013)
recommended the use of dementia champions from across the workforce skills mix. Hospitals
report incorporating these roles, although their impact on patient care has yet to be fully realised
(Royal College of Psychiatrists, 2017). In a review of change agents, McCormack et al. (2013) found
that the characteristics of staff performing these roles were poorly described, limiting the ability to
identify key features that would support their role. However, they did recognise that the different

characteristics would support different activities and different outcomes.

As patients with dementia are admitted across many adult wards in general hospitals for a variety of
acute needs (Alzheimer's Society, 2009; Royal College of Psychiatrists, 2017), it is important that
staff across specialist disciplines are supported for working with patients with dementia. Social
identity theory recognises the influence of group membership on how people perceive themselves
and others, and is considered a factor in influencing behaviour (Kreindler et al., 2012). Studies of
staff working with patients with dementia in hospitals have found professional groups define
themselves in terms of their expertise in comparison with other groups, and maintain priorities for
care through actions which reward or punish members’ compliance to group norms (Kessler et al.,
2010; Schneider et al., 2010). A study of end-of-life care in care homes found that common goals for
resident care, and a recognition of the expertise of each professional group involved, could improve

collaborative working (Amador et al., 2016).

Due to the complexity of the way that people respond in different situations to the resources
inherent in interventions, it is unlikely that any one intervention or theory for change will work
across settings. Instead it is important to identify common mechanisms to understand how, and

why, outcomes are influenced.
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Research Aims and Objectives

The purpose of the study was to develop and test an evidence-based and context-relevant
explanation of how interventions support staff to provide dementia-friendly healthcare in general
hospitals. This, in turn, would explain how outcomes for patients with dementia and their carers are
influenced. To address this aim, specific objectives were identified for the different phases of the
study. The realist review of dementia-friendly interventions was designed to build a programme
theory of what supports staff to provide good dementia care in general hospitals. The review
protocol and review findings have been published (Handley et al., 2015; Handley et al., 2017)
(Appendix 1 and Appendix 2). The specific objectives for phase one were:
1. To understand how and why dementia-friendly interventions in general hospital settings are
thought to achieve the desired patient and carer outcomes
2. To understand how and why context influenced the creation of dementia-friendly healthcare
environments
3. To develop evidence-based explanations to understand what it is about dementia-friendly
interventions in general hospitals that works for people living with dementia and their

carers, in what circumstances, and why.

The aim of phase two was to test and refine the programme theory developed in phase one, based

on evidence from the two case study sites. The programme theory suggested that:

If staff understand behaviour as communication of unmet needs, there is organisational
endorsement of best-practice in dementia care, and clarity in staff responsibilities for
patients with dementia (context), this will help reinforce the use of resources to provide
good dementia care (mechanism resource). Staff will understand why care needs to be
adapted, and consider they have the capacity and capability to make a difference to patient
care (mechanism reasoning), causing them to modify care provision (staff outcome) and

leading to improved patient outcomes (patient outcome).

Based on this programme theory, the objectives for phase two were:
1. To understand how and why context influences the provision of dementia-friendly care
practices
2. To understand how resources to support good dementia care influence outcomes for

patients with dementia and their carers
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3. To understand how the needs of patients with dementia and their carer are identified
and addressed by staff
4. To understand how hospital staff understand dementia-friendly healthcare and what

they think supports them to provide good dementia care

Chapter Summary

The proportion of the hospital patient population with dementia, combined with the inequity of
outcomes for this group, has made it a national imperative that improvements for dementia care in
general hospitals are addressed. Complicating factors involved in providing good care for patients
with dementia include how person-centred care can be applied in general hospital settings,
addressing behaviours that challenge through non-pharmacological interventions, improving the
recognition and management of pain, and promoting positive risk management strategies.
Interventions are being implemented to support staff with these, and other issues, in the care of
patients with dementia to provide a service which can better meet their complex acute and
psychosocial needs. The evidence-base for such interventions is limited, therefore it is important to
understand how, why, and if at all, these resources are influencing practices in dementia care and

improving patient and carer outcomes.
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Chapter two: Methodology and methods

In this chapter | discuss the rationale for the study design, and the choice of methods | used for the
realist review and realist evaluation. |then provide an overview of realism and the key principles of
the approach, including the concepts of context, mechanism, outcome, and programme theory.
Following this, | describe in-depth how the concepts and methods used were applied for each phase,
with reference to how these correspond with the principles of realist inquiry. | debate the ethical
issues that were addressed, and how members of Patient and Public Involvement groups supported
the study throughout the process. Finally, | provide a critical review of realist inquiry and discuss

some of the decisions and dilemmas | faced using the methodology.

Study design

The study involved a two-phase study design, which incorporated a realist review in phase one to
build a programme theory that was then tested in phase two using realist evaluation (Figure 1). The

aims and objectives were outlined in Chapter two (see Research Aims and Objectives, p30).

Conceptual framework

Interventions which aim to improve the care of patients with dementia in general hospitals are
complex social programmes as they rely on staff volition for how resources of interventions are used
which influences outcomes. In order to understand why these interventions work, or not, it is
important to understand how the reasoning of those using them is influenced by context. The
decisions staff make for care influence patient outcomes, therefore it was necessary for me to
identify a research method that could inform this area of understanding. Experimental design was
not considered appropriate for this study as the approach understands the intervention as the cause
of outcomes. Additionally, contextual influences are, as far as possible, controlled for, and are not
considered part of the explanation. Realist evaluation recognises that interventions will have
different degrees of success, which are influenced by the context and explained through

mechanisms.

The rationale for realist inquiry

Pawson (2006b) describes social interventions as “complex systems thrust amidst complex systems”
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Figure 1: Overview of study design
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(Pawson, 2006b, p35). Complexity is inherent in both design and implementation of interventions
supporting dementia-friendly healthcare. They are multicomponent and rely on human agency that
is influenced by individual, service, and organisational pressures. Realist inquiry acknowledges these
features and incorporates them to develop a theory-driven account of how different aspects

influence reasoning and outcomes.

Evaluating interventions has often relied on research methods that allow the comparison of data
before and after the introduction of an intervention, often also employing a control group.
However, in most general hospitals, interventions to develop dementia-friendly healthcare are
already in use. While implementation is widespread, there is limited understanding of how
interventions aimed at, for example improving staff knowledge of dementia, influences staff to
adapt the way they provide care of patients with dementia, and whether this has an impact on
patient outcomes. These interventions are showing promise, however the evidence-base is largely
gualitative or draws on service evaluations. This would make a traditional systematic review
problematic, as to provide a useful synthesis of evidence there needs to be sufficient high quality
studies. Realist review is useful when there is a paucity of evidence as, unlike systematic review
where the intervention is the unit of analysis, in realist review the theory is the unit of analysis. This
allows for the inclusion of studies reporting findings from different interventions that are linked by
theory to contribute to synthesis. Interventions to improve dementia care in general hospitals are
heterogeneous by the type of intervention used, such as education, environmental adaptations, and
access to dementia experts, and how they have been locally adapted. However, commonalities in
the ambitions for their use, such as improved knowledge of working with patients with dementia,
provide an understanding through theory to explore the relationship of the factors within the

interventions and the circumstances they are being used in.

Realism

In developing realist evaluation, Pawson and Tilley (1997) drew on realist philosophy to counter the
limitations of positivist-based approaches in addressing the ‘black box’ problem to understand how
and why change occurs for complex, social interventions (Astbury and Leeuw, 2010). Realism is a
methodological approach for research grounded in the realist philosophy of science (Bhaskar, 1978).
As a philosophy of science, realism is broadly understood as positioned between positivism and
relativism philosophies (Pawson, 2006b). Ontologically, realism accepts that there is a reality that
exists independent of our knowledge and that we understand reality through psychological and

social processes (Pawson, 2006b; Sayer, 1984). In applying this understanding to dementia care in
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general hospitals, the objective reality is that patients with dementia are admitted to the hospital,
however their experience of this and related outcomes are dependent upon how staff approach
their care, which will be influenced by many related factors. For example: staff knowledge of
dementia; the model of care they use for working with patients with dementia; how dementia care
is prioritised within their working environment; and the way patients express unmet needs will all
impact on how care is provided and influence the outcomes for the patient. Therefore, in realist
research evidence and analysis are not limited to observable events, but seek to understand how
events are generated through mechanisms (Astbury and Leeuw, 2010). As mechanisms are ‘hidden’,
our knowledge of them can only ever be partial and therefore, a theory. It is this internal potential
of social interventions, the individuals using them, and their association with the circumstances they
enter that leads to change (Pawson and Tilley, 1997). Therefore, realist inquiry is concerned with

understanding the causal powers and providing an explanation for them.

Pawson and Tilley (1997) describe social interventions as “theories incarnate” (Pawson and Tilley,
1997, p26). By this, they understand that there will be a theory about what the intervention
provides and how this is anticipated to lead to change. This theory may or may not be explicitly
expressed by those who have designed and implemented the intervention, and may not always
reflect how the interventions work in reality (Marchal et al., 2012). The theory should explain how
the intervention or group of interventions are thought to encourage change, and then to test and
refine the theory through empirical evidence. In terms of this study, a plausible theory, that
articulated how the relationship between contexts and mechanisms influence outcomes for patients
with dementia in general hospitals, was developed from the existing evidence base. The theory was
then tested through primary data. In this way, my research has improved understanding for
improving patient outcomes beyond input/output understandings of interventions, such as training,

to understand why and how they work, or not (Astbury and Leeuw, 2010).

Concepts in realist inquiry

Key concepts in realist inquiry are described in Table 2 with references to their use in this study.
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Table 2: Key concepts in realist inquiry

Context describes the pre-existing circumstances of an environment that an intervention is
introduced to. This can include, but is not limited to; psychological, social, organisational,
geographical, economic, and political aspects that influence mechanisms and outcomes (Pawson
and Tilley, 1997). In this study, contexts included staff and patient characteristics, expectations

for care, the ward environment, and organisational policies.

Mechanism is key in realist inquiry to explaining why things work or not. Mechanisms are not the
interventions themselves, but the resource the intervention provides, (such as knowledge about
dementia, skills for working with patients with dementia), and the reasoning of staff using the

intervention (such as recognising the benefit of working differently).

Outcomes can be the intended or unintended results of the context-mechanism association.
Patient outcomes of interest for this study included; patient wellbeing, reduced distress, adverse
incidents (such as falls or hospital acquired infection), reduction in the onset of behaviours that

challenge, maintenance of functions (such as activities of daily living).

Context—-mechanism-outcome configuration (CMOC) is the unit of analysis in realist inquiry that
specifies the relationship between the elements. It supports the building, testing, and refining of
the programme theory. CMOCs are abstracted to the middle-range to ensure they are useful for

analysis (Wong, 2017). Multiple CMOCs contribute to the overall programme theory.

Demi-regularities Lawson’s (1997) notion of demi-regularities describe the semi-predictable
pattern of outcomes. They are useful for understanding how context can affect outcomes.
Detecting these patterns within the data was supported by the use of ‘if...then’ statements. For
example, if a patient has a high risk of falls, then this will influence the quantity and quality of

interactions with staff.

Middle range theory Pawson and Tilley (1997) promote the use of middle range theory as a way
of making research findings generalisable across studies and settings. Merton (1957) considered
explanations should be produced that “are sufficiently abstract to deal with different spheres of
social behaviour and social structure so that they transcend sheer description” (p67). In this way,
Merton was emphasising how middle range theories could support associations across broad

phenomena to link descriptive evidence.

Programme theory describes how the different components are related in an explanatory

account of what works, for whom, in what circumstances (Pawson and Tilley, 1997).
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Phase one: the realist review

Realist review is an iterative process; while there are defined stages to the study these did not
necessarily follow a linear process. This realist review was conducted in three overlapping, iterative
stages:

1. defining the scope of the review

2. structured searches, screening, and data extraction

3. analysis and synthesis

Each of the stages informed and refined understanding, with sources identified and revisited

throughout the review as new interpretations emerged to support theory building (Figure 2).

Figure 2: Iterative stages of the realist review
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Stage one: Defining the scope of the review: concept mining and theory
development

This stage was used to refine the direction of the review though evidence-informed decisions that
focused the stages that followed. The objectives of stage one were to:
1. identify national and international interventions and approaches to develop dementia-

friendly healthcare
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2. explore and define theoretical assumptions about how and why interventions were thought
to work, (or not)

3. clarify what were understood to be the significant mechanisms for change

Two methods were employed for initial theory development; interviews with stakeholders and a

scoping of the literature.

Stakeholders

Realist review guidelines (Wong et al., 2013) consider the involvement of stakeholders during the
scoping stage of the review useful for making sense of the subject area. Pawson (2006b)
recommends the involvement of stakeholders throughout the review process. For this study,
stakeholders were interviewed once and were not further involved in the development of the
emerging context-mechanism-outcome configurations (CMOCs) or building the programme theory.
Testing of the programme theory was planned through an expert steering group workshop which did
not happen. This event did not occur due to time limitations, but the theory was shared and tested
through two channels: 1) with the research network monitors group (see Public Involvement, p87);
2) at a seminar for dementia-friendly healthcare (see AgeNet Seminar, p88). At this preliminary
stage, the stakeholders’ role was to help to identify, articulate, and formulate propositions. By
including stakeholders with different experiences of designing, implementing, using, or receiving
interventions to improve dementia care, this helped to develop the theory from different
perspectives that would take account of variations in contexts, responses, and outcomes. For the
purpose of this study, stakeholder interviews were used to develop insight for how dementia-
friendly interventions were thought to work and with what outcomes to complement evidence from
the literature scoping (Manzano, 2016). The interviews helped me identify gaps in the scoping of
interventions, develop more understanding of how context influenced outcomes, and begin to
conceptualise potentially important mechanisms. These interviews supported the development of
the candidate theories that would inform the review focus and process. Ethics approval for the
interviews was secured from the University of Hertfordshire Ethics Committee (HSK/PG/UH/00339,

Appendix 3).

Recruitment

Stakeholders were defined as people with experience in designing, implementing, using, and

receiving dementia-friendly interventions. Stakeholders were purposively sampled from a range of
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settings and backgrounds for their ability to support theory building (Table 3 and Table 4). It had
been anticipated that more people living with dementia would be included in this stage of the
review. Agreement to introduce the study at an Alzheimer’s Society group for people living with
dementia had been obtained with the aim of recruiting attendees for interview. However, shortly
after the group was informed funding had been cut, and due to the group’s uncertain future, the

meeting did not take place.

Table 3: Stakeholder background and their contribution to theory building

Background Contribution to theory building

Academic (n=7) History and development of interventions, aims/theories of

interventions

Commissioners (n=2) Service motivations for implementing interventions.

Intervention mechanisms and staff reasoning.

Healthcare staff (n=5) Use of interventions in practice. Context interventions are
implemented into. Motivations for using interventions.

Outcomes for staff.

Person living with dementia (n=1) | Outcomes for patients with dementia and their carers

Manzano (2016) emphasises the importance of knowing what each stakeholder will be able to
contribute to theory development. For example, stakeholders with experience of designing and
implementing interventions helped provide some insight into the relationship between context and
mechanism. These conversations led to understanding of some of the competing theories for

developing dementia-friendly environments (Table 5).

Interviews

Interviews were semi-structured and took place as telephone, skype, or face-to-face interviews.
With permission, interviews were digitally recorded and transcribed verbatim. A topic guide was
developed (Appendix 4), however, as each stakeholder contributed a different perspective to the
interviews, this was broad to accommodate in-depth questioning of the different elements
stakeholders could reasonably contribute to (Manzano, 2016). Interviews were theory-driven in that
they discussed emerging ideas from the literature, and whether these corresponded to the

stakeholders’ experiences. Specifically, interviews aimed to: clarify interpretations of dementia-
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Table 4: Sampling frame for stakeholders participating in the realist review

Group Inclusion Criteria Recruitment Number Who was recruited
process recruited
Nursing Experience of Telephone, 6 SKO1 — Academic and clinician in gerontological nursing
developing, email, SK04 — Academic and clinician in gerontological nursing
delivering, or using | snowballing SKO06 — Clinical Quality Lead for nursing
intervention SK11 — Academic and clinician in gerontological nursing
SK14 — Senior nurse with experience on specialist and general ward
SK15 — Dementia Lead for an NHS Trust
GP Experience of Email, 2 SKO5 — GP who created a dementia-friendly practice
developing, conference SK13 — Academic and GP
delivering, or using | abstract
intervention
Physiotherapist Experience of Email, 3 SK09 — Dementia Lead for an NHS Foundation Trust
developing, telephone, SK10 — Clinical Quality Lead for physiotherapy
delivering, or using | snowballing SK12 - Physio technician and dementia champion in rehabilitation
intervention unit
Social Work Experience of 2 SKO7 — Academic in social care
developing, SKO8 - Academic in social care
delivering, or using
intervention
Person living with | Experience of 1 SKO3 — diagnosed with vascular dementia three years prior to
dementia accessing interview
healthcare services
and hospital
admission since
diagnosis
Education Experience of Email 1 SK02 — Nursing academic responsible for training healthcare

developing and
delivering
intervention

professionals in dementia care
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Table 5: Competing theories for developing dementia-friendly environments in healthcare

Theory

Example

Awareness of
dementia and

best practice

“to make it dementia-friendly, and I’'m talking really frontline here, you need
education about what dementia is so you can get staff to understand that

they might need a different approach” (SK01)

Improving the
efficiency and the
effectiveness of

the services

“when you get a person with a physical health problem who has also got a
mental health problem, like dementia, it can be a real challenge to manage
them really well, and | suppose it’s that whole process of everything that we

can do to be better at supporting and managing that group of people.” (SK06)

Valuing people

“it should be connected to our values and beliefs about dementia, people

living with with dementia, and what it means to be human, and sort of the spaces and
dementia places that we all need to flourish.” (SK04)

Addressing “it’s almost an assumption that that person gets categorised as having
stigma dementia, so they’re all going to be having the same problems and

immediately that one-to-one supervision is put in place, so as soon as the
person gets up, it’s very much sit down again, sit down, what do you want,

without actually looking at what they need, what they want.” (SK10)

friendly healthcare; identify the range of interventions in use; explore how change in practice might

be achieved; and understand the influence of context in staff use of resources in practice.

Scoping the literature

A broad scoping of the literature was performed to identify national and international initiatives

(Box 1). Searches were date restricted to 2000 to reflect the impact of Kitwood (1997) work on

dementia care practices that promote the importance of person-centred care and personhood.

Analysis

Interview transcripts, along with papers from the scoping of the literature were uploaded into NVivo

10 and were analysed using framework analysis (Ritchie and Spencer, 2002). | considered

framework analysis appropriate at this stage of the study, as the aim was to generate the initial

theories from the competing accounts of the stakeholders and in the literature (Gale et al., 2013)

from which the more detailed literature review would be based.
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Box 1: Stage 1 search terms and strategy

An unstructured search using PubMed, CINHAL, and Google Scholar databases to identify
literature related to initiatives that support the development of dementia friendly
environments in healthcare.

Date restricted to 2000 - 2015

Search terms:

“dementia friendly”, “dementia friendly AND health care”, “dementia appropriate AND health
care”, “dementia awareness AND health care”, “dementia person-centred care AND health

care”, “dementia champions”, “dementia AND liaison”

“dementia AND ward”, “dementia education”, “dementia training”, “dementia nurse

specialist”, “dementia lead*”

Framework Analysis

Framework analysis was developed by social policy researchers Ritchie and Spencer (2002) and is
recognised as a pragmatic approach to analysis (Ward et al., 2013). The method has been applied to
healthcare research (Ward et al., 2013), dementia care research (Sampson et al., 2008; Smebye et
al., 2012), and as part of theory development in realist reviews and realist evaluations (Abhyankar et
al., 2013; Bhanbhro et al., 2016). The method shares processes used in other qualitative analysis
methods including data immersion, reduction, and the comparison between themes. However,
framework analysis is epistemologically diverse in that analysis can be shaped from the data and
existing knowledge, unlike inductive, iterative methods such as grounded theory (Ward et al., 2013).
As such, it aligns with the principles of realism and realist inquiry (Snape and Spencer, 2003). The
method allows for a theme- or case-based analysis, displaying an abstracted representation of the

evidence in charts which can be traced back to the source data.

Framework analysis was used to analyse data from the stakeholder interviews and literature
identified in stage one of the realist review to understand the concepts of dementia-friendly
healthcare and to develop the three candidate theories that would structure the next stage of the
review. A five-step process is recommended for data analysis, which entails:

1. familiarisation
2. identifying a thematic framework
3. indexing
4. charting
5. mapping and interpretation
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The five steps were applied to this study as follows:

Familiarization

The initial step focuses on the researcher becoming immersed in the data. This was achieved by

reading and re-reading the interviews and papers in an active way. This included annotating

documents to highlight areas of interest related to the research questions and making notes around

themes in the data.

Identifying a thematic framework

Following familiarisation, an initial thematic framework was developed based on the emerging

themes in the data and the objectives for the study (Table 6).

Table 6: Developing a thematic framework based on the study objectives and emerging themes

Research Emerging data themes Initial thematic framework
Objectives
Defining Accessible =) | Accessible
dementia- Addressing mental health needs =) | Parity of esteem
friendly Awareness ) | Awareness
healthcare Background information (to =) | Background
dementia-friendly movement)
Difficult to define ] =) | Problems with definition
Term problematic
Responsive ] =) | |mproving management of
Staff can manage patients patients
Valuing people living with dementia | === | Valuing people living with
dementia
Range of Activities and therapies = | Activities, therapies, and
interventions Volunteers ] volunteers
Assessments ] ) | Assessments and care
Care plans planning
Butterfly scheme =) | |dentification schemes
Forget-me-not ]
Care pathway =) | Care pathway
Dementia champions =) | Dementia champions
Environmental adaptations =) | Environmental adaptations
Getting to know me =) | Biographical booklets
This is me ]
Involving carers =) | |INvolving carers
Mental health teams ] =) | Specialist staff
Specialist nurses
Person-centred care =) | Person-centred care
Specialist units = | Specialist units
Training mm | Training
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Research Emerging data themes Initial thematic framework
Objectives
Outcomes Person living with dementia mmm== | Person living with dementia
Carer =) | Carer
Staff m—) | Staff
Organisation =) | Organisation
What supports Conflicts with other priorities === | Conflicting priorities
change or not CQUIN/Financial incentives =) | National policy initiatives
Deskilling mm— | Motivation
Empathy
Staff motivation
Personal experience
Top-down/Leadership =) | Leadership
Expertise m—) | Experts
Multidisciplinary working
Flexibility versus restrictions to =) | Ability to be person focused
practice }
Staff turnover
Group think ] =) | Shared ethos
Everybody’s business
Policies == | Organisational policies and
priorities
Reinforcement =) | Reinforcement and
encouragement
Role driven =) | Role and responsibility
Training ] =) Training
Understanding

These initial themes were tested using two interview transcripts and two papers (see Appendix 5).

Indexing

Interview transcripts and PDFs of papers were imported into NVivo 10. A coding tree was developed
based on the themes identified (see Table 6) where the ‘Research objectives’ formed the parent
nodes and the ‘Initial thematic framework’ formed the child nodes. Text was coded into these
nodes and new nodes were created where themes had not previously been identified or as
understanding developed and new themes emerged. The coding context often included one or two
sentences, but could comprise of a paragraph. Where text was relevant to more than one theme,
data were multiply coded. A selection of coding was shared with my supervisors to debate and

challenge interpretations.

Charting

Once all data had been coded, four framework matrices were created based on parent nodes of the

coding tree. These were ‘Defining dementia-friendly healthcare’, ‘Range of interventions’,
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‘Outcomes’, and ‘What supports change’. All cases (interviews and papers) were included in each
matrix, however not all cells contained data. For example, with the exception of references to
person-centred care, most cells for the ‘Defining dementia-friendly healthcare’ matrix were empty
for papers as relevant data were not identified. Cases were listed down the vertical axis and themes
were displayed along the horizontal axis. Charting involved abstraction and synthesis of the data
that related to particular themes. Data relating to each cell were read and distilled to summarise

themes (Figure 3).

Figure 3: Example of charting data within the framework matrices
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Mapping and interpretation

Data were then mapped and interpreted to define the concepts, with the aim of identifying
candidate theories (Figure 4). To understand the complexity of factors that might support good
practice in dementia care, a narrative account of the evidence was created (see Stage 1: Defining
the scope of the review: concept mining and theory development, p93). All identified elements that
might contribute, or not, to the uptake of an intervention and lead to change in staff practices which
influenced patient and carer outcomes, were mapped diagrammatically to demonstrate the
numerous organisational, service, interpersonal, and personal influences (Appendix 6). Explanations
and associations for the outcomes were set out using if... then statements (see If... then statements,
p122). These statements, based on the evidence, made explicit how resources or staff activities
were thought to have influenced outcomes without a need to further categorise or define context

and mechanisms at this stage (Pearson et al., 2015). The focus of these statements was to
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understand: 1) staff outcomes, such as using best practice with patients with dementia; and 2)
patient outcomes, such as reduced distress and improved wellbeing. A conceptual framework
(Pawson, 2006b) was developed based on discussion of the ‘if... then’ statements with supervisors
which grouped the statements into three areas. A key theme of the change agent was identified,
along with the different conceptions of how and why a change agent might support dementia-
friendly healthcare. Three overlapping theories of the role and influence of change agents were

used to inform the next stage of literature searches and synthesis.

Figure 4: Flow chart for mapping and interpreting data

Narrative account of evidence

Diagram of organisational,
service, interpersonal,and
personal influences (Appendix 6)

i

If... then statements

Candidatetheories

Decisions for the review from stage one

A number of decisions were made in stage one of the review that refined the scope and inclusion
criteria for stage two:
® An early decision was made to not include interventions for end-of-life care with people
living with dementia. This care was considered to have a different focus to care that was

aiming to maintain or return people’s health and function to their baseline.
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Initially, interventions in both primary and secondary care were considered. However, most
activity was located in secondary care, and as such a decision was made to focus the review
on dementia care in general hospitals.

A key context for implementing interventions was thought to be staff who supported the
implementation and uptake of interventions, broadly understood as change agents. Search
terms were developed to recognise the potential importance of this.

Evidence largely reported the outcomes for staff from interventions, such as how training
had improved knowledge in dementia and dementia care, and confidence for working with
patients with dementia. However, there appeared to be limited understanding of how
interventions influenced patient and carer outcomes. From this, a decision was made to

focus the review on literature that reported patient and carer outcomes.

Outcomes of interest were defined to include:

Reduced distress: Admission to hospital for people living with dementia is a frightening
experience (Dewing and Dijk, 2014). Distress can complicate care and treatment for acute
conditions and influence staff decision making for managing the patient.

Onset of behaviours that are challenging for staff: This outcome is, in part, linked to
distress. It is also problematic for staff and can lead to inappropriate treatment to reduce
the behaviour (White et al., 2016).

Changes in mobility: Patients with dementia are at risk of reduced functional abilities after
admission to hospital (Alzheimer's Society, 2009). Reduced mobility may have implications
for discharge planning.

Use of medication: Patients with dementia have been found to have medication used
inappropriately. The focus for medication use was pain relief, as patients with dementia
have been found to receive less pain relief than other patients (Closs et al., 2016), and anti-
psychotics use (White et al., 2016).

Adverse incidents: Patients with dementia are at high risk of adverse incidents during
hospitals stays such as falls, infections, nutritional and hydration problems, and delirium
(Alzheimer's Society, 2009). These complicate their care, extend their length of stay, and
may impact on place of discharge.

Improved wellbeing: The use of person-centred care has been recognised to improve the
wellbeing of patients with dementia and has been measured using Dementia Care Mapping

(Kitwood, 1997).

47



e Patient and carer experience: Poor care impacts on both the patient and carer’s experience

of hospital (Clissett et al., 2013).

Stage two: retrieval and review

Searching for relevant studies

Search terms were revised to include elements of the theoretical assumptions from the three
candidate theories derived during stage one. The inclusion/exclusion criteria were refined to reflect
the decisions from stage one (see Decisions for the review from stage one, p46). As with stage one,
searches were date restricted to from 2000 to reflect the impact of Kitwood (1997) work on

dementia care practices.

Electronic database searches (Box 2), extensive lateral searching, including forward and backward
citations, and contact with experts was used to identify relevant literature. Emerging themes
around the management of pain and behaviours that challenge led to additional, purposive searches
that applied the same inclusion criteria. Searches continued in an iterative manner until it was
considered there was enough relevant evidence for theory development and saturation was

achieved (Pawson et al., 2005; Wong et al., 2010).

Study screening and data extraction

Search results were downloaded into EndNote bibliographic software and duplicates deleted. Titles
and abstracts were screened according to selection criteria to identify potentially relevant papers.
Full texts of these manuscripts were screened for relevance (the contribution the study could make
to the theory building), and rigour (that studies were of sufficient quality to provide credible
evidence to specific components of the proposition) (Pawson, 2006b; Wong et al., 2013).
Considerations for the contributions and reliability of evidence continued throughout the synthesis

as concepts developed and appraisals of the data were shared and debated with supervisors.

A bespoke data extraction form was designed to reflect the theoretical propositions and organise
relevant contributions and challenges to the theories (Appendix 7). Study characteristics, such as
discipline, design, and sample characteristics were recorded, along with implicit and explicit
strengths and weaknesses of the studies (Wong et al., 2013). A sample of the papers and their
completed data extraction forms (6/28) were shared with supervisors to concur the relevance of

data identified, agree the data extraction process, and reduce the potential for bias. Data relating to
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Box 2: Stage two search terms and search strategy

Searches initially ran September 2015, search alerts scanned to February 2016
Language restricted to English

Date restricted 2000 — 2016

Search terms:
(dementia AND (friendly OR appropriate OR awareness OR champion OR liaison OR ward OR
environment OR education OR training OR nurse specialist OR lead* OR person-centred care)

AND (hospital OR acute care OR secondary care))

Additional search terms incorporating elements of the candidate theories from stage one:
dementia AND (change agent OR champion OR knowledge transfer OR knowledge translation OR

opinion leader)

Additional search terms reflecting emerging themes in stage two. Searches ran January 2016,
search alerts scanned to February 2016

(dementia AND (pain) AND (hospital OR acute care OR secondary care))

(dementia AND (behaviour* OR BPSD) AND (hospital OR acute care OR secondary care))

Databases:

Cochrane Library (incl. CENTRAL, CDSR, DARE, HTA) (244), CINAHL (610), PubMed (4253), NHS

Evidence (819) and Scopus (410)

the change agent’s characteristics, the intervention resources, contextual factors (for example,
workforce, knowledge of dementia), explicit and implicit theories for how interventions were
anticipated to work, and patient and carer outcomes were extracted. Data were compiled into tables
which detailed the contribution to theory development. These were discussed at length with
supervisors, and challenges to interpretations were debated as a test of credibility. Following these
discussions, data were re-organised into tables by the theoretical proposition they addressed to

support analysis (Appendix 8).

Stage 3: analysis and synthesis

A realist analysis of data adheres to a generative explanation of causation and looks for recurrent
patterns of outcomes and their associated mechanisms and contexts (CMOC). The focus of this

study was to understand what had supported staff to take action to influence patient outcomes. A
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process of retroduction, where explanation for the causal process of an outcome is inferred (Sayer,
1984), was used to identify possible mechanisms that might explain demi-regularities evident across
the studies. These explanations were discussed with supervisors and the Research Network
Monitors (see Public Involvement, p87) to test their plausibility. Discussions were grounded in the
evidence and included debate around: the key characteristics change agents, i.e. what it was about
change agents and what they were trying to achieve that influenced outcomes; how resources from
interventions influenced staff reasoning; the impact of context and its relationship with implicit and
explicit mechanisms; and possible undesired outcomes (such as potentially stigmatising practises
and broad application of strategies to patients that might conflict with notions of person-centred
care). This led to the development of context-mechanism-outcome configurations (CMOCs) which
aimed to explain what it is about an intervention that works, for whom, and in what circumstances.

Together, these CMOCs made up the programme theory.

Phase 2: Realist evaluation using a case study approach

Realist evaluation is a method for understanding how and why interventions work or not (Pawson
and Tilley, 1997). When designing a realist evaluation, data collection methods are chosen based on
their potential to contribute to theory testing and refinement (Pawson and Tilley, 1997). For this
study, a two-site case study design, using multiple methods of data collection, was considered
appropriate as it provided the opportunity to investigate, in-depth, how two general hospitals had
applied resources for patients with dementia differently. Case study is an established research
methodology (Stake, 1995; Yin, 2013a), however it can also be used, as | have, as a method for
studying phenomena. Using a naturalistic approach supported the evaluation of complex
interventions within complex social settings (Baskarada, 2014). Insights into how mechanisms were
generated within particular contexts, with what outcomes, and for whom were developed from

using both within and cross case comparisons (Pawson and Tilley, 1997).

A criticism of case study design has been the generalisability of findings from one case study setting
to another (Marchal et al., 2010; Yin, 2013b). This is, in part, due to the way samples are selected,
leading to questions around how representative cases are, and the level of inference that can be
made from findings. However, realist evaluation that employs a case study design is able to base the
generalisability of the findings in the programme theory. Where this is developed and tested from
existing evidence, it can improve the external validity of the research (Marchal et al., 2012). The

programme theory for this realist evaluation was developed from published studies and service
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evaluations before testing at the case study sites. This may have improved the transferability of the

refined programme theory.

Data collection methods

Realist evaluation starts with a theory about how programmes work, which, through iterative testing
based on evidence, results in a refined programme theory (Pawson and Tilley, 1997). There have
been guidelines for the reporting of systematic reviews, RCTs, and other research methods for some
time to ensure researchers, commissioners, and readers have clarity in definitions of the quality and
rigour of the research. Reporting guidelines are now also available for realist review (Wong et al.,
2013) and realist evaluation (Wong et al., 2016). In terms of the transparency and reliability of the
conduct of the evaluation, the guidance states that methods for data collection should be theory
driven, and their rationale and contribution to theory should be clearly explained (Wong et al., 2013;
Wong et al., 2016). Data collection methods for this study were selected for how they would

provide evidence to uncover patterns and themes to contribute to theory testing (Table 7).

Table 7: Contribution to theory testing by data collection method

Data collection method Contribution and justification

Semi-structured interviews: To understand the contexts and mechanisms that
o Staff influence staff practice for dementia care.

e Patients with dementia To understand patient and carer outcomes such as
e Carers their experience of dementia care in hospitals, and

how good outcomes were defined

Non-participant observation Evidence for the context of how things happen during
patient and staff interactions and with what outcomes.

Practice may be different to perception of practice.

To provide evidence of the experience of patients who

lacked the capacity to consent to interviews.

51



Data collection method Contribution and justification

Medical notes review Information on patient characteristics such as diagnosis
of dementia, reason of admission, co-morbid

conditions, prescribed medication, place of residence.

Neuropsychiatric Inventory To understand the patient characteristics in terms of

behaviour and mood.

Different behaviours may lead to different staff

responses and be prioritised in different ways.

Organisational documentary review To understand how stated organisational policies

might impact on staff practices and patient outcomes.

Decisions for sample size in realist evaluation are based on the understanding that fragments of data
will be used to build and test the theory (Manzano, 2016). O’Reilly and Parker (2013) argue that the
appropriate sample size should be grounded in the methodological and epistemological frameworks
of the research. In realist sampling it is important to consider how the data will be used to develop
and test interpretations and explanations (Emmel, 2013). As such, decisions for participant
recruitment were adapted throughout the data collection process to address gaps in the evidence.
In the original study design, the aim was to recruit up to 60 people for the study from across the
sites (10 staff, 10 patients with dementia, 10 carers at each site). However, it became apparent
upon entering site 1 that it would be necessary to interview more members of staff to cover the
range of skills and professions involved in supporting the provision of dementia care to adequately
test the programme theory. While recruitment of patients with dementia was achieved for medical
notes review and the Neuropsychiatric Inventory, only two patients with dementia from each site
participated in interviews. Observation data was able to supplement theory testing around patient
outcomes. It was also difficult to recruit carers for interview, and this is recognised as a limitation of

the study (see Strengths and limitations, p223).

Decisions regarding how data collection informed theory testing also informed when it was
considered enough data had been collected (Mukumbang et al., 2016). As with the realist review,
saturation was considered to be attained when it was thought there was enough evidence to

robustly test the programme theory and improve the validity of the findings.
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Ethical approval

Phase two of the study was reviewed by the East of England Essex Research Ethics Committee who
made a favourable judgement on 11 August 2016, reference: 16/EE/0263 (Appendix 9). Health
Research Authority approval was received on 26" August 2016 (Appendix 10). Research and
development approval and access was obtained on 28" October 2016 at site 1, and on 9" January

2017 at site 2.

Recruitment of study sites

Sites were purposively sampled for their financial investment into services for patients with
dementia. It was considered that due to the investment, they were likely to pay greater attention to
training and care for working with patients with dementia. By understanding the processes in these
environments designed to use best practices with patients with dementia, the study could focus on

testing the theoretical propositions against the evidence (Emmel, 2013).

Three potential case study sites in the East of England were identified during phase one of the study.
Initial discussions about the study took place with key staff at each site; Research and Development
Manager (site 1), Dementia Lead (site 2), and Ward Manager (site 3). These sites were contacted
because they had implemented different approaches for supporting patients with dementia who
had behaviours that were challenging for staff. Site 1 had a dual-frailty ward that addressed
patients’ acute and dementia needs. The ward was purpose built, ward staff received regular input
into patient care from the mental health team, and had a high ratio of healthcare staff to patients at
all times of the day and night. At site 2 a team of healthcare assistants had been trained to provide
1:1 support for patients with dementia who presented with a risk to themselves or others, or had
behaviours that were challenging for staff. They worked across the hospital providing support for
patients’ personal care, ensuring their safety, and meeting psychosocial needs. Site 3 had recently
refurbished an elder care ward to improve the flooring, lighting, and signage. While all sites
expressed an interest in the study, further follow up with site 3 came to an end due to staff changes.

The remaining two sites were taken forward for the study.

Description of study sites

Site 1 is a dual-frailty unit based in a general hospital. The general hospital is one of three hospitals

within this NHS Trust, situated in the East of England. The Trust serves a population of between
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500,000 and 700,000. While the population in general is more healthy and affluent than the England
average, there are pockets of deprivation. There are approximately 500 beds in the general hospital
and the Trust employs over 4000 staff. The general hospital is the core location for inpatient
emergency care and for all patients who need the specialist emergency facilities, such as intensive
care. It also provides elective care for higher risk patients, together with a full range of outpatient

and diagnostic services.

The general hospital opened in the 1940s and is built on the site of a 19" century workhouse. New
buildings were added in the 1980s and in the last ten years there has been additional investment to
modernise some of the facilities. One area to benefit from this has been the Elder Care Wing, which

houses the dual-frailty unit.

Site 2 is a general hospital in an NHS Trust in the East of England. The general hospital is one of four
hospitals within the Trust and is the main hospital for emergency and inpatient care. It provides
general and specialist services to a population of around 600,000 people, covering both an urban
and rural population. As with site 1, in general the population is more healthy and affluent than the
England average, but there are pockets of deprivation. The general hospital has approximately 700

beds and, across the Trust, has a workforce of around 5000 staff.

Originally built in the 1970s, in recent years there has been substantial financial investment in new
facilities and refurbishing some of the wards. Not all wards that took part in the study had benefited

from this investment.

A description of ward layouts and the organisation of staff at both sites are included in Chapter four

(p155-159, Appendix 18 and 19).

Introducing the study to the sites

Research and Development staff at each site identified a local investigator to support the study by
acting as my point of contact to support the study by; helping to identify relevant policies and
paperwork, and helping to identify study participants. At site 1 this was a band 6 nurse who worked
on the ward. At site 2 this was the Dementia Lead for the Trust. At site 2, the local investigator was
the main point of contact for negotiating and coordinating my access throughout the data collection
period. At site 1, the local investigator had a period of leave after our initial meetings about the

study. During their absence, their role to support the study was facilitated by other senior staff on
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the ward. The local investigators supported introduction of the study to staff, and provided

information about regular staff meetings of interest, such as the Dementia Strategy Group meetings,

negotiating my access to attend these in an observer capacity. | attended two staff handovers at

each site in the first week of data collection and maintained a high visibility on the wards throughout

the data collection period. In this way | was able to introduce myself and the study to staff, patients,

and visitors to the wards to answer any questions they had. This helped to build familiarity for

myself of their roles and work, and for them with me to help gain their trust.

Staff recruitment

Staff approached for interviews were identified during the data collection period for their ability to

provide evidence that could be used to test the programme theory. Manzano (2016) highlights that

different participants will contribute different evidence to different parts of the theory being tested.

She states that “a variety of perspectives are needed to investigate informal patterns and

unintended outcomes”. For this reason, staff working in different roles were identified and invited

to be interviewed for their contribution to theory testing. (Table 8, Table 9, Table 10).

Table 8: Staff interviews by role and contribution to theory testing

Staff role

Contribution to theory testing

Housekeepers, healthcare assistants, and

nurses

How apply training and other resources for care
of patients with dementia, how and why

prioritise work with patients

Nurses band level 6+, managers

Expectations of staff working with patients with

dementia, how to support staff

Dementia Leads, doctors, psychiatrists, and

allied health professionals

Contribution of role to patient with dementia,
how to support ward staff (e.g. training,

advice), theories for use of different resources

Patient Recruitment

Patients at both sites were subject to the same criteria for participation in the study:

Inclusion criteria

e Have a diagnosis of dementia
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e Do not have a formal diagnosis of dementia but have been identified by staff (or family
members) as having dementia or cognitive impairment
Exclusion criteria
e Do not have dementia
e Are not thought to have a cognitive impairment
e Patient is receiving palliative care
e Patient does not speak English

e (for interviews only) Lacks capacity to consent

Eligible patients were identified differently at the two sites. At site 1, due to the referral criteria for
being transferred to the ward, all patients on the ward were eligible unless they were receiving end-
of-life care. This was because the priorities and focus for end-of-life care were different to those for
patients anticipated to return to their previous level of function and place of residence. At site 2,
eligible patients were identified by the Dementia Lead who was responsible for checking patients

had a formal diagnosis of dementia.

Carer recruitment

Carers were recruited separately from patients with dementia. They were identified through their
visits to the wards and from discussions with staff about patients’ visitors. Despite efforts to make
myself available at popular visiting times and discuss the study with visitors, only two carers were
recruited for interview. Small recruitment numbers for carers have been reported in other studies
of patients with dementia in hospitals, even though researchers made themselves available (Lichtner
et al., 2015). Staff were not able to provide information about family members who were not
regular visitors to the ward. Attempts to contact family members involved conversations on the
ward, or leaving participant information sheets by patient’s bedsides, or with staff. This method was
unsuccessful and checks on paperwork showed information had been put to one side by staff when
tidying up bedside tables, or not collected. Where staff had been given the information sheets to
pass on to carers, it was unclear if this was passed on unless a reply was received. For those carers
who were spoken to, many were happy to talk informally during discussions of the study. However,
committing to formal interviews were problematic as carers were concerned for their relative during
a time of crisis, were often looking into alternative living arrangements for their relative, and had

practical concerns around the time they spent at the hospital.
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Table 9: Sampling framework for staff, patients with dementia, and family carers participating in interviews at site 1

Professional Inclusion criteria Recruitment | Number Who was recruited
group process recruited
Nursing Experience of working on | Face-to-face | 7 ST0101 — Acting ward manager for 6 months, grade 6 on
the ward, role in ward since opened, previously elder care ward
developing Dementia ST0102 — Grade 5, one year on ward
Strategy and policies for ST0104 — Grade 5, one year on ward
the Trust ST0105 — Grade 6, since opened, previously elder care ward
ST0112 — Grade 6, since opened, previously elder care ward
ST0113 — Grade 7, ward manager for frailty unit, previous
unit manager
ST0114 — Dementia Lead
Healthcare Work on ward Face-to-face | 3 ST0103 - Since ward opened, previously elder care ward,
Assistants experience of caring for relative with dementia
ST0107 — Since ward opened, first healthcare assistant role
ST0108 — One year, previously in community, experience of
caring for relative with dementia
Medical staff Work on ward, role in Face-to-face, | 4 ST0109 - Geriatrician
developing Dementia email ST0110 - Senior House Officer (SHO)
Strategy and policies for ST0115 — Registrar
the Trust ST0116 - Psychiatrist
Therapy staff Work on ward, role in Face-to-face | 2 STO106 — Activities co-ordinator, 3 months, previously
developing Dementia worked in community
Strategy and policies for ST0111 — Occupational therapist, grade 7
the Trust
Patients with Cared for on the ward Face-to-face | 2 PT0101 — Diagnosed with dementia with Lewy Bodies and
dementia delirium
PT0102 - Diagnosed with Alzheimer’s Disease
Family Carer Family carer for a patient | Face-to-face |1 CA0101 — Family member was transferred to ward after

with dementia cared for
on the ward

several weeks on Care of the Elderly ward, they were
discharged to new care home
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Table 10: Sampling framework for staff, patients with dementia, and family carers participating in interviews at site 2

Professional Inclusion criteria Recruitment | Number Who was recruited
group process recruited
Nursing Experience of working on | Face-to-face |5 ST0201 — Dementia Lead, four months in role, previous
the ward, role in experience in the community
developing Dementia ST0210 — Grade 5, one year’s experience on elder care ward
Strategy and policies for ST0218 — Carers Lead
the Trust ST0219 — Grade 6, orthopaedic ward
ST0220 — Ward manager, elder care ward
Healthcare Work on ward Face-to-face | 2 ST0202 — Seven years’ experience on elder care ward
assistants ST0205 — Orthopaedic ward for 12 years, brief time working
(ward) on 1:1 team before returned to ward, dementia champion
1:1 team Work in 1:1 team, role in Face-to-face |7 ST0203 — HCA, since team started, previous experience in
developing Dementia community
Strategy and policies for ST0204 — Matron, one of responsibilities is 1:1 team
the Trust ST0206 — Team lead, over 10 years nursing experience,
dementia champion
ST0209 — HCA, since team started, previously emergency
department, dementia champion
ST0211 — HCA, six months, previously in community
ST0212 — HCA, one month, previously in community
ST0215 — HCA, one year, previously in community
Medical staff Work on ward Face-to-face, | 3 ST0213 - SHO
email ST0214 - Consultant in Elder Care Medicine
ST0217 - Psychiatrist
Therapy staff Work on ward Face-to-face |1 ST0216 — Occupational therapist, dementia champion
Housekeepers Work on ward Face-to-face | 2 ST0207 — Previous experience as HCA, part-time on elder
care ward
ST0208 - Full-time on elder care ward
Patients with Cared for on ward Face-to-face |2 PT0201 — Diagnosed with Alzheimer’s disease, admitted to
dementia orthopaedic ward
PT0202 — Diagnosed with Alzheimer’s disease, admitted to
orthopaedic ward
Family carer Family member of patient | Face-to-face |1 CA0201 — Family member was admitted to a Care of the

cared for on ward

Elderly ward, they were discharged to a care home
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Non-participant observation

Observation has been used as a method for research in hospitals with patients with dementia (Closs
et al., 2016; Goldberg et al., 2014; Schneider et al., 2010) and in realist evaluations in hospital
settings (McGaughey et al., 2017; Rycroft-Malone et al., 2010). Both structured and unstructured
methods have been used to record activities. Structured approaches for observation, such as
Dementia Care Mapping (Kitwood and Bredin, 1997), have been used in studies in care homes and
hospitals (Chenoweth et al., 2009; Goldberg et al., 2013). However their use in another hospital-
based study found the tools to be insensitive to patient mood and not appropriate for recording the
experience of acutely ill patients (Goldberg and Harwood, 2013). For this study, non-participant
observation was structured in that it was organised to reflect the different routines of the ward. A
topic guide developed from the literature review helped to focus important aspects to record
(Calnan et al., 2013). Observations recorded the way space within the ward was used, movements,

and verbal and non-verbal communications.

Observation is useful for understanding how things happen in the real world (Mays and Pope, 1995).
Interventions are conceptualised to work in a particular way to produce a desired outcome, but the
way they are interpreted and put into practice will vary (Pawson and Tilley, 1997). One of the
advantages of using observation is to overcome potential biases of what people might report in
interviews where there may be selective recall and be influenced by how people what to present
themselves (Mays and Pope, 1995). Observations in this study complemented data from interviews
and provided insight into: 1) how interventions were used in practice; 2) how staff recognised and
address patient needs; and 3) how context influenced staff actions or routines they may have been

unaware, for example around risk management.

Gold (1958) identifies four types of role for researchers undertaking observation; from complete
participant to complete observer. However, it is acknowledged during observation periods the
researcher may move between the roles as appropriate to the events as they occur. For example,
while my research role was defined as non-participant observer, there were times when | became a

participant in the observation, such as making drinks for patients and joining in activities sessions.

Observation is useful for recording events, but is heavily reliant on the researcher as a method for
data collection and several factors need to be acknowledged for their influence on the data
produced. When using observation, the researcher takes an active role in the research process,

from deciding what to record, how it is recorded, and interpreting the data (Hammersley and
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Atkinson, 2007; Mays and Pope, 1995; Mulhall, 2003). It is impossible to record everything occurring
in an area of observation. Therefore, the process is inevitably selective and relies on the researcher

to document what they observe.

While researchers may attempt to represent the events they record as an objective account, it is
important to acknowledge the researcher’s perception of reality is influenced by their interpretation
of it (Sayer, 2000). As an outsider with no clinical background, | was aware that | would not
necessarily understand all the choices staff made for patient care and attempted to clarify the

purpose of actions when this occurred.

Writing field notes is recommended as soon as possible to the observed action to retain the quality
and faithfulness of events, ideally during the observation period (Hammersley and Atkinson, 2007).
However, this may not always be possible due to researcher concerns regarding their influence
activities or the impact of overtly recording events which might lead participants to feel they are
being scrutinised and take offence (Hammersley and Atkinson, 2007). Researchers using
observation as a method need to be sensitive to their influence on the setting and participants and
adjust the way they approach data collection accordingly (Holloway and Galvin, 2016). In the case of
this study, where situations appeared inappropriate to overtly record, for example if when there
were disagreements about patient care, | chose not to write notes in situ, and instead waited until |

had left the area to make notes.

While overt observation aims to inform all potential participants of the purpose and conduct of the
research, there are a number of factors that might impact how informed participants are. Firstly,
they may have unexpectedly entered the area of observation. Secondly, there may be
misunderstanding of the purpose of the research or clarity in what people have consented to
participate in (Holloway and Galvin, 2016). In the case of this study with patients with dementia, it is
highly likely a number of participants had limited recall around discussions of the research. | made
efforts to remind participants of my role and the research as appropriate and used posters to

highlight the research to people who entered the field of observation.

There has been limited reporting of the experience and outcomes for patients with dementia where
interventions to improve their care have been implemented. Previous research in older care hospital
wards with patients with dementia suggested their ability to express their experiences of care may
be limited, and their carers may only have a partial insight into the care they have received

(Goldberg and Harwood, 2013). The use of observation ensured the experiences of care of patients
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with dementia who may have had limited ability to recall or verbalise their experiences were

represented in the study.

The process of non-participant observation for this study

The length of time for observations were negotiated with the ward manager during initial meetings,
and a timetable for observations was agreed. Observation periods ranged from two to six hours.
Previous research reported that observation periods of at least two hours ensured that researcher
effect on behaviour was minimised (Clissett et al., 2013; Mulhall, 2003). While data collected
suggest staff did not alter their behaviour due to my presence, staff and patients regularly
acknowledged me by starting conversations and offering explanations of what they were doing.
Some valuable insights were gained during these conversations from both staff and patients that
helped the analysis process and contributed to theory testing. For example, one patient expressed
their displeasure at having to participate in an activity despite spending considerable time engaged

in it, suggesting that occupation was not always for the benefit of the patient.

Two observation periods were arranged each week for up to six weeks at each site. The location of
the observation, i.e. which bay observations took place in, was decided on the day. This was
informed by information about how patients had been earlier in the day or overnight, from
observations during walks round the ward, and, at site 2, whether or not patients were receiving
additional staffing input (Table 11, Table 12). These decisions were based upon the potential for
observations to contribute to theory testing and for identifying where observations would not be
appropriate. For example, at site 2 in one bay, two patients with dementia were receiving end of life
care. As this was part of the exclusion criteria, and out of respect for the patients and their families,
observations took place in a different bay. Observations were performed in bays following
negotiation with the ward manager, staff working in the bay, and with patients in the bay. | did not
directly observe personal care, toileting, or consultations performed behind curtains, although
information heard from behind curtains, such as the detail of conversations, were recorded when

considered relevant to the study (Goldberg et al., 2014).

Observations were hand written at the time of observation. Sketches of the bay and positions of
staff and patients were used to help inform how the space was being used and positions of staff in
their interactions with patients. In the literature, researchers employing observation methods
discuss taking regular breaks to develop notes, and inform notes where there are concerns for

recording information that might be seen by participants and cause concern or upset (Hammersley
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and Atkinson, 2007). Breaks were taken to write up where such issues were a concern, and a private
area away from the ward was found to do this. Transcription was performed at the earliest

opportunity following observations: from within a couple of hours to up to three days later.

While attempts were made to record broadly the activities in the bays, | acknowledge that the
information recorded was limited by one observer making notes and that there was a potential for
bias in the recordings (Hammersley and Atkinson, 2007). Hospital wards can be busy places and
decisions needed to be made around what to record. This study was interested in what supported
dementia-friendly care and as such focused recordings on interactions between staff and patients.
This may have privileged interactions between more physically disruptive and demanding patients at
the expense of less challenging patients. However, as Pawson and Tilley (1997) acknowledge,
knowledge can only ever be partial and evidence from studies are contributions to the wider

understanding of circumstances rather than a complete picture.

It did not appear that my presence on the ward made staff feel uncomfortable or conscious of
having to adapt their work accordingly. Many staff working outside of the wards were observed
visiting and spending time with patients, and staff appeared used to people visiting. At both sites,
open visiting had been running for a length of time and staff had become accustomed to their work
being more visible and transparent to visitors on the wards. Additionally, observation is a method
that is commonly used in hospital wards to assess patients, for teaching practices, and for audits, so

it is likely that it would not be an unusual practice within the ward.

The literature discusses the importance of the relationship between the researcher and participants
(Hammersley and Atkinson, 2007). Developing a rapport with staff and patients to gain their trust in
me and the research was important. As someone without a clinical background, | was only able to
be involved in activities that a visitor might attend to. This allowed me some freedom to retain a
distance from participating in some areas of the ward activity. Staff, volunteers, and patients
performing activities would at times involve me in the activities. | engaged in discussions with
patients and sometimes was asked for drinks, which, after checking there were no dietary issues

such as the use of sweeteners, | would get for them.
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Table 11: Sampling frame for observations at site 1

Observation Time of day Number of | Number of Description of main staff during Main activities taking place

code hours patients on bay | observation

0OB0101 07.00-11.00 4 Female bay =8 (07.00 —10.00) Two registered Handover, food and drinks, medications,
nurses (RN), two healthcare personal care, clinical observations,
assistances (HCA), volunteer, doctor, | doctors’ ward round.
psychiatrist, physiotherapist

Male bay = 8 (10.00 — 11.00) Two RNs, two HCAs HCA supports with one patient with a
puzzle, personal care.

0OB0102 10.30-13.30 3 Male bay = 8 (10.30-12.00). Two RNs, two HCAs | Doctors’ ward round, drinks for patients,
(one is bank who regularly helps on film on the TV, clinical observations,
the ward), two doctors personal care.

Female bay = 8 (12.00 —13.30) Two RNs, two HCAs, | Lunch with a singer from a charity.

and activities co-ordinator.

0OB0103 07.00-13.30 6.5 Male bay = 8 Two RNs, two HCAs, occupational Breakfast, medications, blood samples,
therapist, two phlebotomists, clinical observations, personal care,
activities co-ordinator, two doctors, | doctors’ ward round, food and drinks,
psychiatrist, ward manager. puzzle, painting.

0OB0104 14.00 - 19.00 5 Female bay = 8 Two RNs, two HCAs, ward sister. Clinical observations, food and drinks,

medications, TV, personal care, visitors.

OB0105 16.00-22.00 6 Female bay = 8 Two RNs (one is bank), two HCAs, Food and drinks, personal care, clinical
doctor, psychiatrist, pharmacist. observations, PRN for agitation, visitors,
Following handover; two RNs, two handover, TV.
HCAs (one is bank who regularly
works on ward)

OB0106 18.00-21.00 3 Male bay = 8 Two RNs (one bank), student nurse Visitors, food and drinks, personal care,

(SN), two HCAs, two security staff
Following handover; two RNs, two
HCAs

medication, handover.
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Observation Time of day Number of | Number of Description of main staff during Main activities taking place
code hours patients on bay | observation
0B0107 07.00-11.30 4.5 Male =8 Two RNs, SN, two HCAs, doctor, Handover, doctors’ ward round,
ward manager, phlebotomist, medication, personal care, clinical
activities co-ordinator, social worker | observation, TV, newspaper activity, blood
samples, fall.
0OB0108 07.00-12.00 5 Male =8 Two RNs, three HCAs (one new, one | Handover, personal care, medication,
bank), ward manager, two doctors, clinical observations, doctors’ ward round,
phlebotomists, member of mental fall.
health team
OB0109 08.00 - 10.00 4 Female=8 Two RNs, two HCAs, two doctors, Medication, personal care, food and
11.00-13.00 psychiatrist, pastoral care, drinks, colouring and picture activities.
Table 12: Sampling frame for observations at site 2
Observation Time of day Number of | Number of Description of main staff during Main activities taking place
code hours patients on bay | observation
0B0201 10.00-13.30 3.5 Male =4 (1 with | HCA, phlebotomist, wound care Food and drink, personal care, blood
diagnosis of specialist nurse, RN, two doctors, sample, clinical observations, doctors’
dementia) two physiotherapists, housekeeper ward round
0B0202 10.00-11.00 3 Female =4 (2 HCA, 1:1, RN, phlebotomist, Medications, clinical observations, food
11.30-13.30 with diagnosis of | housekeeper and drinks, visitor, personal care, blood
dementia) sample,
0B0203 07.30-09.30 3.5 Female =4 (2 HCA, 1:1, RN, housekeeper, doctor, Handover, medications, clinical
10.30-12.00 with diagnosis of | SN observations, food and drinks, visitor,
dementia) personal care, doctors’ ward round
0B0204 12.00 - 15.00 3 Female =3 (3 HCA, housekeeper, RN, volunteer, Food and drinks, medication, clinical
with diagnosis of | phlebotomist, 1:1 observations, visitor, blood sample,
dementia) personal care
0OB0205 10.30-14.00 3.5 Female =4 (3 HCA, housekeeper, RN (bank staff), Personal care, food and drink,
with diagnosis of | pastoral care wordsearch, medication, clinical
dementia) observations
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Observation Time of day Number of | Number of Description of main staff during Main activities taking place

code hours patients on bay | observation

0OB0206 13.30-17.00 3.5 Female=3 (3 HCA, doctor, SN, housekeeper, RN, Food and drink, personal care,
with diagnosis of | member of discharge team conversations at length, medication,
dementia) clinical observations,

0B0207 09.30-12.00 2.5 Female=4 (2 HCA, 1:1, RN, two doctors, Medication, food and drink, personal care,
with diagnosis of | pharmacist, housekeeper clinical observation, doctors’ ward round
dementia)

0B0208 17.30-22.00 4.5 Female=4 (1 HCA, 1:1, RN, SN, housekeeper, Food and drink, clinical observations,
diagnosis of doctor personal care, medication, handover,
dementia) Following handover Two HCAs (one visitors

agency), RN

0OB0209 11.30-13.30 2 Female=4 (1 HCA, RN, volunteer (mostly no staff Food and drink, clinical observations,
diagnosis of during observation) personal care, medication
dementia)

0B0210 19.00-21.00 2 Female=4 (1 Two HCAs, RN Handover, personal care, medication,
diagnosis of clinical observations
dementia)

0B0211 09.30-12.30 3 Female=4 (2 Two HCAs (one agency), Personal care, food and drink, doctors’
diagnosis of housekeeper, doctor, RN, two ward round, medication, clinical
dementia) phlebotomists, social worker observations, blood sample, visitor

0B0212 14.00 - 16.00 2 Female=4 (1 1:1, RN, physiotherapist, pet Book activity, visitors, clinical
diagnosis of therapy, housekeeper observations, physiotherapy, pet therapy,
dementia) food and drink

0B0213 09.30-12.30 3 Male=6 (3 (09.30-11.00) Two 1:1s, HCA, RN, Personal care, medication, prep for
diagnosis of doctor theatre
dementia)

Activity room
from (2 patients
with dementia)
Female =4 (1
diagnosis of
dementia)

(11.00 — 12.00) Dementia Lead,
Matron, 1:1 Team lead

(12.00 — 12.30) HCA

Reminiscence activity, make-up,
colouring, drinks

Food and drink
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Researcher role

Development of the study protocol included discussions about the nature of my role in the case
study sites. It defined my role as equivalent to that of an unqualified visitor to the ward, such as a
family member. As such, judgements on what to be involved in were made on a case-by-case basis
that considered balancing the needs of the research with moral concerns for patients and staff, and
in relation to my abilities to address a situation. | do not have a clinical background, and as such am
not bound by a clinical code of ethics to intervene in patient situations, only researcher ethics. |
have no training in health care and have spent little time in general hospitals. As such, | have no
biases around ward routines, concerns for risk, or prioritising physical over psychological needs. A
member of the research network monitor group commented they saw this as an advantage to be
free of “the inevitable conditioning” from training as a healthcare professional (Comments during

Research Network Monitors meeting, 4™ July 2017).

While | wanted staff to recognise | was on the ward to carry out research, | also did not want to
appear threatening. In my first visit to the ward at site 1, | dressed professionally in a trouser suit.
However, due to the informal nature of the ward and the dress code | observed in other
professionals not wearing uniforms, this felt too formal and | considered it might be a barrier to
developing relationships with staff and patients. In my next visit to the ward | exchanged the jacket
for a cardigan, maintaining a professional but more approachable look. At all times | wore my
lanyard to help staff and patients quickly recognise my official capacity on the wards. As all staff
wear lanyards, at first glance it was difficult to distinguish that | was not a member of staff, and | was
sometimes mistaken as a member of staff. Each time | explained my role on the ward. However,
these encounters did make me consider if more obvious clothing was necessary. Other researchers
have described the difficulties in choice for what to wear to balance blending in but not being covert
(Allen, 2004; Dewing, May 2013). In the case of Dewing (May 2013), her focus was to support
people living with dementia to recall her, resulting in use of a bright orange top. | did not consider
this would be useful in the setting as drawing attention to myself during observations might be
distressing for patients or encourage more attention from them, therefore disrupting data

collection. Instead | wore black or grey trousers, and a green or black shirt with black cardigan.

Allen (2004) also speaks of the uncomfortable feeling that researchers have when observing
overstretched staff and the conflicting desire to support them. Often | struggled with my role as
researcher where staff were busy and attending to the competing needs of patients. At times |

needed to resist the urge to sit with distressed patients and talk with them, as this would have

66



reduced opportunities to collect data for how staff worked with these patients and made choices for
prioritising needs. This was particularly difficult during one observation period where a patient
frequently calling out in distress did not receive attention from staff. At other times, there was no
choice but to be involved. A late evening observation period resulted in me sitting and talking with a
patient with dementia at high risk of falls, as staffing shortages meant no one else could support
them. When | left the observation | felt frustrated for the staff that they regularly had to cope with
such situations, and sadness for the patients that they were put at risk due to minimal staffing. This
experience reinforced the difficult decisions staff had to make, their responsibilities for patient care,
and made it clear that there are times when patient needs cannot be met. This also reinforced my
feeling that overnight observations were not appropriate for someone without a background in
healthcare. While there was an opportunity to highlight the deficiencies in the service, my presence
may have been more of a hindrance. Originally, the design of the study had included observations
overnight. However, on entering the field it quickly became apparent this would not be practical or
welcomed by night staff. Additionally, as situations could not be predicted in advance, it would be
unclear if | would have anything to record that would contribute to theory testing, if | would disturb
sleeping patients, or if my presence might influence the development of an aggressive and violent

situation.

There is some suggestion in literature pertaining to the insider/outsider role that staff are more
willing to disclose areas of concern or sensitive material to outsiders (Allen, 2004; Hammersley and
Atkinson, 2007). Whether or not | would have elicited the same comments from staff as an insider
are difficult to ascertain. However, many staff appeared to provide candid accounts of their
experiences, and some would seek me out during visits to discuss further their experiences and

annoyances.

Interviews

Interviews are a popular method for data collection in qualitative studies and are useful for

investigating phenomena that cannot directly be observe (Patton, 2002). The purpose of Interviews
in qualitative research is varies in relation to the research questions being investigated. They can be
used to improve understanding by exploring people’s perspectives (Patton, 2002) and, specifically in

realist research, to develop and test theoretical propositions (Manzano, 2016).
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Traditionally, interviews fall into three categories; structured, semi-structured, and unstructured
(Patton, 2002). The choice of category will be driven by epistemological stance of the research
(Fielding and Thomas, 2015). Each category has advantages and disadvantages associated with bias,
flexibility, and the organisation of data. For example, structured interviews, while reducing the
potential for interviewer effect, restricts the opportunity for interviewees to expand on explanations

for their answers.

Interviews, while useful for accessing participant feelings, emotions, or testing theories, are subject
to potential bias accounts, for example that what someone says they do may differ from what they
actually do (Holloway and Galvin, 2016). For some researchers, interviews are considered
complementary to other forms of data collection and the robustness of the data collected from
interviews can be enhanced with additional methods, such as observation, which can support
triangulation during analysis (Hammersley and Atkinson, 2007; Pawson and Tilley, 1997). Interviews
aimed to gather data that could inform the context of staff roles, the ward setting, and to explore

potential mechanisms that would influence staff and patient outcomes.

When conducting interviews, the qualitative interviewer will often be knowledgeable about the
topic area, but to restrict contaminating the data are generally advised to adopt a “naive” position
(Kvale and Brinkmann, 2009) and neutral stance (Fielding and Thomas, 2015). In opposition to this,
Pawson (2002) suggests that as realist interviewers are testing a theory, the theory should be made
explicit to the interviewee for them to confirm or refute the ideas based on their experience. This
has the advantage of being open about the purpose of the interview and allowing an equal exchange
of ideas based on a teacher-learner cycle (Pawson, 1996). However, the effectiveness of the cycle
will be dependent upon the interviewee’s knowledge and understanding of the theory being tested,
and their confidence in challenging ideas that do not reflect their own experiences (Davey et al.,

2014).

Setting

The original intention had been to arrange interviews in advance, and to identify a mutually
beneficial time and place that would support privacy and confidentiality. In reality, the majority of
interviews with healthcare assistants and nurses took place on the wards in the bay they were
working during quieter periods in the day. This had an impact on the length of the interviews as
often they were paused or stopped for staff to attend to patient and other ward needs. For

example, one interview with a healthcare assistant was interrupted three times: once for training in
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the use of support stockings, once to answer questions from another member of staff related to a
patient, and once to attend to a patient at high risk of falls. Gerrish and Lacey (2013) acknowledge
that at times there is a trade-off between the ideal environment for conducting an interview and
maximising the inclusion of certain groups. In this case, to involve patients, nurses, and healthcare
assistants it was often necessary to perform interviews in the bays. While it is acknowledged this
was less than ideal, participants did not appear to be concerned for hiding their feelings. For
example, patients described care they had found difficult or upsetting, and some staff discussed

dissatisfaction with procedures and roles.

Interviews on the ward might have inhibited some discussions with staff that could be sensitive
about their work with colleagues, although most interviews were fairly candid. While this was not
ideal, interviews on the wards were appropriate for these members of staff; healthcare assistants
and nurses worked long shifts, often 12 hours, with two thirty minute breaks. The additional burden
of an interview outside of working hours or during breaks would have reduced the recruitment of
these staff members to the study. To counter this, more interviews with healthcare assistants and
nurses were conducted to ensure adequate data for theory testing. Additionally, these staff often
worked in areas of the ward where observations were being performed, allowing for opportunities

to have conversations around theory areas being tested.

Interviews with consultants, psychiatrists, allied health professionals, and dementia leads were
planned and took place in their office spaces, allowing for privacy and uninterrupted time. These
interviews typically took longer and were more able to explore the theories developed in phase one.
With participants’ consent, interviews were audio recorded and transcribed verbatim. Two

interviewees declined to the recording but agreed to detailed notes being taken and transcribed.

The realist interview

The purpose of the interview was to test elements of the programme theory (Manzano, 2016;
Pawson, 1996). As such, interviews took a particular focus depending upon the participant and their
ability to contribute to areas of the theory. Pawson (1996) describes the role of the interviewer in
the realist interview as that of ‘teacher-learner’. In this he suggests that the role of the interviewer is
to lay out the theory to the participant and then ask them to comment or provide detail related to

this.
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Staff were first asked to explain their role at the hospital and experience of working with patients
with dementia to establish their personal and professional context, before discussing their use and
experience of different resources for supporting patients with dementia, and asking them for their
perspective of elements of the programme theory. A guide for interviews was used but adapted to
recognise each participant’s insight that would contribute to theory testing and to acknowledge

emerging themes during data collection. Interviews broadly covered areas in Table 13.

Table 13: Example interview questions and contribution to theory testing

Question

Function / Contribution to theory testing

Role, length of service, experience of working

with patients with dementia

Staff characteristics (context)

What resources do you use (with examples) and
what are the benefits to your work with

patients with dementia?

Exploratory: Staff use of resources, such as This
is me, and how they use them in practice

(potential outcomes)

What do you think it is about x resource that
supports good care, can you give me an

example?

Exploratory: Understanding what is important
to staff about a resource that supports their

care (potential mechanism)

If x resource was not available, what do you

think would be the impact to patients/staff?

Exploratory: looking for negative examples,

(potential mechanism)

What are the characteristics of patients who

receive this intervention?

Theory testing: Patient characteristics
(context), and organisational priorities

(context)

When there are competing demands, how do
you make decisions for priorities for patient

care?

Theory testing: Understanding how staff
interpret their role and patient priorities

(mechanism)

Testing theory around behaviour: The review
suggested that if staff understand behaviour
that challenges as an unmet need they would

be more likely to address the need.

Theory testing: do staff recognise the concept,
why do they think it is important or what do
they think is important about it, or not

(mechanisms/CMOC)

Testing theory around training: The review
suggested that developing empathy for patients
with dementia was an important part of

training to motivate staff to adapt their care.

Theory testing: do staff recognise the concept,
why do they think it is important or what do
they think is important about it, or not

(mechanisms/CMOC)
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Question Function / Contribution to theory testing

Testing emerging theory: Some of my research | Testing emerging theory: staff understanding
suggests that staff have a concern that working | or recognition of the theory to 1) confirm or
with patients with dementia can might lead refute theory, 2) suggestions for emergence
them to be deskilled in other areas, do you have | and building of theory (mechanism/CMOC)

any thoughts about that?

Anything to add Opportunity to give information consider

important but not covered in the interview

The teacher-learner cycle of the realist interview involves the interviewer explaining the parts of the
programme theory being tested to participants and asking them to consider if this matched their
experience (Manzano, 2016). Not all staff appeared to have the confidence to engage with this
method and some appeared to agree without critique of the ideas suggested. Where | considered
this to be the case | asked staff what they thought would be the impact of not having the
intervention. Staff were able to engage well with this question and provided rich answers. Other
staff engaged well with the teacher-learner principles of the realist interview and were able to
dispute claims and put forward examples of why they considered theories to be wrong or
incomplete. This was particularly useful around the emerging CMOC for valuing dementia care and

preoccupations with losing skills.

Patient interviews

Four patients consented to be interviewed, two at each site. Dewing (2002) describes the
importance of the setting of the interview being contextually relevant for people living with
dementia to be able to use environmental cues to support the interview. As such, | decided
interviews with patients in the ward during their admission was appropriate rather than after
discharge. However, this meant there were additional considerations. It was difficult to identify
private areas for interviews: site 1 had a treatment room on the ward but this was often in use; at
site 2 both patients interviewed needed support to be moved to a private area, for one patient they
agreed to be interviewed at their bedside. The other patient was able to make use of the staff room.
However, arranging their transfer to the staff room took 45 minutes from the initial agreement to
participate as staff were involved in supporting other patients’ needs. While there were concerns

for privacy and confidentiality, three of the four patient interviews were conducted at the patient’s
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bedside following agreement of the patients. This may have inhibited some conversations as all

three had a level of criticism for the care they had received.

For all patients who participated, there was no need to use additional materials, such as pictures, to
support their interviews. The interview explored outcomes related to their care as an inpatient. The
interview provided patients with the opportunities to explain what was important to them in terms

of hospital care.

Carers interviews

Carers were identified from their visits to see the patient. Recruitment of carers was difficult. Only
two carers out of a possible 21 were recruited to the study, one from each site. For those who did
participate, one agreed to be interviewed at their home following the discharge of their relative, and
one agreed to be interviewed on the ward during their visit while their relative was resting. These

carers spoke positively of both theirs, and the patients’ experience of care.

Documentary review

Documentary review is a useful data collection method for providing organisational context at the
time of the research and for triangulating evidence from other sources (Yin, 2013a). Documents can
provide information that it would not be possible to access through interviews or observations
(Hammersley and Atkinson, 2007). Pawson and Tilley (1997) highlight that the initial programme

theories for interventions may be evident in policy and strategy documents.

Documentary review can include primary and secondary data sources (Hammersley and Atkinson,
2007). For the purposes of this study, documents included for the documentary review (Table 14)
are considered secondary data sources, in that the material they contained were not developed for

the purposes of the research (Appleton and Cowley, 1997).

While using documents as a data source can have the advantage of being readily available and
relatively easy to collect, there are disadvantages related to biases in the information they contain
(Appleton and Cowley, 1997). When using documents as a data source, Scott (1990) suggests four
domains for determining their quality; authenticity, credibility, representativeness, and meaning.
These domains address the intentions of the writer and the document, and support the researcher

to interpret the data within the context the document has been written (Holloway and Galvin, 2016).
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Table 14: Documents reviewed and their contribution to theory testing

Document type

Description

Contribution to theory testing

Annual report and

accounts

Trusts annual reports

Data for Trust context.
Information relating to initiatives

for patients with dementia

Dementia Strategy

How improvements to care of
patients with dementia will be

achieved

Trusts approved plan for patients

with dementia

Care planning documents

Documents specifically used for
the care planning of patients with

dementia

Focus of care planning
information. How good care for

dementia was defined

Referral forms

Referral forms for the ward (site

1) and the 1:1 team (site 2)

Patient characteristics that were

service priorities.

In analysing documents, data are coded and categorised as data from interviews (Holloway and

Galvin, 2016). The research method will inform decisions for analysis. In realist inquiry, it is

recognised that ‘nuggets’ of evidence contribute to analysis (Pawson, 2006a). Unlike grounded

theory, where all data within the document would be coded, a realist analysis would only code

evidence which contributes to the testing and refining of the programme theory. For example, in

this study evidence gathered from the NHS Trusts Annual Reports, only data relating to the provision

of care for patients with dementia was entered into NVivo, coded, and analysed.

Medical notes review

Patient medical notes are a form of documentary analysis that can be accessed with consent from

the patient or a representative of the patient (Scott, 1990). For this study the representative was

referred to as a consultee (see Patient Recruitment, p55).

While a useful source of information about the patient’s historical and current medical status, the

use of data collected in this way as a single method is cautioned. Prior (2003) highlights medical

records are highly selective in what information is recorded, with many omissions in regard to a

patient’s care, for example in recording exchanges between staff and patients. Whether medical

records can be considered a good representation of events during a person’s admission to hospital

needs to be considered, as does their importance for organising medical and nursing work (Berg,
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1996). As such, it is important to combine data collected from patient records with additional data

sources that relate to other aspects of organisational life (Prior, 2008).

A number of studies have suggested that the use of medical notes goes beyond recording activities
in patient care to be a mechanism for the provision of particular patient activities. For example, in
Zerubavel’s (1979) study of time and its influence on hospital activities, he demonstrated how
medical notes were key to the organisation of routines, patient priorities, particularly for prompting
staff to regularly monitor patients. Berg (1996) found medical records were important for defining
staff actions for patient care, for example what medication should be administered and when. In
this study, | used medical records to describe the characteristics of the recruited patients, to
understand what staff recorded and if the person’s dementia was acknowledged, and how that

might inform their actions for patient care.

Data collected from medical notes gave an indication of the level of impairment, disability, acute
needs, and behaviour that challenges for those recruited for medical notes review at the case study
sites. A data collection form (Appendix 11) was used to extract minimum anonymised data from
medical notes. Information recorded the reason for admission, dementia diagnosis, health (co-
morbid conditions), medication use, care plans and discharge destination. Some areas of the form
were difficult to complete, such as evidence of person-centred care, as there was limited recording
and reference to this in the medical and nursing notes, and often only referred to known incidents,
such as when patients became upset at male carers providing personal care. At both sites there
were multiple places for recording care. At site 1, there were medical and nursing notes. At site 2,
there were medical notes, nursing notes, separate nursing notes, and notes kept by the 1:1 team.
Notes from the 1:1 team were not reviewed as they were not readily accessible and were kept

within the team.

The Neuropsychiatric Inventory

Many tools have been developed to assess the neuropsychiatric symptoms associated with
dementia (van der Linde et al., 2014b). Some cover the broad range of behaviours, such as BEHAVE-
AD tool (Sclan et al., 1996) and Neurobehavioral Rating Scale (NBRS) (Sultzer et al., 1992), while
others focus on one domain, such as the Cohen-Mansfield Agitation Inventory (CMAI) (Cohen-
Mansfield, 1986) for agitation. The behaviour and mood of patients is an important factor that

influences decisions for care and staff actions, as such it was important to capture this information.
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A review of instruments used to measure neuropsychiatric symptoms found the Neuropsychiatric
Inventory (NPI) to be the most widely used tool (van der Linde et al., 2013). The NPI has been used
in clinical trials to determine responses to treatments (Ballard et al., 2018; Geda et al., 2013;
Goldberg et al., 2013) and in research to provide a description of the behaviour and mood

characteristics of people living with dementia (Glover et al., 2014; Travers et al., 2013).

Cummings et al. (1994) developed the NPI to assess behaviours and mood in people living with
dementia. Originally assessing 10 behavioural domains (delusions, hallucinations, dysphoria,
anxiety, agitation/aggression, euphoria, disinhibition, irritability/lability, apathy, and aberrant motor
activity), an additional two domains were added (night-time behaviour disturbances, and appetite
and eating abnormalities) in recognition of common behavioural changes in people living with
dementia (Cummings, 1997). The NPI can be administered quickly through an interview with an
informant, often the family carer or healthcare professional involved in the person’s care. This
confirms the presence of behaviours, their frequency, and severity. The use of an informant to
report neuropsychiatric symptoms in the person living with dementia is common for most tools in
recognition that self-report of these symptoms may be difficult or inaccurate (van der Linde et al.,
2014a). However, a reliance on proxy reports of symptoms was considered to be a limitation of the
tool (Geda et al., 2013). In response, the Neuropsychiatric Inventory-Clinician rating scale (NPI-C)
(de Medeiros et al., 2010) was developed, allowing the clinician to use their clinical judgement to
assess information from both the patient and the informant to score the occurrence and severity of
symptoms. Additional versions of the NPI have been developed in recognition of the different
settings and uses, for example the Neuropsychiatric Inventory-Nursing Home Version (NPI-NH)
(Wood et al., 2000) for use in long-term care facilities, and the Neuropsychiatric Inventory
Questionnaire (NPI-Q), a briefer version of the NPI for use in clinical practice and research. For this

study | used the NPI-Q.

Analysis

Data from the Neuropsychiatric Inventory and medical notes were entered into SPSS to provide

descriptive characteristics of the patient population at both sites.

Thematic Analysis

Thematic analysis is a widely used method for identifying and analysing patterns in qualitative data

(Clarke and Braun, 2013). It is not tied to a specific epistemology and is, therefore, theoretically
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flexible. Both theory-driven and data-driven methods for data analysis adhere to the principles of
thematic analysis (Clarke and Braun, 2013). The method for analysis has been used in qualitative
studies of people living with dementia admitted to hospital (Brooke and Semlyen, 2017; Lichtner et
al., 2015) and in realist evaluations (McConnell et al., 2015; Williams et al., 2013). In realist
evaluation, analysis is consciously theory-driven and draws on deductive, inductive, and retroductive
strategies. A realist thematic analysis acknowledges the role of existing literature to support the
identification of contexts, mechanisms, and outcomes that feed into the explanatory account.
Boyatzis (1998) highlights one reasons for using theory-driven thematic coding is to extend or refute
previous work by the researcher. For phase two of the study, | was testing the programme theory

from the realist review (Handley et al., 2017).

The unit of analysis in realist inquiry is the CMOC (Dalkin et al., 2015), however there is no standard
approach to how this is operationalised in thematic analysis. Some researchers separately identified
contexts, mechanisms, and outcomes before linking these components together (Paré, 2016, July
14). Other researchers have identified dyads or triads of data (combinations of the context,
mechanism, and/or outcome elements) as a basis for coding data (Jackson and Kolla, 2012). While
not endorsing a specific technique, Pawson and Manzano-Santaella (2012) highlight that analysis
should lead to explanations which configure the components of a realist explanation. As such, | used
a theory-driven thematic analysis approach influenced by Rycroft-Malone et al. (2016), who mapped
interview data onto CMOCs developed during the theory building stage of their review to test and
refine the programme theory. Appendix 12 demonstrates a worked example of how data from a
transcript was coded to the different areas of the programme theory. Appendix 13 illustrates how

NVivo was utilised to organise data.

The analytic process is dependent upon the associations and the connections the researcher makes
from the data to test the CMOCs (Jackson and Kolla, 2012). To ensure rigour during data analysis, |
wrote memos to record my thoughts and reflections on the data and used meetings with my
supervisors to challenge these interpretations and explore alternative explanations. Data were
further interrogated and findings discussed, and verified with the Research Network Monitors.
Additionally, data from different sources (interviews, observations, medical notes, organisational
documents) were used to support the rigour of the analysis by providing means of triangulation
(Tolson et al., 2007). To further test assumptions, | looked at negative cases to improve

understanding. For example, data from an observation session where there was less staff contact
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with patients (OB0209) supported the interpretation of how a preoccupation with risk management

was driving staff and patient interactions.

Braun and Clarke (2006) identify five phases in thematic analysis:
e Familiarisation
e Generating initial codes
e Searching for themes
e Reviewing themes

e Defining and naming themes

In this study, | have operationalised these phases using a realist approach as follows:

Familiarisation

This phase, like framework analysis (see Framework Analysis, p42) involved immersion in the data.
Familiarisation began during data collection and continued through the transfer of data into
electronic documents. Word documents of interview transcripts, field notes from observations,
summaries of relevant material from medical notes, such as recordings of written evidence of
person-centred care, and relevant data from organisational documents, such as expectations for

care standards from the dementia strategies, were entered into NVivo 11.

| deepened my understanding of the data through reading, re-reading, and recording memos of my

initial interpretations of how data related to the theory being tested.

Generating initial codes

| used NVivo 11 to support the organisation and analysis of data. Before commencing coding, parent
nodes were created from the six CMOCs of the realist review. Two additional parent codes were
created, one around the emerging theme of valuing dementia care, and one which classified data as
unrelated (Table 15). This ensured all data was initially coded to at least one parent node to support

the review and retrieval of data, and refining categories as analysis continued.

Following this deductive approach to coding, data in each parent node were then read and coded
inductively to identify themes and patterns within the data. At this stage codes were extensive and

the context of the codes were kept, often consisting of one or two sentences.
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Table 15: Initial parent nodes created for a theory-driven thematic analysis

CMOC 1: Understanding behaviour as communication to improve staff’s ability to respond

CMOC 2: The role of experiential learning and creating empathy to encourage reflection for

responsibility for care

CMOC 3: Clinical experts who legitimise priorities for care

CMOC 4: Staff with confidence to adapt working practices and routines to individualise care

CMOC 5: Staff with responsibility to focus on psychosocial needs

CMOC 6: Building staff confidence to provide person-centred risk management

CMOC New: Valuing dementia care

Content not CMOC related

Searching for themes

Time was spent comparing data within and across the extensive child nodes developed. A process of

reducing and refining the codes took place where codes containing similar data were merged,

combined, and renamed. For some codes, grandchild nodes were used to retain the detail of the

themes. For example, while the range of responses staff used to work with patients became an

abstracted term for a child node, grandchild nodes were kept to retain the detail of the techniques

used (Figure 5).

Figure 5: Example of the use of a coding tree
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Memos were used to track of challenges and refinements to coding, as well as expanding

information from the data to highlight additional contextual factors that may not be apparent (Table

16).

Table 16: Examples of data with linked memos

Data

Linked memo

Another HCA asks what 9 would like for breakfast. 9 replies that
she has already had breakfast and it is approaching lunch time [FN:
9 has not eaten well during her stay, but may have eaten
something earlier as had been up since 5am]. The HCA says to her,
‘no it is breakfast time, how about some porridge with banana?’ 9
smiles at her and nods, the HCA says ‘l remember you like that'.

The HCA goes and prepares 9’s breakfast. [OB0109]

Patient has infection/delirium
and is not orientated to time and
place. This quote could
demonstrates that HCA
recognises the importance of
nutrition and orientation, or that
the HCA is prioritising the task of

handing out breakfast.

When the 1:1 is happy that 2 is comfortable she goes over to 5 and
checks that she is okay. 5 says that she would like some egg and
bacon. The 1:1 says to her that if that’s what she wants, then that
is what she can have [FN egg and bacon is offered as a breakfast
only if it is ordered]. The 1:1 then says to 5 that she thinks tea is at
6 [FN tea on this ward is at 5].

[0B0208]

1:1 does not recognise that this
might indicate the patient is
hungry, also giving the patient
false information. 1:1 has had
training in dementia care, so is
the ward routine influencing

interpretation of patient need?

The job itself | didn’t find challenging enough. I’'m quite an active
person, so the job does consist, | mean it’s one-to-one. Or even if
you have a bay that you can’t leave the bay. You’re sitting around,
| like to be a little bit more active and | found that | was losing

other skills which | didn’t want to lose. [Site 2, ST0205, HCA]

HCA spent time on the 1:1 team.
Is dementia care recognised as
skilled work? What contributes

to this?

[ward] It was for dementia, because dementia requires a specific
time with patients. Sometimes it’s really hard to manage a
dementia patient on another ward so when | have been to another
ward and the patient is being really difficult because it’s hard to
manage. Here we are two health care and two nurses and at any
time there is someone in the bay. In other wards it is difficult to do
that because you have one nurse, one health care, so if one is
busy, the other one is busy there is no one who can keep an eye on

the patients, they can fall anytime. [Site 1, ST0103, Nurse]

A recognition that working with
patients with dementia can be

challenging (mechanism?).

Is the context of patient risk key
for organising resources and staff
time? Does this influence how

patient needs are defined?
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Reviewing themes

At this stage, | looked for clear, identifiable distinctions between the themes by reviewing all the
data in each theme, considering the contribution of the data to that theme, re-coding data where

necessary, and refining definitions.

As coding continued, it became apparent that a considerable amount of data had been double coded
to CMOCs 4 and 5. Data were reviewed and as a result, CMOCs 4 and 5 were merged and renamed

to CMOC 4/5b: Engaging with opportunities to spend time with patients.

Defining and naming themes

A narrative account of the data under each theme was created. Accounts were shared with
supervisors for comment and further challenges to interpretation. Themes continued to be

redefined and names were adapted to reflect the ongoing analytic process.

Ethical Considerations

As with all studies, there were ethical considerations that needed to be addressed, these are

discussed below.

Consent

Consent to participate by all participants (patients with dementia, carers, and staff), or assent from
their consultees where patients were considered to lack capacity to consent, was informed,
voluntary, and ongoing. All participants and consultees were made aware that it was their choice to
take part in the study. For patients, they were informed that if they chose not to take part this
would not affect clinical care. For staff, they were assured that if they chose not to take part this
would not affect their working relationships with colleagues or other aspects of their employment.
Participants were also made aware they could withdraw from the study at any point and that their
decision would be respected, this was not something that happened after commencing data

collection. Additional considerations for consent are discussed below in relation to the participant

group.
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Patients with dementia

This patient group is particularly vulnerable due to their declining health, declining cognitive abilities,
and age related difficulties. The consent process for patients with dementia complied with
requirements of the Mental Capacity Act (Department of Health, 2005) in that capacity to consent
was assumed unless there was evidence to the contrary. Patients were considered to have the
capacity to consent when:

e the person understood the purpose of the research

e the person understood what their involvement in the study entailed

e the person understood they had the right to not participate and this decision would not

affect their care
e the person was able to retain the information about the study and use it to inform their

decision of whether or not to take part

Where capacity was lacking, a consultee process was followed (Figure 6).

Assessing capacity

| was responsible for assessing the capacity of potential participants. This was informed by my
observations of patients, conversations with patients, and the perceptions of staff regarding a
patient’s ability to understand the study information. Staff were also asked if they were aware of
information about the patient that would support conversations, such as the person being hard of
hearing or personal interests. Eligible patients were assessed to have capacity though:

e initial conversations to explore their communication abilities so information could be

adapted accordingly
e introducing and explaining the research and their potential involvement
e checking their understanding and retention of the research and general acceptability of the

study

Dewing (2007) suggests that the researcher engages in critical reflection where there is uncertainty
regarding consent. The researcher should be confident that the person is consenting before they
are considered recruited to the study. For some patients initially thought to have capacity and who
were able to engage in general conversations, it became clear more complex discussions around the
research were difficult, and clarity to obtain informed consent was uncertain. For example, one

patient spoke at length about their family and life experiences, but they had limited ability to
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understand and retain information about the study. In this instance, further advice was sought from

a personal consultee.

Once capacity and interest in the study were established, | began the formal process of consent.
Patients were given an Information Sheet (Appendix 14) which | talked them through page by page.
After which, this information was left with patients to have time to consider their participation.
Some patients agreed or declined immediately. Where the patient declined this was respected.
Where patients agreed, due to the speed of their agreement | spent time confirming their
understanding. In some cases this was achieved quickly, in other cases this took more time. For
example, one patient appeared to agree to participate quickly and then went on to talk about other
topics. Attempts to revisit consent were met with further unrelated conversations. However, at the
end of a conversation another attempt was made to confirm consent. The patient said “Yes, yes,
yes,” while waving his hand in a dismissive gesture towards the paperwork. This was interpreted as
consent but that the patient was more interested in using the opportunity to talk about other

subjects. Written consent was later obtained.

For all patients judged to have capacity who consented, this was recorded appropriate to their
abilities: either as written consent or as verbal consent that was observed by a member of staff who

signed a witness document.

Consultee process

A large proportion of eligible patients were too ill or too cognitively impaired to be able to provide
informed consent. In line with the Mental Capacity Act (Department of Health, 2005), for patients
who lack capacity to consent, a personal consultee was identified to give assent to the study (Figure
6). The personal consultee was asked for their opinion, based on their prior knowledge of the person
before they lost capacity, whether they would have wanted to participate or not. In one instance a
personal consultee was not identified and so a nominated consultee was contacted for assent. A
nominated consultee was defined as a senior member of the clinical care team who was not directly
involved in the research or patient's care (Scott et al., 2011). In this case, they considered it was not

appropriate for the patient to participate in the study.
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Figure 6: Process for consenting patients
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Consent in the moment

For people living with dementia consent is not necessarily a single remembered decision and was
revisited throughout data collection. For patients who consented to be interviewed, | ascertained
ongoing consent in the moment (Dewing, 2007). During interviews | was sensitive to the patient’s
mood, verbal and non-verbal communication that might suggest a decision to consent had changed.
For two interviews, changes in patients’ mood or needs related to their acute condition led to my
decision to bring the interviews to an end. These patients did not withdraw their consent to use the

interview.

Consent for non-participant observations

Observations on the ward operated an opt-out process for recruitment. Opt-out approaches for
non-participant observations have been used in other studies with patients with dementia in
hospital settings (Caswell et al., 2015). Patients received written information about the purpose of
the study in advance of observations. On the day of an observation period, | aimed to advise
patients prior to the start, or during if this had not been possible, because, for example, they had
been sleeping, that | would be making notes about their interactions with staff. | informed them
that they could choose to participate or not, and that their choice would be respected (Cardona-
Morrell et al., 2015). No patients objected to being included in observations. Ongoing consent was
used throughout observations. If, during observations, a patient exhibited distress due to my
presence, observations would stop. However, the observations did not stop due to general distress,
as distressed behaviour can be expected from patients with dementia in hospital wards for a variety
of reasons; they may not understand where they are, why they are there, or the need for treatments
and care that are being delivered (Goldberg et al., 2014). It was not necessary to stop any

observations due to patient distress as a result of the research.

Staff who regularly worked in areas where observations took place received information packs at the
start of the study. Included in the pack were participant information sheets (Appendix 15), consent
forms for observation, opt-out forms for observation, and a pre-paid envelope. A total of four opt-
out forms (two from each site) were returned prior to the start of observations. These staff were
reassured that their decision was recognised and that no information would be collected about their
work with patients. On the few occasions where these staff were working on the ward, observations
took place in other bays. During one observation period one member of staff who had opted-out

began working in the bay sometime after the start of observations. | discussed with them that |
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would not record information about them. However, after this discussion the member of staff

agreed to participate.

Staff affected by observations were informed on the day before the start of data collection and were

given the opportunity to opt-out of observations. No staff verbally opted-out.

Visitors to the ward

Hospital wards are busy places and it was not possible to anticipate all people who may enter an
area (Hammersley and Atkinson, 2007; Mulhall, 2003; Pollock, 2012). When observations were
taking place, efforts were made to draw attention to my purpose on the ward through posters

explaining the study (Appendix 16). No visitors objected to the research.

Confidence in informed consent

Mulhall (2003) discusses how confidence in informed consent of those being observed is difficult.
While every effort was made to inform patients of the purpose of the study and my role, it is
acknowledged that some patients would have lacked understanding, or the ability to retain the
information. Ongoing consent was used to assess patient consent to observations. Observations
were also acknowledged to be a positive experience for patients, there were times where patients
actively engaged with the research process. For example in one observation period, a patient choose
to sit with me and started to talk through the events going on in the ward, pointing out what was

happening with different patients.

Pressure to consent due to concerns about the impact on care were minimised as | was not involved
in patient care. However, a few consultees commented that they considered my presence would

give them an ‘extra pair of eyes’ on their family member.

It was made clear to staff that they did not have to participate in the research; that their
participation was voluntary and would not impact on their role or the patients that they cared for. It
was unclear if there were staff who felt unable to voice their reluctance to participate. A minority of
staff did appear avoidant. For example, one staff member approached for interview who initially
indicated interest but then maintained a distance from me. After reassuring them they did not have

to participate, they confirmed they had felt guilty and had been avoiding me.
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Anonymity

While anonymity was guaranteed for all participants, in some cases this would be difficult. For
example, some participants hold positions which are unique in the Trust and represent a small
number of professionals across the country. Efforts have been made to ensure participants are not
identifiable in the write up of this report by collapsing the categories of staff roles, and when
necessary, not providing site information. Participants from the sites were allocated a code upon
recruitment to the study and these codes were used to replace their names in any data collected,
such as interview transcripts. Additionally, any names of individuals or places mentioned during
interviews were anonymised when recordings were transcribed. During data collection for
observations no identifiable data was collected. Recording of information in field notes and during
transcription ensured this by: staff only being referred to by their role; patients being assigned a
number that was used throughout the observation period; and reference to visitors did not record

their relationship to patients.

Confidentiality

Steps were taken to protect the confidentiality of participants. However, it was highlighted in
participant information documents that where there were concerns around harm and safeguarding
issues, confidentiality could not be guaranteed. Further guidance for the steps to be taken were laid
out in the ‘Bad Practice Protocol’ (Appendix 17) that was reviewed as part of the ethics submission.
During data collection, | was informed of a potential incident of harm where these processes needed
to be followed. While | did not observe the incident myself, | did seek permission from the
informant to raise the issue further. In the literature on nursing research there are few examples of
ethical dilemmas relating to addressing concerns for harm. However, Pollock (2012) argues that
there needs to be “acknowledgement and acceptance of the intrinsically difficult nature of ethical
issues” adding that is not always evident what is the “right thing to do” (Pollock, 2012, p19). She
proposes a process that supports the discussion and reflection of the situation to agree the course of
action. This process was followed and discussion with my supervisors, informed by guidance in the
protocol, led to an agreed appropriate course of action. | raised concerns with a senior member of
staff who complied with our protocol requirements and sent written confirmation of how the
incident was addressed. This occurred in the first week of data collection at the site, and while | had
concerns this would impact access and relationships with key informants, the quantity of data

collected was comparable to the other site and it did not appear to inhibit conversations with staff.
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Public Involvement

Members from two public involvement groups were involved in the study; a Research Network
Monitor group from Alzheimer’s Society and members from the University of Hertfordshire Public
Involvement in Research Group. Members from both groups appointed to the study had experience
of caring for a family member with dementia. Members from the University of Hertfordshire
advised on the initial draft of the study design, which influenced the focus of the study to evaluate
interventions from the perspective of those using the service rather than those designing
interventions. Members from both groups were involved in discussions about the study’s progress
and commented on information sheets and interview schedules for use in the realist review (phase
one), and the evaluation (phase two), offering advice for improving understanding of the

information.

Twice yearly meetings were held with members from the Alzheimer’s Society research network
monitors to share emerging findings and the progress of the research. They commented on findings
and analysis which helped to ensure inferences resonated with their experience and were relevant.
For example, at the June 2016 meeting the findings from the realist review were presented to the
members. At the time, the context-mechanism-outcome configurations were understood to
contribute to two programme theories: 1) reframing of dementia care and the priorities for work; 2)
staff responsibilities for psychosocial care and risk management. The research network monitors
considered that the two programme theories were not distinct enough to merit being defined
separately. This promoted me to revisit the theories and the evidence that had contributed to their

development to consider a programme theory which combined the overlapping elements.

The challenge of recruiting carers to the study was potentially limiting. The research network
monitors were able to offer insights from their experiences of family members’ admission to hospital
and provide comment on what they considered important. One member highlighted that although
carers were able to visit any time during the day, gaining information about decisions for treatment
and care was difficult and required strategies from carers to ensure they were in the right place at

the right time.
“[hospital] ward round process meant that they [medical team] could turn up any time

between 9am and 4pm, so it really meant camping out during the day (which | did) to make

sure that happened.” (Research network monitor, email communication, January 17, 2017)
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This member also contributed their thoughts on how they viewed positive and negative aspects of
care. The admission of their relative coincided with a meeting to discuss the development of the
programme theory following previous comments and the member was able to confirm that the

findings were consistent with their experience.

In the final meeting, findings from the evaluation were shared, and there was consensus amongst
the research network monitors that the study had produced interesting findings that could inform
further research and practice development. For example, they agreed that verbal agitation was a

key area of concern for patients, carers, and staff.

AgeNet Seminar

On 19™ July 2016, review findings were presented and discussed at an AgeNet Seminar on dementia-
friendly healthcare. A total of 75 participants were present and represented a range of academics,
the general public, and practitioners from across social care, and primary and secondary health care.
Nineteen attendees worked in hospital settings. Attendees were encouraged to comment on the
findings and agreed the interpretation of the evidence resonated with their experience. For
example, in a discussion around implementing learning from training, attendees confirmed how
their reasoning for applying the new knowledge to their practice was influenced by contextual

factors such as the priorities of the organisation.

A critical review of realist evaluation

Realist inquiry is a methodology that is flexible in terms of the methods employed, and has been
widely applied to investigate interventions in healthcare research (Marchal et al., 2012). Realist
evaluation can draw useful lessons about how particular conditions are more conducive to certain
outcomes, although it cannot provide predictive guidance or a simple formula for success it is
interested in causality (Pawson and Tilley, 1997). Studies have covered macro, meso, and micro
levels of analysis including: evaluating national organ donation policies (Manzano and Pawson,
2014); organisation-wide processes supporting change and good practice (Greenhalgh et al., 2009;
Marchal et al., 2010); interventions aimed at service level change, such as the use of protocols and
care pathways (Dalkin et al., 2016; Rycroft-Malone et al., 2010); supporting staff development
through education and training (Rycroft-Malone et al., 2014; Wong et al., 2010); and understanding

patient fidelity to treatment regimens (Clark et al., 2005). The diversity of application of the
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methodology is a strength, but has also led to varying interpretations of the key concepts (context,
mechanism, outcome) (Marchal et al., 2012) accounted for, in part, by the level of analysis (Byng,

2005).

Previous research has cited limited methodological guidance as problematic in applying realist
principles to study design, data collection, and data analysis (Greenhalgh et al., 2009; Rycroft-
Malone et al., 2012). Since these earlier studies, reporting standards have been published for both
realist review (Wong et al., 2013) and realist evaluation (Wong et al., 2016) to provide clarity in
applying realist methodology. Published research continues to evolve the method by describing how
processes have been operationalised, providing useful source materials that can be adapted for new

studies (Goodman et al., 2017; Rycroft-Malone et al., 2016).

Bias is of concern when using realist evaluation, with key aspects of the research process at risk of
introducing bias; specifically during selection of data, analysis, and reporting findings (Greenhalgh et
al., 2009; Rycroft-Malone et al., 2014). Data collection involves ‘digging for nuggets’ of evidence that
will contribute to building and testing the programme theory (Pawson 2006). This is a consciously
selective process directed by the researcher who must reduce concerns of bias by exploring rival
theories and looking for negative instances where the same mechanism or context may lead to
different, unintended results. In positivist approaches to research, care is taken to address the
potential of researcher introducing bias through activities such as blinding to intervention allocation
and controlling for external factors. In realist inquiry, as data collection focuses on theory-testing
this could be considered as contributing to the preconceptions of the researcher. For example, the
use of the teacher-learner cycle may influence interviewees to replicate what the interviewer has
proposed (Davey et al., 2014). However, in explicitly outlining their theory, researchers provide
interviewees the opportunity to challenge their assumptions and contribute to refining the theory
(Manzano, 2016). Realist analysis is not purely a deductive or inductive exercise, but involves
interpretation, discussion, debate, and challenges (Greenhalgh et al., 2009). Triangulation of data
and debate within research teams are used to refute or develop explanations for how the
interventions lead to outcomes. A transparent account of the process and findings, which explains
the decisions taken at each point in the research are used to address concerns of bias (Goodman et

al., 2017; Pawson, 2006b).

Realist evaluation has been criticised for its rejection of critical theory as part of the explanatory

account (Porter, 2012). Porter (2015b) considers it important that researchers are explicit in their
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values, and recognise power imbalances to understand how context can oppress (de Souza, 2013).
By underplaying the role of agency and structure and conflating these factors under the rubric of
mechanisms, Porter (2015b) suggests realist evaluation has rejected the critical aspect of Bhaskar’s
(1978) realism, which may lead to a “technocratic interpretations of human problems” (Porter, 2012,
p18). This claim is dismissed by Pawson (2015), who cites his endorsement of Archer’s (1995) theory
of morphogenesis for explaining the temporal sequencing of change as evidence to the contrary
(Pawson, 2013). Context-mechanism-outcome configurations provide the explanatory apparatus for
how people’s choices and capacity for action are influenced by the circumstances they are operating
in (Marchal et al., 2012; Pawson, 2015). By investigating what works, for whom, in what
circumstances, realist evaluation recognises there will be multiple perspectives and outcomes for
how, why, and whether, or not, an intervention works. As such, the conclusions from realist

evaluation are often modest and nuanced.

Difficulties experienced in the application of realist inquiry

| encountered a number of difficulties in applying the concepts of realist inquiry. Through the
support of my supervisors, and referring to the literature on realist methods, | found strategies to
address them. For example, identifying the elements of the programme theory as their component
parts was initially problematic. This is not an unusual problem, and has been reported by others
when differentiating elements of the programme theory as mechanisms or contexts (Marchal et al.,
2012; Rycroft-Malone et al., 2010). In part, this confusion has been attributed to how practical
guidance for operationalising the method from Pawson and Tilley (1997) original text was limited
(Porter, 2015a). As an evolving method which is growing in popularity, the terms have been further
clarified and guidelines developed to help reduce the confusion (Wong et al., 2013; Wong et al.,
2016). However, despite repeated reference to these guidelines and other realist literature, |
experienced difficulty in differentiating between the concepts. | was able to resolve this by
understanding context as the factors that existed prior to the introduction of the intervention, and
mechanism as factors that related to the intervention and staff responses (Marchal et al., 2012).
This was of particular importance when clarifying whether “allocated time with patients” was a
context or a mechanism. For this study, as allocated time with patients was identified as part of the
resources inherent in the interventions and therefore additional to context, it was conceptualised as

a mechanism.
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Additionally, | explored a number of approaches for understanding mechanisms for developing
CMOCs. While approaches recommend further splitting mechanisms into resources and reasoning,
which is in keeping with Pawson and Tilley (1997) original concept, they proposed different
strategies. Punton et al. (2016) promote the use of intervention-context-mechanism-outcome
(ICMO), which can be used to explicitly identify the features of the intervention, separating out the
resources it supplies from the reasoning that it generates. Porter (2015b) argues that agency needs
to be thought of as separate to social mechanisms. Dalkin et al. (2015) propose that mechanisms
can be thought of as the resources an intervention provides, and the reasoning that their addition
prompts in people. For operationalising mechanisms in this study, | used Dalkin et al. (2015) formula
of M (Resources) + C - M (Reasoning) = O. This helped me to understand mechanisms as different
from context, and identify mechanisms in terms of the cognitive and emotional responses of staff

(mechanism reasoning), and the resources inherent in the intervention (mechanism resources).

During the realist review, it became apparent that developing CMOCs with a focus on explaining
patient outcomes as a result of staff responses to resources in interventions gave only a partial
understanding of the processes that led to patient outcomes. For some CMOCs it was necessary to
introduce staff outcomes as an intermediate outcome which could then explain how patient

outcomes were generated. For example:

Access to training (context) which promotes empathy towards people living with dementia
(mechanism resource) can encourage reflection which identifies deficiencies in current
working practices, helping staff to understand their responsibilities for care (mechanism
reasoning), leading them to take more time with patients with dementia (outcome), and

improving the experience of care for patients with dementia (outcome).

This additional consideration strengthened the CMOCs to explain what staff did as a result of the

mechanisms interacting with context to influence patient outcomes.

During data collection and analysis, numerous CMOCs were identified. For example, there were
possible CMOCs around staff ‘opting-in’ to work in dementia care, however this was not developed
as a CMOC as it was not considered specific to dementia care. Pragmatic decisions to drive forward
the research were important to recognise what could reasonably be investigated within the
constraints of the project, while retaining a credible and plausible explanation (Pawson and Tilley,

1997; Punton et al., 2016).
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| used realist review to develop an explanatory account of what supports staff working in general
hospitals to provide good dementia care for inpatients with dementia, and with what outcomes.
Originally, the review had also aimed to test this programme theory. Due to the limits of the
available evidence, in terms of the descriptions of contexts and mechanisms and the quality of the

evidence, | was only able to build the theory. This was tested and refined in the realist evaluation.

Chapter summary

Realist evaluation is a useful methodology for investigating complex interventions implemented into
complex settings. In considering how context impacts on human volition, it is able to account for
multiple outcomes through an explanatory account of how interventions work, or not, in different
circumstances, and for whom. Realist inquiry was appropriate for this study as there has been a
large amount of activity around improving dementia care in general hospitals, with limited evidence
of interventions effectiveness on staff practices or patient outcomes. | have justified how the choice
of study sites, participant recruitment, data collection methods, and analysis in relation to the
research aims and objectives of this study. While there are methodological issues related to the
concepts and application of realist inquiry, | have attempted to minimise these through debate,

triangulation, and transparency in analysis and the presentation of findings.
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Chapter three: Realist review findings

In this chapter | will present the findings from phase one of the study, the realist review. The review
was complete in three iterative stages which utilised data from interviews with stakeholders and
from the current evidence-base. Stage one culminated in the development of three candidate
theories based around the work of change agents. The evidence that informed the development of
these theories are set out below. The candidate theories refined the search terms and focus of the
study. Further evidence collected from the literature challenged and developed these concepts to
produce six context-mechanism-outcome configurations, which together make up the programme

theory.

The review process (Figure 7) demonstrates how decisions were informed by understanding from

the evidence and identification of gaps in knowledge.

Stage 1: Defining the scope of the review: concept mining and theory development
Stakeholder interviews

Semi-structured interviews with 15 stakeholders explored their interpretation of dementia-friendly
healthcare (Table 17). Interviews lasted an average of 37 minutes (range 19 to 55 minutes). Nine
were conducted on the telephone, four were face-to-face, and two were through Skype.
Stakeholders discussed their experiences of designing, implementing, and/or receiving initiatives for
improving dementia care and services in healthcare, and what they thought was key to supporting

the development of dementia-friendly healthcare services and care practices.

Table 17: Stakeholder characteristics

Professional Background Number
Nursing 6
GP
Physiotherapist 3
Social work 2
Education 1
Community 1

15
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Figure 7: The review process

Phase one: February to September 2015

Scoping search

Searches run February 2015
Language restricted to English
Date restricted 2000~ 2015

Search terms:

“dementia friendly”, “dementia appropriate
AND health care”, “dementia awareness AND
health care”

Databases searched: PubMed (1186) and
CINHAL (87).

Stakeholder Interviews

15 stakeholders (March 2015—
September 2015)

!

Decision to focus on
interventions in secondary
care for people living with
dementia admitted to
hospital

Total results: 1273
After duplicates removed 1242

After title and abstract (only primary or
secondary health care, an intervention to
develop dementia friendly health care
environment): 129

At this stage papers were read to understand
the concepts behind dementia friendly
interventions in health care to inform decisions
for structured searches

Phase two: September 2015 to February 2016

Phase two searches

Searches initially run September 2015
Search alerts scanned to February 2016
Language restricted to English

Date restricted 2000 - 2015

Search terms:

(dementia AND (friendly OR appropriate OR
awareness OR champion OR liaison OR ward OR
environment OR education OR training OR nurse
specialist OR lead* OR person centred care) AND
(hospital OR acute care OR secondary care))

Additional search terms:

dementia AND (change agent OR champion OR
knowledge transfer OR knowledge translation OR
opinion leader)

Databases:

Cochrane Library (incl. CENTRAL, CDSR, DARE,
HTA) (244), CINAHL (610), PubMed (4253), NHS
Evidence (819) and Scopus (410)

Total results: 6336
After duplicates removed: 5786

After title and abstract (only secondary health
care, not end of life care): 207

Papers taken forward from phase two of the
review: 23

Decision to exclude
literature relating to end of
life care for people living
with dementia

Development of hospital
related search terms

Decision to focus on papers
reporting patient

A4

outcomes. <

Additional search terms
reflecting role of change
agent developed.

Searches initially run July 2015
Language restricted to English
Date restricted 2000 - 2015

(dementia AND (friendly OR appropriate
OR awareness OR champion OR liaison OR
ward OR environment OR education OR
training OR nurse specialist OR lead* OR
person centred care) AND (hospital OR
acute care OR secondary care))

Databases
PubMed (4049) and CINHAL (598)

Total results: 4647
After duplicates removed: 4311

After title and abstract (only secondary
health care, not end of life care): 178

Additional searches in Google Scholar, no
further papers identified

Papers taken forward for phase one of the
review: 22

Grey Literature search:

The following databases were
searched in September 2015 and
November 2015

+Health Education England
*NIHR

*NICE

*Department of Health
*Royal college of Nursing
+Alzheimer’s Society
+Dementia Action Alliance
+Q0pen Grey

*The Kings Fund

*Age UK

sCarers UK

Identified some papers already
included and useful background
literature, but no additional papers
added to the review

Papers added by

supervisory team: 2

Papers added through
snowballing: 1

Related Learning and Theory areas
explored:

*Stigma and health care

¢Education and raising awareness
Disability rights and legislation
*PLWD in care homes

«Specialist wards designed for treating
stroke and delirium

*Nurse as Change Agent

*Age Friendly Hospital

*People with learning difficulties in
hospital

*Older People and Dignity in hospitals

Theory areas and learning from other
vulnerable groups were considered as
possibly relevant, but during the scoping
demonstrated limited opportunities for
transferable |learning for people living
with dementia. These areas for
investigation were therefore not further
followed up or included in the next
phase.

Papers added from searches for
identifying pain in patients with
dementia and the role of behaviours
that challenge: 2

v

28 papers taken forward for Phase three (analysis and write up)
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The stakeholders provided insight into how staff practices are likely to affect patient and carer
outcomes, how dementia-friendly healthcare is defined, the range of interventions that have been
used, and how stakeholders thought they worked, or not. Interviews were not specific to hospital
settings at this stage in the review, but cross-cutting themes were identified which were transferable

and are reported below.

Working in ways that consider the patient with dementia’s needs

All stakeholders highlighted that healthcare staff needed to consider the needs of patients with
dementia and adapt their work accordingly. Routine hospital practices, noisy and confusing
environments, and staff under pressure to perform care tasks quickly with limited explanation, were
all recognised as difficult for patients with dementia. Patients may not understand why they were in
hospital and find the experience overwhelming, causing them anxiety which might be expressed in

behaviours that challenge staff, as this quote demonstrates:

“you cannot just expect a person, particularly a person with, you know, more advanced
changes to simply sit and toe the line and be able to be at the speed and process everything
at the speed that needs to happen., A lot of older people without cognitive impairments find
the acute hospital experience disorientating... taking them to A&E, then they’ve gone to
medical assessment, then they’ve gone to a ward, you know, they’re moved again at some
point during a very short stay, it’s challenging for the best willed people, let alone somebody

who has got a significant cognitive impairment.” (SK04, Nursing)

Excessive sensory stimulation can overwhelm people living with dementia and lead to difficulties,

something that was identified by the stakeholder living with dementia:

“it is a sense of overload, I’'m aware of these things now and again, too many lights and
things like that, steps, following this, people, noise at times can be overloading, so the
awareness, and those are changes [to cognitive processes]” (SK03, person living with

dementia)

Being overwhelmed by a situation is one reason that can lead patients with dementia to behave in
ways staff find challenging. This might be misinterpreted, leading to practices that address the
behaviour rather than the underlying need, such as anxiety or distress. One stakeholder gave a

detailed account of the consequences of when a patient with dementia attempts to leave the ward,
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leading to them being put on special observation, rather than staff trying to discover why they

wanted to leave. They observed:

“these things just are common now and nobody is saying, hang on a minute here, we need
to step back and review this and we need to know why have we got into this step in the first

place” (SK04, Nursing)

Stakeholders identified ways of working with patients with dementia that would accommodate their
difficulties. Two stakeholders (SKO5 and SK13) addressed how difficulties with memory were
overcome by staff taking responsibility for reminding the patient of appointments and including the
carer in the communication. Other stakeholders (10/15) raised the issue of not rushing during

interactions:

“so this person who wasn'’t aggressive became aggressive in the mornings when he was
getting washed and dressed, no surprise there... But she, the nurse went in and spoke to the
[care home] staff and did it with them, saying you know, if you do this much more slowly
and more carefully and showed them how if they took much more time and didn’t... That he

could actually get in and out of bed without becoming aggressive.” (SK02, Education)

This demonstrates how recognising the needs of people living with dementia and providing care in

ways which consider those needs can influence patient outcomes of care.

Defining dementia-friendly healthcare

All stakeholders were asked what they understood by the term dementia-friendly healthcare, and
how they thought it could be achieved. For eight stakeholders, dementia-friendly healthcare was
about an awareness of dementia across the workforce; that staff understood what dementia is, the

effect on the person, and the implications for accessing healthcare services:
“to make it dementia-friendly, and I’'m talking really frontline here, you need education

about what dementia is so you can get staff to understand that they might need a different

approach.” (SKO1, Nursing)
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Linked to awareness was the idea of developing a workforce that had the confidence to work with
people living with dementia. It was thought by three stakeholders that this would improve staff

ability to manage patients and, therefore, improve the efficiency and effectiveness of the services:

“I think it’s something that we’ve struggled with for a long time in physical healthcare is
when you get a person with a physical health problem who has also got a mental health
problem, like dementia, it can be a real challenge to manage them really well and | suppose
it’s that whole process of everything that we can do to be better at supporting and

managing that group of people.” (SK06, Nursing)

Not all stakeholders thought that dementia-friendly healthcare was achieved when staff were aware
and confident working with people living with dementia. They saw it as something more ingrained in
how the person was perceived. Three stakeholders thought that for healthcare to be dementia-

friendly, staff needed to have different values about people living with dementia, to treat them with

humanity and to be able to see them as people who had difficulties rather than as a burden:

“l understand this is good because that maybe some quick wins is a good thing, but | think
that people on the whole are missing the challenge that they’re talking about here have met
just superficial fixes, where, you know, it’s a bit like adding a few accessories to a room and
then they’ll be fine, and actually it’'s much more substantial than that and it should be
connected to our values and beliefs about dementia, people with dementia and what it
means to be human and sort of the spaces and places that we all need to flourish.” (SK04,

Nursing)

Some characterised dementia-friendly healthcare about addressing the stigma people living with
dementia face and the need to challenge assumptions that they do not have the same rights or
feelings as people without dementia. Stigma, along with discrimination, was recognised as leading

to inequitable access to services:

“they [people living with dementia] get excluded [from services] because of attitudes towards

dementia, because of stigma, because of a whole lot of things” (SK01, Nursing)

Negative assumptions about people living with dementia affected the way staff provided care. For

example, restricting care choices, failing to properly assess needs, or involve them and/or their
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family carers in decision-making about care and treatment provision:

“it’s almost an assumption that that person gets categorised as having dementia, so they’re
all going to be having the same problems and immediately that one-to-one supervision is
put in place, so as soon as the person gets up, it’s very much sit down again, sit down, what
do you want, without actually looking at what they need, what they want, you know, if they
want to go for a walk or do they want to go off the ward, just have a chat with them and,

you know, it’s those kinds of things.” (SK10, Occupational Therapist)

For these stakeholders interventions needed to address issues of stigma and discrimination by
tackling the way people living with dementia were viewed by staff. Promoting an understanding of
the abilities people living with dementia had, the difficulties they faced, and not seeing dementia as

a reason to exclude them from participating in decisions in care or gaining access to services.

Range of interventions

Stakeholders identified, and were asked about, a range of initiatives that aimed to improve care and
services for patients with dementia. The interventions and the way stakeholders understood how

they might work are described below.

Education and training to improve awareness in dementia and understanding towards patients with
dementia

Stakeholders (12/15) discussed the importance of dementia awareness training and education to
help staff understand what dementia is, and how they could improve their communication with
patients with dementia. It was seen as necessary to compensate for the lack of focus on dementia

care skills during professional training and a shortage of staff with dementia expertise:

“[FN: informed by conversations with colleagues who train nurses] actual input about
dementia on a nurse qualifying programme is really actually quite minimal, so people can
qualify without knowing a huge amount about dementia, and so you, it then means that you
become very, you know, continuing professional development and training opportunities

become really important.” (SK07, Social Work)
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Training was also designed to help staff understand the difficulties patients with dementia faced, to
get them to think about the way they worked with them in an attempt to make their care practices
more appropriate; for example that more time was taken, and simple, clear explanations were given.
Fast-paced, confusing tasks were used to simulate the experience people living with dementia
commonly faced in everyday situations to trainees. They were invited to reflect on this and consider

how they might improve completing care tasks with people living with dementia.

The active process of reflection was considered important for deepening the learning experience.
However, six stakeholders identified that for training to be effective and used in practice it needed

to be supported by managers and dementia champions:

“we can do quite a lot of work around training in dementia awareness, | think that’s got to
be one of the big strategies, just about trying to help the staff understand and feel more
confident about reaching people with a cognitive impairment but | suppose training is only a
bit of the story, that just because somebody knows something is true because they’ve been
taught it doesn’t mean they necessarily put it into practice so | think there’s a lot around
leadership and around challenging poor practice to try and embed the sort of skills that

they’re teaching in the training setting.” (SK06, Nursing)

Linked to this reinforcement of learning from managers and peers was the importance of developing
group consensus. One stakeholder’s experience of changing care practices to provide better care for
patients with dementia highlighted how there needed to be a shared commitment from all staff for

changes to be accepted and sustained:

“I've tried to, you know, educate people around me about what person-centred care looks
like and I've done some training with staff, just what | can, with the new ward team that | had.
But I've realised very quickly it’s very limited what you can achieve, it has to be a whole culture
of change... one person can’t change a whole team ethos. Even if there was somebody who
was a really strong leader... it has to be a fundamental commitment to changing the kind of

approach.” (SK14, Nursing)

There were differing views on the benefits of dementia awareness training. Some stakeholders felt

that it was important for everyone in the hospital to be included while others were more sceptical of
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the value of current training, considering it to be too superficial and would not lead to the

anticipated changes in practice.

Dementia champions to support staff to work well with patients with dementia and role model good
dementia care

Dementia champions were discussed by 11 of the stakeholders. The roles of dementia champions
were identified as bridging gaps in knowledge about dementia where training and expertise was
lacking, helping to embed new practices, addressing poor practices and role modelling good care,

and identifying environmental changes that would be beneficial to patients with dementia.

Stakeholders acknowledged the difficultly faced by dementia champions, that they needed to
balance the demands of their paid role with those of the dementia champion role. The dementia
champion role required creative thinking about how dementia care could be improved in their
locality without receiving any additional support, such as time off the rota, or time to attend group

meetings.

Stakeholders conceptualised dementia champions’ purpose differently. Some saw dementia
champions as proactive, autonomous agents, with a role in streamlining practices for the benefit of

patients with dementia:

“I guess that’s what they’re put in place to galvanise things aren’t they, to make things
happen, to stir it up a little bit so that the appropriate responses are made, that ward nurses
know what to do with the very confused and distressed person with dementia, that medical
specialists don’t hang on to them for too long, but transfer their care to somebody who is
better skilled to manage the problems that are created and so on, so that | would see the
dementia champion as having a political, with a small ‘p’, job of making a system work.”

(SK13, GP)

Others thought they were a positive way to address deficits in staff knowledge about dementia and
help to bring all staff up to a level of knowledge in dementia and dementia care. Two stakeholders
described their role as disseminating information and implementing new practices that more senior
colleagues had identified as important. This suggested the autonomy and initiative of dementia
champions to instigate change is limited, and that their role is to disseminate management plans

through peer-to-peer communication strategies:

100



“Well the dementia champions | have to say are very keen and very good at implementing
what is being asked of them at meetings and that kind of thing.” (SK10, Occupational

Therapist)

One stakeholder saw them as a negative strategy that created a skills gap in other staff, limiting the
probability all staff would take responsibility for working with patients with dementia and isolating

the dementia champion from the staff group:

“We found that actually it created a bit of a skills gap between myself, who’s managing
things with all of the very, very complex patients with dementia, and the ward staff who
were sending the complex patients my way because they didn’t feel that they had the
confidence and the skills to manage them and it meant that we had a group of therapists
who actually didn’t feel confident and so if | was off for whatever reason those patients
weren’t picked up... it’s good to have specialist staff who know what they’re talking about
and who can advocate and liaise, but we also have to make sure that there is up-skilling of
all of the staff who would be involved with that so that isn’t this culture of ‘Oh that’s not my

job because I’'m not that champion’.” (SK09, Occupational Therapist)

Another stakeholder felt there were inherent weaknesses in the use of dementia champions if
people who volunteered were not in a position of authority, adequately prepared, or had an

influence over other staff members to implement changes:

“[dementia champions] they’re expected to be able to work in very complex cultures, work
as an insider change agent, or a practice developer when they’re not always in a position of
management or leadership position, and implement a huge amount of change as a practice,
and routine, and ritual, with people who've still... still for the large part still do have a mind-
set that they don’t like people with dementia, frightened of dementia, they don’t think
people with dementia should be in their service, and these... how can you adequately expect
people to change a system, to change ways of thinking, deep rooted values and behaviours

with, you know, a half day or one day or a two day preparation?” (SK04, Nursing)

The role of leadership in prioritising quality dementia care

Eleven stakeholders discussed the role of leadership in enabling change and improving provision for

patients with dementia. One stakeholder identified that hospital management would need to be
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convinced of the problems and solutions for dementia care for dementia to become a priority when
set against competing concerns, such as diabetes and cardiac problems within a general hospital.
The motivation for hospital management to focus on dementia, either through passionate senior
clinical staff or incentive schemes such as CQUINs, was discussed. One stakeholder identified how
clinical leaders with a clear vision for the way in which services should be organised for patients with

dementia could influence the way training was designed and delivered:

“they [clinical management at hospital] have a real clear view about their community and
what they want it to look like and they’ve got a specialist ward in [hospital] so they are
doing, | mean they’re approaching this diversity of knowledge problem by deciding what it is

they want and then they’re skilling their group up in that way.” (SK02, Education)

A key factor of clinical or organisational leadership was that they could make changes happen; they

could access funding or resources for change and set the priorities of care for staff work.

However this top-down approach was not something accepted by all stakeholders. While one
stakeholder accepted that resources became available when clinical leadership understood the need
for change, they believed that it was only frontline staff who could implement the changes through
understanding why they needed to adapt their ways of working. Another stakeholder identified the
negative consequences of a top-down approach to change; that staff could become sceptical of the

messages and disengage with the process of change:

“I think that there is often a lot of cynicism about management and leadership and that

sometimes things that you impose from above, people get angry about.” (SK07, Social Work)

Identification schemes to signal to staff a person has dementia

Three stakeholders discussed the use of identification schemes, where a symbol is place above a
person’s bed or on the patient notice board next to their name to highlight to staff that the person
has dementia. Such schemes are often linked to staff training and resources that gather biographical
information about a patient, such as a family carer’s booklet, to help inform care planning. One
stakeholder articulated the theory behind schemes, such as the Butterfly Scheme or the use of
forget-me-not symbols, was that staff would recognise the person has additional needs and they

would be prompted to adapt their typical care practices appropriately.
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Another stakeholder explained how the identification scheme made it easier for staff to recognise
patients who would benefit from other resources provided by hospitals, removing the need for a

lengthy referrals process:

“somebody who’s got a diagnosis of dementia there will be forget-me-not flower [on the
patient board] which means it’s easy reference that whether it’s phlebotomist, a security, or
a porter, or a volunteer. They can easily see who has got an existing diagnosis of dementia
and for the volunteers it means that they can identify who has a dementia diagnosis and

they can then identify the correct nurse to speak to.” (SK09, Occupational Therapist)

Computer systems were also being adapted to capture diagnosis status information, share the

information with the clinical team, and flag the diagnosis at subsequent admissions.

Volunteers and activities coordinators to provide activity and distraction with patients with dementia

Seven stakeholders discussed the benefits of using volunteers and activities coordinators for
patients with dementia. Benefits included reducing boredom and the onset of behaviours that
challenge, improving the patient experience, finding out more about the patient with dementia, and

freeing up time for clinical staff to focus on physical and medical needs:

“getting somewhere away from the ward, somewhere where it’s not all medical, where the
personality of the patient could come out really strongly. And it was amazing, the quality of
what we told was amazing. The amount the patient enjoyed it was lovely to see and how
you could see much more people than patient. It meant that people who could get quite
agitated really had a place where they could go and be occupied and included and
respected, those person-centred things. It meant the nurse didn’t have to do that.” (SK11,

Nursing)

When introducing activities for patients with dementia, stakeholders highlighted that biographical
information about the person, either through close contact with the family, talking with the person,
or use of documents designed to gather this information, would help to ensure activities were

appropriate and supported the interests of the person:

“There was, again, another elderly lady on a ward who was quite unsettled and when the

staff did the This is Me process and talked to the lady’s family, she’d always been a
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homemaker this lady, she’d always been very house proud and very busy with her
housework and what have you, so they just kept bringing her piles of laundry to fold and it
kept her very settled because she was quite happy with the idea that there’s half a dozen
pillowcases and when they were folded they went away and another half a dozen came.”

(SK06, Nursing)

However, one stakeholder highlighted how, even with some background knowledge, it was still
possible to make mistakes with distraction therapies, highlighting the importance that activities are

individualised rather than becoming part of a toolkit that is applied to all patients with dementia:

“I remember being on this ward and I’d been told that this particular patient had been, had
been a nurse and so one morning | got her, | tried to get her to make the bed, help me make
the bed, and anyway, she didn’t really do much, she sort of would pat down, you know, I'd
make the bed and then she’d pat it down and sort of check the pillow’s plumped up nicely,
and | thought to myself ‘oh dear, you know, she’s obviously forgotten how to make a bed,
she’s not very good’, and then | just discovered that she wasn’t a nurse at all, she was an
extremely senior midwife and the idea, the idea that she would be making a bed...and I'd
just assumed that she couldn’t but actually | think it was ‘cos she thought it was beneath

her!” (SKO7, Social Work)

Working with family carers in ways that recognise their desired level of involvement and their own
needs

Six stakeholders discussed the role and needs of carers. They recognised the importance of the
family carer’s knowledge of their relative which could help inform treatment and care plans. One
stakeholder discussed the importance of involving carers to help manage their relative’s health by
including them in the communication for appointments and referrals. Stakeholders discussed the
importance of understanding the level of involvement a carer might like, such as assisting with
feeding, and encouraging their involvement, while also being aware that the carers had their own
needs and were a diverse group. This could be assisted by improving access for carers, although two
stakeholders highlighted that staff attitudes to the unrestricted presence of carers might need to be
addressed. It was thought that improved relationships between staff and carers could be achieved

through better communication and information for carers relating to their relative’s care.
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Biographical booklets to get to know the person living with dementia

Five stakeholders discussed This is Me booklets. They thought they were a good way for staff with
limited time to sit with patients, to get a good history about the person and to identify how to
support and manage them well, by providing ideas for distraction therapies that might work. Two
stakeholders identified that their implementation had been supported by dementia champions. This
suggests that for staff to use new interventions they will need to be promoted by colleagues and
managers. However, if an intervention is perceived as beneficial to staff their acceptance into
practice may develop more organically. One stakeholder identified how they were beneficial to

therapists as they complemented their way of working and the goals of their work:

“they’ve [dementia champions] implemented the This Is Me initiative, you know, to actually
have a booklet and background of who the person is, what they want to do, what their
occupation was and all those kinds of things and they, you know, try to bring that into the

occupational therapy sessions.” (SK10, Occupational Therapist)

Stakeholders thought interventions such as This is me booklets were useful for staff to understand
the triggers for behaviour that challenged and strategies to alleviate them or reduce their incidents.
One stakeholder suggested that prior to the booklets’ introduction to wards, and staff training in

dementia, there was a tendency to treat the behaviour:

“There’s less medication that goes on... | just hear from nurses and from our dementia
champions that the visiting doctors will advise say are they involved in any activity during
the day, could they go, you know, to the day... what about the family, can they come in and
take them out for a walk, you know, that distracting techniques that you’ve got for that

person.” (SK10, Occupational Therapist)

Specialists wards and dementia specialists to address the mental and physical healthcare of patients
with dementia

Six stakeholders discussed the use of specialist wards for caring for patients with dementia in
general hospitals, with five identifying the importance of bringing together expertise in mental and
physical health in order to manage people with high levels of physical needs and cognitive
impairments. However, they did identify challenges for specialist wards being rolled out more

widely; they are expensive, can reduce number of beds available, and have higher staff ratio. One
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stakeholder identified the disparity that such wards could cause across a hospital by focusing
resources in one ward and not addressing the needs of the wider hospital staff and patient

population:

“the fact that one Trust can have one ward that’s this area of clinical expertise and nationally
acclaimed, and then there’s nine of the other wards within the Trust, and the patients on the
other wards still get | think it’s about 40, 50% of people with cognitive impairment on the
normal wards, and they’re receiving a totally different model of care, than that one you’ve

worked on where you know what’s needed and you know what works.” (SK14, Nursing)

Four stakeholders discussed the benefits of mental health and specialist dementia care staff. One
stakeholder identified that there was access to more information about the patient from a mental
health and community perspective. This allowed staff to have a better understanding of the

patient’s needs and what provision they had access to in the community:

“we suddenly had a background, information where people asked what point in the process
they were, what support they had, what community services had been over to assess them

already, so instantly you’ve got information.” (SK14, Nursing)

Specialist staff were also able to role model appropriate care for patients with dementia, providing
staff with reassurance they are doing the right thing. Where there were more serious behaviours

that challenged, specialist staff were able to use their expertise to de-escalate violent situations.

However, there was a potential for deskilling other staff, as staff with nursing and medical roles were
unable to spend the time with patients and had tasks to perform, leaving specialist teams to care for
a patient’s psychological and emotional needs. The impact of a time-pressured hospital
environment could create a divide in how work was allocated between nursing staff and mental

health staff.

Adaptations to the physical environment that support independence and safety

Seven stakeholders discussed the role of environmental changes in dementia-friendly healthcare, for
example using reminiscence rooms or areas that accommodated social interaction. The

environment also helped maintain the safety of patients with dementia. This was through locked
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doors, removal of clutter that was a potential trip hazard, improvements to flooring and lighting, and

noise reduction that made environments calmer.

Staff motivation to utilise resources from interventions and adopt new ways of working

Stakeholders understood that there were different reasons for staff motivation and engagement
with the interventions. Staff who are already persuaded of the need to change practice, regardless
of how they arrived at this acknowledgement, would engage well with initiatives. Sometimes staff
were already aware of the difficulties that patients with dementia faced when admitted to general
hospital and were keen to adopt new practices, such as volunteering to be dementia champions.

Enthusiasm was often located in people who had personal experience of a relative with dementia:

[dementia champions] it’s the people who’ve had the personal experience, the people who

have volunteered to come (SK02, Education)

Some staff recognised that current practices were not working for patients with dementia and that

gave them the impetus to engage with education:

“they [staff] were very receptive to the model of care because they were feeling so deskilled
that they, you know, wanted to really know what can we do that’s going to help make a

difference to the patient and so they were interested to it.” (SK14, Nursing)

One stakeholder suggested that some interventions have a better synergy with particular roles.
Where this is the case, staff were thought to be more likely to incorporate the new practices into
their daily work. The example below demonstrates how biographical information can inform and
individualise the work of therapists who are working to prepare a patient to return to their place of

residence:

“the therapy staff | think tend to be kind of leading more on this because they do... I'm not
saying they have more time, but they do have the facility when they’re doing the rehab to do
activities, you know, for instance occupational therapy do some of the activities with all
patients, but make sure they encourage people with dementia, that maybe sitting in the bay
in some way feeling confused and then that’s when they start to wander and get anxious, so

trying to do occupational therapy with them really.” (SK10, Occupational Therapist)
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However, one stakeholder identified that if staff perceived new ways of working were not of benefit
to their work, that it involved more effort, or took more time, then practices already in use would be

maintained:

“we’re trying to encourage people to offer everyone and encourage them to come and have
dinner in the dining room, so depending on which staff they have on they would be really
on-board and they will help us, sometimes they’re too busy and the patients end up having
lunch on the chair next to the bed in the room... sometimes some patients they prefer to
stay there, but because they haven’t been offered since the beginning, they think that’s the

normal thing to have it in the room.” (5K12, Occupational Therapist)

Stakeholders did not discuss how staff who did not understand the effects of dementia and the
needs of patients with dementia would respond to the different interventions. There was
suggestion from three stakeholders that encouragement from colleagues and line managers would

be necessary to push for the use of new resources and ways of working.

Balancing competing demands

Stakeholders spoke of the choices that healthcare staff had to make regarding the balancing the
competing demands of their work. They agreed that medical emergencies and physical needs would

take priority over psychological and emotional needs:

“you have a lot of patients to look after as a nurse and you can’t look after everybody so
somebody might not be an emergency, might be beingignored and we can’t always meet their
needs, you know there are people who call out repeatedly, of which there are a lot in hospital
wards, you know they call out ‘help me, help me, help me’ all day and they will be ignored a
lot. But there are a whole load of other patients who also have needs, who are critically ill

and it’s balancing those needs is very difficult.” (SK11, Nursing)
In the above example, part of the difficulty for staff to address behaviours such as repeated calling

out might not just be due to prioritisations of care, but also to a lack of awareness that the

behaviour is a communication of some unmet physical or psychological need. If staff recognised that
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the person was communicating an important need to be met they might be more inclined to

respond.

One stakeholder spoke of how options that might provide comfort for a patient might be viewed as
a risk to the ward environment, causing a conflict of meeting the needs of that patient and the

requirements of the clinical environment:

“in physical health, in that particular environment whenever you add in dementia-friendly
elements you risk compromising the physical healthcare and something as simple as
infection control is a really good example of that, so to give you an example, we’ve had a
conversation fairly recently about a patient on our bed bays who was really unsettled and
we were talking a lot about trying to be very creative about how we better manage this
person to make her feel perhaps she’s got more familiar things around her she’d be more
settled and someone made, what | thought was a lovely suggestion of she’s got this
favourite blanket that she uses at home, can that come in and be on her bed or on her chair
and maybe that will give her that familiarity but of course the infection control was, no.”

(SK06, Nursing)

Where there were concerns of risk, one stakeholder suggested that pragmatic decision-making by
staff which was supported by the appropriate assessments of a patient’s needs could lead to a
rational appraisal of the risk and subsequent action. However, another stakeholder highlighted this
was vulnerable to the fear staff had of getting it wrong, meaning there would be a reliance on

protocols which impacted on supporting patient choice and personal preference:

“how much you allow people to walk around and how much they are in bed, but when the
staff are worried about their falls they will keep people in bed, they won’t allow them to
walk around and | think there is a massive issue about how the whole governance process is
going on and how it is stifling, and peoples’ fear of getting into trouble for doing things
wrong. Something might be the wrong thing to do, but it won’t go against the protocol.”

(SK11, Nursing)

The same stakeholder went on to explain how organisational concerns combined with the limited

capacity of some patients with dementia to make decisions meant that organisational concerns were

prioritised, to the detriment of patient dignity, choice, and their health:
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“so we screen for risk of developing pressure ulcers if you have dementia you will be in a risk
group for developing pressure ulcers and so then you are having to turn a person every two
hours through the night. And so anybody who has capacity can say no I’'m not prepared to do
that, but if you haven’t got capacity you can’t say that and so your sleep is disturbed and you

might get delirium.” (SK11, Nursing)

Organisational leadership to permit change

For changes to happen to services they needed sign-off at a board level, as implementing change could
impact on how staff time was allocated, the way staff roles interacted and the responsibility of the
roles. For board level agreement to make the changes, there needed to be recognition at this level

that there was a need to adapt services, and that there would be a measurable benefit:

“I think you need to have some kind of buy-in at both those levels, otherwise however good
people’s ideas are, if they don’t have some kind of sign-off at a fairly senior level then
they’re not really going to have it ‘cos they’ll never be a priority and because there are so
many targets to be met in general, unless there’s some kind of strategy or policy in writing |

don’t think it can change much really.” (SK08, Social Work)

By gaining organisational support for initiatives, changes to systems and expectations of work could
accommodate new practices and models of care, as discussed in this example of implementing daily

multidisciplinary team meetings:

“[to implement the daily meetings] we approached the Director [of operations] in this, said if
we can get this and we can work towards getting a team together and you support us then we
can probably audit and see how we can reduce length of stay and patient experience and
getting, and it’s really important for any Trust or any organisation, to get genuine buy-in.”

(SK15, Nursing)
Board members of organisations will not always recognise the value of changes suggested by a senior

staff member. Further encouragement to make changes comes from national policy and strategies

such as incentive schemes have been developed help focus the priorities of organisations. However,
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stakeholders were hesitant to suggest such schemes worked in isolation to influence organisational

changes, as with frontline staff, the experiences and priorities of board members were also influential:

“[Commissioning for Quality and Innovation (CQUINs, a payment framework rewarding the
achievement of quality goals)] | think that can make a big difference, and certainly in the
RCN programmes they were working with nine different Trusts from around the country
who had applied to take part in this programme, and for them it wasn’t particularly around
CQUIN targets, it was about someone within the organisation being a champion | suppose
for dementia care, so a lot does come down to, you know, individuals and what their own

experiences are, what they want to focus on | guess.” (SK08, Social Work)

Anticipated outcomes of interventions for staff and patients with dementia

The anticipated outcomes of interventions were mostly discussed by stakeholders in relation to their
benefit for staff: that they would develop staff confidence for talking to, and working with, patients
with dementia; that they would enable staff to gain an understanding about the person; and that
they would help staff to support them. The benefits for patients with dementia were generally
implicit; for example, an increase in staff confidence in working with patients with dementia will lead

to staff working better with patients by recognising their needs and taking action to meet them.

There were exceptions to this. When stakeholders discussed environmental adaptations, they were
largely discussed in terms of the perceived benefits to patients with dementia; they aided
orientation and independence which helped to maintain a person’s abilities, allowed patients with
dementia to move around the wards safely and without restriction so reducing experiences of

distress and frustration, or gave them the ability to control their environment.

With the exception of specialist care wards that addressed both the physical and mental health
needs of patients with dementia, which were identified as catering for people in the more advance
stages of dementia, interventions were not discussed in terms of the stage of dementia or particular
types of dementia. This question was not asked during the interviews, however within the literature
this detail was also absent, suggesting that interventions have been designed to give staff a broad
understanding of dementia and its related difficulties, encompassing all dementias and severities

within each intervention.
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Summary of stakeholder interviews

In summary, stakeholders agreed that interventions did not work in isolation but that they needed
the support of a change agent, who was dedicated to improving the quality of services and care for
patients with dementia. For staff to adapt practices to improve care for patients with dementia,
they needed a level of awareness of what dementia is, and how it impacted on a person’s ability to
communicate and engage with their situation. For some stakeholders this awareness needed to be
at a deeper level of learning that addressed the values and beliefs staff held about people living with
dementia, for them to recognise and treat them with humanity and respect. Stakeholders
recognised staff and organisational management would engage and promote interventions
differently, depending on whether they had been persuaded of the need for change and if they
could identify a benefit to their work. A key theme across interventions was to support staff to
recognise behaviours that challenge as a form of communication by the person with dementia, and

to interpret and address the underlying need in a way that was not detrimental to the person.

Scoping Review Findings

Papers included in Stage One

Twenty-two papers were identified that described interventions that aimed to improve health care
for people living with dementia (Figure 7, Table 18, Table 19). Interventions included: schemes for
identifying patients with dementia (such as the butterfly scheme), staff training and education, the
use of roles such as dementia champions and dementia nurse specialists, specialist teams such as
liaison mental health teams, adaptations to the environment, and the creation of specialist units for

patients with dementia.

Table 18: Literature by intervention for stage one

Intervention Papers

Schemes to identify patients with dementia in hospital (Williams, 2011)
settings: e.g. use of a symbol, such as a butterfly or
forget-me-nots, above the patient’s bed for staff to
recognise they have dementia. Supplemented with
training and resources that record biographical history

from the carer
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Intervention

Papers

Dementia champion: healthcare staff (mainly nursing
staff) trained to champion dementia care issues with

colleagues

(Banks et al., 2014; Crabtree and Mack,
2010; Ellison et al., 2014; Mayrhofer et
al., 2014b; Waugh et al., 2011,
Wilkinson et al., 2015)

Dementia Specialist Nurse: senior nurse working as a
dementia care expert across the hospital to provide
advice to staff on treatment, care planning, and liaising

with community services

(Elliot and Adams, 2011; Griffiths et al.,
2014)

Training and education in dementia awareness

(Elvish et al., 2014; Galvin et al., 2010;
Mayrhofer et al., 2014a)

Liaison psychiatry and mental health teams: Complete
assessments of mental health, provide advice for staff

on treatments and care plans across a hospital

(Baldwin et al., 2004; Holmes et al.,
2010)

Environmental adaptations: changes to clinical areas
ranging from signage to new furniture, flooring, and

lighting

(Waller, 2012; Waller and Masterson,
2015)

Specialist units for patients with dementia:
designed to meet the needs of patients through
physical adaptations and specialist staff that can

address the medical and psychological needs

(Goldberg et al., 2013; Goldberg et al.,
2014; Nichols and Heller, 2002; Spencer
et al., 2013; Zieschang et al., 2010)

Use of person-centred care: best practice model for

dementia care that priorities the needs of the person

(Scerri et al., 2015)

Table 19: Characteristics of papers included in the scoping review

Reference | Intervention/focus of Study Type Setting Country
study

Baldwin et | Liaison mental health RCT Hospital wide UK

al. (2004) service

Banks et al. | Dementia champion Evaluation of Hospital wide UK

(2014) (training programme) training

Crabtree Dementia champion Description of role Hospital wide UK

and Mack

(2010)
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Reference | Intervention/focus of Study Type Setting Country
study
Elliot and Dementia Nurse Description of role Hospital wide UK
Adams Specialist
(2011)
Ellison et Dementia nurse Mixed method Hospital wide UK
al. (2014) consultants and dementia | evaluation
champions

Elvish et al. | Dementia awareness Evaluation of Hospital wide UK
(2014) training training
Galvin et al. | Staff training Pre-, post- and Hospital wide USA
(2010) delayed post-test

evaluation
Goldberg Medical and mental RCT, reporting Ward UK
et al. health unit guantitative findings
(2013)
Goldberg Medical and mental RCT, reporting Ward UK
et al. health unit gualitative findings
(2014) from observations
Holmes et | Liaison mental health Service evaluation Wards (various) | UK
al. (2010) services
Mayrhofer | Dementia awareness Evaluation of Hospital wide UK
et al. training training provision
(20144)
Mayrhofer | Dementia champions Description of Hospital wide UK
et al. developing a
(2014b) community of

practice
Nichols and | Acute care dementia unit | Description of Ward USA
Heller changes
(2002)
Scerri et al. | Person-centred care Appreciative inquiry | Ward Malta
(2015)
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Reference | Intervention/focus of Study Type Setting Country
study

Spencer et | Medical and mental RCT, reporting Ward UK
al. (2013) health unit gualitative findings

from interviews with

carers
Waller Environmental Discussion of Ward (various) UK
(2012) adaptations environmental

adaptations
Waller and | Environmental Summary of Ward (various) UK
Masterson | adaptations Evaluation of
(2015) environmental

adaptations in

healthcare settings
Waugh et Dementia champion Description of Ward (various) UK
al. (2011) background to

development of

Dementia

Champions
Wilkinson Dementia champion Qualitative study Ward (various) UK
et al.
(2015)
Williams Butterfly Scheme Description of Hospital wide UK
(2011) Butterfly Scheme
Zieschang Special care unit Pilot study of a Ward Germany
et al. dementia specialist
(2010) care unit

Types of interventions

Staff training and education

Dementia awareness training (Elvish et al., 2014; Galvin et al., 2010; Mayrhofer et al., 2014a) was

aimed at staff across disciplines, professional levels, and clinical and non-clinical roles. The three
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papers reported a lack of focused dementia care education during training for professional
qualifications and from continuing professional development. The papers described training with
staff across the workforce, with ambitions to raise awareness across staff from all areas of the
hospital who were likely to have contact with patients with dementia, either as patients or visitors.
The training addressed what dementia is, what the signs and symptoms might be, the impact
dementia has on a person, and ways that staff might better communicate with patients with
dementia. Elvish et al. (2014) and Galvin et al. (2010) reported training sessions that used didactic
methods, along with group learning activities that were grounded in practice. Evaluation of training
was considered successful in terms of increased staff knowledge about dementia and confidence in
working with patients with dementia (Galvin et al., 2010; Elvish et al., 2014). These measures were
considered important as previous studies had found a link between level of knowledge and
confidence. Staff confidence is thought to be an influential factor in the level of effort made, and
ability to cope in challenging situations, both useful attributes for working with patients with

dementia (Elvish et al., 2014).

However, Elvish et al. (2014) and Galvin et al. (2010) were evaluating training that had been
designed as part of the study. Mayrhofer et al. (2014a) reported that the reality of training provision
in one area of England was variable in training methods, duration, and quality (defined by a course
being accredited and counting towards professional development). Benefits to staff for these
courses had not been measured making it difficult to know if training had improved the ability of
staff to understand and recognise the symptoms of dementia, and what the implied benefits to

patients with dementia might be.

Dementia champions

Five papers reported the use of dementia champions to work as change agents in hospitals (Banks et
al., 2014; Crabtree and Mack, 2010; Ellison et al., 2014; Mayrhofer et al., 2014b; Waugh et al., 2011).
They described the idea that dementia champions would be trained to have an expert knowledge of
working with patients with dementia, to advocate on their behalf, to role model good practice and
challenge poor practices, to identify areas within their working locality that could be better and
implement changes, to understand the legal implications of addressing capacity issues, and to work
as change agents to develop the dementia care skills of staff they work with. Using champions is
based on the premise that interventions have limited impact when they are passively implemented

into a workplace, they require the support and reinforcement of a change agent. In the case of
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dementia champions, Banks et al. (2014) reported that these change agents needed to have a level
of authority within their working locality that would allow them to make any changes needed and to
be able to influence staff. To help them with this process, dementia champions received an
enhanced level of training in dementia care (Crabtree and Mack, 2010; Waugh et al., 2011; Banks et
al., 2014; Ellison et al., 2014), and had ongoing support in their role through dementia champion
networks and the support of senior colleagues (Banks et al., 2014; Ellison et al., 2014; Mayrhofer et

al., 2014).

Reporting of dementia champion roles focused on reporting staff outcomes of the training (Waugh
et al., 2011; Banks et al., 2014), the value of a community of practice for dementia champions
(Mayrhofer et al., 2014), and the experiences and outcomes of dementia champions in practice

(Ellison et al., 2014).

Dementia and mental health care specialists

Dementia nurse specialists (Elliot and Adams, 2011; Ellison et al., 2014) and liaison mental health
staff (Baldwin et al., 2004; Holmes et al., 2010) supported staff to assess patients, develop care plans
and address issues around capacity. Again, they were seen as a strategy to compensate for limited
dementia care knowledge within general nursing and medical staff. However, this time the strategy
was to bring in experts who would complete work that general staff did not understand and then

advise them of the way forward.

Literature pertaining to specialist roles, such as nurse dementia specialists, and teams such as liaison
mental health teams, were more specific about how particular elements of support provided to
healthcare staff, or directly to the patient, had an impact on particular outcomes for patients with
dementia. For example, in supporting staff to use pain assessment tools specifically designed for
patients with dementia, staff were able to recognise when a person was experiencing pain and

administer the appropriate pain relief (Elliot and Adams, 2011).

Dementia specialist care wards

Dementia specialist care wards (Goldberg et al., 2013; Goldberg et al., 2014; Nichols and Heller,
2002; Spencer et al., 2013; Zieschang et al., 2010) cared for patients with dementia in environments
that had been especially adapted to cater for their needs. This included: allowing patients to walk

around the ward; access to specialist mental health care staff to address their psychological and
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emotional needs; and activities coordinators who provided meaningful activities that were
appropriate to their skills level and interests. It was thought that if care was provided in an
environment that addressed both the physical and mental health of patients with dementia, this
would: improve healthcare outcomes; reduce patient distress; it would be easier for staff to work
with patients; and would reduce the length of stay in hospital. While studies demonstrated
improvements to patient experience and carer satisfaction, the impact on health status outcomes

was less clear, and there was no evidence that length of stay was reduced.

Identification schemes

The Butterfly Scheme (Williams, 2011) used an identification system for patients with dementia. This
aimed to make staff aware that the person had dementia and that staff needed to work differently
with the person. The scheme was supported with training in dementia care that was specifically
tailored for different staff groups across the workforce of a hospital, both clinical and non-clinical. A
booklet for gathering biographical information from the carer aimed at providing better care for
patients with dementia by identifying the meanings behind behaviours that challenge, ways of
working that reduced distress, and knowing about the person to be able to provide meaningful

interactions and activities.

The use of person-centred care

The use of person-centred care (Scerri et al., 2015) is promoted as best practice for patients with
dementia, but staff are unclear what person-centred care means or looks like. The use of person-
centred care improves the experience of care for patients with dementia, and reduces distress and
incidents of behaviours that challenge. The paper provides examples of person-centred care in

practice.

Environmental adaptations

Environmental adaptations (Waller, 2012; Waller and Masterson, 2015) were designed to
accommodate the difficulties patients with dementia experience due to the changes in their brain.
Their altered perception, ability to recognise items and their use, difficulties in navigating an
environment, and ability to make decisions about an environment were addressed through
environmental changes. Improved signage, better lighting and flooring, furniture that supported

patient mobility and resting needs, and items that would orientate them in time and place were
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thought to improve the safety of patients with dementia, and their experience of a place by being
less confusing and maintaining their independence. These changes were suggested to reduce
distress and the development of behaviours that challenged, or in the case of ‘wandering’, allowed

for safe mobilisation which did not need to be interpreted as a risk by staff.

Reporting environmental changes focused on benefits for patients with dementia (Waller, 2012;
Waller and Masterson, 2015) and participating sites recorded measures to demonstrate
improvements. Outcomes for patients with dementia included measures of improved safety (from
reduction in falls and reduce use of antipsychotics), and reduction in aggression and violence

(measured in number of incidents pre- and post-environmental adaptations).

Who instigates change

The papers gave information about the way change had been implemented. Some identified a
person in the organisation with clinical and organisational authority driving new visions for care,
while others identified partnership working with carers and agencies, with an interest in improving
care for patients with dementia (such as the Alzheimer’s Society and carers charities), in identifying

problems in hospital provision and working on solutions for change.

Scerri et al. (2015) stated that person-centred care training had been delivered by the consultant
geriatrician in charge. Examples of person-centred practices from interviews with staff working on
the wards also suggests that staff influenced each other in the way they work by role modelling good

practice to each other, and seeing the differences these practices make to patients with dementia.

In Goldberg et al. (2014) and Goldberg et al. (2013), the specialist unit had been designed from
evidence of best practice with patients with dementia and the experience of locating care for people
after a stroke within a specialist unit (Harwood et al., 2011). Discussions with Trust management
secured funding and additional resources, and a multidisciplinary group met monthly to keep the
project on track. The unit was based on units that had been set up by ‘enthusiasts’ from outside
England, as the split of physical and mental health in the NHS system had only led to the

development of two such units in England, which had not evaluated their provision.

Carers were highlighted as the catalysts for the development of dementia champions and the related

training programme (Crabtree and Mack, 2010; Waugh et al., 2011). Discussions about their
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relatives’ experiences of hospital care with the User and Carer Involvement charity, and Alzheimer’s
Scotland, led to the commissioning of the dementia champion programme. The carers contributed
to the design and content of the programme throughout the development process, and described
their experiences to trainees as part of the training programme (Waugh et al., 2011; Banks et al.,
2014). The Butterfly Scheme (Williams, 2011) was developed by a family carer (Barbara Hodkinson)

after observing the experience of her mother’s care in hospital.

The King’s Fund Enhancing the Healing Environment programme promotes consultation and
engagement with patients and carers for designing dementia-friendly healthcare environments
(Waller, 2012; Waller and Masterson, 2015). This helped ensure changes met the needs of patients
with dementia. Multidisciplinary teams led by senior personnel from the participating organisations
implemented changes that met the needs of patients with dementia, while adhering to

organisational requirements such as health and safety.

Changes to a hospital ward (Nichols and Heller, 2002) were also driven by involvement of a carer’s
group in discussions with the Director of Geriatrics. The experiences carers described and their ideas

for service improvements were taken forward during the development of the specialist unit.

The role of those instigating change did not necessarily mean that interventions would be successful
and the papers were limited in the evidence they provided to demonstrate their impact on practice.
Where interventions replicated previous designs, for example the use of dementia champions
(Mayrhofer et al., 2014b; Wilkinson et al., 2015) or specialist ward (Goldberg et al., 2014), studies do
not report the involvement of people living with dementia or carers. This suggests that once an
intervention has been developed and shown to have a positive effect in practice that roll out in
other areas does not require the level of input for development; rather it becomes a management
decision around implementation. At this stage of implementation, some of the elements may be
adapted. In the case of dementia champions, a comprehensive training programme was undertaken
by would-be champions (Waugh et al., 2011; Banks et al., 2014), in later incarnations the strategy
was more variable with differences in how organisations conceptualised and supported the role

(Mayrhofer et al., 2014b).

Practicalities for change

Elvish et al. (2014) highlights some of the obstacles for implementing dementia awareness training

to all staff across organisations. The ‘Getting to Know Me’ training programme was split across four
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sessions, there was an attrition rate of 37% between the first and the last session, this was
attributed to difficulties in releasing staff for training. Mayrhofer et al. (2014a) also reported
difficulties of dementia champions being released for meetings, impacting on the success of

communities of practice programme.

Elvish et al. (2014) found 52% of staff attending training had not received any formal training in
dementia care. The authors argue where knowledge in dementia care across staff is limited, a
strategy that addresses training needs of the workforce as a whole is likely to be most successful in
changing staff practice with patients with dementia. They suggest this is supported with supervision
to reinforce learning. The paper did not report whether gains from training were maintained, and if

training had impacted on staff practices with patients with dementia.

Galvin et al. (2010) did report that staff training was maintained at 4 month follow up, and that there
had been some impact on staff practices. Staff reported that they had organised activity packs for
patients with dementia and created a team of volunteers to spend time with patients during their

admission to hospital.

Influencing practices

Elliot and Adams (2011) highlighted that staff in specialist roles that are not based on the wards can
have limited impact on ward staff. Holmes et al. (2010) found that staff identified better with liaison
staff from the same professional group; this was evidenced through referrals received, for example,
from nurses to nurses. Holmes et al. (2010) did find that staff with access to liaison teams were
more familiar with conducting mental health assessments, suggesting there had been some transfer
of knowledge from liaison staff to general ward staff. However, the influence of liaison staff relied
on ward staff being aware of the service, how to access it, and the procedure for referring patients.
If staff using the service perceived the provision to be slow to respond, or that the advice and
support they offered was not of good quality, this would impact on future use of the service. An
additional difficulty was if staff misinterpreted the level of involvement the service offered. For
example, if staff anticipated liaison services would support the daily care of patients with dementia
they would be disappointed, their role was to assess the person, facilitate access to psychiatric

facilities, and support the discharge process.
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Mapping the data

As part of the theory development, potential factors that influenced the acceptance of a dementia-
friendly intervention into a hospital environment were mapped from the interview and the literature
evidence. This visual representation of the data demonstrated the numerous areas where further
investigations could be focused, for example at organisational level, service level, or patient level,
and where there were potential gaps in evidence and understanding (Appendix 6). This exercise
suggested there was limited understanding of how interventions worked at the point of interaction
between staff and patients, but all required extra support from one or more individuals committed

to the promotion of a dementia-friendly hospital environment.

If... then statements

Informed by emerging evidence from the interviews and the literature, ‘if... then’ statements
(Pearson et al., 2015) were developed and refined through discussions with the supervisory team to

understand how outcomes were thought to occur (Table 20).
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Table 20: If... then statements

If

Then

Evidence / theory

Expert support

If assessments are conducted for the needs of
patients with dementia (nutrition and hydration,
pain, falls, delirium), supported by a member of
staff with expertise in dementia care (either as a
dementia or mental health specialist or as a
dementia champion who has received additional
training) and a care plan is devised, shared with

staff and followed

Then patients will receive appropriate and timely
treatment which will relieve their discomfort,
reduce the occurrence of adverse incidents,

which will minimise the time spent in hospital

Stakeholders: SK09, SK11, SK15

Literature: Baldwin et al. (2004); Banks et al.
(2014); Elliot and Adams (2011); Goldberg et al.
(2014); Griffiths et al. (2014); Holmes et al.
(2010); Williams (2011); Zieschang et al. (2010)

If assessments are carried out to understand the
person’s level of functioning (e.g. activities of

daily living)

Then support to maintain their abilities can be
planned for with the aim of returning them to

their pre-admission status

Stakeholders: SK09

Literature: Goldberg et al. (2014); Zieschang et al.
(2010)
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If

Then

Evidence / theory

Knowledge of patient

If biographical information is gathered,
completed by staff with the family carer and the
information is accessible (by beingin a
convenient place and in a useful format) to all
staff and they are aware that the information is
of benefit such as providing strategies for
working with the patient (e.g. how behaviour
represents a need in the person that staff can

recognise and address)

Then the information can be used by staff (e.g.
occupational therapists) as part of their
rehabilitation and the patient with dementia is
occupied in an activity that is of meaning to them
(has relevance, is something they enjoy). Staff
will be able to have conversations that are of

interest to the patient

Stakeholders: SK06, SK10,SK12, SK15

Banks et al. (2014); Nichols and Heller (2002);
Williams (2011)

If family carers are consulted about the patient
with dementia (what has led to their admission,
normal way of being, decisions regarding care
and discharge) and staff work closely to gain a
good understanding of the patient (their
likes/dislikes, important routines, behaviours in

different situations)

Then care will be safer (less adverse events due
to accurate history taking) and staff will be able
to respond appropriately to the patient’s needs
(i.e. by recognising pain, being able to comfort
them when appearing distressed, understand

why they have not eaten)

Stakeholders: SK03, SKO5, SK11, SK12, SK15

Literature: Nichols and Heller (2002); Scerri et al.

(2015); Spencer et al. (2013); Williams (2011)
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If

Then

Evidence / theory

Defined roles in patient care

If patients with dementia are provided with an
appropriate activity (something they can do,
enjoy) by a person with a role for providing
activity (activities co-ordinators, therapist

assistants)

Then patients with dementia will have some
structure to their day, reduced boredom,
reduced daytime sleeping, and increased social
interactions, which will then reduce behaviours
that challenge, reduce sleep disturbances, and

help rehabilitation and recovery

Stakeholders: SK08, SK11, SK14, SK15

Literature: Goldberg et al. (2014); Zieschang et al.
(2010)

If there is provision for addressing mental health
needs in hospitals (liaison mental health teams,
mental health staff on ward, dementia

champions)

Then emotional and psychological needs of the
patients with dementia will be assessed,
monitored and appropriate plans made to care

for their needs

Then staff will feel supported, be able to learn
from the way care is role modelled by those with
a specialist focus, be able to check their own
practices leading to increased confidence and
more effective working with patients with

dementia

Stakeholders: SK04, SK11, SK12, SK13, SK14

Literature: Banks et al. (2014); Elliot and Adams
(2011); Ellison et al. (2014); Goldberg et al.
(2014); Griffiths et al. (2014)
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If

Then

Evidence / theory

If there are clearly defined roles and
responsibilities across disciplines and
organisational boundaries (through service
agreements, job descriptions, protocols, care

pathways, care plans)

Patients will receive appropriate, timely care that
is not delayed by staff disputes about who has
the responsibility and what that responsibility is,

leading to quicker treatment and recovery.

Stakeholders: SK13

Literature: Elliot and Adams (2011)

Peer support to embed practice changes

If there is a dementia champion in place who is
working to improve awareness and
understanding in staff about dementia and the
difficulties patients with dementia have, using
training and reinforcing learning by addressing
concerns staff express when working with
patients with dementia or by addressing negative
behaviour they may exhibit towards patients

with dementia

Then they can help to breakdown the stigma
(assumption patients with dementia do not
belong in the service, assumptions that nothing
can be done to improve the patient’s situation,
assumptions that people living with dementia are
lesser persons) within staff and help them to see
patients with dementia as they see other

patients with needs that should be met

Stakeholder: SK04, SK06, SK10

Literature: Banks et al. (2014); Crabtree and
Mack (2010); Ellison et al. (2014); Mayrhofer et
al. (2014b); Waugh et al. (2011); Wilkinson et al.
(2015)

If there is a dementia champion in place to help
embed knowledge and practices demonstrated in

training

Then learning in staff will be retained and
sustained, staff will have a resource to consult,
which will lead to best practice in dementia care

being used

Stakeholders: SKO6

Literature: Banks et al. (2014); Ellison et al.
(2014)

9¢1




If

Then

Evidence / theory

If staff have the opportunity to be reflexive about
their work with patients with dementia (discuss
things that went well, went wrong, what could

have gone better)

Then they will understand what good practice
looks and feels like and how it can be achieved
leading to an improvement in their skills for

working with patients with dementia

Stakeholders: SK04, SK11, SK14

Literature: Banks et al. (2014); Mayrhofer et al.
(2014b)

If staff who become dementia champions are
empowered through appropriate education (that
gives them in depth knowledge about the causes
and effects of dementia on the brain and the
impact this has on the person and how care
practises and services can be adapted to
compensate for impairments), and access to
experts in dementia (through formal working
relationships) and are given time to develop the

role during their working day (e.g. time off rota)

Then they will be able to influence their peers in
the way they work with patients with dementia,
(for example pacing care to a person’s needs,
ensuring communication is appropriate for the

person) and promote empathy

Stakeholders: SK02, SK11

Literature: Banks et al. (2014); Crabtree and
Mack (2010); Ellison et al. (2014); Waugh et al.
(2011)
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If

Then

Evidence / theory

Level of authority for change

If you have a dementia champion who is
motivated (understands why practice needs to
adapt for patients with dementia and wants to
influence practice in their colleagues), has
received adequate training (about dementia and
acting as a change agent), has a level of authority
(the ability to identify what needs to change and
implement those changes), and is supported
within the organisation by management (ward

management, dementia specialists)

Then they will be able to develop strategies for
making changes (training, role modelling,
developing tools that fit with current work
practices) and persuade staff of the benefits and

needs to make the changes.

Stakeholders: SK02, SK06, SK10, SK12

Literature: Banks et al. (2014); Ellison et al.

(2014)

Dementia awareness and empathy for people living with dementia

If staff are able to recognise a person has
dementia (through their own training in
recognising the signs of dementia or from a
system that alerts them to someone having

dementia)

Then staff will know there are cognitive
difficulties and be able to adapt their care to
compensate for the needs a person has. E.g.
where there are memory difficulties,
communication difficulties, behaviour appears

unusual

Stakeholders: SK01, SK03, SK06, SKO7, SK09,
SK10, SK13, SK15

Literature: Elvish et al. (2014); Galvin et al.
(2010); Nichols and Heller (2002); Scerri et al.
(2015); Spencer et al. (2013); Williams (2011)
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If

Then

Evidence / theory

If staff have a positive attitude to patients with
dementia which respects their personhood (an
understanding of what it means to be a person as
an individual, as part of relationships and as part

of society)

They will better recognise their needs and
address them appropriately e.g. will understand
that behaviour that challenges is a
communication of an unmet need and will work
to understand and address the need rather than

treat the behaviour

Stakeholders: SK01, SK02, SK04, SKO7, SK08, SK11

Literature: Goldberg et al. (2014); Nichols and
Heller (2002); Scerri et al. (2015); Spencer et al.
(2013); Zieschang et al. (2010)

If staff develop empathy for patients with
dementia through training, support from staff
with experience in working with patients with

dementia or through personal experience

They will be able to see them as the person first
rather than the diagnosis, they will consider
alternative reasons for particular behaviours and
not attribute them to dementia, which will help
to ensure health problems are not overlooked by

the member of staff (e.g. not recognising pain)

Stakeholders: SK02, SK04, SK10, SK11, SK12

Literature: Banks et al. (2014); Elvish et al.
(2014); Galvin et al. (2010); Scerri et al. (2015);
Williams (2011)

Trained workforce

If the majority of hospital staff (clinical and non-
clinical) receive dementia awareness training

(tier 1)

Then there will be a critical mass of staff able to
recognise the signs and symptoms of dementia
and offer appropriate support when working
with patients with dementia (e.g. helping them
find their way, giving them assistance when
appropriate to their needs for meals and drinks,

taking medical histories, developing a care plan)

Stakeholders: SK01, SKO6, SK09, SK10

Literature: Mayrhofer et al. (2014a); Williams
(2011)
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If

Then

Evidence / theory

If staff increase their confidence in working with
patients with dementia and their knowledge
about dementia and how it can impact on a
person and their care needs through training and

team support

Then attitudes towards dementia and patients
with dementia will be more positive (i.e. reduce
stigma and discrimination), staff will be more
competent (be better able to work appropriately
with patients with dementia) and better able to
cope with situations and behaviours that

challenge

Stakeholders: SKO1, SK02, SK11, SK12, SK14

Literature: Elvish et al. (2014); Galvin et al. (2010)

If staff are trained in appropriate communication
skills to use with patients with dementia (pacing,
use of non-verbal communication, eye contact,

touch, awareness of non-verbal communication,

tailored to the patient’s individual abilities)

Then staff will develop a therapeutic relationship
with patients with dementia which can support
their choices, needs, abilities and inform care

plans and treatments

Stakeholders: SK02, SKO3

Literature: Scerri et al. (2015)

0€T1




If

Then

Evidence / theory

Environment and risk management

If the environment is adapted to consider the
needs of the patients with dementia
(decluttered, less clinical, clear signage, use of
colour for wayfinding (coloured bays, areas
should not to attract attention such as exits are
‘disguised’, keypad entrance/exit, reduced
confusion on notice boards but points of interest
such as art, furniture that assists mobilisation
such as handrails and seating, clocks for

orientation to time and date))

Then patients with dementia will be orientated,
able to understand their environment (the
purpose of different areas) and move round the
environment safely with minimal restrictions
from staff. This will reduce distress and foster a
calmer atmosphere that can aid patient

wellbeing

Stakeholders: SKO1, SK08, SK11

Literature: Waller (2015); Goldberg et al. (2014)

If patients with dementia are given opportunities
to mobilise when they choose in an environment
that is safe (e.g. no tripping hazards, ability for

staff to observe from a distance)

Then there will be reduced incidents of distress
from restricting the patient to bed and functional

abilities will be maintained

Stakeholders: SK01, SK09, SK11

Literature: Goldberg et al. (2014); Nichols and
Heller (2002); Spencer et al. (2013); Waller
(2012); Waller and Masterson (2015); Zieschang
et al. (2010)
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Candidate theories

Organising findings into ‘if... then’ statements highlighted the influence of change agents, staff who
supported the implementation and uptake of interventions, as a key theory area. As such, three
candidate theories based around the work of change agents were developed which incorporated the
prominent ideas of what would support the development of dementia-friendly healthcare (Box 3).
The theories set out how different change agent roles were thought to support staff and influence
patient outcomes. The candidate theories provided a framework to guide subsequent searches of

relevant sources of evidence, and a more in depth, theory-driven analysis of the evidence.

Box 3: Candidate theories

If a change agent’s activities or resources of an intervention supports staff to understand
how to interpret and respond to a patient’s behaviour that uses person-centred care
approaches, challenges poor practice by using experiential learning and reflection, then staff
will be more likely (through mechanisms of confidence, awareness, the ability to prioritise)
to engage and assess patient pain or distress and involve patients with dementia and their

carer in planning their care

If a change agent has organisational and clinical authority to introduce learning and credible
resources that prioritise the identification and care of patients with dementia and addresses
concerns around risk and workplace disruption within a person-centred care framework

then staff will feel they have permission to do the right thing becoming less risk averse

If a change agent works as a clinical expert to identify and resolve the care needs of patients
with dementia then staff will feel supported and be more willing to care for patients with

dementia

Stage two: retrieval and review

The search and selection process was set out in chapter two (see Searching for relevant studies, p48)
and is detailed in Figure 7. Twenty-eight papers were included in the review. Their characteristics

are described in Table 21.
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Table 21: Papers included in stage two of the realist review

Reference Country Type of item Focus Method of study or Data collection Patient and /or

type of paper carer outcomes

Baillie (2015) UK Published report | Evaluation of training | Qualitative Written responses and focus Patient satisfaction,

groups patient safety

Baldwin et al. UK Published paper RCT of mental health Quantitative Validated tools Depression,

(2004) liaison team cognitive
impairment,
referrals

Banks et al. UK Published paper Evaluation of Evaluation Questionnaires of trainee Staff reported

(2014) dementia champion knowledge and confidence in patient outcomes for

training programme dementia, qualitative analysis of | changes in practice
trainee reports

Bray et al. UK Published paper The use of bay nursing | Description of the use Dementia care mapping, Patient Patient experience

(2015) and activities with of bay nursing and experience questionnaires

patients with activities co-ordinators
dementia

Brooker et al. UK Published report | Evaluation of Royal Evaluation report Online survey, site evaluation Patient satisfaction,

(2014) College of Nursing (including locally determined carer engagement,

development training methods such as dementia care reduced distress
programme mapping, incident reporting and
patient satisfaction survey)
Dowding et al. UK Published paper Development of pain Ethnographic study Interviews, non-participant The identification
(2016) management tool for observation, medical notes and management of
patients with review, documentary analysis pain
dementia
Duffin (2013) UK Published paper Description of Discussion paper n/a Patient experience,

interventions to
improve care for
patients with
dementia

patient safety
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Reference Country Type of item Focus Method of study or Data collection Patient and /or
type of paper carer outcomes
Edvardsson et Sweden Published paper Understanding the Qualitative Observation Patient experience
al. (2012) psychosocial ward
environment
Elliot and UK Published paper The role of Dementia Discussion paper n/a Patient experience,
Adams (2011) Nurse Specialist patient safety, needs
assessments, patient
involvement in
decision-making
Ellison et al. UK Published report | Evaluation of Evaluation Interviews, staff survey Patient experience,
(2014) Dementia Champions assessment of needs,
and Dementia Nurse reduced distress,
Consultants reduced behaviours
that challenge
Enns et al. Canada Published paper Quality improvement | Step wedged trial Medical notes review Use of restraints
(2014) trial to reduce the use
of physical restraints
in hospital
Galvin et al. USA Published paper Evaluation of Pre-, post-, and delayed | Questionnaires of staff Patient experience
(2010) dementia awareness post test knowledge and confidence in
training programme dementia, interviews with
trainees
Goldberg et al. UK Published paper Patient experience Qualitative findings Non-participant observation Patient experience,
(2014) and care on a Medical | from RCT (structured (dementia care reduced distress,
and Mental Health mapping) and unstructured) reduced behaviours
Unit compared with that challenge,
care on general wards supporting patient
choice (walking
about the ward, food
outside of
mealtimes)
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Reference

Country

Type of item

Focus

Method of study or
type of paper

Data collection

Patient and /or
carer outcomes

Goldberg et al.
(2013)

UK

Published paper

Patient outcomes on a
Medical and Mental
Health Unit compared
with general wards

Quantitative findings
from RCT

Interviews, medical notes review,
used of validated tools, non-
participant observation
(dementia care mapping)

Days spent at home,
health status
outcomes,
behavioural and
psychological
symptoms, physical
disability, cognitive
impairment, carer
strain, carer
psychological
wellbeing, carer
satisfaction, patient
mood and
engagement

Gonski and
Moon (2012)

Australia

Published paper

Outcomes of patients
treated on a
behavioural unitin a
hospital

Retrospective review of
medical records

Medical notes review, interviews
with staff and carers

Carer satisfaction,
Patient health care
outcomes,
behaviours that
challenge,
mediation, falls
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Reference Country Type of item Focus Method of study or Data collection Patient and /or
type of paper carer outcomes
Harwood et al. UK Unpublished Development of Discussion paper n/a Patient experience,
(2010) report Medical and Mental patient orientation
Health Unit to time, supporting
patient abilities,
patient safety,
supporting patient
choice (walking
about the ward),
patient referrals,
behaviours that
challenge,
medication review,
carer satisfaction,
carer involvement
Luxford et al. Australia Published Paper Clinician-carer Survey Survey with staff and carers Acceptability and
(2015) communication tool perceived benefits
for patients
Moyle et al. Australia Published paper Best practice, the use | Qualitative Interviews Interviews with staff Patient experience
(2011) of ‘specials’
Nichols and USA Published paper The development of a | Discussion paper n/a Improved
Heller (2002) specialist dementia communication with
care unit carers, improved
patient experience
Rosler et al. Germany Published paper Care of patients with Matched pair analysis Validated scales Functional status,
(2012) dementia with hip use of antipsychotic
fractures on specialist medication, length
ward compared with of stay
general ward
Scerri et al. Malta Published paper Person-centred care in | Appreciative Inquiry / Interviews Family carer
(2015) hospital wards Qualitative interviews satisfaction, patient
experience
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Reference Country Type of item Focus Method of study or Data collection Patient and /or
type of paper carer outcomes
Schneider etal. | UK Published report | The role of health care | Ethnographic study Participant observations, Patient experience
(2010) assistants in caring for Interviews
people living with
dementia
Spencer et al. UK Published paper Family carer Qualitative findings Interviews with family carers Carer satisfaction,
(2013) perceptions of care on carer perception of
Medical and Mental care
Health Unit compared
with general wards
Upton et al. UK Published report Multi-component Qualitative and Interviews, survey, medical Ward moves,
(2012) bundle of evidence- quantitative findings records infections, weight,
based interventions catheter use, falls,
mobility, place of
discharge, use of
antipsychotics,
patient and carer
satisfaction
Waller and UK Published paper Dementia-friendly Summary of findings of | Pre and post audit and locally Behaviour that
Masterson environmental evaluations determined data collection challenges, falls,
(2015) adaptations in (observations, incident forms and | patient engagement

healthcare settings

falls data, medication review,
interviews)

in activity, reduced
agitation and
distress, reduced use
of antipsychotics
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Reference

Country

Type of item

Focus

Method of study or
type of paper

Data collection

Patient and /or
carer outcomes

White et al.
(2016)

UK

Published paper

Management of
behavioural and
psychological
symptoms of
dementia in hospitals

Longitudinal cohort
study

BEHAVE-AD scale
Non-participant Observation
Medical notes review

Behaviours that
challenge and the
use of
pharmacological and
non-pharmacological
interventions for
behavioural
management

Williams (2011)

UK

Published paper

Development of the
Butterfly Scheme

Discussion paper

Staff self-report for use of the
scheme

Patient experience,
identification and
interpretation of
behaviours that
indicate a need
(managing pain and
continence),
reducing patient
distress, patient
safety, carer
satisfaction

Zieschang et al.
(2010)

Germany

Published paper

Feasibility study of
dementia care
specialist unit

Feasibility study

Staff survey, validated tools

Patient function,
patient mobility,
behaviours that
challenge, length of
stay, falls, use of
restraints, use of
antipsychotics
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Stage three: analysis and synthesis

Data from the papers were extracted using the bespoke data extraction forms (Appendix 7). This

evidence was then organised into tables to display the contribution to each theory area and support

analysis across studies (Appendix 8). Reoccurring patterns, or demi-regularities, detectible across the

studies were identified and debated with supervisors and the research network monitors group.

Distinct but related concepts were identified which were expressed through six context-mechanism-

outcome configurations (CMOC) (Table 22)

Table 22: Development of theoretical propositions into CMOCs

Candidate theory tested: If a change agent’s activities or resources of an intervention supports staff

to understand how to interpret and respond to a patient’s behaviour that uses person-centred care

approaches, challenges poor practice by using experiential learning and reflection, then staff will be

more likely (through mechanisms of confidence, awareness, the ability to prioritise) to engage and

assess patient pain or distress and involve patients with dementia and their carer in planning their

care

CMOC developed: CMOC 1

Evidence from

Where staff are supported to understand behaviours that
challenge as communication of an unmet need (context)
through access to experts, training, resources that help to get
to know the person (mechanism resource) staff will recognise
they have improved capacity and capability to influence the
patient situation (mechanism reasoning) making it more likely
they will identify and address the need (outcome).

However, workload, patient characteristics (context) and
staffing resources (mechanism resources) may cause staff to
doubt their ability to make a difference (mechanism reasoning)
leading to the patient need not being identified, assessed, or

addressed (outcome).

(Baillie, 2015; Banks et al., 2014;
Bray et al., 2015; Brooker et al.,
2014; Dowding et al., 2016; Duffin,
2013; Edvardsson et al., 2012;
Elliot and Adams, 2011; Ellison et
al., 2014; Galvin et al., 2010;
Goldberg et al., 2014; Gonski and
Moon, 2012; Luxford et al., 2015;
Moyle et al., 2011; Nichols and
Heller, 2002; Rosler et al., 2012;
Scerri et al., 2015; Schneider et al.,
2010; Spencer et al., 2013; Upton
et al., 2012; Waller and
Masterson, 2015; Williams, 2011;
Zieschang et al., 2010)
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Candidate theory tested: If a change agent’s activities or resources of an intervention supports staff to

understand how to interpret and respond to a patient’s behaviour that uses person-centred care

approaches, challenges poor practice by using experiential learning and reflection, then staff will be

more likely (through mechanisms of confidence, awareness, the ability to prioritise) to engage and assess

patient pain or distress and involve patients with dementia and their carer in planning their care

CMOC developed: CMOC 2

Evidence from

Access to training (context) that gives staff an experiential
understanding of impact of dementia on a person and promotes
empathy towards people living with dementia (mechanism resource)
can encourage staff to reflect on the deficiencies of current working
practices (mechanism reasoning) leading them to take more time with
patients with dementia (outcome).

However, where good dementia care practices (mechanism resource)
are not recognised as legitimate working practices (context) staff may
interpret dementia care practices as additional to their workload
(mechanism reasoning) leading to inconsistencies in care provision

(outcome)

(Baillie, 2015; Banks et al.,
2014; Bray et al., 2015; Brooker
et al., 2014; Duffin, 2013; Galvin
et al., 2010; Scerri et al., 2015;
Williams, 2011)

Candidate theory tested: If a change agent works as a clinical expert to identify and resolve the care

needs of patients with dementia then staff will feel supported and be more willing to care for patients

with dementia

CMOC developed: CMOC 3

Evidence from

Experts with clinical and organisational authority to legitimise the
priorities and standards for dementia care (context), and support staff
development in dementia care skills (mechanism resource) encourage
staff to feel confident they understand the expectations of their role
in patient care (mechanism reasoning) and will adapt care practices
(outcome)

However, where the responsibility for dementia care is focused in
select staff (context/mechanism resource), this may reduce the sense
of responsibility the wider workforce has for dementia care
(mechanism reasoning) and reduce embedding good dementia care

practices across the organisation (outcome).

(Baillie, 2015; Baldwin et al.,
2004; Banks et al., 2014; Bray et
al., 2015; Brooker et al., 2014;
Duffin, 2013; Elliot and Adams,
2011; Ellison et al., 2014; Enns
et al., 2014; Goldberg et al.,
2014; Nichols and Heller, 2002;
Rosler et al., 2012; Scerri et al.,
2015; Schneider et al., 2010;
Upton et al., 2012; Zieschang et
al., 2010)
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Candidate theory tested: If a change agent has organisational and clinical authority to introduce learning

and credible resources that prioritise the identification and care of patients with dementia and addresses

concerns around risk and workplace disruption within a person-centred care framework then staff will

feel they have permission to do the right thing becoming less risk averse

CMOC developed: CMOC 4

Evidence from

Where staff are supported to be flexible and autonomous in their role
and working environment (context) with clarification of their
responsibilities for patient care (mechanism resource) staff will feel
confident to adapt care provision (mechanism reasoning) responding
to the care needs of the person in a timely, individualised manner
(outcome).

However, considerations of the influence of environmental factors
and staff capacity (context) may need to be recognised and addressed
by management (mechanism resource) for staff to feel confident a
flexible, autonomous way of working is accepted by colleagues and
senior staff (mechanism reasoning) for them to provide responsive

care (outcome).

(Bray et al., 2015; Goldberg et
al., 2014; Rosler et al., 2012;
Scerri et al., 2015; Schneider et

al., 2010)

Candidate theory tested: If a change agent has organisational and clinical authority to introduce learning

and credible resources that prioritise the identification and care of patients with dementia and addresses

concerns around risk and workplace disruption within a person-centred care framework then staff will

feel they have permission to do the right thing becoming less risk averse

CMOC developed: CMOC 5

Evidence from

Where there is provision of activities and therapies for patients with
dementia which are designed to support their interests and abilities
(context) by staff allocated to this role (mechanism resource), they
will take responsibility to address patients social, emotional, and
psychological need (mechanism reasoning) and take action to
maintain patient functional and cognitive abilities (outcome) which
can provide time for other staff to focus on physical and medical
needs (outcome).

However, where staffing resources are limited (context) allocation of
staff may be focused on maintaining patient safety (mechanism
resource) which requires these staff to prioritise safety concerns over
the provision of activities and therapy (mechanism reasoning) limiting

how psychosocial needs are met (outcome)

(Bray et al., 2015; Duffin, 2013;
Edvardsson et al., 2012; Galvin
et al., 2010; Goldberg et al.,
2013; Goldberg et al., 2014;
Harwood et al., 2010; Moyle et
al., 2011; Scerri et al., 2015;
Upton et al., 2012; Zieschang et
al., 2010)
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Candidate theory tested: If a change agent has organisational and clinical authority to introduce
learning and credible resources that prioritise the identification and care of patients with dementia
and addresses concerns around risk and workplace disruption within a person-centred care

framework then staff will feel they have permission to do the right thing becoming less risk averse

CMOC developed: CMOC 6 Evidence from

Where risk management procedures and expectations | (Duffin, 2013; Enns et al., 2014; Galvin et
are defined through the use of person-centred al., 2010; Goldberg et al., 2013; Goldberg
approaches (context) and ward leadership encourages | et al., 2014; Gonski and Moon, 2012;

and reinforces these practices (mechanism resource) Luxford et al., 2015; Moyle et al., 2011;
staff may feel confident they are supported to address | Nichols and Heller, 2002; Upton et al.,
risk proportionately (mechanism reasoning) and they 2012; Waller and Masterson, 2015;

may support the safety of patients with dementia in Williams, 2011; Zieschang et al., 2010)
ways which help maintain their abilities and accept
their choices.

However, resources for risk management will need to
be compatible (mechanism resource) with
environmental features and staff capacity (context) or
staff may feel the changes are inappropriate
(mechanism reasoning) making it unlikely they will

adapt care practices (outcome)

CMOC 1: Understanding behaviour as communication of an unmet need to support
staff to respond

Awareness in staff that behaviour is a form of communication is an important contextual factor to
trigger staff to go on to perform assessments, put in place care plans and treatment regimens, and
respond appropriately to better meet the person’s care needs. Studies reported where staff
understood behaviours that challenge from patients with dementia as a form of communication of
an unmet need, rather than as a symptom of their dementia, they were more likely to recognise and
respond appropriately; for example by addressing the cause, rather than the behaviour (Banks et al.,
2014; Dowding et al., 2016; Ellison et al., 2014; Gonski and Moon, 2012; Nichols and Heller, 2002;
Upton et al., 2012; Waller and Masterson, 2015). This improved patient outcomes in terms of
reducing patient distress (Baillie, 2015; Bray et al., 2015; Brooker et al., 2014; Goldberg, et al., 2014;

Edvardsson et al., 2012; Scerri et al., 2015; Upton et al., 2012) and maintaining independence by
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supporting mobility and continence (Duffin, 2013; Rosler et al., 2012; Williams, 2011; Zieschang et
al., 2010).

Training in dementia and dementia care (Baillie, 2015; Bray et al., 2015; Galvin et al., 2010; Scerri et
al., 2015; Waller and Masterson, 2015), access to dementia care experts, such as dementia
champions, dementia nurse specialists, and mental health experts (Banks et al., 2014; Elliot and
Adams, 2011; Ellison et al., 2014; Goldberg et al., 2014; Upton et al., 2012; Zieschang et al., 2010),
biographical knowledge of the patient (Banks et al., 2014, Luxford et al., 2015; Nichols and Heller,
2002; Upton et al., 2012; Williams, 2011), and assessments of cognitive abilities, and psychological
and physiological needs (Dowding et al., 2016; Goldberg et al., 2013; Goldberg et al., 2014;
Zieschang et al., 2010) helped staff to reframe how they interpreted behaviours; moving from
something to control and manage, to something that could inform how to work with the patient.
The negative impact of staff who did not understand the difficulties associated with dementia were
identified in interviews with carers (Spencer et al., 2013). They reported staff misinterpreting
behaviours that challenge as patients being deliberately difficult. This led staff to respond

inappropriately:

“Participants [family carers] felt that staff had little understanding and limited training in
dementia care, which carers felt resulted in patients being ignored, shouted at or threatened

when staff were faced with uncooperative or challenging situations.” (Spencer et al., 2013,

p3)

However, even when staff understood how to work with patients with dementia with behaviours
that challenged, their ability and willingness to address these needs were limited by contextual
factors. Goldberg et al. (2014) highlighted the impact of conflicting work demands, staff fatigue, long
shifts, and difficulty in identifying and resolving patient issues that resulted in staff responding to

behaviours by ignoring and disengaging from the patient:

“Staff would try to comfort or distract them...But the calling out would resume once the staff
member left the patient and the conflicting demands on time meant staff would sometimes
ignore their cries and attend to other patients, staff or documentation.... Delivering care to

patients with these behaviours could be exhausting and sometimes, particularly towards the
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end of a ‘long day’ (12 1/2 h shift), staff would ignore patients.” (Goldberg et al., 2014,
p1338)

Personalisation of practices appeared to occur in pockets of activity rather than as an ethos of care

provision that was integral to staff’s work. This is discussed further in CMOC 2.

CMOC 2: The role of experiential learning and creating empathy to encourage
reflection for staff responsibilities for care

Interventions to raise staff awareness in dementia and reframed behaviours as communication were
considered fundamental to supporting the provision of good dementia care. However, while studies
reported improved knowledge in dementia and confidence in staff working with patients with
dementia, there was limited understanding of how this influences staff’s caring practices or the

impacts on patient outcomes (Baillie, 2015; Banks et al., 2014; Galvin et al., 2010; Williams, 2011).

Training strategies which enabled staff to understand the experience of having dementia through
experiential learning techniques were reported to help staff empathise with the patient’s situation,
and consider how they could improve the way they provided care for patients with dementia (Baillie,
2015; Banks et al., 2014; Duffin, 2013). Staff reported suddenly understanding the problems

patients with dementia faced which had not occurred to them before:

“Lack of understanding dementia is evident as we ask family, friends or carers to leave while
we take the patient through the admission process. Not only is the person with dementia in
an unfamiliar environment, but we also isolate them from the people who truly know them.”

(Banks et al., 2014, p724)

Evidence from one evaluation of training found that triggering emotional responses in staff, and
supporting them to make personal connections to patient situations, encouraged staff to see
patients with dementia as individuals and understand that being in hospital was confusing and
caused anxiety (Baillie, 2015). Additionally, the use of examples of good care in familiar situations
gave staff a framework for what good dementia care looked like in their own practice. Staff
reported that this motivated them to take responsibility for making changes to how they provided

care for patients with dementia:
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“Staff discussed how their own interactions with patients and behaviour had changed since
watching Barbara’s Story, and they often referred to changes they had observed in other
staff too. Changes included: giving more time to patients, improved communication, giving
more information, and assisting patients who are looking lost. Staff also discussed how

Barbara’s Story had highlighted their professional responsibilities.” (Baillie, 2015, p28)

Training that had relevance to staff work was considered important for staff to identify how their
role contributed to improvements in care for patients with dementia (Baillie, 2015; Duffin, 2013;
Williams, 2011). However, these care practices, such as spending time with a patient to reassure
them, were not considered integral to staff responsibilities and were understood as additional to

their work:

“Care worker (S33): Not just as part of a chore or duties [but] as part of being really
interested in the patient’s needs... Going out of your way, going out of your duty ... because
sometimes | go to patients who do not need a speech therapist... but if they ask for

something | go out of my way.” (Scerri et al., 2015, p6)

This suggests that, in addition to training in dementia care, staff needed to feel able to spend time
with patients without it being viewed negatively by colleagues, or impact on the effective running of

the ward (Baillie, 2015; Scerri et al., 2015).

CMOC 3: Clinical expert who legitimise priorities for care

Staff who were experts in dementia care were employed to support other clinical staff to develop
their skills in caring for patients with dementia (Baldwin et al., 2004; Banks et al., 2014; Bray et al.,
2015; Brooker et al., 2014; Elliot and Adams, 2011; Ellison et al., 2014; Goldberg et al., 2014; Upton
et al.,, 2012; Zieschang et al., 2010). A number of roles were identified including: supporting the use
of assessments and person-centred care plans related to the person’s psychological, social, and
functional needs (Baldwin et al., 2004; Zieschang et al., 2010); role modelling how to communicate
and work well with patients with dementia (Banks et al., 2014; Goldberg et al., 2014); and providing
professional advice for complex situations, such as legal and ethical decisions around best interests
(Elliot and Adams, 2011; Ellison et al., 2014). Experts with clinical and organisational authority
communicated the expectations for dementia care practices, and were found to legitimise changes

at both ward level (Baillie, 2015; Bray et al., 2015; Enns et al., 2014; Scerri et al., 2015; Zieschang et
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al., 2010) and across the organisation (Baillie, 2015; Brooker et al., 2014; Nichols and Heller, 2002).
Staff concerns about the impact of the changes on their work were addressed in relation to how
psychological and emotional needs were prioritised in relation to medical and physical needs,
making adequate modifications to ward routines to accommodate patients’ preferences, and
clarifying expectations around managing patient safety and documentation (Bray et al., 2015;
Brooker et al., 2014; Enns et al., 2014; Nichols and Heller, 2002; Zieschang et al., 2010). However,
supporting ward staff to adopt and integrate these changes was dependent upon addressing any
skills gaps for new care practices, such as supporting and encouraging mobility in patients who are at
risk of falls (Enns et al., 2014; Zieschang et al., 2010), and a recognition from managers that this
would impact the number of patients staff could be allocated to work with (Bray et al., 2015; Nichols
and Heller, 2002; Rosler et al., 2012). The example below demonstrates how an intervention,
introduced by a senior nurse with ambitions to improve dementia care, had implications for staffing

resources:

“Although the cost of bay nursing is higher because additional nurses had to be recruited to
ensure a constant nursing presence in each bay, this has been offset, at least in part, by

lower costs as a result of the reduction in one-to-one nursing.” (Bray et al., 2015, p24)

While it was considered support from clinical experts would upskill staff in dementia care practices
and influence how they worked with patients with dementia, there was limited evidence to support
that new practices were being adopted and embedded into staff’s daily practice. Instead it
appeared that the experts maintained responsibility for dementia care, either personally or by
providing direction. It is possible that a reliance on staff with expertise for dementia care could
result in responsibility for the care of patients with dementia being located in a small group of staff
rather than creating a culture where dementia care is ‘everybody’s business’. Evidence from one
paper (Goldberg et al., 2014) suggested that while ward staff as a whole were better able to work
with patients with dementia, they would direct issues unrelated to medical or physical needs to

dementia experts:

“Lisa walks down the walkway. The staff say ““Morning Lisa” ‘“Morning’’ as they walk past. . .
Lisa says that this is a strange hospital. The auxiliary says “If you want to go down that way
with [the mental health nurse], she’s lovely”. Lisa says “You’re all lovely”’. The mental health

nurse then talks to Lisa for some time. MMHU55.” (Goldberg et al., 2014, p1339)
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This suggests that the use of experts in dementia care will not, on their own, engage staff to take
responsibility for patient needs which staff do not consider part of their role. Other contextual
factors and mechanisms that influence healthcare staff to move beyond focusing on physical and

medical needs need to be considered and are discussed in the next CMOC.

CMOC 4: Staff are confident they are supported to adapt working practices and
routines for individualising care

The provision of person-centred care was linked to staff’s ability to organise their work around the
needs of patients with dementia which, while recognising the constraints of the ward routine, were
not restricted by them (Bray et al., 2015; Edvardsson et al., 2012; Goldberg et al., 2014; Rosler et al.,
2012; Scerri et al., 2015; Schneider et al., 2010). One study on a rehabilitation ward, where training
in person-centred practices had been provided by the consultant geriatrician, explored what made
quality dementia care possible (Scerri et al., 2015). Evidence from staff interviews suggested that
quality dementia care required staff to recognise the benefit of getting to know patients by spending

time with them outside of essential care tasks:

“Results from the interviews with staff denoted that positive experiences could only be
possible if staff engaged with dementia patients by spending some time out of their busy
schedule to get to know them better. According to a number of care workers, this does not
mean solely spending time next to the patient, but engaging with the patient and showing
genuine interest. This has been referred to by two members of staff as the provision of
‘quality time’ that sustains this relationship through the use of appropriate communication

skills.” (Scerri et al., 2015, p5)

Evidence demonstrated that staff knowledge of the person, combined with the ability to act
responsively to patients expressing distress or unmet needs, improved patient wellbeing (Bray et al.,
2015; Edvardsson et al., 2012; Scerri et al., 2015; Schneider et al., 2010). Staff with a clear
understanding of their responsibilities in patient care was linked to actions which demonstrated
their autonomy by responding in timely, creative ways that met individual patient needs (Bray et al.,

2015; Scerri et al., 2015; Schneider et al., 2010).

Working practices which were flexible and that prioritised the needs of the patient were suggested

to be beneficial for patients’ functional outcomes. One study (Rosler et al., 2012) suggested that
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improved mobility in patients with dementia were linked to physiotherapists managing their
caseload according to the patient preferences. Using professional judgement to take into account
patient mood, therapy staff were able to identify optimal times for individual patients to engage

with physiotherapy sessions, which reduced the number of sessions that were rejected:

“In the CGU described here, physiotherapists and nurses tried to activate patients more
individually by catching the right moment rather than working according to strict time

schedules” (Rosler et al., 2012, p401)

There were additional factors supporting staff to work flexibly, including reduced caseloads, training
in dementia care, and access to treatment rooms which were located on the ward (Roésler et al.,

2012).

CMOC 5: Staff allocated to the provision of care focusing on psychosocial needs

The ability of staff to provide good dementia care was influenced by time constraints and the
availability of staffing resources. This was addressed through the use of mental health care staff,
activities co-ordinators, and volunteers who had specific roles to prioritise emotional, social, and
psychological needs. These staff assessed cognitive abilities and psychosocial needs, provided
individualised therapeutic activities, supervised mealtimes, and managed risk (Bray et al., 2015;
Edvardsson et al., 2012; Galvin et al., 2010; Goldberg et al.. 2014; Moyle et al., 2011; Spencer et al.,
2013; Zieschang et al., 2010). The reported patient outcomes were improved patient experience
(Bray et al., 2015), orientation to time and place (Edvardsson et al., 2012), reduced distress (Bray et
al., 2015; Edvardsson et al., 2012; Goldberg et al., 2014), and a reduction in behaviours that
challenged staff (Goldberg et al., 2014).

Activities and therapies with patients with dementia were also reported to benefit healthcare staff.
By working with some of the ward patients, this provided additional time for healthcare staff to
focus on the physical and medical needs of other patients on the ward (Edvardsson et al., 2012;
Galvin et al., 2010; Goldberg et al., 2014; Spencer et al., 2013; Zieschang et al., 2010). Studies
reported that some activities were deliberately scheduled to cover known times where there would
be a high need within the patient population such as supporting mealtimes (Bray et al., 2015;
Edvardsson et al., 2012; Goldberg et al., 2014; Upton et al., 2012), or during times known to cause

patients with dementia increased anxiety:
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“Daytime activities are conducted especially during the afternoon when staffing by the
nurses is reduced and the sun-downing phenomenon might occur.” (Zieschang et al., 2010,

pl44)

The effectiveness of staff providing activities and therapies was linked to patient characteristics. Not
all patients could benefit from a programme of activities and participation was dependent on
severity of physical illness, level of cognitive impairment, and personal preference of the patient
(Goldberg et al., 2014; Spencer et al., 2013). However, these patients may have indirectly benefited
as healthcare staff had more time to address their physical and medical needs. This was not

explored in any of the papers.

The ability of activities and mental healthcare staff to prioritise emotional and psychological issues
was impacted on by ward-wide staffing levels. In this context, ward management prioritised safety
and risk management over other non-medical needs and allocated roles accordingly (Bray et al.,
2015; Goldberg et al., 2014). While allocation to risk management roles could also incorporate
meeting patients psychosocial needs by staff using the opportunity to engage with the patients in
conversations and activities, this was not always the case. Moyle et al. (2011) highlight that often
risk management is allocated to junior staff members who have not been trained in dementia care,
and do not have an understanding of the purpose of their role beyond monitoring the patient. As a

result, staff did not engage with patients and their close proximity increased patient distress.

CMOC 6: Supporting staff to be confident in providing person-centred risk
management

Studies reported addressing risk in ways that supported a person’s abilities, choices, and
independence improved mobility (Duffin, 2013; Zieschang et al., 2010), reduced adverse incidents
(Upton et al., 2012), and improved patient experience and carer satisfaction (Goldberg et al., 2014;
Luxford et al., 2015; Nichols and Heller, 2002). To support staff to have confidence to use more
person-centred approaches to risk, they received training which developed their skills and helped
them understand how different approaches benefitted patients (Enns et al., 2014; Luxford et al.,
2015; Zieschang et al., 2010). Environmental factors influenced the way risk was addressed. In
wards with locked door access, patients could be monitored at a distance which allowed them to
walk around the ward with minimal restrictions (Goldberg et al., 2014; Gonski and Moon, 2012;

Nichols and Heller, 2002; Zieschang et al., 2010). This was linked to reductions in behaviours that
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challenge, but may also reflect staff reframing behaviours such as ‘wandering’ as no longer

problematic:

“The fact that patients cannot leave the unit unaccompanied not only ensures the safety of
the patients but also relieves the staff of the necessity to observe them constantly. It also
spares patients being repeatedly admonished for not staying in the room, which can evoke

aggressive behaviour.” (Zieschang et al., 2010, p143)

In open wards, where patients were at risk of leaving the ward, alternative methods were used to
identify these patients, such as the use of wrist bands and different coloured hospital clothing. This
helped staff to monitor patients from a distance and intervene as necessary (Baillie, 2015; Duffin,

2013; Galvin et al., 2010):

“People with dementia also wear a blue wristband with their name on. This is another
means of alerting staff to patients’ needs, and it can be beneficial if a patient wanders off a
ward to walk around other parts of the hospital. It means that staff know the patient is
vulnerable and can find out if they need help and also let staff on the older people’s wards

know where they are.” (Duffin, 2013, p17)

Staff training and protocols supported staff to use appropriate methods to encourage a patient to
return to their ward (Duffin, 2013; Galvin et al., 2010), although there was no detail of what this
training involved and who it was aimed at. While the theory for the process was explained, there

was no evidence to support how the intervention worked in practice.

Programme theory

Work in stage one of the review led to the development of three candidate theories. These theories
were tested against evidence from 28 papers from CMOCs evident across data from the studies.
They suggest that relying on single initiatives, such as a change agent, is not enough to encourage
staff to change working practices in ways that are dementia-friendly. There also needs to be
attention to contextual factors that will make staff more likely to make use of the resources
interventions. Figure 8 presents the programme theory which incorporates the six context-
mechanism-outcome configurations. This suggests what needs to be in place to encourage best

practice for dementia care in hospitals (Figure 8).
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The preliminary CMOC represents a context where staff have limited understanding of what the
needs are of patients with dementia, and how care can be provided to meet their needs. Itis
recognised that resources which promote dementia awareness and an understanding of what
constitutes ‘good’ dementia care are often initially implemented into these contexts. A preliminary
outcome of this is that there is a change in the context in that staff can have a common
understanding of what good dementia care looks like, and how this is beneficial to their work and for
patients with dementia. Additional contextual factors in the intermediate CMOC, such as how
organisations and managers legitimise dementia care practices, and the clarity staff have in their
responsibilities for patients with dementia, will influence how they engage with resources and make
changes to the care they provide. These changes by staff are anticipated to lead to improved patient

outcomes, although evidence related to patient outcomes was limited.

Chapter summary

This chapter has presented evidence from stakeholder interviews and the literature which has
contributed to building a programme theory of what supports hospital staff to provide dementia-
friendly healthcare, and with what outcomes for patients with dementia. The realist review
demonstrated that single initiatives which lack the support of senior hospital staff members are
unlikely to change the way hospital staff provide care for patients with dementia. Instead,
organisational endorsement is a key context that will influence whether or not staff modify care
practices with patients with dementia and draw on resources which can enhance their work, helping
them to recognise they have the capability and capacity to improve outcomes for patients with
dementia and their carers. A key finding was that hospital staff understand behaviour as a

communication of an unmet need in order to assess and address the underlying cause.

151



Figure 8: Programme theory for supporting dementia-friendly healthcare in general hospitals
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Chapter four: Realist evaluation findings

The realist evaluation aimed to test the programme theory developed from the realist review in two
case study sites. In this chapter | report the findings from the study sites, starting with a description
of the two sites and participants. | then demonstrate how the findings refined the programme
theory with examples of evidence that contributed to developing the context-mechanism-outcome

configurations.

Case study sites

Study sites 1 and 2 were general hospitals in two NHS Trusts in East of England (Table 23). They had
taken different approaches to how they used resources to provide care for patients with dementia.
Site 1 had a dual-frailty ward with 16 beds. Site 2 had a team providing 1:1 care for patients with
dementia across the general hospital. It was not possible to identify the number of patients
admitted to each general hospital who had a diagnosis of dementia, as at the time of the study
computer systems were not organised to automatically record this information. At admission,
patients were recorded as having dementia, or not, but this did not necessarily agree with whether a
formal diagnosis had been made. At site 2, the Dementia Lead had a responsibility to cross check
diagnosis for patients identified as having a dementia with their primary care and mental health
records. Case finding patients recorded as having a dementia was complex. The computer system
did not support an automatic search for dementia diagnosis and staff who completed patient
records recorded dementia diagnosis across a number of different fields. Additionally, the Dementia
Lead had recently joined the general hospital and there had been a gap in recording data related to

patient numbers with dementia.

Table 23: Study site characteristics

Site Number of Beds Type Number of emergency

inpatients per year*

(Trust wide)
Site 1 Over 500 General Hospital Approximately 40,000
Site 2 Over 700 General Hospital Approximately 45,000

*HES data 2015/16
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Observations

A total of 80 hours of observation were completed over three months, comprising of seven weeks at
each site. Atsite 1, 41 hours of observation were performed covering the hours of 7.00am to
10.00pm (see Table 11, p63). At site 2, 39 hours were completed covering the hours of 7.00am to
10.00pm (see Table 12, p64). Observations were carried out in patient bays on the wards. At site 1
they were conducted in one ward, the dual-frailty ward. At site two, observations took place across
four wards as follows: Ward A: 25 hours, Ward B: 9 hours, Ward C: 2 hours, Ward D: 3 hours.
Observations in Wards A and B looked at the work of ward staff and 1:1 staff with patients with
dementia. Observations in Wards C and D focused primarily on the work of the 1:1 team with

patients with dementia.

Staff interviews

At total of 36 staff participated in interviews, covering domestic staff, nurses, healthcare assistants,
doctors, allied health staff, psychiatrists (Table 24). Thirty staff participants had English as their first

language.

Table 24: Staff interviews by site

Role/Position Site 1 Site 2

Heath care worker 3 7 (2 ward, 5 from 1:1 team)
Nurses 4 3

Allied Health Staff 2 1

Doctors 3 2

Senior Nurse Leads 3 4

Consultant Psychiatrist 1 1

Housekeepers 0 2

Total 16 20

Patient Recruitment

Across the sites, 28 patients were recruited for medical notes review and the Neuropsychiatric

Inventory (NPI) assessment, four of these patients participated in interviews (Table 25).
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Table 25: Patient recruitment

Site Number Capacity | Capacity to Without | Without | Without | Without
eligible to consent capacity | capacity | capacity | capacity
patients consent | recruited recruited | consultee | no reply

(interviewed) decline

Site 1 40 9 3(2) 31 15 5 11

Site 2 29 10 4(2) 19 6 4 9

Total 69 19 7 (4) 50 21 9 20

Carers

Across the sites, 21 carers were approached for interview during their visits to the hospital, either

through face-to-face discussions or by letter (see Carer recruitment, p56). Only two carers, one from

each site, were recruited. Reasons for declining interviews included the burden of a formal interview

when their relative or friend was in crisis, other commitments such as looking into alternative living

arrangements for their relative or friend, and practical concerns around time spent at the hospital.

Ward and team characteristics

Ward characteristics differed in the sites, these are detailed below (Table 26 and Table 27). Floor

plans for the ward at site 1 and ward A at site 2 show how the physical environments differed

(Appendix 18 and Appendix 19).

Table 26: Ward characteristics by site

Site | Ward | Specialism Beds Bay/bed | Side rooms | Staff to patient ratio
1 A Dual-frailty 16 8/2 0 1:2

2 A Elder care 30 4/6 6 1:6/1:7/1:7

2 B Orthopaedic 30 4/6 6 1:6/1:7/1:7

2 C Elder care 30 4/6 6 1:6/1:7/1:7

2 D Elder care 33 6/5 3 1:5/1:6/1:8

Ward A at site 1 differed from the wards at site 2 by having fewer beds, fewer bays, more beds per

bay, no side rooms, and a higher staff to patient ratio (1:2 versus 21:5).
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Table 27: Ward characteristics for site 1 and 2

Ward Characteristic

Site 1

Site 2

Reason for admission

Physical and mental health need

Ward A, B and D multiple physical
and medical needs, Ward C

orthopaedic

Environment

Wood effect laminate flooring
Locked keypad entrance/exit
Temperature locally controlled
Red door frames and white doors
for toilets and showers

TV in each bay

Tea, coffee and snack facilities for
patients and visitors

Tables for patients, staff and

visitors in middle and front of bay

Shiny white tiled flooring

Locked keypad entrance/exit
(Wards A, C, and D)

Temperature remotely controlled
Red frames, white doors, and
photographic signage for toilets
and showers

Reminiscence room on Ward A

and C

Visiting professionals

to ward

Psychiatrist, occupational
therapist, physiotherapist,
specialist nurses (e.g. Macmillan
nurse, continence nurse, infection
control) mental health team, social
worker, pastoral care, dietitian,

phlebotomist

Enhanced Dementia Care Team
(1:1 team), psychiatrist,
occupational therapist,
physiotherapist, specialist nurses
(e.g. Macmillan nurse, continence
nurse, infection control, wound
care) mental health team, social
worker, pastoral care, dietitian,

phlebotomist

Ward rounds

Daily between 9am and 12pm with
doctors, sometimes joined by

psychiatrist, physiotherapist

(Ward A) Daily between 9am and
10am with doctors, sometimes

joined by senior nurse

Multidisciplinary Team

Meeting

Daily between 12pm and 1pm
Includes doctors, nurses, social
worker, discharge nurse, allied
health professionals and are joined

twice a week by the psychiatrist

Daily between 10am and 11am
Includes doctors, nurses, social
worker, discharge nurse, allied

health professionals
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The environment of Ward A at site 1 was noticeably different from the wards at site 2. The bay
space was bigger, allowing for tables in the centre that were used for communal dining and
activities; often this space would be shared by staff and patients. At site 2, space in the bays was too
small to accommodate tables, instead staff used small, portable desks when working in the bays.
The bays in ward A at site 1 were well lit and had windows on three sides allowing for plenty of
natural light. At site 2, strip lighting in the middle of the ceiling meant that areas were unevenly lit,
and at night time this could lead to shadows and dark areas of the bay when curtains were drawn
around beds. At site 1, a wood effect laminate flooring had a matt finish which reduced glare,
whereas at site 2 floor tiles were shiny. Other wards at site 1 outside of the unit were similar to

those at site 2.

There was more focus on assessing and addressing mental health at site 1 than site 2. Staff from the
mental health team visited the ward daily, assessment of cognitive abilities and mental health, such
as depression, were carried out with all patients, an activities co-ordinator provided daily activities,

and the occupational therapist assessed and developed plans for mental as well as physical needs.

Staff characteristics and responsibilities

Nurses and healthcare assistants at site 1 work 12 % hour shifts, either night or day. They had two
30-minute breaks per shift which were timed mid-morning and mid-afternoon to ensure all staff
were available at meal times. Each shift allocated four healthcare assistants and four nurses across

two eight-bedded bays. A senior nurse was on duty during the day.

At site 2, there were three shifts patterns of early (7am — 2pm), late (2pm — 7pm), and night (7pm —
7am). Staffing numbers differed according to the shift and represented total staff allocation for 30-
bedded wards (Ward A, B, C) and a 33-bedded ward (Ward D) (Table 28). A senior nurse was on duty
during the day shift.

Table 28: Staff characteristics

Site Ward Shifts per 24 hours Qualified staff by shift Non-qualified staff by shift
1 A 2 4/4 4/4

2 A 5/4/4 4/4/2

2 B 3 5/4/4 4/3/2

2 C 3 5/4/4 4/4/2

2 D 3 5/4/3 4/3/2

157



Dementia Enhancement Team (1:1 team) Site 2

The Dementia Enhancement Team at site 2 provided 1:1 care for patients with dementia who were
at risk of falls or had behaviour that challenged staff. The team consisted of 17 full-time staff at
band level 3, a team manager, and a matron for the team. They worked 12 % hour shifts, spending 3
hours with each patient and were generally assigned 4 different patients per shift. They had fixed
breaks and shared a staff room with one of the wards. The team used their own care notes and a
‘Whatsapp’ group to share information on patient interests, activities that have worked, and for

general support between the team members.

Admission to ward

At site 1, patients were not directly admitted to the ward. Transfer to the ward was through a
referral process completed by a senior nurse on the admitting ward and assessed by Rapid
Assessment Interface and Discharge (RAID) team. Patients were transferred to the ward because
they were both medically unwell and had behaviour that challenged due to dementia, delirium, or a
combination of the two. When a bed became available, transfer was arranged through the senior
nurse on duty. Patients recruited to the study at site 1 (n=18) had a median of 4 (1 — 36) days from

hospital admission to being transferred to the dual-frailty ward.

At site 2, patients were admitted and treated in the same way as patients without dementia with the
expectation that they remained there until discharge. Some patients with dementia were observed
being moved to different beds within the ward according to their, or other patients, level of risk and
need to be monitored. The Trust policy for patients with dementia stated that patient moves within
or between wards must not occur unless necessary, although there was no guidance where patients
with dementia should be admitted to on the ward. However, it was acknowledged by staff that
patients with dementia who were at risk of falls were ‘cohorted’ into the bays that were most visible

to the nurses’ station.

Recognising additional staff support needs

At site 1, due to the higher staff to patient ratio on the ward compared to other areas of the general
hospital, additional staff support was not available. Staff on the ward provided additional support to

patients as required.
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At site 2, all requests for 1:1 support went through the 1:1 Team Manager who was responsible for
allocation of patients to the 1:1 team and use of agency staff. A referral form set out a Red, Amber,
Green (RAG) status for prioritising patients considered to need 1:1 support. Those who presented a
high risk to themselves or others from confusion, wandering, and aggressive and violent behaviour

were allocated support from the team, and their changing needs were assessed daily.

Patient characteristics

Across the sites, 28 patients were recruited for medical notes review and NPI (18 at site 1 and ten at

site 2). Four of these patients participated in interviews, (see above, Table 25).

At site 1, due to the ward admission criteria, all patients admitted to the ward were eligible for
recruitment unless they were identified as end of life. At site 2, identification of eligible patients was
supported by the Dementia Lead who was responsible for checking that a formal diagnosis of
dementia had been made. This explains the difference between the proportion of patients recruited

with a formal dementia diagnosis at site 1 and site 2 (Table 29).

Table 29: Patient characteristics

Site 1 Site 2
(n=18) (n=10)
Median Age years (range) 77 (range 62 — 92) 88(72-99)
Gender Male / Female 11/7 4/6
Length of stay days 21 (4-106) 23 (12-42)
Place of admission:
Own home 11 8
Residential Home 2 2
Nursing Home 3 0
Sheltered Housing 1 0
Other Hospital 1 0
Place of discharge:
Own Home 4 1
Residential Home 4 4
Nursing Home 6 3
Sheltered Housing 1 0
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Site 1 Site 2
Hospital (rehabilitation) 0 1
Mental health 2 0
RIP 1 1
Number returning to same place of residence | 9/8/1 3/6/1
yes/no/RIP
Reason for admission
Fall 4 3
Confusion 6 0
Infection 5 3
Fracture 0 4
Cardiac/respiratory 3 0
General decline 0 2
Dementia Diagnosis Yes/No 9/9 10/0
Dementia Type
Alzheimer’s Disease 4 1
Vascular Dementia 3 3
Mixed Dementia 0 2
Lewy Bodies 1 0
Unspecified 1 4
Delirium Yes/No 8/10 1/9
Comorbid conditions Median 5 (1 -13) 45 (1-11)
Number of medications on admission Median 9 (3 —15) 11 (4 - 26)
Recorded adverse incident during stay Yes/No | 12/7 3/7
NPl median number (range) 3(0-7)(n=17) Median 2 (0 -5)
Delusions 5 1
Hallucinations 5 2
Agitation or aggression 14 6
Depression or dysphoria 5 2
Anxiety 3 4
Elation or euphoria 0 0
Apathy 1 0
Disinhibition 1 0
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Site 1 Site 2

Irritability or Lability 2 2
Motor disturbance 8

Night time behaviours 9 2
Appetite or eating 0 2

The patients recruited at site 1 were younger than those at site 2. Overall, they had a similar length
of stay, although nine patients at site 1 did have longer than the median. Nine patients from site 1
returned to their original place of residence, eight had delirium and 12 experienced an adverse
incident during admission. The number of incidents possibly reflected the reasons for transfer to the
ward, as five of these incidents occurred on other wards and were related to falls or violence. As
results from the NPI data demonstrate, patients recruited from site 1 were reported as having a

higher number of behaviours that challenged than those at site 2.

Theory testing

The purpose of the study has been to develop an explanatory account of what supports dementia-
friendly healthcare, in what circumstances, and with what outcomes for staff and patients. Evidence
from the realist review (see Chapter three: Realist review findings) led to the development of a
programme theory consisting of six interrelated context-mechanism-outcome configurations

(CMOCs) (Table 30).

Refined programme theory

The six CMOCs make up the programme theory, which is summarised below.
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Table 30: Modifications to context-mechanism-outcome configurations from phase one to phase two

Initial CMOCs developed during the realist review | Revised CMOCs from realist evaluation

1) Understanding behaviour as communication 1) Knowledge and authority to respond to an

improves staffs’ ability to respond unmet need

2) Experiential learning and empathy encourages | 2) Role relevant training and opportunities for

reflection on responsibilities of care reflection
3) Clinical experts who legitimise priorities for 3) Clinical experts and senior staff promoting
care practices that are patient-focused

4) Staff with confidence to adapt working

practices and routines to individualise care 4/5b) Engaging with opportunities to spend

5) Staff with responsibility to focus on time with patients

psychosocial needs

6) Building staff confidence to provide person- 6) Risk management as an opportunity for

centred risk management dementia care

7) Valuing dementia care as skilled work

CMOC 1: Responding to unmet needs: Systematic approaches to understanding patient needs are
useful for a consistent and continued approach to patient care. However, they are only as useful as
the information that is collected; for these documents to support dementia care, staff need to
understand what is important to record. A context not identified in the review was the use of tacit
knowledge that staff had developed from training and experience. In recognising that staff draw on
this knowledge for many of their interactions with patients when responding to their behaviours,
providing opportunities that can develop this knowledge could support staff to improve how they
interpreted behaviours that were challenging. Important mechanisms were that staff had time to
spend with patients, combined with their capacity and capability to engage with the patient, and
their authority to approach senior team members. This was thought to influence whether staff
believed they could make a difference and take action that would result in the patient’s unmet

needs being addressed.

CMOC 2: Relevant training: Training in dementia care skills that had relevance to staff and could be
applied to their work was reported to resonate with them and influence their practice. However,
staff were only required to attend dementia awareness training once and the training was delivered
in a concise format. Thus, it was important to provide opportunities for staff to share their
experiences with other colleagues and develop their ability to work well with patients with

dementia. This could widen the range of responses they could draw on in different patient
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situations, such as helping to reduce patient distress.

CMOC 3: Experts and senior staff: Clinical experts legitimised and defined best practice for dementia
care. However, if staff could not identify a benefit to themselves for changing practices they were
unlikely to adopt new practices regardless of the benefit to the patient. Credible experts appeared to
have less impact on staff practices than immediate line managers, suggesting a need to focus
developing dementia expertise at ward manager level, who could then communicate the priorities

for patient care to ward staff.

CMOC 4/5b Time to spend with patients: Themes from CMOCs 4 and 5 were combined. Biographical
knowledge of the patient was used by staff to support their work with patients, but only where
information was relevant to their work. Social influences, such as norms for patient care and
concerns around contribution of work to the wider ward, could inhibit staff from working well with
patients, leading them to focus on their role rather than on the interaction with the patient.
Organisational endorsement to spend time with patients, through either policies that required staff
to remain in the bay, or the role of a member of staff held in relation to patient care, could
encourage staff to work in more person-centred ways. However, this was dependent upon the
member of staff engaging with the opportunity rather than resenting and rejecting it. This influenced

whether patients and their carers felt they were listened to.

CMOC 6: Opportunities in risk management: The ethos of care for managing patient risk did impact
on how staff worked with patients at risk of falls. However, this was also influenced by the
characteristics of the patient, additional staffing resources, and the ward environment.
Organisational concerns and priorities, not patient need, dictated how staffing resources were
allocated leading to patients at high risk of falls receiving more time with staff than patients
expressing distress who did not pose the same risk. Staff concerns for the consequences of an
incident impacted on the way they addressed patient risk, which while supporting patient safety,
impacted on patient choice and limited movement. Where dementia care was given a higher
priority and understanding of dementia was more consistently reported amongst ward staff, staff
were able to approach patient needs calmly, creating an environment where behaviours that
challenge were monitored and accepted rather than controlled. This reduced carer concerns that
patients should be restricted and reduced patient frustration as behaviours related to understanding

the ward where not curbed where they were not a risk to themselves or others.
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CMOC 7: Valuing dementia care: Whether staff recognised dementia care as skilled work influenced

their engagement with resources that could develop their skills. There was limited formal

recognition of the expertise in dementia care by the staff (healthcare assistants) who spent the

majority of their time with patients with dementia. Time spent with patients attending to needs

related to dementia was not considered as worthy as time spent attending to clinical needs. Work

with patients with dementia was prioritised according to risk rather than need and influenced the

nature of the work staff were involved with, limiting their opportunities to use dementia care skills

and leading them to believe they were losing skills. This could impact their long-term commitment

to stay in dementia care.

CMOC 1: Knowledge and authority to respond to an unmet need

Table 31: Evidence informed revisions to CMOC 1

Original CMOC 1 from review

Revised CMOC 1

Where staff are supported to understand
behaviours that challenge as communication
of an unmet need (context), through access to
experts, training, resources that help them to
get to know the person (mechanism

resource). Staff will recognise they have
improved capacity and capability to influence
the patient situation (mechanism reasoning)
making it more likely they will identify and
address the need (outcome).

However,

workload, patient characteristics (context) and
staffing resources (mechanism resources) may
cause staff to doubt their ability to make a
difference (mechanism reasoning) leading to
the patient need not being identified,

assessed, or addressed (outcome).

Where behaviours that challenge are understood as
communication of an unmet need through staff
training, experience, access to experts, and the use of
care planning documents to support the assessment
of possible causes of behaviour (including medical,
physical, psychological, emotional) (Context), shared
information about patient care and a range of
responses for meeting patient needs (mechanism
resource), will support staff to feel they have the
capacity, capability, and authority to influence the
situation (mechanism reasoning) and will be more
likely to identify and address the need (outcome).
However,

conflicting work demands, patient characteristics, and
organisation of the ward (context) will influence how
staff respond to patient need, the time they spend
with patients (mechanism resource) and if they
consider they have the authority to request action
from senior colleagues (mechanism reasoning)
influencing if patient need is investigated, addressed,

or raised with colleagues (outcome).
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Findings from the review suggested that staff understanding behaviour as communication of an
unmet need is an important context for the provision of good dementia care. Evidence from the
case study supports this as an important prerequisite of good care. Staff reported how training and
their own experience (CMOC 2), access to expert advice (CMOC 3), and assessment documents were
important contexts for developing their ability to identify and respond to patient needs. This was
most evident when there were competing demands on staff time. In these situations, it was staff’s
underlying competence in working with patients with dementia expressing distress and anxiety, and
knowing how to respond and take action to address a patient’s need, that made a difference.
Additionally, a level of authority to raise patient needs with more senior staff and ensure
recommendations were acted upon was important for staff to believe they could make difference to

the patient, leading them to take action.

The following section explores these elements of the CMOC, drawing on evidence from interviews

and observations at both sites.

Methods for identifying and addressing need: the use of systematic and tacit approaches

Use of systematic approaches for understanding behaviour as communication of an unmet need was
identified in the review. Interviews with senior staff identified systematic approaches as key to
supporting a thorough assessment of possible underlying causes of behaviour and developing
strategies that would address the need. At both sites, staff involved in dementia strategy groups
discussed the development and use of dementia care bundles. These set out evidence-based
assessments and practices that are considered to improve patient outcomes when used together in
a consistent and continuous way, and detailed procedures for identifying causes of distressed
behaviour, recommending actions for staff. They were also thought to help staff develop their
awareness and help them acquire techniques for addressing patient needs. This quote provides an
example of how this learning was supported by ward-based resources to reinforce alternatives to

medication for patients with behaviour that challenge:

“And then obviously had some input into the [ward] behaviour chart which has then gone
round the hospital. Which of the 17 / 18 interventions listed, only one is medication. You
know, one is calling a doctor, one is around one-to-oneing someone, but pretty much there
is around 14 interventions on there which are non-pharmacological interventions, which
aren’t about medicines; do they need the toilet, do they need something to do because it’s

boring being in hospital, those sorts of things.” (Site 1, ST0116, Psychiatrist)
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There was evidence from observations, interviews, and review of medical notes, that doctors,
psychiatrists, and allied health professionals were using these systematic approaches to understand
possible causes of behaviours that were challenging for staff, although most of this evidence was
identified at site 1. Evidence suggested, however, there were limitations to systematic approaches
currently in use. The ability to understand and interpret behaviours was linked to what kind of
information ward staff recorded. Variability in the recording suggested ward staff awareness for
understanding behaviour as communicating an unmet need did not extend to assessment, use of
language, and documenting care. While staff spent a considerable amount of their time
documenting patients’ care in medical and nursing notes, such as their fluid intake and bowel
movements, descriptions related to behaviours expressing needs and how staff addressed them
were limited and lacked depth or possible explanations. This observation demonstrates how pain
was recognised as a possibility for a patient’s behaviours but the notes do not explain what had been

attempted to improve the situation:

The doctor continues to set out 5’s situation; that he is in pain, that he has an infection, and
is agitated. They mention that the notes report that he is shouting, but comment that they
would want to know why he is shouting, not just that he is shouting. The doctor suspects

that it might be because of pain. (Site 1, 0B0103)

Motivations for recording behaviours may have influenced what was recorded. For example, staff
may have been recording the behaviour to assist assessment, alternatively they may have been
recording the behaviour to ensure there was a record of the incident. This might, in part, explain
why more disruptive behaviours, such as violence, aggression, or trying to leave the ward, were
more likely to be recorded. When information was more detailed, considered possible causes of the
behaviour, and documented what staff had done to try and address them, patient records provided

opportunities for learning to identify deficits in care provision and how it could be improved:

[FN: 4 earlier reacted badly to being supported with care by a male 1:1 and had hit out. The
family member confirmed 4 did not like support from male staff] The HCA ward and the 1:1
are talking about the support needs for patient 4. The HCA ward says to the 1:1 that she will
go and update the RN and ward manager and put it in the patient notes that 4 is not to
have male support. The 1:1 then comes over to me and explains that they now know why 4
cannot have a male 1:1 and that everyone is being updated to change the care plan. (Site 2,

0B0202)
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Some behaviours, for example calling out, were often not recorded, even though staff recognised
this as disruptive and indicative of patient distress. This might have been linked to whether staff
considered the behaviour to be inevitable, unsolvable, and to be tolerated by staff and patients, or if

they perceived they had the ability to address the cause of the behaviour.

An alternative method of understanding patient behaviour was described by some staff who
explained how they drew on knowledge and skills developed from a combination of training and
experience. Tacit knowledge led these staff to consider causes, such as pain and hunger, helping

them to resolve the patient’s need:

She [1:1] then goes on to tell me about how pain is always one of the first things she
considers when a person is agitated or aggressive... She said since that training she has been
‘on it’ looking out for evidence of pain. She then gives the example that 13 has been
complaining of headaches since she has been working with him and suggested that possibly
it is because he is used to wearing glasses but he does not have them with him. She also
explains that 14 had been very agitated this morning and was constantly trying to get out of
bed and pulling his catheter, but since he has had the pain relief he has been much calmer.

(Site 2, 0B0213)

Observations recorded staff checking and clarifying their understanding of behaviours by asking the
patient about their needs. Where verbal communication abilities were limited, staff addressed the

need based on their interpretation of the behaviour:

The HCA walks back down the bed bay towards the front desk. She looks over at 7 and
notices that he is eating the cardboard packaging from the sandwich. She goes over and
gently takes it out of his mouth saying to him “7, you don’t want to eat cardboard”. She
then says to him ‘would you like a biscuit?’ He does not respond, but HCA turns and says ‘I'll
get you a biscuit’. As she goes to get the biscuit she looks over at 6, 6 does not appear
happy with his tea. He sees she is looking and asks about the sugar, HCA replies “there is
sugar, it probably just needs a stir, I'll get you a spoon.” She goes to get a spoon. (Site 1,

0B0106)

However, once staff understood the reason for the behaviour, they would sometimes attempt to

address it in ways which might not be reflective of the patient’s preference, in part this was linked to
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the available resources. For example, where staff recognised patients were hungry but did not have
access to patient’s food choices, persistent offers of alternatives could lead to increased agitation

and frustration:

[FN: 4 has been asking for a particular food, but has run out of her own supply which the
family bring in. Staff do not have access to an equivalent alternative and have been offering
different options which have been met by anger and frustration from 4.] The agency HCA
asks 4 “Do you want a banana?” 4 screws up her face and says in a loud, annoyed voice, ”I
don’t want a fucking banana!” [FN: offers of food continue regularly for two hours and are

met with hostility.] (Site 2, 0B0211)

The above example demonstrates the limited responses staff had for addressing patient needs.
Developing alternative strategies for addressing patient needs depended on being able to attend
training, or working closely with other, more experienced colleagues who could reflect on whether
strategies were working, provide explanations, and demonstrate alternative ways of how to address
a patient’s needs (see CMOC 2). At site 1, the layout of the ward and the higher number of staff
working in the bay meant there were more opportunities for staff to share how they worked with

patients to reduce distress.

Range of responses and time with patients influencing patient outcomes

An analysis of the types of responses to address different patient behaviours (Appendix 20)
demonstrated that while staff were observed as attempting to reduce patient distress, they had a
limited range of responses. Some staff were observed to rely mostly on distraction methods, such as
offers of drink or food. Other staff were more likely to draw on techniques that had biographical
relevance to the patient, such as talking with them about family and jobs. Whether or not these
methods were able to address the patient’s need depended upon the level of distress the patient
was experiencing and the amount of time the member of staff could spend with them. For example,
where staff engaged with a patient’s distress by making time to focus on their needs, and provide

comfort in ways that were acceptable to the patient, this could help calm patients:

The HCA walks over to 9. The HCA asks her if she is okay. 9 looks up at the HCA, she has
tears in her eyes. The HCA walks over to her right-hand side, reassures her she is okay and
gives her a big hug. She then releases her a little and checks she is okay, 9 nods and smiles.

... The HCA has her left hand behind 9’s back and speaks into her ear. 9 looks at her and
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nods. The HCA then comes over to the front desk, takes a spare chair, looks at me and says,

“she needs a chat”. (Site 1, OB0109)

However, observations recorded a number of occasions where staff spent only brief periods of time
with patients expressing distress. These were due to: competing demands which were prioritised
over spending time to reduce distress; staff considering that the immediate need had been met,
such as observing the patient have a drink; or techniques not being immediately successful in
reducing distress. These short exchanges rarely appeared to lead to a reduction in distress, resulting

in repeated, brief interactions with staff:

Patient 4 was calling out repeatedly over a three-hour period. Patient 4 expressed
discomfort and concern about her drip until it was completed and removed, and feeling hot
and uncomfortable requesting to remove clothing. Each time staff explained why she
needed to keep the drip in or keep clothes on and then distracted her by encouraging her to
have something to drink. After watching her take a sip, they would leave her, returning to

other work. (Site 2, Summary of OB0207)

Decisions around whether staff spent time with patients appeared to be linked to whether they had

the capacity and capability to reduce distress.

Staff capacity, capability, and authority to request action from senior staff

Staff capacity to understand and respond appropriately to behaviours were conditional to contextual
factors such as conflicting tasks and competing patient needs. Staff at site 1 commented that
increased staff support allowed them time to spend with patients who were anxious or distressed.

In contrast, in situations where there were reduced staff numbers, staff were less able to respond to
behavioural and emotional needs such as anxiety. In these situations, staff attempted to provide
comfort to distressed patients through verbal reassurances and, where possible, visually monitoring

them:

[FN: 2 has been saying she is lost since the beginning of the observation. The HCA is working
with 4 behind curtains] After a moment 2 turns to me and says, “I don’t know my address.”
The HCA calls out from behind the curtain “2 your address is on the note, what does it say
2?” 2 looks at the note and says the address. The HCA says, “yes, that’s right”. (Site 2,
0B0205)
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Addressing patients’ emotional needs was secondary at times of conflicting demands, such as other
patient needs and ward routines. This appeared to be partly influenced by whether staff considered
they could make a difference or were able to stop the task they were involved with to address the
patient needs. For example, taking clinical observations, such as blood sugar level readings in the
lead up to mealtimes, was prioritised over addressing emotional and psychological needs of patients

who were visibly sad or repeatedly calling out:

13 has been repeated calling out for help over the past hour of observations. The bay is not
visible from the nurses’ station and staff have briefly popped in to see other patients. It is
now approaching lunch time and the HCA takes blood sugars for 14 and 15. During this time
13 continues to call out but the HCA does not go over to ask about her needs. (Site 2,

Summary of 0B0209)

At site 2 the ward culture was more hierarchical and staff appeared to need a level of authority to
make requests and follow-up with senior staff. This could impact how patient needs were
addressed. For example, when staff recognised patient behaviours as an expression of pain but
were not qualified to administer pain relief, they needed to make requests for medication to senior

staff on behalf of patients:

The 1:1, in the moments when 2 is not needing support, has been looking around the bay
and checking on the other patients. The RN comes in and the 1:1 gets her attention, “sister”.
The RN goes over to the 1:1, the 1:1 continues, pointing towards 4, “that lady in bed 4 isin a
lot of pain”. The RN nods and goes over to the medication chart and picks up 4’s then goes

and stand over to 4’s left-hand side. She asks 4 where the pain is. (Site 2, 0B0208)
Ward staff who appeared reluctant to make these requests, or follow-up requests, were observed

instead repositioning patients and distracting them with drinks rather than approaching the senior

colleague. This could lead to a delay in patients receiving pain relief.
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Figure 9: CMOC 1 Knowledge and authority to respond to an unmet need

CMOC 2: Role relevant training and opportunities for reflection

Table 32: Evidence informed revisions to CMOC 2

Original CMOC 2 from review

Revised CMOC 2

Access to training (context) that gives staff an
experiential understanding of the impact of
dementia on a person and promotes empathy
towards people living with dementia (mechanism
resource) can encourage staff to reflect on the
deficiencies of current working practices
(mechanism reasoning) leading them to take more
time with patients with dementia (outcome).
However,

where good dementia care practices (mechanism
resource) are not recognised as legitimate working
practices (context) staff may interpret dementia
care practices as additional to their workload
(mechanism reasoning) leading to inconsistencies

in care provision (outcome)

Access to training, support from experts and
colleagues with experience in dementia care
(context) develops skills and techniques
(mechanism resource) that are relevant to staff
work (mechanism reasoning) and lead staff to apply
the methods in their work (outcome) reducing
patient episodes of distress (outcome).

However,

dementia care is complex and it is not always
possible to resolve patient distress (context), staff
need to have opportunities to share their
experiences to develop their skills (mechanism
resource) and be reassured they have tried to make
a difference (mechanism reasoning) to improve their

ability to cope with patient distress (outcome).

171




Findings from the review suggested developing empathy and understanding of how patients with
dementia experience care was important for staff to recognise why some practices might have a
detrimental effect. Evidence from the case study suggests that while staff with a responsibility for
training felt this was an important element, staff in receipt of training reported they valued learning
specific skills relevant to their daily work. This demonstrates that the priorities for training were
different between ward staff and those training staff. Staff ability to implement learning was
influenced by previous experience of working with patients with dementia, and concerns for their

contribution to ward activities. This evidence will now be discussed.

Training that encourages reflection of care practices

Staff responsible for dementia training discussed using techniques to encourage staff to consider
their practice from the patient’s point of view. They believed that by understanding how dementia
could affect a patient’s experience of care, staff would recognise why some approaches might be
detrimental. This in turn could help them to consider how to improve their care to meet the
patient’s needs. For example, by understanding that patients who are confused by their
surroundings will be frightened and need reassurance, the staff might be prompted to comfort

them:

“And it is looking at things from a very simple point of view, so looking at [consultant] talking
about try as hard as possible to put yourself into the patient’s position, and if you could see
what they were seeing, if you could understand what they were seeing, that sort of thing.”

(Site 1, ST0116, Psychiatrist)

Staff providing training reported covering a range of topics and skills (Table 33). Mandatory tier 1
dementia awareness training ran at both sites. Additional training was dependent upon staff role

and their level of contact with patients with dementia.

The two-hour slot allocated to dementia awareness training suggests there was limited time on the
course to reflect on care practices, and the breadth of the course might have led staff to only retain
information of relevance to their work. For example, staff who had only received dementia
awareness training spoke of how dementia impacted the person from the physical support they
might need. This related to how they might adapt care provision but had limited reference to the
patient’s emotional needs. Staff with additional training and experience in dementia care reported a

deeper insight of how care practices might be detrimental, and considered the impact on the
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Table 33: Topic areas for training and type of training delivery

(site 1 staff and 1:1
staff at site 2)

safety and staff safety. For example,
techniques for getting out of holds and
knowing when to call for help

Training delivery Topic area Teaching format
Dementia Dementia Aetiology Class-based
awareness Signs and symptoms Lecture
Impact on abilities such as eating and balance | Facilitated by dementia lead
Person-centred care: seeing the person not
the dementia
Causes of distress
Rights and dementia
Communication skills: how to communicate
well with people living with dementia
Supporting carers: resources in the hospital
and the community
Ward-based Adapting care to benefit the person Ad hoc
training / case by Ward-based
case advice By senior staff/clinical
experts
One day How to work with patients who are violent Class-based
breakaway training | and aggressive in ways that will maintain their | Hands on

Delivered by mental health
experts

Ward training (site
1) Enabling patient
abilities

Identifying patient abilities and helping
patients maintain them e.g. ability to self-care,
continence, mobility

Ad hoc, needs based
Ward-based
By allied health professional

Ward training (site

Reflection of care practices e.g. examples of

Planned

induction to 1:1
team (site 2)

other specialist nurses such as pain and
palliative care

1) expert what has worked, or not, to encourage Ward-based

facilitating someone to be washed when they are Facilitated by allied health
reflection of care refusing care professional

practices

One week Training in dementia care and training from Class-based

Lectures Group Activities
By clinical experts

One day dementia
champion training
(Site 2)

Use of patient biographical information for
care planning. Sharing experiences and
reflecting on how would approach situations
differently. Carer experiences of hospital.

Class-based
Lectures
Reflection
Activities

External educator

patient. For example, these staff spoke of how admission to hospital for patients with dementia was

a frightening experience and understood the importance of providing emotional comfort and

support:

“When they first come on the ward, it is very frightening, they get very scared. We’ve had

people that have been here from, come back from a ward and they are very anxious and

scared. And then we tell them and funnily enough so people remember you, you say you're
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on [ward], you say you’re okay you're with us, we’ll look after you. Once you gain their trust

and they feel settled and calm” (Site 1, ST0103, HCA)

Areas staff considered training should cover were linked to their concerns for providing care in the
‘right way’. For example, some staff commented that they wanted to develop communication skills
for working with patients with dementia. They relayed the importance of having examples for what

to do in different situations:

“we had the dementia training. It was a couple of hours, talk, video, which | think is great....
| think that it is good to have an insight, watching it, discussing it. The different types of

dementia, signs to look out for. | think we could maybe do more. Some people, just how to
act around a dementia patient, you know, when they are asking for their parents, you know,

just to give them tips.” (Site 2, ST0205, HCA)

These comments from staff suggest that the complexity in caring for patients with dementia was
recognised. Wanting more examples of how to address patient situations suggests staff were aware
that there was more to learn and they were not confident working with patients with dementia.
Some staff spoke of the difficulties they faced when providing care for distressed patients with
dementia, particularly when they were unsuccessful in their attempts to recognise or meet the
patient’s needs. This fits with observation data related to the limited range of responses (Range of
responses and time with patients influencing patient outcomes, Appendix 20), and indicates that
staff had an awareness that they did not always have the right skills. Where staff acknowledged this,
they reported a willingness to learn. This suggests an important mechanism for engaging with

development opportunities was recognising where knowledge and skills were limited:

“when someone has more experience, and so you can understand how, for example, a
colleague is able to manage medication with the patient. It is interesting to learn, something

like trying to get more knowledge.” (Site 1, ST0102, Nurse)

There were suggestions from staff with more experience that training opportunities were limited in

furthering their development:

“[breakaway training] that did help although | think I'd put a lot of those things into practice
already so you know even though it was good to have it confirmed professionally, I'd already

put that into practice.” (Site 1, ST0108, HCA)
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“it was a week’s training. | think two of those days were specifically on dementia. But |
already knew that training anyway, | didn’t really feel like | learnt much more than I'd

already learnt on my previous job.” (Site 2, ST0203, 1:1)

These opportunities were recognised as useful for reaffirming confidence in their professional

practices, but they offered little in the way of broadening their knowledge and skills.

Access to staff with dementia expertise

Senior staff with expertise in dementia care were available at both sites. The mental health teams
at both sites provided support across the general hospital for adults with mental health concerns
which included patients with dementia. The teams were not funded by the Trusts and had their own
separate office away from the ward. However, levels of contact varied between the sites. At site 1
these staff worked in close collaboration with the ward team (Figure 10). This included shared ward
rounds and multidisciplinary meetings between consultants, psychiatrists, allied healthcare
professionals, and nursing staff. Assessments for cognitive abilities and mental health, such as the
Mini-Mental State Examination (MMSE) and depression scales, were observed being conducted with
patients as a routine part of patient history taking. These staff provided input for patient care
planning around supporting patient wellbeing and maintaining functional abilities. They also
reported providing ward-based training around care provision, such as providing personal care that

met patients’ preferences and abilities.

At site 2 the mental health team and dementia lead were not integrated into the work of specific
wards but provided input to patient care as required (Figure 11). The dementia lead made daily
visits to wards where patients with dementia were admitted, assessing them and discussing their
situation with ward staff and doctors. Advice from the mental health team was on a case-by-case
basis for specific concerns, such as assessments of behaviours that challenge to assist their
management. Neither the dementia lead, nor members of the mental health team, attended ward
rounds or the daily multidisciplinary meetings. Occupational therapists and physiotherapists
provided support to wards across the hospital, usually designated to the same ones. They did not

provide input on ward rounds but did attend the daily multidisciplinary meetings.
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Figure 10: Staff proximity and input with patients and ward at site 1
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Figure 11: Staff proximity and input with patients and ward at site 2
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At site 1, the regular presence of the mental health team on the ward supported informal contact
and dialogue with ward staff. Ward staff of all levels were observed being asked about the patients’
situation by these professionals during their visits to the ward. At site 2, the dementia lead
discussed patient care during visits to patients on the wards with nursing staff. While staff with
expertise reported the type of input they provided, it was not possible to track whether different

levels of contact with these staff influenced how advice was followed, or the influence on patient
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outcomes.

Developing skills from peers and senior staff

At site 1, nursing staff and healthcare assistants reported how their practice was improved by seeing
good examples of working from colleagues. This helped develop their knowledge of alternative
approaches they could incorporate in their care. Observations of practices demonstrated how staff
learned from each other. For example, staff were observed sharing information about patient

preferences and abilities, such as patients eating well when given finger food:

An HCA goes over to her [12], “hello 12, how are you today?” They have a brief chat, then
the HCA walks away from the bed and speaks to another HCA saying, “I'm going to get her

some finger food for breakfast. She ate that well yesterday.” (Site 1, 0B0109)

At site 2, the 1:1 management team considered one of the roles of the team was to influence ward
staff to provide good dementia care. Staff in the 1:1 team discussed how they had made suggestions
to ward staff for the care of some patients, for example by informing them of an activity that helped
to calm someone. However, observations suggested that the influence of 1:1 staff on ward staff
practices was limited as they often worked in isolation rather than collaborating in patient care.
Some 1:1 staff reported times where they had lacked support from ward staff suggesting that their

influence on ward staff might be limited:

“When we are looking after somebody, that gives the staff on the ward confidence that they
cannot watch over that area so much and they may do all their washes, or their pad changes
in the other bays and | kind of, and not just me, the others, sometimes we feel like we are

left on our own.” (Site 2, ST0203, 1:1)

Healthcare assistants and nurses at both sites were observed informally sharing practices that
supported patients, although there were more examples of this at Site 1. A more formal approach
to sharing practices was used by managers and senior nurses who were observed explaining and

reinforcing care practices:

7 had asked to have a cigarette. The HCAs and RNs were discussing this and telling him they
were just arranging for someone to take him for a cigarette. Later in the corridor the ward

manager was talking to one of the nurses explaining that they did not know if 7 was a
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smoker or if he had quit and was using patches. She explained that the previous day he had

asked another nurse for a cigarette and the nurse had managed to distract him with

conversation while they attempted to contact his family and find out if he was smoking. She

told the nurse that the difficulty was that if he had quit smoking six months ago and they

took at face value his request to smoke then they would be setting back his giving up. (Site 1,

0B0102)

There were few observed examples of these exchanges. Those which were recorded, like the above

example, suggest that while there were attempts to inform and develop staff awareness of patient

difficulties related to their dementia, the focus was on ensuring the correct procedures and

processes were followed.

Figure 12: CMOC 2 Role relevant training and opportunities for reflection
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CMOC 3: Clinical experts and senior staff promoting practices that are patient-focused

Table 34: Evidence informed revisions to CMOC 3

Original CMOC 3 from review

Revised CMOC 3

Experts with clinical and organisational
authority to legitimise the priorities and
standards for dementia care (context), and
support staff development in dementia care
skills (mechanism resource) encourage staff to
feel confident they understand the expectations
of their role in patient care (mechanism
reasoning) and will adapt care practices
(outcome).

However,

Where the responsibility for dementia care is
focused in select staff (context/mechanism
resource), this may reduce the sense of
responsibility the wider workforce has for
dementia care (mechanism reasoning) and
reduce embedding good dementia care

practices across the organisation (outcome).

Where standards for dementia care are
defined through policies and care planning
documents which are monitored and
reinforced by experts and managers to support
implementation of new practices (context)
staff will understand what is expected of them
and how care is to be prioritised (mechanism
resource) and consider the benefits and
consequences to themselves for new ways of
working (mechanism reasoning) leading them
to make choices about the way they provide
care (outcome).

However,

A clinical expert’s ability to engage with staff
and embed best practice for patients with
dementia (context) will depended on their
working proximity to staff (mechanism
resource) and perceived benefit of new
practices (mechanism reasoning) influencing
whether staff adopt new ways of working

(outcome)

The review suggested that experts helped to legitimise care practices by clarifying expected

standards for care and developing linked resources and staff skills to reflect these standards. In the

study sites, clinical experts reported their involvement in developing care pathways and care

planning documents which set out processes and procedures for the provision of care for patients

with dementia. Experts in dementia care provided advice for care practices with patients with

dementia and promoted patient-focused care. Senior staff reported that some essential care

practices were not recognised as important by more junior staff and required repeated reminders.

While some staff considered the credibility of the expert was important, evidence suggested that it
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was the proximity of senior staff that influenced care practices, suggesting the importance of senior
ward staff having expert knowledge in dementia care. These ideas will now be discussed in relation

to evidence from the sites.

Developing documents that are acceptable and useful to staff to promote consistency in care
practices

In both sites, standards of practice for dementia care had been developed by strategy groups that
involved staff across a range of disciplines who had responsibilities for working with patients with
dementia. They contributed to the development of policies, care pathways, and documents for care
planning that ensured compliance with national guidance. These documents detailed:
e Use of validated assessment tools, such as the Abbreviated Mental Test Score (AMTS), 4AT
assessment for delirium
e Quality indicators relating to dementia screening and follow-up, completion of This is me
booklets, and patient experience
e Resources available in the general hospital for staff use to identify that the patient had
dementia, such as forget-me-not magnets and coloured wristbands
e Options for enhancing patient care, for example use of the Tiptree box which contained
materials for activities such as colouring
e Recommended the use of communication frameworks, such as the validation, emotion,
reassurance, activity (VERA) framework
e Highlighted paperwork that might need completing, such as Deprivation of Liberty
Safeguards (DoLs) or behaviour care plans
e Advice on the use of antipsychotics
e Mandatory expectations, such as Tier 1 Dementia Awareness training, completion of This is

me booklets.

The collective knowledge of members of the Dementia Strategy Groups had contributed to their
development and complied with national guidance. Use of the documents aimed to: ensure
consistency in the service by communicating best practice procedures; encourage the integration of
biographical information in care planning; highlight resources and practices that might be unfamiliar

to staff; and evidence the effectiveness of care practices:

“So we are trying to set up a bundle [document detailing best practice procedures and range

of interventions] that can then be carried over to some of the other wards. Something
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practical that kind of evidences what they are doing but also gives them tips about what

they can do to make that situation better for the person” (Site 1, ST0111, Occupational

Therapist)

“I know in the dementia strategy group the consultant was speaking about what was good

dementia care, what makes good dementia care. | suppose at the moment there is no

physical, no way to show that we are giving good care. We have the care plan about the

standards we have to follow that could be one of the best ways to measure it.” (Site 2,

ST0201, Dementia Lead)

The above quote demonstrates the difficulty for staff to measure good practice in dementia care.

Experts in dementia care discussed the principles around good practice in dementia care, giving

examples of how these might be applied in practice (Table 35).

Table 35: Principles of good dementia care described by experts in dementia care at sites 1 and 2

Area of good
practice in
dementia care

What it included

Example

By who (site and
role)

Addressing both
mental and
physical health
needs

Making provision to
support patients’
mental wellbeing as
well as physical and
medical health needs

History taking and care
planning that addresses not
just the acute reason for
admission, but a person’s
abilities and biography to

Site 1:
Psychiatrist,
Doctors, Allied
Health
Professional

Encouraging mobility to
reduce loss of function.
Understanding how to support
continence related to the
person’s abilities and
preferences, such as
supporting them to find the
toilet.

inform care planning. Site 2:
Psychiatrist
Maintaining Enabling patients to Allowing patients to shave Site 1:
current abilities perform personal care | themselves. Psychiatrist,
appropriate to their Where some support is Allied Health
abilities, supporting needed for personal care, staff | Professional
mobility, supporting allow the time to support the | Site 2:
continence patient rather than providing Psychiatrist,
the care because it is quicker. | Allied Health

Professional
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Area of good
practice in
dementia care

What it included

Example

By who (site and
role)

Use of biography in
care and care

Using knowledge of
patient likes and

Providing food they like;
reducing likelihood of distress

Site 1: Dementia
Lead, Psychiatrist,

planning dislikes, their routine, | from attempts to feed Doctors, Allied
and things that are unwanted food, and rejected Health
important to them food being interpreted Professional,
negatively (e.g. such as patient | Dementia Lead
unable to self-feed, aggression | Site 2: Dementia
from trying to resist food Lead, Psychiatrist,
being treated with Allied Health
medication). Professional
Recognising habits, such as
bedtime routines, and
ensuring care provision and
medication administration
accommodates these
preferences.
Provision of Providing activities Using activities to stimulate Site 1: Dementia
activities that patients can the patient, providing them Lead, Psychiatrist,

complete by
themselves or with
support from others

with opportunities to socialise
and relieve boredom which
might otherwise lead to
behaviours that challenge.

Allied Health
Professional
Site 2: Dementia
Lead, Psychiatrist

Supporting patient
identity

Encouraging patients
to dress in their own
clothes, using the
patients favoured
name in interactions

Patients are supported to be
orientated by things that are
familiar to them.

Site 1: Dementia
Lead, Psychiatrist,
Doctors, Allied
Health
Professional

Site 2: Dementia
Lead, Psychiatrist,
Allied Health
Professional

Involving the carer
in history taking

Checking the history
of the medical
condition and
personal needs with
the carer

Ensuring that information
from the patient is checked
with their carer.

Site 1: Dementia
Lead, Psychiatrist,
Doctor

Site 2: Dementia
Lead, Psychiatrist,
Doctor

Communication
with the patient

Staff are aware of
their approach,
recognise that a
patient might have
difficulties in
understanding and
adapt communication
to the patient’s
abilities

Staff use voice tone, body
language, eye contact, clear
language to support patient
understanding of situations
and reduce distress during
tasks such as personal care or
clinical observations.

Ensure sensory aids are worn.

Site 1: Dementia
Lead, Psychiatrist,
Doctor, Allied
Health
Professional

Site 2: Dementia
Lead, Psychiatrist
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Area of good
practice in
dementia care

What it included

Example

By who (site and
role)

Orientating to
environment and
situation

Helping patients to
navigate the
environment

Support for wayfinding.
Supporting orientation to time
and place for reassurance.

Site 1: Dementia
Lead, Psychiatrist,
Doctor, Allied
Health
Professional

Site 2: Dementia
Lead, Psychiatrist

Managing risk

Using methods of least
restrictive practice for
managing risk

Managing risk of falls in ways
which do not impact on other
abilities.

Site 1:

Psychiatrist,
Allied Health
Professional
Site 2:

Psychiatrist,
Allied Health
Professional

Involving patient
and carerin
decisions and care
planning

Supporting decisions
by offering
opportunities for
patients and carers to
discuss what is
important to them
and considering the
implications of care
practices and
medication regimens

Understanding what is
important to patients when
planning how to address care
needs, such as knowing when
they like to get up.

Agree how care is to be
provided by understanding the
implications e.g. that
encouraging mobility might
lead to a fall but might be less
debilitating then restricting
movement.

Site 1: Dementia
Lead, Psychiatrist,
Doctor, Allied
Health
Professional

Site 2: Dementia
Lead, Psychiatrist

While there were similarities in definitions of good dementia care across the sites, site 1 had more
alignment across professions (nursing, medical, mental health, allied health) in all areas, whereas in

site 2 professionals focused more on areas related to their own responsibilities.

Ward staff at site 1 identified good care practices as related to reductions in anxiety and distress and
maintaining a calm atmosphere. Ward staff at site 2 defined good practice in ways that were
applicable to all patient groups, few were dementia specific. For example, staff were able to identify
actions, such as ways to reduce risk of falls through monitoring patients, and general outcome
measures, such as pressure sores. At both Trusts, annual reports detailed objective measures, such
as number of falls and pressure sores, as well as reporting improvements to services and patient
experience as measures of service quality. However, while service improvement measures, such as
training and links with charity groups, were reported, specific patient outcome measures for

dementia care were not reported.
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Experts at both sites discussed how the complexity of caring for patients with dementia required a
holistic approach to ensure that in addressing one area of concern, another of the patient’s abilities
was not neglected or negatively affected. For example, mitigating one area of risk, such as falls
through restricting patient movement, could impact on other abilities, such as continence by not
supporting a patient to use the toilet. Care plans were being developed to help staff identify these
potential impacts. However, while there was a need to recognise multiple concerns for care, it was
recognised documents had to be acceptable and useful to staff. Addressing all issues would result in

lengthy documents that risked being rejected by staff.

Promoting practices that are patient-focused

Experts in dementia care reported promoting practices that were patient-focused. At site 1,
supporting personal care that recognised the patient’s preferences and abilities, and that was not
restricted by ward routine, had been encouraged by experts through training and support on the
ward. Staff were observed respecting patients’ preferences in relation to timings for personal care.
However, when staff felt under pressure to provide personal care to patients within a particular

time-frame this could lead to care that frustrated and annoyed patients:

Staff normally allow 2 to get up when he is ready. At 7.45am the new HCA approached 2 to
get him up for a shower. 2 swore at the HCA. Thirty minutes later the HCA tried again and is
advised by other staff to wait until 2 is ready. After another twenty minutes the HCA tries
again and is joined by a colleague from the discharge lounge who is providing early morning
support. This time 2 gets up and angrily goes to the toilet while the two staff change his
bed. (Site 1, Summary of 0OB0103)

At site 2, experts in dementia reported making ward staff aware of preferences of patients written in
This is me documents, such as going to bed early. They suggested how these preferences might be
incorporated, such as adapting timings of medications to suit patient normal routine. Observed
practices that were patient-focused, such as engaging patients in activities and conversations of
interest, or ensuring patient comfort, had been instigated by individual members of staff who had
experience of working with patients with dementia. This suggests staff insight into dementia
influenced how care was provided. Where insight was limited, support from senior staff with

expertise was required.
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Comments from ward managers indicate staff might not take the initiative to provide care in ways
that consider the needs of patients and suggests that understanding how dementia impacts patients
was not clear. At site 1, while healthcare assistants and nurses discussed the impact of the
psychosocial ward environment on patient experience, this did not appear to influence their use of

the entertainment system.

The ward manager said they used to make sure that patients were all in their own clothes in
the day time and up and doing activities. She said that standards had slipped and she
needed to work on it... Capital radio was playing on the TV and this annoyed her, ‘simple
stuff’ that staff should consider. She then turned to the two patients at the table and asked
them what they would like to watch. (Site 1, 0B0104)

“We have music that is calm and helps to improve patient experience. Not all the patients
will like the music that is being played, but in general it helps to create a calm atmosphere.
There are times | have to check that staff have not put on their own music because it is not

always appropriate for the patients we are looking after.” (Site 2, ST0220, Ward Manager)

Despite their efforts, managers reported little evidence of consistent changes and appeared to
concede these practices would require constant reinforcement. Observations of their dealing with
these practices showed the ward managers making the change, but not encouraging staff to
recognise why attention to these practices was important, perhaps because managers considered

them quick to address in the moment.

Credibility of Experts in dementia care

At both sites, experts and senior staff with expertise in dementia care considered how their
credibility as an expert impacted on whether they were able to persuade staff to adopt new
practices. Credibility and trust were thought to be established through extensive experience, or

conveyed when staff could identify with the senior member of staff:

“We did a training session on dementia and challenging behaviour that was run mainly by
myself and one of our more experienced nurses who used to run one of our inpatient
psychiatric wards. And so, when she’s talking [experienced mental health nurse], because
again the doctors tend to come along and say, “oh, do this” and then we walk off. The

nurses are the ones having to deal with the patient for the next six hours of their shift. So
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one of our nurses who has been there and done that as an inpatient nurse, looked after
effectively, is telling them, you know that patient you look after who’s challenging, imagine
the whole ward just of those patients. That’s who she was looking after. So when she tells

you to do ‘X’ she is doing it from experience.” (Site 1, STO116, Psychiatrist)

However, clinical experts advising and promoting new ways of working were observed to have
variable levels of contact with the wards; at site 1 there was regular support and experts had
frequent contact with staff, at site 2 contact was more limited (see Access to staff with dementia
expertise, p175). This appeared to influence how staff engaged with their advice. Staff with
professional experience, but who were contract-based and provided time-limited input into the

priorities for care, might have limited impact for changing practises:

“I think one of the things that | was asked to do was to get the uniform. So again, whether
it’s hierarchical, and occasionally | do put on a uniform so that people realise that | am a
nurse [laughs]. Because there was this general feeling, you know, “who is this person on the
ward with a note pad and says these are the stuff you have to do”.” (Site 2, ST0218, Carer’s

Lead)

Informal conversations with staff at site 2 suggested the use of ‘outside’ staff to provide advice that
focused on long-term changes to care practices might result in their advice being rejected if it
conflicted with advice from senior ward staff, such as the ward manager. This suggests that senior
staff proximity plays a part in defining care priorities and has important implications for considering
how to organise expertise. Depending upon how much understanding of dementia care senior staff
have will influence whether care practices improve. At site 1, the Dementia Lead highlighted the

importance of Ward Managers being highly trained in dementia care to influence practice:

“I think the ward managers are people, and people who look after a lot of people with
dementia should also be trained up to that level personally, but it is something that we need
to look into and make sure that they can then transfer their knowledge down to their staff
by practice. Because a lot of dementia | think still needs to be transferred from the top. |
feel that very passionately that the ward sisters that are dealing with dementia should be

trained.” (Site 1, ST0114, Dementia Lead)

While the ward manager at site 1 had received training as part of the development of the ward,
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further formal training in dementia care had not been attended. The ward manager was supported
with regular input from medical and mental health dementia experts. At site 2 the ward manager
had not received dementia care training. This might, in part, explain why knowledge transfer of
essential care practices, such as paying attention to the ward environment (see Promoting practices
that are patient-focused, p184), were difficult for managers as they were limited in their own

understanding.

Figure 13: CMOC 3 Clinical experts and senior ward staff promoting practices that are patient-focused
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CMOC 4/5b: Engaging with opportunities to spend time with patients

During analysis of evidence from the case study, it became apparent that CMOCs 4 and 5 from the
review had a number of overlapping themes. Knowledge of the patient was used by staff in ways
that were of benefit to their roles. Staff’s experience of working with patients with dementia, and
their understanding of their responsibilities for care, influenced how they recognised the
contribution of their work and impacted on the focus of care provision. Patients’ ability to engage
influenced the quality of interactions with staff. Additionally, how staff engaged with service

directives that enforced their presence in bay areas, influenced how opportunities to spend time
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with patients were utilised. Therefore CMOCs 4 and 5 from the review were combined into CMOC

4/5b (Table 36).

Table 36: Evidence informed revisions to CMOC 4 and 5 to create CMOC 4/5b

Original CMOC 4 from review

Original CMOC 5 from review

Where staff are supported to be flexible and
autonomous in their role and working
environment (context) with clarification of their
responsibilities for patient care (mechanism
resource) staff will feel confident to adapt care
provision (mechanism reasoning) responding to
the care needs of the person in a timely,
individualised manner (outcome).

However,

considerations of the influence of
environmental factors and staff capacity
(context) may need to be recognised and
addressed by management (mechanism
resource) for staff to feel confident a flexible,
autonomous way of working is accepted by
colleagues and senior staff (mechanism
reasoning) for them to provide responsive care

(outcome).

Where there is provision of activities and
therapies for patients with dementia which are
designed to support their interests and abilities
(context) by staff allocated to this role
(mechanism resource), they will take
responsibility to address patients social,
emotional, and psychological need (mechanism
reasoning) and take action to maintain patient
functional and cognitive abilities (outcome)
which can provide time for other staff to focus
on physical and medical needs (outcome).
However,

where staffing resources are limited (context)
allocation of staff may be focused on
maintaining patient safety (mechanism
resource) which requires these staff to
prioritise safety concerns over the provision of
activities and therapy (mechanism reasoning)
limiting how psychosocial needs are met

(outcome).

Revised CMOC 4/5b

However,

Staff with a clear understanding of their responsibilities and the priorities for patient care
(context), have knowledge of the patient they can use in their interactions (mechanism
resource) and recognise the benefit to the patient (mechanism reasoning) can provide care that

enhances patient experience and maintains their identity (outcome).

Organisational endorsement, social norms for patient care, and patient characteristics (context)
can influence the time staff spend with patients (mechanism resource) and whether feel they
have a level of authority to resist competing demands for their time (mechanism reasoning)

influencing how staff prioritise patient needs (outcome).
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Knowledge of the patient and relevance to staff roles

Access to biographical information about patients was considered important by staff to support their
work with patients with dementia. This information was obtained through discussions with their
carer, and from information in This is me booklets. It was reported as useful for: supporting
conversations and activities of interest to the patient; knowing about their preferences for food and
drinks; understanding the patient’s routine so that could be incorporated into care plans; and for

strategies that might help reduce distress and anxiety.

This information was applied differently by staff according to their role. For staff who had a role in
patient care which specified providing occupation through activities and conversations, they valued
this information for guiding activities. Drawing on this knowledge to inform activities improved

patient engagement and experience:

“I depend upon what the patient’s family say about the patients, what they enjoy doing,
what their careers were and things like that because | do think it is important for them to
remember who they were, remember what they did and it’s nice to be remembered by
other people and it’s nice to be recognised for what you used to do. Because | think when
the patients they only see themselves as patients they forget that they were somebody, that
they did something to make a difference. For example, we had someone who was an opera
singer here and even though she was not mobile, she was very bad, we used to play some of
her favourite opera music that she used to actually perform and that made her smile so
much and she was singing along and everything. So it was a simple things that you can do

for the patient that can really make a big difference.” (Site 1, ST0106, Activities co-ordinator)

Healthcare assistants at both sites reported, and were observed, referring to the information at
times of patient distress and anxiety to see if carers had recommended particular strategies. This
demonstrates that staff engaged with the information according to how it could support their work

with the patient.

Experience and responsibility for care influencing capability to adapt to patient needs

Providing activities for patients with dementia were observed to be complex, requiring a high level
of interpersonal skills. Staff needed to: 1) understand the abilities of the patient and provide

support appropriate to these abilities, and; 2) be able to interpret the patient’s non-verbal
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behaviour, recognise their changing needs, and appropriately respond. To do this adequately, staff
needed to be able to spend the time engaged with the patient and resist competing demands, or

address them while maintaining the patient’s engagement:

The HCA looks at 2 and rubs her left arm with her right hand. She then looks at what else is
on 2’s table and sees a word search book. She encourages 2 to do a word search by starting
to look through the book and then sitting close to 2 saying, “let’s find this word together”.
She hands 2 the book and starts to help her look for the word. When 2 finds the word she
congratulates her (although not in a patronising way) and helps her to cross the word out to
the right point by holding her finger to the end of the word. She continues to sit and help 2
to look for words, talking through the strategies, “this word has a z so we are looking at the
letters around the z”. 2 and the HCA are both focused on the activity for some time, 2 does
not appear distressed at all during this and has a lot of concentration on the activity. (Site 2,

0B0205)

However, there were times where staff were not responsive to cues from the patient. This appeared
to influence how they engaged with a patient. Their ability to recognise and respond to a patient’s
changing needs became secondary to maintaining the interaction. This led staff to miss behaviours
from the patient that suggested they were becoming tired, or were no longer interested in the

activity:

The 1:1 comes back in, picks up the book and starts to go through it again. Initially 17
appears to look annoyed at this but then as the 1:1 picks a page and starts to talk through it
17 starts to smile more. Then 17 puts her left elbow on the left arm rest and rest her head
into her fist. The 1:1 continues to point out things of interest in the book and laughs which
17 joins in laughing with. She engages her in a conversation once more and the 1:1 moves
closer so she and 17 have their foreheads close and are sharing a moment. But then 17
starts to look round the room a little more and at the bed. While the 1:1 continues to look

for more pictures, 17 picks up the menu off her table and looks at that. (Site 2, 0B0212)
As the above quote demonstrated, there were times when patients had reduced engagement with

activities. At both sites, activities were often observed to continue beyond the patient’s initial

interest, this was explained during one activity as a strategy to regain a patient’s interest:
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The activities co-ordinator had set up a painting activity at the middle table. Originally four

patients had joined in but after a few minutes all but 1 had left. | was sat painting with the

activities co-ordinator and patient 15. 15 had stopped painting for several minutes and said

that she had finished. The activities co-ordinator attempted to encourage her to continue.

15 continued to sit at the table but was not painting. The activities co-ordinator continued

painting and said to me that sometimes if you continue with an activity it will help the

patient to resume their interest. (Site 1, Summary of OB0103)

However, this and other examples demonstrated the difficulty in getting the right balance for the

length, level, and focus of activities in ways that would benefit the patient. At times, it appeared

staff providing these activities were concerned with demonstrating their contribution to other staff

members rather than attending to the patient’s changing interest.

Patient ability for engagement and the influence on staff interactions

Evidence from observations showed a patient’s ability to engage with staff could influence the time

staff spent with the patient and the quality of those interactions (Table 37). Where the ability of the

patient to engage was limited, or their verbal abilities were poor, it was difficult to identify the

direction of influence: whether patient’s limited abilities influenced staff interaction, or whether the

way staff interacted limited patient engagement.

Table 37: Patient ability to engage and observed interactions with staff

Patient ability to engage

Types of interactions observed

Good engagement

Conversations that developed around a patient’s interest,
were enjoyed by patient and staff. Supported in
activities.

Examples of camaraderie. Reciprocal interactions

Limited engagement; preoccupations
of where are and where family

members are

Reassured and distracted. Explanations to orientate

patient, offers of food and drink. Containing interactions

Limited or no verbal abilities; e.g.
reduced communication abilities due
to their dementia or not English

speaking

Interactions focused around tasks and treatments.

Functional interactions
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Patients whose abilities to engage appeared lacking, either because they appeared unable to speak
or because they spoke another language to the staff, were observed only receiving interactions
around task-based care, or to address behaviours around risk, such as attempting to stand up. Staff
used body language and hand gestures to support their verbal instructions and question patients
about their needs. The few examples of more in-depth, non-task related interactions with patients
with limited verbal abilities were from staff with more experience in dementia care. They guided the

interactions by involving patients in conversations through their use of body language and props:

One of the HCA's has passed 12 laminated pictures of cities round the world. She starts to
talk about her travels to different countries. The other staff sat round the table join in. The
HCA continues to talk to 12 making eye contact and using touch to involve her in the

discussion. (Site 1, OB0109)

An important element that appeared to determine the success of these interactions was the staff
member’s ability to maintain the interest of the person with dementia, and to recognise from the
person’s body language when they were no longer engaged or enjoying the activity. Additionally,
during these interactions staff were observed to have the authority to resist other ward demands

and devote their attention to the patient.

Policies and strategies that permit staff to work for the patient’s benefit

At site 1, staff were expected to stay in their allocated bay on the ward. This was supported through
training and reinforcement from senior staff. An observed outcome of this requirement was that it
encouraged patient and staff interactions that were not task focused. Environmental design
promoted staff and patients to share spaces, such as tables. This supported impromptu
conversations and provide social dining opportunities. While staff did not eat with patients, they did

join them to supervise meals and support conversations:

Both 11 and 16 have now moved to have lunch at the middle tables with 9, 12 and 15. Two
HCAs are sat at the middle desks. One is supporting 12 to eat (she is not independent with
her food), the other is sat next to 9. The HCAs talk to patients in the group, prompt them to

eat, and stop patients taking food from each other’s plates. (Site 1, Summary from OB0102)

Ward staff at site 2 reported concerns that they did not feel they had time to spend with patients

with dementia. In part this appeared to be influenced by social and internal pressures to contribute

192



to work on the ward, which impacted on their capacity to work with patients and the priority they

placed on sitting with patients:

“because they are high risk, it’s the constant vigilance and you are usually given eight
patients. And so there’s the dementia team, but they are not always here. They are not here
today. So that means that the nurses are put upon, because I’'m not free to care for the

other patients.” (Site 2, ST0202, HCA)

1:1 staff also commented there were social pressures for them to contribute to work on the ward

that was additional to their remit:

“l do want to help out and look after the patients and keep everybody happy and help the
ward but you can’t do everything. You are there for a specific job and purpose and that got
to, because otherwise once you start doing too much, they [ward staff] will give you other

jobs to do.” (Site 2, ST0203, 1:1)

Organising care in ways that addressed organisational considerations for patient safety appeared to
counter these concerns, or at least permitted staff to sit with patients. At the time of data collection,
a falls prevention policy, involving bay nursing, was being implemented to improve patient safety.
Interviews and observation suggested that staff often resented this practice because they felt they

were not contributing to the collective care of patients.

“I’'ve got a bay like I'm in today, | can’t nurse other patients in another bay.” (Site 2, ST0205,
HCA)

Data suggested that they did not recognise this as valuable work (see CMOC 7: Valuing dementia

care as skilled work, p202):

The SN comes in and tells the HCA that one of the other patients had been pulling out their
catheter. They have a brief conversation about this then the SN leaves, the HCA then turns
to me and explains that normally she would have been assisting with that sort of situation

but as 2 is at high risk of falls she cannot leave the bay. (Site 2, 0B0206)

Despite staff resistance, the enforcement was observed to encourage more contact with patients

that was not task focused.
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Figure 14: CMOC 4/5b Engaging with opportunities to spend time with patients
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CMOC 6: Risk management as an opportunity for dementia care

Table 38: Evidence informed revisions to CMOC 6
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Original CMOC 6 from review

Refined CMOC 6

Where risk management procedures and
expectations are defined through the use of person-
centred approaches (context) and ward leadership
encourages and reinforces these practices
(mechanism resource) staff may feel confident they
are supported to address risk proportionately
(mechanism reasoning) and they may support the
safety of patients with dementia in ways which help
maintain their abilities and accept their choices.
However,

resources for risk management will need to be
compatible (mechanism resource) with
environmental features and staff capacity (context)
or staff may feel the changes are inappropriate
(mechanism reasoning) making it unlikely they will

adapt care practices (outcome)

Patient abilities, staffing resources,

environmental design, and encouragement to

manage risk in a person-centred way (context),

combined with staff capacity, knowledge for

addressing risk (mechanism resource) and their

concerns for the potential consequences to

themselves and the patient (mechanism

reasoning) informed whether staff used more or

less restrictive practices (outcome).

However,

allocation of staffing resources was based on

organisational concerns rather than patient

needs (context) and gave staff permission to

spend time with patients identified as high risk

(mechanism resource) reinforcing priorities for

patient care (mechanism reasoning) informing

choices for how they allocate their time with

different patients (outcome)
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Evidence supported the review finding that where senior staff promoted risk management
approaches that helped maintain patients’ functions and abilities, staff would adopt ways of working
to support patient choice and identity. Additional factors, such as patient abilities, staffing resources
and the ward environment, also influenced how risk was managed. At site 2, a patient’s level of risk
and the availability of staffing resources influenced how, and if, staff were allocated to individual
patients. How staff engaged with these opportunities, their experience of working with patients
with dementia, and their concerns for maintaining patient safety impacted on how patient choice
and restrictions on movement were addressed. In environments where there was more
understanding of dementia amongst staff and family carers, behaviours that challenge and their
associated risks were monitored and accepted, rather than controlled. However, learning

opportunities for working differently with patients with dementia who had risks were missed.

Permission to approach risk management in ways that prompted patient choice and the impact of
patient dependency

Clinical staff with expertise in dementia at site 1 discussed how they encouraged staff to approach
patient risk differently, for example by supporting and encouraging patients to mobilise around the
ward. Ward staff at site 1 also reported that they were comfortable with patients walking around
the ward. This was supported by evidence from observations where patients able to mobilise
independently walked around the ward, spending time on either bay, or round the nurses’ station.
Patients who could mobilise with aids and staff support were assisted to walk round when staff had

the capacity to help them.

At site 2, no patients appeared able to mobilise without the support of staff. Their level of
dependency meant they were more likely to be chair or bed bound. While staff at site 2 were
observed supporting mobility with the use of mobility aids, opportunities for patients to mobilise
were mostly limited to times where patients needed the toilet. Mobility was sometimes restricted
because staff were concerned about the consequences they would face if an adverse incident, such
as a fall, occurred. However, as this quote demonstrates being risk averse with frail patients could

have unintended consequences:

“What | see again and again is if people come in with a urine infection or a chest infection
they are more confused than their baseline and they are brought into a very unfamiliar
environment which makes them even more confused.... And if they are at risk of falls you try

to restrict them to the bed or the chair, not allowing them to walk very much so they lose
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their muscle power very quickly, and we make them bedbound, unfortunately, and perhaps
the first couple of days they may have quite significant delirium that they can’t walk, but we
don’t encourage them to walk as quickly as possible and mobilise as quickly as possible
because we are struggling with our resources. It’s not because people don’t want to do it,

it’s because we don’t have the capacity.” (Site 2, ST0217, Psychiatrist)

This quote suggests that there was a link between how risk was managed and staff capacity to
address the needs of the patients they were caring for. While there was an ethos for encouraging
mobility at site 1 which may have influenced staff practices, environmental design, patient
characteristics, and a higher staff to patient ratio (1:2 rather than 1:4/1:5) may have also facilitated

the different approach to supporting mobility.

Staff capacity and their awareness of patient risk was observed to influence how risk was managed,
with unintended consequences for patients. For example, at times where staff ability to monitor
patients was limited due to other work priorities, more restrictive practices were observed to ensure

patient safety. This could reduce patient movement and lead to frustration and increased distress:

The HCA is about to support 5 with a toileting need. She walks over towards 5 and then
turns to me and says that she feels unhappy that 4 is so close to the edge of the bed without
the bedrails up. She reports that 4 had said earlier that she does not want the bedrails up
and while the HCA understands this is her choice she is still not comfortable with it. She
goes over to 4’s left hand side, 4 is sleeping, she apologises to 4 but says that she is going to
put the bedrails up for safety. She puts them up and then pulls the curtains around 5 to help
her.... 4 has woken up and is holding on to the bedrails and shaking them, looking at me and
shouting, “will you put the side down for me?” The HCA says, “yes, | will” from next to 5

explaining, “but | just need to be here at the moment”. (Site 2, 0B0211)

Potential consequences of incidents, such as falls, for both staff and patients were used to justify
more restrictive approaches to ensuring patient safety. When incidents had occurred, this appeared

to reinforce staff belief that more restrictive practices were better for the patient:
[Summary: Following a patient fall. The patient had been supported to walk around the

ward and then continued to stand without support for some time]. As the HCA comes into

the room she says to the RN, “that’s why | was sat with him”. She looks annoyed, and | get
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the impression her annoyance is with the other HCA who had not encouraged 3 to take a

seat, which might have prevented the fall. (Site 1, 0B0107)

Staff ability to consider alternative methods for maintaining patient safety and reassuring patients
may have influenced how risk was addressed. Where staff did not have experience of using different
methods for maintaining safety, such as allowing the patient to sit with them in a different area of

the ward, they might not consider this an option:

“They were too scared do anything different even though it might make it better. Just
changing where the patient sits, if they haven’t done that before they might not think about
it. They are just worried about the implications of them falling and getting aggressive with

them.” (Site 2, ST0201, Dementia Lead)

How staff developed a knowledge of these techniques was not apparent as there appeared to be
limited learning at either site following incidents. Senior staff were observed addressing immediate
concerns that might have prevented an incident, rather than considering how wider working

practices that might have led to different outcomes:

[FN: following a patient fall] The sister asks if he banged his head, the AC replies “no, he did
hit his arm though”. The sister turns to the team and says, “this is why the door to the
cupboard must be locked”. She then demonstrates that if the door is on the latch it will just

open if pushed. (Site 1, 0B0107)

However, there was limited evidence that incidents were used as opportunities to assess the

environment or staff training needs that might reduce similar situations happening:

(Summary from OB0106) During OB0106 a patient mistook a cupboard as a toilet. For the
remaining period of data collection at this site, there were no changes to signage that might

improve patient wayfinding. (Site 1, 0B0106)

Organisational priorities for care influencing how patient need is recognised

Patients who frequently called out but were at low risk of falls were considered less in need of
resources that would support their dementia care. Referral forms at both sites for transfer to the

ward (site 1), or 1:1 team input (site 2), highlighted calling out without additional identified risks as a
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low priority for allocating additional staff resources, and was considered something that could be

addressed or tolerated through current provision:

“...patients get referred because they are shouting out at night and disturbing the other

patients, but they are not appropriate for the ward as there is nothing else we can do for the

patient that is not already being done on the other ward.” (Site 1, ST0101, Ward Manager)

This suggests that for non-risk related behaviours, despite being a known expression of distress,

there were no known strategies for reducing their occurrence, and attempts to understand

underlying causes were not valued or supported. Instead other patients and staff were expected to

tolerate the disruptive noise, and reasons for the patient calling out were not investigated or

addressed. At both sites, a solution to complaints about noise on wards at night from other patients

was to offer these patients ear plugs.

Patients who presented with low risk and calling out received less time with staff at both sites in

comparison to patients with dementia who had a high risk of falls (Table 39).

Table 39: How risk and disruption to the ward influenced patient and staff interactions

Type of disruption

Low risk of falls

High risk of falls

Audible disruption to ward,

e.g. calling out

Low levels of staff contact,
mostly task focused e.g.

mealtimes and personal care

High levels of staff contact, task
and behaviour focused e.g.

mealtimes, personal care, safety

Physical disruption to
ward, e.g. walking about

ward, trying to stand up

Mixed levels of staff contact

High levels of staff contact

Patient risk level might also influence how staff interactions took place. Patients at low risk were

rarely observed receiving staff attention outside of task or behaviour related interactions. This

compared with interactions observed with higher risk patients. Conflicting tasks influenced how

staff were able to prioritise patient needs, with the level of risk a patient presented being an

important consideration:
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“I can stay here looking after the patient. You know, in here they have high risk of falls, so at
the same time if my colleagues are changing the patient, on other wards that was

impossible.” (Site 1, ST0104, Nurse)

At times where there were no conflicting tasks, staff were observed spending time talking with these
patients about their interests and engaging patients in activities. This suggests that how services

define patient need influences how staff consider their time with patients should be allocated.

Acceptance of risk and behaviours that challenge reducing patient frustration

Acceptance of behaviours that challenge and their associated risks and disruptions within the ward
were observed at site 1, at site 2 this was less evident due to limited mobility in the patient
population. At site 1, staff reported, and were observed, to approach potential risks or conflicts
within the patient group in a calm manner that respected patient choice and monitored how
situations were developing, rather than immediately restricting patient behaviour or movement.

This quote demonstrates how a patient spending time in another patient’s bed area was managed:

[FN: 7 has attempted to leave the ward several times during this observation period using
the emergency exit, each time being encouraged to close the door and come back inside as
itis cold. 12 is sat at the middle table] 7 is looking around at 12s bed area. The HCA sits in a
chair at the end of the bay in front of the emergency exit. 7 continues to look round 12 bed
bay area and then sits in 12’s bedside chair. The HCA sits and watches for 5 minutes. 7 then
tries to lie down on 12’s bed (12 is sat at the middle table). The HCA gets out of the chair,
walks a few steps to the bed, says in a calm tone, “7, that is somebody else’s bed. I'll take
you back to your bed.” The HCA holds out her right hand. 7 walks to the end of the bed
takes her hand with his left hand and they walk down the bed bay and back to the men’s
bay. (Site 1, 0B0102)

Senior staff at site 1 noted that the understanding of dementia amongst staff and relatives allowed

for a more accepting environment of patient behaviours:
“I think because all the patients and the patients’ relatives, especially the patients’ relatives,

understand dementia and they are not so, “oh Fred keeps interfering with my father’s

locker” you know they all sort of know what dementia is like so they are not so tetchy as
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they are those who perhaps don’t understand what dementia really entails and they don’t

get quite so cross in a ward setting.” (Site 1, Dementia Lead, ST0114)

The carer who was interviewed at this site also expressed appreciation of this. This acceptance was
observed when one patient required PRN medication to address their increasing agitation and
aggression, and visiting carers and family members supported their relatives’ concerns related to the

situation:

[FN: 15 has become increasingly agitated and the staff make a decision to administer her
PRN of Lorazepam, the atmosphere of the ward changes to a level of distress amongst all the
patients] 9 is getting distressed and crying, her husband is with her and talking to her calmly
saying that the staff are helping 15, they are going to give her something to make her better.
(Site 1, OB0105)

However, while aggressive behaviour was discussed and staff had a level of acceptance of this, there
were times where aggressive behaviours were observed to impact on staff and patient relationships,

leading patients to feel they were not understood or listened to:

4 had been aggressive overnight and security called. During handover the situation was
discussed and the RN stated that he should be discharged today, then mouthed silently
“fingers crossed”. 4 told me that he had been frightened from visual hallucinations he had

experienced and did not feel staff understood. (summary of OB0107)

While an expert in dementia was observed in discussion with the staff member affected by the
incident, it was unclear how this was addressed in terms of support for the member of staff, and
whether the opportunity to develop understanding of the patient’s situation was acted upon.
Interviews suggested staff anticipated there was a risk of aggressive and violent behaviours, and
repeated exposure was acknowledged as a potential factor in staff burnout, but there was no

discussion of how this was addressed:

[FN: discussion of the impact of patients with dementia experiencing hallucinations or
agitation during the night] “...you hear overnight how awful it’s been and staff have been
physically hurt by patients. And then you look at them and you think but they’re so frail and
they are in their late 80s how can they hurt anybody, or they’ve been absolutely lovely

during the day, no bother at all and then obviously they are doing things, really distressing
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things, and you can’t reason with them, there is no reasoning with them at all and so you are
primarily feeling quite useless. So | think when people have worked in the role for a long
time that can be quite a burnout for them and that can be quite difficult for them to

understand.” (Site 1, STO111, Occupational Therapist)

[FN: discussion of commitment to working on the ward] “... they [patients on the ward] are
more physically aggressive which you don’t want to come to work and get kicked and
punched all the time... depending upon how many patients we have and how physically
aggressive they are and that can have me to rethink [about continuing to work on the

ward]” (Site 1, STO12, Nurse)

Figure 15: Risk management as an opportunity for dementia care

Ethos for care
Staffing
resources
£ Knowledge of
Organisational alterqatnve
priorities techniques

eI Confident
pportunities :
Staff experience for suPp::;;ed . Support choice and

development mobility

o .’\
\ A
U l
\

. management
\ Framing
priorities
for care

201



CMOC 7: Valuing dementia care as skilled work

Table 40: Evidence informed development of CMOC 7

New CMOC 7
Where staff understand the complexity of working with patients with dementia (context) they

will engage with resources that support their development (mechanism resource) and recognise
dementia care as skilled work (mechanism reasoning) to continue to develop their skills and
expertise in dementia care (outcome).

However,

where staff do not have opportunities to use dementia care skills and they see dementia care
being provided by staff across the workforce (context) this impacts on the way care is prioritised
and what staff consider to be skilled care (mechanism resource) they may become preoccupied
with concerns around losing other clinical care skills (mechanism reasoning) which may

influence their commitment to working in dementia care (outcome).

In phase 1, there were discussions from stakeholders that dementia care skills were not valued.
While evidence in the literature touched on this issue there was not sufficient evidence to develop
the theme into a CMOC. In phase 2, evidence of this theme emerged during data collection at both
sites. Positive and negative examples of the value staff placed on dementia care skills and staff who
worked with patients with dementia was gathered. How skills were valued was apparent in
discussions of training, decisions for balancing and attending to multiple patient needs, the
expectations of their role, career choices, and the priorities of services and the organisations. This

evidence is now considered and developed as a separate CMOC.

Understanding dementia care as complex and difficult, and how expertise is recognised

Ward staff at site 1 recognised their work with patients as complex and difficult. Comments from
nurses and healthcare assistants acknowledged the physical and emotional effort involved to

support anxious and distressed patients:

“You try to stay with them, try to speak with them all the time, because for example that
lady, she is quite anxious all the time. You try to sooth her, so she is asking for her husband
and she is asking all the time the same question and then you try to explain to her but she

forgets in one minute so you try to have some activities for them.” (Site 1, ST0104, Nurse)
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Healthcare assistants at site 1 had been supported by experts in dementia care to spend time
reflecting and recognising their abilities in dementia care, which led to them contributing to the
development of care planning tools. However, it was acknowledged that staff might find it difficult
to recognise their contribution as their dementia care skills were additional to expectations of other

healthcare assistants in the hospital:

“1 think a lot of the time they [healthcare assistants on ward] do a lot of really good work,
but they don’t really realise that they’ve got of skills that a lot of other healthcares don’t”
(Site 1, STO111, Occupational Therapist)

This comment was also evident for staff in the 1:1 team at site 2:

“And they do the same job as the other care assistants, but they just have that time to do
things with them and they’ve probably had a bit more training for how to calm people down,

how to talk to people.” (Site 2, ST0204, Matron)

There was no formal acknowledgement of expertise in dementia care for these staff. The difference
between staff experienced in dementia care, and those who were not, was most evident when
compared with bank and agency staff. While bank and agency staff were observed to be skilled in
performing clinical tasks, they appeared uncomfortable or unable to engage with patients with

dementia at other times:

The bank staff nurse comes into the room and stands between the middle and the front
desk watching the TV. 9 and the HCA come out of the toilet. 9 goes and stands near the
bank staff nurse, the HCA goes back to the table and to her notes. The bank staff nurse is
stood some distance from 9. 9 says something to him. He looks over at me and raises his
eyebrows. 9 continues to talk some more but the bank staff nurse does not respond. (Site

1, 0B0105)

Attitudes towards dementia care and concerns about staff contribution to work

An emphasis on being busy and to be seen to be doing things impacted on the value placed on
dementia care work. Spending time with patients to provide reassurance, reduce anxiety and

distress, enhance patient experience of care, and maintain safety was understood by some staff at
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site 2 as ‘just sitting there’. This view of their work could influence how they provided care and

responded to patients’ needs:

[FN: HCA has been assigned to maintain the safety of a patient with dementia who is at risk
of falls] | ask her [HCA] how she is and she nods and says, “okay, | need to stay here with this
lady as she is not to stand”. As she is saying this the patient tries to stand the HCA puts her
hand out to encourage her to sit down. The patient bats the hand away and complains
about not being allowed to get up. [FN: the HCA continues to sit with the patient,
encouraging her to stay sat in the chair but having no other interaction with her] The patient

continues to complain about the HCA and the HCA rolls her eyes. (Site 2, 0B0213)

At site 2, concern staff had for their contribution to work on the ward influenced how staff
understood the value of their work. Evidence from interviews suggested that 1:1 staff were
characterised as ‘good’ when they contributed more widely, and ‘bad’ where their work focused on
the patient they had been assigned. These characterisations suggest a lack of understanding of their

role, and limited insight into good care provision:

“Some 1:1s come on to shift and are very good, they help out with other patients in the bay
if the patient they are working with is resting or calm. Other members of the 1:1 team only

work with the person they are assigned to.” (Site 2, ST0220, Ward Manager)

In site 1, ward staff did not express concern at spending time with individual patients. However,
interviews with ward staff and allied health professionals highlighted an awareness that staff
working in other areas of the hospital considered working on the ward was easy. This was partly
attributed to the increased level of staffing and a lack of understanding of the complexities involved

in their work:

“I know that when it’s good here it’s really good and when it’s bad it’s horrible and | think
that when people see it being good | think that people see it as an easy ward to work on and
| think it is that lack of understanding that it takes a lot for the ward to be good. And you do
get lots of benefits from it when it is good but it takes a lot of work from the staff for it to
be, settled shall we say. And that can cause a bit of ill feeling from my experience of other

wards not really understanding that the guys down here work incredibly hard and they have
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a lot of challenges with patients which are really poorly from a mental health point of view,

not just a physical health point of view.” (Site 1, ST0111, Occupational Therapist)

While staff at site 1 were able to continue their work in ways that were accepted within the ward,
these external pressures to be seen to be contributing for staff at site 2 in the 1:1 team may have

influenced how they worked with patients.

Opportunities to apply dementia care skills and preoccupations with losing clinical skills

Where staff considered they did not have the opportunity to apply dementia care skills, or did not

recognise the care they were providing as skilled work, they express concerns at losing clinical skills:

“Id been hoping actually that I'd be learning new things, but | feel like I've lost a lot of my
skills.... for example, in the hospice | changed a lot of stoma bags, and things like that. In fact,
it was funny because | did one yesterday. But I’'m worried, I'm worried that I’'m going to lose
my skills.

Do you feel there are different skills that you have learnt with this job?

No, not really, not really. Maybe to learn how to deal with, | mean I’'ve worked with
aggressive patients before, but on a different level sometimes. I've sort of learnt skills like

that, but any practical skills, no.” (Site 2, ST0211, 1:1)

The above quote demonstrates that healthcare assistants valued opportunities to develop skills and
become expert in their role. However, for some staff satisfaction in their role was related to
evidence they had applied skills and completed tasks. One member of staff who did recognise the

value of their role explained:

“Chatting to them, talking to them, giving reassurance. Most of the time it is giving
reassurance. They might not know where they are, they might be confused, where’s my
husband, where’s my wife. They just want to hear somebody’s voice to say there is
somebody on the way, that kind of thing.... You can look after somebody and you’ll think
they are asleep and then they’ll put their hand out, feel your hand there and then go back to
sleep. So somebody is there, okay. So you think, you may think that you are being wasted by

sitting there but actually you’re not.” (Site 2, ST0203, 1:1)
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The above quote demonstrates how interpersonal skills can be valued and lead to job satisfaction.
However, observations suggest it might be difficult for staff to recognise they were using dementia
care skills, which contributed to their concerns for lost skills. At site 2, staff in the 1:1 team’s main
objective was to maintain patient safety, and patients they worked with were often acutely unwell,
who struggled to engage, and were disorientated in relation to time and place. In these situations,
staff were mainly involved in retaining the patient in their bed or chair through instruction and
persuasion, rather than providing reassurance and occupation through conversation or activities.
Where staff spent the majority of their shift in this type of provision, they reported finding the

experience unsatisfying and were left questioning their contribution to care.

At site 1, concern of losing clinical skills was not reported by healthcare assistants, but by nurses.
Patients were moved to the ward after the initial treatment of their acute condition and many were
awaiting care home placements. There were limited opportunities for nurses to be involved in more
clinically technical tasks, such as inserting intravenous cannulas. At the time of the study, this was
considered to be a factor in a number of nurses pursuing opportunities in more clinically and

medically focused departments:

The ward manager sat down with me and said what a difficult time she was having. She was
facing losing 7 members of nursing staff by the end of the year, 2 through pregnancy and the
others through new jobs. Some were moving to jobs in A&E and the ward manager
accepted that for nurses who had recently qualified that they wanted to be in a more

clinically focused area so they would not lose their clinical skills. (Site 1, 0B0104)
While nurses at site 1 did spend time in conversations with patients and care that were not based

around tasks, their role in dementia care appeared unclear as this was predominantly the domain of

the healthcare assistants.
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Figure 16: CMOC 7 Valuing dementia care as skilled work
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Chapter Summary

Phase two findings support the phase one finding that a fundamental context to developing
dementia-friendly approaches to healthcare in general hospitals is that there is an understanding of

behaviour that challenges as a communication of an unmet need.

Key mechanisms of allocated time with patients, and knowledge of patients with dementia and
dementia care were related to contexts of organisational and staff acceptance of dementia care
practices. This influenced whether or not staff believed they were able to make a difference and
would go on to take action to address patient needs. Staff responses affected outcomes for
patients, for example where staff engaged with patients expressing distress using their knowledge of
the patient to talk about topics of interest, this could calm patients leading to positive experiences
through inclusion and recognition of their personhood. However, where staff were did not consider
addressing the patient’s need as important in comparison to other tasks, staff could resent spending
time with the patient resulting in generalised interactions, often using methods of distraction. This

could lead to more patient frustration.
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Opportunities for developing staff skills in dementia care were limited and relied on staff engaging
with support from co-workers, such as role-modelling or observing colleagues working well with
patients. Staff expressed interest in training which would improve their practice with patients, for
example achieving patient compliance with medications. However, reference to person-centred
approaches was limited to staff who had more personal or professional experience in working with

people living with dementia outside of the general hospital setting.

Priorities for care were defined at ward level and influenced by the organisations concerns, such as
managing risk. This impacted on how staffing resources were allocated, and which patients received
increased staff input. The result of this was some distressed patients who did not pose a risk
received less attention from staff. Where there were more staff to support patients, and the
environments were designed to encourage mobility and socialising, patients’ choices for moving
around the ward, options for essential care such as toileting needs and washing, and sitting in

different areas were promoted and listened to by staff.

The influence of how dementia care was valued and prioritised was found to be located at ward
manager and senior ward staff level. This suggests support and education is needed to develop
dementia expertise in these staff, which is important to develop their confidence in communicating
and direct changes to practices. Where dementia care was understood as an integral part of staff
roles, staff were less likely to express concern about the contribution of their work to wider ward
activities and focused more on their contribution with individual patients. Recognising dementia
care as skilled work influenced how staff considered the importance of their work with patients with

dementia, and their commitment to dementia care.

The programme theory is demonstrated in Figure 17.
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Figure 17: Refined programme theory of what supports general hospital staff to provide dementia-friendly healthcare and with what outcomes for patients with dementia
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Reflection on data collection

There were specific challenges | faced during data collection and analysis which related to my
personal and professional experiences. | do not have a clinical background and have spent limited
time in hospital. As such, | entered the field from a naive, ‘outsider’ position. The challenges, how |

overcame these, and advantages of this are discussed below.

A recent Guardian article reported findings from a study of the changing roles of those providing
care, which includes healthcare assistants, specialist nurses, and registered nurses, led to confusion
for patients, visitors, and other staff related to the specific responsibilities of staff in patient care
(Leary et al., 2017). This was also my initial experience on entering the field. At first, it was unclear
what role different staff played in the delivery of patient care. At times, and particularly in site 1,
registered nurse roles and healthcare assistant roles appeared interchangeable. | clarified staff
responsibilities by asking different members of the team to explain their role in patient care and
their expectations of other members of the team. This helped me to understand that tasks like
medication, wound dressing, telephone communication with family members, and contact with
service providers external to the hospital were the role of registered nurses. While registered nurses

were involved with essential care tasks, this was predominantly the domain of healthcare assistants.

Proctor and Reed (1995) describe how their experience as nurses allowed them insight and
understanding in situations which might not always apparent to naive researchers. In contrast | did
not start with this insight but had to develop it. | did this through asking questions about ward
routines and common practices and by joining the morning and evening handovers. This enabled
me to gain insight into patient situations and what staff considered the priorities for care. For
example, at handover, staff would go through the reasons for admission, treatments, updated on
nutrition, hydration, and toileting, and detailed any booked investigations such as CT scans. | was
able to ask clinically “stupid” questions. Staff were often willing to provide explanations for different
routines, however, there were times where | wondered if my position as an ‘outsider’ researcher
was a surprise to some staff. For example, when asking about the details of an intravenous
medication to calm a patient, the member of staff was surprised at my lack of knowledge and my
need to clarify the situation. At times such times, | felt disadvantaged by not having a nursing

background.

Practitioner researchers have discussed how decisions during the research process were driven by

their experiences in practice (Proctor and Reed, 1995). Conversely, my decisions during the research
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were driven by questions related to the theory. For example, | was interested in the influence of risk
management on staff resource allocation and staff responses to patients expressing unmet needs.
This influenced some choices for the location of observations and interview questions around how
patients were identified for needing additional staff input. This may have been an advantage, as a
practitioner researcher may not have questioned the allocation of staff to monitor patients at high

risk of falls.

An advantage of being a naive researcher without a professional background in healthcare was that
it allowed me to observe situations, without conflicting concerns of my responsibilities for patient
care (Allen, 2004). This did not alleviate feelings of discomfort at observing busy staff and patients
with unmet needs, but it did allow me to record events knowing that | was not qualified to intervene

in while maintaining a duty to report bad practice.

Not having a clinical background or familiarity with hospital settings meant | did not have a view of
what good nursing care looked like or how this might differ from good dementia care. This may
have meant | was less critical initially of what was being described as good practice than relying on
evidence from the data and observed outcomes. As such, feedback and discussions on observation
transcripts with my supervisors helped me to consider this. While some practices appeared to be
person-centred, further analysis of the data suggested there were times when learnt techniques for

interactions that were used across the patient population rather than adapting for each patient.
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Chapter five: Discussion

The aim of this study was to use a theory-driven realist approach to understand how dementia-
friendly healthcare in general hospitals works, in what circumstances, and with what outcomes for
patients with dementia and their carers. The study comprised of two phases which were guided by
the Realist and Meta-narrative Evidence Syntheses: Evolving Standards (RAMESES) criteria for realist
review (Wong et al., 2013) and realist evaluation (Wong et al., 2016). This chapter will discuss the
thesis and its contribution to how dementia-friendly care in general hospitals can be supported by
presenting: an overview of the findings from phase one and two; the contribution of the findings to
current knowledge; the strengths and limitations of the study; and the implications for further

practice and research.

Overview of findings

This section draws together the findings from phase one and two in relation to the aims of the study,
which were:
1. To understand how and why dementia-friendly interventions in hospital settings are thought
to achieve the desired patient and carer outcomes
2. To understand how and why context influenced the creation of dementia-friendly healthcare
environments
3. To develop evidence-based explanations to understand what it is about dementia-friendly
interventions in general hospitals that works for people living with dementia and their

carers, in what circumstances and why.

These aims were addressed through a realist review of the evidence (Handley et al., 2017, Appendix
2) (phase one) and a realist evaluation (phase two) that was designed to test the programme theory

developed in the review.

In phase one, interviews with stakeholders and an initial scoping of the evidence identified the range
of interventions and developed ideas for how dementia-friendly healthcare was conceptualised.
From this work, three candidate theories were proposed that described the role of change agents
and defined the focus of the review. A structured, iterative review process identified that the
majority of evidence reported staff outcomes for interventions, with limited attention to patient and

carer outcomes. Evidence from 28 papers contributed to the building of a programme theory,
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comprising of six interrelated context-mechanism-outcome configurations (CMOCs). They set out
the context-dependent nature of staff responses to resources from interventions which influenced
staff and patient outcomes. While the English National Dementia Strategy (Department of Health,
2009) and Royal College of Nursing (Royal College of Nursing, 2013) assert the importance of a
skilled workforce, the link between interventions that support this development and improvements
to care provision were found to be complex. Single strategies, such as raising workforce awareness
of dementia, on their own were limited. Additionally, contextual factors, such as how organisations
and managers supported and legitimised practices for dementia care, impacted on how staff
prioritised care and if dementia care work was valued. This influenced hospital staff’s approach to

care and patient outcomes.

This theory, and its component parts, were tested and refined by expanding and challenging the
concepts during phase two at two case study sites. To maximise the opportunities for learning and
theory development, two sites were selected for applying different approaches to their provision of
support for patients with dementia. This study was able to identify common issues in two different
cultures of dementia care around: how dementia care skills and dementia knowledge were
perceived and understood as a core component of patient care; the resources staff drew on to
inform care practices; and how the seniority of staff versus staff experience and interest in dementia
care influenced practices and patient outcomes. The programme theory was further refined in light

of data collected in phase two.

Evidence from phase two was used to test and refine the context-mechanism-outcome
configurations which collectively make up the programme theory (Figure 17). The key features of

the programme theory are now considered.

Context

Understanding behaviours that challenge as communication of an unmet need was found to be a
prerequisite context for how resources that support staff to identify and address patient needs were
used. Additional contexts were identified that influenced how staff provided care to patients with
dementia and the outcomes for patients.
e Staff experience in relation to dementia care. This was developed through continuing
professional development opportunities, from personal experience in caring for a family

member, or a combination of both. Experience gained outside the general hospital
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provided staff with a wider understanding of patient needs and implications for dementia
care.

e Organisational endorsement. Practices were supported by the organisation through staff
role or policies which dictated how staff were allocated to patients and their priorities for
patient care.

® The social norms and expectations for patient care. These were set by ward managers,
managers of the 1:1 team, and informally sustained by staff within the ward teams.

e Clarity in responsibilities for patient care. Linked to accepted practices for patient care was
recognition of who provided what aspects of care, for which patients.

® Patient characteristics. Patients’ level of risk to themselves or others, their verbal
communication abilities, and the onset of behaviours that challenge. These characteristics
impacted on care provision and staffing resources, for example patients at risk to
themselves or others received more time and attention from staff than those who were not.
Similarly, how behaviours that challenge manifested influenced how staff recognised patient
needs and prioritised them. For example, staff were more likely to address and record in
care notes instances of physical agitation, such as pacing or hitting, than verbal expressions

of agitation, such as calling out.

Mechanisms

Pawson and Tilley (1997) posit that to understand why an intervention works, it is important to
understand how mechanisms interact with context. Mechanisms are the resources inherent in
interventions and the responses or reasoning of people using the interventions (Dalkin et al., 2015).
Key mechanisms thought to interact with the context and influence patient outcomes were:

e Understanding dementia care as skilled work. This was evident in individual staff, within
staff groups, and at organisational levels, however often dementia care was not recognised
as skilled work by staff themselves and by the wider organisation.

® That staff consider they had the authority to resist other demands in the ward and to act on
behalf of the patient. This mechanism was linked to contexts of staff experience,
organisational endorsement, and social norms.

e That staff had allocated time to spend with patients. This was found to be a resource that
some organisational interventions around risk management and roles held by staff were
able to use as opportunities to focus on the needs of patients with dementia. How staff

engaged with this resource was linked to staff experience and knowledge of the patient.
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e Knowledge of the patient and dementia care. An important mechanism that interacted with
the mechanism of time and the context of organisational endorsement to influence how
staff interacted with patients.

e That staff believed they could make a difference to the patient’s situation. This influenced
the way staff prioritised care and was linked to patient characteristics and social norms for
care.

Outcomes

Outcomes were identified as staff outcomes that had been influenced by the relationship of the

contexts and mechanisms, and patient outcomes as a result of staff actions and outcomes. These

are detailed below.

Staff outcomes:

Whether staff took action to address patient needs using person-centred approaches
(outcome) was influenced by their knowledge of dementia care and the patient (mechanism
resource), the time they had available to spend with patients (mechanism resource),
whether the approach and the importance of addressing the patient’s needs was recognised
by colleagues and the organisation (context), and whether staff considered they had the
authority to address the issue (mechanism reasoning).

Staff understand the priorities for patient care and are confident in balancing individual
patient needs in relation to other patients and the ward routine (outcome). The value of
dementia care (mechanism resource) and encouragement from senior ward staff (context)
influenced whether staff recognised dementia care as an important part of their work
(mechanism reasoning).

Commitment to work in dementia care (outcome) was influenced by how dementia
expertise was valued (mechanism resource), dementia care practices were legitimised by
colleagues and the organisation (context), and whether staff recognise dementia care as

skilled work (staff reasoning).

The actions of staff influenced patient and carer outcomes.

Patients and carers considered they were listened to by staff when staff recognised the
importance of changes to care plans, and approaches to care that promoted patient
preferences. This was evident were patients were supported with essential care and
mobility in ways that accounted for their choices and abilities, such as support to use the

toilet rather than a commode or bedpan.
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e Patient needs, such as pain, hunger, or feeling anxious at being in hospital, were recognised
by staff and action was taken to address them.
e Reduced distress was demonstrated when staff were able to balance the competing

demands in the ward and engage with patients in person-centred way.

Implications of findings

This section considers the findings of this study in relation to other research and the contribution it
adds to current knowledge. Some reference is made to evidence from care home studies where
there is a potential for transferrable learning. However, it is important to recognise that residents in
care homes tend to not be in acute crisis, and the focus is to support residents to live well. In
contrast, care in general hospitals aims to treat an acute need and discharge patients when they are

considered medically fit.

The study findings demonstrated the heterogeneity of people living with dementia admitted to
hospital with different acute needs, and needs related to their dementia, corresponding with
findings from other research (Glover et al., 2014; Sampson et al., 2009). Site 1 differentiated
between patients with dementia who could be supported on the main wards and those who could
not. While the admission process was opaque, patients on the ward were not in the acute phase of
conditions such as myocardial infarction or stroke, and with the exception of one patient who was
well known to the ward, were not surgical patients. It is possible that observations on other wards
at site 1 would have been similar to those at site 2. Allocation of resources to support patients with
dementia were determined by the concerns of the organisation rather than through a thorough
assessment of the patient’s needs. For those patients who were not at risk to themselves or others,
and were not a physical disruption to the ward, their needs could be overlooked and their behaviour
tolerated by staff. Goldberg et al. (2014) reported similar findings in particular circumstances. In
situations where the patient’s dementia related symptoms, for example repeatedly calling out, did
not represent a risk to themselves or the other patients, they were ignored. Where staff were
unable to identify the patient’s need or reduce the expression of verbal agitation they would focus
on other tasks. Evidence from my study suggests this was due to unsuccessful attempts to identify
the need, a limited repertoire of responses to draw from, and ranking other needs, such as safety

and essential care, as more important.

The review had identified a prerequisite for dementia-friendly healthcare was that staff understand

behaviour as communication of unmet need. Behaviours that challenge have reportedly been
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recorded in three-quarters of patients with dementia admitted to hospital, with aggression and
activity disturbance found to be the most common (White et al., 2016). Assessments of behaviours
can support identification of possible causes, promote effective strategies for management, and are
recommended as part of national guidelines and best practice documents (Alzheimer's Society,
2011; NICE, 2006). In this study, evidence from observations and medical notes review found
inconsistent recording of patient behaviours and few strategies to address them. This was
influenced by staff understanding of how the information could be used to improve patient care, a
limited range of strategies for reducing patient distress which relied on the individual actions of staff
members, and that this information was not valued in the way recording aspects of physical care
were. Studies have found limited evidence of systematic monitoring and management behaviours
that challenge through non-pharmacological strategies, despite evidence of their use in practice
(Inkley and Goldberg, 2016; White et al., 2016; Wilkes et al., 2010). This was influenced by the fact
that the information was not used to inform, plan, or review care. Nor was this valued as core work
in the same way that aspects of physical care were. Findings from this study suggest information
was only recognised as important when related to service concerns such as incident reporting or
resource allocation, for example ensuring care was only provided by female staff. However, when
this information was recognised as important, changes to care plans were communicated within the
team, both verbally and in written notes. This led staff to act on the information to provide care in

ways that recognised patients’ preferences, and thus reduced patient distress.

Literature pertaining to managing patients with dementia in general hospitals predominantly
discusses risk management as a task that is incompatible with person-centred practices (Dewing,
2013; Moyle et al., 2008), by encouraging the prioritisation of physical rather than psychological
wellbeing (Goldberg et al., 2014). The allocation of monitoring duties to junior staff who lack
training in dementia care, and guidance for their role, contribute to negative patient experiences of
these risk management strategies (Moyle et al., 2008). However, managing risk in all patients is an
important element of patient care. In managing risk in the everyday lives of people living with
dementia, Bailey et al. (2013) highlight how a practice narrative of vulnerability, protection, and
concerns for the consequences of adverse events can lead to a strategy of avoidance. Clarke and
Mantle (2016) suggest that by refocusing the vulnerability to situations, rather than locating it in the
person, can provide a more supportive environment. In terms of applying this to ward settings this
might include attending to clutter, and considering how the environment can be improved, for
example through signage, to help patients with dementia make sense of their surroundings (Waller

and Masterson, 2015). A recent study in Canada with patients with dementia explored their views
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for improving ward environments (Hung et al., 2017). Important factors were environments that
supported their independence, and that the environment created a sense of physical and
psychological safety. Evidence from my study found where environmental adaptations were used to
reduce risk, for example through the use of locked doors, this could make a difference to how staff
supported patient independence. However, in ward situations where there was constrained space

and staffing resources, this could overwhelm attempts to provide choice and movement.

Allocated time with patients was an important mechanism observed at both sites. This supported
staff to resist other demands on the ward and engage with the patient, making risk management a
positive experience. However, an overriding concern for contributing to work within the ward could
impact on how staff interpreted and responded to maintaining patient safety. Staff confidence in
applying positive risk strategies, such as encouraging mobility, were influenced by the level of
involvement of experts in dementia care at ward level, and the priorities set by senior ward staff.
Additionally, the value staff and their ward colleagues placed on providing psychosocial support to
patients with dementia influenced how they interpreted their contribution; either as enhancing
patient care or ‘just sitting there’. The wider nursing literature outside of dementia care recognises
that staff measure their contribution in terms of the tasks they complete (Bone, 2002). This has
been attributed to the utilitarian nature of nursing in practice, which while staff report a desire to
work holistically for the benefit of the patient, they also have to balance this with the reality of
providing care that meets organisational concerns for getting the work done, costs, and meeting
deadlines and targets (Bridges et al., 2013). This focus for care is not only encouraged by
organisations, but also how staff become indoctrinated in to the accepted practices and values
within the ward (Melia, 1987). In a study of healthcare assistants on wards caring for dementia
patients, Schneider et al. (2010) found staff maintained their professional group identity by
efficiently performing care tasks and behaving negatively towards colleagues considered not to be
contributing. Such actions were observed during this study and has implications for how the culture
of the ward and staff conceptualisations of their role impact on the development of positive

dementia care environments.

Phases one and two identified the different elements that need to be in place to support a positive
culture of dementia care. While resources were available for staff, how resources were used was

influenced by contextual factors. Dewing and McCormack (2017) assert that interventions, such as
the use of This is me booklets, are not enough for person-centred care to be valued or become the

dominant model of care provision. They contend that a person-centred culture needs to be evident
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throughout the processes of an organisation, extending beyond specific care activities to include
valuing patients, carers, and staff (Brooker, 2007; Dewing and McCormack, 2017). McCormack et al.
(2011) argue that the development of person-centred cultures in organisations needs a sustained
commitment from experts and managers to facilitate change. Research suggests that person-
centred approaches can be cost effective and have positive outcomes for both the patient and their
carer (Milne et al., 2011). However, embedding person-centred care as a systemic approach to care
requires commitment, understanding of dementia, and processes that recognise the expertise of the
person living with dementia, and their carer, related to care needs. Findings from my study
demonstrate a current reliance on individual staff who were motivated to work in person-centred
ways, with limited acknowledgement of the effort involved. Incentives for staff to provide such care
were limited to gaining personal satisfaction from the time spent working with patients and

observing the positive effects of their work.

Evidence from this study suggests that staff are keen to develop skills that will support them to work
well with patients with dementia, however these may not necessarily adhere strictly to person-
centred approaches. Learnt skills for communication and consent for clinical observations and care
activities were observed to be broadly applied. A similar finding was reported by O’Brien (2017),
who developed an intervention aimed at to reducing patient refusal of care by improving hospital
staff’s communication techniques. There was an observed difference between learning new skills in
talking to and working with patients with dementia and adopting a person-centred philosophy.
Experts in dementia care raised concerns that the approach may not encourage person-centred
approaches to care, but instead provide staff with a way to address refusal that focuses on gaining
patient compliance. This criticism can further complicate whether or not staff understand if they are
providing care well. An action research study highlighted how staff wanted to know the approach
they were using was the right thing to do, demonstrating the uncertainty of staff in working with
patients with dementia (Harrison and Brandling, 2009). Training for staff which demonstrates how
to work with patients in particular situations, while addressing staff uncertainty, may lead to the
application of care practises that ignore the personhood of the patient and lead to situations where

dementia care is considered as a series of tasks to complete.

Staff capacity to balance the needs of individual patients with those of other patients on the ward,
together with ward routines, was influenced by organisational priorities, and the priorities for care
set by senior ward staff. At times where there were conflicting needs, staff prioritised medical,

physical and personal care needs. Studies of nurse time with patients has been found to be brief
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and often interrupted (Bail and Grealish, 2016). As such, they identify that time-consuming, non-
urgent (least life-threatening) care tasks are more likely to be a low priority and overlooked. For
patients with dementia these care activities are not straightforward, but as this work may be
considered of low importance, there is a risk that their needs will be disregarded and not met (Bail
and Grealish, 2016). The literature recognises that patients with dementia often receive care from
the least experienced, non-qualified staff (Scales et al., 2017; Schneider et al., 2010) and my study
corroborated that. However, some healthcare assistants were observed to be more skilled in
dementia care than others. While this expertise was recognised locally, it was not systematically
used or developed. The findings suggest there is potential to develop further how non-qualified and

qualified staff work and learn together, combining experiential and professional knowledge.

Developing staff’'s dementia care skills requires opportunities to attend training, have on-going staff
development, and exposure to good examples of care practice. Informal opportunities for
development were supported by ward environments that allowed for observation of colleagues’
strategies for working with patients, and when there was regular guidance from experts in dementia
care. At both sites, the implication was staff development was the responsibility of individual staff
recognising the limits of their abilities and identifying and engaging with opportunities, rather than
being led and encouraged by their managers. As a result, few staff reported exploring development
opportunities that consisted of more than building experience on the job. Previous studies found
that healthcare assistants were unable to access training to develop dementia care skills and so
become reliant on their own experiences to manage patients. This could lead to practices that
makes care inequitable, as staff focus on patients they find easier to manage and gain job
satisfaction from (Maben et al., 2012; Schneider et al., 2010). Evidence from this study suggests
limited development opportunities will lead to a broad application of a small range of techniques
used indiscriminately with all patients. An assumption that staff will develop skills through exposure
to particular patient characteristics and strategies to address their needs, and through unstructured
peer-to-peer support may not build capacity in the dementia care workforce. Where the impetus
for development is placed on non-qualified staff who consider they have limited influence in making
changes to wider working practices (Schneider et al., 2010) , there may be limited incentive to

further knowledge.

That dementia care was not seen as important as clinical work had implications for what nurses

valued and saw as complex. This impacted on their commitment to remain in dementia care and

raises questions about how workforce capacity can be built. It may be that nurses working
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predominantly in dementia care who have trained as adult nurses, rather than mental health nurses,
find it difficult to define their expertise and technical competence in care when there are limited
opportunities to differentiate their work from healthcare assistants. This was particular to site 1
where patients, in general, had less medically acute needs. In nursing literature, there are
discussions of how the crossover of roles between nurses and healthcare assistants can cause nurses
to feel their role in patient care is threatened (Daykin and Clarke, 2000; Workman, 1996). While
some argue these tensions are exaggerated (Kessler et al., 2010) studies have found nurses and
healthcare assistants define themselves as part of their professional group in opposition to each
other (Kessler et al., 2010; Schneider et al., 2010). An appreciative inquiry study of end-of-life care
in care homes found that developing a group identity between all professionals, through common
goals in residents’ care which recognised the expertise of each group, supported staff to value each
professional groups’ contribution to care (Amador et al., 2016). However understanding what
motivates staff to commit to working in dementia care is complex and needs further research
(Chenoweth et al., 2014). In order to build nursing capacity in dementia care, one factor to address

will be to clearly define their role and expertise in dementia care.

It is recognised that there were notable gaps in the findings, for example what needs to be in place
to involve family carers as partners in care. While family carers were observed with patients
providing social interactions and supporting some activities during their visits, such as feeding, a
partnership relationship with hospital staff was less clear. For example, biographical information
was collected for some patients, however its use in care planning was inconsistent, and at times
observed to be underutilised. Previous studies have reported carers frustration that their
knowledge of patients is not recognised, listened to, or communicated within the team (Harrison
and Brandling, 2009). Jurgens et al. (2012) consider that a recognition of carer needs during the
stress of an admission, by providing information and providing opportunities for involvement in care
in care activities, would improve carer satisfaction. Interventions such as John's Campaign (2015),
the use of This is me booklets (Alzheimer's Society, 2013), and guidance from The Triangle of Care
(Carers Trust, 2013) aim to improve carer involvement and inclusion during the patient’s admission.
However, there is a lack of empirical evidence to understand what partnership working in acute
settings might look like. Data from this study suggests that while carer input is appreciated, their
support is viewed as substituting the work of staff, rather than being understood as a collaborative
undertaking. Comments from one of the Research Network Monitors suggested that there was an
opportunity for more research with a focus on developing “a best practice for family (or spouse)

involvement in patients with dementia, in a way that worked for the medical staff and which didn’t
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leave the family feeling isolated, uninformed and helpless.” (Research Network Monitor, email, 17t

January 2017).

Wider implications for dementia care in hospitals

This study identified how changes to practices to improve care for patients with dementia in
hospitals was context-dependent, requiring organisational, ward, and individual staff support.
Important mechanisms for change were; allocated time with patients, knowledge of the patient with
dementia and dementia care, valuing dementia care as skilled work, and understanding how to
balance other work demands. For example, where there was understanding that supporting an
anxious patient was as important as other patient needs, such as providing essential care, staff did
not express concern at spending time with patients and engaged with their emotional, psychological,
and social needs. This was observed at site 1 where priorities for patient care had been defined by
experts and embedded in practices as part of the development of the ward, and at site 2 with
members of the 1:1 team prioritised the needs of the patients they were allocated to. This
highlights the need to address how staff are supported to balance conflicting needs within the ward
population, and communication of the priorities in patient care when contending with limited

resources.

Contextual factors such as organisational priorities for patient care and staff to patient ratios
influenced how staff recognised and prioritised patient needs. ldentifying and addressing patient
needs not related to medical, physical, or safety concerns were not undertaken in a systematic way.
A clustered, randomised trial in care homes, which assessed the use of person-centred care
approaches or Dementia Care Mapping (DCM) for improving care processes and influencing resident
outcomes, suggested different mechanisms were triggered in staff to take action (Chenoweth et al.,
2009). The use of DCM promoted feedback and suggestions for changes to care planning, while the
use of person-centred care promoted the autonomy of staff to initiate action. While both
approaches recorded reduced agitation in residents, they found the systematic approach of using
DCM provided a more comprehensive assessment of resident needs, which were incorporated into
care planning. However they recognise that the use of DCM is more expensive than training in

person-centred care, which may limit its applicability for general hospital care.

This study has highlighted some of the difficulties in applying the principles of person-centred care
when faced with the practical realities of working in general hospital environments. While valuing

dementia care is recognised as an important context, it is often at odds with organisational concerns
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for reducing costs and risk. However, there was some evidence from this study that it might be
possible to align organisational concerns with good dementia care. Opportunities that arise from
service directives to reduce patient risk could be utilised by staff to provide care that can address
patients’ emotional and social needs. To achieve this staff need to understand what good dementia

care is and recognise that it is part of their role to provide it.

Strengths and limitations

A strength of this study is that using a realist approach allowed me to develop and test a theory-
driven account of why dementia-friendly healthcare interventions influence patient outcomes.
Realist approaches go beyond identifying a list of enablers and barriers to demonstrate the
relationship between contexts and mechanisms to describe what works, for whom, and in what
circumstances. In this way, the research is able to identify factors that will be useful to address
when interventions are designed and implemented into different settings. Interventions for
supporting dementia-friendly healthcare are complex, context-dependent, and rely on how staff
engage with the resources they provide. By developing the theory from the current evidence base
and testing it in two distinct case study sites, the study was able provide a nuanced account of how
shared mechanisms were influenced in different settings and how these impacted on patient and

carer outcomes.

This study aimed to identify how and why interventions with a common aim, i.e. improving dementia
care in general hospitals, supported staff to provide care that met the needs of patients with
dementia (or not). This is useful as interventions are rarely introduced into settings as standalone
schemes. Theory was used to understand commonalities across diverse approaches and unpick the
relationship between context and mechanism that influenced outcomes. By focusing on patient and
carer outcomes, the realist review was able to move understanding beyond evidence that
interventions could, for example increase staff confidence and knowledge of dementia and
dementia care. Instead it explained how context influenced staff responses to resources from

interventions, and how this affected outcomes for patients and carers.

While the realist review was originally designed to test as well as build the programme theory, the
available evidence was mostly weak and the contribution of information to the component parts of
the CMOCs constrained inferences that could reasonably be made. The decision to exclude papers
not reporting patient outcomes might have limited evidence for context and mechanisms in the

design and implementation of interventions. However, there has been a focus on staff outcomes for
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interventions with limited understanding of how these translate at patient level. The review
addressed this knowledge gap to explain how interventions and approaches to dementia-friendly

healthcare influence patient outcomes and informed study design and analysis for phase two.

In phase 2, the use of observation allowed for a detailed account of patient experience and their
interactions with staff, particularly for patients who were unable to participate in interviews.
However, it is recognised that observation data is an interpretation of patient experience and may
be limited in the extent to which it reflects patients' reality of their time in hospital. Collecting data
at different time points throughout the day and in different ward settings offered a unique
understanding of how demands on staff time and the ward routine could influence their interactions
with patients and priorities for care to impact on patient outcomes. As data collection at site 1 was
confined to one ward, this study was unable to determine how dementia care was applied in the
wider general hospital or how focusing resources in one area influenced the support patients with

dementia on other wards received.

Recruitment of patients for interview was low. Nineteen patients across the sites were considered
to have capacity to consent, representing 28% of eligible patients. Only seven (37%) of these
patients agreed to participate, three of whom were discharged before interviews could be
completed. From the remaining patients who did not consent, reasons included: they did not
consider the study relevant to them (they reported not having dementia despite confirmation of a
diagnosis), that it was not something wanted to take part in, or that they did not feel their
experience would contribute to the study. As with previous studies (Porock et al., 2015) the
additional difficulties of an acute need impacted on patients’ ability to participate in an interview;
two of the interviews were stopped due to the burden the interview was causing and the effects of

their acute illness.

Recruitment of carers was also problematic. Only two carers participated in interviews. Other
studies of patients with dementia in general hospital have reported difficulty recruiting carers
(Clissett et al., 2013; Closs et al., 2016). As recognised in these studies, competing demands for
carers time, emotional distress, and changes to the patient’s living circumstances meant that
participating in the study, while they considered the study to be a valuable contribution, was not a
priority for them. This highlights that when a relative or friend is admitted to hospital, it may be a
particularly difficult time to engage carers because of other priorities. Additional insight about the

experience of family carers was provided by members of the research network group.
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The use of realist interview methods (Manzano, 2016) was challenging in that it asked staff to
respond to propositions of how dementia-friendly interventions might work. However, some staff
engaged well and contested the assumptions from the initial programme theory providing clear
explanations and examples that could be used to test the theory. Other staff appeared acquiescent
and may have lacked the confidence to disagree or debate with theories. This has been highlighted
as an issue in other realist evaluations (Davey et al., 2014). Additionally, while there were some less
positive comments identified in staff at site 1, it was difficult to engage staff who might have
provided a different perspective of the negative instances of the way the site had applied dementia-

friendly interventions.

The use of a two-phased approach including a realist review and realist evaluation enabled the
development of a more robust programme theory. For example, evidence around valuing dementia
care and recognising the complexity involved had not been developed as part of the initial
programme theory. When this emerged during phase two of the study it was incorporated into the
revised programme theory. While consecutive site recruitment was logistically beneficial and
supported my gaining a familiarity of the sites, concurrent recruitment would have ensured
emerging themes received equal consideration at both sites. However, in this study, early
identification of the emerging theme ensured data were collected in both sites to allow for the

incorporation of a new CMOC which further refined the programme theory.

Implications for practice and research

Healthcare assistants’ vast contribution to the care of patients with dementia needs to be
acknowledged and valued. As the majority of essential care for the most complex and vulnerable
patients is provided by this group, proper recognition of the skills required must be a priority. This
staff group should have access to ongoing development in dementia care skills, such as
communication skills and person-centred care, which is accredited and provides a clear career
progression, along with opportunities to reflect with colleagues on what has worked well. There
were examples at both sites that healthcare assistants’ skills were valued by the healthcare team,
although opportunities for discussion and reflection were not routinely scheduled. For example, at
site 1 healthcare assistants had worked with allied healthcare professionals to develop a guide for
working with patients with dementia who were expressing distress that was distributed across the
hospital. This work supported the healthcare assistants to recognise their specific knowledge and

skills in dementia care in comparison to other healthcare assistants in the general hospital.
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Organisations or senior clinicians need to consider how resources are implemented and discussed
with staff to promote their value in supporting good dementia care and to help staff to assimilate
them into practice. Ward managers are an important resource for supporting changes to current
practices, helping staff to understand the priorities for care, and how to address multiple competing
needs in the patient population. Support for ward managers to develop their own understanding of
good dementia care practices from dementia care experts is important for developing their
knowledge, skills, and confidence in promoting practices with ward staff. Finding ways to encourage
closer working of dementia care experts and ward managers will help dementia care become a

fundamental consideration for care planning with patients with dementia.

For some time, risk aversion in dementia care has been viewed negatively. However, this study
demonstrated that if staff recognise the opportunities to use risk management to engage with
patients social and emotional needs, they can improve patient experience while addressing safety
concerns. For example, when staff are allocated to monitor a patient they can use the opportunity
to initiate conversations or activities of interest to the patient. For this to happen, staff need to
understand all patient needs as equally important and be confident that their contribution to work
on the ward is recognised. Again, reinforcement from line managers and opportunities to reflect on

what has worked well could help staff to move to an improved understanding of this.

Understanding the complex needs of patients and how they might experience admission to hospital
needs to be extended beyond focusing on risk and behaviours that challenge. Strategies that have
been demonstrated to work in care homes should be tested and adapted to build an evidence base

of transferrable strategies in hospitals.

Recommendations for training and education

Several factors influenced whether or not staff drew on their knowledge of dementia care during
interactions with patients, including: how they considered the priorities for patient care within their
working environment; how they engaged with opportunities to spend time with patients; and
whether staff valued dementia care as core to their role in patient care. As such, this study has
concluded that interventions, such as training, will not on their own lead to change. However,
training does contribute to improving staff capability and confidence for working with patients with

dementia. Evidence from this study suggests that not all staff involved in the day-to-day care of
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patients with dementia were confident in their abilities and required confirmation that they were
addressing patient needs correctly. Training which addressed the specific difficulties staff
encountered and gave them strategies that they could apply in their work was considered beneficial
and reportedly used. As such, more targeted training, informed by co-production methods that
involve staff, patients with dementia, and carers, will improve the relevance and value of dementia
care training to staff. Training opportunities on the ward which are scenario-based and delivered by
staff with expertise in dementia care are likely to be most helpful. In this way, experts can role
model techniques for specific issues and demonstrate how those techniques can be personalised to
meet the individual needs of each patient. This may also improve relationships between experts in
dementia care and ward staff where there is limited contact, and increase the likelihood that advice

is applied.

A realist review of workforce development strategies aimed at improving standards of care in
support workers working with older people identified a number of mechanisms which would
improve the outcomes of education and training (Rycroft-Malone et al., 2016). Similar to the
findings of this study, they included: training which is relevant and has resonance to staff roles; and
the alignment of best practice principles in dementia care with organisational goals and priorities.
My study suggested that senior ward staff have a pivotal role in defining the priorities for patient
care. Education and training with these staff could lead to a greater emphasis on addressing the
psychosocial needs of patients with dementia, permitting staff to spend time with these patients. To
support senior ward staff to recognise the value of dementia care as a core part of activities on the
ward, they should be encouraged to undertake tier three dementia care skills training (Health
Education England, 2015). Through attaining this level of knowledge in dementia and dementia care
skills, senior ward staff might better understand the benefit of best practice for patients with
dementia and transfer this knowledge to the staff they work with, promoting and reinforcing the

importance of these skills.

Recommendations for policy

This study demonstrated that good dementia care in general hospitals is possible but is often applied
inconsistently and is driven by the actions of individual staff members. Regular support from experts
in dementia care and a shared ethos which promoted patient choice and support for functional

abilities was more likely to influence staff to prioritise dementia care. However, conflicting demands
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and the focus on medical and physical needs could lead to preoccupations around losing clinical skills
and how staff had personally contributed to the collective workload on the ward. This impacted on
the quality of staff interactions with patients. Senior ward staff had a role in directing priorities for
care, but additional work will be needed to address what staff define as important work. An
alignment of the principles of best practice in dementia care with organisational priorities is one
possible option for addressing this. Concerns around patient safety was observed to mobilise
staffing resources, however these were not always utilised in ways that benefitted patients or
considered their priorities for care. Organisational and service directives that require staff to closely
monitor patients with dementia need to be properly supported by: 1) defining the expectations for
this work beyond keeping the patient safe; and 2) providing access to development opportunities for
staff tasked with this role who are not confident they have the necessary skills to enhance patient

experience and wellbeing.

Evidence from care planning documents for patients with dementia suggested that while medical
and physical needs are often recorded and may include written strategies for care, needs related to
the person’s dementia were not consistently documented. One way to address this may be to
develop documents that allow for the recording of psychological, emotional, and social needs along
with recording physical and medical needs. Collection and recording of this information should be
informed by conversations with the patient, observations of their behaviour and mood during their
admission, and from information gathered from people involved in the daily care of the person
outside of hospital. Reference to this information could inform decisions for how to support and
maintain functional abilities and provide care in ways that recognises the patient’s preferences. This
may help staff to identify strategies for working with patient who’s needs can be overlooked, such as
patients with verbal agitation. The information could also be used to build an evidence base for

strategies linked to addressing patients’ needs.

The retention of healthcare staff skilled in dementia care is a key concern, impacting on workforce
capacity within general hospitals (Alzheimer's Society, 2018). This study identified whether or not
staff recognised dementia care as skilled, valuable work influenced their commitment to stay in the
specialism. Finding ways to promote dementia care as complex, rewarding work, and offering career
development opportunities across grades and disciplines, could help reframe dementia care as

skilled work when considered against other clinical specialities.
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Conclusion

This thesis has addressed an important issue of how general hospitals are using resources to
improve care for patients with dementia. Numerous interventions have been implemented with
limited empirical evidence of their effectiveness (Dewing and Dijk, 2014). By using theory to
understand what works, for who, in what circumstances, this study has provided an account of how
causal mechanisms influence staff and patient outcomes. In both study sites common factors
impacted on whether patients with dementia were listened to, experienced reduced distress, and
influenced how their needs were recognised and addressed. Allocated time with patients, and how
staff engaged with this opportunity by drawing on their knowledge of the person and dementia,
were important mechanisms that were influenced by organisational priorities and social norms for
care. Support from ward managers and experts in dementia care was an important context for how
risk management strategies were applied and how patient needs were prioritised. This supported
staff to understand how to balance competing needs in the ward and gave them confidence that
their work with patients with dementia which was not focused on essential care tasks, ward routine,

or physical needs, was important.

Patients with dementia can have complex needs related to the difficulties they experience as a result
of their dementia, such as reduced verbal communication abilities and their ability to cope with
admission to general hospital. These are additional to the needs that patients without cognitive
impairments experience and may require more resources, such as skilled staff with time to spend
with patients, to adequately address them (Clissett et al., 2013). Healthcare assistants are a
valuable contribution to the care of patients with dementia, but their skills and knowledge of
individual patients needs to be recognised and valued, and their professional development
supported. To further build capacity in the dementia care workforce, the role and expertise of

nurses needs to be clearly defined.

This study has demonstrated that for interventions to have a positive influence on patient and carer
outcomes, it is important for staff to be supported to understand the intervention’s utility in their
work. With guidance from senior ward staff who have themselves received adequate training and
support in dementia care, it is possible that dementia care could be valued equal to that of clinical
care. By recognising the complexity involved in the provision of good dementia care, allowing staff
the time to work with patients with dementia, and asserting the importance of care that uses

knowledge of the patient and dementia throughout a person’s admission, staff may feel they are
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able to make a difference. This can lead to staff to take the appropriate cause of action to address a

patient’s unmet needs, improving outcomes for patients with dementia and their carers.
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Systematic Reviews

Interventions that support the creation of Yo
dementia friendly environments in health
care: protocol for a realist review

Melanie Handley' %), Frances Bunn and Qaire Goodman

Abstract

Badegrownd: Improving health-care outcomes for peaple Iving with dementia when they are admitted to hospital
s a palicy priority. Dementia friendly interventions in health e promote indusion of patients and Gras in

ded sor-making and adapt practices and emimnments to be approprate to the needs of people with cognitive
impairment. While there has been a waalth of activity, the number of studies evaluating interventions is limited,
and the majority foouses on reporting staff and organisational outcomes. By foousing an patient and caner
outcomes, this review will aim to develop an explanatory account of how and in what ciroumstances dementia
friendhy environments in health care work for people lving with dementia and with what outoomes.

Method/design: Realist review & a theary-driven method which seeks to produce explanatory accounts of
why interentions waork and spedfically, what combination of components are maost effectie in produdng
particular outcomes. Stakehalder intendiews, a eview of the litemture, and an expert steering group warkshap will

be used to explare the asumptions behind intenentions that ae designed 1o enhance health care far people living
with dementia to understand the underling programme thearies The review will focus an studies that repart patient
and carer outoomes, induding invohement in decison-making, length of stay and referal to kong-temn cars, advess
incidents {e.g. patient distress, delirium falls, nutrition and hydration and infection), antipsydhatic medicatian

presaibing, evidence of patient-centred care and patient and carer satisfaction.

Discussiore The review will provide an explanatory model about how dementia friendly interentions in
hospital settings improve outcomes for people Iving with dementia and their family carers and in what
droumstances far future testing and evaluation of future dementia fiendly initiathes.

Systematic review registration: PROSPERD (RD4201501 7562

Keywords: Dementia, Health care, Dementia friendly health care, Hospitals, Patient outcomes, Realist review

Backgrownd

Itis estinated that st any obe e & qeater of o hos-
pital beds are occupled by people living with a dementia,
although their reason for admission may na be elated to
their dementia [1]. Comorbidities for people living with
dementts are commaon and require appropdate attention
from a range of health-care services [2, 3]. Inequalities in
health-care outcomes for people living with dementia,
such & lower wse of amilgesic medication during hospital
admissions and reduced functioral abllity afier discharge,

* Cormesponcence: mjra ndeyghe s acul
Cnire for Reseanch In Primary and Comemaunisy Cane, Unbaemiey of
Herfondhing, College Lane, Hifield, Herfondhine ALTD S48 LK

have been widely reported, and it & acknowledged that
these inequalities are detdmental to their health and dgueal-
ity of life [3-6]. A lck of leadeship for dementia in sec-
ondary care [1], knowledge and training gaps for dementia
in health-care staff [7, 8], the use of care peactices which do
not compensate for the efects of cognitive Impairments
[#]. stigra and discimiration [10, 11] and environments
which are disodentating [12] have all been identified as
contdbuting to poomer health-care outcomes for people
Ihving with dementis. A mumber of inltistives have been de-
veloped and implemented in secondary health-care sttings
to address these aress with the aim of creating dementis-
feberadly buesal th-care e tofme fits.
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Dementia friendly

The concept of “dementia friendly” has been used 10
describe imtialives aimed al increasing the mclusion of
people living with dementia in daily life and raising
wwareness of the issues ey face among (he wider
population [13]. Tn its application 10 health-care sei-
lings, the concepl of dementa Trendly aines for The
care and trcatment of patients (v be appropriale o
their needs and of an cquivalent standard expected by
any patient 13, Dementia iviendly health care pro-
moles indusion of the person living with dementia and
lheir carer in care and (reatmen! discussions and dect
sions, with the aim ol increasing pusitive vstuomes for
both [15]. Tn England, the Prime Ministers dements
challenge [16] identifienl a number of areas kor -
provement in health care for prople bving aith demen-
Ua and thelr carers. This ncluded diagoosis rates,
accesy L care, (rcatment support and information, co-
ordination of carc, admission and readmission to hos-
pital, admissions (v care homes and  post diagnosis
suppurt. Fundamental o addressing these challenges
wre mult comp inter (hat educate stafl
in dementin awareness anid e, improve health care
environmenls and increme actess 1o relevant services
ensuring people living with dementin and their carers
are supported throughout the course of their candition
{sce Table 1)

Pagr 2ol &

Evidence on problems experienced by people living with
dementia and their carers and interventions
Peuple living wilh dements on entering hospital are at
giealer nsk of adverse events, sach as falls, poor puln
ton sl hydation, infectons and  deliiem, 11 these
oocur daring a hospital ad they are likely 10 m-
pact oo the length of stay and may resull in reduced
function for the person [17-19] Studics indicate people
living with dementia admitted to hospital will star at
least 2n additional 4 days when wompared with patients
admitled for similar reasons and with similar profiles
who do nol have dementia |4, 2. 21

11 is alsy acknowledged that peuple living with dementia
expenence exclusion from decisons aboul their care and

tment [720. A d lia frendly healih caoe enviean

menl, ideally, pramotes and supports decison-making by
poopie Living with dementia and, &5 part of that process,
involves their carers |23, 23], Stratepies that address indlu-
use of tools wluch document the preferences of the pa
tent with dementia and practices Uhal encourage parines
ship working between health: care professionals and family
carers |25 27).

Tew studies have evalualed intervention v improve
henlth care for people living with desmentia and their carers
2R Praluotions huve mastly focus on sl education,
adaptions to modds of service delivery and environmentad
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changes w0 acuie silings (29 33| Primarily, they have
neporied  sall and  organisational  sulvomes, sxh as
improved stall vonlidenue and knowledge of dementia,
eounomic vosls, length of admission, redmission rales and
Pl of disclarge, wilh el and cerer caloomes. e
rarely operationalsed or reporied,

Approaches or inlerventions lal show promse Bal
have nol been cmpicically tested o assoss impacl on
paticnt voltomes are thuse which aim e improve
communicalion beiwern clinical slall and the carer
{ruch a5 Akheimers Socielys This & sve boukled], the
introduction of acdivities coorlinaors on hospital n
palient wanls, and he we of dementia champions as
change agentls [& 3. 33] These are rarely used i
solalwn and are ofien adapled 1o meel (he needs of
e Jowal conlesl, meamng inlerventions are malli-
componcot and context scisiive. Understanding the
compotunts of interventions thal support patient oul-
comes, such 2 reduced disloers, increassd  recovery,
participation in care and the promolion of independ
ence, can help o develop an explanatory sccount of
wlial wurks in whal crcumstances.

Realist approaches are (heory diiven amil recognise
Ihat mtervenlions Uhensdves are ool U couse of
change it s the resources that the inlervenlion o
widies s reaction to those resources by the people that
wse them that generates change 1367, The clfvctivencss
of programmes o address the known problems of be-
ing & patient wilh demontia is recognised as cuntingent
not only on specific training (for example) in being
demenlia aware bul abo on tontexlually silwated
decision making” [37].

Aims and objectives

The overall aim is lo identily features or meclanisms
of programmes and approaches that aim o make
more dementia friendly, provide a comtext-relevanl
underxlanding ol the moechanisms by which interaen-
tioms achicve dillerent cwlcomes for people living wilth
dementia and their Eamily carers and make explicil the
barsiers and fGdlitalecs o implemenlation. Speaiic

ally, we will

L Idecitsfy how demeniia nendy intcrveniions arc
thought 1o achivve the desired patient and arer
oulcnies

2 Identiy the percenud enablers and inhibiters for
the covation of dementa fhendy health core
ervimommmenls

3 Tdertily what i il sboul dementia friendly health
care interventions thal works for people Inving with
cheneniia and Uhedr carers, i whal clicomslances

acl why.

Page taf K

Methedological approach

This seview draos on Lhe assumplions of walis Uway
38, 39 and linked ideas of cntial realism [40]. Inlerven
tions implemented inlo hesllh care rdy on husman agocy
o dlled denge The walsl approsch anggests (et e
resources provided by the milerventon and the oonlext il
% inmplerranibed lone the alulity 1o paodhace a lamited num-
ber of potential responscs v the inlervention whech will
impact on the oulcomes. A knowable, independent reality
will vonsrain (he way 20 individual reacls (v an inbaen
tion, whether Lhey e sware of these influenoes or ool
141 T is important by undersland Uhese phonomena wlhen
secking Lo explin why an meramlion has workal or
nol. Intervenlons in health care are wvariably mulli-
componenl aml « in desgn allowing ke a
specirum ol ouloemes o oocur under dilferent condi-
ons, lrom sucocsslul W unsucoessiul implementatlion
By fvcusing vn the building, testing and refinement of
theory, rvalisl review approaches are able Lo incorpor-
ate Uhe diversily of vulvomes 1o provide an explanatory
wocvunt of the key features which emable vr inhibit the
efleciivencss ul an inlervention [36],

Realist review assumes evidence that s relevant and
i availuble fom dverse suurces, olfering o way of syn
ihesising different literature including policy ducu
menis, onganisational presentations, empiical svidence
and cditorials, end primary studics which utilise =
variety of methods fur evaluating complex sucial inter-
ventions |42 44 I is an ierative provess that builds
wnd refines theory throughoul the process. This review
will fulluw RAMESES standards |39, 45).

Methods/design

Inlervieos with stabchulders, @ review of the licrature
amd an expert deering grocp workshop wall be asel 1o
caplore theorctical assumptions aboot why and how
interventions that promote dementia foendl health-
care work (or mol) in sccondary health-care seltings,
b they work with differntl populalivas and whal aoe
the significenl medhanisms (ur change. There are &
number of ways o conceplualise the development of
dementia (riendly emdrunmenls n heallh care, and il is
likely 1let il review wall be inkermex] Dy (heoreiic]
wark on the following:

& Humzn rights and social mode] of disability
ramework [46- 50 that are (ucwsed un the sdaplion
wf current modds of care in order o promote
inclusiun aned engagement

o Onguustionz] theoses of change perspectives |51, 57]
Whuaat, fuscurs ooy e wary il vadues ancl bediels defined ol
a strategic bevel are embedded acaoes the workioroe n
wnraler 1o syppaogrialely el Gwe vwserds of preogde Lyng
wellly denmenlin wied mugrove Use ellckamy of sevios
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o Porcepuion: of the roles dinicians, patients and
carers hald [53] and approaches that conurbule W
breaking duwn boundaries 2nd Damers o promote
shuated] decison -making (u: the perscn living with
dememio and their carer, ahere Uhir insigh's of
Tireing with the condition are valued |54].

o Frluziioml thens s for cange whers increasing
the awareness of dementia in the health-cere
workforce will bezd to a critival constiousncss
thal can be further hamessed L tznslonm sevices

35 36L

Stages of the realist review

There are three overlapping and iteralive phases (0 this
realist review (Table 23 These pluses do nol necessarily
Tollow a linear formal. Sources are wdentilied and revis-
sted, new evidence can be icorpocated and inclusion
critetia can be expanded (o indhude transferable leaming
throughout the process in order o dovidop credible
heories fur how and why an iztervention works,

Phase 1

Defining the scope of the review: concept mining and
theory development

Tn phase 1, we will undertake a prelimmmry soping of a
selection of key lierature (eg, relevant descriptions and
cvaluations of dementia ficodly iitatives in health-care
sctungs) \Xc‘ilmpd\v:wdhlmﬁmdbuldr

o)

Page s of

dotail the resourves, sach as training of communitation
touls the mtervention provides and explore how the inler
mllmmuwoudlu“lk“usbilnhmlhth

fiation of context-mechani figurations that
miborm he arliculation of p | progs theriess
sl help 1o refine the sﬁldl strategy for the detaded revies
n plase 2.

Koy word scarches will be performed using Pubivied
and CINHAL o identify the broad spectrum of work
Google Scholar will be used o identify grey literatlure
As milalves may predale recent policy documents
{such as (he Natwnal Dementia Stealegy [57], the Prme
Minisiers dementia challenge [16] and the Aldheimer’s
Sacielys ia friendly ¢ ities [13]% search
terms will be chosen (o refled the vanely of ways m
which ‘dementa fnendly” milialives might be inlerpreted
o implomented. Poteatial teons ncude the following:

‘dementia friendly’

‘dementia friendly AND health care’

‘dementa appropriale AND health cane’

‘dementia awareness AND health care’

‘dementam person centred care AND health care’

‘dementa cumpions’

‘dementia AND habon®

‘dementia AND ward’

‘demwntia sducation’

‘dementia telning”

care- based interventions, explore their ving
Table 2 Mhzzes ¢ 12aia" review
Pl
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a lead””

Scarches will be time limited (o bedween 2000 and 2015
w redledt the impadt of e work of Kilwood (58] o
person cenbred care, This has bocome the accepled best
practice mode of care for prople living with dementia and
has influencid demenlia pracics; moving away from a
purdy bigrmedizl view 1o ane thal moorporates the el
of soul factors. Scarches will be restricted to Inglish
languaze No other restrictions will apply.

In addition, in order to mlcrsland lhc undalvng ls
samptions uvr lheoris that &
miliatives in health care and how dlicctiveness s dr:ﬁmd.
we will undertake semi-strudured telephone or face to-
B inlerviews with up 1o 15 pupesively sampled stake
holders, These will include commissomerns,  dlinicans,
academics with expertise in dementia care research and
peopie ining with dementia and thewr family carers. Stake-
holder interviews will be conducted with a topic guide
and, with permission, dignally recorded Interviews will be
anahsed with frumework snalysis wming the five sieps
wentified by Ritchoe and Spencer [59]: famili isation,
wlentifying a themalic fumework, indevng, clirting and
mapping and inmerpretation.

Evidence from the Merature will be coded and orga
] into iC-then stalements (o0 develop o concept il
Lromework (601 Date fom the imterviews end Merstuce
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will be wsed o identify context-mechanism-ouloome
conliguration: which can be wsed 1o develop possibhe
programme Uheones for lesting m phise 2.

Phaze >

Retrieval ond review

The invclusshon costericn wall bee relined in Lght of ile emer
ging data and the theorelical devdopment in phase 1 but
are likdy o indede cvidence ssuroes thal orar the
Tollowing

a Poople wilk mikd, modeste o advance] demenlia
ulany type, e2 Alliemer’s disese, woaeoulr
dememtiz, Lewy Dody dementa. Parkinson'’s disese
dermemin, ronlo-lemparal dementa amld aleuhol-
redalenl desmeria

#  Studhes of any idervention of livative designed o
m.h-smmhn Tealth: vare scttings more ‘demenltia

frserdly’. This might inclode those whuch promote

e oo s engmgemuent of peuple lhing with

dhestmeraLa s Gwir Bannly caners, wlugh adign care

pracuces andfor the emvirenment o reduce sdverse
incudenis aod promate independence, or which
etalslishy rusles with e specille. semid ol improving
vulcames for people living with dementa

& Stnches tho pronvicle svadencr on harriens and
fecilitatons o Uw nplementation aod uptake
of imerventions designed 1w meke healthcare
envivonuments in sevondary cere muore dementia
riendly

o Siodics Ut ofler upporbunities fvr ransborable
lewrning, Tur example, studies in hospilals thal aim
1o rediuge health care inequelivies in other vudneralsde
groups, such s people wilh learning disaladliliss or
mezizd hesslil eases, or 1 hiee conisiche ol lealily oz
icg Healtby Citics! if they heve induded older
pouple Eving with dementia and are drawing on
similac principles of engagement and ddiy W
achivve eyuivalenl vuloemes (cg indusiun and
Aol

Duicomes The pramary aim of dermenlia endly healih
care is by improve (he Bealih and wellling of peuple D
ing with dementea and thelr family caers and 1o ensure
cquity of acocss and tregtment 14, 6] Thes review,
and carer oulvwmes, These votcomes will be cxlablished
by the project team as an ilerative process but ane likely
I inchude the fullowing: (11 patienl and varer involee-
el i dhecision making, (23 lengtl of hospital stay, (33
ougurrene of adverse muidents {eg Balls, nutrtion and
Tyeiativn, infectaon amd delirium), {4) use of antipsycholic
melication, (51 veeds assessment (for palient aml caned,

16} putient und caver seUsfacton wed (7)) socess o care,

Page ol K

hezalth and lunclion ke preople living wilh dementia bul
alsr fior ensuwring their chowes amd rights ane respecied
and supponed in an appropriale way,

Searching for relevant sindies Search lenms from plase
1 will he extended lo refleci the Uhennies (el emerge lom
the initial scoping of the literature and 1o cosure we cap-
tupe the mnge of peiental interemlions and theooes, Il
mevessary, scarch terms will be broadenad o incwde
groups ol palient: other than prophe living with dementia-
This would emmlble ws Lo caplure insighls rom Rleraboe
pertaming Lo dements of the programme theory and 1o
Badd 2 more refined understanding of the inlermcing fe-
(e, While studhies will el Dre linnten] 1o e TR, o (hee
rilesrrsl il Rlers e il poovade mpao Gt evidence lor
thoorctical widerstanding, ey ol be nded W tose
available in Coglish Linguage and which are likely (o be
rdevant o LK systems uf health care.

Scurch stralegy An cxample ol the seach e for
PubMuxl is given i Table 3. Search lerms will be entered
ity fhe Bollonwing electronic datalumes: Cochrane Libeary
(imcduling CENTRAL, CTOSR, DARE. HTA)L CINAHL,
PuliMixl, WHS Fuidbenice and Scopis,

Additionally, databases from disciplines outside healih
cure will be scarched to reflect the dominant fickls of
the theory. For example, if the theory has a focus on or-
ganisativnal change, dutabases with a foous vn education
(eg. Eduation Bescarch Complete, FRICY and human
resouroes (e.g. XpoerlHRY will ber seanched,

The lulluwing extensive laleral sewcch technigues will
e used:

o Inierroguing reference lisls of relevant rev sws and
primary studics

# Snwehalling {fureard znd backwerd witation.
bzcking) [62]

& Krv wurd sarches in Google Schular

Serarching of grey Nleratwre

& Searclung lhe wel=iles of durilies. wser groups aml
pElieml sl carer assocalions, sch 2 Abdwmers

Table 3 Sooch o o phaee 2

bk g dee soop o i phase ©, chase 2 a2 e n ol D eier
t2 e thi thoay urder maritaano-. For srcle anorerana
ey atwas Srganin=al o i ckange aramseme Tt sl
p?‘r'ﬁ.‘“"." =2

g spend  ange iraveprirel ksdsior e B e
leace” “mniorieioe 2acse’
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Sociely, Dementia Acton Alliance, Age UK ard
Carers UK

Seandws will continue Uuougheul e sl as
wealisl reewsw i an demlne pricess. Addibom] sludses
will be ussl fo refine (heory development unll Thegrd -
weal saluralion has bheen acheved |63, 64

Study screcning and data cextraction Scarch resulis
whene possible, duplicales deletial. Studies will mitially
b sorvemed by lille and abstcact for odewoce e Uhe
research guestions by vne reviewer [MH]. Tull ests of
polentially relevant manuscigds will be soreened for
i based on whether lhey demonsirale both rele
vanie [whelber the study lue contnibuted to speilic
propositbons cellevand W the programonc theoey bullding
and texting) and sigeur (Uhat the evidence wsaed is of sul-
Geient quality tv help danfy the particular proposition it
ie being weed to address) |36, 39]. These devisions will
conlinue throughout the sytuesis as Uheir relative cun-
Iribution o the programme theory is assevsed through
ol the relinement process. A random subsel of papers
will be soreemal by ile secomd reviewers (0G and TR) 1o
ensire hal data identified wiuhin the documenis e
ol esant, contributing to the apporsal and developmen
of the programme theory, Where there is disagrecment
about inclusion, decisions will be made through onguing
disvussion with debates, and resolutions being revorded
and reported

For sludies thal medl the lest of relevance, dota will be
extraclel by one review (MH) unlo 2 specally desmgned
dala extraction lorm which will enable us 1o organise (he
Moo= ol milcdves aml policins (hal emerge lrom il
lerenl contexd, meclumismes, and oancoome conliguralions,
Stoengths and weaknesses of the stody will be highlighied,
which will help inform tests of rizour. Study characteris-
willl b inchaded [59].

Phase 3

Analysis and gynthesis

Aller milial characlersics have been extracied, rdevant
el froam ihe lierature will be entered inlo NV ho and
coded by theme by one reviewer (bl o asad the refine-
ment of the programme theotics [65, 66]. lnitial thoemes
anil cudes will be shared with the team (MIL EB, CGw
of hese. Data will be used (v worruborale or contradad
differenl paris of (e Uhories, lesing lhe weas from (e
carlivr stages of U review o buikd an evidenue bass) ex
planation of the relatiomsbips between oonlext, mechan
i and putcome. Triangolation will be weed fo acdjudicate

bt ween nad poross Uw Gndings (oo studses, ighlighting

Page Gof B

pusitive and negative instanoes. Programme theories will
b discuseed wilh (e leam MH. TE, CG) and revised 1o
reflect the emenging evidence. Justification For Uhe amend
s will be documenled, The: syrthesis will resull in a
lenmetnzal esplonation of whal o is abut (speciicd inier-
venligns desipoed o support the crslgn of demen-
ti friendly ecironments i heallh care thal warks 1o
improve patieni oubovmes, in whal cirowmstance, e
and wha

i P

Expent steering group workshop Findings from the (ull
peview will be discussed with an expent stoering group in &
davs workshop, The ubjeclives of the workshop are 10
check thal the findings and recommendations from Uhe ne-
and to highlight any possible alcmative interpoctations.

Participants Stakcholders will be invited using the re-
cruitment  strategy emploved for the intervicws (ic.
identifving a purposive sampl di ions with
collcaguces, Internet scarches and snowballing from
other participants) with an cmphasis of inviting people
living with dementis and practitioncrs, 1he workshop will
involve wp to 20 suakeholders wha represent a balanced
mix of interets,

Consent All ttakeholders will be asked tn provide written
consent ar, whene this is not possible, witnessed verhal
cnnsent will be provided. Al discussions will remain cnn-
fidential to the group. Scakeholders will be asked o re-
spect the views of other members and talk one ar 2 time.

Data collection Slakedwdders will e axked 1o pardicipale
m aclivilkes during e wurkdwp. These will focs on
the findings of the review and whether these findings are
recregnoal By the groap. Points ansing from these sl
group activilies will be wrilten up on Tipclon paper by
one member of the groug or the facilitator and reported
hack to the whole gmup. The Mipchan paper will be onl-
lestedd by the researcher al the end of the workshop o
assist with further analysis. Addiconalle, the workshop
will e o] (o assis] wilh furber amalyses of the e
wiew. This reconding will be transcribaesl, anonynused and
enlered into NWive for analysis by one eviewer [MHL

Ethics

For pluse one interviews, ollvcal approval was secured
frosrm the Ulniversaty of Herlfordshine (HSEK/PGAUHA0339)
The stuchy will rus sexquire NHS ethics approval. The sevies
Tty b pegstered with PROSPERO (CRIM0L 50175620,
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Discussion

Peuple living with < dmitied to | need
Mhmm“ﬂm&hﬂnmﬂdﬂup
lienl’s cognitive imp and adapt pradlices appropn
ately 1o provide a standand of care thal s equialile 10 (he
expectations of other palients. From a range of published
:nddhruum Ilnlwiewuﬂuxfalheolyd-l«n i
dence is 10 provid e causal ink cs aboul
nﬂin&meﬁuﬁwdmmiﬁiuﬂgm
i hospital seltings, including what enables or inhibits this
process. This explanatory account of whal il is thal sup
ports pusitve vutconws for people living with demenlia
andl their carers during an admission (o hospital will be
the basis for futwre testing in different settings with the
dl-mue purpose ul'llndopm;a frarmewark thal be used

1o develop and eval friendly miliatves
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Appendix 2: Published realist review

Downilaaded from hittpribmjopen, b comy on October 31, 2017 - Publiished by group.bmj.com

BM) Open Dementia-friendly interventions to
improve the care of people living with
dementia admitted to hospitals: a

realist review

Melanie Handley, Frances Bunin, Claire Goodman

To elbe: Hendiey M, Benn F, ABSTRACT

Goodmen C. Dements-Mendly  pyiectives To identify features of programmes and
m‘lﬂmﬂ:‘ spprosches to make heslthears delivery in sacondary
dementis admitted & hossttes: haﬁmﬂsﬂmgarrmm-ﬁnﬂ;.pmﬁng

3 realist review. BML Dpen & context-relevant understanding of how intanrentions
M1 77-0E2ET. dok10011380  =chieve oufcomes for people Iving with dementia
bimjopen-2016-01B35T Design A reslist review conducted in three phases: (1)
stakaholder interviews and scoping of the literatwre fo
‘S0 mates e vatsle,  SEVEIOp an initial programme theory for providing effective
Toview these flles plegse vist  dement®a care; () struchwred retrieval and exiraction of
1he jourmal onilne ffpordedel.  evidence; and (3) analysis and synthesis o build and refine
1011 36 mjopen- 201 E6- tha programma theany.

» Prepusliczton history and

5257, Dats sources PubMed, Cumulative Indsxx o Nursing and
—_ Al Heafth | iterature (CINAHL), Cochrane Library, NHS
Aeceived 20 Novambar 2HE .

Revisedt 2 May 2017 Evidence, Scopus and grey ltersture. )
Arcepted 4 May 2017 Eligibility eriterta Studies reporting interventions

=nd approaches o maks hospital emvironments
more dementiz-friendly. Studies not reporting patient
outcomes of comtributing fo the programme theory were

exclsded.

Results Phass 1 combined findings from 15 staksholder
intenviews and 22 publications o develop candidate
programime theones. Pheses 2 and 3 identified and
synthesised evidenca from 28 publications. Prominant
contexi-mechanism—ouicome configurstions were
identified to explsin what supported dementia-frisndly
heslthcars in acute settings. Staff capacity to understand
tha behaviours of people iving with dementia ==
commumicafion of an unmet need, combined with a
recognition and valuing of their role in their cane, prompied
changes io care practices. Endorsement from senior
managemant gave staff confidence and permission to
adapt working practices io provide good demeniia cara.
Ky contexhsl factors wers the swailability of staff and
=n alignment of ward priorities to vals parson-cantred
care appraches. A preoccupation with sk generated
responses that werelikely fo restrict patient choice and
increasa their distress.
== demantE awareness trainng alone will not improve
Cene for Rasesrch n Primary  dementia cae or outcomes for patients with dementia.
and Commurity Carg, UNersty  Instead, how staff are supported to implement laaming

» The processof the review facifitated the development
of a new programme theory, wiich can be wsed
to inform fubure initistives thst support people
Tiving with dementia in hospital environments.

» The involvement of staksholders from the outset
ensured tha plausbiity and relevance of the findings
for hoapital environments.

= The extent of evidence to support some elements of
the programme theory was mited, especally where
interventions lacked specificity sbout process and
|patient outcomes.

INTRODUCTION
There is increasing recognition that hospital
s@Eff and services need w understand  the
complexity of caring for and wreating people
living with dementia.' At any one time, 25%,
of hospital beds are used by people living
with dementia, rising wo a higher proportion
on some wands.” Comorbidities are common
and many pecple are admimed w hospi@l
for reasons not directly related o their
dementia ™ Healthcare outcomes for peaple
living with dementia are variable across the
counery and are inequitable when compared
with outcomes for people without cognitive
iml:rairrnnsrjui.AI Adverse incidents ocourming
during admissions, such as falls, poor nuori-
won and hydmaton, infections, and the onset
of delirium, contibute w longer says and
reduced funcrional abilities, which may result
in admission w a care home.

A number of faciors may impact on the
disparity of health owcomes for people

Of Hertiorstire, Hetien, and resources by senior team members with demantia living with dementa, including a lack of
Comespmance expertise is 3 key component for impeoving care practices focus and leadership for dementia in hospi-
Melznie Handey; m|fandey@ = patient outcomes. tals”; healthcare staff who have inadequate
ey Trial registration number CRO42015017562 knowledge and waining in dementa and
w Handley M, & & BMJ Open 2017 :7-201 5257, dot-10. 11 36bmjopen- 201 -015257 1
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dementia care” '"; difficulties faced by healthcare profes-
sionals when assessing the risk and benefis of reatment
options' s widespread use of care practices that are
detrimental o people living with dementia, such as the
use of antipsychotics for behavioural management'™;
stigma and discrimination towards people living with
dementia” ' and confusing, unsale environments.”
The National Dementia Strategy'” aimed to improve the
quality of care for people living with dementia in general
hospitals  through  leadership that addresses  quality
improvements in dementia care, defined care pathways
and the use of liason mental health teams. It also high-
lighted the importance of education and raining 1w
break down the stigma associated with dementia and wo
develop dementia awareness within the healtheare work-
force, To address these ambitions, interventions have
been designed and implemented with the aim of creating
dementiafriendly healthcare in hospitals,'” '

Dementia-friendly

The concept of dementia-friendly developed from initia-

tives to promote agedriendly communities.” It was first

used to describe physical and social environments that
promoted inclusion, acceptance and  accessibility for
people living with dementia,”’ “and includes initiatives
supporting the independence and safety of people living
with dementia.” In the UK, this includes the Dementia

Friends initiative™ and the Dementia Engagement and

Empowerment Project.”

At the patient level, dementia-friendly healtheare is
the practice and organisation of care that is aware ol the
impact dementia has on a person’s ability to engage with
services and manage their health. It promotes the inclu-
sion of people living with dementia and their carer in
treatments, care decisions and discussions, with the aim
of improving outcomes for the patient and carer,’” 7

Interventions to promote dementiadfriendly health-
care environments have been diverse in terms of their
design and application in practice.” ™ This review of
the evidence acknowledges that the effectiveness of
programmes to address the known problems of being a
patient with dementia is contingent on multiple factors,
such as staff knowledge and skills in dementia cave.
the care environment, and the competing demands on
staff time and atention. The review objectives were the
Tollowing:

1. w0 identfy how dementi-friendly interventions in
hospital settings are thought to achieve the desired
patient and carer outcomes

2. wdevelop evidence-based explanations w understand
what it is about dementiadriendly interventions in
hospitals that works for people living with dementia
and their carers, in what circumstances and why.

Realist methodology

Realist review is a theory-led method that applies the prin-
ciples of realism to evidence review." " In realism, change
is not directly achieved by an intervention, rather change

is generated through the influence of intervention
resources and contextual factors on human reasoning.
A realist approach seeks to explain how the relationship
between these elements (context and mechanism) leads
to particular outcomes (box 1),

Realist review was appropriate for this study as the
evidence base for dementia-friendly interventions is in its
carly stages, As such, theory building derives from a variety
of sources and study types. Complexity is inherent in both
design and implementation of the interventions: they are
multicomponent and rely on human agency thar is influ-
enced by individual, service and organisational pressures.
Realist enquiry acknowledges these features and incor-
porates them 1o develop an explanatory account of how
different aspects influence reasoning and ouweomes,”

METHODS
Realist review methods were used to develop a theorer-
ical understanding of what supports effective dementia
care in hospital setings. There were three overlapping,
iterative phases: (1) defining the scope of the review
informed from key literature and stakeholder interviews;
{2} structured scarches, screening and data extraction;
and (3) analysis and synthesis leading to refinement of
the programme theory. A fuller account of the review
prowocol is available in Handley et af."'

The phases did not follow a linear format, but informed
and refined understanding  throughout the review,

Handley M, &f L AL/ Opan 2017,7.:001 5257, dod 10,11 36bmjopen-2016-015257
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leading 1o new interpretations and building of evidence.
Sources were identified and revisited, new evidence was
incorporated, and inclusion criteria were reconsidered as
]
(Realist and Metanarrative Evidence Syntheses: Evolving
standards) publication standards informed the prepara-
tion of this report and has been vetted against RAMESES
criteria (sce online supplementary files 1 and 2).

new theoretical understanding [lt"\'!,‘]{}'[)l;'il. The RAME

Changes to the review process

One change was made to the review process subsequent
to the published review protocol.” The expert steering
group workshop was not held. However, emerging find-
ings and the relined programme theory were shared
with the with Alsheimer’s Society research network
momitors (RF, JW, PM) who were volunteer representa-

tives with eXp e of u,':\u"'lng for fumi'l)' members v ng
with dementia, They commented on the resonance and
relevance of the inferences that contributed to the devel-
oping theory throughout the review process. Review
findings were presented and discussed at a seminar on
dementia-friendly healthcare with 75 participants, 19 of
whom worked in hospitals. The findings are being taken
Tarward for testing in a realist evaluartion.

Phases of the realist review
Phase 1: defining the scope of the review — concept mining and
theory development
Exvidence from interviews with stakeholders and a scoping
of the literature were used to (1) dentity the range of
dementia-friendly interventions in healthcare settings
haoth in the UKand internationally, {2} determine possible
theoretical assumptions about how and why interven-
tions were thought to work (or not), and (3} clarify what
were understood o be the significant mechanisms for
change. Stakeholders, delined as people with experience
in designing, implementing and using dementia-lriendly
ventions, were identified from knowledge within the

mternet searches and dementiaspecific confer-
ence abstracts, They were purposively sampled from a
range of settings (academia, healthcare, commissioning,
social work, the community) and backgrounds (nursing,
educaton, physiotherapy, research, person living with
dementia).” Stakeholders were not further involved
in the development of the emerging context-mecha-
nism=-outcome configurations {CMOCs) or building the
programme theory. Ethical approval for the interviews
was secured from the University of Hertlordshire Ethics
ittes (HSK/PG/UH/03549).

Data from interviews and the literature were coded
1|.|iing framework 'dTI;Il}"Ei.,“ with v|11{~|'g'ir|g themes and
competing accounts discussed and debated among the
authors (MH, FB, CG) and with the Alzheimer’s Socicty
research network monitors (RF, JW, PM}. Mapping this
evidence demonstrated lmited understanding at the
point of stall interaction with patients and how this influ-
enced patent outcomes. A decision was made to focus
the review on how interventions led to patient outcomes.

o

Data from the interviews and literatire were scrutinised
tor demi-regularities (see box 1, glossary of realist terms)
and informed hypotheses set oul in the torm of “IE... then

statements’. These statements were used o define the
conditions thought 1o be necessary to achieve (1) staff
outcomes, such as taking action to investigate the cause
of patient behaviours and applying best practice with
people living with dementia; and {2) patient outcomes,
such as reduced distress, reduction in adverse incidents
and improved well-being. Discussions among the authors
based on these statements led w the development of a
conceptual framework.” Three overlapping theoretical
propositions were generated o explain what suppors
the implementation and uptake of interventions that
promote dementia-friendly  healthcare within a ward
based enviromment,

Phase 2: retrieval and review

Searching for relevant studies

Informed by the theoretcal propositions derived from
the work in phase 1, search terms were revised. The inclu-
sion/exclusion criteria were refined to focus on studies
that veported patient owtcomes and provided informa-
tion about the characteristics and role of change agents
{stall who supported the implementation and uptake of
interventions),

Searches were limited to 2000-2016 to reflect the impact
of the work of Kitwood and Bredin™ on dementia care
practices that recognise the importance of person-cen-
tred care and the promotion of personhood. In addition
to the electronic database searches (box 2), we under-
took extensive lateral searching, including lorward and
Dackward citations, and contact with experts, Additional
searches were performed as emerging themes around

the management of pain and behaviours that challenge
became apparent. These were purposive searches that
applicd the same inclusion criteria, Theory development
continued until theoretical sawration was achieved” ™
{box 2).

Study screening and data extraction
Search resulis were downloaded into EndNote hibli-
ographical software and duplicates were deleted. One
author (MH) screened the titles and abstracts identi-
fied by the clectronic search and applied the selection
criteria to potentially relevant papers. Full texts of
potentially relevant manuscripts were screened for rele-
vance (whether the study has contributed to specific
propositions relevant o the theory building) and rigour
{whether they were of sullicient quality to provide cred-
ible evidence 1o help refine specific components of the
proposition).”"" Appraisal of the contributions and reli-
ability of evidence [rom papers continued throughout
the synthesis through discussion with the other authors,
Data were extracted by one author (MH) using
a bespoke data exwraction form organised to estab-
lish contributions and challenges to the theories,
and strengths and weaknesses of the smdies. Swdy

Handley M, ef al. BMJ Goen 2017,7:e0N 5257, dol: 10.1136/mjopen-2016-015257
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characteristics such as design, setting, participants and
sample size were also recorded.”’ The data extraction
forim was piloted by MH and shaved with the weam for
comment (see online supplementary file 3). To reduce
the potential for bias during data extraction, a sample
of the papers and their completed data exuraction
forms (6/28) were shared with FB and CG to appraisc
the extraction process and identified data. Informa-
tion about the role and work of the change agent, the
resources provided by the interventions, the contex-
tual features of the settings (eg, workforce, knowledge
of dementia), explicit and implicit theories for how
interventions were anticipated to work, and patient and
carer outcomes were extracted, Coded data from all the
papers and their contribution o theory development
were shared with FB and GG, Challenges to interpreta-
tons were discussed o test credibility. Evidence from
the studics was first mapped to capture the complete
range of possibilities of how different approaches and
resources triggered different responses from patients,
family and staff. After discussion among the authors,
data were organised into tables to reflect the theoretical
propositions they addressed (see online supplementary
file 4) and to assist comparison of data across studies.

Phase 3: analysis and synthesls

Data synthesis was led by MH and emerging findings
were discussed with the team (GG and FB) and the
research network monitors (RP, JW, PM). Deliberations
assisted the refinement of propositions, ensuring that
emerging theories were plausible and clear. Discussions
of papers included the key characteristics of members
of staff who support the implementation and uptake of

interventions, resources, and new ways of working with
people living with dementia (change agents): resources
{rom interventions and how they were thought 1o influ-
ence staff reasoning: the impact of context; and possible
undesired ouwtcomes (such as stigmatising practices and
broad application of strategies at the expense of indi-
vidual needs), The focus was on understanding how
patient outcomes were achieved through the actions
of staff and what had supported the staff to behave
in particular ways. Recurring patterns in context and
outcome (demi-regularities) detectable across studies
were explained by explicit or implicit mechanisms. This
led to the development of CMOCs designed to explain
what it is abourt an intervention that works, for whom
and in what circumstances. The conligurations were
used 1o refine components of the initial theoretical
propositions against the evidence,

FINDINGS

Phase 1

Evidence from 15 stakeholders was combined with litera-
ture on interventions aimed at improving healthcare for
people living with dementia {22 papers) to generate three
initial propositions for developing dementia-friendly
hospital environments. Interventions described in the
literature can be seen in table 1.

A key contextual factor o emerge [rom phase 1
related 1o the role of change agents, although there
were competing accounts of how a change agent mighy
work and the responses they might trigger instatf, There
appeared to be three distinet roles for change agents’
activities that could lead to improved outcomes, and these
were the following:

P o support stafl awareness and learning

P o possess the authority to institute and sustain
changes

P 1o be a resource for stafl as a clinical expert.

Change agent characteristics {eg, supportive peer lacil-
wator, organisational authority, clinical expertise) were
considered o dilferently influence how siaff engaged
with interventons, and this in turm would impact on
patient outcomes (table 2).

Phase 2

Evidence from 28 papers, 12 of which were identified
and included in phase 1 of the review (see online supple-
mentary file 5), led to the development of six CMOCs
that explored the components of the three theoretical
propositions developed in phase 1 (an overview of the
selection process can be seen in figure 1), These config-
urations are interconnected, representing key elements
from the theories and how they relate to other factors
{table 3). The CMOCs and supporting evidence are
discussed below. THustrative examples of evidence from
the literature that guided CMOC development are
supplied in online supplementary file 6.

Handley M, &t al B Open 2017, 72005257, dod: 10,11 38 hmiopen-2016-015257
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Intervention

Open Access

Dementia champion: healthcare staff (mainly nursing staff) are trained to champion dementia care

issues, providing support to peers

27 39 40 70-72

Staff training and education: training in dementia awareness and dementia care

Environmental adaptations: changes to clinical areas, including signage, new furniture and improved 1575
flearing and lighting

Use of person-centred care: model of care that pricritises the needs of the person 46

CMOC 1: understanding behaviour as communication to improve
staff's ability to respond

Studies frequently reported that where staff understood
hehaviour that challenged as communication of an unmet
need, they were more likely to investigate the underlying
cause rather than atempting o control and resirict the
behaviour,” 7 By addressing the unmet need, staft
reduced patient distress™ ™ and maintained indepen-
dence, for example by supporting mobility and toileting
needs.”""" Inappropriate and negative staff responses
arose from lack of understanding and misinterpretation
of behaviours that challenge, for example, interpreting
the patient as being deliberately difficult.” "

Strategies employed o reframe stafl understanding of
behaviours included training in dementia™ ' " the
use of biographical wols, completed in partnership with
informal cavers™ 7T assessments of cognition, pain
and psychological needs™ ™™ and access o experts in
dementia care,” T Common o these interven-
tions was that they supported stall w consider potential
causcs of behaviours and provided strategics to address
the unmet need, such as the development of individ-
nalised care plans” ™ and personalised sirategies for
reducing distress.”' ™" Training to recognise behaviours as
the expression of an unmet need'” " and knowledge of
a patient gained through continuirty in their care™
helped stall become aware that particular care practices
were unsuitable and w oadapt their work in a way that
benefited the ndividual, However, personalisation of
practives appeared o occur in pockets of activity rather
than as an ethos of care provision. Even when staff under-
stood behaviours that challenged as communication of
an unmet need and were supported to work well with
people living with dementia, staffs’ ability and willingness
to address psychological needs was limited. Conflicting
work demands, stafl fatugue, long shifts and difficulty in
identifying and resolving patient issues resulted in seaff’

responding to behaviours by ignoring and disengaging
from the pulitnt.“ o

CMOC 2: the role of experiential learning and creating empathy to
encourage reflection for responsibilities of care

Stafl raming that improved awareness of the impact
of dementia and that addressed negative concepts was
found to be a prereguisite for supporting good dementia
care, While the literature suggested training had a posi-
tive impact on knowledge and confidence for working
with people living with dementia, more work is needed o
understand how this works in practice.'” ™!

Training strategies that employed experiential learning
techniques and cultivated empathy in staff for people
living with dementia prompted rellection on current
praciices. Evidence suggesied these taining sessions
produced “lightbulb momems’ for stalf where they
gained a sudden realisation of the problems faced by
people living with dementia.™ 7" This appreciation for
the importance to adapt care practices prompled stall w
work in ways that would bewer support the patient, and
improved staff satisfaction with their work,”" "'

Furthermaore, one study reported how staff associated
the portrayals of people living with dementia in training
materials to their own relatives. This encouraged staff o
see people living with dementia as individuals and moti-
vated them to take responsibility to put their learning
into pl'a{:lii.‘.t:, 7

The use of reflection and examples of good care prac-
tices in recognisable sitnations gave staff a framework
for working well with people living with dementia and
demonstrated the benefit to their own work, '™ However,
these practices were often referred o by staff as "going the
extra mile” or being additional two their workload rather
than being an expectation of their role. Stall needed w
be confident additional time spent with patients would
not be viewed negatively by colleagues or impact on the

Handley M, ef 2 BMJ Gpen 2017.7.601 5257, dol: 10.1136/bmjopen-2016-015257
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Open Ac

Dementia-friendly interventions in hospitals improve
outcomes for people living with dementia and their
carers if...

Evidence from stakeholders and preliminary scoping and
supporting references

... & change agent with organisational and clinical
authority communicates the priorities for dementia care
and addresses staff concerns around managing risk and
workplace disruption in person-centred ways. Staff are
supported by training and resources that improve the

Strategic planning, prioritising good dementia care, providing
resources that support staff to work in new ways, changes to
systems and processes

Relferances 124041 454652555675

Stakeholders (SKOE, SK0E, SKO7, SKO0&, SK10, SK11, SK14,
invalvement in decision-making and safety of people living  SK15)

with dementia, then staff will understand they have the Example quote: *...however good people's ideas are, If they dan't

permission and encouragement to adapt practices in ways have some kind of sign-off at a fairly senior level then they're not
that are beneficial for people living with demantia,

really going to have it 'cas they'll never be a priority and because
there are so many targets to be met in general, unless there's
some kind of strategy or policy in writing | don't think it can

requirements 1o manage the ward effectively, to support
adaptations o care practices.'"

CMOG 3: clinical experts who legitimise priorities for care

Change agents  influenced  stall  working  prac-
tices  through clinical expertise and  organisational
authori, ™ T Eypens in dementia care
supported staff in the use _qf assessment tools and
person-centred care planning.” " role-madelled appro-
priate behaviour and communication [or working with
people living with dementia,” 7 and provided profes-
sional advice for complex simations, such as decisions
around best interests,” ™ Access to experts in dementia
care was suggested to reassure and encourage stafi to
provide good care for people living with dementia,
Endorsement of these practices was communicated by
clinical experts with organisational authority at the ward
level™™"™ ™ %% and across the organisation.’ " They
addressed stall apprehensions w adaptations o care
practices that previously prioritised medical and physical

change much really,” (SKO8)

needs, ward routines, taskdocused wavs of working, and
organisational expectations for the completion of docu-

. . . 444952 63 .
mentation and risk reduction.” ™ Our review found

that when change agents in authority communicated new
expectations for standards of care and changes to proce-
dures, they validated the priorities for care and legitimised
stall’s adaptation of care practices accordingly ' 7
However, the impact of changes to stalT's work needed to
be recognised and supported.’ T For example,
studies reported there was reduced capacity to work with
previous levels of patient allocation,” ™" and changes o
risk management strategies, such as enconraging mobility
ina frai]lEu;:ient population at risk of falls, required staff
training. "

There was limited evidence that new practices were
adopted by stall and embedded inw everyday practice
directly through their contact with dementia experts,
Instead, itappeared thal the experts maintained responsi-
bility for dementia care, either personally or by providing

Handley M, &t al B Open 2017, 7015257, dod 10,11 36mmjopen-2016-015257
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}
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duglicatians remaved

Records excluded
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A4

[n = 57488|

Full text articles assessad for
eligibility

[Full text records excluded
In=1E4)

Mot bascd in scoondary carc
In=18)

Mo interventions or

fn = 207)

v

improvements for care n=73)
Mo patient outcomes [n=568)
Focused on end of life care

In=21)
Other (n-3}
Y
Paprs includod Emerging theory of poin and Additional revords identiticd by;
In=23) behaviours that challenge, snowballing (n = 1)
purpasive search advice from team [n -2}
In=2) In=3}
1K Papers

Figure 1 Flow diagram of searches and evidence retrieval.

direction. The use ol experts alone could potentially
snliate responsibility for dementia care in a small
staff group rather than create a culiure where all saff arve

O

responsible. Evidence from one pupﬂ'l' suggested that
even when ward stall as a whole were beuer able w work
with people living with dementia, they would defer issues
unrelated to physical or medical healthcare to dementia
CXperis,

CMOC 4: staff with confidence to adapt working practices and
routines to individualise care

The ability of staft 1w organise thew work around the
needs of people living with dementia rather than being

restricted to the ward rout was linked to the provision
of person-centred care,” Where stall could
incorporate getting to know the person, or recognise
and respond directly to expressions of distress and unmet
needs, patient well-being reportedly improved, evidenced
through obscrvations of positive mood." Clarity
in staff's responsibility for patient care was an important
resource for improving their autonomy and encouraging

them to respond in timely, creative ways to meet indi-
vidual needs,"” ™™

Flexibility in working practices was suggested o be a
factor in improving functional outcomes for people living
with dementia. One 5lud}'- atributed gains in mobility
after hip surgery to therapy staff using their professi

siomal

judgement to recognise optimal times that a person

ving with dementia would engage with a physiotherapy
session, rather than risk the session being rejected. Addi-
tional factors that supported therapy staff to work flexibly
included training in dementia care, reduced patient lists
and treatment rooms located on the ward "™

CMOC 5: staff with responsibility to focus on psychosocial needs

Time constraints and  stalling resources limiated sl

capacity to provide good dementia care, This was often
addressed by employing staff with a specific role priori-
tising psychological, emotional and soecial needs through
the use of cognitive and psychosocial assessments, ther-
apeutic activities, supervising mealtimes and managing
risk." The use of these stall and the activities

Handley M. af al. BMJ Open 200778015257, dol: 10.1136/bmjopen-2016-015257
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Full context-mechanism—outcome configuration

Brief title

Open Access

they provided improved patient experience,” assisted
oricntation o tme and pJacl:;-’" reduced distress” " and
reduced the onset of behaviours that challenged staff.”
Studies reported how activities were sometimes deliber-
ately scheduled to cover known times of high need within
the patient population, such as during the afiernoon
when ‘sun-downing’ might ocour™ or when staffing levels
were stretched, such as during mealtimes, For example,
actvities  coordinators  offered  social  dining  oppor-
tunitics where they could support conversations and
prompt patients to eat.” " Although studies reported
improved nutritional intake, this was not formally evalu-
ated.

Patients with more severe physical illness or cognitive
impairment may not be able 1o participate in activities,” ™
although it is possible they may have benelited indirectly
as healtheare stafl had more time to address their physical
and medical needs, While this was veferved to in two of
the interviews, this was not explored in any of the papers,

Ward-wide staffing levels and skill mix impacted on
staff ability to prioritise emotional, psychological and
social needs,” " At times of staff shortages, ward manage-
ment prioritised safety and managing risk over other
non-medical needs.” " Risk management technigues,
such as the use of “speeials’, could be applied in a way
that also addressed psychosocial needs. Two studies™ ™
described how staff allocated to monitor patients at risk of
falls engaged the patients in games, activities and conver-
sations, However, this was not always the case as staff
assigned as ‘specials” were often junior team members,
had not received training in dementia care and were
unclear of the purpose of the role beyond monitoring
the patient. This resulted in a lack of interaction with the
patient and increased patient distress.”

CMOC &: building staff confidence to provide person-centred risk
management

We found evidence that addressing risk in a way that
supported a person’s abilities, choices and independence
improved rnﬂ)l:\ili.t}.r,:-'\2 reduced adverse incidents™ and
improved patient and carer satisfaction.” """ Training,
tor example, on new skills and procedures for managing
risk from change agents with clinical expertise and
organisational authority ensured staff understood the
benefits to patients and had confidence to implement
approved working pract.ices.r’* T Spuctural factors
influenced the way risk was addressed. For example
wards with locked door access meant patients could
be monitored from a distance without restricting their
movement around the ward,” "™ and could help saff
to perceive 'wandering' behaviours as positive rather
than challenging.

In open wards, alternative methods were developed
to easily identify patients considered at risk of leaving
the ward, such as the use of wrist bands and different
colowred hospital clothing, allowing stall o monitor
them from a distance and intervene as necessary. ' 7 ™
Identification methods were supported by stall training

Handley M, et 2. BMJ Gpen 2007.7:600525T. dol: 10.1136/bmjopen-2016-015257
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Figure 2 Refined programme theory: context-mechanism-outeome canfiguration (CMOC) for best practice for care of people

living with dementia admitted to the hospital.

L the appropriate way o encourage patents (o returm to
their ward,'" ™

Refined programme theory

From data in phase 1 we hypoth :«d thay the exis-
tence of a change agent was important for improving
g with dementia. However,

1 care for people 1
phase 2 suggested that a reliance on single initia-
as a change agent, was insuflicient o change
stafl behaviour, Additional contextual factors were also
v in order for staff to make use of the resources
interventions provided and use them in their practice with
prop]r Ii\'ing with dementia, The six CMOCs have been
incorporated into a refined programme theory to suggest
what needs to be in place o encourage best practice for
dementia care in hospitals (ligure 2). Figure 2 presents
the programme theory, The preliminary CMOC suggests
that resources that promote dementia awareness and
an understanding of what constitutes ‘good’ dementia
care are often initially implemented in situations wl
staff have limited understanding of how to provide care
that addresses the needs of people living with dementia.
These resources support staff to recognise the benefit of
working well with patients with dementia and provide
them with a common understanding of what good care
looks like. This preliminary outcome then becomes part
of the new context. Contexiual [actors, such as organi-
sational endorsement of dementia care practices and
(‘J;u'il'_.' in stafl u:s}mtlsihilili(:s L palj:.'u[s with dementia,
encourage stall to value resources, reinforcing improve-
menis w care provision, 1t is antcipated that this will lead
1o improved patient outcomes, although evidence on
outcomes was limited.

nece

DISCUSSION

Our review demonstrates how consideration of different
contextual components in hospitals, hospital stafl and
patients was fundamental to how the resources of an
intervention might influence stall reasoning o adopt
good dementia care practices. These changes in care
practices may then lead w improved healtheare outcomes
for people living with dementia, Developing an under-
standing in staff of the difficulties dementia presents for
people with the condition helped them to recognise the
need to approach care differenth. Previous reviews of
dementia care in hospital settings have identified taining
npOrta tegy 1o 'L1|L|:1uwf stall knowledge of

1=l

AS an

dementia and confidence o work well with people living
with dementia, but have provided limited evidence for
how this affects patient outcomes,”™ " " Findings from
this review would suggest that training as a single strategy
is not enough tw influence stall tw adapt the care they
provide for people living with deme
of care within an or sation needs o support stafl to
provide good care for people living with dementia, legit-
imising practices so they are valued by stall. This means
organisations need to recognise the impact this has on
staft workload and roles and the changes that are neces-
SAIV 10 ENSITe Care }'JI'[H\';.‘i]I e can be adaptive 1o the needs
of the patient. Staff needed to have a clear understanding
of the expectation for care standards, and be confident
that these changes are accepted by colleagues and senior
staff if they are to improve the way care is provided for
people living with dementia. Managerial endorsement for
staft to work flexibly wi

tid. The culiure

1in their role, using pract
resources that enable them to get to know the perso

will
help staff o recognise and address signs of distress and
implement best practice in dementia care,

10
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Turner ¢ al” suggest that to achieve the type of culture
where person-centred care is valued, training in dementia
should be aimed at a managerial level. Findings (rom
this review would support their opinion; in the included
studies, change agenis in senior positions, who under-
stood dementa and the associated imput,'t oarn p:lticnl,
experience and care of the patient, were reportedly able
to positively influence the culture of care,’” 10720
They communicated their vision for good dementia care,
addressed processes within and between deparuments,
provided resources that supported staff’s work and consid-
ered the impact of changes to roles and responsibilities.
However, even with this endorsement, there were still
tmes, such as concerns for managing risk and resource
shortages, where stafl responsibilities were reorganised o
prioritise physical over psychological well-being.

Limited time and resonrces and a preoceapation with
managing visk are commonly cited Tactors that impacted
on the ability of stafl and organisations to sustain demen-
tiafriendly hospital environments,” """ Employing
staff who have a responsibility for the psychosocial needs
of the patient can potentially improve patient experience
of care while also making time available for nursing and
medical staff o focus on the physical and medical care
needs of the patient. However, it is essential that contex-
wal factors, such as stall awareness in dementia and
dementia care, and stall clarification of their role and
responsibilities, are addressed before stafling resources
are implemented into the seuing. Movle # af™ demon-
strated  how the use of ‘specials’ without training in
dementia care, a clear understanding of their role and a
prioritisation of risk management over addressing psycho-
social needs resulted in poor outcomes for patients, such
as increased agitation and reduced autonomy. A review
on special observation” underlined the importance of
clarity in the purpose of the role and adequately trained
stall 1o optimise the role’s therapeutic potential. Where
responsibilities for care are assigned solely by the patient's
symptoms, this can lead (o a narrow reactive approach
1o dementia care. Statt will sall need o work as a weam,
rather than creating new tasks to focus on,

The initial aim of the review was 1o develop, test and
refine a programme theory for how dementia-friendly
interventions influcnce ouwomes for people living with
dementia during hospital admissions. However, testing
the theory was problematic; evidence was limited, much
was descriptive, and there were few evaluations of inter-
ventions and approaches, and limited descriptions of
setting and component parts of the interventions which
impacted on the development of CMOC. Moreover, most
studies included in the re v reported T
tion around patient characteristics (eg, type and severity
of dementia), which meant we were unable 1o establish
how the characteristics of people living with dementia
interacted with the components of the interventions
to influence outcomes. With these considerations, it is
recognised that the proposed CMOCs were constrained
by the evidence that was available and the inferences that

le informa-

=

Open Access

could be made from the data; further development is
needed.

Available evidence clustered around the waining for
stafl and organisational support for changes to care prac-

tices. There was less evidence on how the introduction of

stalt providing activity and therapy for people living with
dementia impacted on the practices of other staff, This
review does, however, provide a programme theory that
can be used as the basis for future evaluations, Our review
also highlights the importance of [ocusing on patient-re-
lated outcomes. It was clear from the initgal interviews
that while there was a shared understanding of the
importance of dementia-friendly care, less attention has
heen paid to how dillerent approaches enhanced patient
outcomes. By focusing on outcomes as the basis for inclu-
ston, this review addresses a knowledge gap about how
diffevent resources and approaches for dementia-friendly
healthcare are effective for patients,

CONCLUSION

The programme theory that has emerged from this review
has the potential to improve how interventions tw support
dementia-lriendly care in hospitals are designed and eval-
uated. The review highlights what needs to be in place o
maximise the impact ol vaining and the key character
for stafl acting as change agents 1o influence colleagues
to practise good dementia care, Specifically, the elements

5

of interventions need to be relevant to provide ward staff

with the awareness, authority and resources o provide
personalised care with support from stall with the relevant
expertise. Educational interventions should focus on how
staff can identify with the experience of being a patient
living with dementia, combined with opportunities for
stall to share their experiences of addressing behaviours
they find challenging and accommodating person-cen-
red practices within ward routines and priovites, This
ey

v prowvides a timely contribution and challenges the
assumption that dementia awareness initiatives in acute
care settings alone are sufficient to improve patient care,
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Appendix 4: Interview schedule for stakeholders
1. Introduction and gaining consent:

Check Information Sheet has been read and consent form completed.

Thank you for agreeing to take part in this interview. | am interested to find out how different
initiatives designed to improve services and care for people with dementia when they access health
care have been implemented and received by staff and service users. This will inform the focus and
framework of a review of literature that | am conducting of interventions for designed to improve
health care for people with dementia.

| would like your permission to record this discussion as it is very difficult to take detailed written
notes as we go along. Everything you say will be confidential to myself and my supervisors. The
recording will be transcribed and anonymised, ensuring that no one can be identified. | can stop the
recording at any time, just say. This interview should take about an hour. Do you have any questions
before we start?

2. Professional background

What is your background?

e QOrganisation
e Role
e How long have you worked in x area?

3. Experience of dementia-friendly interventions

Have you been involved in any initiatives to improve services for people with dementia? Can you
give me some details about how the initiative was implemented.

e Who was responsible for deciding on the initiative

e What was your role in delivering / receiving the initiative

e  Why do you think the initiative was implemented — what was it trying to achieve?
e Do you think it achieved its goals

e Why/why not

4. How could it work better?

Do you think there were things that might have worked better if the initiative had been different?

e In what way?
e  Would more time / different person responsible / different approach /etc. been better /
worse?

Do you think there were any barriers, or can you think of any potential barriers to the initiative’s
implementation?

The initiative was trying to [x], do you think there would have been a better way of achieving this?

Has the initiative worked for everyone that you have worked with (colleagues / patients /carers) if so
who and why, if not who and why?
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Appendix 5: Example of coding a transcript using framework analysis

Extract from SK14 from 03.00 to 17.45

(Colour coding denotes where themes change during passages)

Transcript

Themes

Initial thematic framework

| was just wondering with the change in the model of care, so was that
moving from task focused to more person-centred?

Yes, yeah, so at first there was people being deskilled and feeling a bit...
but they were very receptive to the model of care because they were
feeling so deskilled that they, you know, wanted to really know what can
we do that’s going to help make a difference to the patient and so they
were interested to it, but that we kind of we ran these days which had, you
know, a strong educational element and like | was saying a vital part of the
whole training process was bringing people together as a team and
developing a real shared ethos and shared approach to the model rather
than saying, this is what it is, this is how to do it, and then it was in addition
to the taught element we had mental health nurses came to work with us
and they had a really important part in role-modelling how it looked, how
to approach things. And so yeah, people were receptive to it ‘cos | think
that was unique to our ward, | think across... ‘cos | work on another ward
so I'm on a standard healthcare ward now, and staff are desperate for, you
know, so they want the skills to deal with things properly.

So is it more about just understanding the best ways to approach a
person who has dementia and the difficulties that they have, so whether
it’s learning a better way to communicate with the person or to
understand the behaviour they’re presenting with might have a meaning
behind it?

Yes, yeah, basically [both laugh], so it’s refocusing your efforts so that your
emphasis is on their experience, rather than what you’re trying to do to

Unfamiliar with
approach, deskilled
Feeling deskilled as
motivation for
engaging with training
Importance of
training being whole
team/shared ethos —
addressing culture
Experts role
modelling approach
Not standard across
hospital

Motivation for change

What change was to
care practices:

What supports change/Motivation

What supports change/Motivation
What supports change/Training

What supports change/Training
What supports change/Shared
ethos

Range of interventions/Specialist
staff

What supports change/Conflicting
priorities

What supports change/Motivation

Outcomes/Staff
Outcomes/Patients
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them and it’s all about the relationship that you can build with that person,
and often it’s a bit... very much centred in that, just in that moment in
time, you know, so you have...

Of course. So when it comes to things that need, so say for example
there’s a particular treatment that’s needed to be given to a person with
dementia, is it that the nurses understand how to include the person in
those discussions?

| think the biggest change for that element is that we introduced the
concept of being much more flexible, with your approach and much more
flexible with timings, and much more aware of actually what needs to be
done, what doesn’t need to be done, can it wait.

Yeah, that sounds quite a big culture shift actually, so moving away from
these tasks need to be done in this time for the rest of the day to work
and | don’t know, did people struggle with that at all?

It was one of the biggest challenges and you can’t overcome it completely,
so because you still have to, also have to... the ward has to move, so you
know, you just do it as best you can but at least you go through a process
of having to think about it.

Absolutely. So was the first process an education and an awareness of
dementia?

Yes, it was what is dementia, what... how might it be affecting you, how
does this impact... just relating to behavioural changes, and then we
explored how things might look from the perspective of someone with
dementia, what their experience is and how reality might look for them
and about how we can go to their reality rather than trying to bring them
to ours all the time.

Relationship with
patient

Flexible approach, not
restricted by ward
routine

Flexible within the
constraints of ward
routine

Training:
understanding
person’s perspective

What supports change/ability to
be person focused

What supports change/Ability to
be person focused

Range of interventions/training
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Yeah, so were any people with dementia involved in the development of
the ward?

| don’t know what work [PI] did, | know that they’ve got... a lot of their,
and | read about it, did a literature search and things to get an idea what
work has been done before to implement what we were going to do and
then liaise with people like [other University group], but | wasn’t involved
in that element.

No, of course.

So you know, I'm trying to think, we did... we introduced certain things like
[laughs], you know, about the Alzheimer’s, about This Is Me document and
we produced our own version for hospital use, and | also worked with one
called Caring Together that was focusing on carer involvement and
welcoming their involvement, so we involved patients and relatives in that,
by just doing this little questionnaire on the ward, so that was the only bit
| was involved in that looked at the patients element.

And did that work quite well then, did they... those documents help the
change to a more person focused...?

The documents we produced?

Yeah.

Yeah, definitely, yeah, they were quite fundamental ‘cos they introduced
information that wasn’t clinical, or you know, wasn’t medical history
taking, it was just about patients’ biography, patients’ experience, what
worked for them, and so it was refocusing you on the importance, to think

about the person.

Yes, so understanding their life outside of a healthcare setting really?

Development and
implementation of
ward

This is me: involving
carer, welcoming
involvement

Importance of
biography in changing
way work with
patients

Range of interventions/Specialist
units

Range of
interventions/biographical
booklets

Range of interventions/involving
carers

Range of
interventions/biographical
booklets
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Yes, yeah, and the importance of, you know, maintaining their routines
and functions and what works for them and what works for the relatives
and recognising that the carer’s knowledge and the carer’s input, how vital
it is in nursing them just as much as the patient.

Yeah. And with the assistance of the... well the integration of the mental
health team, so you say that was quite fundamental as well to the
working of the ward?

Yes.
What sort of changes did you notice with their input?

Well massive changes [laughs], they could access mental health records
which in physical health like you’d never been able to.

Yes, not getting the whole story then?

Yeah, you’'re feeling, yeah, it’s just, yeah, so that was a massive bonus, we
suddenly had a background, information where people asked what point
inthe process they were, what support they had, what community services
had been over to assess them already, so instantly you’ve got information.
They were able to role model person-centred care to us, to... a lot of the
time we were doing it right but we just needed that reassurance that the
approach was the right thing, so they were able to provide that. They had
expertise in situations that they’re escalating that may have potentially led
to, you know, encounters, or violent encounters, and able to do some de-
escalation techniques, and that they were also more used to a more
person-centred approach and had more time as well, so we still had to
plough on with the work whereas they were able to, if you have a situation
we’re able to come into that situation, just spend time in presence and
looking to just be with patients.

Biography to support
patient abilities and
interests. Carer’s
expertise, carer’s
needs

Mental health team:
access to other
patient information

Information to
understand more
about the patient
beyond medical need
Mental health team
role modelling care,
reassured in skills
Mental health team
expertise in patient
care, de-escalation,
person-centred
approach

Issue of time to spend
with for nursing staff

Range of
interventions/biographical
booklets

Range of interventions/involving
carer

Range of interventions/Specialist
staff

Range of interventions/Specialist
staff

Range of interventions/Specialist
staff

Range of interventions/Specialist
staff

Range of interventions/Specialist
staff
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Absolutely. So in general terms this was an additional resource for the
ward?

Yes, yeah.

And so are you still working on the ward?

No, I'm not, I've moved to a standard healthcare ward now.
And how do you feel with the difference?

I’'m ashamed to say that the fact that one Trust can have one ward that’s
this area of clinical expertise and nationally acclaimed, and then there’s
nine of the standard wards within the Trust, and the patients on the other
wards still get | think it's about 40, 50% of people with cognitive
impairment on the normal wards, and they’re receiving a totally different
model of care, than that one you’ve worked on where you know what’s
needed and you know what works, | mean you know what the minimum
standards should be and you’re somewhere else and you can’t offer this,
you know, literally next door sometimes to the ward, so I'm working with
the dementia lead for the hospital to see if there’s anything we can do
within resources that are available.

So for staff to work differently, do you think that comes down to the
specialists being on a particular ward or is it more of a, it’s a culture
change that needs to happen across the hospital?

Yeah, so it’s a Trust... there’s talk of opening a second ward but there’s
much too many constraints so | don't think anything has come of this, but
even then you wouldn’t accommodate everybody so it’s a Trust decision
and a resource decision. ‘Cos it costs a lot more to fund [specialist ward]

in comparison to
mental health team

Specialist unit has
implications for

equality of service
across the hospital

Frustration,
limitations even when
have knowledge of
what works

Clinical lead and
access to resources

Problems with
specialist ward,
finance, cannot
support all patients
with need.

What supports change/Conflicting
priorities

What supports change/Conflicting
priorities

What supports change/training

What supports change/Leadership

What supports change/Conflicting
priorities
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and in terms of outcome, patient experience improved, there’s no cost
saving outcomes.

No, and | think that’s quite difficult isn’t it to get across to the Board who
are making those decisions that actually that’s an important factor.

They pay lip service to patient experience, that’s not fair, they value
patient experience greatly, but they don’t... | don’t think there’s an
understanding of exactly what that means for somebody with dementia,
and what that actually takes to make a good experience.

No, exactly, alright, that’s quite hard | imagine, yeah.

Yeah, it’s interesting and it’s a challenge, and | don't think I’'m going to get
very far with it [both laugh].

No, | suppose in a way having your experience you could take a role like
a dementia champion, and recognise where things might need to change
in your ward but you need someone a bit higher up to also push that
message.

It has to be, because I've tried to, you know, educate people around me
about what, you know, what the person-centred care looks like and I've
done some training with staff, just what | can, with the new ward team
that | had and but I've realised very quickly it’'s very limited what you can
achieve, it has to be a whole culture of change. And a massive cultural
change took place on [specialist ward] around risk taking and all sorts of
things, you have to have a whole momentum and investment and
commitment.

Yeah, so in general do you think the ward staff are quite, would be quite
open to it but because they’ve other focuses that inhibits them a bit to...

Outcomes need to
demonstrate board
level concerns

Patient experience
What does good look
like for patients with
dementia?

Problems of one
person influencing
change in team.

Needs to be whole
culture change

Outcomes/Organisation
Outcomes/Person living with
dementia

Outcomes/Organisation
Outcomes/Person living with
dementia

What supports change/Shared
ethos

What supports change/Shared
ethos
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They were... staff are desperate for their skills and knowledge to help them
and | think it’s wrong and injustice to the staff that they’re not give... well
now | know that the tools are available, they’re imperfect tools but they’re
something, to... with, you know, you wouldn’t put a nurse to work in ITU
and not tell them how to use a ventilator, nurses working with people with
dementia are not educated in what they need, so there are training
programmes available and the dementia lead runs day, like two day
courses and they get very good feedback but it’s not enough by any means.

Yeah.
It just looks a bit periphery and you have to train people as a whole team.

Yes, I've seen some educational models where they will take one person
and then they diffuse that to the rest of the team, but | don’t know how
that works with the dynamics of the team and things, it’s possibly
dependent on who they select...

Yeah, but it’s even if you do that, that it’s one person can’t change a whole
team ethos. Even if there was somebody who was a really strong leader,
you’ve still got to... it has to be a fundamental commitment to changing
the kind of approach.

Staff motivation for
training (feeling
deskilled)

Valuing dementia
care in comparison to
clinical skills

Clinical expert lead
training. On own not
enough

Whole team ethos

Commitment to
change from
organisation and
team

What supports change/Motivation
Range of interventions/Training

What supports change/Conflicting
priorities

Range of interventions/Training
What supports change/Training

What supports change/Shared
ethos

What supports change/Shared
ethos
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Appendix 6: Mapping of factors that support, or not, the implementation of a dementia-friendly intervention
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Appendix 7: Data extraction form

Theory Areas

1. If a change agent supports staff to understand how to interpret and respond to
PLWD behaviour that uses PCC approaches, challenges poor practice by using
experiential learning and patient centred resources and reflection, then staff will
be more likely (mechanism confidence, awareness, prioritise) to engage and assess
patient pain / distress and involve PLWD and carer in planning their care

2. If a change agent has organisational and clinical authority to introduce learning and
credible resources that prioritise the identification and care of PLWD and addresses
concerns around risk and workplace disruption within a PCC framework then staff
will feel they have permission to do the right thing becoming less risk averse

3. If a change agent works as a clinical expert to identify and resolve the care needs of
PLWD then staff will feel supported and be more willing to care for PLWD

Source(ref):

Author lens

Country

Type of study/paper

Intervention

Relevance:

Are the contents of a section of text within an included document referring to data that
might be relevant to our mid-range theories? Which ones?

2. Outcomes of interest

Are the outcomes of interest referred to in the paper? Which ones?

1) Patient and carer involvement in decision making
2) Length of hospital admission
3) Occurrence of adverse incidents (falls, nutrition, delirium)
4) Use of antipsychotic medication
5) Needs assessment
6) Patient and carer satisfaction
7) Other not specified
What are the characteristics of the change agent
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What are the characteristics of person-centred care

What is the change agent trying to do

What resources are in place to help them achieve their aims

To what extent are their aims achieved, what is the evidence?

In what context is the change agent working?

3. Interpretation of meaning:

If it is relevant, do the contents of a section of text provide data that may be interpreted
as being context, mechanism (resource/response) or outcome?

4. Judgements about Context-Mechanism-Outcome-Configurations:

What is the Mechanism (resource)-Context-Mechanism (response)-Outcome
Configuration (CMOC) (partial or complete) for the data?

Resource/Intervention Context Mechanism Outcome

5. Judgements about mid-range theory:

e How does this (full or partial) CMOC relate to the mid-range theory?

e  Within this same document are there data which informs how the CMOC
relates to the mid-range theory?

e [fnot, are these data in other documents? Which ones?

e Inlight of this CMOC and any supporting data, does the mid-range theory
need to be changed?

6. Rigour:

e Are the data sufficiently trustworthy and rigorous to warrant making
changes to the CMOC?

e Are the data sufficiently trustworthy and rigorous to warrant making
changes to the mid-range theory?
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7. Population

Questions raised not captured elsewhere

Notes
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Appendix 8: Evidence for theory area 1: To support staff awareness and learning

“After seeing the video it makes those kinds of patients easier to speak with and it also
reassures you, so for example in the video it talks about not taking them out of their
own reality, and | think that just reassures people that you can distract them and not
‘lie’ to them and that’s okay, and | think that’s reassuring to people that don’t know that
much about dementia.” (p46)

“Staff remembered Barbara being ‘lost’, ‘confused’, ‘vulnerable’, ‘scared’ and ‘worried’.
They engaged with her as a person who could be a family member... Some staff
specifically related Barbara’s Story to a family member, which personalised the film’s
story... There was also acknowledgement that any of us could find ourselves in a similar
situation.” (p24)

“Barbara’s Story enabled staff to see her healthcare experience from her perspective
and the behaviour shown in the film prompted staff to reflect on their own behaviour
and that of colleagues.” (p23)

“In most focus groups, staff discussed how their own interactions with patients and
behaviour had changed since watching Barbara’s Story, and they often referred to
changes they had observed in other staff too. Areas discussed included: giving more
time to patients, improved communication, giving more information, and assisting
patients who are looking lost.” (p25)

Some participants considered that Barbara’s Story had raised the profile of initiatives
and other work that was already in place for people with dementia, further reinforcing

Paper Example Evidence Key Points and emerging CMOs
Baillie “l think the Barbara’s Story made me more aware of them so | go to help them where Raising awareness to recognise signs and symptoms of
(2015) perhaps | may not necessarily have noticed them before. (Therapists1)” (p26) dementia

Training to improve confidence in working with
people living with dementia

Reassurance from examples in training of how to work
well with people living with dementia

Training that developed empathy helped staff relate
to people living with dementia as family members

Shown experience from patient’s viewpoint to
understand how need to adapt care practices

Changes staff implemented after training; time for
patients, better communication, information,
recognising and acting upon distress and confusion.

Training supporting and promoting the use of other
resources.
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and helping developments to embed in the Trust, such as dementia study days and
dementia champions and use of the forget-me-not.” (p29)

“Staff related how they listened to patients with a history of dementia, taking their
physical symptoms more seriously, rather than attributing them to their dementia: ‘we
will now investigate it a little bit more [...] any physical symptoms we will take seriously’
[rather than attributing it to their dementia or mental health condition (Nurse10).
Similarly, in relation to behaviour, another nurse said:

| think it’s really important for staff to remember not to play a part in that stigma and
not to make excuses if they’re upset or aggressive, not to put it down to their condition,
sometimes they are just genuinely wanting something or upset. (Nurses8)” (p51)

“Those who had used This is me were great advocates for the tool and the difference it
made in practice:

| saw it once in practice and | thought to myself, this is the best thing that anyone has
ever done because it just made the care you gave so personalised and | remember the
patient and it said in the notes, loves Coronation Street and EastEnders. So at 7.30pm
I’d go and put on Coronation Street, just because | knew about it. (Nurses4)

... It’s nice to know a bit more about them, what they like and don’t like, even if it’s just
down to how they like their tea or they don’t like tea. (Nurses6)” p53

In one focus group, an example of the benefits of This is me was explained:

She [patient with dementia] was in for less than three days, got home, she wasn’t a
delayed discharge but my point had been if This is me hadn’t been filled in and she
was distressed and constantly calling, they’d have given her [medication], shut her
up, then she’d have been over-sedated, she wouldn't have been eating and drinking,
her delirium would have been worse. (Nurses4)

Staff reported changes to practices following training.
Understanding behaviours as communication of other
needs rather than symptoms of dementia.

Use of biographical tool to understand the
preferences and routines of the patient.

How not knowing about the patient leads to
distressed behaviours that might have adverse results
such as inappropriate medication, poor nutrition and
hydration, and increased severity of delirium.
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Banks et al. | “[This is me] By having this document we have reduced the amount of medication the Resources that support knowledge of the patient
(2014) patient receives in hospital. Staff are much more likely to look into why the patient is reduce adverse events such as inappropriate
behaving this way rather than get them prescribed medication. This in turn has reduced | Medication, falls, and increased length of stay.
the number of falls during the day, therefore reducing the number of fractures and Resources that support knowledge Of. the patient
. . . encourage staff to understand behaviour as a form of
increased stays in hospital. P727 communication.
The first change we made was to stop separating the patient with dementia from the Changing processes and procedures that understand
relative during the admission process. ... | think the relatives feel more valued as a carer | the needs of people living with dementia to reduce
and the importance of their role in looking after their relative with dementia is patient distress and improve carer satisfaction.
recognised. The patients are also much more relaxed to have familiar faces around so
the admission process has become much smoother for everyone including the staff
p727
| have tried to take back to the ward with me topics that | have learned and shared with | Difficulty in getting staff to change practices if they do
other members of staff. This has been an eye opener as some staff are not keen to not recognise the need to change practices.
accept change and question everything that | have tried to do and don’t seem to see the
need for change. P728
Brooker et | “[Dementia awareness training] It has made a big difference to how staff respond to the | Dementia awareness training improves staff
al. (2014) | pehaviour of patients with dementia, as it has increased understanding and awareness. | understanding of how to better support people living
For example, there is now a greater focus on occupying patients with activities to with dementia. Understand the need for providing
reduce behaviour that challenges, and staff are now seen to be walking around with activities t_o reduce onset 9f behaviours that challenge
) ) ) ) ] and adapting way of working.
patients with dementia who are wandering when previously they would have told them
to sit back down.” P48
Dowding Participants discussed how pain may be intermittent and fluctuate, often only being Need to understand people living with dementia have
etal. present when patients are engaged in certain activities. “often the doctors will go round | difficulty communicating their needs (e.g. pain relief)
(2016) and will have problems recalling and describing

and they’ll ask the patient in their bed or in their chair, ““Oh, are you alright? Any pain
anywhere?”, “No, I'm fine”. As soon as we [physiotherapists] come, get them up on it,
““Oh, oh, that really hurts”’.[H1, physiotherapist] p156

experiences of pain.
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As with other patients, one of the challenges faced by clinicians is the initial recognition
of whether or not a patient may be in pain at all; for a variety of reasons patients
(including those with cognitive impairment) may not be able to verbally express they
have pain, and clinicians often find it challenging to interpret behavioural signals which
may be ‘atypical’ in nature. p157

One of the key factors in assessing and managing pain is the ability to build a ‘picture’ or
narrative of the patient case; which is used as the basis for the interpretation of cues, to
try and ‘make sense’ of a situation. Participants highlighted the importance of building
patterns of information cues and patient behaviour, to help inform their decision
making. This narrative occurred over time (an issue which arose in other themes from
the data), trying to link different events over the trajectory of a patient stay, to help test
‘guesses’ and form the basis of trial and error approaches to management. p157

From the observations it appeared that pain recognition, assessment and management
was carried out over time, by many individuals. Rather than being under the control of
one specific nurse or other health care professional, it could be characterized more as a
process of distributed work, which is time dependent. This is reflected in the comments
in interviews, which highlight how there is a division of labour in the hospital ward;
there numerous people with different professional roles who are all involved in the care
of each patient, each with specific duties, responsibilities and powers. In turn, these
roles often governed which part of the pain recognition, assessment and management
process they participated in, and how they communicated their findings. p158

Challenges for staff to understand patient needs.

Getting to know the needs of the patient through time
and continuity in their care.

Context of ward where responsibilities for the
patient’s needs are across a number of staff; those
who recognise the need may not be able to directly
address the need. Importance of communication with
colleagues.

Duffin
(2013)

‘Some people have been moved to tears by the DVDs,’(outcome) says Ms Karasu. ‘The
films resonate with them. Sometimes you see a look on their face and you can tell they
are thinking: “I never thought of that.” (reasoning) P16

Emotional engagement with training and realisation of
the patient’s experiences of care.
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In one training session nurses, doctors and other staff wear specially designed goggles
that restrict their vision, and put on a jacket which has small splints inserted in the arms
to restrict movement of their upper body. This is to help staff understand the physical
constraints faced by some older people. Darlene Romero, a matron across the trust’s
three older people’s wards, who delivers the training, says: ‘It’s a real eye opener, and
makes you realise how difficult it can be to go to the toilet. P16

A laminated symbol of a forget-me-not is placed above the beds of all patients with
dementia, and a similar motif is put on their casenotes, so that any health worker who
comes into contact with them is aware of their condition. Ms Wood says: ‘It shows our
team that they need to adapt because the person with them has a cognitive
impairment. If someone goes to have an X-ray, for example, the team would see the
forget-me-not symbol and they would know that this person may not just jump up onto
the couch and be ready. They will need to provide more explanation and

perhaps to stay a bit calmer than they would with other patients to show extra
sensitivity. P17

Experiential learning triggering realisation of patient
needs.

Identifying a patient has dementia, staff recognising
they need to adapt care to be appropriate to the
needs of the patient.

alongside a Champion. Colleagues also reported changes in their practice as a result of
training, for example:
spending more time with people with dementia on a one-to-one basis to provide more

Edvardsson | The subtle initial expression of emerging needs were not picked up by staff as they were | Care becomes reactive when behaviour is
etal. absent and the expression of unmet needs could escalate to become behavioural misinterpreted. Underlying causes not investigated.
(2012) alterations as the need remained unsatisfied. When staff finally came about, they were
observed to interpret the behaviour as ‘disruptive’ or ‘disturbing’ as they lacked the
initial interpretative cues that could explain the behaviour. As a consequence, care
became very much reactive, as staff had to come up with acute solutions to full-blown
situations for which they lacked the insight and an interpretative framework. P6
Ellison et Colleagues reported improved skills, knowledge and understanding as well as improved | Training supported by a Champion to improve
al. (2014) | confidence in caring for people with dementia as a result of the training and working knowledge and understanding of dementia and

confidence to work well with people living with
dementia. Staff reported changes to care practices.
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individualised care; more effective communication as a result of a better understanding
of the needs of people with dementia; involving carers more proactively; understanding
the importance of personal care plans and documentation; being more aware of the
impact of the environment on people with dementia; being more proactive in providing
additional assistance to people with dementia; being prepared to challenge bed moves
involving people with dementia when there was no clinical need; increased awareness
of signs of stress and distress and seeking to identify the cause rather than resort to use
of sedatives. p51

The primary actions undertaken in this respect have been the implementation of
person-centred care planning through use of the This is me document initially, and
subsequent development and implementation of ‘Getting to Know Me’. Many DCs have
played a key role in implementing and trying to embed these documents through
introducing it to their team and training staff in its application. ... Use of GTKM allows
staff to find out more about the patient and their preferences and is generally
considered a useful tool in supporting improved person-centred care for people with
dementia. Comments from Champions and their colleagues working in acute settings
suggest that use of person-centred plans like this represents a departure from the norm
for them in terms of the information they are used to collecting and the conversations
they are used to having with patients. Examples were cited where staff have used GTKM
more effectively minimise stress and distress, reporting how the information they
gained about the patient through the assessment had supported them to recognise and
respond more effectively to distressed behaviour. p53

In interviews DCs frequently cited the role they have played in influencing the behaviour
of colleagues, for example by challenging inappropriate use of language when speaking
to or speaking about people with dementia. p54

Staff seeking to address underlying need of people
living with dementia rather than treating behaviour
with medication.

Use of biographical tools to support person-centred
care practices that reduce distress.

Role of champions in supporting implementation of
tool.

Champions role in addressing negative staff attitudes
towards people living with dementia.
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“Staff’s attitudes have changed hugely in A&E [as a result of DC’'s awareness raising of
how noise and activity can cause distress] — you used to see someone with dementia
and there would be 2 or 3 nurses with the one patient, each doing something else and
the poor patient... now you see them going in one person at a time, calmer more
quietly.”p56

Champion supports staff to understand difficulties
faced by people living with dementia. Staff adapt
practices to recognise and support difficulties.

Galvin et [post training] The staff also recognized the need for improved communication skills Training for staff to recognise the need to change
al. (2010) | with the patient, such as sitting and talking clearly, using nonverbal clues, and asking practices.
permission to touch the patient in order to improve care.

Additional evidence of how training encouraged staff
to implement new resources to improve care of
people living with dementia (activity packs,
volunteers, identification method for patients at risk
of leaving the ward).

Goldberg Staff also appeared more accepting and understanding of mental health problems and Awareness and understanding of dementia led staff to

etal. patients on the Unit were more likely to raise concerns about their mental health and address patient psychological and mental health

(2014) needs.

these would be responded to by staff. This could be because staff were more aware of
mental health needs, because they had more conversations with staff in general

(and thus the opportunity to raise such concerns) or it could be because they were
cared for on a ward where all patients were cognitively impaired. (p1337)

The Unit provided a greater focus on the mental health needs of patients. Staff were
more often observed assessing patients’ cognitive abilities (using standardised tools and
by questioning) than on standard care. P1337

Sometimes, skilled care on the Unit was not evident to observers, as patients who had
the potential to exhibited distress behaviour were calm. In this observation Alex has
been calmly walking up and down the ward for over an hour. A member of staff has
always been walking with him and talking to him. Alex’s aggression was only evident
when something unexpected happened. P1337

Use of assessment tools to understand patients’
cognitive abilities.

Supporting patient choice and independence to
reduce distress and the onset of behaviours that
challenge.
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Individual attention was given to patients at other times on the Unit with staff getting
patients drinks or snacks outside of the meal and drink rounds and using touch when
interacting with patients. P1338

However, the psychological needs of the patients on the Unit were high and a minority
of patients would call out persistently for long periods of time. Staff would try to
comfort or distract them... But the calling out would resume once the staff member
left the patient and the conflicting demands on time meant staff would sometimes
ignore their cries and attend to other patients, staff or documentation... Delivering care
to patients with these behaviours could be exhausting and sometimes, particularly
towards the end of a ‘long day’ (12 1/2 h shift), staff would ignore patients. P1338

Staff working outside of ward routine to meet
individual needs.

Constraints to addressing patient needs when unable
to find out the cause, conflicting demands on staff
time, and staff fatigue.

Gonski and | Staff members stated that they were sufficiently trained and a majority (n = 11) were Training supports staff confidence to work with
Moon able to confidently manage the behavioral problems. The respondents reported that people living with dementia who have behaviours that
(2012) they were able to build therapeutic relationships with both the patients and the carers | challenge. Staff ability to communicate well with
. . I patients helps them build relationships with patients
and were also happy to provide help for both parties. In terms of communication, the .
) ) . ) and understand their needs.

nurses were very confident they could communicate with the patients, and therefore

were able to interpret individual’s needs. P62
Luxford et | Early in the implementation period, a few clinicians reported difficulty in translating the | Use of biographical tool supported by champions,
al. (2015) | carers’ tips into a workable strategy for the hospital environment as they lacked training, and examples of how to implement

confidence to write strategies based on ‘non-clinical’ tips. This issue was addressed
through further training and the development of lanyards for clinicians to use which
demonstrated how to write an effective TOP 5. P5

After implementing TOP 5, the majority of clinicians reported agreeing or strongly
agreeing that TOP 5 was easy to use (91%), not time consuming (70%), decreased
patient agitation and distress (74%), resulted in decrease use of restraint—physical or
chemical (61%)—and made it easier to relate to carers (89%). P5

information into care plan.

Use of biographical tool perceived to reduce patient
agitation and distress and the use of restraints.
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Nichols “We built an interdisciplinary team that looks at the patient and the caregiver as a unit, | Working with carer to understand patient’s needs.
and Heller | works with them, and responds to the patient’s behaviour as meaningful behaviour that | Understanding that behaviour is a communication of
(2002) needs to be understood. We understand that dementia patients have special needs. an unmet need.

Using a team approach has allowed us to meet those needs in an acute care hospital.”

p186
Scerri et al. | Care worker (S32): | was thinking about this particular patient who did not need Recognising patient needs and addressing them to
(2015) physiotherapy because he was here for respite care. He used to turn to all the staff to reassure. Understanding from patient perspective.

ask questions .. So every time | used to engage in a conversation with him and try to

first calm him and reassure him because he was panicking and living in a situation as if it

is real for him. P6
Schneider | We found that HCAs continuously ensured that patients were as comfortable as Recognising and addressing patient needs to improve
etal. possible, some going out of their way to achieve this. One worker was even known comfort for patients and benefit staff workload.
(2010) to have sewed and adapted patients’ clothing to maximise their comfort (and staff

convenience, because this prevented frequent changes of clothing). Efforts were made
to overcome language barriers between staff and non-English speaking patients and,
when patients were distressed, HCAs often comforted them with actions as well as
words: The male patient who becomes very distressed and cries was comforted
greatly by H/CO who warmly cuddled up next to him, whilst on his observation, putting
her arm around him and letting him snuggle into her, putting his head on her chest.
(Fieldnote, Ward C) p28

We concentrate more, as you get to know the patients, the more you know their ways,
you know their habits and if they’ve got a bad tummy and things like that and you get to
know them; the job comes easier when you get to know them. It doesn’t stop you
getting hit sometimes, but you’re aware of, you just get to know them and understand
them a bit more. P47

“Invoking their practical autonomy, the HCAs also made minor adaptations within
routines to suit individual patients. For example, medications were administered to all

Importance of getting to know patients and benefits
to workload.

Personalising tasks for needs of patients.
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patients at approximately the same times every day on each ward, rather than being
doled out individually; this ensured that every patient received his or her medication, as
well as conserving staff time. However, within this routine, HCAs who were ‘running’
the medications would often make small concessions, for example by taking extra time
to gain the trust of individual patients.” P 49

Spencer et | Carers of patients with MMHU described staff as being ‘well prepared’ for dealing with | Staff who have understanding of dementia and
al. (2013) | confused patients, displaying patience and compassion. Respondents noted that dementia care can meet the needs of patients.
patients who liked to wander were guided by staff when walking up and down rather
than constantly being returned to their bed space, a behaviour observed by carers on
standard care wards. p3
“Participants felt that staff had little understanding and limited training in dementia Where staff lack understanding of behaviours that
care, which carers felt resulted in patients being ignored, shouted at or threatened challenge they misinterpret them and attribute the
when staff were faced with uncooperative or challenging situations.” P3 problem to the patient, leading to poor care.
Waller and | Many of the environmental changes appear to have occurred as a consequence of the Staff training helps staff recognise the needs of people
Masterson | training that teams received before they started planning their projects. For example living with dementia and make adaptions.
(2015) changes in staff attitudes such as investing in table cloths, laying tables, and purchasing
coloured crockery, as well as increases in activities for patients such as the provision of
newspapers or implementation of therapy hours, were reported; in the words of one
team member, it is ‘not just about the colour of the paint’. P64
Making spaces seem smaller and more familiar, and reducing the numbers of decisions | Changes that recognise the difficulties of people living
that have to be made by patients in finding their way to places such as the toilet, the with dementia will help reduce distress.
dining room or their own bed space, seems to significantly reduce agitation. P65
White et Patients with any form of BPSD during their admission were five times more likely to Behaviours that challenge increase likelihood of
al. (2016) | have an antipsychotic prescribed during the admission (OR 4.99, 95% Cl 1.15, 21.70, antipsychotic prescription.

p=0.032). Antipsychotic prescription was five times more likely in people who
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experienced hallucinations (OR 5.04, 95% CI 2.10, 12.06, p<0.001) or activity
disturbances (OR 5.71, 95% Cl 2.22, 14.70, p<0.001) and seven times more likely with
aggressive behaviours (OR 7.70, 95% Cl 2.25, 26.31, p=0.001). Patients were three times
more likely to have an antipsychotic prescribed when they experienced sleep
disturbance (OR 3.35, 95% Cl 1.45, 7.79, p=0.005).

In total, 55% of participants received non-pharmacological management during their
admission. The most commonly used techniques were psychosocial interventions (36%)
and staffing (17%) (Table 2). We found no evidence in the nursing or medical notes of
ongoing monitoring or review of the effectiveness of these non-pharmacological
interventions, or of a systematic way of using these techniques.

Lack of monitor of non-pharmacological management
of behaviours that challenge so difficult to know
effectiveness.

Williams
(2011)

We are testing a REACH education programme for domestic assistants and
housekeepers... They had not considered the positive impact they could have in
contributing to care and, without exception, were delighted to support the initiative.
P15

REACH helps all staff to understand the cognitive difficulties experienced by people with
dementia. It enables them to contribute in their role and promotes pride in the part
they play in care. p15

Carers feel relieved that their loved one’s condition is recognised and that hospital staff
know how to respond to them, while the carers’ sheet allows families to pass on crucial
information and tips that will keep patients safe and improve their care’. P17

Understanding the problem, knowing how can make a
difference to patient experience and being able to
take pride in work.

Working with carers to get to know the patient and
know strategies that work well to improve patient
safety.

T6¢




Appendix 9: Favourable opinion letter from East of England - Essex Research Ethics Committee

NHS!

Health Research Authority

East of England - Essex Research Ethics Committee
The Oid Chapel

Royal Standard Place

Miottingham

NG1 BFS

Telephone: D207 104 BDGE

Please note: This is the
favourable opinion of the

REC only and does not allow
you to start your study at NHS
sites in England until you
receive HRA Approval

11 August 2016

Prof Claire Goodman

University of Hertfordshire

College Lane

Hatfield

AL10 9AB

Dear Professor Goodman

Study title: A Realist Evaluation of interventions that support the creation
of dementia friendly environments in health care

REC reference: 16/EEN263

Protocol number: HSK/PGR/INHS/02368

IRAS project I1D: 192294

Thank you for your submission of 10 August 2016, responding to the Committee’s request for
further information on the above research and submitting revised documentation.

The further information has been considered on behalf of the Committee by the Chair.

We plan to publish your research summary wording for the above study on the HRA website,
together with your contact details. Publication will be no eardier than three months from the
date of thiz opinion letter. Should you wish to provide a substitute contact point, require
further information, or wigh to make a request to postpone publication, please contact the
REC Manager, Helen Poole at MRESCommittee EastofEngland-Essexinhs.net

292



Confirmation of ethical opinion

On behalf of the Committee, | am pleased to confirm a favourable ethical opinion for the above
research on the basis described in the application form, protocol and supporting documentation
as revised, subject to the conditions specified below.

Mental Capacity Act 2005

| confirm that the committee has approved this research project for the purposes of the Mental
Capacity Act 2005. The committee is satisfied that the requirements of section 31 of the Act will
be met in relation to research carried out as part of this project on, or in relation to, a person
who lacks capacity to consent to taking part in the project.

Conditions of the favourable opinion

The REC favourable opinion is subject to the following conditions being met prior to the start of
the study.

Management permission must be obtained from each host organisation prior to the start of the
study at the site concerned.

MWanagement permission should be sought from all NHS organisations involved in the study in
accordance with NHS research governance arrangements. Each NHS orgamisation must
confirm through the signing of agreements and/or other documents that it has given permission
for the research to proceed (except where explicitly specified otherwise).

Guidance on applying for NHS permission for research is available in the Integrated Research
Application System, www.hra.nhs. uk or at hitp:www rdforum.nhs. uk.

Where a NHS organisation’s role in the study is limited to identifying and referring potential
pariicipants to research sites ("participant identification centre”), guidance should be sought
from the R&D office on the information if requires to give permission for this activity.

For non-NHS sites, site management permission should be obfained in accordance with the
procedures of the relevant host arganisation.

Sponsors are not required to notify the Commiftee of management permissions from host
organisations

Registration of Clinical Trials

All clinical trials (defined as the first four categones on the IRAS filter page) must be registered
on a publically accessible database within 6 weeks of recruitment of the first participant (for
medical device studies, within the timeline determined by the current registration and publication
trees).

There is no requirement to separately notify the REC but you should do so at the earliest
opportunity e.g. when submitting an amendment. We will audit the registration details as part of
the annual progress reporting process.
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To ensure transparency in research, we strongly recommend that all research is registered but
far non-clinical trials this is not currently mandatory.

If a sponsor wishes to contest the need for registration they should contact Catherine Blewett
(catherineblewett@nhs.net), the HRA does not, however, expect exceptions to be made.
Guidance on where to register is provided within IRAS.

It is the responsibility of the sponsor to ensure that all the conditions are complied with
before the start of the study or its initiation at a particular site (as applicable).

Ethical review of research sites

NHS sites

The favourable opinion applies to all NHS sites taking part in the study, subject to management
permission being obtained from the NHS/HSC RA&D office prior to the start of the study (see
"Conditions of the favourable opinion” below).

Non-MNHS sites

The Committee has not yet completed any site-specific assessment (SSA) for the non-NHS
research site(s) taking part in this study. The favourable opinion does not therefore apply to any
non-MHS site at present. We will write to you again as soon as an SSA application(s) has been
reviewed. In the meantime no study procedures should be initiated at non-NHS sites.

Approved documents

The final list of documents reviewed and approved by the Committee is as follows:

Document Version Date

Copies of advertisement matarials for research participants [FPoster] |2 25 July 2016
Covering letter on headed paper [Covering Lettar] 20 May 2016
Covering letter on headed paper [Covering Lettar] 3 04 August 2016
Evidence of Sponsor insurance or indemnity (non NHS Sponsors 04 August 2015
only) [Professional indemnity 2015-2016]

Interview schedules or topic guides for participants [Carer interview |1 30 April 2016
schedule]

Interview schedules or topic guides for participants [Staff interview |1 30 April 2016
schedule]

Interview schedules or topic guides for participants [Ward Manager |1 30 April 2016
Dementia Lead interview schedule]

Interview schedules or topic guides for paricipants [Patient 2 25 July 2016
interview schedule]

IRAS Application Form [IRAS_Form_05082016] 05 August 2016
Letter from funder [Alzheimer's Society Research Agreement] 20 January 2016
Letter from sponsor [Letter from sponsor] 19 May 2016
Letters of invitation to participant [Carer invite letter] 1 30 April 2016
Letters of invitation to participant [Family member reply slip 1 30 April 2016
interview]

Letters of invitation to participant [Consultea letter] 1 30 April 2016
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Letters of invitation to pariicipant [Patient invite letter] 1 30 April 2016
Letters of invitation to participant [Staff invite letter] 1 30 April 2016
Letters of invitation to pariicipant [Consultee letter] 2 25 July 2016
Mon-validated questionnaire [Medical Motes Data collection tool] 1 30 April 2016
Mon-validated questionnaire [Ward observation schedule] 1 30 April 2016
Other [University lone worker policy] 2 01 December 2014
Other [Bad practice protocol] 2 25 July 20186
Participant consent form [Carer consent form] 1 30 April 2016
Participant consent form [Staff consent form interview] 1 30 April 2016
Participant consent form [Staff consent form observation] 1 30 April 2016
Participant consent form [Witness form] 1 30 April 2016
Participant consent form [Patient opt out reply slip] 1 30 April 2016
Participant consent form [Staff opt out reply slip] 1 30 April 2016
Participant consent form [Nominated consultee declaration form] 2 08 June 20186
Participant consent form [Personal Consulize Declaration Form] 2 08 June 20186
Participant consent form [Patient consent form] 2 25 July 20186
Participant consent form [Patient consent form interview] 2 25 July 20186
Participant information sheet (PI1S) [Carer information sheet] 3 10 August 2016
Participant information sheet (P15) [Consultee information sheat] 3 10 August 2016
Participant information sheet (P15 [Patient information sheet | 3 10 August 2016
Participant information sheet (P15 [Patient information sheet 4 10 August 2016
interview]

Farticipant information sheet (FIS) [Siaff information sheet 3 10 August 2016
interview]

Farticipant information sheet (P13} [Siaff informaton sheet 3 10 August 2016
ohbservation]

Participant information sheet (PI1S) [Nominated consultee 3 10 August 2016
information sheet]

Referee's report or other scientific critique report [Research 1% December 2013

proposal feedback]

Referea’s report or other scientific critique report [Response letter to
proposal feedback]

11 February 2014

Research protocol or project proposal [Protocol] 3 04 August 2016
Summary CV for Chief Investigator (CI) [C Goodman CV] 2 25 July 2018
Summary CV for student [M Handley CV] 2 25 July 2016
Validated guestionnaire [Meuropsychiatric Inventory Questionnaire] |1 30 April 2016

Statement of compliance

The Committee is constituted in accordance with the Governance Arrangements for Research

Ethics Committees and complies fully with the Standard Operating Procedures for Research

Ethics Committees in the UK.
After ethical review

Reporting requirements

295



The attached document “After ethical review — guidance for researchers” gives detailed
guidance on reporting requirements for studies with a favourable opinion, including:

Notifying substantial amendments

Adding new sites and investigators

Notification of serious breaches of the protocol
Progress and safety reports

Natifying the end of the study

The HRA website also provides guidance on these topics, which is updated in the light of
changes in reporting requirements or procedures.

User Feedback

The Health Research Authority is continually striving to provide a high quality service to all
applicants and sponsors. You are invited to give your view of the service you have received and
the application procedure. If you wish to make your views known please use the feedback form
available on the HRA website: http://www.hra.nhs.uk/about-the-hra/governance/guality-
assurance/

HRA Training

We are pleased to welcome researchers and R&D staff at our training days — see details at
hitp:/fwww.hra.nhs_uk/hra-training/

[ 16/EE/0263 Please quote this number on all correspondence

With the Committee's best wishes for the success of this project.
Yours sincerely

Wi,

Dr Alan Lamont
Chair

Email:NRESCommittee EastofEngland-Essex@nhs.net
Enclosures: “After ethical review — guidance for researchers”

Copy to: Mrs Melanie Handley, University of Herffardshire
Fiona Smith, West Hertfordshire Hospitals NHS Trust
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Appendix 10: HRA Approval letter

NHS

Health Research Authority

Professor Claire Goodman
University of Hertfordghire Email: hra approvali@nhs.net
College Lane
Hatfield
AL10 9AB
26 August 2016
Dear Professor Goodman,
Letter of HRA Approval
Study title: A Realist Evaluation of interventions that support the
creation of dementia friendly environments in health care
IRAS project ID: 192294
Protocol number: HSK/PGR/NHS/ 02368
REC reference: 16/EE/D263
Sponsor University of Hertfordshire

| am pleased to confirm that HRA Approval has been given for the above referenced study, on the
basis described in the application form, protocol, supporting documentation and any clarifications
noted in this letter.

Participation of NHS Organisations in England
The sponsor should now provide a copy of this letter to all participating NHS organisations in England.

Appendix B provides important information for sponzors and participating NHS organigations in
England for arranging and confimming capacity and capability. Please read Appendix B carefully, in
particular the following sections:

*  Parficipating NHE organisafions in England — this clarifies the types of participating
arganisations in the study and whether or not all crganizations will be undertaking the same
activities

*  Confirmation of capacify and capabilty - this confirmns whether or not each type of participating
MHS organisation in England is expected to give formal confirmation of capacity and capability.
Where formal confirmation i not expected, the section alzo provides detailz on the time limit
given to participating organisations to opt out of the study, or request additional time, before
their participation is assumed.

+  Allocation of responsibilifies and nghts are agreed and documented (4.1 of HRA assessment
criteria) - this provides detail on the form of agreement to be used in the study to confirm
capacity and capability, where applicable.

Further information on funding, HR processes, and compliance with HRA criteria and standards is also
provided.

Page 1of 9
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| IRAS project ID | 192204

It is critical that you involve both the research management function (e.g. R&D office) supporting each
organisation and the local research team (where there is one) in setting up your study. Contact details
and further information about working with the research management function for each organisation

can be accessed from www.hra.nhs. uk/hra-approval.

Appendices
The HRA Approval letter contains the following appendices:

= A —List of documents reviewed during HRA assessment
+ B - Summary of HRA assessment

After HRA Approval

The document “After Ethical Review — guidance for sponsors and investigafors®, issued with your REC
favourable opinion, gives detailed guidance on reporting expectations for studies, including:

= Registration of research

« Notifying amendments

« MNoftifying the end of the study
The HRA website also provides guidance on these topics, and is updated in the light of changes in
reporting expectations or procedures.

In addition to the guidance in the above, please note the following:

= HRA Approval applies for the duration of your REC favourable opinion, unless otherwise
notified in writing by the HRA.

s Substantial amendments should be submitted directly to the Research Ethics Committee, as
detailed in the After Ethical Review document. Non-substantial amendments should be
submitted for review by the HRA using the form provided on the HRA website, and emailed to
hra.amendments@nhs.net.

« The HRA will categorise amendments (substantial and non-substantial) and issue confirmation
of continued HRA Approval. Further details can be found on the HRA website.

Scope
HRA Approval provides an approval for research involving patients or staff in NHS organisations in
England.

If your study involves NHS organisations in other countries in the UK, please contact the relevant
national coordinating functions for support and advice. Further information can be found at
hittp:/hwww_hra.nhs. uk/resources/applying-for-reviews/nhs-hsc-rd-reviewy.

If there are participating non-NHS organisations, local agreement should be obtained in accordance
with the procedures of the local participating non-NHS organisation.

User Feedback

The Health Research Authority is continually striving to provide a high guality service to all applicants
and sponsors. You are invited to give your view of the service you have received and the application

Page 2 of 9
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| IRAS project ID | 192204

procedure. If you wish to make your views known please email the HRA at hra.approval@nhs.net.
Additionally, one of our staff would be happy to call and discuss your experience of HRA Approval.

HRA Training

We are pleased to welcome researchers and research management staff at our training days - see
details at http/‘www.hra.nhs.uk/hra-training/

Your IRAS project ID is 192294. Please quote this on all correspondence.
Yours sincerely

Miss Lauren Allen
Assessor

Email: hra.approval@nhs._net

Copy fo: Mrs Melanie Handley, University of Hertfordshire (Student researcher)
Fiona Smith, West Herffordshire Hospitals NHS Trusf (Lead NHS R&D contact)

NIHR CRN Faitfolio Applications Team.

Page 3of 9
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IRAS project ID 192294

Appendix A - List of Documents
The final document set assessed and approved by HRA Approval is listed below.
Document Version Date

Copies of advertisement materials for research participants [Poster] |2 25 July 2016
Covering lefter on headed paper [Covering Letter] 20 May 2018
Covering letter on headed paper [Covering Letier] 3 04 August 2016
Evidence of Sponsor insurance or indemnity (non NHS Sponsors 04 August 2015
only) [Professional indemnity 2015-2016]

Interview schedules or topic guides for participants [Carer interview |1 30 April 2016
schedule]

Interview schedules or topic guides for participants [Staff interview |1 30 April 2016
schedule]

Interview schedules or topic guides for participants [Ward Manaager |1 30 April 2016
Dementia Lead interview schedule]

Interview schedules or topic guides for participants [Patient 2 25 July 2016
interview schedule]

IRAS Application Form [IRAS_Form_050582016] 05 August 2016
Letter from funder [Alzheimer's Society Research Agreement] 20 January 2016
Letter from sponsor [Letter from sponsor] 19 May 2018
Letters of invitation to participant [Carer invite letter] 1 30 April 2016
Letters of invitation to participant [Family member reply slip 1 30 April 2016
interview]

Letters of invitation to participant [Patient invite letter] 30 April 2016
Letters of invitation to participant [Staff invite lefter] 30 April 2016
Letters of invitation to participant [Consultee letter] 25 July 2016
Mon-validated questionnaire [Medical Notes Data collection tool] 30 April 2016
Mon-validated questionnaire [Ward observation schedule] 30 April 2016

QOther [University lone worker policy]

01 December 2014

1

1

2

1

1

2
QOther [Bad practice protocol] 2 25 July 2016
QOther [Nominated Consultee Declaration Form] 3 23 August 2016
Other [Personal Consultee Declaration Form]) 3 23 August 2016
Other [Statement of Activities] 1 26 August 2016
Other [Schedule of Events] 1 26 August 2016
Participant consent form [Witness form] 1 30 April 2016
Participant consent form [Patient opt out reply slip] 1 30 April 2016
Participant consent form [Staff opt out reply slip] 1 30 April 2016
Participant consent form [Carer Interview] 1 30 April 2016
Participant consent form [Patient] 3 23 August 2016
Participant consent form [Patient Intarview] 3 23 August 2016
Participant consent form [Staff Interview] 1 30 April 2016
Participant consent form [Staff Observation] 1 30 April 2016
Participant information sheet (P18} [Carer Interview] 4 23 August 2016
Participant information sheet (P15} [Personal Consultee] 4 23 August 2016
Participant information sheet (P15) [Mominated Consultes] 4 23 August 2016
Participant information sheet (P13) [Patient Interview] 5 23 August 2016
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IRAS project ID 192294

Participant information sheet (P15} [Patient] 4 23 August 2016
Participant information sheet (P15) [Staff Interview] 4 23 August 2016
Participant information sheet (P13) [Staff Observation] 4 23 August 2016
Referee's report or other scientific critique report [Research 19 December 2013
proposal feedback]

Referee's report or other scientific critique report [Response letter to 11 February 2014
proposal feedback]

Research protocol or project proposal [Protocol] 3 04 August 2016
Summary CV for Chief Investigator (C1) [C Goodman CV] 2 25 July 2016
Summary CV for student [M Handley CV] 2 25 July 2016
‘Validated guestionnaire [Neuropsychiatric Inventory Questionnaire] |1 30 April 2016

Page 5cf 9
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IRAS project ID 192294

Appendix B - Summary of HRA Assessment

This appendix provides assurance to you, the sponsor and the NHS in England that the study, as
reviewed for HRA Approval, is compliant with relevant standards. It also provides information and
clarification, where appropriate, to participating NHS organisations in England to assist in assessing
and arranging capacity and capability.

For information on how the sponsor should be working with participating NHS organisations in
England, please refer to the, participating NHS organisations, capacity and capability and

Allocation of responsibilities and rights are agreed and documented (4.1 of HRA assessment
criteria) sections in this appendix.

The following person is the sponsor contact for the purpose of addressing participating organisation
questions relating to the study: Mrs Melanie Handley (m..handley@herts.ac.uk)

HRA assessment criteria

Section | HRA Assessment Criteria | Compliant with Comments
Standards
11 IRAS application completed Yes No comments
correctly
21 Participant information/consent | Yes There are separate information sheets
documents and consent and consent forms for patient, carer and
process staff participants and personal and

nominated consultee information sheets
and declaration forms.

Changes were made to the information
sheets and consent/declaration forms
following REC fawvourable opinion to
bring in line with assessment standards
(e.g. IRAS project 1D, consent
signatures and copies).

3.1 Protocol assessment Yes No commenis

4.1 Allocation of responsibilities Yes The Statement of Activities and
and rights are agreed and Schedule of Events will act as the
documented agreement between the sponsor and

Page 6 cf 9
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IRAS project ID | 192294
Section | HRA Assessment Criteria | Compliant with Comments
Standards
participating NHS organisations.
42 Insurance/indemnity Yes Where applicable, independent
arrangements assessed contractors (e.g. General Practitioners)
should ensure that the professional
indemnity provided by their medical
defence organisation covers the
activities expected of them for this
research study
43 Financial arrangements Yes [No funding will be provided to
assessed participating NHS organisations.
5.1 Compliance with the Data Yes No comments
Protection Act and data
security issues assessed
5.2 CTIMPS — Arrangements for Mot Applicable | No comments
compliance with the Clinical
Trials Regulations assessed
5.3 Compliance with any Yes | The research includes adults who lack
applicable laws or regulations capacity to consent for themselves.
There are appropriate arrangements for
identifying personal and nominated
consultees and consultes information
sheets and declaration forms have
been submitted.
6.1 NHS Research Ethics Yes No comments
Committee favourable opinion
received for applicable studies
6.2 CTIMPS — Clinical Trials Not Applicable | No comments
Authorisation (CTA) letter
received
6.3 Devices — MHRA notice of no | Not Applicable | No comments
objection received
6.4 Other regulatory approvals Mot Applicable | No comments

and authorisations received
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IRAS project ID 192294

Participating NHS Organisations in England

This provides detail on the fypes of participating NHS organisations in the study and a sfatement as fo whether
the activities at all organisations are the same or different.

There is one site type. Interviews, observations and data collection will be conducted at participating
NHS organisations. Dementia ward staff at participating NHS organisations will be asked to take part
in observations and interviews. Ward staff will also be required to support the research team with
identifying potential participants and completing the Neuropsychiatric Inventory (NP1} questionnaire.

The Chief Investigator or sponsor should share relevant study documents with participating NHS
organisations in England in order to put arrangements in place to deliver the study. The documents
should be sent to both the local study team, where applicable, and the office providing the research
management function at the participating organisation. For NIHR CRN Portfolio studies, the Local
LCRN contact should also be copied into this correspondence. For further guidance on working with
participating NHS organisations please see the HRA website.

If chief investigators, sponsors or principal investigators are asked to complete site level forms for
participating NHS organisations in England which are not provided in IRAS or on the HRA website,
the chief investigator, sponsor or principal investigator should notify the HRA immediately at
hra.approval@nhs.net. The HRA will work with these organisations to achieve a consistent approach
to information provision.

Confirmation of Capacity and Capability

This describes whether formal confirmation of capacity and capability is expected from participating NHS
orgamisations in England.

Participating NHS organisations in England will be expected to formally confirm their capacity
and capability to host this research.

« Following issue of this letter, participating NHS organisations in England may now confirm to
the sponsor their capacity and capability to host this research, when ready to do so. How
capacity and capacity will be confirmed is detailed in the Allocation of responsibilities and
rights are agreed and documented (4.1 of HRA assessment criteria) section of this appendix.

» The Assessing, Arranging, and Confirming document on the HRA website provides further
information for the sponsor and NHS organisations on assessing, arranging and confirming
capacity and capability.

Principal Investigator Suitability

This confirms whether the sponsor position on whether a Pi, LC or neither showld be in place is correct for each
type of parficipating NHS organisation in England and the minimum expectations for education, fraining and
experience that Pls should meet {(where applicable).

Page 8 cf 9
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A Local Collaborator will be required at participating NHS organisations to facilitate access
arrangements for the external research team.

GCP training is not a generic training expectation, in line with the HRA statement on training
expectations.

HR Good Practice Resource Pack Expectations

This confirms the HR Good Practice Resource Pack expectations for the study and the pre-engagement checks
that should and should not be undertaken

Letters of Access will be required for the external research team to conduct study activity at
participating NHS organisations. Disclosure and Barring Service and Occupational Health checks will
be needed where the study activity will be conducted in patient care areas of the NHS organisation or
involves direct contact with patient participants.

Other Information to Aid Study Set-up

This details any other information that may be helpful to sponsars and participating NHS organisations in
England to aid sfudy set-up.

+ The applicant has indicated that they intend to apply for inclusion on the NIHR CRN Portfolio.
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Appendix 11: Medical notes data collection form

Understanding what supports dementia-friendly hospital
environments

Date: Participant Identifier:

Age: Male / Female

Length of stay:

Reason for admission and route of admission (e.g. transfer from A&E, transfer from another ward)

Diagnosis of dementia Yes / no* If yes state

Current delirium status

Co-morbid conditions (list)

Medications (list)

Evidence of person centred care plan, if yes details

Evidence of adverse incidents in hospital, if yes details

Evidence of pain / treatment for pain

Place of admission and discharge (e.g. home, care home, nursing home)

306



Appendix 12: Worked example of coding for thematic analysis

I wondered if you could start by explain your role in the Trust

I am a consultant psychiatrist working for the mental health
liaison team. So I'm employed by the mental health trust but
work for the acute trust. | and my team cater for the patients
for what we call co-morbid mental health and physical health
compeonents in the hospital.

Our role is to assess patients who have mental health issues
but present to hospital with physical health component. So by
assessing and treating the mental health component we help
them to recover faster and to be discharged sooner.

Parent node: CMOC 3 Chinical experts whao
legitimize priorities for care

Child node: role and responsibility

Parant node: CMOC
1 Understanding
behaviour as
communication to
improve staffs’
ability to respond

Child node:
Azsessment

Parent nods:
CMOC 3 Clinical
experts who
legitimise
pricrities for care

| Child node: role
and responsibility

Child noda:
Azseszment

And so as part of the role you training staff in the Trust?

¥es and so a big part of our team is workforce development or
educating staff around mental health issues so we run
teaching programmes for doctors, nurses, therapists. We have
a training plan. We have 3 tiers of mental health, awareness
of mental health, knowledge of mental health and expert. So

L J

Parent node: CMOC 2 The role of experiential
leaming and cresting empathy to encourage
reflection for responsibilities of care

Child node: who is trained

- Child node: Training deliveny
we want everyone in the hospital to be mental health aware,
50 100% target, and experts to be about 3% so they are like
mental health champions, like dementia champions.
S0 with the awareness is thal something that's a mandatory . | F2rEnt nods: EMOE 2 The rale of experiential

training?

Dementia training became mandatory a couple of years ago by
Health Education England it was made mandatory. Nurse
education in [hospital] was struggling, but | was doing my
dementia training before it became mandatory. So | took over
providing the dementia mandatory training for [hospital] staff,
which is one and half hour session and they have to do it once
every three years or so now. But we provide thorough mental
health training days once a month so that is to target mental
health experts, or champions. Which covers all the other
mental health topics. But unfortunately it is not mandatory so
for example today we had to cancel because there was so few
people unfortunately.

learning and creating empathy to encourage
reflection for responsibilities of care

Child node: training delivery

Child node: access to training
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Parent node: CMOC 2 Parent node: CMOC
The role of experiential 2 Clinical experts
Do you also do training on the wards if someone comes in [ | leaming and creating who legitimize
and has particular needs? empathy to encourage prigrities for care
reflection for

responsibilities of care

That's right, so what you would probably call bedside training.
S0 whenever there is a difficult situation and we feel we could

Child node: training
improve how we approach that situation then we discuss it delivery Child node:
with doctors and nurses and health care assistants and p| SOVising staif
everyone who is involved. And sometimes, we used to have

case based discussions in some of the wards but that has not Child node: zccess Child node: accass
gone through with changes in the staffing levels and changes £ SRErs DL

in ward sisters, etcetera. So | think that is something we might
take up again.

Parent mode: CMOC 2 The role of experientizl
With the tier 1 training are there particular areas that you lezrning 2nd creating empathy to encourage
focus on? reflection for responsibilities of care

L 4

Yeah, so Health Education England have objectives for the tier

Child node: training tapi
1 training, so what dementia is, what are the symptoms of e

dementia, what types of dementia and what are the basic
health services available for people with dementia for
diagnosis and treatment and that kind of thing. A bit about the
behavioural aspect and psychological aspect of dementia and
what kind of treatment is available. But it is a bit of basic

knowledge. | think what is more important is for people to »| Child nade: addressing stigma/negative
attitud
understand that it is an illness, it's not normal ageing. To =

differentiate that and to identify what sort of symptoms they
have to look for. So people think that sometimes it is just the

memory but it might not be the memory, it might be the Child node: addressing stigma//negative

language, struggling to find the words or it might be struggling Stites

to identify things, or the personality change. Or even initial

symptoms could be anxiety and depression because people

are aware something’s not right and they come up. I've seen it

again and again, people presenting with anxiety disorders and | Child node: knowledge from experience

six months down the line quite significant memory problems.

So | think it's raising the awareness to be looking for it rather
than just waiting until it comes to you. | think actively looking

Child node: intended staff actions

for the possible symptoms and actively asking the questions
from the families if you suspect that someone is slightly
confused, asking the family is this baseline or is this new

confusion. And by that if it is baseline confusion then you have —l Bl me e TiE 2 B e Erae

to do something about it. Making sure that you alert the GP
and that sort of thing.

So just, you don't have to be a doctor, a nurse, because nurses [— " Farent node: CMOC 1 Understanding

are the people who do day to day things and observe day to b:_’:::'t‘:‘”' = ‘:”'Em”"":a"”” to improve staffs’
aoiir 0 MESpOn

day functionality, so | think that is really important that they

pick up those things. Child node: Assessmant
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With your role in the dementia strategy group | understand a
care plan for dementia is being developed, can you explain
how this will be used.

So | was involved in the dementia care plan development, and
50 it's almost there now. But we couldn’t meet last month,
but we are meeting this Thursday and hopefully we will have a
final version to go on a pilot, hopefully. When we first started
the care plan it was 15 pages long, and we thought that's not
going to be practical, so it's been reduced fo 4 or 5 pages. 50
hopefully we will trail it, pilot it for a few months and see how
people feel about it. | think my vision for dementia patients is
that if somebody comes with dementia to have a more
personalised care plan. Even the care plan we have now is not
that personalised, it's just to alert people to what they have to
do. But different people may have different needs.

What | see again and again is if people come in with a urine
infection or a chest infection, they are more confused than
their baseline and they are brought into a very unfamiliar
environment which makes them even more confused. So they
don't know where the toilet is invariably they become
incontinent not because they, they were continent at home
but bringing them into hospital they become incontinent. And
if they are at risk of falls you try to restrict them to the bed or
the chair, not allowing them to walk very much so they lose
their muscle power very quickly, and we make them bedbound
unfortunately and perhaps the first couple of days they may
have quite significant delirium that they can’t walk, but we
don't encourage them to walk as quickly as possible and
mobilise as quickly as possible because we are struggling with
our resources. It's not because people don't want to do it, it's
because we don't have the capacity. But | think it's quite sad
putting them in the ward for a week, they have lost
everything. And often they end up in a care home. | feel so
helpless sometimes!

Parent node: CMOC 2 Clinical experts
who legitimise priorities for care

| Child node: developing policies and plans |

“I Child node: developing policies and plans |

Child node: acceptability to staff

Child node: personalised care planning

Parent node: CMOC 1 Parent node:
I nderstanding CMOC 6 Building
behaviour as staff confidence
lcommunication to to provide person-
improve staffs’ ability centred risk
[to respond management
Child node:
Es5EsIMEent
Child node:
influsnce of risk
on staff actions
Child node:
influsnce of risk on
petient outcomes
Child node: staff
capacity

Of course, because the staffing resources as they are, it's
difficult

It's difficult. In the meetings in dementia strategy what | ask
them to do is ‘okay in our ideal world what would be our
ability to care for a person with dementia.” In my ideal world
somebody comes with confusion, we have a personalised care
plan and we know everything about this person. So this person
wears hearing aids, he can't hear very well at all, he's
mohilising very well at home, and continent so make sure that

Parent node: CWMOC 3 Clinical experts who
lagitimiz= priorities for care

Child node:
personalise
care planning

Child node:
knowledge of
patient
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he is taken to the toilet every two hours for example because
the person would not find the toilet.

So have that in the care plan, and in terms of mobilising what
sort of support he needs, perhaps being seen by physiotherapy|
just to come up with a mobilisation plan. And then either us
here, or even the family to carry out that mobilisation plan. It
doesn’t have to be the physio to do it. It could be a volunteer
who is trained in terms of,

W]

yes there are risk of falls but we are in such a risk averse
environment, we try to minimize falls but we are making them
bed bound. So | think we can have an honest conversation
with the family, these are the things, we want to mobilise this
person but they are at risk of falls, how do you feel about it.
We would try our best not to let them fall but rather than
making them bedbound we would rather have a fall. That kind
of open conversation and perhaps the outcomes would be
much better for those patients.

Parent node: CMOC 3 Clinical experts whao
legitimize priorities for care

| Child riade: actions for staff

|

Child node: personzlise care planning

Child node: actions for staff

Parent nods: CMIOC & Building staff
confidence to provide person-centred rizk
management

Child node: influence of risk on patient
OUtCOMmEs

Child node: Child node:
actians far staff involvement of
carers

Parent nods: CWMOC 1 Understanding

And making sure their hearing aids are labelled so the person
can hear and when it is not being used making sure it is locked
away so another confused patient is not taking it. But that kind
of thing, which are little things but important things.

Yes and your right so it is those little things that can get

v

behaviour 35 communication to improve
staffs’ =hility to respond

Child node: anticipating and taking action

Parent node: CWMIOC & Building staff

overlooked in the day to day work. | was interested in, with
the ideas of supporting patients who present with a risk, if
that is partly around helping staff feel they have the
permission to work differently.

Absolutely, so you have to do a risk assessment, but you have
to assess. You can't eliminate the risks at all but by trying to
minimise one risk what are the other risks that you are
creating. So being incontinent if someone is not allowed to
mobilise then obviously becoming incontinent and that is
embarrassing, undignified for the person, that can agitate the
person so you might have medicate because of the agitation
and the medication can cause further problems, perhaps
increase falls, so you have to have that understanding, it's not
all the time minimising one risk it is locking at the overall
wellbeing of the person. | think that having an honest
conversation with the carers, so okay what are your feelings
about this person, what would they like and what would they
like to be treated.

confidence to provide person-centred risk
management

Child node: Assessment

| Child nede: influence of rizk on patient

outcomes

Child node: influence of risk on patient
outcomes

»| Child node: Assessment

Child node: Involvement of carer
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Appendix 13: Example of using NVivo for thematic analysis

Example of CMOC 1: Understanding behaviour as a communication to improve staffs’ ability to

respond
=] s 040417.nvp- Nvive Pro
HOME CREATE DATA ANALYZE QUERY EXPLORE LAYOUT
¥| Navigation View M - :
¥| Find e -
Window List View Coding Links Reference Visualization
Nodes Lock for - Search In ~ | Nodes Find Now Clear Advanced Find
(O Nedes Nodes
& Cases + Name
@ Relationships =4 ) CMOC 1 Understanding behaviour as communication o improve staffs' ability o respond
MNode Matrices —
() Range of staff responses to patient needs
._:_. Spending time with patients
.:- Staff capability to address patient needs
(D) Staff capacity to understand and respond to behaviours
.:- Staff with authority to address patient needs
.': Systematic approaches to understanding behavicur
() Tacit approaches te understanding behaviour
""""" + :Z::jn CMOC 2 The role of experiential leaming and creating empathy to encourage reflection for responsibilities of care
% Sources ) CMOC 3 Clinical experts whe legitimise pricrities for care
O Nodes H .:- CMOC 4 Staff with confidence to adapt werking practices and routines to individualise care
e : ) CMOC 5 Staff with responsibility to focus on psychesocial needs
esmitziane £ .:- CMQC 6 Building staff confidence to provide person-centred risk management
Bl Collections + .i- CMOC New Valuing dementia care
— 3 .;_:_jn Content not CMOC related
'i_l& Queries
: Reports
3:(. Maps
Folders

Example data in Range of staff responses to patient needs

0B0102

9 has not left the bed bay but is stood in the entrance, she then turns and walks over to the front
desk where three patients are sat. She stands at the desk and suddenly shouts “l can’t get out!” The
AC enters the room and walks over to 9 and asks if she would like to help wipe down the tables as
they are getting ready for lunch. 9 says “no, | must leave”. She walks out of the bed bay with the AC
walking with her. The patients at the front desk look bemused. From the corridor | can hear 9
shouting “l can’t get out!” She walks back into the bay with the AC, the AC has her hand placed her
right hand gently on 9’s left shoulder. She talks in a calm manner “9, we are having lunch now.” Her
hand moves to be supportively round her back. The AC escorts 9 back to the middle table.

0B0104

16 is crying, she has her face in her hands, then she stops, looks up and round the ward and mutters.
The HCA is now at 15’s bed on the left hand side taking her blood pressure (FN: early 15 had
apparently been aggressive and had been administered some medication to calm her down). The
HCA looks over at 16 and says “ah, don’t get upset, you’'ve got 15 in the next bed, she’ll look after
you.” The HCA has finished taking 15’s blood pressure, looks over at 16 and sees she is still teary,
then she walks over to 11 sat at the front desk and turns to me as she does saying in a low voice “I

might wait a bit.”
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570203

| chatted to a gentleman the other day and he looked really bored and a bit restless and | said ‘can |
do anything to help?’ and he said ‘my radio’s missing’ and | said ‘okay, I'll look for it and | looked for
it and | couldn’t find his radio in any of his belongings and | said ‘well | haven’t got your radio, but
I've got the ward radio, can | put the ward radio on?’ and he said ‘oh yes that would be lovely.” And
straight away he calmed right down after the music went on. So he just wanted some music on, he
just wanted something to listen to.

0B0206

3 has her head in her hands. The CSW gets up to her, stands to her left hand side and says to 3
‘you’ve got to eat something.’” 3 turns to her and has a worried look in her eyes, she asks ‘but what
about the children?’ The CSW says to her softly ‘I think they’ve all been fed, don’t you worry’ and
she rubs 3’s left upper arm gently with her right hand. She stands with 3 for a moment.

0B0207

4 is pulling at her pipes and some of the dressing around the cannula and is saying (to no one) can
you get this off my wrist please. The CSW has just come back in and goes over to 4. She puts her left
hand gently on 4’s right hand and says to her firmly ‘no, this one we’ll take it off when the drip has
finished.” She then picks up the cup of tea off the table and says to 4 ‘have some more tea.’

Example data in Staff capacity to understand and respond to behaviours

ST0116

often what is happening is the patient is frightened, it’s what’s going on. This is a person who, they
are reacting in a way because something is going on, something that is quite scary to them. And if
we can make them less scared and less distressed then we can manage them.

0B0103

6 has been walking round the ward. He is back at his bed, the bed rails are up, he is leaning over the
bedrails pulling his blankets straight. HCA [1] has pushed the breakfast trolley round to the other
side of the room close to 6’s bed, he goes over to 6, stands behind him, and asks what he wants for
breakfast. 6 answers, still straightening the bedding. The HCA [1] walks back to the trolley and
makes up his order. The HCA then places the food on the bedside table and goes to move the table,
however instead it block’s 6’s pathway to his bedside chair (7’s curtains are drawn). 6 is currently
standing on the other side of the bed, sees that breakfast is ready and he starts to walk round his
bed. The HCA [2] goes up to 6 and asks if he would like a cup of tea. 6 smiles at this. HCA [2] goes to
get a cup of tea. 6 navigates past the table to his chair. When HCA [2] returns with the cup of tea
she sets the cup down on the table and then moves the table into position for 6.

570201

What makes it difficult for staff to provide good care?

| think staffing and awareness of dementia and tolerance and people not understanding that they
might be able to take it [being in hospital] because of unmet needs; if they’ve got pain, constipation,
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they might be hungry and they might be tired, those areas. So making people aware that it might
not be the dementia that is causing these things but it might be these needs. They [patients with
dementia] can’t express their need, | think that’s a big area that needs to be, so some more
education needs to be put into the staff.

Example data in Systematic approaches to understanding behaviour

510107

We always get briefed every day, in the morning we have handover when we start and at the end of
the shift, we always get informed every day of any new plans for the patients and if we have to be
careful if any patient is ill or any kind of special foods or things and if they are nil by mouth.

ST0116

And then obviously had some input into the [ward] behaviour chart which has then gone round the
hospital. Which of the 17 / 18 interventions listed, only one is medication. You know, one is calling
a doctor, one is around one-to-oneing someone, but pretty much there is around 14 interventions
on there which are non pharmacological interventions, which aren’t over medicines, do they need
the toilet, do they need something to do because it’s boring being in hospital, those sorts of things.
So that is the sort of thing we go through with the nurses when we are doing that training. And with
the doctors as well, sometimes as well.

0B0107

The 2 Dr’s are at the middle table discussing the behaviour chart of 4, they are trying to understand
the pattern of his aggressive and violent behaviour and mention sundowning as a possible
explanation.

0B0109

The consultant on the bed gets 9’s attention and begins to ask her about her hallucinations. She
asks when she started seeing the insects and animals. 9 looks confused for a moment. The
consultant continues by asking if it started in hospital or at home. 9 confirms it had started at home.
The consultant says to 9 that was what she wanted to know, if she had been seeing them before or
after she came to hospital. 9 nods. The consultant then begins to ask her a little about her living
arrangements and begins to discuss the possibility of getting her home with some support. 9 nods.
The consultant then wraps up the meeting and the doctors go back to the medications table. The
consultant talks about the possibility of some sort of dopamine medication.

S$70201

| think how dementia patients communicate, making staff aware of how they might communicate
through aggression and agitation, that side of communication, make them think it is not the
dementia and assuming something is wrong. But then making sure staff are filling out the right
charts, so food charts, stool charts, and keeping a record, so they might be constipated, so making
sure people fill in the forms and help people communicate. Especially with the turnover of staff, the
shift patterns, if it is all documented and the communication will help as well. The hands on of
speaking to the patient, and speak the families as well and not communicating, so asking them
guestions about how they are managing at home, making them more aware of the person for
personalised care.
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510202

| mean the dysphasia with dementia, being assessed by the SALT teams, as you know is very
common.

0B0202

1.20 The CSW ward and CSW 1:1 are talking about the support needs for patient 4. The CSW ward
says to the CSW 1:1 that she will go and update the RN and ward manager and put it in the patient
notes that 4 is not to have male support. The CSW 1:1 then comes over to me and explains that they
now know why 4 cannot have a male CSW 1:1 and that everyone is being updated to change the
care plan.
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Appendix 14: Patient information sheet

Understanding what supports dementia-friendly hospital environments

Invitation: Would you like to take part in some research?

By research | mean finding answers to questions that can help to improve hospital

services for people like yourself.

You do not have to take part in the research

Before deciding whether to take part, please read this or ask someone to help you

read it.

This will tell you what the research is about and what | would like you to do.

| would like to find out about your experience of hospital.

Who is involved in this study?

The study is part of a PhD that is being funded by the Alzheimer’s Society.

The study is based at the University of Hertfordshire.

Claire Goodman and Frances Bunn are supervisors on the study.

Melanie Handley is the student.

What is this study about?

People living with dementia are admitted to hospital for many reasons.
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Hospitals are trying to improve their services for people living with dementia.

| would like to know about your stay in hospital.

Why have you been approached about the study?

As someone living with dementia, | would like you to contribute your

experiences so | can understand what is important to you.

What is involved?

| would like to learn from your experiences to improve hospital care for people

like you.

With your permission | will

Make notes of what | see and hear happen between yourself and other
people on the ward during mealtimes, clinical rounds, assessments, care,
and activities.

I will talk with staff, patients and visitors about what | see and hear so |
understand what is happening and why.

| will not see personal care or consultations behind curtains, but will | be
able to hear what takes place and might make a note of this.

| will be typed up notes from what | see and hear.

| will look at your medical notes about why you were admitted, your
dementia diagnosis, your health, medication use, care plans and
discharge destination

| will use the Neuropsychiatric Inventory Questionnaire to collect
information about your mood and behaviour. This will be completed with

a member of staff

316



e | will interview patients, carers and hospital staff about how care for
people living with dementia is provided in ways that recognise the
difficulties they experience due to their dementia.

The study will use this information to understand what good care looks like in
hospital settings for people like you and how it can be provided.

If you are happy for me to make notes about your hospital stay

| will make notes for between 2 to 6 hours.

| will not write down information that identifies you.

You can decide to stop at any time.

If you decide to take part you will still be free to withdraw at any time and without

giving a reason and any information related to you will not be used in this study.

| will type up the notes.

| may use some of the things in a report of the research.

| will not use your name in the report.

Will taking part be confidential?

All data will be stored securely in password protected computers and secure

University computer systems.

At the end of the study, anonymised data (data which does not identify any one who

has taken part) will be archived for up to 15 years.
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You will not be identifiable in any written reports.

Your name will only be on the consent form you sign.

The consent form will be stored in a locked cabinet which can only be

accessed by the study researchers.

All information about you for the research will be confidential. But, if, during
the observations, you see or am told about something where you, or someone
else is at risk of harm | may need to tell someone as required by the rules on
safeguarding, and your identity may have to be passed on. | will explain what
has happened to [insert name], the Lead Nurse Adult Safeguarding in the
Trust, or to another person depending on the circumstances. | may need to
complete a form, if advised to do so, or involve others. If this happens | will
keep you informed.

What will happen to the study findings?

The study will report its findings to help improve hospital services for people

living with dementia and their carers.

Are there any risks in taking part?

There are no risks in taking part in the study.

Do | have to take part?

You do not have to take part if you do not want and need not give a reason.

| would like to take part, what should | do next?
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If you wish to take part, please contact Melanie Handley, she will be visiting
the ward shortly.

Tel: [x] Email: [x]

Who has reviewed the study?

Research projects are scrutinised by ethics committees whose job is to protect

the interests of everyone who takes part.

This study has been reviewed by the East of England — Essex Research Ethics

Committee which has made a favourable judgement.

How do | contact the researchers?

You can contact us directly:

Melanie Handley, PhD Student
Tel: [x] Email: [x]

Claire Goodman, Professor of Health Care Research,
Tel: [x] Email: [x]

Frances Bunn, Reader in Evidence Based Health Care
Tel: [x] Email: [x]

Address:

Centre for Research in Primary and Community Care
University of Hertfordshire,

College Lane, Hatfield, Herts. AL10 9AB
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Appendix 15: Staff information sheet: observation

Understanding what supports dementia-friendly hospital environments

Information for staff: Observation

Invitation

A PhD student from the University of Hertfordshire is undertaking a study to
understand dementia-friendly environments in hospitals and identify what

factors might lead to positive outcomes for patients and their carers.

Your ward [insert ward name] is participating in the study and as part of the
study we will be observing patient and staff interactions on the ward [insert ward

name] to understand the patient experience of care.

We would like to invite you to take part in an interview for the study. It is
important to understand why the study is being undertaken and what it will
involve. This leaflet explains how you can take part, and what this would mean
for you. Please read the following information carefully and discuss it with
colleagues or family if you wish. You can ask Melanie Handley, the research
student, or Claire Goodman or Frances Bunn, the research supervisors, about
anything else you would like to know, or for further information if you require it.

Contact detalls for the research team can be found at the end of the leaflet.

Who is involved in this study?
This study is part of a PhD that is being funded by the Alzheimer’s Society.

Claire Goodman and Frances Bunn are supervisors on the study based at the
University of Hertfordshire. Melanie Handley is the research student who is
conducting the study for the University of Hertfordshire. All members of the team
have extensive experience of research in health care with particular focus on

issues affecting older people who have cognitive impairment.
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What is this study about?

People living with dementia often have multiple health care needs and may
need an admission to hospital. Hospitals are recognising the complexity of caring
for people with dementia. Interventions have been developed to make hospitals more
‘dementia-friendly’. By this we mean that the care provided and the environment are
appropriate for people living with dementia. Examples of dementia-friendly initiatives
include adaptions to physical environments to assist orientation and engagement,
schemes which raise staff awareness of issues in dementia care, staff training, and
the involvement of family carers in care discussions. However, research to understand
what it is about these interventions that produce successful outcomes for patients and
family carers is lacking. The study aims to understand these features and
develop a framework to help commissioners consider what kind of service
provision and initiatives are likely to be most useful in hospital settings and for

which patient groups
Why have you been approached about the study?

As a staff member working on ward [insert ward name], we would like observe
the way care is delivered to people living with dementia in hospitals. We would
like to understand how care has been adapted to allow for the difficulties they
have due to their dementia. This information will help us to highlight the most
important features that support the implementation of dementia-friendly

interventions in hospitals.

What is the study going to do?

The study is in two parts. In the first part of the study, we looked at the range of
dementia-friendly interventions in hospitals and the research studies on their
effectiveness. We also talked to commissioners, hospital staff, people living with
dementia and carers, and academics, to ask them how different interventions
were thought to work and why. We have combined the information from the
interviews and research, to highlight different ways that dementia-friendly

hospitals can be achieved.
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For the second part of the study we have identified hospitals that work in
different ways to support people who are admitted to hospital and have
dementia. We will test how the different ways of working impacts on patient
and carer outcomes. The outcomes are; patient and carer inclusion in decision
making, length of stay and destination of discharge, adverse incidents (such as
infections, falls), medication use, assessment of needs, patient and carer
satisfaction. With the permission from people recruited to the study, we will

e Observe patients and staff in the ward; making notes of what is seen and
heard from conversations and interactions during mealtimes, clinical
rounds, assessments, care, and activities. The researcher will not see
personal care and consultations performed behind curtains, but will be
able to hear conversations that take place and these might be included if
relevant to the study. During observations the researcher will talk with
staff, patients and visitors to make clear her understanding what
happening and why. Notes from observations will be typed up by the
researcher. Observations will be between 2 and 6 hours.

e Recording information from patients’ medical notes about their reason for
admission, dementia diagnosis, their health, medication use, care plans
and discharge destination

e The Neuropsychiatric Inventory Questionnaire will be completed with a
member of staff to collect information about the mood and behaviour of
patients

¢ Interviewing patients, carers and hospital staff about how care for people
living with dementia is provided in ways that recognise the difficulties they

experience due to their dementia.

The study will use this information to understand what dementia-friendly health
care looks like in hospital settings and how it can be provided. This will be used
to explain what needs to be in place to support staff to provide good dementia

care.
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What will happen to me if | take part in the study?

Melanie will observe interactions with staff, patients and visitors on the ward
and make notes of what she sees and hears, for example during mealtimes,
medication rounds and other times of contact. Melanie will not observe
personal care, but will be able to hear interactions that occur behind drawn
curtains. She may make notes of what she hears if it is of relevance to the

study. Observations will last between 2 and 6 hours.
Are there any risks in taking part?

We do not envisage any risks for staff who agree to take part in the study.

Do | have to take part?

Taking part is voluntary and is entirely up to you. You do not have to take part
if you do not want and need not give a reason; the research team will respect
your wishes whatever you decide. If you decide to take part you will still be
free to withdraw at any time and without giving a reason and any information

related to you will not be used in this study.

Will taking part be confidential?

All information relating to you as a result of this research will be confidential.
All data will be stored securely in password protected computers and secure
University computer systems. At the end of the study, anonymised data (data which
does not identify any one who has taken part) will be archived for up to 15 years.
You will not be identifiable in any written reports. Your name will only appear
on the consent form you sign. The consent form will be stored in a locked
cabinet which is only accessible to the study researchers. All information
about you for the research will be confidential. But, if, during observations, the
researcher witnesses something that suggests someone else is at risk of harm
| may need to tell someone as required by the rules on safeguarding, and your

identity may have to be passed on. | will explain what has happened to
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[insert name], the Lead Nurse Adult Safeguarding in the Trust, or to another
person depending on the circumstances. | may need to complete a form, if

advised to do so, or involve others. If this happens | will keep you informed.

Although every effort will be made to anonymise published information, there
Is a small chance staff may be identifiable due to the nature of interactions or

their role. To minimise this risk we will ensure:

e Any contribution you make will not be identifiable in the study reports,
we will not use names.

e Where staff could be identifiable from their job title, band groupings (e.qg.
Band 1 - 4, Band 5 — 6, Band 7+) or generic job titles such as ‘Senior
Manager’ will be used rather than specific job titles.

e Where necessary, changes will be made to characteristics that might

make staff identifiable, for example for a person’s gender.
What will happen to the study findings?

A report will be provided to the Alzheimer's Society funding the study. All
participants will receive a summary of the main findings; they will also be

presented to NHS providers, conferences and published in journals.
| would like to take part, what should | do next?

If you wish to take part, Melanie Handley will be your main contact for this study.
Please email or call Melanie Handley (contact details below). She will be in
touch with you soon to arrange an appointment and to discuss any questions

you might have and ask you to complete a consent form.

| would not like to take part, what should | do next?
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Enclosed with this information leaflet is a reply slip to opt out of the study, this
should be completed and returned to Melanie either by hand or using the

enclosed stamp addressed envelope.

Who has reviewed the study?
Before they can go ahead, research projects are scrutinised by ethics

committees whose job is to protect the interests of everyone who takes part.

This study has been reviewed by the East of England — Essex Research Ethics

Committee which has made a favourable judgement.
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How do | contact the researchers?

You can contact us directly:

Melanie Handley, PhD Student

Centre for Research in Primary and Community Care
University of Hertfordshire,

College Lane, Hatfield, Herts. AL10 9AB

Tel: [X]

Email: [x]

Claire Goodman, Professor of Health Care Research,
Centre for Research in Primary and Community Care
University of Hertfordshire,

College Lane, Hatfield, Herts. AL10 9AB

Tel: [X]

Email: [x]

Frances Bunn, Reader in Evidence Based Health Care
Centre for Research in Primary and Community Care
University of Hertfordshire,

College Lane, Hatfield, Herts. AL10 9AB

Tel: [X]

Email: [x]
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Appendix 16: Study poster

[Trust]

Research Study

Understanding what supports dementia
friendly hospital environments

This poster is to inform you that [Trust] is working with the University of
Hertfordshire on the above study to undertake research that aims to
understand patient experience.

The study began on [date] and will run until [date].

We would like to find out:

What good care looks like for people living with dementia and their carers
How good care is supported by staff and the hospital

How resources to support good care with people living with dementia are
used

During periods of observation, the researcher will be taking notes.
Personal information is not being collected and all information that may
appear in written reports will be anonymous. If you would prefer that
notes are not taken about you, please inform the researcher, Melanie
Handley [picture below], who will respect your request.

[pICtLI re Df MEIa n ie Form more information please contact:
Melanie Handley
H an d IEV] Centre for Research in Primary and Community Care,
University of Hertfordshire
Tel: [x]
Email: [x]

[Trust] lead for this study is: [staff member and contact details]

This study is funded by the Alzheimer' s Socety. This study has been approved by {name] Ressarch Ethics Committes, and has R&D approval from [name).
Information Poster: Posterv2 25.07.16, IRAS project ID192294
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Appendix 17: Protocol for establishing and dealing with bad practice and concerns for safequarding

Protocol for establishing and dealing with bad practice and concerns for

safeguarding

Who is this protocol aimed at?

e Research staff involved in data collection in hospitals.

What is the purpose of this document?
e The aim of this document is to rationalise a procedure for dealing effectively
and sensitively with bad practice or concerns for safeguarding uncovered in

hospitals during the research.

What constitutes bad practice or concerns for safeguarding?

e Any concerns a researcher has relating to the care that could impact on the
well-being of hospital patients or staff. The research team will be concerned
with issues of a serious nature, more specifically issues of abuse, neglect,
unreported criminality, unethical practice and serious misconduct. It is
essential for the research team to focus on factual information, refraining

from becoming emotionally involved in a given situation.

When an adult at risk who is making a disclosure (or the person raising the
concerns) the researcher will:
e Assure them that they are being taken seriously.
e Listen carefully to what they saying, stay calm, get as clear a picture as
possible but avoid asking too many questions at this stage.
e Not give promises of complete confidentiality.
e Explain that there is a duty to tell the study supervisors and other designated
people within the Trust, and that their concerns may be shared with others

who could have a part to play in protecting them.
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e Reassure the ‘adult at risk’ that they will be involved in decisions about what
will happen, wherever possible and providing that it is safe and appropriate to

do so.

¢ Not be judgemental or jump to conclusions.

What action should be taken when bad practice is observed and identified?
e For those issues considered by the research team as bad practice, initial

discussions will take place with the Supervisors, Professor Claire Goodman and
Dr Frances Bunn. Together a judgement can be made about whether an issue
constitutes bad practice and whether action to pursue the issue further is
necessary. Where it is considered that the witnessed or reported incident, or
suspected incident, is of a serious nature that a patient is at risk of immediate
harm, the researcher will raise concerns immediately with the appropriate
member of Trust staff, either the Ward Manager or, where this is not

appropriate, the Safeguarding Team.

Actual or suspected abuse, neglect, risk of harm, or unreported
criminality

Where the researcher witnesses or is told about actual or suspected abuse or
neglect, risk of harm, or unreported criminality, the researcher has a responsibility to
report their concerns immediately to the Ward Manager, or if this is not appropriate
(e.g. the incident involves them) to the Trust Safeguarding team.

e All cases of suspected or actual abuse will be treated seriously from minor to
serious incidents. If the researcher has concerns, these will be raised and
reported.

e The researcher will act promptly and report concerns. This will allow staff
involved in the care of the patient, or the safeguarding teams within the Trust

to address the concerns and follow the Trust protocols to protect the patient.
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Informing the study supervisors, ward manager and/or Safeguarding teams

e The researcher will inform the study supervisors and, if appropriate, the nurse
in charge of the ward/department/shift immediately about the safeguarding
concerns. The Trust staff will then follow Trust safeguarding procedures.

e |Ifitis not appropriate to inform the nurse in charge of the ward, for example
the concern involves them, the researcher will inform the Lead Nurse for
Adult Safeguarding.

e The research team must also request that the hospital provides feedback,
stipulating how the issue has been resolved. However, the research team
should not allow the organisation to delay or detract them from making a

formal complaint if necessary.

Formal Complaints Procedure
e |f the research team are dissatisfied with the way that their concerns have
been dealt with they should move to a formal stage. NHS trusts have their
own formal complaints procedures and these will be followed accordingly.
e Arecord of telephone conversations must be kept concerning formal
complaints, and information provided to the researcher verbally should also

be requested in a written format.

Trust Safeguarding Team Contact details:

[x]
Contact: [x]
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Appendix 18: Floorplan for site 1
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Appendix 19: Floorplan for site 2
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Appendix 20: Range of responses used by staff

where they are and
that they need to
sit down

Restricting
movement using
barriers (bedrails,
furniture, own
body)

HCA, CSW, 1:1

Behaviour / Approach Types of By whom With what affect
concern interactions
Risk of falls Monitoring Watching from a Nurses (site 1), HCA, | Variable; calm, compliance,
distance csw, 1:1 frustration
Going to patient
when attempt to
move and asking
about
need/behaviour
Restricting Sitting with patient | HCA, CSW, 1:1 Variable; compliance,
movement and explaining reduced distress, annoyance

Frustration, increased
distress

Supporting mobility

Walking with and
talking to
Supporting with
mobility aid use

HCA, CSW, 1:1

Patient wellbeing,
maintaining mobility

Spending time with
patient

Engage in
conversation or
activity

HCA, CSW, 1:1, AC

Patient wellbeing
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Distressed patient | Distraction Distract with offer Nurses, HCA, CSW, Variable; brief respite from
/ physically of food or drink 1:1, AC distress to increased distress
disruptive to the
ward Visual prompt for AC Brief respite from distress
distraction (leave
(pacing round something in front
ward (site 1 only), of patient)
high anxiety
communicated Involve in ward Nurse (site 1), AC Variable; calm to no
through expressed activities (such as difference
worries) laying the table)
Reassure Explain where are Nurses, HCA, CSW, Variable; calm to brief
and why there 1:1, AC respite from distress
Biography Biographical (ask Doctors, Nurses, Variable; calm and focused
about interests, HCA, CSW, 1:1, AC to more distress
family, job)
Distressed patient | Find out why calling | Ask patient about Doctors, Nurses, Variable; sometimes calm
/ not physically out their need HCA, CSW, 1:1 where need identified and
disruptive to ward addressed, sometimes
(e.g. calling out unchanged when need
from bed) identified and addressed,
sometimes need not
identified
Ignore / not address | Do not go to Doctors, Nurses, Calling out continues
patient HCA, CSW, 1:1, AC
Physical De-escalate If patient and staff | Nurses, HCA Reduced patient distress
aggression and safe, step away
violence from interaction

and monitor at
distance
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Security If patient Nurses, HCA, CSW (not observed but reported)
dangerous security Unclear
called

Medication If patient Nurses Reduced distress

aggression not
reducing, staff use
of PRN medication

Assess (following
incident)

Refer to patient
notes, consult with
patient and other
staff

Doctors and
psychiatrists

Attempt to understand
causes and ways to reduce
incidents

Verbal aggression | Ignore Where not directed | Nurses, HCA, CSW, Variable; could reduce, could
at anyone 1:1, AC continue
Address Explain to patient Nurse Stops, length of time variable
behaviour is
unacceptable
Diffuse Use humour to HCA Stops one off verbal
diffuse aggression, unclear in
persistent
Empathise and States understands | 1:1 Variable
explain why patient is
angry and explains
options to help
Sadness Concern and Touch, eye contact, | Nurse, HCA, CSW, Variable
comfort hug 1:1, AC
Biography Distract with Nurse, HCA Brief respite
interests

Expressions of

Distraction and

Explain they will be

Nurses, HCAs, CSWs,

Brief respite, but may return

concern for family | deception in later (without 1:1 to asking

(who may or may knowledge if they

not be alive) will) and offer drink
Validate and Explain family HCA, CSW, 1:1 Some respite, but may return
comfort know they are to asking
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being looked after
by staff and
comfort with
touch/hug

Biography

Ask or engage in
chat about family
member

HCA, CSW, 1:1

Dependent upon time spent

Walking round
ward (site 1 only)

Restrict to area

Keep in a bay,
return to seat

Nurse, HCA, AC

Patient safety but may cause
frustration

Walk and talk with

Nurse, HCA, AC

Patient wellbeing

patient
Trying to leave Distract Offer drink or food | Nurse, HCA Limited affect, might stop
(site 1 only) briefly
Monitor Observed from a Nurse, HCA Maintains patient safety
distance and
intervene if
necessary
Stop from leaving Speak to patient Nurse, HCA Returns to safer area, may
calmly, encourage try to leave again
to return to ward
Block path Nurse Returns to safer area, may

try to leave again
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