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Thesis Abstract

This thesis is divided into three sections. Section one, the literature review, considers
the experiences of general hospital staff caring for patients with dementia. 14 papers were
included in the meta-synthesis. Five key themes were constructed from the analysis: the
unknown and undesirable; constraints of the environmental and organisational context;
emphasising the physical health of patients; recognising the benefits of person-centred care;
and identifying the need for training. The synthesis identified how a lack of knowledge of
dementia, particularly regarding behaviours that are considered challenging, can contribute to
low staff confidence and negativity towards these patients. This, along with organisational
constraints, can impact on ability to provide person-centred care. The benefits of dementia
training have been recognised. Clinical and research implications of the findings are
discussed.

Section two, the empirical paper, considered the experiences of staff within general
hospitals regarding the use of truth and deception when caring for patients with dementia. In
particular, it explored their decision making processes when choosing whether to tell the truth
or to deceive. A grounded theory methodology was used to construct a theoretical model of
this process. The analysis identified how ‘triggers’ set in motion the need for a response.
Various ‘mediating factors’ (including a lack of communication, the individual’s
interpretation of their role and responsibility, and their ethical framework) influenced how
staff chose to ‘respond’ to those triggers. Again, clinical and research implications have been
recognised.

Section three, the critical appraisal, offers a reflective account of the research journey.
These reflections are organised into six categories that consider the researcher’s own

decision-making processes when carrying out the empirical paper.
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Abstract
Objectives: The experiences of staff caring for persons with dementia in long-term residential
care settings are well documented. However, more recently, qualitative studies have begun to
consider staff caring for patients with dementia in general hospitals. This review aimed to
synthesise the findings from these studies, to develop our knowledge of how general hospital

staff experience caring for patients with dementia.

Method: A systematic search of the literature was conducted, and inclusion/exclusion criteria
applied. A total of 14 qualitative papers were included within the meta-synthesis, which

utilised a meta-ethnographic approach (Noblit & Hare, 1988).

Results: Five key themes were constructed from the analysis: the unknown and undesirable;
constraints of the environmental and organisational context; emphasising the physical health
of patients; recognising the benefits of person-centred care; and identifying the need for
training. These themes explored the challenges associated with caring for this group of

patients, as well as suggestions to improve staff experiences and patient care.

Conclusion: In considering the experience of general hospital staff, the synthesis has
identified a lack of knowledge and understanding of dementia, particularly with regard to
communication and managing behaviours that are considered challenging. This, along with
organisational constraints, can contribute to low staff confidence, negative attitudes towards
these patients and an inability to provide person-centred care. The benefits of dementia

training have been recognised.
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Introduction

Dementia in hospital settings

Dementia is an umbrella term for a range of degenerative processes known to cause a
progressive decline in memory, reasoning, functional ability and communication skills
(World Health Organisation [WHO], 2012). Such changes in cognitive ability may also be
accompanied by changes in behaviour and personality (Stokes, 2000). Currently, it is
estimated that 35.6 million people live with dementia worldwide, which generally, although
not exclusively, affects older individuals (Prince et al., 2013). This number is expected to

almost double in the next twenty years (Knapp, Prince, & Albanese, 2007).

Our aging population means that the number of older people being admitted into
general hospitals is increasing, with older people being the primary users of healthcare
services (Victor, Healy, Thomas, & Seargeant, 2000). This is likely to have implications for
the number of people with dementia being cared for on general hospital wards. In the UK
more than 97% of hospital staff report having cared for patients with dementia (Alzheimer’s
Society, 2009) and this finding appears to be indicative of such experiences worldwide
(Alzheimer’s Disease International, 2013). It has been suggested that older adults are
admitted into hospital more frequently and for longer periods (Trueland, 2014) with over half

of those patients having some form of cognitive impairment (Herman, 2010).

Among health care professionals, hospital is commonly believed to be the safest place
for a person with dementia with a physical health complaint (Cunningham & Archibald,
2006). For example, it is more likely that an older person will be admitted into hospital
following a fractured wrist if they have dementia, because of the perceived risks to their
wellbeing (Archibald, 2003). However, risks associated with being in acute care with a co-

morbid diagnosis of dementia have also been identified. Dementia has been associated with
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longer hospital admissions (Bynum et al., 2004; Gutterman, Markowitz, & Lewis, 1999), loss
of independence (Zekry et al., 2009) and an increase in disruptive behaviours (Kolanowski,
Richards, & Sullivan, 2002). Therefore, the medical problem that initiated admission not only
becomes harder to treat, but the individual may be adversely affected in other, more
irreversible, ways (Chrzescijanski, Moyle, & Creedy, 2007). Governments in many countries
have developed national action plans on dementia, identifying the need to improve dementia
care received within general hospital settings (e.g. the National Dementia Strategy for

England, 2009; Alzheimer’s Australia, 2011).

Caring for persons with dementia

The challenges associated with caring for someone with dementia are well
documented from the perspective of relatives (Croog, Burleson, Sudilovsky, & Baume, 2006;
La Fontaine & Oyebode, 2013) and staff in long-term care settings (Brodaty, Draper, & Low,
2003; Edberg et al., 2008; Kuremyr, Kihlgren, Norberg, Astrom, & Karlsson, 1994). The
majority of research looking at the experiences of families caring for a relative with dementia
focus upon the emotional strain associated with this role (Bordaty & Donkin, 2009; Croog et
al., 2006; La Fontaine & Oyebode, 2013). High rates of burden and psychological distress, as
we all as social isolation, poor physical health and financial difficulties have been identified
(Brodaty & Donkin, 2009). Many of these studies discuss the need for support and

psychosocial intervention for this vulnerable group of caregivers.

Caring for people with dementia professionally has been described as emotionally and
physically draining (Morgan, Semchuk, Stewart, & D’Arcy, 2002), with high physical and
psychological demands (Fjelltun, Henriksen, Norberg, Gilje, & Normann, 2009). Studies
looking at staff experiences in long-term care settings tend to focus upon factors associated

with job satisfaction and burnout. Common themes reflect challenges associated with ‘the
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system’, with care staff feeling unable to balance competing demands while meeting the
complex needs of persons with dementia (Edberg et al., 2008; Kuremyr et al., 1994). Staff
often report feeling guilty for being unable to form relationships with their residents, given
the varied and exhaustive demands of the job (Jenkins & Allen, 1998; Kuremyr et al., 1994).
Both qualitative and quantitative studies highlight the need for further training in order to
improve confidence and self-efficacy, factors suggested to impact upon performance and job

satisfaction (Hughes, Bagley, Reilly, Burns, & Challis, 2008; Leung et al., 2013).

Research around the care of people with dementia from the perspectives of family
members and long-term care staff has steadily developed over many years. However, it is
only more recently that the experiences of professionals in general hospital settings have
started to be considered, as the increasing prevalence rates of patients with dementia have
been recognised. This previous lack of consideration is consistent with the lack of dementia

training available for general hospital staff.

Dementia training for general hospital staff

The lack of dementia training provided to general hospital staff has been recognised
within many international dementia strategies. For example, the National Dementia Strategy
for England (DH, 2009) highlights “marked deficits in the knowledge and skills of general
hospital staff caring for people with dementia” (p. 51). Similarly, a report for Alzheimer’s
Australia (2014) identified that “hospital staff often do not receive adequate training on

dementia” (p. 9).

Pulsford, Hope, and Thompson (2006) completed a survey of all UK universities
offering nursing degrees. They identified that adult nurse training courses provide an average
of three hours teaching on dementia over three years. Some universities have no dementia

provision whatsoever. The need to improve dementia education for medical students has also
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been acknowledged (Hasselbalch et al., 2007; Tullo & Allan, 2011). In response to this,
Health Education England (HEE) plans to review the content of pre-registration nurse and
medical education to ensure all new nurses and doctors have the right skills to work with

older people, with a focus on dementia (DH, 2014).

Post-qualification, training is described as “variable across different
providers...because of the nature of local flexibility and decision making in developing
curricula” (Doherty and Collier 2009, p. 28). Indeed, a report by the Royal College of
Psychiatrists (RCP) (2013) suggests that 41% of hospitals do not include dementia awareness
training in their staff inductions and training that is available is variable in content and
intensity. Additionally, a recent study identified that where training was available, ward
managers were largely unaware of this and reported difficulties in releasing already pressured
staff (Griffiths, Knight, Harwood, & Gladman, 2014). Recognising this deficit, recent policy
is being implemented to increase the amount of training received by staff caring for people

with dementia (DH, 2014).

Considering the experiences of general hospital staff

Policy has recognised the need for better acknowledgement of staff perspectives in the
continuing strive for high quality acute care for patients with dementia (e.g. DH, 2009; Cook,
Fay, & Rockwood, 2012). The quantitative research looking into experiences of staff in
hospital settings primarily focuses upon the management of aggressive behaviour, the
challenge of high workloads and low staff levels, as well as the perceived need for dementia
training (Bradshaw, Goldberg, Schneider, & Harwood, 2013; Gandesha, Souza, Chaplin, &
Hood, 2012; Nnatu & Shah, 2009; Weiner, Tabak, Bergman, 2003). While this provides
useful insights, such research is also constrained by the limitations of structured

questionnaires which do not necessarily permit the exploration of participants’ views in
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depth. A body of qualitative research now exists which considers staff experiences more
broadly and arguably can permit greater understanding of some of the complexities of
working with patients with dementia. Therefore, a thorough meta-synthesis of these studies is
timely to bring together their findings and develop a greater theoretical understanding of this

area.

To date, one review has considered the experiences of caring for patients with
dementia in an acute setting (Doherty & Collier, 2009). However, this was an overview of the
literature, rather than a true synthesis of the qualitative findings. Additionally, Doherty and
Collier’s (2009) review is more specifically concerned with educational issues for adult
nurses. While the current lack of training is concerning, it is important to consider
experiences as a whole, rather than potentially losing important insights by making the focus
too specific. Finally, their review focuses upon the perspectives of nurses, rather than
considering other staff groups. Given that a range of acute care professionals have direct
contact with patients with dementia, where possible, it is important to consider perspectives

from a range of disciplines.

Consequently, this paper seeks to explore and synthesise the literature relating to the
experiences of staff caring for people with dementia in general hospital settings. Using a
meta-ethnographic approach (Noblit & Hare, 1988), overarching themes will be developed

and the implications of these findings for dementia care will be discussed.
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Method

Various methods exist for synthesising qualitative research, all of which use existing
research as their primary data (Barnett-Page & Thomas, 2009). For the current review, a
meta-ethnographic approach was selected (Noblit & Hare, 1988). Meta-ethnography, unlike
meta-analysis, focuses on synthesising interpretations across studies rather than aggregating
the data. Following a process of induction and interpretation, this approach resembles the
qualitative methods of those studies it seeks to synthesise (Britten et al., 2002). Noblit and

Hare’s (1988) seven step process was utilised to conduct the current meta-synthesis.

Searching for relevant studies

The search strategy augmented electronic database searches along with manual
searching of references from relevant articles. Five databases (CINAHL, Embase, Medline,
PsycINFO and Web of Science) were used. A Boolean search was conducted to allow the

following terms to be combined:

e [dement* OR Alzheimer’s disease®* OR cognitive impair* OR vascular®* OR
confus* OR memory*]
e AND [general hospital* OR acute* OR ward* OR medical*]
e AND [staff* OR nurs* OR physician* OR practi* OR care* OR profession*
OR health care*].
Given that no thorough meta-synthesis had been completed previously, date
specifications were not implemented in the searches, conducted in January 2014. Five of the
papers included in Doherty and Collier’s (2009) review were included, along with nine

additional papers which both predated and followed their review.
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The following inclusion and exclusion criteria were applied. Papers were included if
they (1) were written in English; (2) used qualitative methods of data collection and analysis;
(3) included participants identified as a member of staff in a general hospital setting with
experience of caring for patients with dementia or cognitive impairment (suspected or
diagnosed). Studies were excluded if they (1) were quantitative studies with no qualitative
data; (2) were not supported by raw data such as quotes, described as a fundamental selection
criterion when conducting a meta-synthesis (Finfgeld, 2003); (3) were specific to palliative

care and artificial feeding or hydrating; (4) were not published in a peer-reviewed journal.

Studies focussing upon palliative care or artificial feeding and hydrating were
excluded as a number of research papers have been specifically dedicated to these topics.
Therefore, it may be more appropriate for these papers to be considered for separate review.
Within the studies included for the current synthesis, palliative care and artificial feeding or
hydrating were not discussed. After the inclusion and exclusion criteria were applied, 14
papers were found suitable for meta-synthesis. To ensure transparency, the search strategy

adopted has been detailed in Figure 1 (Bondas & Hall, 2007).

Figure 1 here

Findings from two papers were drawn from the same group of participants (Baille,
Cox, & Merritt, 2012a; Baille, Merritt, & Cox, 2012b). However, given that the focus of each
paper varied, looking at challenges (Baille et al., 2012a) and strategies (Baille et al., 2012b),

both were included for review.
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Quality appraisal

Including studies with flawed methodologies within a meta-synthesis may lead to an
equally flawed end product (Walsh & Downe, 2006). Although some authors suggest using
quality appraisal as part of their inclusion/exclusion criteria, this risks excluding relevant data
(Barbour, 2001). There is also potential for confusing the “adequacy of a description of
something in a report with the appropriateness of something that occurred in the study itself”
(Sandelowski & Barroso, 2007, p. 136). As noted above, the only exception was to exclude
studies where findings were not supported by raw data. This step was taken to ensure the
interpretations presented within the meta-synthesis were as valid as possible.

The 14 papers from the 13 research studies were all published in peer reviewed
journals, where quality has generally been assessed. However, a full appraisal was conducted,
to allow description of the range of quality within the studies and reflect upon their
contribution to the final synthesis (Atkins et al., 2008). The Critical Appraisal Skills
Programme [CASP] (2013) was utilised. However, as well as referring to qualitative
comments from the CASP (2013), comments were quantified to obtain an overall quality
score (Duggleby et al., 2010). A strong score of ‘3’ denoted extensive justification and
meeting of criteria, a moderate score of ‘2’ denoted addressing, but not elaborating on the
issue, and a weak score of ‘1’ denoted a substantial lack in meeting criteria or presenting
justification. For each study, comments and total scores were collated (Table 1). The papers
varied in their quality with scores ranging from 15 to 27. Items such as reflexivity and ethical
concerns were commonly not fully met. Additionally, although studies employed an
appropriate research design, they did not always explicitly discuss their rationale for its use.
While all papers were reflected in the synthesis, those that scored weakest on the CASP

(2013) contributed least to the final themes.
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Table 1 here

Characteristics of selected studies

Detailed descriptive, demographic and methodological data were extracted from the
14 papers, as shown in Table 2 and Table 3. Papers included data from nurses, healthcare
assistants, student nurses, medical officers, managers, occupational therapists, social workers,
physiotherapists, domestic staff, receptionists and doctors (job titles may differ in different
countries). However, the majority came solely from the perspective of nursing staff. The
number of participants ranged between 7 and 87. However, this larger number originates
from a study gathering data from quantitative questionnaires as well as qualitative comments.
The papers were published across a 12 year period, between 2002 and 2014. Studies selected
for inclusion originated from the UK (Atkin, Holmes, & Martin, 2005; Baille, Cox, &
Merritt, 2012a ; Baille, Merritt, & Cox, 2012b ; Calnan et al., 2012; Charter & Hughes,
2012; Cowdell, 2010; Fessey, 2007; Smythe et al., 2014), Ireland (Nolan, 2006; Nolan,
2007), Sweden (Eriksson & Saveman, 2002; Nilsson, Rasmussen, & Edvardsson, 2013) and
Australia (Borbasi, Jones, Lockwood, & Emden, 2006; Moyle, Borbasi, Wallis, Olorenshaw,
& Gracia, 2010). Most data was gathered using focus groups or semi-structured interviews.
While the studies utilised a number of methodological approaches, thematic analysis

accounted for the majority.

Tables 2 & 3 here
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Analysis of the papers

As previously outlined, a meta-ethnographic approach was followed in order to
achieve a synthesis while preserving the data within (Noblit & Hare, 1988). The seven steps
described by Noblit and Hare (1988) are an iterative, rather than discrete, linear process
(Pope, Mays, & Popay, 2007). They include ‘getting started’; ‘deciding what is relevant’;
‘reading the studies’; ‘determining how studies are related’; ‘translating studies into one
another’; ‘synthesising translations’; and ‘expressing the synthesis’. Steps one and two were
achieved through completing a thorough literature search and implementing set inclusion and
exclusion criteria (as described above). With repeated reading, the original findings,
including key phrases, metaphors, ideas or concepts were noted. By separating the data in this
way it became easier for the author to identify relationships, similarities and differences
between the studies. At this stage, an “initial assumption about the relationship between
studies can be made” (Noblit & Hare, 1988, p. 28). This provided the author with the raw

data to be synthesised.

Table 4 demonstrates the ideas and concepts presented by authors, which led to the
key theme ‘The unknown and undesirable’. Table 5 identifies the themes from each study

that contributed to the final five key synthesised themes.

Table 4 & 5 here

Studies were then translated into one another by comparing and synthesising the
themes emerging in one account with those in other accounts, in a step-by-step way, keeping
an open mind for new themes as they emerged. In this way, it was possible to establish
relationships between the 14 papers. Translations were compared to one another and

overarching themes were formulated that were able to encompass those of the initial studies
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while offering a new interpretation of the findings (Sandelowski & Barroso, 2007). Finally,

the synthesis was expressed in terms of the five key themes identified.

Table 6 demonstrates the studies that contributed to each of the five themes.

Table 6 here
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Results

The findings of this meta-synthesis are presented in terms of the five key themes: The
unknown and undesirable; constraints of the environmental and organisational context;
emphasising the physical health of patients; recognising the benefits of person-centred care;
and identifying the need for training.

“We just don’t know what we’re dealing with”’: The unknown and undesirable

A number of studies suggested the ability of staff to identify possible dementia was
inadequate in the general hospital setting (Atkin et al., 2005; Baille et al., 2012b; Borbasi et
al., 2006; Moyle et al., 2010; Nilsson et al., 2013). However, reasons for this lack of
recognition varied from limited knowledge and understanding of the condition (Borbasi et al.,
2006) to patients’ ability to conceal their difficulties: “We’re overlooking patients with
cognitive impairment because many of them are fantastic at hiding their handicap” (Nilsson

etal., 2013, p. 1685).

When cognitive impairment had not been previously diagnosed but was suspected,
patients were rarely exposed to appropriate assessment to confirm diagnosis or establish
understanding of need (Atkin et al., 2005; Borbasi et al., 2006; Moyle et al., 2010; Nilsson et
al., 2013). Assessments were likely to be made on subjective judgements rather than
systematic tools. One participant in Borbasi et al.’s (2006) study indicated, “Nurses would
say ‘this patient is a bit off or a bit confused’, but no one actually sat down and completed a
thorough assessment to find out why” (p. 303). Again, this often related to a lack of
knowledge of appropriate screening methods as well as limited tools, time training:

The root of the problem is basically our education, we don’t know enough about the

condition for us to screen, identify and therefore treat, that’s our problem, resources

aren’t available for us to be able to do that (Atkin et al., 2005).
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Additionally, when patients were admitted with a known diagnosis, many staff felt
uncertain about how to manage more challenging behaviours (Atkin et al., 2005; Baille et al.,
2012a; Borbasi et al., 2006; Cowdell, 2010; Eriksson & Saveman, 2002; Smythe et al., 2014),
predominantly related to communication, aggression and disorientation:

Sometimes I think, there’s a confused patient, do I re-orientate them? Do | explain

they’re in hospital? Or do I just let them think they’re in the middle of the Sahara

desert? I don’t know what’s best...I hate that feeling of not knowing what to do

(Atkin et al., 2005, p. 1082).

Participants appeared to respond to these situations differently. Some questioned their own
competency, anxious about whether they were communicating and providing care in the most
appropriate way (Baille et al., 2012a; Borbasi et al., 2006; Erkisson & Saveman, 2002).
Participants in Baille et al.’s study (2012a) identified that “nurses hate caring for people with
dementia because they feel so out of their depth” (p. 35). Others perceived it to be less
associated with their own skills, instead directing their frustrations towards the individual
with dementia (Fessey, 2007; Moyle et al., 2010; Smythe et al., 2014): “I was saying the
same thing over and over and I wasn’t getting anywhere no matter what I did...as far as [ was
concerned, it was like talking to a brick wall” (Smythe et al., 2014, p. 21). Both left
participants frustrated that the care they were providing was based upon “guess work”

(Cowdell, 2010, p. 88).

Consequently, patients with dementia could often be perceived negatively (Baille et
al., 2012a; Borbasi et al., 2006; Cowdell, 2010; Eriksson & Saveman, 2002; Smythe et al.,
2014) and assigned powerful and pervasive labels, such as being deemed “difficult”
(Cowdell, 2010, p. 87). It was suggested that these ideas became entrenched within ward
culture and impacted upon how staff interacted with patients: “Attitude is an issue...people

with dementia are treated as second class citizens” (Baille, et al., 2012a, p. 35). Additionally,
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providing their care was viewed as less prestigious compared to other disciplines (Cowdell,
2010; Moyle et al., 2008). Studies therefore highlighted the need to improve the perceived

status of people with dementia as well as the role of their caregivers.

“I often worry about them being in this system”: Constraints of the environmental and

organisational context

Participants suggested that patients with dementia were commonly admitted to
hospital due to underlying social problems, without clear medical need (Borbasi et al., 2006;
Eriksson & Saveman, 2002; Baille et al., 2012a). Often this was because family had become

unable to cope:

Several demented people come here with no medical diagnosis but they come because
their situation at home is untenable. In most cases it is the wife who cares for the
demented husband and waiting time for nursing home is too long (Eriksson &

Saveman, 2002, p. 82).

Similarly, patients admitted for medical reasons often remained on the ward if their
presenting condition improved until appropriate community support could be put in place
(Baille et al., 2012a; Borbasi et al., 2006, Eriksson & Saveman, 2002, Calnan et al., 2013).
Referrals to residential care could reportedly take up to 12 weeks, making participants
question whether patients with dementia were unjustifiably taking up beds (Borbasi et al.,

2006).

Furthermore, the ward environment was considered inappropriate for confused
individuals (Baille et al., 2012a; Borbasi et al., 2006; Eriksson & Saveman, 2002; Moyle et
al., 2010; Nilsson et al., 2013; Nolan, 2007) as high levels of noise and stimulation often

increased confusion and agitation: “The activity on the ward makes them more anxious, more



CARING FOR PATIENTS WITH DEMENTIA 1-17

worked up” (Nolan, 2007, p. 420). Additionally, it was identified that “the methods by which
we need to ensure patient safety often compounds the problem” (Borbasi et al., 2006, p. 302).
Doors would have to be locked at all times or alternatively, ‘wandersome’ patients required
“excessive and unnatural monitoring” (Moyle et al., 2010. p. 423) and were continuously

being redirected to bed. Again, this was described as frustrating and time consuming for staff.

Lack of time along with inappropriate staffing levels questioned the ability of staff to
provide even basic care, let alone care for more challenging patients (Baille et al., 2012a;
Borbasi et al., 2006; Eriksson & Saveman, 2002; Fessey, 2007; Moyle et al., 2010; Nolan,
2006; Nolan, 2007). This was despite constant demand from the top of the organisation to

“get the job done” (Nolan, 2006, p. 211):

I’ve been told ‘you don’t have time to do that’ I was like ‘I was talking to the patient
while I was helping with this, trying to calm them down a bit’...there are certain

managers who perceive that you don’t have time for that (Baille et al., 2012a, p. 34).

Given these added pressures, patients with dementia were often ignored as staff felt they did

not have time to meet their needs adequately (Baille et al., 2012b).

I don’t feel like they were treated with dignity because of time constraints...wards are
very busy environments and people with dementia can take time for you to give them
care...a lot of people would become frustrated and wouldn’t bother (Baille et al.,

2012a p. 34).

“You don’t die of confusion”: Emphasising the physical health of patients

A number of studies identified that patients with purely physical health needs were
commonly given greater priority than those also exhibiting cognitive difficulties (Atkins et

al., 2005; Baille et al., 2012a, 2012b; Borbasi et al, 2006; Calnan et al., 2012; Cowdell, 2010;
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Eriksson & Saveman, 2002; Moyle et al., 2001; Nolan, 2007). Cowdell (2010) and Baille et
al. (2012a; 2012b) suggested that the lack of knowledge and confidence around how to
communicate with and care for those with dementia led staff to focus on other patients.
Others argued that physical need was simply considered more important (Borbasi et al., 2006;
Atkin et al., 2005; Moyle et al., 2001; Nolan, 2007). Caring for and managing behaviours
associated with dementia were not seen as part of their role: “Patients with dementia require

constant attention when we have other priorities” (Borbasi et al., 2006, p. 303).

Given this hierarchy of need, one student identified a common belief that patients
with dementia should not be cared for in a general hospital setting, commenting “They [other
staff] see them as a nuisance ‘why are they here’...the attitude of staff is often that these
people are just in the way, so they usually get ignored and left to the end” (Baille et al.,
2012a, p 35). Methods were used to try and reduce the amount of time nurses were required
to spend with these patients. Students or healthcare assistants were used as “babysitters”
(Moyle et al., 2010, p. 424), allowing nurses to focus on patients with a “greater priority of
care” (Moyle et al., 2010, p. 424). Alternatively, disruptive patients with dementia were “put
in corridors so that others could sleep” (Eriksson & Saveman, 2002, p. 82) or given high
doses of sedatives to minimise their behaviours (Eriksson and Saveman, 2002). Participants
expressed that patients with dementia did not receive the same quality of care for their mental

or physical condition as those in need of medical care without dementia (Atkin et al., 2005).

“We don’t always see the person behind the confusion”: Recognising the benefits of

person-centred care

Despite the sometimes negative attitudes towards patients with dementia, in all but
one study (Smythe et al., 2014) participants acknowledged the importance of providing

person-centred care and recognising the individual rather than simply their dementia: “It’s



CARING FOR PATIENTS WITH DEMENTIA 1-19

alright having the medical info, but...people deserve more than that. They’re real

people...you know, they’ve got a personality” (Charter & Hughes, 2012, p. 584).

Important in providing individualised care was building a good relationship with
patients (Baille et al., 2012b; Borbasi et al., 2006; Nilsson et al., 2013; Nolan, 2006; Nolan,
2007): “You have to build up a kind of friendship...trust...the confused patient needs trust as
much as anyone else” (Nolan, 2006, p. 211). Promoting this relationship was suggested to
make a “real difference to patient well-being” (Borbasi et al., 2006, p. 304). However, only
one student in all 14 papers gave a specific example of relationship building, explaining
“When I give personal care I tend to ask the patient about their life, what they did when they
were younger etc.” (Baille et al., 2012b, p. 23). More common were discussions regarding the
barriers to building relationships. It was recognised that establishing a bond took time and
“authenticity” on the part of the staff member (Nolan, 2006). However, a pervasive narrative
running through all studies was that time was limited and communication was considered

difficult.

Team reflection was considered a useful way of sharing ideas about how best to care
for patients, as well as documenting relevant information (Baille et al., 2012b; Borbasi et al.,
2006; Charter & Hughes, 2012; Eriksson & Saveman, 2002). This was because “everyone’s
had experiences with the same patient and some people have built up a relationship with
them...is that something other people can learn from?” (Charter & Hughes, 2012, p. 586). It
was also considered important to maintain a person’s independence (Baille et al., 2012a;
Baille et al., 2012b; Fessey, 2007; Nolan, 2006). Examples included encouraging patients to
complete their own activities of daily living and giving patients a role on the ward e.g.

folding laundry.
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I’ve got an extra half hour here...I wonder whether they’d have a bath today or who’d
like to go out as it’s a sunny day...people don’t think like that because it’s a one off
and it’s too depressing because they realise they can’t achieve that on a daily

basis...it’s like a defence against that (Calnan et al., 2013, p. 474).

As the quote suggests however, time pressures again made it difficult to regularly engage
with patients. Therefore, staff preferred to avoid these additional aspects of care rather than

be unable to maintain them.

“I could never say I know what I’m doing”: Identifying the need for training

Given over-arching feelings of uncertainty and sometimes reluctance to care for
patients with dementia, all studies highlighted a need for better education and training. While
only two papers (Baille et al., 2012a; Baille et al., 2012b) discussed this need prior to
qualification, most wanted training once in post. It was identified that this should be delivered
to all members of staff “because everyone interacts with them” (Charter & Hughes, 2012, p.
587). In fact, nursing assistants who arguably provide the greatest amount of direct care felt
they had the least preparation “I mean as much as I love my job....I could never say I know
what I’'m doing” (Smythe et al., 2014 p. 20). Despite this resounding need, in-service training

appeared to be infrequent and often considered inappropriate.

The most common criticism of limited training was that it relied too much on
theoretical principles that did not always transfer to a ward environment (Charter & Hughes,
2012; Borbasi et al., 2006; Cowdell, 2010): “It’s just slide after slide...somebody talking
away and you switch off...when there’s stuff to act out, that’s the way I learn best” (Charter
& Hughes, 2012, p. 583). A difficulty applying theoretical principals to an acute environment

was again linked to a shortage of time and resources: “It’s all good and well when you’re
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sitting in a class room, but when you’re actually putting it into practice, you don’t have a lot

of time, you know, or the staff” (Smythe et al., 2014, p. 21).

Participants suggested various methods that might assist their understanding of
dementia. It was considered that learning from and reflecting with colleagues would provide
support and might facilitate techniques that had proved successful with certain patients
(Charter & Hughes, 2012). Additionally, observation of those with more experience was
commonly requested. One participant commented “How do you teach for dementia? The
range is so huge...you need to observe someone doing it” (Smythe et al., 2014, p. 21).
Alternatively, meeting people in the early stages of dementia, not experiencing acute medical
illness, might help staff understand the effects of the condition and better relate to the patients
for whom they cared: “To speak to someone with early onset dementia, that would be really
good training, for them to explain how they sometimes feel” (Charter & Hughes, 2012, p.

584).

Staff members who had received training with both a theoretical and psychosocial
element were often pleased with the confidence it had given and the increased understanding
it provided: “I think it gave me more patience, more confidence in how to talk to them and
more understanding that they don’t always mean to do things that they do” (Smythe et al.,

2014, p. 23).
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Discussion

In the continuing strive for high quality hospital care, the need for a better
understanding of how staff experience caring for patients with dementia within general
hospital settings has been recognised (e.g. DH, 2009; Cook, Fay, & Rockwood, 2012).
Synthesising the research to date has helped to strengthen our knowledge of this issue. The
present analysis identified five key themes each of which was contributed to by at least eight
of the papers, indicating that all provided beneficial insights to the focus of the review. None
of the themes relied solely on lower quality papers, thus giving confidence in the strength of
each. While the majority of studies focussed upon the challenges associated with caring for
patients with dementia, there were also optimistic findings indicating a desire for the care for

this group of patients to improve.

Staff attitudes towards patients with dementia

A key theme reflected within many of the studies was the lack of knowledge staff felt
they had, both in terms of communication with patients with dementia and management of
the challenging behaviours they can display. The lack of knowledge was generally associated
with limited training and resources. This reflects concerns raised in previous research
literature and policy (DH, 2009; Doherty & Collier, 2009; Holmes, Bentley, & Cameron,
2003) adding to the argument that general hospital staff are currently ill-prepared to care for
this group of patients. As articulated by a participant in Cowdell’s (2010) study, much of the

care provided is currently based upon “guess work” (p. 88).

Beliefs about challenging behaviours were identified within this synthesis as
important in determining staff attitudes towards patients with dementia. In some studies, the
difficulties associated with managing challenging behaviour and communication encouraged

staff to question their own skills and competence as care providers. However, despite
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attributing these difficulties to their own perceived short-comings, it could still result in
negative feelings towards these patients. Consistent with this, Zimmerman et al. (2005)
suggested a link between perceived competence and attitudes towards dementia, with level of
knowledge arguably linked to that competence (Hughes, Bagley, Reilly, Burns, & Challis,
2008). If staff felt insecure about their own abilities, this may contribute to the negative labels

commonly assigned to patients with dementia.

In contrast, other staff members attributed the challenges and frustrations associated
with caring as being the “fault” (Smythe, 2014, p. 23) of the person with dementia. Again,
the examples given were often related to the frustrations of communicating with those who
were unable to understand or provide information. While this idea was less prominent and
generally came from studies of lower quality, it raises important considerations regarding
how challenging behaviours are perceived. Research in the field of learning disabilities has
shown significant correlations between perceived responsibility for ‘challenging behaviour’
and the responses of those providing care (Dagnan & Cairns, 2005; Stanley & Standen,
2000). Similarly, attributional theory predicts that ‘helping behaviour’ is less likely to occur
if cause is attributed to the person being helped (Weiner, 1985). These findings appear to fit
with the experiences of staff in acute settings. Interestingly, Smythe et al. (2014) identified
that attributions of responsibility were minimised following dementia training. This suggests
that blaming the person with dementia for their behaviour may again be associated with a

lack of knowledge about the condition.

Two papers focussing upon the experiences of student nurses, identified how negative
attitudes could become entrenched within ward culture and impact upon the care patients
received (Baille et al., 2012a; 2012b). These perspectives may not have been captured by
incorporating studies solely interviewing permanent members of staff. While these papers

drew upon the same sample of participants, both were high quality and experiences are likely
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to have come from varied placements. This suggests that the findings are representative of a

number of wards caring for patients with dementia.

Hierarchy of care

In particular, students identified the tendancy amongst staff to consider those with
dementia as lower priority. Instead, attention was often directed to patients with more clearly
identifiable physical health needs. Emphasising physical health, a domain in which staff felt
confident and competent (Cowdell, 2010; Baille et al., 2012a), may be a way of
compensating for a lack of knowledge of dementia and maintaining identity as a skilled
professional. This may account for why students and health care assistants were utilised as
“babysitters” for these “low priority” patients. Of note, it appears paradoxical that despite
highlighting a lack of training as contributing to the challenge of caring for patients with

dementia, their care was often passed to those with arguably less knowledge and experience.

Alternatively, this finding may corroborate previous suggestions that dementia care is
often perceived as less prestigious than other disciplines (Ashburner et al., 2004; Health
Advisory Service, 2000; Parsons, 1951). The Parsonian model (1951) identifies that health
professionals have an obligation to bring individuals out of the ‘sick role’ so that they can
maintain their social responsibilities within society. However, caring for those with long-term
conditions threatens these obligations, as the patient’s health may not be expected to improve.
Therefore, the usually privileged position of the health professional is considered less
esteemed. By focussing upon what were considered the more skilled aspects of their role,
staff may have felt able to escape the negative associations of caring for patients with

dementia.
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Constraints of the organisational and environmental context

Participants also suggested that the organisational and environmental constraints of
the ward setting made it unsuitable for patients with dementia. The review raised particular
concerns regarding the inappropriate use of beds, associated with unnecessary admissions as
well as delayed discharges (Baille et al., 2012a; Borbasi et al., 2006, Eriksson & Saveman,
2002, Calnan et al., 2013). Consequently, participants considered themselves to be caring for
patients with dementia because of a social, rather than medical, need when community
support was not available. This perceived “bed-blocking” and belief that their medical skills
were not being effectively utilised, may add to the negative attributions placed upon these

patients.

Additionally, high levels of noise and stimulation were suggested to increase agitation
and many ‘wandersome’ patients attempted to leave the ward un-supervised. Again, staff
often felt they were monitoring patient behaviour rather than providing physical care.
Initiatives to improve hospital environments have suggested incorporating dementia friendly
designs, such as subdividing large open spaces to reduce noise as well as enhancing areas for
purposeful walking (Tadd et al., 2011; Waller, 2012). However, while the RCP (2011) found
that most wards in the UK had suitable space for patients to walk around safely, data from the
more recent UK studies incorporated within the synthesis indicate otherwise (Baille et al.,
2012a; Calnan et al., 2012). Interestingly, previous observation based research has shown that
hospital staff consider it ‘unacceptable’ for patients with dementia to walk around the wards
(Norman, 2006). Therefore, while the ward setting was considered inappropriate, it is
questionable whether the review has highlighted an issue with the hospital environment, or

again, an issue with staff attitudes towards the behaviours of those patients.
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Barriers to person-centred care

Despite the findings discussed so far, it is important to acknowledge that the majority
of those in caring professions are likely to be caring individuals. However, there was an
overarching sense that participants did not feel they were able to provide adequate care for
patients with dementia, either because of a lack of knowledge or the organisational and
resource constraints placed upon them. Additionally, pressures identified from the top of the
organisation to “get the job done” (Nolan, 2006, p. 11) were likely to contribute to feelings of
inadequacy and thus potentially exacerbate negative feelings towards patients with dementia.
However, such feelings may be cognitively dissonant with staff’s core beliefs about

themselves as caring individuals (Dagnan, Trower, & Smith, 1998).

Participants in all but one study (Smythe et al., 2014) identified the importance of
ensuring individualised, person-centred care. The ‘VIPS’ framework® (Brooker, 2004),
summing up elements of Kitwood’s (1997) philosophy of person-centred care, recognises that
getting to know the person helps staff understand their perspectives and meet individual
needs. Although this was recognised by a number of staff, only one participant gave an
example of putting this into practice; attempting to communicate with patients about their
lives while providing personal care (Baille et al., 2012b). This may be representative of the
supernumerary position of most students on placement (Royal College of Nursing, 2007).
Indeed, for the majority of participants, time and resource limitations were considered

barriers to taking time to talk to patients and building relationships.

Participants also acknowledged the need to maintain patient independence in the

promotion of person-centred care. Models attest to the centrality of the need to work with

v — valuing people with dementia and those who care for them
| —treating people as individuals
P — looking at the world through the perspective of the person with dementia
S —a positive social environment in which the person with dementia can experience relative well-bing
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people with dementia, rather than for them (Cheston & Bender, 2003; Edvardsson et al.,
2010). Despite this, dementia within general hospitals has been associated with a loss of
independence (Zekry et al., 2009). Again, the synthesis highlights how staff did not feel they
had the time or resources to encourage patients to maintain their abilities. For example, it was
considered quicker to wash someone than to assist them in washing themselves (Borbasi et

al., 2006).

These findings correspond with previous research suggesting that working within a
medical culture works against person-centred care and contributes to feelings of inadequacy
in relation to meeting patients’ needs (Goff, 2000; Wolf, Ekman, & Dellenborg, 2012). Even
when staff acknowledged how person-centred care might be achieved, for the majority,
putting this into practice was not deemed possible. To avoid further feelings of inadequacy,
this may account for why staff preferred to avoid these aspects of care rather than feel guilty

for being unable to maintain them.

Identifying the need for training

Perhaps not surprisingly given the challenges identified in caring for people with
dementia on general hospital wards, all studies highlighted a need for further training. The
review supports the wealth of evidence that dementia education for healthcare professionals
from all disciplines should be improved (DH, 2009; Doherty & Collier, 2009; Tullo & Allan,
2011). Although the need for pre-registration training was only mentioned in studies
including students in their data collection (Baille et al., 2012a; 2012b), this supports Pulsford
et al.’s (2006) survey highlighting the continued lack of dementia teaching available for

students specialising in adult nursing.

Training for qualified staff was also perceived to be lacking (Charter & Hughes, 2012;

Cowdell, 2010; Smythe et al., 2014). However, recent national training programmes have
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been mandated to ensure that all NHS staff looking after patients with dementia receive
foundation level training to spot the early symptoms of dementia and have a better
understanding of how to interact with those with dementia (DH, 2014; RCN, 2013). HEE has
already ensured that 100,000 NHS staff have received foundation level training and aim to

roll it out to a further 250,000 staff by March 2015 (DH, 2014).

While there remains a paucity of work looking at the impact of dementia training in
general hospitals, the limited research available appears promising. Galvin et al. (2010) and
more recently Elvish et al. (2014) found that training for general hospital staff led to
immediate improvements in staff knowledge and confidence in caring for people with
dementia. The training covered aspects such as encouraging and recognising the importance
of communication, providing person-centred care and the impact of the hospital environment.
Importantly, Elvish et al.’s (2014) training promoted small shifts towards a more person-
centred perspective regarding behaviours that challenge. These elements appear to address

many of the issues identified as problematic for general hospital staff.

Clinical implications

Overall, the synthesis identifies that greater consideration needs to be given to general
hospital staff caring for patients with dementia. A lack of knowledge and understanding
around communication and challenging behaviours runs throughout a number of studies and
can result in reduced confidence and an increase in negative attitudes towards these patients.
This has been shown to impact upon the reluctance of staff to provide their care. In response,
the need for dementia training for all acute care professionals is paramount. This may have
positive implications in improving knowledge, confidence, attitudes and therefore patient
care. As suggested, the research to date has shown positive outcomes (Elvish et al., 2014;

Galvin et al., 2010; Hughes et al., 2008).
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The review has also highlighted that getting to know the patient and encouraging the
maintenance of their abilities is important in ensuring person-centred care. However,
organisational constraints, such as time and resources, as well as uncertainty around how to
communicate and build relationships make this challenging to uphold within a ward context.
While in the current economic climate it is unlikely that these organisational constraints will
reduce, it is possible that group supervision or team reflection might allow staff to share
knowledge and generate ideas for best achieving person-centred care. Similarly, dementia
passports have been implemented in a number of hospitals as a communication tool enabling

staff to learn more about the patients for whom they care (RCN, 2013).

Limitations of review

Given the time and resource constraints of the project, quality appraisal of the studies
included within the review were only completed by the researcher and not validated by
supervisors. Therefore it is possible that others may interpret the quality of the individual

studies differently.

Additionally, the literature search strategy was conducted solely by the researcher.
Although the strategy was discussed with supervisors, it is possible that the search terms used
could have been more refined (e.g. to include ‘experiences’). This is likely to have reduced
the number of initial abstracts to review and may therefore make the literature search easier

to replicate.

Limitations of studies and future research

The range of countries from where the papers originated is relatively small. Therefore,
it is unclear at this stage to what extent the findings are representative of the situation

internationally. Additionally, the majority of studies came from the perspectives of those in
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nursing professions with a smaller number including participants from other disciplines. Only
Calnan et al.’s (2013) study included participants who had direct contact with patients with
dementia but not in a clinical capacity, such as domestic staff and receptionists. Given that
“everyone interacts with them” (Charter & Hughes, 2012, p. 587), it would add further
interest to the meta-synthesis to gather perspectives from the range of professionals who have

contact with these patients.

Finally, although all participants had experience of caring for people with dementia, it
was often not made clear what wards they were recruited from and how much contact they
had with these patients. For example, some wards predominantly held older adults which
might suggest a higher proportion of patients with dementia, whereas others were more
general e.g. A&E. This might impact upon how experienced staff become in caring for
patients with dementia. Only one study (Moyle et al., 2010) emphasised the difference ward
speciality had on experiences, suggesting surgical wards and surgical nurses were least
sympathetic towards people with dementia. It might be interesting to take this finding further

to determine the reasons behind this distinction.

Conclusion

The synthesis has considered how staff in general hospital settings experience caring
for patients with dementia. In particular, it has identified a common lack of knowledge and
understanding, particularly with regard to communication and behaviours that are considered
challenging. This has been identified as contributing to low staff confidence and often
negative attitudes towards these patients. The organisational and resource constraints placed
upon hospital staff can also contribute to feelings of inadequacy and an inability to provide

person-centred care. The benefits of dementia training have been recognised. This may have
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positive implications in improving knowledge, confidence, attitudes and therefore the care

that is provided to patients with dementia.
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Studies Statement f(f;pc;)urgﬁtr;?it\?e Appropriate Recruitment Data_m Reflexivity of Ethical issues Data analysis Findings Value of the Final
of aims research design strategy collection researcher research score
Atkin, K., 3 —clear 2 —appropriate 2 — limited 2 — brief 2 — brief 1-no 1 —no explicit 2 — description 2 — findings 2 — contributions 19
Holmes, J.,  rationale methodology justification  explanation  explanation  description of  discussion of of process but  explicit but to existing
& Martin, and but not clearly  for research  of sample, of data role and ethical not clear how  limited, useful knowledge and
C. (2005). statement explained designused  not of collection position of considerations researcher discussion of implications for
of aims recruitment authors or arrived at evidence and future practice
strategy potential themes numerous quotes briefly discussed,
influence provided to but not future
support findings research
Baille, L., 3 —clear 3 —clear and 3 —clear 3 —clear 3 —data 1-no 3 — ethical 2 —some 2 — findings 2 — contributions 25
Cox, J., & rationale appropriate rationale and explanation  collection description of  approval description of  explicit with to existing
Merritt, J. and explanation of  justification of howand  fully role and detailed as well ~ process but no  useful discussion knowledge and
(2012). statement methodology for research ~ why detailed and  position of as measuresto  demonstration  of evidence, implications for
of aims chosen designused  participants  justified authors or ensure ethical nuMerous quotes future practice
recruited potential standards provided but no discussed, but not
influence discussion of future research
contradictory
findings
Baille, L., 3 —clear 3 —clear and 3 —clear 3 —clear 3 —data 1-no 3 — ethical 2 —some 2 — findings 2 — contributions 25
Merritt, J., rationale appropriate rationale and explanation  collection description of  approval description of  explicit with to existing
& Cox, J. and explanation of  justification of howand  fully role and detailed as well ~ process but no  useful discussion knowledge and
(2012). statement methodology for research ~ why detailed and  position of as measuresto  demonstration  of evidence, implications for
of aims chosen designused  participants  justified authors or ensure ethical numerous quotes future practice
recruited potential standards provided but no discussed, but not
influence discussion of future research
contradictory
findings
Borbasi, S., 3 -—clear 3 —clear and 2 — limited 3 —clear 3 —data 1-no 3 — ethical 3 —clear 3 —findings 2 —describes 26
Jones, J., rationale appropriate justification  explanation  collection description of  approval description of ~ explicit, numerous  contribution to
Lockwood, and explanation of ~ forresearch  of howand  fully role and detailed as well ~ process and and useful quotes  existing
C,& statement methodology designused  why detailed and  position of as measuresto  thematic provided and knowledge and
Emden, C. of aims chosen participants  justified authors or ensure ethical summary exploration of clinical
(2006). recruited potential standards provided contradictory implications but
influence findings no reference to

future research
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Calnan, S, and explanation of  forresearch  of howand  fully role and detailed with analytic quotes provided to  knowledge and
Hillman, A., statement  methodology designused  why detailed and  position of measures to process back them up. No  implications for
Read, S., & ofaims chosen participants  justified authors or ensure ethical exploration of future practice
Bayer, A. recruited potential standards contradictory discussed as well
(2012). influence findings as brief
discussion of
future research
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of aims chosen participants  justified authors or measures to exploration of clinical
recruited potential ensure ethical contradictory implications but
influence standards findings no reference to
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Cowdell, F. 3 —clear 2 —appropriate 3 —clear 2 — brief 3 —data 3- 3 — ethical 2 —some 3 —findings 2 — contributions 27
(2010). rationale methodology rationale and explanation  collection assumptions approval description of  explicit, numerous to existing
and but not clearly justification  of sample, fully and experience detailed as well ~ process butno  and useful quotes  knowledge and
statement explained for research  not of detailed and  of authors as measuresto  examples of provided and implications for
of aims designused  recruitment  justified detailed and ensure ethical how themes contradictory future practice
strategy how managed  standards developed findings explored  discussed, but not
future research
Eriksson, C. 3 —clear 2 —appropriate 2 — limited 3 —clear 3 —data 1-no 3 — ethical 2 — process 3 —findings 2 — describes 24
& Saveman, statement methodology  justification  explanation  collection description of  approval detailed butno  explicit, limited contribution to
B. (2002). of aimsof  butnotclearly forresearch ofhowand  fully role and detailed as well ~ examples of but useful quotes existing
study explained designused  why detailed and  position of as measuresto  how themes provided and knowledge and
participants  justified authors or ensure ethical developed contradictory clinical
recruited potential standards findings explored  implications but
influence no reference to
future research
Fessey, V. 2 — brief 2 —appropriate 1 -no 1-very 2 — brief 1-no 1 - no explicit 2 —some 1 — qualitative 2 — contributions 15
(2007). explanatio  methodology  justification  limited description  description of  ethical description of  findings briefly to existing
n of but not clearly  for design description  of data role and considerations process butno  discussed, very knowledge and
rationale explained used of sample collection position of examples of few quotes implications for
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of aims research design strategy collection researcher research score
and aims authors or how themes provided to future practice
potential developed support findings briefly
influence discussed, but not
future research
Moyle, W., 3 —clear 2 —appropriate 3 — clear 2 —full 3 —data 1-no 2 — brief ethical 2 — process 3 —findings 3 —contributions 24
Borbasi, S.,  rationale methodology rationale and explanation  collection description of  approval detailed butno  explicit, numerous  to existing
Wallis, M.,  and but not clearly justification  of sample fully role and detailed with examples of and useful quotes  knowledge and
Olorenshaw, statement explained for research  but limited detailed and  position of limited detail of how themes provided and implications for
R., & of aims designused  recruitment  justified authors or measures to developed contradictory future practice
Gracia, N. strategy potential ensure ethical findings explored  discussed. Brief
(2010). influence standards suggestions for
future research
Nilsson, A., 3 —clear 2 —appropriate 2 — limited 2 — limited 3 —data 2 — limited 3 — ethical 3 —in-depth 3 —findings 3 —contributions 26
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B.H., & and but not clearly ~ for research  of sample fully reflexivity of detailed as well  analysis and useful quotes ~ knowledge and
Edvardsson, statement explained designused  and detailed and  researchers as measuresto  process provided and implications for
D. (2013). of aims recruitment  justified ensure ethical contradictory future practice
strategy standards findings explored  discussed as well
as suggestions for
future research
Nolan, L. 3 —clear 2 —appropriate 2 — limited 2 — limited 2 — brief 2 — limited 2 —brief ethical 2 —some detail 2 — findings and 2 —some 21
(2006). rationale methodology justification  description  description description of  approval of process but  credibility discussion of
and but not clearly ~ for research  of sample of data use of detailed with no examples discussed, relevance of
statement  explained designused  and collection reflective limited detail of  provided numerous and findings and
of aims recruitment journal but not  measures to useful quotes implications
strategy of authors ensure ethical provided but
position standards limited discussion
of contradictory
findings
Nolan, L. 3 —clear 2 —appropriate 2 — limited 2 — limited 2 — brief 2 — limited 2 — brief ethical 2 —some detail 2 — findings and 2 —describes 21
(2007). rationale methodology  justification  description  description  description of  approval of process but  credibility contribution to
and but not clearly ~ for research  of sample of data use of detailed with no examples discussed, existing
statement explained designused  and collection reflective limited detail of provided numerous and knowledge and
of aims recruitment journal but not  measures to useful quotes clinical
strategy of authors ensure ethical provided but implications but
position standards limited discussion  no reference to

of contradictory

future research
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Studies Statement for qualitative Approprlate Recruitment Datat Reflexivity of Ethical issues Data analysis Findings Value of the Final
of aims research design strategy collection researcher research score
findings
Smythe, A.,, 3 —clear 2 —appropriate 1 -no 1-—very 3 —data 1-no 2 — brief ethical 2 — limited 2 — qualitative 2 —discussion of 19
Jenkins, C.,  rationale methodology justification  limited collection description of ~ approval detail of findings briefly relevance of
Harries, M., and but not clearly  for design description  fully role and detailed with analysis discussed with findings, limited
Wright, J., statement explained used of sample detailed and  position of limited detail of  process, no small number of attention to future
Dee, P, of aims justified authors or measures to examples useful quotes. research or
Bentham, potential ensure ethical provided Brief discussion of  clinical
P, & influence standards evidence and implications
Oyebode, J. contradictory

(2014).

findings
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Table 2: Demographic information of the participants included within the meta-synthesis

Study

Sample

Gender

Location

Country

Atkin, K., Holmes, J., &

19 registered staff nurses

Femalen =17

Sites within an acute

United Kingdom

Martin, C. (2005). Malen=2 hospital trust
Baille, L., Cox, J., & 20 2" and 3" year Not stated Recruited from one United Kingdom
Merritt, J. (2012a). students, 6 in each focus university in England

group
Baille, L., Merritt, J., & 20 2" and 3" year Not stated Recruited from one United Kingdom
Cox, J. (2012b). students, 6 in each focus university in England

group
Borbasi, S., Jones, J., 4 senior medical officers, 5 | Not stated 3 large teaching hospitals | Australia

Lockwood, C., & Emden,
C. (2006).

clinical nurse consultants,
3 clinical nurses, 3 nurse
unit managers, 1 registered
staff nurse, occupational
therapists, 3 social
workers, 1 assistant

director of nurses, 1
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physiotherapist
Calnan, M., Tadd, W. Ward managers, registered | Not stated Four wards in four clinical | United Kingdom
Calnan, S., Hillman, A., staff nurses, healthcare areas in four trusts
Read, S., & Bayer, A. assistants, domestic staff,
(2012). receptionists, doctors,
physiotherapists,
occupational therapists
Charter, K. & Hughes, N. | 4 registered staff nurses, 3 | Not stated Mixed gender acute United Kingdom
(2012). healthcare assistants elderly medical ward
Cowdell, F. (2010). 18 interviews with Not stated 3 wards in one acute United Kingdom

registered staff nurses and

healthcare assistants

hospital

Eriksson, C. & Saveman,
B. (2002).

12 registered staff nurses

Female n =12

5 acute wards, 1 A&E

department

Sweden

Fessey, V. (2007).

87 registered staff nurses

Not stated

“Acute hospital wards”

United Kingdom
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Moyle, W., Borbasi, S., 1 medical doctor, 2 acute | Not stated Acute medical or surgical | Australia
Wallis, M., Olorenshaw, care nursing directors, 1 wards in large hospital
R., & Gracia, N. (2010). clinical nurse consultant, 3
nursing unit managers, 2
clinical nurses, 1
registered staff nurse, 3
healthcare assistants
Nilsson, A., Rasmussen, 3 licensed practical nurses, | Not stated 20 bed cardiology ward Sweden
B. H., & Edvardsson, D. 4 registered staff nurses, 2
(2013). doctors
Nolan, L. (2006). 7 registered staff nurses Femalen=7 Unit caring for acutely ill | Ireland
older persons in large
acute hospital
Nolan, L. (2007). 7 registered staff nurses Femalen=7 Specialist unit caring for Ireland
older persons in a large
acute hospital
Smythe, A., Jenkins, C., 15 participants from Not stated 3 wards within acute United Kingdom

Harries, M., Wright, J.,
Dee, P., Bentham, P., &
Oyebode, J. (2014).

nursing and service

settings

hospital
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Study

Focus

Sampling strategy

Data collection

Data analysis

Atkin, K., Holmes, J., &
Martin, C. (2005).

Training needs of general
nurses to care for patients

with dementia

Not stated

Focus groups

Framework Analysis

Baille, L., Cox, J., &
Merritt, J. (2012a).

Explore adult nursing
students’ experiences of
the challenges of caring
for older people with

dementia in hospital

Self-selection following
receipt of information

packs

Focus groups

Thematic Analysis

Baille, L., Merritt, J., &
Cox, J. (2012b).

Explore adult nursing
students’ experiences of
appropriate strategies for
caring for older people

with dementia in hospital

Self-selection following
receipt of information

packs

Focus groups

Thematic Analysis

Borbasi, S., Jones, J.,
Lockwood, C., & Emden,
C. (2006).

Health care professionals’
experiences of managing

patients who have

Purposive sampling —
healthcare professionals
identified by key

Semi-structured interviews

Thematic Analysis
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dementia but are in
hospital for treatment of
non-dementia related

illness

personnel. Self-selection if

they wished to participate

Calnan, M., Tadd, W.
Calnan, S., Hillman, A.,
Read, S., & Bayer, A.
(2012).

To identify aspects of the
ward environment and
activity, processes and
organisation that maintain
and challenge dignity of
older people from the
perspective of staff (as
well as patients and
relatives)

Self-selection

Semi-structured interviews

Thematic Analysis

Charter, K. & Hughes, N.

(2012).

To consider dementia
education for healthcare
workers in hospital from
the perspective of staff
nurses and healthcare

assistants

Self-selection following
receipt of information

sheet

Focus groups

Grounded Theory
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Cowdell, F. (2010).

To explore the experiences
of nursing staff (and
patients) of the care
received by older people
with dementia in acute

hospitals

Not stated

Semi-structured interviews

Grounded Theory

Eriksson, C. & Saveman,
B. (2002).

To describe nurses’
experiences of difficulties
related to caring for
patients with dementia in

acute care setti ngs

Possible participants
selected by managers and

consent given

Semi-structured interviews

Thematic Analysis

Fessey, V. (2007).

To explore the knowledge,
understanding and
implications for care of
adult nurses working with
patients with dementia in

general hospital wards

Not stated

Qualitative comments

taken from questionnaire

Thematic Analysis

Moyle, W., Borbasi, S.,
Wallis, M., Olorenshaw,

To explore the

management of older

Senior management asked

staff to voluntarily

Semi-structured interviews

Phenomenologically

informed thematic analysis
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R., & Gracia, N. (2010).

people with dementia in an
acute hospital setting from
perspective of staff

participate in the study if
fit criteria

Nilsson, A., Rasmussen,
B. H., & Edvardsson, D.
(2013).

To develop an
understanding of the
processes hindering
person-centred care for
older people with
cognitive impairment in

acute care setti ngs

Theoretical sampling but
recruitment method not

specified

Semi-structured interviews

(as well as observations)

Grounded Theory

Nolan, L. (2006).

To explore nurses’
experiences of caring for
older persons with
dementia in an acute

hospital setting

Purposive sampling to
identify set of participants
who fit criteria but
recruitment method not

specified

Non-directive

conversational interviews

Thematic Content

Analysis

Nolan, L. (2007).

To consider the
experiences of nurses
caring for people with

dementia within an acute

Purposive sampling

Non-directive

conversational interviews

Thematic Content

Analysis
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hospital setting

Smythe, A., Jenkins, C., To evaluate psychosocial
Harries, M., Wright, J., training from the

Dee, P., Bentham, P., & perspective of staff
Oyebode, J. (2014). working with people with
dementia in an acute

hospital setting

Self-selecting by signing
up to study following

advertisement

Focus groups

Thematic analysis
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Table 4: Ideas and concepts presented within studies which led to the key theme ‘The

unknown and undesirable’

Ideas Concepts Theme

Need for dementia to be identified e . . The unknown and
Identifying dementia undesirable

early for treatment to be effective
Dementia overlooked due to lack of
time and knowledge

Patients with dementia ““fantastic at

hiding their handicap”

Need for more thorough assessment . .
Screening for cognitive status

No routine to assess cognitive status

Assessments made on subjective

judgements

Lack of resources available to screen

Use and application of screening

instruments

Staff with knowledge about dementia

asset but minority Developing a dementia

Special extended practice role created specialist role
Specialist recommended to give
pastoral and occupational support
Engage with patients independent of
nursing need

Someone to call up to spend time with
patient and assess them

Require staff with awareness of need
Specialists available but not for

dementia
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CB’s as indicative of the dementia
pathology

Need to understand CB to provide
effective care

Determining reasoning behind
behaviour

Not understanding variations and
implications in dementia

Understanding perspective

Avoiding caring for pts with dementia

when feeling out of depth

Re-orientating increases confusion
and agitation

Unable to communicate their needs
PwD cannot be reached

Fear of patients is upsetting
Frustration of repeating self
Uncertainty of how to respond to
confusion

Promoting comfort through
communication

Using clear information and
explanations

Non English speaking staff

Avoiding emotional encounters

Caring for dementia considered
unskilled and not prestigious
Practice would improve if older
people seen more desirable

Carrying negative feelings towards

Understanding impact of

dementia

Out of depth

Managing confusion

Negative perceptions impact
upon interaction
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patients

Entrenched stereotypes

Attitude as much an issue as time
Treated as second class citizens
Seen as additional work

Assigned powerful and pervasive
labels

Influenced by and influencing ward
culture

Labels impact interaction

Pwd blamed for behaviour rather than
management technique

Focus on moving patient on




CARING FOR PATIENTS WITH DEMENTIA 1-61

Table 5: Themes from each study that contributed to the five key synthesised themes

Synthesised Themes Original Study Themes

The unknown and undesirable - Older people with mental illness are
identified through their behaviour
(Atkin et al., 2005)

- General nurses perceive themselves
as lacking the skills needed to
recognise and manage mental illness
(Atkin et al., 2005)

- General nurses perceptions of their
training needs (Atkin et al., 2005)

- Organisational culture (Baille et al.,
2012a)

- Deficits in knowledge, skills and
attitudes of staff and students (Baille
etal., 2012a)

- The struggle to provide care (Baille et
al., 2012a)

- Emotional needs and communication
(Baille et al., 2012a)

- The acute care built environment
(Borbasi et al., 2006)

- The acute care operational system
(Borbasi et al., 2006)

- Key players within the acute care
system (Borbasi et al., 2006)

- Role of staff (Borbasi et al., 2006)

- Current dementia care practice in the
acute setting (Borbasi et al., 2006)

- Skills and training (Calnan et al.,
2012)

- The ward culture (Calnan et al., 2012)
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Learning about dementia (Charter &
Hughes, 2012)

Learning from specialists (Charter &
Hughes, 2012)

Philosophies of caring for people with
dementia (Cowdell, 2010)

The value that staff attach to their
work (Cowdell, 2010)

The ability of staff to provide care
(Cowdell, 2010)

Ethically difficult situations which
can lead to abuse (Eriksson &
Saveman, 2002)

Difficulties related to disorderly
conduct among patients with
dementia (Eriksson & Saveman,
2002)

Difficulties related to the organisation
of acute care as an obstacle to good
nursing care of dementia patients
(Eriksson & Saveman, 2002)
Knowledge and understanding
(Fessey, 2007)

Attitudes towards dementia and
implemented care (Fessey, 2007)
Defining confusion (Moyle et al.,
2010)

Everyday challenges (Moyle et al.,
2010)

The physical environment (Moyle et
al., 2010)

Specialling as care management
(Moyle et al., 2010)
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Falling behind in meeting the needs
of older patients with cognitive
impairment (Nilsson et al., 2013)
Working without consensus about the
care of older patients with cognitive
impairment (Nilsson et al., 2013)
Caring as an ethical way of being
(Nolan, 2006)

Constraints of the environmental and
organisational context

Physical environment (Baille et al.,
2012a)

Organisational culture (Baille et al.,
2012a)

Mobility (Baille et al., 2012a)
Flexible and creative care approaches
(Baille et al., 2012b)

The acute care built environment
(Borbasi et al., 2006)

Current dementia care practice in the
acute setting (Borbasi et al., 2006)
Recommendations for dementia care
practice in the acute setting (Borbasi
et al., 2006)

The environment of care (Calnan et
al., 2012)

Skills and training (Calnan et al.,
2012)

The organisational context (Calnan et
al., 2012)

The ward culture (Calnan et al., 2012)
The value that staff attach to their
work (Cowdell, 2010)

Ethically difficult situations which
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can lead to abuse (Eriksson &
Saveman, 2002)

- Difficulties related to disorderly
conduct among patients with
dementia (Eriksson & Saveman,
2002)

- Difficulties related to the organisation
of acute care as an obstacle to good
nursing care of dementia patients
(Eriksson & Saveman, 2002)

- Focus on acute problems (Moyle et
al., 2010)

- The physical environment (Moyle et
al., 2010)

- Specialling as care management
(Moyle et al., 2010)

- Working in a disease orientated and
efficiency driven organisation
(Nilsson et al., 2013)

- Working within a busy and inflexible
environment (Nilsson et al., 2013)

- Caring as an ethical way of being
(Nolan, 2006)

- The reality of caring (Nolan, 2007)

- The meaning of caring (Nolan, 2007)

- Older people with mental illness are
Emphasising the physical health of

patients identified through their behaviour

(Atkin et al., 2005)

- General nurses perceive themselves
as lacking the skills needed to
recognise and manage mental illness
(Atkin et al., 2005)
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- General nurses do not believe older
people with mental illness get a good
service in general hospitals (Atkin et
al., 2005)

- Organisational culture (Baille et al.,
2012a)

- Deficits in knowledge, skills and
attitudes of staff and students (Baille
etal., 2012a)

- Emotional needs and communication
(Baille et al., 2012a)

- Key players within the acute care
system (Borbasi et al., 2006)

- The organisational context (Calnan et
al., 2012)

- Philosophies of caring for people with
dementia (Cowdell, 2010)

- The ability of staff to provide care
(Cowdell, 2010)

- Ethically difficult situations which
can lead to abuse (Eriksson &
Saveman, 2002)

- Difficulties related to disorderly
conduct among patients with
dementia (Eriksson & Saveman,
2002)

- Focus on acute problems (Moyle et
al., 2010)

- Focus on safety (Moyle et al., 2010)

- Specialling as care management
(Moyle et al., 2010)

- Optimal care practices (Moyle et al.,
2010)
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Falling behind in meeting the needs
of older patients with cognitive
impairment (Nilsson et al., 2013)
Working in a disease orientated and
efficiency driven organisation
(Nilsson et al., 2013)

The meaning of caring (Nolan, 2007)

Recognising the benefits of person-centred
care

Deficits in knowledge, skills and
attitudes of staff and students (Baille
etal., 2012a)

Getting to know the patient and
building a relationship (Baille et al.,
2012b)

Flexible and creative care approaches
(Baille et al., 2012b)

Comfort and communication (Baille
etal., 2012b)

The acute care operational system
(Borbasi et al., 2006)

The role of staff (Borbasi et al., 2006)
Current dementia care practice in the
acute setting (Borbasi et al., 2006)
Recommendations for dementia care
practice in the acute setting (Borbasi
et al., 2006)

The organisational context (Calnan et
al., 2012)

The ward culture (Calnan et al., 2012)
Learning about the person (Charter &
Hughes, 2012)

The ability of staff to provide care
(Cowdell, 2010)
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Difficulties related to the organisation
of acute care as an obstacle to good
nursing care of dementia patients
(Eriksson & Saveman, 2002)
Attitudes towards dementia and
implemented care (Fessey, 2007)
Challenging behaviours (Fessey,
2007)

Defining confusion (Moyle et al.,
2010)

Focus on safety (Moyle et al., 2010)
Specialling as care management
(Moyle et al., 2010)

Optimal care practices (Moyle et al.,
2010)

Caring as an ethical way of being
(Nolan, 2006)

Embracing each other — bonding
(Nolan, 2006)

Working with relatives/carers in this
process (Nolan, 2006)

The reality of caring (Nolan, 2007)
Caring for people with dementia who
are agitated or aggressive differs from
caring for people with dementia who
are not agitated or aggressive (Nolan,
2007)

The meaning of caring (Nolan, 2007)

Identifying the need for training

General nurses perceive themselves
as lacking the skills needed to
recognise and manage mental illness
(Atkin et al., 2005)
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General nurses perceptions of their
training needs (Atkin et al., 2005)
Deficits in knowledge, skills and
attitudes of staff and students (Baille
etal., 2012a)

Flexible and creative care approaches
(Baille et al., 2012b
Recommendations for dementia care
practice in the acute setting (Borbasi
et al., 2006)

Skills and training (Calnan et al.,
2012)

Learning about dementia (Charter &
Hughes, 2012)

Learning about the person (Charter &
Hughes, 2012)

Learning from each other (Charter &
Hughes, 2012)

Learning from specialists (Charter &
Hughes, 2012)

The ability of staff to provide care
(Cowdell, 2010)

Difficulties related to the organisation
of acute care as an obstacle to good
nursing care of dementia patients
(Eriksson & Saveman, 2002)
Attitudes towards dementia and
implemented care (Fessey, 2007)
Knowledge and understanding
(Fessey, 2007)

Defining confusion (Moyle et al.,
2010)

Optimal care practices (Moyle et al.,
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2010)

- Working without consensus about the
care of older patients with cognitive
impairment (Nilsson et al., 2013)

- Caring as an ethical way of being
(Nolan 2006)

- The meaning of caring (Nolan 2007)
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Table 6: Description of which studies contributed to each of the key themes:

(1) The unknown and undesirable; (2) Constraints of the environmental and
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organisational context; (3) Emphasising the physical health of patients; (4) Recognising

the benefits of person-centred care; and (5) Identifying the need for training

Themes

Papers

1 2 3 4 5
Atkin, Holmes, & Martin, 2005 X X X X
Baille, Cox, & Merritt, 2012a X X X X X
Baille, Merritt, & Cox, 2012b X X X
Borbasi, Jones, Lockwood, & Emden, 2006 X X X X X
Calnan, Tadd, Calnan, Hillman, Read, & Bayer, X X X
2012
Charter & Hughes, 2012 X X X
Cowdell, 2010 X X X X X
Eriksson & Saveman, 2002 X X X X X
Fessey, 2007 X X X
Moyle, Borbasi, Wallis, Olorenshaw, & Gracia, X X X X X
2010
Nilsson, Rasmussen, & Edvardsson, 2013 X X X X
Nolan, 2006 X X X X
Nolan, 2007 X X X X
Smythe, Jenkins, Harries, Wright, Dee, Bentham, X X

& Oyebode, 2014
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Abstract
Objectives: Deceptive practice has been shown to be endemic in dementia care, particularly
within long-term care settings. However, deception remains controversial and there is no
clear consensus regarding its use. Given the aging population, increasing numbers of patients
within general hospitals have a diagnosis of dementia and recent research suggests hospital
staff face similar dilemmas regarding the acceptability of deceiving their patients. The current
study aimed to gather a greater understanding of the experiences of hospital staff, in

particular exploring their decision-making processes when choosing whether to deceive.

Method: This qualitative study drew upon a constructivist grounded theory approach
(Charmaz, 2006) to analyse data gathered from semi-structured interviews with a range of
hospital staff. A model, grounded in participant experiences, was developed to describe their

decision-making processes.

Results: Participants identified particular ‘triggers’ that set in motion the need for a response.
Various ‘mediating factors’, including lack of guidance and communication, relationship with
the patient and consideration of ethical framework, influenced how staff chose to ‘respond’ to
these ‘triggers’. These factors were often affected by whether the participant was a qualified
or non-qualified member of staff. When possible, participants would generally avoid lying or
telling the truth to patients. Instead, distracting or ‘passing the buck’ to another member of

staff were preferred.

Conclusion: The study adds to the growing research regarding the use of lies in dementia
care by considering the decision-making processes for staff in general hospital settings.
Various factors have been identified as influencing how staff choose to respond to patients
and whether deception is used. However, many staff remain uncertain of what is acceptable

and would welcome further discussion and guidance on the issue.
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Introduction

Dementia

Dementia is a term used to describe a range of neurodegenerative processes including
memory loss, a decline in functional ability and difficulties in communication (World Health
Organisation [WHOY], 2012). Cognitive decline associated with dementia can also result in
disorientation and confusion, often leading to those with dementia inhabiting different

realities to those around them (Stokes, 2000).

It is estimated that 35.6 million people worldwide live with dementia, which typically,
although not exclusively, affects individuals over the age of 65 (Prince et al., 2013). In the
UK, approximately 5% of people over 65 live with dementia and by the age of 80 that
prevalence increases to approximately 20% (Department of Health, 2009). The challenges
associated with caring for someone with dementia are well documented, particularly in long-
term care settings (Brodaty, Draper, & Low, 2003; Edberg et al., 2008). Ballard et al. (2001)
found standards of care in such settings to be poor, predominantly due to the low quality
interaction between staff and residents. Indeed, Kitwood (1997) described the resulting
culture that develops within these settings as ‘malignant social psychology’, suggesting one

of the hallmark features of such cultures was deception.

Defining deception

‘Deception’ and ‘lies’ are concepts that have been studied in a number of social
contexts, described as “a feature of everyday life found in personal, occupational and political
interactions” (Hunt and Manning, 1991, p. 65). It is suggested that lies may be used in a
number of different ways, but are most commonly employed to control information being

given and received within conversations (Turner, Edgley, & Olmstead, 1975). However,
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Blum (1994) suggested that lying in relation to dementia differs to that in other contexts.
Rather than being to control the information received, it is used more as an aid for daily

living to assist with the accomplishment of tasks and to manage behaviour.

Within dementia research, it is acknowledged that defining a response as either a
‘truth’ or a ‘lie’ is overly simplistic (Blum, 1994; Cunningham, 2005; Hasselkus, 1997). As
such, there have been many variations in how deception is categorised and labelled. For
example, Hasselkus (1997) categorised the deceptive practices of care home staff as either
‘benign manipulation’ or ‘pretending’, when the situation was perceived to be minor or
manageable, and ‘white lies’ used when the situation became more challenging. More
recently, Cunningham (2005) distinguished between ‘blatant lies’, the ‘truth’ and a ‘grey
area’, which included terms such as ‘bending the truth’ and ‘white lies’. Furthermore, Blum’s
(1994) research with family members differentiated between ‘going along’, ‘not telling’,
‘little white lies” and ‘tricks’. Such studies highlight a lack of consensus about what
constitutes a lie and the challenges that arise when trying to define the practice of lying

within dementia care (Wood-Mitchell, Cunningham, Mackenzie, & James, 2007).

Deception in dementia care

Despite the lack of consensus around definition, deceptive practices have been shown
to be endemic in dementia care (James, Powell, Smith, & Fairbairn, 2003). James, Wood-
Mitchell, Waterworth, Mackenzie, and Cunningham (2006) found that 96% of care staff
report using lies when caring for residents with dementia. The most common reason given for
lying was to ease the distress of the person with dementia e.g. when asking to see a deceased
family member. Other reasons were to ease the distress of the carer, to get the person with

dementia to comply with treatment, or to save time.
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Cunningham (2005) developed a theoretical model from interviews with staff in long-
term dementia care settings which encapsulated the factors affecting whether they chose to
tell the truth or deceive residents in their care. She found that most decisions regarding the
use of truth and lies were talked about in relation to being in the best interests of the person
with dementia. Complementing this research, Day, James, Meyer, and Lee (2011)
interviewed people with dementia about their perspectives on the use of lies. Again,
participants felt that lying was acceptable if done in their best interests; however, level of
acceptability was influenced by the person lying, the person with dementia and the nature of

the lie.

The research undertaken to date has sparked contrasting opinions around deceptive
practices. Some argue that lying is “an easy way out” (Sherratt, 2007, p. 12) and indicates
“poverty of the imagination” (Walker, 2007, p. 30). Pool (2007) suggests that in order to be
person-centred one must be genuine, honest and respectful; without this, a therapeutic
relationship cannot be successful. Those against the use of deception suggest that in most
cases lies are for the benefit of the staff member placed in the difficult situations, rather than

the person being cared for (Kitwood, 1997).

Conversely, others have suggested that using deception can be seen as more caring if
it gives the person with dementia reassurance and confidence (Zeltzer, 2003). It has been
argued that lies are predominantly used for the benefit of the person with dementia (Wood-
Mitchell et al., 2007) and can be a useful communication strategy to encourage those with
dementia to open up and explore their past (Walker & Dale, 2004). Bender (2007) highlights
that professionals who raise issue with the use of lying are generally not those who have to
manage situations where lying might be considered. It is generally front line care staff placed

in those difficult positions.



TRUTH AND DECEPTION IN DEMENTIA CARE 2-6

Professionals involved in the direct care of people with dementia identified the need
for further guidance around the use of lies (James et al., 2003). James et al. (2006) generated
a list of guidelines where deception might be employed in care settings, based upon
recommendations by nursing home staff. More recently, a revised version of these guidelines
was utilised to obtain the views of psychiatrists (Culley, Barber, Hope, & James, 2013).
While three quarters of respondents felt the guidelines could improve communication skills if
used in training, only half felt they provided an ethical guide to practice. As highlighted by
the research to date and a recent review by the Mental Health Foundation (2014), there is
currently little agreement among carers, practitioners or people living with dementia on the

ethical acceptability of the use of ‘lies’ in dementia care.

Deception in general hospital settings

In the UK, more than 97% of hospital staff report having experience of caring for
patients with dementia (Alzheimer’s Society, 2009) but with minimal dementia training
(WHO, 2012). Perhaps unsurprisingly, recent research suggests general hospital staff face
similar dilemmas to those documented in current literature when it comes to using deception
with patients in their care, but with possible added pressures associated with a medical
setting, such as giving health diagnoses (Elvish et al., in preparation). These initial findings
come from a qualitative strand of a larger quantitative study evaluating a training programme
for general hospital staff which included the topic of deception (Elvish et al., 2014). As this is
the only work to consider deception specifically in general hospitals, there is a need to

develop work in this area.

Aims of the current study

The current study aimed to gather an understanding of the views and experiences of

staff within general hospital settings regarding the use of truth and deception when caring for
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patients with dementia. In particular, it aimed to explore their decision making processes
when choosing whether to tell the truth or to deceive. A grounded theory (GT) methodology
was used to construct a model of this process, grounded in participants’ accounts (Charmaz,

2006).
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Method

Design

This qualitative study drew upon a constructivist GT methodology, based primarily on
Charmaz’s (2006) approach. More traditional GT approaches adopt a realist perspective (e.g.
Glaser & Strauss. 1967), suggesting there are objective truths that are testable and verifiable.
In contrast, a constructivist approach to GT suggests no objective reality exists (Mills,
Bonner, & Francis, 2006) and instead attempts to construct an interpretation of participants’
perceived reality. Additionally, while data are grounded in the experiences of participants, the
approach acknowledges the personal and professional experience of the researcher (Charmaz,

2006).

Ethical considerations

Ethical issues were considered in consultation with project supervisors. Particular
consideration was given to confidentiality, ensuring that staff members felt comfortable
discussing a potentially challenging topic. However, while openness was to be encouraged,
participants were informed of procedures put in place to address any practice discussed

within the interviews that the researcher felt was unsafe.

The research was reviewed and approved by the Lancaster University Faculty of
Health and Medicine Research Ethics Committee. Research governance approval was then
sought and given by NHS Research and Development departments for the two NHS Trusts

that took part (see ‘Ethics section’ of this report).
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Sampling and Participants

The current study was conducted in two National Health Service (NHS) sites in the
North of England. Participants were recruited from 13 general wards that held patients
predominantly over the age of 65. Participants were staff members with direct experience of
working with patients with diagnosed or suspected dementia. Those taking part were fluent in
English. There were no sex or age restrictions. In total, 12 participants from 8 wards were
interviewed, details of whom are provided in Appendix A. While job roles have been
included to differentiate participants, ward names have been excluded to maintain anonymity.

In line with GT methodologies (Charmaz 2006), a theoretical sampling strategy was
adopted. Following the initial six interviews, further participants (highlighted in italics in
Appendix A) were recruited based on their particular characteristics, such as job role, to

explore ideas that had emerged as part of the ongoing process of theory development.
Recruitment procedures

Dementia lead nurses were approached and informed of the study and facilitated
access to appropriate wards. Once ethical approval had been received, meetings were set up
between the researcher and ward managers to provide further information. Ward managers
subsequently distributed information packs to staff on their respective wards. The packs

contained information sheets (Appendix B) and contact details forms (Appendix C).

Recipients were informed that the researcher could be contacted via post, e-mail or
telephone. Where recruitment via information packs alone proved difficult, the researcher
attended handover meetings so that staff could raise any potential queries. On one Trust site,

the researcher also attended a meeting for doctors and medical students, in order to

2 The term ‘patient’ is used throughout, rather than client or service user, reflecting the language

predominantly used by participants.
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specifically recruit these professionals (in line with theoretical sampling). Once a potential

participant had made contact with the researcher, an interview was arranged.

Interview schedule

The initial interview schedule (Appendix D) was developed using findings from
previous research regarding deception in dementia care, primarily in long-term care settings
(e.g. Cunningham, 2005). In this way, initial areas of interest or ‘sensitizing concepts’
(Blumer, 1969) were developed. Using a semi-structured approach ensured questions could
be modified in light of responses from participants. Therefore, the role of the interviewer was
to guide, rather than dictate the direction of the interview. Following coding of initial

interviews, the interview schedule was adapted to pursue possible gaps in the data.

Interview procedures

All interviews were held in rooms on the Trust sites. Prior to the interview
commencing, interviewees were reminded that participation was voluntary and they could
withdraw at any time up to two weeks following interview (after which transcription and
analysis may have started). Consent forms (Appendix E) were signed by participant and
researcher, stating they were happy to proceed. After the interview, participants were given
the opportunity to raise any questions. All were provided with a debrief form (Appendix F),
thanking them for their participation. Interviews ranged between 36 minutes and 65 minutes.

They were digitally recorded and transcribed verbatim.

Data analysis

Initially, transcribing interviews and re-reading transcripts generated familiarity with
the data (Bird, 2005). Charmaz (2006) identified GT as an iterative process, whereby

analysis and sampling take place concurrently. Therefore, the researcher began the coding
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stage of analysis while continuing with data collection. The first stage of ‘open coding’

summarised participant accounts in line by line detail.

Following open coding, codes that were considered more frequent or significant were
combined to produce ‘focussed codes’. Focussed coding allowed the researcher to separate,
sort and synthesise the data, explaining larger segments of transcript (Charmaz, 2006)
(Appendix G). Charmaz (2000, 2006) recommends moving from focussed coding directly to
the process of raising conceptual categories. However, she also emphasises that the approach
is not prescriptive and allows for flexibility. The researcher therefore chose to include an
additional level of analysis, arguably similar to the’ theoretical coding’ described by Glaser
and Strauss (1965, 1967). This helped to identify similarities, differences and links between
the focussed codes and to identify the conceptual relationships between developing categories

(Appendix H).

In order for ideas to be explored, analysis was done in stages using a ‘constant
comparative method’ (Charmaz, 2006; Glaser & Strauss, 1967). Initially, the first four
interviews were analysed as described. During this stage, data was compared both within and
between those first few interviews. As theory developed and similarities and contradictions
were identified, this informed further investigation in subsequent interviews. By selecting
participants gradually, emerging theory could be explored to further elucidate and define the
developing categories. This process continued until the final participant was interviewed,
whereby it was felt that theoretical sufficiency had been reached (Dey, 1999). While
‘sufficiency’ does not mean full exhaustion of all possible sources, it proposes there are data

sufficient enough to ‘suggest’ the developed theory.

Memos were recorded throughout, developing ideas or observations that felt relevant

to the researcher. In the later stages of analysis, memos also helped to develop more abstract
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and analytical concepts in the emerging theory (Tweed & Charmaz, 2011, cited in Thompson
& Harper) (For example see Appendix I). This analytic process formed the basis of an

emerging theoretical model (Charmaz, 2006).

Credibility of analysis

To ensure credibility of the analysis, recommendations on conducting qualitative
research were employed (Elliot, Fischer, & Rennie, 1999; Yardley, 2008). In order to show
sensitivity to existing work (Yardley, 2008), the study used previous literature to help
generate a relevant research question. Participants were recruited with consideration of this
research question and any ethical implications. To ensure credibility checks were completed
(Elliot et al. 1999), two supervisors carried out initial coding on the first two transcripts. The
codes were compared with those of the researcher to ensure consistency regarding
interpretation of the data. If there were any inconsistencies in interpretation e.g. around
perceived tone or meaning or with regard to the developing iterations of the model, these
were discussed further and a consensus was reached. Additionally, after the first four
interviews, the emerging theoretical model was discussed to ensure it remained grounded in
the data. While participant validation can be an element of GT, a pragmatic decision was
made not to include it, given the limited time and resources available for a thesis project of
this size and the time constraints for participants. As Bryant and Charmaz (2010) state,
“unfortunately, conducting member checking with respondents is often not a realistic option
due to time constraints, limited resources...” (p. 486).

To ensure coherence (Elliot et al., 1999), the methods used have been described in
detail and examples have been provided. Finally, both Elliot et al. (1999) and Yardley (2008)
suggest the researcher’s own experiences and assumptions around dementia care are
considered. A reflective diary was utilised, to avoid imposing preconceptions upon the data.

An example can be found in Appendix J.
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Results

Figure 1 here

Figure 1 represents the decision-making process of staff when choosing whether to
deceive patients with dementia. Within this process, ‘triggers’ set in motion the need for a
response. Various ‘mediating factors’ (including a lack of communication, the individual’s
interpretation of their role and responsibility, and their ethical framework) influence how
staff ‘respond’ to those triggers. However, in specific situations, participants might have to

‘adapt their desired response’.

Triggers

Participants described three types of situation where the use of deception might be
considered: i) in response to difficult questions; ii) when attempting to manage challenging
behaviour or provide personal care; and iii) when sharing medical information. A common
example of a difficult question included asking for a deceased relative: “She always asks
‘When is Bobby coming?’...but I think Bobby’s dead...what are you meant to say to that?”
(CSW2, 98). Common examples of managing challenging behaviours included patients
refusing to accept medication and personal care, or when they attempted to leave the ward
independently: “They constantly go to the doors and try to get out, so you have to think of a
way to get them back to their bay” (Domestic, 129). Finally, common examples of providing
medical information included discussing diagnosis, discharge plans and end of life care.
When faced with these ‘triggers’, staff were required to make a conscious decision of how to
respond. The process of coming to that decision was influenced by a number of ‘mediating

factors’.
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Mediating Factors

Mediating Factor 1: Poor Communication and Lack of Guidance

A key mediating factor in the decision making process, appeared to be the lack of
communication amongst staff. All participants reported they had never openly discussed the
use of deception with their colleagues. As highlighted by CSW1, “it’s not really something
we talk about, you’re kind of just left to get on with it” (47). Non-qualified staff (ward clerk,
housekeeper, domestic and CSWs) felt that more formal discussion would provide clarity and
direction around what they were expected to do in difficult situations. However, these
participants did not feel comfortable raising the topic of deception for discussion. More
senior nurses (staff nurse, ward manager, ward sister) acknowledged that they did not always
tell the truth but were uncomfortable directing other staff to deceive for fear of leaving
themselves “open to blame” (Ward Manager, 220). As the ward sister explained, “Even
though I might sometimes do it, I wouldn’t feel comfortable telling others to... it’s their job,
their PIN number...we are all accountable for our own actions” (130). This finding highlights
the difficulty for staff in knowing how to respond as it appears unlikely they would receive

advice from those in more senior positions.

Both the ward clerk and CSW?2 suggested that in a “perfect world” everyone would be
“singing from the same hymn sheet”. However, this was considered impossible,
predominantly because time and resources provided little opportunity for all staff to be
involved in necessary discussions. Additionally, a number of participants were not routinely
included within formal information sharing opportunities, such as handover, where it was felt
these discussions could be initiated. As the domestic explained “I don’t get included, so I
don’t get the opportunity to ask for advice.” (217). Therefore, many resorted to doing “what I

think is best until someone tells me I’'m doing it wrong” (Housekeeper, 573). This lack of
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communication prompted staff to independently evaluate how best to respond in a given

situation.

Mediating factor 2: Staff interpretations of role/responsibility and ‘knowing the

person’

All participants discussed the importance of developing a relationship with the
patients they cared for in order to know how best to respond. As CSW1 described, “If I knew
them better, | like to think I would know what would work for them, what would help calm
them down” (106). Having relevant and accurate information about that individual was also
deemed necessary. Without these things, it was considered difficult to give an informed

response:

If you don’t know the patient it’s hard to know the right thing to tell them. You don’t
know what’s right and what’s wrong, like if a family member has died or something,

you don’t know...you’re kind of just guessing (Domestic, 95).

Likewise, it was considered important that patients had trust in what was being said to them
and for this to occur, a good relationship was essential: “If they don’t know you and you’re
telling them that their mum’s dead, they would be like ‘who are you telling me’... if they

know you, they would be happier to hear it” (Staff Nurse, 257).

While acknowledging the benefits of both building a relationship and having accurate
information, participants identified obstacles inherent in their job roles that made these things
difficult to achieve. A distinction was particularly evident between qualified and non-
qualified staff. Non-qualified staff were often excluded from handover and access to patient
documentation. Thus, although they spent large amounts of time with patients, they felt they

didn’t really have appropriate information about them:
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Even though we spend most of the time with them, day in day out, we don’t really get
to hear anything about them....you just have to pick up what you can...and if it’s

coming from them [patients], you don’t know if it’s true (CSW1, 75).

Additionally, most non-qualified staff considered it was not their responsibility to cause
potential upset. Again, this was attributed to their ‘non-qualified’ status: “I don’t know if I
should be the one to upset them...I don’t think I’m in the best position to do that”

(Housekeeper, 316).

Interestingly, qualified nurses who had access to handover and patient documentation
described themselves as too busy to spend quality time with patients and build good
relationships. Although they had more information about the patient, they felt they did not
have capacity to support them should their response result in distress: “If what I said upset
them, I don’t have time to sit with them and make them feel better, there’s just too much
other stuff to do” (Staff Nurse, 211). Paradoxically, this meant both qualified and non-

qualified participants believed the other to be in a better position to tell the truth.

Finally, the doctor and physiotherapist also believed that others were in a better
position to give potentially upsetting news, if the issue was not directly relevant to their

medical condition:

I don’t see that as my role to be honest, they won’t want to hear that from me. I don’t
know the ins and outs of that patient’s life. Unless it is something to do with the

medical complication it’s down to the nurses to sort out (Doctor, 147).

Their sporadic time on the ward meant they did not have opportunity to form relationships.

Similarly, they were not made privy to personal information: “I come on, see a patient and
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then leave again...it doesn’t really give me time to get to know much about them. | know

what I need to know” (Physiotherapist, 201).

In summary, the overarching finding within this factor was that responding truthfully

to certain trigger situations was often considered ‘somebody else’s job’.

Mediating factor 3: Referring to ethical framework

The third mediating factor involved staff assessing a situation against a framework of
ethical conduct. Again, this was often influenced by whether the participant was a non-
qualified or qualified member of staff. For non-qualified staff, responses were generally
governed by ‘personal ethics’; their own moral beliefs of what was right and wrong. For
qualified staff, responses were more often driven by drawing upon professional ethical

guidelines.

Personal Ethics. Non-qualified staff tended to focus upon what were termed “moral
dilemmas” (Housekeeper, CSW3, Domestic). These were situations not related to the medical
condition of the patient, but where emphasis was placed on personal questions, such as
whether a deceased relative was coming, or challenging behaviours. In these situations, many
non-qualified staff responded to patients based upon the rule of “treating others as you would
want to be treated” (CSW2, 376). The majority suggested that if roles were reversed they
would not want to be told the truth if it caused them upset: “If I got dementia, I wouldn’t
know if they were telling me the truth...so if it makes me happier, don’t tell me” (Student
Nurse, 334). Of note, personal ethics often left staff in a conundrum rather than helping them
to make a clear decision about how to respond. For example, many suggested that their
personal ethics prevented them from wanting to cause distress but also prevented them from

wanting to ‘lie’: “I think it’s probably wrong to lie about something like that [death of
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relative], but at the same time, if | was to tell the truth, it would upset them loads. I just

couldn’t do that” (Ward Clerk, 20).

Professional Ethics. Qualified participants appeared to give less concern to “moral
dilemmas”, instead referring to situations where they might be considered unprofessional if
they were to give the wrong response. Specific examples were concerned with administering
medication or discussing diagnosis and end of life care. In these situations, participants were
generally clear on when they would and would not deceive, believing the decision to be more
“black and white” (Ward Manager, 383). For example, qualified participants suggested they
would “lie through their teeth...and drop it in their tea” (Ward Sister, 227) to ensure patients

took the correct medication, as it was felt the ends justified the means.

What would be considered worse, that you’ve dropped a tablet in their tea or that
person has become unwell because they’re not getting the medication you’re
supposed to give them? I know what I’d rather be held accountable for (Staff Nurse,

247).

However, adhering to their professional ethical code meant that they had to remain truthful
when discussing diagnosis or end of life care. This was generally because it was felt patients

needed to be given the opportunity to make advanced decisions.

Regardless of the ethical framework underpinning their decision, all staff suggested
that the response given was done so in what they perceived to be the patient’s best interests.
Consequently, the majority of participants showed clear discomfort if questioned whether
their own needs influenced their actions: “I shouldn’t really go by my feelings, I should go by
the patient’s feelings” (CSW3, 222), suggesting this went against both personal and

professional ethics.
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Responding

Responding to the Situation

As depicted in Figure 1, participants predominantly relied upon four types of

response; telling the truth, passing the buck, distracting or lying.

Telling the Truth. While most participants considered truth-telling to be the “right
option on paper” (CSW2, 89), when faced with ‘triggers’ this was generally the least
preferable response. Participants often felt that their relationship with the patient, their
responsibilities on the ward, and their ethical framework made it inappropriate for them to
respond truthfully. Non-qualified staff felt they were not privy to accurate information or
were not in a position that made upsetting the patients acceptable: “I can’t make someone
upset like that, who am I to do that? I’m here to keep it clean!” (Domestic, 207).
Additionally, qualified staff felt they did not have the time to support patients if giving
potentially upsetting news. Therefore, the truth was only told when interpretation of
professional ethical guidelines indicated such a response was necessary, for example, when
giving a diagnosis. In these situations “you need to tell them if there are important decisions

to be made” (Staff Nurse, 119).

“Passing the Buck”. For non-qualified staff, “passing the buck” (CSW1, 78) to those
considered more qualified enabled them to maintain their position of not wanting to cause
distress or resort to the use of lies: “I’ll often say ‘I’m not sure if he’s [husband] coming, we
can ask the nurse when she comes” (Housekeeper, 79). In this way, staff felt they were
offering a form of support to patients without having to provide a concrete answer.
Additionally, when questions unrelated to the physical needs of patients were directed
towards the doctor or physiotherapist, they too chose to pass responsibility to qualified

nurses: “I’m here for ward-round, then I’'m off somewhere else...I leave those kinds of
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questions to the nurses” (Doctor, 75). For qualified nurses therefore, “the buck” often stopped

with them. In these instances, if distraction was not possible, another response was required.

Distracting. For all participants, both qualified and non-qualified, distracting patients
was considered the most favourable response as it did not require using outright lies or
causing potential upset: “if you can just get them thinking about something else, that’s often
best” (CSW3, 198). However, distraction was often a time consuming process and was not
always successful. For non-qualified staff, when distraction was unsuccessful they might then
resort to “passing the buck”. However, for some staff “passing the buck” was not an option:
“they [non-qualified staff] might say to me ‘so and so wants to know if she can go home’, she
won’t be going home, but I’ve got other things to get on with...you’ve just got to do what

works” (Staff Nurse, 227). It was predominantly in these situations that lies might be used.

Lying. As discussed, the majority of participants were reluctant to lie, preferring to
use the other “tactics” (Staff Nurse, 98) described. It was only very rarely that non-qualified
staff alluded to the use of lies when they felt there was no other option. Qualified staff were
more likely to lie in order to ensure medication was given or when distraction was not
considered possible. However, suggesting they were adhering to their professional ethical
guidelines made this deception more acceptable: “It’s about remembering why we are telling
these porkies...to keep that patient relaxed...it’s OK as long as we maintain those boundaries

of when to tell that little fib” (Ward Sister, 427).

Interestingly, as the above quotation suggests, participants were reluctant to describe
their response as lying, no matter how inaccurate the information. There were a number of
different terms used such as “telling a little white lie”, “humouring the patient”, “bending the

truth” or “going along with it”. Within the interviews, the term ‘lie’ was only ever used by
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qualified nurses, when suggesting medication was given deceptively. Here, staff were

confident in using the word ‘lie’ because deceiving was considered justified.

Adapting Desired Response

The mediating factors described generally allowed participants to respond in what
they perceived to be the most appropriate way. However, in specific situations; i) when being
observed by relatives; and ii) when a patient showed significant distress or agitation, it was
felt these desired responses needed to be adapted. Adapted responses have been considered
separately from other mediating factors because they contradict the usual decision-making

process.

When observed by relatives, the majority of participants suggested they were more
likely to give what was perceived a ‘socially acceptable’ response, such as telling the truth.
This was to avoid the possibility of triggering a complaint (Housekeeper, 203). As the
domestic explained, “When relatives are there, you just want to do what they [relatives] think
is right, you don’t want them making complaints about you” (167). This highlights how staff

often believed that deceiving patients would be perceived by others as wrong.

Conversely, participants suggested they were more likely to lie when faced with a
patient who was significantly distressed or agitated. This was often based upon experience of
patients becoming physically aggressive and concern for other patients on the ward: “they
can be so unpredictable when they get like that...you need to think about the safety of other
patients” (Housekeeper, 301). In these situations, it was considered more important to calm

patients down in whatever way possible.
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Discussion

The present study adds to the growing research regarding the use of lies in dementia
care by considering the decision-making processes of staff in general hospital settings. In the
current study, participants identified particular ‘trigger’ situations that often left them
uncertain of how best to respond to patients with dementia. Generally, this was in response to
difficult questions, when attempting to manage challenging behaviour or personal care, and

when sharing medical information.

Lack of communication and guidance

The overarching finding was that staff showed little clarity on how they should
respond. Generally, participants suggested that they would prefer not to lie. However, they
were equally reluctant to tell the truth. This ambiguity was initially associated with a lack of
communication on the issue of deception. Irrespective of their position or experience on the
ward, no participants discussed the possible use of deception with their colleagues or how
best to respond in difficult situations. This is despite all identifying these triggers as
problematic. Although non-qualified staff felt that more discussion around the use of
deception would provide clarity and direction, none felt comfortable raising the issue. This is
contrary to James et al.’s (2003) finding that 83% of staff in care home settings felt
comfortable telling their managers about the lies they told. However, the acknowledgement
of the use of lies within care homes has been established for some years. Open discussion

about deception within general hospitals may not yet have reached that level of acceptance.

Interestingly, qualified staff appeared more reluctant than non-qualified staff to
initiate or support deception, for fear of being “left open to blame” (Ward Manager, 220).
Given that those in positions of authority were reluctant to acknowledge the issue, it is not

surprising that it remains somewhat of a taboo subject. During a conference aimed at
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professionals working in dementia care, a workshop encouraging communication around the
topic of deception helped to change prior negative attitudes (Elvish, James, & Milne, 2010).
Given that some participants in the current study were reluctant to initiate these discussions,
similar opportunities to encourage communication within a hospital setting may prove

beneficial.

As discussed, controversy around the use of lies is long standing (Kitwood, 1997;
Bender, 2007). Therefore, it may be understandable that participants were reluctant to lie, or
suggest they lie, to their patients. However, it was interesting to discover that so many were
also reluctant to tell the truth. In the previous literature, participants have suggested that
telling the truth should be attempted first, with more deceptive responses utilised if this
proved unsuccessful (Cunningham, 2005; Tuckett, 2012; Wood-Mitchell et al., 2007).

However, participants in the current study suggested that truth-telling was rarely attempted.

Role and responsibility

Reluctance to tell the truth appeared to be influenced by their relationship with the
patient as well as their position on the ward. While much research discusses the importance
of knowing the person with dementia (Cunningham, 2005; Day et al., 2011; Kitwood &
Bredin, 1992), participants in the present study suggested that their job role affected their
ability to obtain this knowledge. Non-qualified staff felt that being excluded from relevant
information about the individual made it difficult to tell the truth. They also believed that
their non-qualified status meant it was not their responsibility to cause upset. Conversely,
qualified staff considered themselves too busy to build up good therapeutic relationships or
spend time with patients should they become distressed. Interestingly, participants therefore

perceived others to be in a ‘better position’ to tell the truth.
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This finding raises the question of what is more important in choosing how to
respond; having a good relationship or having factual information about the individual. Of
course, one needs to know the truth in order to tell the truth. However, a person with
dementia may no longer share the reality of everyday life (Vittoria, 1998). Validation therapy
(Feil, 1992) proposes that a person should be accepted in whatever time or place they are
experiencing as real. Therefore, factual information may be less important than the ability to
acknowledge the patient’s reality when choosing a response. This is of particular relevance
given that a lack of information about a patient left many staff uncertain about how to
respond. If factual information can, at times, be considered less important, then this may be

significant when developing guidelines regarding the use of deception in general hospitals.

Ethical frameworks

Reference to ethical frameworks often led staff, particularly those non-qualified, to
consider truth-telling as inappropriate. Non-qualified staff tended to focus upon ‘personal
ethics’, whereby responses were based upon the rule of “treating others as you would want to
be treated” (CSW2, 376). Many suggested that if the truth would cause them upset, they
would rather this was avoided. Furthermore however, it was reportedly their personal ethics
that prevented staff from wanting to lie. For many, deceiving patients contradicts
longstanding beliefs that “lying is wrong” (Ward Clerk, 24). Again, this dichotomy probably

emphasised the feelings of uncertainty regarding how best to respond.

Alternatively, qualified staff tended to refer to professional ethical guidelines. Nurses
are commonly called to act under the principals of beneficence, of doing good; non-
maleficence, of doing no harm; autonomy, to encourage the ability to make decisions; and
justice, treating people fairly and equally (Four Principals of Bioethics, Beauchamp &

Childress, 2009). Reference to these principals possibly allowed qualified staff to be clearer



TRUTH AND DECEPTION IN DEMENTIA CARE 2-25

on instances of when they would tell the truth or lie. For example, providing medication
covertly may fit with the principals of beneficence or non-maleficence, whereas ensuring
patients were made aware of diagnoses and end of life plans may fit with the principal of

autonomy.

No matter what framework participants used, all suggested that their responses were
given in the best interests of the patient. This corroborates a number of previous studies
suggesting that lies are used only in the best interests of the person with dementia
(Cunningham et al., 2005; Day et al., 2011; Elvish et al., 2010; James et al., 2006; Tuckett,
2012). However, as we have seen, decisions around ‘best interests’ appear to be subjective
and reliant upon different ethical frameworks. This raises the question “how do we really
know that it’s in that patients best interests? [...] someone else might think different” (Ward
Manager, 349). Given the lack of communication identified and the idea that opinions
regarding best interests may differ, it might arguably be more appropriate to suggest that
responses are currently being given with good intentions, rather than knowingly in the

patient’s best interests (Higgs, 1998; Tuckett, 2012).

Responses and definitions of lying

The overall reluctance to lie or tell the truth (other than in specific medical situations)
reportedly resulted in the favouring of other responses, such as distracting or ‘passing the
buck’. The idea that responses are not categorised simply into truth or lies fits with previous
research (Blum, 1994; Cunningham, 2005; Hasselkus, 1997 etc.). In the current study,
distracting was generally identified as the preferred option, as this was believed to allay the
anxieties of the patient without resorting to truth-telling or lying. In their four stage
communication strategy, Wood-Mitchell et al. (2007) proposed that distraction should be

used as a ‘third option’, after attempting to meet the individual’s need or identifying the
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unmet need and substituting with an alternative. However, given the limited dementia
training and the time restrains placed on hospital staff (WHO, 2012), it is possibly unrealistic
to expect them to be able to identify and substitute an unmet need. Models developed for this
purpose take time that may not be available within a hospital context for staff to implement
effectively (James & Stephenson, 2007). Therefore, distraction may be the best available

option.

For non-qualified staff, ‘passing the buck’ was also suggested to be a preferred option
which reduced the need to either tell the truth or lie. This appears to be a new concept within
the lying research, where there has previously been no reference to handing responsibility
over to another member of staff. The ability to do so may be more evident within a general
hospital setting due to the hierarchical staff structure and clearly defined roles. Other studies
have identified ‘avoiding’ as a common response (e.g. Cunningham, 2005; Day et al., 2011).
Arguably, passing the buck could be considered another form of avoidance. However,
participants believed that rather than ignoring the question completely, passing the buck was
more acceptable because it provided brief relief to patients without requiring a concrete
answer. Indeed, it would be interesting to determine whether patients found this type of

response supportive or whether it was simply a way of relieving staff anxieties.

On the rare occasions that participants reported lying, they did so believing it to be
consistent with their ethical frameworks. However, it appeared evident that staff felt
uncomfortable discussing their use of lies, as deceptive practices were reframed using
expressions such as telling ‘little fibs” (Housekeeper) or “bending the truth” (CSW1). Using
such terms possibly helped to reduce cognitive dissonance, given that lying was generally
considered “wrong” (Cunningham, 2005; Festinger, 1962). Additionally, it may also have
helped to allay any anxieties that the researcher might think negatively of them for lying to

their patients.
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The way in which responses are categorised calls into question how deception is
defined. While some suggest that withholding the truth is not lying (Hertogh, The, Miesen, &
Eefsting, 2004), alternatively, lies of omission may be seen as equally deceptive as lies of
commission (Backhurst, 1992; Bender, 2007). In the current model, the boxes representing
‘lying’, ‘passing the buck’ and ‘distracting’ have been coloured grey, taking the perspective
that all represent deception, albeit of different magnitudes. However, the researcher identifies
that while ‘passing the buck’ has been considered a form of deception, this is arguably
dependent upon the specifics of the situation. If a member of staff passes over responsibility
because they are unsure of the answer, this may not be intentionally deceptive. However, if it
is because they feel uncomfortable upsetting the patient, this is more representative of
deception. Perhaps, if all responses are being given with good intentions, what is more
important is how they are received by the patient. For example, if lying, distraction and
passing the buck all withhold the truth, it may be that lying is preferable if it most effectively
relieves patient distress. Therefore, while the current study goes some way to identifying the
different responses given to patients with dementia in a hospital setting, perhaps it is

important to identify how these responses directly impact upon those for whom they care.

Clinical implications

A significant finding from the current study was the lack of communication regarding
how best to respond to patients with dementia. As discussed, this is likely to leave staff in a
state of uncertainty and reliant upon their own subjective decision-making process. Non-
qualified staff would welcome further guidance on the topic. However, qualified staff appear
reluctant to do so. Training that incorporates discussion around deception in dementia care
has previously proved beneficial in reducing negative attitudes (Elvish et al., 2010).
Therefore, incorporating similar training within general hospital settings might encourage

communication and attitudes around the use of deception to improve.
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Participants also identified the need for better information sharing. Confidentiality
may question whether all staff can have access to patient documentation. However,
implementation of peer supervision groups might provide opportunity for all staff members to
discuss individual patients and encourage consistency in how they respond. This would also
help to ensure that best interests are considered collaboratively. Additionally, encouraging
consistency might help to reduce the extra burden placed on qualified nursing staff where

currently the ‘buck’ is being passed to them.

So far, James et al. (2006) have gone furthest in developing specific guidelines around
how to approach the use of deception in dementia care settings. These guidelines were
developed for staff within care settings and include principals such as ‘once a lie has been
agreed upon it must be used consistently across all people and all settings’ (p. 800) and ‘lies
should only be told if in the best interests of the person with dementia’ (p. 800). While
hospital staff may welcome similar recommendations, findings from the current study suggest
that changes need to be made in the culture of general hospitals, particularly around

communication, before such guidelines could be developed in this environment.

Limitations

Given that the current study was completed as a part of a doctoral thesis, it was
conducted within a relatively small geographical area of the UK. Therefore, it would be
beneficial to conduct this study on a much larger scale to identify whether staff use similar
decision-making processes in general hospital settings elsewhere. Additionally, certain staff
groups were under-represented due to recruitment difficulties. Both the doctor and the
physiotherapist provided interesting data. However, because they varied from other
participants in a number of ways e.g. their limited time on the ward and both being male, it is

difficult to unpick exactly how their job roles impacted upon decision-making. Unfortunately,
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it proved challenging to find professionals in similar roles willing to take part, possibly

because they were not attached to a specific ward.

Future research

Given that the current study was conducted in a relatively small geographical area, it
would be beneficial for it to be repeated on a larger scale to further explore hospital staff
views. Additionally, interviews were focussed more on participants professional lives,
although they did occasionally refer to personal factors when decision making. Aspects such
as previous employment, cultural influences or personal experiences of caring for a relative

with dementia would be interesting to explore in greater detail for future research.

While the current study has helped identify the different responses used when caring
for patients with dementia, it does not go as far as to consider how these responses might
impact upon patients. Before one can justify one response as better than another, it is
important to determine how they are received by those being cared for. This could potentially
be studied by questioning patients with dementia, or alternatively through observation.
However, given participants suggested they might alter their response when being observed,

overt observations might be influenced by social desirability effects (Rosenbaum, 2002).

It would be beneficial to identify the impact of different types of response on hospital
staff. The majority of participants were reluctant to suggest they considered their own well-
being when choosing how to respond. In contrast, James et al. (2006) found that
approximately 30% of staff in care settings anonymously reported lying for their own benefit.
This contradiction may be attributed to methodological differences. However, given that staff
well-being can impact upon patient care (Skovhold & Trotter-Mathison, 2001) it is important

to consider the needs of those providing that care.
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Conclusion

The current study adds to the growing research regarding the use of lies in dementia
care. Staff in general hospital settings are often unclear about whether to use the truth, a lie,
or “something else”; often leaving them in an uncertain place when trying to decide how to
respond to a patient with dementia. Various factors influence their decision-making process,
but these factors can often leave them in a conundrum rather than providing them with clear
guidance on how to respond. Many staff would welcome further discussion on the issue and it
is hoped that future work within research and clinical practice will lead to further exploration

of the use of deception with people in general hospitals.
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Figure 1: Theoretical model of decision-making process
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Appendix A. Participant details (in order of recruitment)
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Job Role

Job Description
(as described by

participants)

Gender

Ethnicity

Experience
of Working
in Elderly
Care
Settings

Time
Working
on Current
Ward

Staff Nurse

Providing care for
patients.
Recording vital
signs, assessing
medical
conditions and
administering
medication

Female

White British

8 years

8 years

Clinical

Support Worker

(CSW1)

Looking after the
general well-
being and comfort
of patients.
Assisting with
feeding and
washing and
general personal
care.

Female

White British

16 years

5 years

Domestic Staff

Ensuring ward is
clean and
hygienic.
Sometimes
assisting with
changing beds.

Female

White British

21 years

6 years

House Keeper

Co-ordinating a
range of ward
services such as
catering, cleaning
and equipment.
Also co-
ordinating
transport and
linen services.

Female

White British

10 years

4 years

Ward Clerk

Running the
reception desk,
handling phone
calls and greeting
visitors and
patients. Booking
in patient
appointments,

Female

White British

23 years

3 years
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filing patient
records and
chasing up
reports.

Clinical
Support Worker

(CSW2)

Looking after the
general well-
being and comfort
of patients.
Assisting with
feeding and
washing and
general personal
care.

Female

White British

5 years

5 years

Ward Sister

Managing care of
patients.
Promoting and
monitoring safe
and effective
environment.
Assessing medical
conditions and
administering
medication

Female

White British

10 years

10 years

Clinical
Support Worker

(CSW3)

Looking after the
general well-
being and comfort
of patients.
Assisting with
feeding and
washing and
general personal
care.

Female

White British

15 years

7 years

Ward Manager

Organising and
managing MDT
and day to day
running of the
ward — managing
staff, rota,
appraisals,
budgets,
recruitment etc.

Female

White British

13 years

10 years

Student Nurse

Supernumerary
member of staff.
Assisting qualified
staff members as
well as clinical
support workers.

Female

White British

5 weeks

5 weeks

Treating and
rehabilitating
physical
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Physiotherapist

difficulties that
have resulted
from the illness or
injury that caused
admission.
Helping patients
to improve
movement and
function.

Male

White Irish

4 years

4 years

Doctor

Assessing and
treating medical
condition of
patient.

Male

Indian British

13 years

13 years
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Appendix B. Participant information sheet

RELEVANT TRUST LOGO TO BE
DIVISION OF HEALTH RESEARCH INSERTED HERE

Doctorate In Clinical Psychology

Participant Information Sheet

Date: 21.06.2013 Version: 2

The use of truth and deception in dementia care: Constructing the experiences of staff
on general hospital wards.

Purpose of the study

The aim of the current study is to gather the views and experiences of staff in general ward
settings regarding the use of deception when caring for patients with dementia. Previous
research within residential/care homes, found that 96% of staff reported using deception
when caring for dementia residents. An example of a situation when deception might be
considered is when a person with dementia asks to see a deceased family member because
they cannot recall that they have passed away. Whilst some people think that staff should
never lie to their patients, others suggest that using deception in certain situations is in the
best interests of a patient. Currently, there is little understanding of how staff on general
hospital wards feel about this. Given the large number of patients with dementia on hospital
wards, it is important to understand this area further.

Who is conducting the study?

The study is being conducted by Alex Turner, a trainee clinical psychologist at Lancaster
University, as part of her doctoral thesis. The study is being supervised by || Gl
. -
... 1
I il be an advisor for the study.

Why have | been approached?

You have been approached because the research aims to interview staff within general ward
settings who have direct contact with patients with dementia.


http://www.srft.nhs.uk/welcome/
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What is involved in the study?

If after reading this information you would like to hear more or feel that you would like to
take part, you can send the Contact details form (see enclosed) in the freepost envelope
provided, agreeing that you are happy to be contacted. Alternatively you can contact me

(Alex Turner) directly on NS or email on [

If you agree to take part, we can meet at a time and location convenient to you. This is most
likely to be in a private room within the Trust site. At this meeting I will conduct an interview
with you, to discuss your own views and experiences of using truth and deception in your
care of patients with dementia. The meeting is likely to last approximately one hour and will
be on a one-to-one basis. The interview will be recorded, and later transcribed. However,
your name and other potentially identifiable details will not appear in the transcript. The
information gathered will be analysed and written up in a report.

Do | have to take part?

Taking part in this study is completely voluntary; you may decline or withdraw at any time
without having to give reason. Should you decline at any point, this will have no impact on
your legal rights or employment within the Trust. Once your data has been anonymised and
incorporated into themes it might not be possible for it to be withdrawn. However, every
attempt will be made to extract your data, up to the point of publication, should you wish to
withdraw. If you choose to take part, | will ask you to sign a consent form stating that you are
happy to proceed.

It may be possible for interview to take place during work hours. However, if you would
rather take part in the study out of work hours and this requires you to travel to the Trust
specifically to take part, travel and parking expenses will be reimbursed up to the amount of
£10. To receive these expenses back, please bring with you any tickets and receipts of your
costs. Petrol expenses will be reimbursed on a mileage basis.

Are there any risks?

There are no risks anticipated in taking part in this study. However, if you experience any
difficulty following participation you are encouraged to inform the researcher who will be
able to discuss this with you.

Are there any benefits?
There are no direct benefits to participants as a result of taking part in the study.
What will happen to the results?

The results will be summarised and reported in my thesis and may be submitted for
publication in an academic or professional journal or presented at conferences.


mailto:turnera4@exchange.lancs.ac.uk
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Will my taking part in the study be kept confidential?

The information you provide in the interview will remain confidential. The data collected for
this study will be stored securely and only the researcher and supervisors will have access:

o Audio recordings will be encrypted (that is no-one other than the researcher will be
able to access them) onto a password protected computer. These recordings will be
destroyed following examination of the report.

o Interview transcripts will be kept securely on the university network during the
analysis stage.

o Following write up and publication, interview transcripts will be kept securely in the
possession of Lancaster University. After ten years they will be destroyed.

o The typed version of your interview will be made anonymous by removing any
identifying information including your name. Anonymised direct quotations from
your interview may be used in the reports or publications from the study.

If what is said in the interview makes me think that you, or someone else, is at significant risk
of harm, 1 will have to break confidentiality. Wherever possible, I will tell you if I need to do
this.

Who has reviewed the study?

This study has been reviewed by the Faculty of Health and Medicine Research Ethics
Committee, and approved by the University Research Ethics Committee at Lancaster
University. It has also been approved by the Research and Development department for this
Trust.

Where can | obtain further information about the study if | need it?

If you have any questions about the study or would like more information before deciding to
take part, please contact the main researcher:
Alex Turner, Trainee Clinical Psychologist

Or the academic supervisor:

I Contact num ber |
e-mail: |

Or the field supervisor:

I Clinical Psychologist, Contact number: [ G
e-mail: [


mailto:turnera4@exchange.lancs.ac.uk
mailto:f.eccles@lancaster.ac.uk
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What if there is a problem?

If you have a concern about any aspect of this study, you should speak to the researcher who
will do their best to answer your questions (see contact details above). If you remain unhappy

or wish to complain formally, you can do this by contacting ||| | | JJEEE at Lancaster
University on:

I ~ cting Research Director, Doctorate in Clinical Psychology, Division of
Health Research, Faculty of Health & Medicine, Furness Building, Lancaster University,

Lancaster, LA1 4YT, Contact number: ||| | | | | |Gz <-a: IEEGNN

If you wish to talk to someone outside of the Clinical Psychology Doctorate Programme, you
may also contact:

Professor |l Associate Dean for Research, Faculty of Health and Medicine,
Lancaster University, Lancaster, LA1 4YD, Contact number: || | | | |  J NI

Thank you again for taking time to read this information. Please do not hesitate to
contact me if you would like further information.



TRUTH AND DECEPTION IN DEMENTIA CARE 2-45

Appendix C. Contact details form

RELEVANT TRUST LOGO TO BE
INSERTED HERE

DIVISION OF HEALTH RESEARCH
Doctorate In Clinical Psychology

Contact Details Form
Date: 21.06.2013 Version: 2

Title of Project: The use of truth and deception in dementia care: Constructing the
experiences of staff on general hospital wards.

Name of Chief Investigator: Alex Turner

Contact number: || G
Email: |
Address: Clinical Psychology, Faculty of Health & Medicine
Furness Building
Lancaster University
Lancaster, LAL1 4YF

Having read the information sheet provided, | am happy to be contacted by the researcher of
the study, to be given more information about what is involved and to answer any questions |
might have.

| understand that being contacted by the researcher does not mean | am obliged to take part in
the study.

NAIIE: ettt e e Ward: ...

JOD 0 e
CONtACT NUIMDET: ...t e
E-mail address: ...

Please return the contact details form in the pre-paid envelope provided, or leave with
your ward manager for the chief investigator to collect. If you would prefer, you can
contact the researcher directly on || . or via e-mail

(I
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Recruitment will end once enough participants have agreed to take part in the study.

Thank you for your time.
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Appendix D. Interview schedule

RELEVANT TRUST LOGO TO BE
INSERTED HERE

DIVISION OF HEALTH RESEARCH

Doctorate In Clinical Psychology

Interview Schedule
Date: 28.05.2013 Version: 1

Title of Project: The use of truth and deception in dementia care: Constructing the
experiences of staff on general hospital wards.

Can you tell me a bit about your role within the hospital and in particular your contact with patients
who have dementia?

Can it be a challenge on a busy ward?

Is there a time when you have considered lying to a patient who has dementia (e.g. when they have
been confused/upset)?

Can you describe the situation (ask for more than one situation if participant suggests it has
happened often)?

Prompt: is there anything specific to hospital where lying is an issue?
How did you decide whether to lie or not?
Prompt: what was your thought process/ what were you thinking about?
Prompt: what helped you make the decision?
Prompt: what were your biggest concerns (if any)
Prompt: did it make a difference how well you knew the patient?
Prompt: is it something that you discuss with anyone?
Prompt: is there a difference in the type of patient
How long did you have to make the decision?
Prompt: did you make the decision straight away?

Prompt: did you go away to think about what to do?
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Prompt: was there the opportunity for this?
Prompt: do you think you would have made the same decision if you had longer to think about it?
Prompt: have you seen others in the same situation?
How did you feel after the event?
How did the patient seem after the event?
What do you think now about the decision?
Prompt: Have you ever regretted your decision to lie/not lie?
Prompt: Were you pleased with your decision?
Prompt: Do you think your way of handling the situation had the effect you wanted?
Prompt: What was this effect?
Prompt: how did you know if it helped in the short term/the long term?
Prompt: what was the effect on you?
Are there times when you feel that deceiving patients or not telling the truth is more acceptable?

Prompt: were there any situations that you thought lying was OK and others when you felt that it
wasn’t?

Prompt: Are there different kinds of lies?
Prompt: When might you use different kinds of lies?
Do you worry that deceiving patients might be considered wrong?
Prompt: Do you feel that you are able to talk to your colleagues about it?
Prompt: Do you know if others do the same?
Prompt: Do you think its easier for some to lie than others e.g. different professions?

Prompt: Does talking about lying change your opinion about it (with colleagues if applicable or chief
investigator during study)?

Prompt: Has your opinion about lying changed at all with time/working within the hospital longer?

Do you feel you are given enough support or guidance when making these decisions?
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Appendix E. Consent form

RELEVANT TRUST LOGO TO BE
INSERTED HERE

DIVISION OF HEALTH RESEARCH
Doctorate In Clinical Psychology

Date: 28.05.2013 Consent Form Version: 1

Study Title: The use of truth and deception in dementia care: Constructing the experiences

of staff on general hospital wards.

The aim of the current study is to gather the views and experiences of general hospital staff on the use
of truth and deception when caring for patients with dementia. Before you consent to taking part in
the study we ask that you read the participant information sheet and initial each box below, stating
that you agree. If you have any questions or queries before signing the consent form please speak to
the chief investigator, Alex Turner.

1. I confirm that | have read the information sheet and fully
understand what is expected of me within this study. ...

2. | confirm that | have had the opportunity to ask any questions and
to have them answered. .

3. lunderstand that my interview will be audio recorded and then
made into an anonymised written transcript. ...

4. | understand that audio recordings will be kept until the research
project has been completed and examined. .

5. lunderstand that my participation is voluntary and that | am free
to withdraw at any time without giving any reason, without my
employment or legal rights being affected. =~ ...

6. I understand that once my data has been anonymised and
incorporated into themes it might not be possible for it to be

withdrawn, though every attempt will be made to extract my data,

up to the point of publication should I wish to withdraw from the

study.

7. lunderstand that the information from my interview will be
pooled with other participants’ responses, anonymised and may
be published. .
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8. I consent to information and anonymised quotations from my
interview being used in reports, conferences and training events.  ......

9. lunderstand that if it is thought that there is a risk of harm to

myself or others, the chief investigator may need to share this
information. .
10. I consent to Lancaster University keeping written transcriptions

of the interview for 10 years after the study has finished. ...

11. I consent to take part in the above study.

Name of Participant Signature Date

Name of Researcher Signature Date

I would like to receive an a summary of the final report to my e-mail address

B-IMAL] AT S oo ittt
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Appendix F. Debrief form

RELEVANT TRUST LOGO TO BE

INSERTED HERE
DIVISION OF HEALTH RESEARCH
Doctorate In Clinical Psychology

Debrief Form
Date: 28.05.2013 Version: 1
Thank you very much for taking part in this study, | very much appreciate you time and
expertise. | hope that you found it interesting to discuss your own experiences of working

with patients with dementia. However, if after leaving our meeting, you feel that further
support is needed it may be beneficial to:

e Contact me on the details below. | will be able to discuss your concerns with you and,
if necessary, signpost you to relevant services.

e Speak to your line manager about how you are feeling.

e Speak to someone from Occupational Health within your Trust. They will be trained
in dealing with staff concerns.

e The Alzheimer’s Society provide factsheets covering a wide range of dementia related
topics. These can be found at http://www.alzheimers.org.uk/factsheets

Following completion of the study a summary of the report will be provided to the ward.
Additionally, a copy of the report can be e-mailed to you on the details you provided on the
consent form if requested.

My details:
Alex Turner

Number:
e-mail:


http://www.alzheimers.org.uk/factsheets
http://www.srft.nhs.uk/welcome/
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Appendix G: Example of open and focussed coding for clinical support worker 2 (CSW2)

Transcript Excerpt

Open Coding

Focussed Coding

10

11

12

13
14
15
16
17

18
19

P

R:

P:
their everyday care and well-being | suppose.

R:

R:

R:

P:
lots of things that come into play with people with dementia, you can get one whose very subdued,

R:
confident about?

Could you tell me a little bit about your role within the hospital?

well, I'm clinical support and quite hands on with patients...erm...we are the ones that deal with

Right, OK, so you have quite a lot of direct contact with the patients?

: yes, we do a lot of washing and dressing and feeding, things like that

and how long have you worked on this ward?

: about 5 years.

: and in the trust generally, how long have you been here?

: no, no, | came to this ward and | stayed.

: and have you had a lot of contact with patients that have dementia?

: yes, the majority of the patients we see have dementia.

right, and can that be a challenge?

yeah it can be, when the ward is really busy it can be because they do need that extra help. There’s

and then you can get the complete opposite where they’re very wandersome, or those that get really
agitated so erm... and we have both, we can have both at the same time. We’ve had...lately there was
17 patients at one time out of 25 that had dementia. So there’s lots of things that come into play.

and how do you feel about caring for people that have dementia? Is it something you feel quite

Providing every day care

Direct contact with patients —
hands on

Minimum experience on ward
compared to other participants

First ward experience

Identifying large number of
patients with dementia

Challenge of caring for PwD
Identifying different
presentations of dementia
Subdued, wandersome,
agitated

majority of patients with
dementia

Direct contact with
PwD despite
limited experience

Identifying large
number of patients
with differing
presentations

Lacking confidence
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20
21
22
23

24

25
26
27

28

29
30
31
32
33

34

35
36
37
38
39
40

41

42

P: oh gosh no, it’s hard because | don’t really have a lot of experience. | used to work in catering
before this job. So when | came here | thought | would just be helping people with feeding and stuff, |
hadn’t had any experience of looking after someone with dementia and it’s very different. So | don’t
really know what I’'m doing half the time, you just have to do what you thinks best.

R: and how do you do what you thinks best?

P: I suppose | just try and spend as much time as | can with the patients so that they know who | am. |
don’t know if they really remember me from day to day, but | think if they know me, they might feel a
bit more comfortable around me and then | might know them better.

R: and do you think it’s important to know them better?

P: I think it’s important to have a relationship with them, a professional one of course, but you are
caring for them after all, so you can’t really be a total stranger to them, you have to try and make it
nice for them. It’s not always easy though, | mean, | can spend time with them when I’'m washing
them and stuff, but then you have a whole bay of other patients so you have to be quite quick with
it...but | like to try and get to know them as best as | can.

R: but you mentioned that can be quite difficult?

P: yeah, | mean, it’s hard with patients that have dementia, because you don’t always know what'’s
right do you. They might tell you something but it don’t always mean it’s right! Sometimes they’ll tell
you something like they have kids who are young, like 12 or 13 or something...but you know that cant
be true...you know, if they are like 80 odd! So sometimes you have to take everything they say with a
pinch of salt. But that makes it hard to know what to say to them sometimes. Do you nod along and
agree with them or do you say, no, | think your kids must be a bit older than that now.

R: and what do you think you would do in that situation?

P: God knows!

Lacking confidence and lacking
experience

Expecting role to be different
Doing what thinks best

Trying to spend time with
patients

Suggesting patients will feel
more comfortable with staff
they know

Uncertain if patients remember

Importance of having a
relationship

Needing to know patient to
care for them

Getting to know PwD restricted
by time and other patients
Doing your best

Uncertainty of what is correct
Information from PwD not
always correct

Assuming information isn’t

and guidance so
‘doing what thinks
best’

Developing
relationship with
PwD aids care but
restricted by time

Going off
guesswork
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43

44
45

46

47
48

49

50
51
52
53
54

55

56
57
58
59
60

61
62

63
64

R: is there any times when you have thought it best to lie to a patient with dementia?

R: erm...I don’t know if | would lie lie like that. | think if someone asked me a difficult question, | would
try and find a way around it.

P: and what kinds of difficult questions might they ask?:

R: well they often ask for their mum and dad or something like that, or a husband, yeah, they quite
often ask to see their husband.

P: and what might you say if someone asked for their parents?

R: well, | don’t know really. | mean, | guess you would assume that their parents are no longer with us,
especially some of the people we get in here, most of them are quite elderly. But you never know do
you. You might have someone who's 75 or something in here and you would assume their mum or
whatever is dead, but they might not be, they might be hitting 100, but that doesn’t mean they’re
dead! Not nowadays! So its hard in those situations to know what to say.

R: what specifically makes it hard?

P: well, | mean, | don’t know do I. | might spend time with that patient, but | don’t actually get to
know much actual information about them. | don’t do handover and | don’t read their notes, so its not
like | can even say “hold on one second”, then go and check their notes to see if they do still have
family that are still alive. | cant do that, so I'm kind of just guessing. It makes it hard to know what to
say to them.

R: and what do you think that you would say, given that you don’t always get all the information
about that person?

P: well if they wanted their mum or whatever, | might just try and change the subject or distract them
with something else.

correct
Taking with a pinch of salt
Nod and agree or correct?

Uncertain of response to give

Wouldn't “lie lie”
Finding ways around lying

Requesting deceased relatives

Assuming elderly relatives no
longer alive

Acknowledging guess work may
be incorrect

Difficulty ‘knowing what to say’

Spending time with pt doesn’t
provide accurate information
Being excluded from
information sharing

Guessing makes responding

Lying language

Avoiding lying

Going off
guesswork may be
incorrect

Feeling excluded
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65

66
67
68
69
70

R: and does that generally work?

P: Sometimes, not all the time. Depends how het up they are and things. Sometimes there’s just no
distracting them, they want what they want and they want it now...they can get quite angry about it.
Then it doesn’t normally work, but if | can try and distract them somehow | will do.

difficult

Changing the subject
Distracting

Distracting not always
successful

Distracting less successful when
patient agitated
Acknowledging patient anger
Distracting first option

Distracting as
preferable option

Distracting less
successful with
limited time and
agitated patients
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Appendix H. Example of focussed codes and theoretical codes that led to conceptual

category: ‘Staff interpretations of role/responsibility and ‘knowing the person’

Example of focussed codes -+  Theoretical codes = —r>  Conceptual category
e Developing Getting to know the patient Staff interpretations of
relationship with role/responsibility and
patient assists care ‘knowing the person’

e Knowing the patient
and how they might
react

e Gathering knowledge
of patients and their
trust helps to tell the
truth

e Being able to identify
what will calm patient
down

e Understanding their
challenging behaviour

e Gathering
information about
patients facilitates
engagement

e Changing tactic to
find what works

e Avoid lying or telling
the truth when don’t
know patient

e Building rapport

e Learning how patient
will react

e Need to know
everything or nothing

e Feeling information is | Fegling excluded from care
not shared role

e Unable to attend
handover

e Unable to read
documentation

o |eftto fend for self

e Usand them
(qualified and non-
qualified)

e Nobody to ask — so
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do what thinks best

e Information only
shared with some

e Responding based on
guess work

e Somebody else’s Excluding self from
responsibility responsibility

e Handing
responsibility over to
the nurses

e ‘Passing the buck’

e lIrrelevance of
experience

e Notinaplaceto
cause upset

e Avoiding
confrontation

e considering other
patients

e DI'monlya...

e Patients want to talk
to those in charge

e A family’s
responsibility

e Keeping out of their
way

e Doing what I’'m here
to do

e Playing dumb

e Feeling restricted by | Lacking the time
time pressures

e Other patients to care
for

e Attending wards for
brief periods

e (Getting to know
patients takes
unavailable time

e Needing to calm
down quickly

e Truth takes time

e Distracting takes time
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e Time restricted care

e Time for the
necessities of care,
not the desirables

e Passing the buck adds
to nurses time
pressures

e Building rapport Building Trust
facilitates trust

e Truth should come
from staff they trust

e Challenge of shift
work in building trust

e Shift work —
confusing for patients

e Lying can ruin
trusting relationship

e Not believing truth
can ruin relationship

e Needing consistency
in response to
maintain patient’s
trust

e Distracting maintains
trusting relationship
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Appendix I. Example of memos relating to ‘Lying’ in ‘Responding to the situation’

Memos from ‘Lying’ Found in
‘Responding to the Situation’

Date of Memo &
Part of Transcript to Refer to (if
applicable):

e When thinking about different kinds
of lies, participants had different
perspectives on what was a “lie lie”
and what was a “white lie”.
Generally, they suggested they would
only tell “white lies” (or similar
language), but for some, that included
telling a patient that a deceased
relative might be coming to see them.
| wonder whether the language used
allowed participants to move the
boundaries of what they thought was
acceptable (and maybe what I will
think is acceptable).

e The Domestic has an embedded word
for lying. Instead of lying she says
she is “humouring them”. This is
possibly her way of making her
response feel acceptable. Maybe
identify other terminology used by
other participants. Is this something
they all do?

e It appears as though it can take
participants a while within the
interviews to consider for themselves
what constitutes a lie. Towards the
end of interviews, it seems that they
are more accepting to suggest that
what they are doing is a form of
deception. Maybe they are becoming
more comfortable with me or maybe
it is not something they have
considered in depth before and
therefore takes time within the
interview to get to that stage of
acceptance?

e During the interviews, if | use the
word ‘lie’, participants will often
reframe my question and insert a

Date noted: 21/01/14
For specific examples see CSW 2 and
Housekeeper

Date noted: 19/12/13
See Domestic interview, line 341

Date noted: 03/03/2014
See Staff Nurse and Ward Manager

Date noted: 11/02/13
See CSW 1, Ward Clerk, & Student Nurse
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different word for lie. For example, in
the interview with the ward clerk |
asked her “Do you worry then that
they will think lying is wrong?”, to
which she replied “yes, I do worry,
but I don’t think it is, I don’t think a
little white lie in that situation is
wrong, it just calms them down”

e In another situation where | used
different language to that used by the | Date noted: 18/01/14
participant, it felt as though it shut her | See Domestic and Housekeeper
response down. In future interviews, I
should try and stick to the language of
that participant. This might also help
them to feel more comfortable with
me and feel as though I understand
where they are coming from.
However, when | made the same
mistake with the housekeeper, she felt
confident in arguing that she did not
see what she was doing as ‘lying’.
Maybe this depends on the character
of the participant.

e Participants seem to suggest that to
ensure medication is taken, it is OK to | Date noted: 03/04/14
lie. This is the only example so far See Ward Manager, Doctor and Ward Sister
where participants have been very
clear that this is an example of
deceiving patients and that they are
happy to do so. The ward sister
suggested she would “lie through her
teeth” to make sure a patient was
taking appropriate medication. This
might be because she feels she will
get into more trouble if that patient
became unwell, than she would if she
were seen to be lying. Are some
things more acceptable to lie about?
Is that because they are in a medical
setting where the aim is to improve
the physical health of patients so that
they can be discharged?

e ltis interesting what participants
perceive to be deception. It seems that | Date noted: 11/04/14
they only see blatant lies as deception
whereas other tactics such as
distracting the patient is not. | wonder
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whether anything but telling the truth
is deceptive? Do they feel guilty for
distracting or is that a way to reduce
the guilt?
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Appendix J. Excerpt from reflective dairy 07/02/2014

It was interesting to see how the clinical support workers found it frustrating that they
were not included in a number of information sharing opportunities on the ward. When |
worked as a nursing assistant, I myself found this particularly frustrating, not only because it
meant that you did not feel as though you knew that background to the individuals you were
caring for, but also because it felt difficult to share important information with the rest of the
team. As a nursing assistant, particularly one that was part time, you were not encouraged to
make entries in patient documents. Therefore, although you could pass information on to the
nurse in charge, it was common that this was either not documented or not shared e.g. in
handover. Given that as a nursing assistant (or clinical support worker) you spent the most
amount of one to one time with patients, it felt as though useful information that could help to

improve the care or experience of that person was not being utilised.

However, in this research, while the clinical support workers and other non-qualified
staff talked about the frustrations of not being able to receive information about their patients,
they did not really talk about the frustrations of not being able to share their own information.
Therefore, it is important in my write up that | do not assume my own reflections on to the
participants. This might be because they didn’t feel particularly comfortable sharing

information about lying, and instead wanted to receive information and advice.
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Appendix K. Author guidelines from Aging & Mental Health

Instructions for authors

This journal uses ScholarOne Manuscripts (previously Manuscript Central) to peer review
manuscript submissions. Please read the guide for ScholarOne authors before making a
submission. Complete guidelines for preparing and submitting your manuscript to this journal
are provided below.

Aging & Mental Health has a new editorial e-mail address: amh@ucl.ac.uk . General
enquiries can be sent to m.orrell@ucl.ac.uk .
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Overview of the findings

Deceptive practice has been shown to be endemic in dementia care, particularly
within long-term care settings (James, Powell, Smith, & Fairbairn, 2003). The empirical
paper adds to the growing literature by developing an understanding of the decision-making
processes of general hospital staff when choosing how to respond to patients with dementia.
The findings corroborate certain aspects of the research conducted within long-term care
settings, suggesting that staff commonly engage in what might be deemed deceptive practices
or avoidance of the truth. However, rather than suggesting they lie, participants were more
likely to attempt other methods such as distracting the patient or “passing the buck” (CSW1,

78) to another member of staff.

The findings also identify differences between qualified and non-qualified staff in the
process of coming to that decision. Both staff groups referred to their relationship with the
patient and perceived responsibilities on the ward. However, in doing so, identified
challenges inherent in their job roles that placed the other in a better position to tell the truth.
Additionally, both referred to different ethical frameworks as part of the decision making

process, which again influenced how they might choose to respond.

This critical appraisal aims to reflect upon key aspects of my research journey,
including decisions made and challenges overcome. These reflections are organised into six
categories that consider my own decision-making process: choosing and reflecting upon the
research area, choosing an appropriate methodology, recruiting participants, conducting the
interviews, analysing the data, impact of the research on self and future practice, and

disseminating the findings.
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Category one: Choosing and reflecting upon the research area

My interest in the use of deception in professional practice arose from several
previous experiences. Prior to clinical psychology training, | worked as an assistant
psychologist within a Memory Assessment Service (MAS). This was predominantly working
with people with suspected or diagnosed dementia and their family members. Early on in this
role, when observing supposed ‘diagnostic’ appointments, I was often left confused as to
what the outcome had been for that client. Understandably, the disclosure of a diagnosis is a
difficult part of a clinician’s practice (Bamford et al., 2004; Iliffe, Menthorpe, & Eden, 2003),
particularly when the diagnosis is not clear (Alzheimer’s Society, 2014). However, there
were occasions when consultants appeared reluctant to provide a known diagnosis or even
suggest the word dementia. | wondered how a lack of clarity would impact upon those
receiving this information and why an individual so qualified in their field might be reluctant

to provide a clear and honest answer.

The hesitancy of psychiatrists and geriatricians to provide a diagnosis of dementia is
reflected in the literature. Two reviews have suggested that disclosure of a dementia
diagnosis is not standard practice (Bamford et al., 2004; Carpenter & Dave, 2004). Indeed, a
survey of old age psychiatry consultants showed that the majority “rarely” or only
“sometimes” informed their patients about the diagnosis and almost never about the
prognosis (Marzanski, 2000). This is likely to improve given the current strive to close the
diagnosis gap (Benbow, Jolley, Greaves, & Walker, 2013). However, having now considered
this in light of my own data, it may seem more paradoxical that participants, with limited
experience in dementia care, unanimously reported that they would remain truthful when
giving health diagnoses to patients with dementia. Taking the research further, it would be

interesting to identify whether consultants within MAS’ consider the withholding of
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diagnostic information as a form of deception and how this might fit with their own ethical

frameworks.

I also worked as a nursing assistant within an acute psychiatric ward for older adults.
Here, | gained first-hand experience of some of the difficult questions or situations that were
identified by participants within the empirical study. | found it particularly challenging when
patients were distressed and asking for a loved one that I knew would not be visiting. |
noticed [ would often resort to deceiving patients or attempting to turn that person’s attention
to something else. However, | regularly questioned whether this was an appropriate way to
respond. While | would have considered it to be in the interests of the person for whom I was
caring, | also believe my choices to deceive were due to my own personality and desire to
“rescue” people rather than see them upset. Such traits are often exhibited by those in caring

professions (Gabbard, 2010).

Throughout this research, | felt it important to note and reflect upon this experience as
| was conscious that it might influence the questions I asked or responses | expected to hear
from participants (Murray, 2003).Given my own assumptions that self can impact upon the
way we choose to respond, | was surprised that participants did not report similar
considerations. I question whether this represents a reluctance to identify one’s own needs
within a face to face interview and whether a quantitative methodology would have
uncovered contrasting perspectives (James, Wood-Mitchell, Waterworth, Mackenzie, &
Cunningham, 2006). This may be one of the limitations of doing face to face interviews when

discussing a challenging topic.

Overall, these pre-training experiences made me question whether others consider it
acceptable to deceive, and how that decision is made. Given the current strive to improve the

care of patients with dementia in general hospitals (Department of Health, 2012), it felt
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timely to consider whether the issue of deception transferred to these settings. | also had a
personal interest, given my understanding of some of the challenges associated with working

on a ward environment.

Category two: Choosing an appropriate methodology

As discussed, the purpose of the research was to identify the decision-making
processes of general hospital staff when choosing whether to deceive patients with dementia.
Initially, | was tempted to revert to methodologies | had more familiarity with, such as IPA
(interpretive phenomenological analysis). However, the purpose of IPA is to examine the
lived experience of a phenomenon (Smith & Osborn, 2003). Therefore, while this may have
provided interesting data, | questioned whether this approach would fully support the
research aims and consider the process of how and why general hospital staff chose to
respond in a particular way. Alternatively, Grounded Theory (GT) aims to develop an
explanatory theory of basic social processes within a particular context (Starks & Trinidad,
2007). It also gives way to a conceptual model, moving away from a purely descriptive
process, to develop a more theoretical understanding of the findings. Again, this appeared to

provide a better fit with the research aims.

Additionally, given my novice status, it was important to consider the methodological
approaches used in prior research. Much of the qualitative research has used a GT approach
(Cunningham, 2005; Day, James, Meyer, & Lee, 2011; Tuckett, 2012). Cunningham (2005)
developed a theoretical model from staff in long-term dementia care settings which
encapsulated the factors affecting how they chose to respond to residents. Given that this
resembled the purpose of my own research, albeit within a different context, it felt

appropriate to consider using a similar methodology that might allow comparison of the
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findings. For example, Cunningham (2005) similarly identified that knowing the person with

dementia was important, however, differed in how willing participants were to tell the truth.

With only a limited understanding of GT, | was faced with the challenge of navigating
my way through the methodological options in order to identify which version of GT to use.
GT comes in various forms, along a continuum of a more positivist perspective (e.g. Glaser &
Strauss, 1967) to a social constructivist approach (Charmaz, 2006). As well as considering
the needs of the research, it is also important to consider one’s own epistemological stance
when making methodological decisions (Breckenridge & Jones 2009). My personal view is
that every perceived truth is open to interpretation and that an individual’s own values and
beliefs impact upon their experiences. Therefore, as researchers, we can at best aim to
develop an interpretive understanding of participant accounts. As an epistemological stance,
constructivism (Charmaz, 2006) asserts that reality is constructed by individuals as they
assign meaning to the world around them (Appleton & King 2002). Therefore, contrary to
some of the more positivist approaches, it challenges the belief that there is an objective truth
that can be captured by the researcher (Crotty 1998). | believed my own epistemological

stance married well with the Charmazian postition.

Category three: Recruiting participants

Initially, my supervisors and I discussed whether it would be appropriate to focus
upon recruiting only qualified nurses, as it was felt they were likely to have the most direct
contact with patients and would provide a relatively large recruitment pool. However, given
my prior experience, particularly as a nursing assistant, | felt strongly that it was important
for anyone with direct patient contact to have the opportunity to take part. As suggested in
my reflective diary extract (Appendix J of empirical paper), it is easy for these voices to be

lost within a ward context.
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My primary concerns regarding recruitment were that professionals may be reluctant
to discuss their use of deception, or take part in a study that they may feel questioned them
ethically (Shaw, 2003). Indeed, in the initial stages of recruitment, ward managers suggested
that staff were reluctant to be involved. In the participant information sheet (Appendix B of
empirical paper) | had attempted to reduce anxieties by acknowledging the extent of lies
within different settings. However, having taken the time to consider my own practice for the
purposes of this research, | can acknowledge the difficulty in talking candidly about lying.
This was also reflected in the current findings where a number of participants suggested they

were reluctant to lie because of long-standing beliefs that “lying is wrong” (Ward Clerk, 24).

Although recruitment started slowly, a range of staff members soon expressed an
interest in taking part. As | conducted the interviews it became apparent that participants had
spoken to one another about the purpose of the research. 1 initially questioned whether this
would have any implications for confidentiality. However, given that participants were
choosing to share this information, there was little that | as a researcher could do to prevent it
(Barreteau, Bots, & Daniell, 2010). On a positive note, hearing the experiences of those
interviewed may have allowed others to feel more confident in engaging with the research.
Additionally, a lack of communication was identified as a particular issue in need of
addressing within the empirical paper. Therefore, discussing the research with one another
may have helped initiate communication regarding the use of deception with patients with

dementia.

Recruiting participants who were more transient on the ward, such as doctors,
physiotherapists and occupational therapists, continued to prove challenging throughout the
process. | have continued to question what made recruitment of these professionals so
difficult. Firstly, being transient members of staff, they may spend such limited time on each

ward that, logistically, taking part is difficult. Indeed, within the interviews, the doctor and
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physiotherapist alluded to their busy schedule and the brief time they spend in each location.
Additionally, as discussed, a number of participants signed up to the study after having
spoken to other colleagues. It may be unlikely that transient professionals had opportunity for
similar discussions. Finally, given that the doctor and physiotherapist suggested they would
“pass the buck” or remain truthful to patients, similar professionals may have felt the study

was not relevant to their practice as they do not consider themselves to use deception.

Consequently, given that I considered this one of the main limitations to the study, it
feels important to question whether interviewing other professionals in these transient roles
would have provided further insights. It is possible that additional interviews would have
simply cemented some of the ideas that already started to emerge. Interestingly two
participants (domestic and ward clerk), suggested that “females were more caring than
males” and were therefore more likely to avoid telling the truth to prevent upset. Both the
doctor and physiotherapist were male, and while they suggested they would remain truthful
when discussing medical aspects of patient care, they also commonly “passed the buck” to
qualified nurses in response to more “trivial” (Doctor, 99) questions. Through further
interviewing, possibly with female professionals in these roles, it may have been possible to
ascertain whether their responses were related to their sex, their transient positions on the
ward or their medical training and focus upon physical health (Borbasi, Jones, Lockwood, &

Emden, 2006; Moyle, Borbasi, Wallis, Olorenshaw, & Gracia, 2010).

Category four: Conducting the interviews

When conducting the interviews, | was initially apprehensive about the potential for
participants to disclose professional practice that might be considered unsafe or unethical.
Indeed, the risk of interviewees revealing more than they intended, in response to a rapport

with the researcher has been identified (Kvale, 1996). However, | was also conscious that
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facilitating participant disclosures was an important part of the interviewer role (Dickson-
Swift, James, Kippen, & Liamputtong, 2007). As with most research, it was made clear
within the participant information sheet that confidentiality might have to be broken if “what
is said in the interview makes me think that you, or someone else, are at significant risk of
harm” (Appendix B of empirical paper). However, given the ambiguity of the research area, |
was uncertain of what practice might be considered ‘unsafe’. As has been highlighted within
the empirical paper and previous research, perspectives around the use of lies are subjective

and often open to interpretation (Bender, 2007; Hertogh, The, Miesen, & Eefsting, 2004).

Early on in the research process, | raised these concerns with my supervisors. It was
agreed that if participants discussed situations that | found questionable, | would terminate
the interview, cautiously inform the participant of my concerns and contact a supervisor
immediately. Fortunately, no such concerns were raised. With hindsight, | was particularly
relieved that participants suggested they would attempt to tell the truth to patients with regard
to health diagnoses. This made me consider my own ethical framework and whether | would

have considered any other type of response as ‘ethical’.

Additionally, | was cautious of participants asking me to divulge my own experiences
regarding the use of deception in dementia care. While | do have a stance on lying, | was
conscious that I did not want this to influence what participants chose to disclose or
encourage them to become ‘complicit’ with my own way of thinking. The guidance around
self-disclosure is varied (Abell, Locke, Condor, Gibson, & Stevenson, 2006; Hill & Knox,
2001; Rapley, 2004). It has been suggested that a neutral researcher can sometimes be seen to
treat participants simply as “research objects” (Rapley, 2004, p. 19). On the other hand, other
authors suggest that anything other than a neutral stance will bias the story (Weiss, 1994) and

therefore researchers should refrain from any form of self-disclosure (Abell et al., 2006).
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Personally, while acknowledging the need for certain boundaries within a therapeutic
setting, I find the concept of being a “blank canvas” (Martin, Gaske, & Davis, 2000)
challenging. I was also conscious of feeding into a culture that is already reluctant to
communicate about the use of deception. This feeling became particularly prominent as the
interviews progressed and themes about the impact of limited communication began to
emerge. | therefore tried to draw upon my developing skills as a therapist; attempting to

balance a neutral stance whilst facilitating open discussion.

In order to create this balance, it became evident that | needed to utilise language
similar to that used by participants (Polkinghorne, 2005). I initially spoke using very concrete
terminology such as ‘lie” and ‘deceive’. However, this had the potential to close discussions
down. As data from the empirical study has highlighted, participants were reluctant to use
such concrete language, possibly because of the cognitive dissonance it created
(Cunningham, 2005). Dwyer and Buckle (2009) suggest that being seen as an “insider” can
allow “more rapid and more complete acceptance” (p. 58), therefore facilitating greater
openness. A qualitative interview is essentially a “social interaction” between the interviewer
and interviewee (Pezalla, Pettigrew & Miller-Day, 2012, p. 166). By adopting a language
style that fit with the interviewee, such as “telling a fib” or “humouring them”, I believe this
‘social interaction’ was more readily achieved and participants became more open in sharing

their experiences.

Category five: Analysing the data

Having identified what | considered to be the most appropriate methodology, it took
much work, both from myself and my supervisors, to ensure | was using GT effectively.
Kiesinger (1998) suggests researchers often feel “terrified and overwhelmed” (p. 84) when

beginning analysis, considering the vast amount of data collected. Being a novice to GT, |
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was also conscious as to whether I was doing it “right”. One of the benefits of the
Charmazian approach is that it is not prescriptive and allows for flexibility (Charmaz, 2006).
However, during periods of frustration and uncertainty, | was often keen for something more
structured and prescriptive to follow. Supervision was an invaluable resource during these
times as it enabled me to keep on the ‘methodological track’, especially when | was tempted

to engage with the data using more familiar methodologies.

| found the most challenging aspect of the analytic process was attempting to
conceptualise data from participants within a range of professional disciplines. While a
sample size of 12 is relatively small, it took a long time and a lot of reading and re-reading of
the data to feel as though I was representing the nuances of individual accounts within the
overall findings (Bird, 2005). On reflection, this was likely to be due to the heterogeneity of
the sample. Recruiting a more homogenous sample (e.g. all nurses) may have proved simpler
in identifying the decision-making processes of professionals within that one discipline.
However, it would not have afforded us the insights that interviewing a range of staff
allowed, for example identifying how role influences ones perceived ability to tell the truth or

impacts upon the ethical framework one might use.

A number of qualitative researchers identify the benefits of encouraging respondent
validation, in helping to refine participant explanations (Barbour, 2001). However, as well as
potentially being unrealistic given time constraints for both researcher and participants,
validation can also result in discrepant accounts (Mays & Pope, 2000). Given the somewhat
controversial nature of the research topic, | questioned whether respondent validation would
be appropriate. It took time for many participants to feel confident in opening up within the
interviews. Therefore, hearing or seeing their transcripts at a later date may have made them

concerned about their disclosures. Consequently, while | wanted the research to remain as
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collaborative as possible, | believed it would be less anxiety provoking for participants to see

their accounts in combination with that of other participants, within the final feedback report.

Category six: Impact of the research on self and future practice

It is inevitable that research will impact on the researcher in some way (Rager, 2005).
Completing such an extensive piece of work and allowing myself to become so close to the
emerging data has not only impacted upon me as a researcher, but also as a soon-to-be
qualified clinician. In particular, it has encouraged me to think carefully about my own
epistemological stance; something I have previously found quite challenging to identify. The
process has cemented my assertion that a researcher can never show true objectivity, but by
recognising their own assumptions, can work to enhance the integrity of their findings.
Through documenting my thoughts throughout the research process, | was able to
acknowledge my own experiences and pre-conceptions (Ortlipp, 2008). | found myself
surprised at the potential influence these assumptions might have had on how I interpreted the
research findings, had | not taken the time to reflect upon them. This is an approach I will
take with me when engaging in future research; something I would hope to continue

alongside clinical practice.

Engaging in this research has also helped me to consider the impact that a lack of
communication can have on practitioners, particularly in care settings where there is often a
pressure to act in the “best interests” of those for whom you are caring. As my findings have
suggested, “best interests” can be an ambiguous and subjective term, with the potential to
leave practitioners in a state of uncertainty. As psychologists, particularly trainees, it is easy
to take for granted the luxury of receiving regular supervision. Following completion of the
course, | will start my first qualified post within a memory assessment service. Given my

previous experiences of working within this setting and the findings from the current study, |
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would hope to encourage and facilitate good team reflection and open communication,

particularly around topics that might be avoided or considered challenging (BPS, 2010).

The research has also encouraged me to consider how | choose to define deception.
As the empirical paper has identified, the definition of ‘deception’ is subjective and often
dependent upon the perspective of the researcher. | have chosen to take the stance that any
response or action that intentionally avoids honesty is a form of deception. However, that
does not imply that | believe deceptive practices to be wrong. There are a number of
instances within therapeutic settings that we are not completely honest towards those with
whom we work. For example, part of the process of formulation is often to try and guide
clients to come to an understanding of their difficulties themselves, even if we know the
direction we are taking (BPS, 2011). Similarly, well established therapeutic approaches, such
as validation therapy (Feil, 1992), doll therapy (Godfrey, 1994) and aspects of reminiscence
therapy (Woods, Spector, Jones, Orrell, & Davies, 2005) encourage practitioners to accept
and engage with the reality of the person with dementia, no matter how far removed from
their own. Arguably, such approaches are based upon the concept of deception and support its
application. A number of professionals, including psychologists, were found to have negative
attitudes towards lying in dementia care (Elvish et al., 2010). However, it may be argued that

practices many of us engage in on a regular basis are based on some form of deception.

Category seven: Disseminating the findings

The dissemination of findings is an integral part of the research process. Not only
does this honour the time and experiences of the participants, it also informs future research
and clinical practice (British Psychological Society, 2006). Following its completion, I plan
to feedback the results of the study to the wards where recruitment took place. Summary

reports will also be provided. One of the clinical recommendations from the study was that
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communication around the use of deception needs to improve within hospital settings. Thus,
it will be interesting to identify whether discussions around this topic have increased
following the research. This might be an area for future research. Managers from two of the
wards that were approached to take part in the study declined to have the results fed back.
This possibly reflects the reluctance of those in more qualified positions to initiate or be seen

to encourage the use of deception, as identified within the study.

It is hoped that the literature review and empirical paper will both be submitted for
publication in peer-reviewed journals. While a number of journals might be fitting, | plan to
submit both to the journal ‘Aging & Mental health’. This journal produces a number of
papers dedicated to dementia research and much of the literature around lying in dementia
care is published here. It also has a wide readership worldwide with an impact factor of
1.781. While a limitation of the current study was that it was conducted within a small
geographical area of the UK, it is possible that the clinical implications and need for future
research may be applied elsewhere. Therefore, encouraging a readership wider than the UK

seems important.
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Introduction

Dementia is a degenerative process describing a set of symptoms including memory
loss, mood changes and problems with communication and reasoning (Alzheimer’s society,
2013). Cognitive decline associated with dementia can also result in disorientation and
confusion. Currently, around 800,000 people in England are living with dementia, which
generally, although not exclusively, effects individuals over the age of 65. Approximately
one in twenty people over the age of 65 are living with dementia and by the age of 80, about
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one in five people are affected. With an ever aging population, it has been suggested that the
number of individuals living with dementia is likely to double over the next twenty years
(Department of Health, 2009).

Given that individuals living with dementia can become confused and disorientated, it
can result in individuals living in care homes where they may feel better supported. However,
it can become increasingly difficult for carers to know how to respond to people’s different
realities. Sometimes those caring for the person with dementia feel that the best option is to
lie to the confused or disorientated person (James, Powell, Smith, & Fairbairn, 2003; Tuckett,
2012). An example of this might be when a person asks to see a deceased family member
because they cannot recall that they have passed away. There has recently been an increase in
the debate around the ethics of lying in the best interests of the person with dementia. This
debate was raised in particular following a pilot study in Newcastle which reported the
majority of care home staff used deception with their residents (James, Powell, Smith, &
Fairbairn, 2003). More recently, the authors found that 96% of staff reported using lies in
their work with dementia residents (James, Wood-Mitchell, Waterworth, Mackenzie, &
Cunningham, 2006).

Some argue that using deception is just an easy way out (Sherratt, 2007) and simply
“poverty of the imagination” (Walker, 2007, p. 30). It is suggested that in order to be person
centred, one must be genuine, honest and respectful (Pool, 2007); without this, a therapeutic
relationship cannot be successful. Those against the use of deception suggest that in most
cases, such lies are for the benefit of the staff member placed in the difficult situation, rather
than the person being cared for (Kitwood, 1997).

Conversely, others have suggested that using deception in certain situations is actually
more caring for the individual and could be seen as more ethical if it gives the person with
dementia reassurance and confidence (Zeltzer, 2003) and reduces distress e.g. of being
repeatedly told that a loved one has passed away. Recent studies have argued that lies are in
fact predominantly used for the benefit of the person with dementia (Wood-Mitchell,
Cunningham, Mackenzie, & James, 2007) and can be a useful communication strategy to

encourage those with dementia to open up and explore more about their past.

As the research suggests, deception in dementia care is clearly a controversial issue,

where there is no definitive answer of what is the right course of action to take. Bender
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(2007) highlights that professionals who raise issue with the use of lying are not usually those
that have to deal with the situations in which lying is sometimes needed. It is generally front
line care staff who find themselves in those difficult situations. Arguably therefore, it is those

individuals that services need to hear.

Currently, the majority of research into deception in dementia is based in residential
and care homes, gathering information and opinions from front line care staff (James et al.,
2006; Tuckett, 2012) and residents with dementia (Day, James, Meyer, & Lee, 2012). As has
been reported by James et al. (2006), the majority of these staff report using lies when caring
for these residents. They have also stated however, that they would welcome further guidance
on the use of deception (James et al., 2003). In response to this, Cunningham (2005)
generated a model that looked into staff processes when deciding to lie and James et al.
(2006) generated a list of guidelines to follow in situations where deception might be
employed. Examples of these guidelines include, ‘Lies should only be told if they are in the
best interest of the resident, e.g. to ease distress’ and ‘Communication with family members
should be required and family consent gained if a lie is to be told to the resident’. However,
these guidelines only work if the residency is long-term and the resident and their family are
well known to staff. In addition to James et al.’s (2006) study, Day et al. (2012) developed a
conceptual model depicting people with dementia’s perspectives towards lies in dementia
care. Again, they felt that lying was acceptable only if it was done in the best interests of the
person with dementia, depending upon the person lying, the person with dementia and the

nature of the lie.

As the previous research highlights, there is no clear answer when it comes to the use
of deception in dementia care. This is the case even in settings where dementia care is a
prominent aspect of staff role, such as within residential homes. Here, it is likely that staff
will either be trained in dementia care or have extensive contact or experience of caring for
individuals living with dementia. However, it is important to consider that individuals with
dementia do not just receive care within these residential settings and that, given our aging
population, a large number of patients within general hospital settings might also have a
diagnosis of a dementia. This is only going to become more prevalent. Currently, it is
suggested that around two thirds of medical beds are occupied by people over the age of 65,
with the prevalence of dementia at around 30% (Royal College of Psychiatrists, 2005). As
research has suggested, hospital staff face similar dilemmas when it comes to using deception
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in their care, with added medical pressures that this may involve, such as whether to share a

medical diagnosis with a person with dementia (Elvish et al., in preparation).

The current study therefore aims to gather a greater understanding of the views and
experiences of staff within general ward settings, around the use of truth and deception when
caring for patients with dementia. In particular, it will examine the decision making processes
of staff when choosing whether to deceive. This model may be helpful for services

developing future guidelines around this issue for medical staff.
Aims

e The aim of the current study is to explore the issue of truth and deception and the
attitudes of staff in general hospital wards when caring for patients who have
dementia.

e To develop a model using a grounded theory method of analysis, identifying
processes in decision-making by hospital staff when choosing whether to use truth or
deception.

e The findings may help to inform the development of guidelines (as are available for
staff in long-term care settings) to support general hospital staff in their care of people
with dementia.

Overview of the study
Design

A qualitative approach will be used to address the aims of this study. Data will be gathered
through the use of semi-structured interviews with a range of staff in general ward settings
who have direct contact with patients that also have a diagnosis of dementia. This will

include both professional and ancillary staff.

Participants

Participants will be recruited from general ward settings at ||| G
I ! [,

recruitment is difficult, additional Trusts may be approached. Initial inclusion criteria will be

as follows:

e Participants will be staff based within general hospital wards.
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e Participants will be recruited from wards that generally have a high proportion of
older adult patients.

e Participants will have direct experience of working with patients who also have
dementia. This will be professional and ancillary staff.

e Participants can be male or female and of any age.

e Due to not having the financial resources to pay for interpreters, participants must be
English speaking. It is also considered that as interviews will be with staff members in
an NHS setting, they will be English speaking.

Those that do not fit the inclusion criteria will be excluded.

It has been estimated that it will be realistic to expect to recruit between 10 - 15 participants
within the time frame available for the project. However, given that a grounded theory
method of analysis is intended, the number of participants required may vary depending on

saturation.

Again, if it becomes clear that it will be difficult to recruit enough participants from ||l
I ocditional Trusts may be approached. Also, the number of wards
approached for recruitment will be increased, however, only wards that have a high
proportion of older adult patients will be utilised.

Recruitment Process

In order to gain approval for the study to proceed in the initial stages, contact has been made

and authority given from dementia leads in both ||| G
N - 7he dementia leads will

provide details of wards that have a high proportion of older adult patients and inform ward
managers of the study. Once ethical approval has been obtained and the chief investigator has
received confirmation that ward managers are happy for staff to be approached, information
packs will be given for them to distribute amongst their staff. These information packs will
include an information sheet (see additional documentation) and contact details form (see
additional documentation). The signed contact details form can be returned by post to the
chief investigator in the pre-paid envelope that will be provided, or the chief investigator can

be contacted directly using the details provided.

Alternatively, if managers are happy for the chief investigator to enter the ward to present the

study and to assist with recruitment, information packs could be distributed by the chief
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investigator in person e.g. during staff handover. This would also give staff members
opportunity to ask any guestions they might have and to sign up to take part if they wish to.
Information packs will have contact details for the chief investigator so that potential

participants can contact them at a later time if more appropriate.

Posters (see additional documentation) will also be placed in staff rooms advertising the

study and advising where further information can be sought.
Materials

A semi-structured interview will be used to explore the views, experiences and decision
making processes of staff of using truth and deception when working with patients with
dementia in a general ward setting. The questions within the schedule are to be used as a
rough guide, therefore they can be removed or modified, or additional questions may be
included (in line with grounded theory methods of analysis), depending on the participants’
responses (Smith, 2003). This will allow participants to recount their experiences in the way
of their choosing, whilst ensuring that relevant areas are covered. Questions in the schedule
have been developed based on previous research in care home settings and initial research in
hospital settings. Support and advice was also obtained from supervisors (|GG

B ih acviser for the study (G and from an expert

patient in the early stages of dementia.

All interviews will be audio recorded and transcribed for analysis. A reflective log will be
kept to allow the interviewer to record their thoughts and feelings on the interview
immediately afterwards. This will be used to reflect upon each interview and will be drawn

upon during the analysis and write up stage.
Procedure

Once the information sheet has been given and contact details form has been obtained either
in person or via participants returning the form, the chief investigator will contact the
potential participant to see if they have any further questions about the study. Times and
locations for the interview will also be arranged. Interviews will be held in a private room at
the hospital, depending on location and availability. If interviews are agreed to take place
during work hours, managers will need to know who has agreed to take part so this can be

authorised on the rota or during quiet times on the ward. However, participants will also be
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informed that they can take part after work hours. Participants will be informed that all

information they give throughout the interview will be anonymised.

Each interview will take place for approximately one hour. They will be audio-recorded with

the participant’s consent (see consent form in additional documentation).

Once the interview has been completed the data will be transcribed and interpreted by the
researcher. A summary of the final report will be given to the wards that took part and
presented back to ward staff after completion if requested. A summary will also be e-mailed

to each participant (if requested).
Proposed analysis

Once data has been gathered through semi-structured interviews, a grounded theory method
of analysis will be used (Charmaz, 2006). The aim of grounded theory methods of analysis is
to develop a theoretical understanding of a phenomenon that is ‘grounded’ in the data. It is
particularly appropriate when theory is not already available for the specific research area
(Strauss & Corbin, 1998). Given that there is limited theoretical understanding of how care-
staff in general ward settings conceptualise their experiences of using truth and deception in

dementia care, a grounded theory method of analysis is deemed appropriate.

Each transcript will first be subjected to open coding. This involves a line by line analysis of
the meaning of the individual accounts in order to generate initial codes. Throughout this
process, the researcher will write analytic notes of their initial thoughts on the emerging
themes and their link to existing literature. Once complete, axial coding will be adopted,
where large amounts of data codes will be separated, sorted and synthesised into core
categories or themes. At this stage, the understanding of the data moves from a descriptive
level to understanding it in terms of conceptual analytic units. These core categories will then
be built into a conceptual model and theory; synthesising them with one another and existing

literature.

A core concept of grounded theory methods of analysis is that recruitment, data collection
and analysis are not separate stages of the research process but take place concurrently. In
this way, analysis of the earlier interviews can inform subsequent recruitment and data
collection. This therefore makes it easier in subsequent interviews to focus on areas identified
as being particularly important and identify potential participants (eg. particular groups of

staff) that may help to thicken the data. To enable this, the interview schedule may require
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adaptation or refinement so that future interviews can provide greater information about the

concepts identified in the initial stages of analysis.

Grounded theory methods of analysis generally aim to gather enough data from participants
so that theoretical saturation is reached (Charmaz, 2006). This means that further data and
data analysis would not provide any further insights into the area of study. However, at this
stage of the research design, it is difficult to predict when theoretical saturation of the data
may be reached and therefore how many participants will be recruited into the study.
However, based on previous research and the experience of the study supervisors and
advisor, it is predicted that roughly 10-15 participants will enable theoretical saturation to be

achieved.
Data storage

During the study, personal data (including phone numbers and e-mail addresses that were
provided by participants on consent to contact forms) will be transferred to a word document
and stored on the secure university network. This will be accessible at the chief investigator’s
home so that interviews can be arranged. Hard copies of contact forms will be destroyed.
Personal data stored electronically will only be destroyed once the study is complete and
summary reports have been written, so reports can be sent to participants (on email address
provided). Consent forms will be kept at the University site, accessible only by the chief
investigator, until completion of the study. They will then be stored securely by Lancaster
University for ten years before being destroyed. The research director at Lancaster University

will be responsible for data storage and deletion of data once the chief investigator has

completed the course (IEEEEMNEG—)

All interviews will be recorded onto a portable audio device. As soon as possible following
the interview, the audio recording will be transferred from the portable device and encrypted
and saved onto a password protected computer. In the meantime, the recorder will be stored
securely. The audio recording will then be deleted from the portable device. Audio recordings
will be transcribed within three months of the interview taking place. Transcriptions will be
anonymised and all identifiable data will be removed. These anonymised transcripts will be
stored on the secure university network. Access to transcription data will be restricted to the

chief investigator and supervisors (I

). Following completion of the study or publication, transcripts will be stored
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securely by Lancaster University for ten years before being destroyed (separate from consent
forms). The research director at Lancaster University will be responsible for data storage and
deletion of data once the chief investigator has completed the course ([ G
). ~udio recordings will be deleted from the password protected computer following

examination of the thesis report.
Potential ethical issues

If interviews are taking place during work hours, managers will need to allow access to staff
and therefore may have knowledge of who has agreed to take part. Interviews will also need
to take place on hospital premises and therefore staff may be seen taking part. However, all
identifiable information given in the interviews will be anonymised and pseudonyms used

throughout. Staff will also be given the option to take part in the study out of working hours.

Interviews with participants will be audio recorded and transcribed. All transcripts will be
anonymised. Participants will be informed that the supervisors of the research project may
see the interview data but will not see the names of those taking part. Every effort will be
made to anonymise any quotes that are used directly from the transcripts within the write up
(i.e. changing all real names, places and events).

Staff may be concerned about discussing the use of deception when caring for their patients.
However, the information sheet will highlight how research has found this to be a common
issue for staff and will therefore acknowledge the difficulties associated with it. Participants
will be informed that the purpose of the study is to gather the thought processes of general
ward staff on the use of deception. This will enable staff to talk about the difficulties and

think about their own practice. This may inform future practice.

Participants will be informed that if there is anything said in the interview that suggests risk
of harm to anyone including the interviewee or a patient within the service, the researcher
might have to speak to their supervisor or other safe-guarding professionals. Participants will

be informed if and when this may happen wherever possible.

It will be made clear within the information sheet and consent form that participation is
voluntary and participants have the right to withdraw at any time, without their employment
of legal rights being affected. However, they will be informed that once their data has been
anonymised and incorporated into themes it might not be possible for it to be withdrawn. In

this case, every attempt will be made to extract their data, up to the point of publication.
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Participants will not have to answer any questions that they do not want to. Participants will

also receive a debrief sheet following the interview.
Service user/public involvement

During the proposal stage of the study, presentations were peer reviewed to gather feedback
and to raise any potential problems. There was public involvement from service users from
the Lancaster University Public Involvement Network (LUPIN) during the proposal stage.
The interview schedule was also put together with assistance from a person in the early stages

of dementia.
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[1 PG Diploma [IMasters dissertation [IMRes LIMsc ] DClinPsy SRP

L] PhD Thesis  [IPhD Pall. Care/Pub. Hith/Org. Hlith & Well Being [IMD /LIDClinPsy
Thesis

[ Special Study Module (3™ year medical student)

3. Type of study

I Involves direct involvement by human subjects



http://www.lancs.ac.uk/depts/research/lancaster/ethics.html
http://www.lancs.ac.uk/shm/research/ethics/
http://www.lancs.ac.uk/shm/research/ethics
mailto:d.hopkins@lancaster.ac.uk
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L1 Involves existing documents/data only. Contact the Chair of FHMREC before continuing.

Applicant information

4. Name of applicant/researcher:

Alex Turner

5. Appointment/position held by applicant and Division within FHM

Trainee Clinical Psychologist

6. Contact information for applicant:
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=

(s), if different from applicant:

8. Appointment held by supervisor(s) and institution(s) where based (if applicable):

9. Names and appointments of all members of the research team (including degree where
applicable)
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The Project

NOTE: In addition to completing this form you must submit a detailed research protocol and all
supporting materials.

10. Summary of research protocol in lay terms (maximum length 150 words).

The research aims to gather the views and experiences of general hospital staff on the use of
deception when caring for patients with dementia. It has been suggested that 96% of residential
and nursing home staff use lies in their work with people with dementia (James, Wood-Mitchell,
Waterworth, Mackenzie, & Cunningham, 2006). It has been suggested that this is predominantly
in the best interests of the person with dementia. Examples of situations where lying may occur
include when a patient is asking for a loved who they cannot remember passed away years ago.
There is currently much emphasis on the care of people with dementia in general hospitals
(Department of Health, 2009) and research has suggested that hospital staff face similar
dilemmas as residential staff when it comes to using deception in their care, with added
medical pressures such as whether to share a medical diagnosis with a person with dementia
(Elvish et al., in preparation). This research currently in preparation suggests this is an area
that requires further elaboration. The aim is therefore to i) to develop a model using grounded
theory methodology which identifies processes in decision-making around the use of deception
by general hospital staff; ii) potentially inform the development of future guidelines to support
general hospital staff in their care of people with dementia.

11. Anticipated project dates

Start date: Sept 2013  End date: May 2014

12. Please describe the sample of participants to be studied (including number, age, gender):

Participants will be staff working in general wards (that predominantly have a high population
of older adults). Participants can be any staff member that has direct contact with patients,
whether this be professional or ancillary staff. Participants will have had experience of working
with patients that have dementia (as well as the illness that has brought them into hospital).
There will be no restrictions on age or gender. | aim to recruit between 10 and 15 participants.

13. How will participants be recruited and from where? Be as specific as possible.

In order to gain approval for the study to proceed in the initial stages, contact has been made

with senior dementia leads in both |
I - dementia leads will provide details of wards

that have a high proportion of older adult patients and contact ward managers to inform them
of the study. Once ethical approval has been obtained and the chief investigator has received
confirmation that ward managers are happy for staff to be approached, information packs will
be given for them to distribute amongst their staff. These information packs will include an
information sheet (see additional documentation) and contact details form (see additional
documentation). The signed contact details form can be returned by post to the chief
investigator in the pre-paid envelope that will be provided, or the chief investigator can be
contacted directly using the details provided.

Alternatively, if managers are happy for the chief investigator to enter the ward to present the
study and to assist with recruitment, information packs could be distributed by the chief
investigator in person e.g. during staff handover. This would also give staff members
opportunity to ask any questions they might have and to sign up to take part if they wish to.
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Information packs will have contact details for the chief investigator so that potential
participants can contact them at a later time if more appropriate.

Posters will also be placed in staff rooms advertising the study and advising where further
information can be sought.

14. What procedure is proposed for obtaining consent?

Once participants have stated an interest in taking part, times and locations for the interview
will be arranged. If interviews are able to take place during work hours, this will need to be
done in accordance with the ward manager so that participation can be authorised on the staff
rota. Interviews can also take place out of working hours if participants would prefer.

Prior to the interviewing starting, participants will have an opportunity to discuss any questions
they may have. They will then be asked to sign a consent form stating that they are happy to
proceed.

15. What discomfort (including psychological), inconvenience or danger could be caused by
participation in the project? Please indicate plans to address these potential risks.

Staff may be concerned about discussing the use of deception when caring for their patients.
However, the information sheet will highlight how research has found this to be a common issue
for staff and will therefore acknowledge the difficulties associated with it. It will be highlighted
in the information sheet that research has shown deception to be commonly used in dementia
care in residential settings, generally in the best interests of the person with dementia.
Participants will be informed that the purpose of the study is to gather the thoughts and
experiences of general ward staff on the use of deception. This will enable staff to talk about
the difficulties and think about their own practice. This may help to inform future policy and
practice.

Participants may not want others to know that they are taking part. However, managers may
need to allow access for participation of staff during work hours. Interviews will also need to
take place on hospital premises and therefore staff may be seen to be taking part. However,
participants will be informed that all identifiable information given in the interviews will be
anonymised.

Staff may feel obliged to take part. It will be made clear within the information sheet and
consent form that participation is voluntary and participants have the right to withdraw at any
time, without their employment of legal rights being affected. However, they will be informed
that once their data has been anonymised and incorporated into themes it might not be
possible for it to be withdrawn. Participants will not have to answer any questions that they do
not want to.

Staff may feel uncomfortable asking managers for time off from their shift to take part in the
study. It will be made clear to staff (both by managers and the chief investigator) if managers
have given their approval for staff to take part during work hours. Interviews will be arranged
at a time and location that is convenient.

All participants will receive a debrief form following the interview.

16. What potential risks may exist for the researcher(s)? Please indicate plans to address such
risks (for example, details of a lone worker plan).

There should be no risks to the researcher, as they will be interviewing staff members in a
hospital location. Should the researcher have any worries or concerns, these can be discussed
with either their academic or field supervisor.

17. Whilst we do not generally expect direct benefits to participants as a result of this
research, please state here any that result from completion of the study.
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There are no direct benefits to participants as a result of taking part in this study.

18. Details of any incentives/payments (including out-of-pocket expenses) made to
participants:

If participants take part in the study out of work hours and this requires travelling to the trust
specifically to take part, travel and parking expenses will be reimbursed up to the amount of
£10.

19. Briefly describe your data collection and analysis methods, and the rationale for their use

Data will be gathered through the use of semi-structured interviews. A grounded theory method
of analysis will be used on the transcribed data (Charmaz, 2006). Grounded theory methods of
analysis are generally used when theory is not already available for the specific research area
(Strauss & Corbin, 1998). Given that there is currently no in depth theoretical understanding of
how staff in general ward settings conceptualise their experiences of using truth and deception
in dementia care, a grounded theory method of analysis is deemed appropriate.

Each transcript will first be subjected to open coding. This involves a line by line analysis of the
meaning of the individual accounts in order to generate initial codes. Once complete, axial
coding will be adopted, where large amounts of data codes will be separated, sorted and
synthesised into core categories or themes. At this stage, the understanding of the data moves
from a descriptive level to understanding it in terms of conceptual analytic units. These core
categories will then be built into a conceptual model and theory; synthesising them with one
another and existing literature.

In line with grounded theory methods of analysis, recruitment will continue until the study has
reached saturation. This means that further data or data analysis would not provide any further
insights into the area of study. However, at this stage of the research design, it is difficult to
predict when theoretical saturation of the data may be reached and therefore how many
participants will be recruited into the study. However, based on previous research and the
experience of the study supervisors and the study advisor, it is predicted that roughly 10-15
participants will enable theoretical saturation to be achieved.

20. Describe the involvement of users/service users in the design and conduct of your

research. If you have not involved users/service users in developing your research protocol,
please indicate this and provide a brief rationale/explanation.

During the proposal stage of the study, presentations were peer reviewed to gather feedback
and to raise any potential problems. There was public involvement from service users from the
Lancaster University Public Involvement Network (LUPIN) during the proposal stage. The
interview schedule was also put together with assistance from a person in the early stages of
dementia.

21. What plan is in place for the storage of data (electronic, digital, paper, etc.)? Please
ensure that your plans comply with the Data Protection Act 1998.

During the study, personal data (including phone numbers and e-mail addresses that were
provided by participants on contact details forms) will be transferred to a word document and
stored on the secure university network. This will be accessible at the chief investigator’s home
so that interviews can be arranged. Hard copies of contact details forms will be destroyed.
Personal data stored electronically will only be deleted once the study is complete and
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summary reports have been written, so reports can be sent to participants (on email address
provided). Consent forms will be kept securely at the University site, accessible only by the
chief investigator, until completion of the study. They will then be stored securely by Lancaster
University for ten years before being destroyed. The research director at Lancaster University

will be responsible for data storage and deletion of data (| [ | | | SSEEE once the

chief investigator has completed the course.

All interviews will be recorded onto a portable audio device. As soon as possible following the
interview, the audio recording will be removed from the portable device and encrypted and
saved onto a password protected computer. In the meantime, the recorder will be stored
securely. Once transferred, the audio recording will then be deleted from the portable device.
Audio recordings will be transcribed within three months of the interview taking place.
Transcriptions will be anonymised and all identifiable data will be removed. These anonymised
transcripts will be stored on the secure university network. Access to transcription data will be

restricted to the chief investigator and supervisors (| GcNENENGNGNGNGNGEGEGEEEEEEEEEEE
I Following completion of the study or publication, transcripts
will be stored securely at Lancaster University for ten years before being destroyed (separate
from consent forms). The research director at Lancaster University ([ GGcNINENGEG)
will be responsible for data storage and deletion after the chief investigator has completed the
course. Audio recordings will be deleted from the password protected computer following
examination of the thesis report.

22. Will audio or video recording take place? O no J Oaudio Clvideo

If yes, what arrangements have been made for audio/video data storage? At what point in the
research will tapes/digital recordings/files be destroyed?

All interviews will be recorded onto a portable audio device. As soon as possible following the
interview, the audio recording will be removed from the portable device and encrypted and
saved onto a password protected computer. In the meantime, the recorder will be stored
securely. The audio recording will then be destroyed from the portable device as soon as it has
been transferred onto the computer. Audio recordings will be transcribed within three months
of the interview taking place. Audio recordings will be deleted from the password protected
computer following examination of the thesis report. Following completion of the study or
publication, transcripts will be stored securely at Lancaster University for ten years before
being destroyed. The research director at Lancaster University (||| [[GcTcTcNGNGGEEEGEGE) i
be responsible for data storage and deletion of data after the chief investigator has completed
the course.

23. What are the plans for dissemination of findings from the research?

The summary of the final report will be produced and distributed to the wards where staff have
taken part. The chief investigator will also offer to present the findings to the ward staff. It will
also be discussed with the dementia leads for the service if it would be beneficial for the
findings to be presented elsewhere within the service. Each participant will have the
opportunity to request the summary report be e-mailed to them.

The study will also be submitted for publication to a peer reviewed journal following
completion.

It will also be presented at the Lancaster University thesis presentation day.
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24. What particular ethical problems, not previously noted on this application, do you think
there are in the proposed study?

| do not see there to be any additional ethical problems. As with any research, participants will
be informed that confidentiality may need to be broken if anything they tell me during the
interview makes me think that they, or somebody else, may be at risk of harm. R&D approval
from the relevant trust sites will be sought for this project.

Signatures: PV o] 0] of- 1 o OO PP PP

Date: teteestesaeessesaesaeesae e s e e e e e e s e eeeeeaa e nnaeeeeeeearannnns

Project Supervisor® (if appliCable): c..cievevenerenenveneienesnresee ce e e eeenaaes

D7 ) =

*| have reviewed this application, and discussed it with the applicant. | confirm that the
project methodology is appropriate. | am happy for this application to proceed to ethical
review.
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FHMREC Approval Letter

LANCASTER
UNIVERSITY
Applicant: SR

Supenisur: SEERENNE
Department: DHR

0B July 2013

Dear Sl anc W,

Re: The use of truth & deception In domentla care; Constrecting the exp'er}ences of staff
un general haspial wards

Thark you for submitting yuur research ethics application for the above project for review
by the Faculty of Hesith and Medicine Research Ethits Committee {FHMREC) The
application was recommanded for approval by FHMREC, and on behalfl of the Chair of the
University Rasazrch Ethics Commilttee (UREC), 1 can confirnt that approvat has been granted
tor this rasearch project,

A principal investigator your responsibiiities include:

- ensuring that (where applicable} all the necessary legal and regulatory requirements
in order to conduct the research are met, and the necessary licenses and approvals
bave been obtained;

- reporting any ethics-ralated issues that occur during the course of the research or
arisiag from tha research to the Research Ethics Officer {e.g. unforeseen ethical
issugs, complaints about the conduct of the research, adversa reactions such as
extreme distress); J

- submitting detalls of proposed substantive amendments to the protocol to the
Research Fhics Officer for approval.

Please comtact the Research Ethics  Officer, .
T (T you have any queries or require further information,

Yours sincerely,

Secretary, Unlversity Research Ethics Commitlec Research Suppert Offles
Riwstards anD SAtQrpise Servicas

Ce TN (SR - ;o lcssor W - <15 Unicrsy
: Howiznd Asain
Lapcayter LAF AYT
United Ringdom

Tl pdd 3] 1524 SYRULL
R +ad (0] 1524 593229
wigb: Isttpdiremmier <S.acak
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Example of NHS R&D SSI Form (Trust 1)

The integrated dataset required for your project will De created from the answers you give (o the folowng gquestions. The
system will penerate only those questions ang sections which (3) 3pply 20 your s2udy type and (D) ares requined Dy the bodies
reviewing your study. Please ensure you anseer 3l the questions before proceeding with your applcaSons.

Floace enter a chort titie for thic project |maxi~um 70 characters)
Deception In dementa care: sxperiances of genary ward staff

1. Ic your project recearch?

@ Yes (No

2. Select one category from the lict below:

() Cinical i of an Investigagonal madicinal product

() Cinical nvestgation or other study of 3 medical device

() Combined trial of an Investigational medicind product and an iInvessgational medical device

() Cther cinica iy b study a novel intervention or randomised dinical @l %0 compare Interventions in dinical practice
() Bazic sclence study involving procedurss with human participants

() Study administenng questonnares/nteniens for quantihtve analysis, of using mixed guantathve guaitatve
methodology

(@) Study nvolving qualitstve methods only

() Study mited 0 working wih human tissue samples (or other human biciogical samples) and data (spechic project
onvy)

() Stucty dmited 0 working with data (spacific project only)

() Rezearch tszue bank

() Rezearch databaze

i your work doec not it any of thece oategoriec, caleot the option below:

(> Other saucty

22 Pleace ancwer the following quection{c)

2) Does the stucly Invoive Te uze of any lonising daton” [ *Yez (@®*No
D) Wil you be taking new human tissue samples (or other human biciogicl sampies)T  (xYes  (@xNo
c) Will you be uzing existing human Sszue sampies (or other human biciogicy sampies)? [ rYes @rNo

3. In which countriec of the UK will the mcaarch ciiec be icoated?/Tick af that acoly)

M Engrand
["] Scotand

M waies
[ Northemn irsfand

22. In which country of the UK will the lead NHE R2D offfoe be looaied:
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(% Englard

[ Exotiand

[ Wales

[ WorEam Insdand

I This shudy does nof Imreoive e HHS

4. Which review bodlet ars you anplying fo?

A HHEEMEC Recmarth and Dewslopmsnt oTices

[7] Bocial Care Resasnh Ethics Commitis

[ R==zanch Ehics Commises

[T Hatona Infcrmation Govemano: Board for Health and Soclal Cane (HIGE]
[ featonal Offerder Maragement Service (MORME) (Frisons & Frobation)

Far WHSMHSC RRD oo, che OF musn creale Sie- Specilfic [nfuimoaadiad For for esch site, Ay soaiion oo dhe
SCudy mide foree, sid Drinsfer dem i ife FlE or ko) coMabovares.

& kooks [Be pour project lo recearch reguiring HHE RED approval bl doss niof requirs resdeyw by @ REC within e UK
Hsakh Depariments RAssaamh Ebhilos Sendios - 6 that right?

|_‘| ki~ |_' i P

4, Plaats conifirm e macony o] wiy e projecd dosc nof requirs revies by & FEC within the UK, Haath Departmenis
Racaarch Ethlon Sardos:

[ Prdects limifed S the wse of samplesidain samples provided by @ Ressarch Tizsee Bank (RTE] with gereric
=thical approval from a REC, In acoordancs wifh the conditions of approval.

[7] Projects lmited o e use of dats prosdoed by & Resesncs Database Wi gereric efhical appresal from a REC, In
aoonmEmoe with e condibons of approal.

[T Reszarch Imibed 8o uss of previousy colsched, rom-denTabike imormabion
[ Res=arch Imited o wses of previoashy collscted, rom-identifable fxsue samples within fars o donor conesent
[T R=search lmbed by use of acelulsr rakral

[T Re=szarch ImBed to wse of the premizes or Solibes of cane organisations (no Invotiement of pabenbsis endoe
Sers &5 parbcipanis)

e R=searrh Imibed bo iraokeement of s as parbicipants (mo Ineobearmient of pafentsiserdos users as parbcipants]

£ Wl any recaarch oitss In thic shedy be HHE omankeations?

|_‘| ki~ |_' i P

Ea Are all The recearoh oocts 2nd Infrasiructurs coste for e chudy prosidsd by an MIHR Elomesd loal Rscaarch Centna,
KIHE Bimadios Facearah Unit, MIHE: Colisharation for Leadesship In Haaih Rscsarch and Cars (CLAHRPD or HIHR:
Fascaarch Centre for PaSent Safety & Sarvios Guality In all chady ciscT

|_' R = |_‘| Ko

¥ pex NHE permisoion b o siudy Wil be pmoenoen frouph e S Coormingéed Spmiem for gaining M-S Permriztion
(WA G5

b, Do you wikeh o maks an application for the cludy to be considensd for BIHR Clinioal Rscasrnh Meteork [SRN) cuppori
anad |nohuskon Iniths KIHE Clinkal Ascearsh Mebtwork (CAN) Porifollo? Plesacs ces InfoemaSion butbon for furfer detallc.

|.. s W |_‘ i P
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i pes, MRS permission o vour Shudy Wil O peoessed Mroug’ e WS Coordingied Sysem S gatning MHLS Pemission
IR CEFY and pour s oomplete 3 NIHR Cinleal Resagrmh Ketwork (CRN] Pomiblle Application Gorm immediafely stier
completing s profec Nl and befoer Compisting ang! Sbmitiing offver aooiication s,

. Do you pian to Include any partiol pantc wio am ohildns?

Cives (% Mo

7. Oio you plan at any ciags of the project o undestaks Imtruches recearch Imvolving acults. Lsoking capacy to ooncsmt
Tor themcalass T

Cives (% Mo

Amcwer Yeg I you plan fo reorut IVing paricicants aged 16 oF over who ok Copacty, oF io el therm i e Sy fofowing
ioss of capaaty. inbuche moEanch means a7y researnly R e Rang reouiing consent i bw. This indudes o= off
ideriitanks fomus SETRES oF TR DT ton, evnepl e gnnicaiion s being made i the G EMics and
Confdentialty Commiiies b set acice the common aw dudy of confoenialy it Sogiand and Waies. Fieass consult the
pcance aofes o e Rbmmedon oF e feapad fameworks for resealy Ivoling souts Boing capachv i the LR

£ Do you plan to includs amy participantic wie am priconsrs of young offesndess Inths cosindy of HM Pricon Seevios or
w0 ars offendens cupsrviced by the probathon cerslos |n England or Waless 7

|_' ] "’c's -.‘I ri

8. Ie the ctudy or any part of | bsing underialksn ¢ an sduational projeot?

-.‘I 'I.E l.. ] ri

Fisams desoribe briefly Fe meoivement of Se shudentis):
This |5 part of & dochoral Sests in clinical psychology - the chiel InvesSgator |5 3 siudent

Za. s the roject belng underiaisn in part fullimsnt of & PhD o siher docdorats ?

#ves Mo

10. W thic rescaarch be Ananoially cupporbed by the UnBed Sates Departnent of Healh and Human & envoes or any of
£z diviclone, agenckss of [rograms 7

ives (3 Bo

141, W idesrrHNabdis patient data be aooscoad culslds the cans team withowt prior concent at any ctags of the projsct
{Inciuding kdsmiification of poienial partkcipanic?

ives (3 Bo
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iz the ciby hocting thic recsanch a HH3: cRe or & non-HHS claT HHE ohes Incluge Hegith gng Sooa! Came organisations in
Korfvem ieland. The S5 hoging Se rmasah are the sfes i wfich or Mouph sich reesah procsciones ane conducies!
For MHE s, s incluges S wivens MHE o2 ane pardoinantT.

Laide =F-io
L Mon-NHS she

Thic quESTon mUST be compiesd Sefore procesding. The ter wil cusiomine te trm, disabing quesiions which g no!
A i s anniCaice.

One Sf=-Specific information Form should e compieded e each messanch sie and submittied fo fe efevant RAD oifos
with e dorumeEs i dhe checilis See pildance rofes.

The daty v s b s popedated’ Sovm Pt A

Tithe of ressarcc
T e ol frut and deospbon In dementis care Consinuching the experemces. of sialf on gereral hospits] wands

Shoritiie:  Decapbion i demenbs cars sypeisnces of general wand s

Tt Foremnamefinias Sumame

it Inuestigator — -_

same of WHE Rassarch Ethics Commiti=e fo which appicafion for athical revisw ks being made:

Frofect refereno= number fom above REC

1-1. G they mamss of The HHE organication recponcibde for thic recearsh che

1. In'which oourTy |G the mcaaroh e looabed?

% Erglarnd

i Wales

.+ Ecotiand

L Norem el

1-4. | the recaarh cits & 5P pracbos or other Primany Cars Organication 7

LA Yeg 190 No

2 Whio |G the Prircdpal Investigator or Local Collaborabor for thic necearch & thie cReY
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St the m’! e |_‘| H-r':pa hﬂmr
[ Loral Collshoraine

Th= ForenamednEals Sumame
[ ] ]
Post ]
A atans ‘
Crganisation ]
work sodrezs (N
I
A
PostCode L]
Wort E-=3 ]
work Teleghone (I
Mobile A
P

&) Apgrow makety how much Bme will this person allccate b oonducting this research? Plasse srosdds poor resnonse
i ez o Wehcke Time Eoufvaleres (WTEL
0E

b} Does this person hold & cument sulstantwe empioyment contract, Honorary Clnical ®ives [ Mo
Contract or Homorary Resesarch Contract with the HHS onganisabion or scoepled by e HHS
organisationT

A opy of & cormerst G for e Frincioal Ivesigaior (madmom 2 papes o A4) murs b spbmied with Sis fom

3. Plaacs ghes detalle of all kostions. departmenis, groups oF unis af wihilksh or eough whioh recsanch procsdurss. will
b ponduoted at thic o amd decorite the solivity that will fake plaos.

Pi=gos i 3 focafon stiengrimens & whene esegrch procesores will b congucied within the NHS orpanisation,

desoribing Se nvoivement In g few worss, Fhere acosss fo spectic faciites will be reguied Mese shooid aise be Ifed for
=gich focation.

koyme the maly locaSonddenartmeant v, Give defals of sy msearh pvmoedires fo be carias ood off sBe for axampls jn
DarScipants' homes.

LLocation Aoyt Tacd| e

L4ward Participanis wil b recrufad from this wand, based on necommendabions $om e dermenia o that |
has & high proportion of cider adufts admifisd. Feoruitment will b comduchad Wi assistarnce o the
wand manager who may distribube imformabon packs §o their oSalT. Alisrmabivedy, e chief imeestigaior may
g o o e ward B presant e chedy 1o s, nSendees s Beedy b b condocied o the wand, Bt ina
privaie room chos= by

2 Lowand Paoriicpants wil b reculesd from this ward, based on recommendations fom e derenta i that B
has a high proportion of cider adulits admifisd. Feoruitmens wil b comduch=d Wi assistance o the
wan manager who ray distribabe informabion packs o their s5aiT. Allsrmalivedy, e chisl rvestigaion rmay

go om o the ward b presant B shudy 1o ST, Riendess are By b be conducd o the ward, bt i a
privale Foom closes by

1 LEward Porficipanis wil b reorufed from this ward, based on recommendabions fom e demen s, e that
has & high proportion of cider adufts admifisd. Feoruitment will b comduchad Wi assistarnce o the
ward manager who may disirbabe imformation packs io their =i, Alermativedy, Fe chisl eestigaion may

g o o e wand o present e chedy o ST, REndess e By o be conduced o the wand, et ina
privaie room chos= by
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4 Bewad Participanis wil b recrufesd from this ward, based on recommendabions fom he demenia ed that |
has a high proportion of cider aduits admitied. Feouitmens wil b comduched Wi assistance o the
ward manager who may distribabs imformaton packs fo thelir =5, Allermabvedy, S chisl reestigaior may
go on o the ward D present T shady 1o s, Rendess are sy Do b conduched) o the ward, bt ina
privai= room cloos by,

E Flaacs ghve detalic of all okher members of the moaanch team at thic cibs.

& Dhoes. Hhs IPriimand paill Invescthgator o @iy othesr mesmiber of ths sie mecaarch e have any dirsct percoral Irrsohssmmasmt

je.g Minancdal. chars-holding, parconal relabdonship sta) In the onganication cponcoring o furcing the recasrh Shat may
ighwas rice to & poccibde oot of Imersct?

D'Yes (% No

7. Winak G the pmroposed lecal otart ansd snd dats for the recearch af thic cheT

Efart dabe- HOTIHHS
Ermdl deakbe: T L
Duration Ponis) iz

£-1_ Gww detalic of all on-olinkcal Inbersemtbonis] or prooedersc) St will bs recstssd by parilclpants a6 part of Hhes
recaaroh profoool. [These nclugs sescng Consent, (Meriews Nom-OV¥Ca o0Seryaions Jnd Use of guestionnames. |

Coiumas - e been compieied waih infmation Mo A1 as beiows
1. Tefal pumber of fenenionshrooesunes i e mosived by sach sardcipant as padt of ihe mesearlh Drofocor.

Z ¥ this inferention would have ey routinedy oiven o padicioan’s 35 oo of Selr care, how many of the fotad
oD have besn roudine 7

3 Average §me faker par Afeneniicn [misutes, hoors o days)
4 Deizle off who will condiaT Me proosoure, and whene §will Sie plbos

Plagoe complaie Colunm 5 with cefals of fe names of ndbdouas or names off S5aif groues wio wel congiuct the
prmenre: ot s sie

Irfarention or -
= 12 3 4 ]

FeEfication of 10 1= Farticipanis. might b= noifisd shoat the  The wand mansper's of e wars

s A minuizs  Fesssrch afther by e manager of the identfied = i w0
weard Bt they vk on aio sl g ol Iimfoem sia® of the sy and dstribuse
Imormation sheets o thedr =St Imfrmation packs. The chied
members, o if agresd by the manaper,  Investoaon I oy aisc
fhie chief IrsesSigation may oome omo e | preseni e shufy o sSil marhers
ward o disruss the reseach Inperson =g ot sin® handover, describing the
with ward stafipoi=ntisl perficpants shidy and ansesring any guestions

Ty may s,

Rezdng 1020 Potential participants wil read the Efaft merbers from wards I

participant minutes  formation sheet by themssves betore  ancilliwil read the participant

Iromrabion aFesing o iake part Inthe study. The Imfrmation chest befone agre=ing o

Empmat chief nvesSgsior can also go Srough take part. The chiel imestigaior I
the paridpant Imrmabion sheet with R = oiso go through this with
polendal participants F@ls would b= of | thes
FisdE o them.

Cizcumsion 10 15 The= e’ InvesSgator can dsouss the The chie? irreest gt D

about the minuies FesEarth wih poben bl earfcpants © Wil diouss the reseanch with pobenial

resaanch prior b memdad, prior io ther agresing otk e partcipar= i 2o
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agr=aing o iake
part (opional

Discussion o 1 0 10
agres Hme ard minuizs
oscation of

[ g

Seskingoonsent 1 0 1E
pricr b0 startng minuies
the Inberdiew

Semrstnechered 1 0 1 howr

REnEs

Deeturie 10Et
minuies

Reading 1 0 30

findirgs minuizs
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part. This cam be done cyer B pRons o wands

In perzon.

Tre ol Imveshipabor will amange & ime  Chis? rvestgaior i +ith

and location for he Inerview with the
participant. This can be don= via
Eelepiione or In pErson.

Thie civled Irraeshigesior wil 35k
participesnts o read amd sign e
oorsenk form Immediyisly prior o
oommenicing the imterview. This will b=
In 3 privak= roo al e hospial she.

T chilef Ineestigaior will TaclEsbe e
sl sinechured Imerview, in @ privale
Foom ot e hospisl she.

T chie? rvecticoior sl provide al
participesnis with & detrief form and
disouss Ay COnNCEmS they ey Faese
folowing T REniEE.

Farticipants wlll harse e Ophon o
mosve 3 surmany of the Snal nepors. 1
ey eguest s, time will b= Eken Sor it
i b= read.

potential pardcipants (s i
B =il o).

Chie? irrvess bt or S i th
partcpanis (st o and
il wands).

Chie? irrvestigaion I v
paricpanis | st o R and

il vz,

cﬂe'lnm
partopanss (st and

il wards).

Chief Imrestigator will sendl sumimanry
of report D pardcipents (7 nequesied).
This will be Fead by participants in
hedr own Sme.

iperorboand 7
[Crves (¥ Ko

I P, plegoes podte gny reievan changes o the Inormation i e above b

A fhars any changes offer than thooe pobes! in fhe tabis?

-2 WA ary acpeois of the recaarch at thic offs be conductsd In 2 diffsrent way fo that decoribed In Part & or the

510

10. Hiow mnany nsceard partiolpamtc) campies Ic & sxpsobad will be rorufed'cdtalnsd from i cle?

o takos parrt In the chudy.

1. Gbew detallc of how pobsmiial partiolpante will ba ldentifed looally and wha will ba making e finct approach fo them

The dementis ks trom he send o= 2= 3xsisted with identfying wands that regulary Fase a high
proportion of oider aduit pabients with dementa When sfical approval Fas besn ghen, S chle” Imnestigabor will
provids ward managers with Information packs that will be distributed amaongst the stx™ Additionaily, the chief
InvesSigator cam o Into wands and present the study o sbrT members &g during s Fand overs. F staT conbdt the

chi=l iImveesEgatonr Fawing recefved e Informaton and decide that ey wod ke o ke par, the chie? imvestgaior wil
oerict waard managers and discuss Here 1o 3 convenient Sme for the sbiT members o @es e off T ward o ke

pfl Aleymeatively, ST contake part in the shudy oot of work hours.

12, Wi will be ressponcibis Tor obfalning Informed concant at thic cle? What sxpertics and fraining do thesss peronc
v In cbialning conGen for recssrd pUrposes T

MHame  Experiisetraining
A The chief Invesigaion fas ssperience of prior research, undengradesie dsseraion, masher dsseriation and
Tumer docioral vl sargdoe reaied projecis: hat have regquined oonsent o be obisined o parfdpanis. Akso,

wimin cinical raiming, it ks ofen necessary io gain consent from clers within & therapeutic s=ting.
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1E-1. lo thesre an Independent contzol polnt whens potertal parficipanic can cosi general advics aboud taking part In

e

Farbicipants wil b= bodd in & infomation shests Gal F they wish o @k o someons oulsides of T Cinical Psychology
Cioscioraie Prosgramemnes, thesy ray conbsct

o= Azzocizie Dean for Reseanh ol Lancasher Unkisrsity. The contsct deballs will be given on e pori cpant
Imformation sheet.

1E-Z k& thers a comiact podnt whers poteniial participants can cesk further detalic aboud thic cpesc@io recearnh peojeot?

Polenda participants will e ghien e oontact delails of e chisl irreestigalor T ihey st Turther detalls sbout s
spectic resesmh project. They will @lso be gheen the contsct deinls of the supendsors for T shufy and e neseant
direcfior of the cinical Esychology programme at Lancasier University

18, daw thees amy ohanges that chould be mads to the penerio conbent of te Inforraton chest to e o -cpeaiio
Iecuss In the oonduct of the chedyr? 2 subsiantia) amendment may need o be discpssed with fhe Chief Investioator and
SubmiThed i e maln REC

Mo changes should be nesdied o the gerenc conkent of the Informaton sheet bo nefisct shie spechic Issues.

Flease provides 3 copy on hegdes paoer off he pamicingn! nfrmadion sheet and consant o thal wif Se usad focaly.
Unkexcs Ingicated above, this muss? De dhe Some Qenevds version swomifed o nomeed by the main REC for e Shudy while
incluging rel=vany inca imbrmation about the ote, mvestipation and oovisct polnes b paricioants (See guidants nofesl

7. What loosl arangsmems have besn macs for parboipants. wha might not sdeouatsty undsnctand verbal
sxplarations o writan Inforrmation geen In Englich, o who have cpeolal communication nessds? =g, ransision, use of
driyoyears air )

Dha= to nok harvimeg e Snarcial resources o pay o interpreiers, pariicipants. mess be Englsh speaking. Itk feit that as

o= sty airms B0 Rierdew skt members. Wi work In an NHE saiting, ey are [Eely io have 3 good undsrstanding
ard abilRy o speak Engllsh.

18. What looal amangerrenic will s made o Inform the SP o obfer heafth oo profscoionalc recponcibis for the ars
of the parBolpantc?

Mo amamgEments will be made 5o ke the GP or ofher heaith care professionals resporsbie for ©e ae of Fe
paficipants, howeer, parScpants wil b inforred In T debre shest that [ they Fave any conoams Slowing taking
[ears i e sy, Hhey shiodid Inform S manager of oo CLpeSioral Faast

18, Whhat arrangesrents. jeg. Baolitesc. claMng, popohotoolal cupport, eenerpency proasdunsc] will ks bn place it the
cits, whers approprists, o minimics the ricke bo parboipamts and ctaft and deal with the concsquencss of any hamm

Whist E Is not espeched that stafT il face any Rarm when taking part In £ sfudy, managers may be informed of Teir
part cpation and thersfors: st members will be sbis bo discuess with them any concems ey may hae hilowing
parScipation. It might also be suggesi=d that Tey contact ocoupational heath and contact details Can be ghven. Given
Tt ward managers wil be irformead of sta™ baking part (17 during work hours), they will be abis b snsure other staf?

meemibers. [nol king parl] &= sulabiy covensd during the participanis: absenee. Fafidpents will be provided with &
debrrie Ao Tollowing e inkndes

). What are the amamngemanic for the cupenvicion of the sonduod of the recearch af thic cia? Segse ghee the name= and
oot cefalls of any supendsor nof aeady Beed iy e aoplication.

The chiel mwestgaior wil rechve supenision both from Felr academic and faid supsraisors. The chie? rrestigaior will
izl At ezt monthily with both superdzors and this can be incregsed it necessary, Conbact distslls for ot
EUpEnA S0P A

Address

Phone

Emai:
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Phone:

Ema h

1. Wit axisnal funding will B provided for The recaamd 2t thic. cibe ™

[} Funded by comrencial sponsor
(85 ko el funding
Hoeee wiill o= cosis of e res=anch be coversd?

Thers will be ro oosis o e ressancs as | s park of a dinkcal pspchoiogy docioral Fesis. Expenses o pardcpants amd
for addfional =epemses such @5 sSaborary will be oovened By Lancaser Unhersity

2. farmorications required pricor to RED approval

The iocal reseah feam are responsbis for contacting the local K-S RED offo= about the research project. Wene: the
researh project s proposed o b coordinated cenirally and Senefore thers 15 no local researc e, s S
resporsbifty of the ceniral reseanch e b nsSigate this contact with local RED.

MNHE RED offoas can offer advice and support on e sebup of 3 essanch profect af Sedr organisabon, imchuding
nformation on kcal amangemenis for support sardoes nejayant o the project Thess supporf ssndoss may inchade clinlcal
supervisors, Ine managers, SardcE managers, support depariment managers, pharmacy, data protecion oficers or
finanoe managers deperding on = naiure of the res=amh

Cibtaining the resressary support sendos authorisations |5 not & pre-reguishe o submilssion of an appllcabon for HHS
reseanh permlssion, bt all appropriale suthorisabors must b= in piace befone NHE research pemission will be gramisad
Proceszes. for obéaining authori=abions will be subjecf o local amangements, but the minimum =geciaion |5 Fat the local
RED offo= has besn comiack=d o noify | of the propossd reseanch projec and io dsouss he project's needs prior o
submission of the: appibcabion for BHS recearh permission via IRAE

Fallure B0 engage with iocal NHS RED offices prior o subimission may lead i unnecessary delay's In e process of this
application for HHE ressanch permissions.

Dearagion:

[ 1 e et e relewant HHE srganication RED oMo hac bssn contaofed to dicoucs the mesdc of tha projeot
ared loosl amrangamants for cuppor! canylces. | undsrctand that fallurs to sngage with tha local S AAD oMo batfom
cubrnlcoiom of thic appdlest om may recul In unrscec ey Sslays In obiaining BHE receornh pammiiccion for thic
prosot.

Pisacs give the rame and contzat detalc for e NHE RAD oMo cisfl mambasr you heve dicouctcsd Shic appdioathon
with:

Fleass noie i b some sties ihe NHS RED affce coniect may o be oinsical) based af the sie. For oot detals mier
o fhe guidanee fov this quesiion.

The Foremamefinibals Eumame

I e
wonE-mall (N
Work Teizohon: (NN
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1.

2

1.

ix

3.

Dwscilaration by Primcipal rssciigator or Looal Collaborator

The Imformation i this form |s aoourate i e best of my eosiedge and | Sl full respones Bty for £

| umsderiake bo abdde by e sRica princples undeminning the Word Medoal Assocaion's Ceclarsion of Helsinkl
and reevars good pracice guidelines In the condut of rese=arch

e research |5 approved by the main REC and NHE onganisation, | undertale 1o adhers to the study profocoi, the
ez of e appd o on of which e mam S0 has given 8 tywourabie opirion and e condtors mquasied by the

NHE croanisation, and b rior the S-S omgan saton wihir 100 Smelires o any supsequsnt smenaments 5o
the protocs.

e reseanch | approesd, | undertake o ahide by the principies of the Besaanch Govemanos Frameson for
Health amd Social Cane,

| & aware of ry respores By b b up 5o davie and comphy with the: regquinsments of the s and nsdesont
guidieines redabing b the comduct of esean

| ursdertake o dlsCiose Ay oonfics of interest that may anss during the course of this reseandy, and ks
responsibl By or ensuring that all =T imeoked In B reseanch are swane of Fedr responcibilBes to disciose
confids of inkerest

| umder=tand amd agres ol shudy fles, oocuments:, resesch reoods and dab may e subjed o Irspsciion by e
NHE organisation, the sponsor or an Independant body for monfonng, audt and Inspecion purposes,

| take responsl b Ey for ensaring Tal =it imvoried in e resaanch at this sie hobd approperiabe contacks for the
duration of the researt, ane famillar wth the Reseanc Sovemance Framewort, the MYS organization's Dt

Froteciion Folcy and 3l offer rdevant polces and guidednes, and ane appropriately tined and experiencsd.

| ursderiaks bo compiets any progress and'or nal reporis as regquested by the HHE organisation and undersiand
that confnuabon of permilssion b conduc eseanch within the HHE opanisation s dependant on sabisfaciony
completion of such repors.

| umsdertakee o ainkain & project flie for this researth s acoordanos wish the MHE organization’s paolicy.

| iake respors EELY for ensuring Tat sl senous adverse svents ae handked within e NHS organisation's polcy
for reporing amd handing of adverse svents.

| Urderstand that Imiormabion, rsiatng 5o this recaanch. inciuding the contsc demls on this applcadon. wil be Feid
by the 5D o™= and —ay be haid or natona research imformadon Syste~e and Tatthis wil be —anaged
accoming i the principiss szabiched 0 the Cats Sroechon Ao 1998,

| undersiand that the Iffomation contained In s appilcation, any supporing docurmentaiion and all
pomrespondenos with Fee RAD offios andior the REC sysiem neiabing o Fe= appiicafon will be subjedt o e
prowisions of T Freedom of Imfomabon A&ckE and may be discosed In response o reguests made uroder the s

Eycepl winene shahiony swerpions appdy.

Sigrature of Principal Imvestigator
of LoCa Colabomamr e

Bt Hare: ——

Db
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R&D Approval Letter (Trustl) see—s-ene——

Actite & Prinary Care Rosouch
PR T TR

Anroctate Director: w

Stanager:

30" Judy 2073

TR

Trainse Clinical Paychology

Lancashire Care Foundation Trust

Division of Health Resesrch, Facutty of Health & Medicine
Fumass Buliding

Lencegter University

{encastar LA1 4YT

Uesr (EE—

Study Titke: The Use Of Truth and Deception In Rementla Care: Constructing
The Experiences OF 8iaff On General Hospia) Wards

NHS REC Reference: WA

EubralT Reforence: NiA

R&D Reference: 20434 08nouro

Thank yau for forwarding all the required documentation for your study as above. | am pleased
ko RO you that your study has been registsred with SENENSERENE. 5nd hae gainad NHS R&0
appraval from the loflowing NHS Trost:

© TR e

All clindeal resaarch must comply with the Heaith and Safety at Work Adl, waww hse gov.uk and
the Deta Profection Act. hite; fwwr.inso.dov. ukfacts

k Ia & legd requivement for Prindipal Investinpators lnvolved In Clinical Trials 1o hiive completed
acvedded ICH GCP training within the leet 2 years. Please ansums thaf you provids ths RAD
Depariment with avidence of this (cenlificate for completing the course). A list of GCP tralning
cotksea can be obtaingd fram the R&D Offices.

Al researchers who do not hokl 8 substentivis contrack with the Trist must hiold an honorary
resesvch contract hefore commencing any study actvites refated io this approval. The
me:h Passport Applicabon Famy' THs can be obtained from web addressas

(Epsfapueer T eitOLY srcheryneasports hm! and hpAeww hona.
mmMWmemm
complelad and raturned, with & summary C.Y and recand {udthin 6 months) CRB fo fws address

shown above,

it is & conciiion of both NRES and NHS RED approval that parlicipeart racruilrent data should
be forwarded an 3 regular basis. Thereore, progress reports metst be submitted annually to the
meh REG mdccpnedtut‘ne R&D ofﬁco \mlllt‘m end omudy
b 3 g £ DO

fosmarch & Duescgnen Deparment
SESte R,

SRS AT
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Yhere cilrical trials of investigational medicingl products are sponsored by IRy
Foundatlon Trust or SENENESSENEY Care Trust, I i a conditlon of Trust pproval that Chief
Investigaiors submit dquerterly progress reponts (te Include Annusl Sefety Reports at the
spprointe lime} to R&D. For clinteal trials of Mvastigetional medicinal products hosted within

NHE Foundation Trust and uiiueieesiel Care Trust, the kcal Pl will be
expéctad o submi{ bi-annual progress reports 0 R&D. it is aleo a gondition of approval that
delegatad dutiee {as agreed within clinical al agresments end frigl delegation logs) are fuliilied
by anly those delegated to undertake a spacific duly. Thie will be monitored by the Sponsor's
Representative duting reullne monitoring of the frial, Pergistent nop-compliance with thewe

tirements mey result in F Trust RED Approval.

Anry amendments to the study should also be notified snd approval sought by Ethics Commitize
and R&D Departmeant. Where SN NS Foundation Trusi or SREERISEREEE Core
Trust la acting s Spostsor thetr ametidments or changes MUST be discuased with the
Sponsor prior to BEC subrtission,

On completion of the study you are required (o submit 2 ‘Declaration of End of Siudy' form to the
maln REC, which should also be copied and forwardad 1o the R&D offie at the address shown
above.

Arswos‘%ous adverse evants or govemance igsues relaled to the research must be notlfiad to tha
R cs.

Yours sinocrely,

(R .
Agsociate RED Manager

cc. Sponsor

Rosoarch & Deveopram Doparimernt
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R&D Approval Letter (Trust 2)

h‘l

Mrs Alex Turner

Trainee Clinical Psychologist
Lancashire Care NHS Foundation Trust
Clinical Psychology

Division of Health Research

Furness Building

Lancaster University

LAL 4YT

Dear Mrs Turner,

Ref: R0O3274-Ltr 24a-TURNER

PIN: R03274 (Please quote this number in all future correspondence)
Research Study: The use of truth and deception in dementia care:
Constructingthe experiences of staff on general hospital wards

Further to the above study being registered with ||| EGcNNGEEE
|

, Ican confirm that the study documentation received
and listed inthe table below, has now been reviewed and ethical approval is not
required in accordance with the new GAfREC guidelines.

We acknowledge that the University of Lancaster has accepted the role of Research
Governance Sponsor for this study.

lam pleased to confirm that the Trust Director of Research & Innovation has given approval
for the project to be undertaken.

The Trust aims for its research projects to recruit their first participant within 30 days of
the recruitment start date. f you do not tell us your actual recruitment start date, we
will use this approval date. This information is important for monitoring Trust recruitment
performance for internal and external assessment. | would like to take this opportunity
to wish you well with your research

Yours sincerely,




