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Abstract

Reasons why people might behave in ways that akeclging for others include dementia
and learning disabilities. The ways in which carers, who may be family members or

staff, make sense of the causes of these behawanraffect how they respond to the person.
Additionally, challenging behaviours can have arogomal impact on caregivers, which may
affect the attributions they make about the behagioA systematic literature review was
conducted to identify factors which are relatethi® causal attributions carers make about
challenging behaviours. Sixteen quantitative gsidinat had examined carer attributions in
the areas of learning disabilities and dementia ware reviewed. A wide range of factors
had been examined in relation to attributions, Whiere grouped for comparison into: carer
and individual demographics, individual’s levelimipairment and type/ severity of
behaviour, service and environmental factors amer@motions. Some factors were
identified as being associated with carer attrimsj including the level of impairment of the
individual and the type of challenging behavioérqualitative research project was
conducted: nine direct care staff in a resident&hentia care setting took part in individual
semi-structured interviews about their emotionagdeziences of working with challenging
behaviours. Interpretative phenomenological amalyss used to analyse the data, and three
broad themes were constructed: “They don’t knowtviey’re doing”: Understanding

causal attributions; “It's knowing them as peopl@etting to know people with dementia;
and “That’s part of the job”: Experiences of théerof care staff. These themes were
discussed with reference to the literature, andaai implications and directions for future

research were proposed.
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Abstract

Objectives

Individuals who care for people with challengindn@eiours make attributions about
the causes of behaviours, which can affect thepanrse to the person in their care. A
number of factors may be associated with differencehe attributions caregivers make

about challenging behaviours.

Method

A systematic search of three major databases spegfied key words concluded
with a total of sixteen studies. Studies were idelliif they were written in English and had
used a quantitative methodology to examine onearerfactors in relation to carer

attributions of challenging behaviour.

Results

The reviewed studies included staff and family cacé people with learning
disabilities and in the area of dementia care.d¥ad¢hat had been examined in relation to
caregiver attributions were grouped for compariswo:. carer and individual demographics,
individual’s level of impairment and type/ severitiybehaviour, service and environmental

factors and carer emotions.

Conclusions
The wide range of factors examined meant few aeaclusions could be reached;

however, clinical implications and directions fatdre research are discussed.
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Practitioner Points
Positive clinical implications
* Working in an environment with high cognitive derdanay be associated with
differences in the attributions staff make abowliegmging behaviours.
* Environmental restrictions may be associated witletstable attributions of behaviour.
Limitations of the study
» The results of this review are most relevant téf starking with people with learning
disabilities as this is the area the majority @& taviewed studies were conducted in.
» Six of the reviewed studies were conducted witmettes, which may not accurately

represent the carers’ true responses to challerghgviours.
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Introduction

Challenging behaviours, or behaviours that challemge most often described as
actions by a person that negatively impact onpleason’s wellbeing as a result of the
distress they cause; this distress may be physigadychological (James, 2011). These
behaviours are challenging for staff or family ogrfor the person, though the person
themselves may not consider them a problem, fompl@wandering in dementia does not
necessarily result in the person being in dangeg@§y\2010). Challenging behaviour is
widely understood to be functional for the indivadland to be shaped by the impact it has on
the person’s environment (Emerson, 1995). For @kanself-injury might be positively
reinforced when staff intervene to stop the behavamd by so doing pay attention to the
person, which may be a desirable outcome for ttvioual (Hall & Oliver, 1992).

Other examples of challenging behaviour includéakand physical aggression and
sexually inappropriate behaviour (James, 2011mechallenging behaviours carry a
potential risk either to the person themselve®dhose around them, which may include
family members, fellow residents or care staff.e Tdrm challenging behaviour is often
applied to particular groups of individuals suchtasse who have learning disabilities
(Whittington & Burns, 2005), dementia (Opie, Dogléd’Connor, 2002), and acquired brain
injuries (Rahman, Oliver & Alderman, 2010). Iwsrth noting that in these and other
contexts the same behaviours might not be givesdhee description, for example in
dementia care some researchers refer to “behavidistarbance” instead of challenging
behaviours (Martin-Cook, Remakel-Davis, Svetlik,ndyp & Weiner, 2003). Definitions of
challenging behaviour include the following by Estar (1995):

Culturally abnormal behaviour, of such an intendtgquency or duration that the

physical safety of the person or others is likelyp& placed in serious jeopardy, or
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behaviour which is likely to seriously limit use, of result in the person being denied

access to, ordinary community facilities.
While this definition was written to describe clealjing behaviour in people with learning
disabilities, it could just as easily be describaingllenging behaviour by someone with
dementia (James, 2011). While it is acknowledpedl there may be differences in the
experiences and behaviour of people with diffecgfficulties such as dementia, learning
disabilities and brain injuries, it seems thattdéren “challenging behaviour” is defined and
used in the same way in different contexts. Thueethis paper will not limit consideration
of challenging behaviour to only that associatethwne cause.

The individuals most often required to respondrtd attempt to manage challenging
behaviours are informal family carers or paid supptaff. The term “carer” or “caregiver”
is frequently used to identify these groups of pedpowever it has been argued that this is a
term with which many people in these roles do dentify (Molyneux, Butchard, Simpson &
Murray, 2011). However, most of the published aesle pertaining to people who can
present with challenging behaviours does use ttegses to describe support staff and family
members who offer significant support. Conseqyemthile the criticisms of the term are
acknowledged, the term “carer” will be used in thégper to refer to people in these roles.

The ways in which carers respond to and managéealgaig behaviours have been
shown to have an effect on the level of distregeagnced by the individual presenting with
the behaviour (Griffith, Hutchinson & Hastings, 3)1 Moreover, carers’ beliefs and
feelings about challenging behaviours are likelinftuence how they respond to the people
for whom they provide care (Hastings & Remingtd®93). A number of theoretical
approaches have been developed to make sense afdowderstand behaviour and the
emotional consequences of this. One of thesé)yatityn theory, studies the way in which

people perceive the causes of behaviour. Attroutiheory has become a widely used
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framework applied to a range of settings and irmtligis. A key assumption of this approach
is that a situation does not directly lead to &tiea; rather cognitions have a mediating role
(Heider, 1958). In effect, how individuals peragiunderstand and recall events will affect

how they react, including their emotional reacti@fgrsterling, 2001).

When making attributions, a number of dimensionsHzeen proposed on which the
causes of behaviours can be understood. The chadaetaviour can be perceived to lie
within the person doing the behaviour (internaliladgition), or within the environment
(external attribution) (Forsterling, 2001). Theusa can also be considered to be stable or
unstable, which relates to whether the cause isagd to change over time (unstable) or not
(stable) (Heider, 1958). A further dimension of €ality is that of controllability, which
refers to whether an individual is perceived toéhawntrol over an event or behaviour
(Weiner, 1995). Behaviours can be understood esopal, where there is something unique
to the individual that causes the behaviour, ovensial, where most people would act that
way in the same situation. Finally, behaviours lsartonsidered to be global or specific,
with global causes leading to wider effects (StrattMunton, Hanks, Heard & Davidson,
1988).

Weiner (1980) developed attribution theory furthgmproposing his model of helping
behaviour, in which when an event (or behavioucuos, individuals make attributions about
the cause. These attributions, along with asseti@motional reactions, can determine the
person’s emotional and behavioural response. Mbidel of helping behaviour has been
suggested to apply to staff responses to challgngghaviour (Dagnan, Trower & Smith,
1998). It places importance on the role of emaimndetermining response, for example if a
member of staff understands the cause of a behaasointernal, controllable and stable, they
may be more likely to feel angry and have lessbétiat the person’s behaviour could

change (Rose & Rose, 2005; Stanley & Standen, 20DAynan et al. (1998) found support
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for the role of the model of helping behaviour tafEresponses to people with learning
disabilities and challenging behaviour, with lirfksind between attributions of control, staff
negative emotions, and reduced willingness to frelp staff.

However, more recently it has been proposed thah&/se model is unable to
consider the complex range of influences of releean responses to challenging behaviour
(Cudré-Mauroux, 2010). For example, staff can oidtiple perspectives about a person’s
behaviour (Jahoda & Wanless, 2005) and severardift attributions may be made during a
single encounter with one episode of challengintgb®mur. Moreover, these attributions
may even be contradictory and influenced by a tanéfactors (Cudré-Mauroux, 2010).

The theories described above have been relaté teesponses of both formal paid
carers and informal family carers to challengingdaours. It is acknowledged that there
will be differences in the perspectives of a fantidyer compared to a member of staff
(Cohen-Mansfield, Golander & Heinik, 2013). Fanubrers will have some form of
additional relationship with the person and thesg/ e differences in perspectives between,
for example, spouses and adult children (Broese3raenou, de Boer & ledema, 2013).
However, it can be considered that there are mamjesities. Whether someone is a formal
or informal carer, they will be required to carmyt aany of the same tasks, including
supporting the person to move around, personal sapport with meals and drinks and
managing their medication. If the person behanesway that is challenging then whether
the carer is paid or a family member they are redpg to the same situation. Therefore for
the purposes of this review paid carers and infboagers can be considered together.

Factors that have been proposed to affect théatiiohs made by carers and staff
about challenging behaviour include those relatinthe cognitive ability level of the person

displaying the behaviour (Tynan & Allen, 2002), tigpe of behaviour (Dilworth, Phillips &
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Rose, 2011) and the emotional wellbeing of theroq@eok, Ahrens & Pearson, 1995; Rose
& Rose, 2005).

In one of the few reviews in this area, LambrecRttyy and Maes (2008) conducted
a review of staff factors that influence resportegseople with learning disabilities and
challenging behaviour. They found that staff oftensidered the cause of challenging
behaviour to be internal to the person, and thaébieurs by a person that caused damage to
the environment were experienced as more challgrtpen self-directed behaviours by the
individual (Lambrechts et al., 2008). The findirafjghe review were difficult for the authors
to synthesise, partly as they included both quatintg and qualitative studies with a range of
methodologies, suggesting that a review which feedn a narrower range of
methodologies may be useful.

As there is not yet a sufficient body of publistigdhlitative research examining the
experiences of attributions of challenging behavtowconduct a meta-synthesis, a review
focussing on quantitative studies appears morgastet this time. To date, no reviews
examining factors related to attributions for causkchallenging behaviour other than
learning disabilities, such as dementia and brguries, have been identified.

Consequently, in order to further understanding/lot determines the responses of
caregivers to challenging behaviours, the aim isf plaper was to conduct a systematic
review of the quantitative research pertainingh® study of factors that may be related to
carer attributions about challenging behavioure Tésearch question was: What factors will

be found to be related to the attributions caragiveake about challenging behaviours?
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Method
Search Procedure

An electronic search was conducted in April 201ligishe academic databases
PsycINFO, Web of Science and CINAHL. The searcms$eused were: “attribution* AND
behavi* AND (staff or care*)”. These terms weredsn free text searches in each database.
The search was limited to articles published inEhglish language. The term “behavi*”
was used without specifying that behaviours be ltehging” to account for the use of
different terms or reference to specific behavi@uwsh as aggression in the published
literature.

Figure 1 summarises the process by which studies identified for inclusion in the
review. The above searches yielded 2104 artidessa the databases, which was reduced to
1771 following the removal of duplicates from tleasch results. This systematic search did
not reveal any existing systematic reviews on ¢ipéct 1433 studies were eliminated as their
titles made it clear that they were not relevarth®topic area; this left 338 articles. The
abstracts of these papers were reviewed in ordesgess the studies against the inclusion
criteria (see below). When the relevance of aielarivas unclear from the abstract, the
method and results sections were also revieweder&ee lists of the studies that met the
inclusion criteria were reviewed for any additioadicles that may have not been identified
through the primary search procedure; no furthiclas were identified by this means
however. Sixteen studies were identified thathi inclusion criteria and were included in

this systematic review.

--Insert Figure 1 here--
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Inclusion Criteria

Studies published prior to March 2015 were revieteedssess their eligibility for
inclusion in the systematic review. No other linvéis set on date of publication. Studies
were included if they were published in a peereesdd journal and had used a quantitative
methodology to examine the relationship of one orenfactors to carer attributions of
challenging behaviour. Relevant factors includey @oncrete, measurable factor that could
be related to carers’ attributions about the chaileg behaviours of people for whom they
provided care.

Studies were eligible for inclusion if they had lked at carers of adults with
challenging behaviour. No further limitation wdaged on the participant group. “Carers”
included informal family carers and paid staff, butluded studies that had used as
participants people who were not carers, for exampldents. Studies that had used
vignettes to measure carers’ responses to chatigrgihaviour were eligible for inclusion.

It was considered that participants who were caserdd draw on their caring experiences
when faced with the vignette and therefore woul@beessing similar responses to those
they would have to challenging behaviours in tleaning role.

Individuals with challenging behaviour included dguvhose conditions are not
considered episodic in nature; this therefore edediuchallenging behaviours associated with
mental health diagnoses such as schizophreniatiutded people with learning disabilities,
dementia or acquired brain injuries and challendfelgaviours. This limited the causes of
challenging behaviour to those which are assocmtddsome level of cognitive impairment
from which the person would not be expected toverco

As this was not a lifespan approach to the studgaabrs related to attributions
studies that had as participants carers of childrer not eligible for inclusion. It was

considered that carers of children would have aaitht roles to that of carer, such as
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providing education and discipline, that would l¢adlifferences in responses to behaviours.
Where a study included carers of adults and chidiee study was included where the
majority of individuals would have been adults.r Egample, Lambrechts, Kuppens and
Maes (2009) included staff of clients aged 8 to/&f@rs. However, the mean age of this
client group was 36 with a standard deviation gfrhBaning that assuming a normal
distribution of client ages a large majority oferits would have been above the age of 21
(one standard deviation below the mean), and thex¢he study was included in the review.
As much of the research in this area has beensathlysing bivariate correlations,
studies that had looked at the impact of attrimgion another factor could also be eligible
for inclusion. This is because correlative relasioips between variables are simply
associations, not evidence that either variablectly causes the other, or in which direction
any causality lies. Additionally, some studies ethhad used multiple regressions with
attributions as the predictor variable may havelrariate correlations before their main
analysis. For example, Cook et al. (1995) wereredted in the effect of carer attributions on
carer depression. The authors used a multiplessgm analysis to study this relationship
which as it used attributions as the predictorataa was not included in this review.
However, part of their analyses involved runninggbiate correlational analyses between
attributions and duration of caregiving, which metnat this aspect of the study was eligible

for inclusion in this review.

Results
Study Characteristics
Table 1 provides an overview of the 16 studiesudet! in this review, listed in
alphabetical order by first author. The samplesin the reviewed studies ranged from 14 to

160 M = 69.75). Of the 16 reviewed studies, only orexkPBr, Clarke, Moniz-Cook &
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Gardiner, 2012) determined their optimum sample ggng a prospective power calculation,
though their final sample size did not meet thgureement. One other study (Rose & Rose,
2005) did also address the issue of the appropeateof their sample size, though did so by
referring to recommendations made by other auttadher than by a study specific power
calculation.

Twelve of the sixteen reviewed studies were cammdn the United Kingdom. Two
were conducted in the United States of America {Gtal., 1995; Martin-Cook et al. 2003),
one in the Netherlands (Zijlmans, Embregts, Bosa\illems, 2012) and one in Belgium

(Lambrechts et al., 2009).

-- Insert Table 1 here--

Settings

Ten of the studies looked at challenging behavassiociated with people who had
learning disabilities, four were carried out in fledd of dementia care, one across several
areas of care for older people including demeatid, one did not state the cause of
challenging behaviour (see Table 1). Ten of thdiss recruited participants who were staff
working in a direct caring role with people witlataing disabilities. In relation to the
studies where care for older people was the contegtstudies focussed on staff and three
had family members who cared for people with demaead participants. The study that did
not state a cause of challenging behaviour rectwitaff. No studies involved family

members caring for people with learning disabsgitie
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Participants

Twelve of the reviewed studies reported the gendétheir participants. A further
study (Dagnan, Grant & McDonnell, 2004) reportethdar their large participant group but
not specifically for the smaller group who wereluaed in the analysis that was relevant to
this review. Of those that reported gender ddkatwadies had a greater number of female
participants compared to male. Tynan and AllerD®20eported percentages of female
participants in the two conditions separately dmwiis not possible to calculate the numbers
of male and female participants from this inforraati Therefore numbers of female and
male participants were available for ten of thaeeeed studies (see Table 1).

Five of the reviewed studies did not report anyadat the ages of their participants.
Dagnan et al. (2004) again reported data for taege participant group only, so for the
purpose of this review the data are not knownth®fremaining ten studies, five reported
means and standard deviations only. One studytezponly that 90% of participants were
between the ages of 21 and 45. Therefore foureofdurteen reviewed studies reported a
range for participant ages; the youngest partitipgported was aged 18 years and the eldest
66 years in these four studies.

Only three of the fourteen reviewed studies didre@dr to participants’ length of
experience in their caring role (Dagnan et al.,£20dartin-Cook et al., 2003; Weigel,
Langdon, Collins & O’Brien, 2006). One study (Kiberg & Scior, 2014) simply stated in
their inclusion criteria that in order to take paatticipants must have at least two months’
experience but did not report more specific datdHeir participants. A number of studies
reported an average and standard deviation onlye wbme reported a range. The lowest
value reported was 0 years, and the highest 38Thm@82.25 years). For details, see Table

1.
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Two groups of studies had an author in common: Bagt al., 2004 and Hill and
Dagnan, 2002; and Dilworth et al., 2011, Mills dwaise, 2011 and Rose and Rose, 2005.

However these studies all used different grougsacticipants.

Measures

The majority of the reviewed studies asked pardiotp to think of real examples of
challenging behaviours by the individuals they sarpgal or cared for when taking part in the
study. Six of the studies used vignettes to meaatiributions instead of the participants’
own experiences (Hill & Dagnan, 2002; Kleinberg &@, 2014; Parker et al., 2012; Snow
et al., 2007; Stanley & Standen, 2000; Tynan & All2002).

As can be seen from Table 1, the reviewed studied a wide range of measures.
This was largely due to the variety of factors tate studied in relation to attributions of
challenging behaviour. All of the measures usethbyreviewed studies are listed in Table
1.

All studies included a measure of carer attribugjdrowever only four attribution
measures were used by more than one study, aneéasune was used by more than three
studies. The measures used by more than one wstrd@ythe Challenging Behaviour
Attribution Scale, the Controllability Beliefs Seathe Leeds Attributional Coding System
and the Attributional Style Questionnaire. Theseall validated self-report measures
(Dagnan, Hull & McDonnell, 2013; Hastings, 1997td?son et al., 1982; Snow et al., 2007).
All the measures of attributions used were selbremeasures, with the exception of the
Leeds Attributional Coding System, which involvée researchers coding interview data
and applying the measure (Tarrier et al., 2002hil&\most of the attribution scales used

elicit scores for more than one dimension of attitn, two studies used the Controllability
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Beliefs Scale (Dagnan et al., 2004; Dilworth et2011; Mills & Rose, 2011), which looks at

participants’ perceptions of the individual’'s cantover their own behaviour only.

Data Analysis

Where studies have included a number of variabldsan multiple analyses, only
those that were relevant to the research questiimsoreview have been reported. For
example, Lambrechts et al. (2009) ran a set ofrlaiteacorrelations between type of
challenging behaviour, type of intervention, stfiotional reactions and attributions.
However, only the correlational analyses betwegtbations and the other factors have been
reported in this review. Analyses from the revidwapers are detailed in Table 1.

All of the reviewed studies used quantitative statal tests to analyse their data.
Most of these were parametric analyses, howevestsdies (Dilworth et al., 2011; Mills &
Rose, 2011; Snow et al., 2007; Tarrier et al., 209kan & Allen, 2002; Weigel et al., 2006)
used non-parametric tests. Two of these studiga@¢dh et al., 2011; Tarrier et al., 2002)
used a mixture of parametric and non-parametris,tedile the others used non-parametric
tests only. Four of these studies (Dilworth e2éll1; Mills & Rose, 2011; Snow et al.,
2007; Tarrier et al., 2002), gave a clear ratiomatehe use of non-parametric tests. Tynan &
Allen (2002) and Weigel et al. (2002) did not géveationale for their use of non-parametric
tests, however this was thought to have been dtletndata measurement being based on
the use of rating scales which may not have metrpatric assumptions. Snow et al.’s
(2007) data were derived from a frequency courdtinioutions and therefore did not meet
parametric assumptions. Mills and Rose (2011) ifledtthat the majority of their variables
were not normally distributed and so used non-pataaoitests. Dilworth et al. (2011)
identified that only two variables were normallgwlibuted, for those that were not normally

distributed they used non-parametric analysesriéraat al. (2002) also used both parametric
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and non-parametric tests, depending on whethetatefor each variable were normally
distributed.

Five of the reviewed studies reported the usesi§t® determine if their data met
assumptions underpinning parametric tests (Dilwettal., 2011; Kleinberg & Scior, 2014;
Parker et al., 2012; Rose & Rose, 2005; Tarriat.eR002). Of the fourteen studies that
used parametric tests of relevance to the resegrestions of this review, eleven ran
correlations, four usetitests, four used ANOVAs (with post-hoc tests whegrpropriate),
and one used linear regressions. One study (Tatred., 2002) reported using a higher
minimum acceptable level of significance due totipld comparisons being run; while the
reason for this was not clearly stated it is assuthat it was to reduce the risk of Type 1

errors.

Quality Assessment

The administration of a quality assessment tool medsised as an inclusion criterion
in this review. However, the included studies wevaluated against a quality assessment
tool to consider the relative strengths and weadegesf their methodologies. The quality
assessment measure used was the Strengtheningpb#iRg of Observational Studies in
Epidemiology (STROBE) guidelines (von EIm et aD0Z). See Appendix A for the
checklist used. Table 2 shows, for each reviewedys which of the numbered items on the
STROBE checklist were met. Some items containeckrii@an one criterion and therefore
have a possible score of greater than one; thelg@ssores for each item are included in the

table. Each study was allocated a total scordigrogsis.

-- Insert Table 2 here --
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As can be seen from Table 2, the maximum scoré@quality assessment tool was

26. The scores of the reviewed studies ranged frono 25 M1=22.06).

Findings

While the studies included in this review assessadmber of different factors and
their relationships to carer attributions, thesedes are grouped here for ease of comparison.
The groups of factors are: carer and individual dgraphics, the individual’'s level of
impairment and type/ severity of behaviour, serand environmental factors, and carer

emotions.

Carer and individual demographics

Six studies examined demographic factors such rdegeage and length of
experience in a caring role (Cook et al, 1995; Ditiv et al., 2011; Kleinberg & Scior, 2014,
Parker et al., 2012; Snow et al., 2007; Tarrieal £2002). All six looked at carers’ duration
of experience in this role; Tarrier et al. (2002)luded duration of dementia, but as the study
was conducted with family caregivers this figureswacluded as duration of caregiving.
Four of these six studies found no significanttreteship between length of time in role and
attributions. Cook et al. (1995) found that careexde more stable and global attributions the
longer they had been in a caregiving role, meaonargrs believed the care recipient’s
behaviours to be less subject to change and afteotore aspects of their life the longer the
carers had been in post. However this associataaquite weak, with a correlation
coefficient ¢) of 0.25. Snow et al. (2007) found no correlati@ween attributions and time
participants had worked with people with learningpdilities, but they did find that the
longer participants had worked with people witH-gglrious behaviour, the more they

believed that behaviours were due to causes witiginndividual and subject to change.
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These were medium correlations, with Spearman’kRarrelation coefficientsyj of 0.40
and 0.35 respectively.

No correlation was found between attributions aaff age (Dilworth et al., 2011,
Snow et al., 2007), or the age of individuals vdémentia (Tarrier et al., 2002). Two studies
included staff gender in their analyses: neithentba difference in attributions relating to
carers’ gender (Dilworth et al., 2011; KleinbergS&ior, 2014) or to the gender of

individuals with learning disabilities (Kleinberg &cior, 2014).

Individual’s level of impairment and type/ severity of behaviours

Of the three studies which examined attributionsaoftrol in relation to care
recipients’ level of impairment, two found sign#iat effects, with individuals who were less
impaired considered to have more control over thelraviours (Stanley & Standen, 2000;
Tynan & Allen, 2002). In contrast, one found ngrsficant correlation between these
variables (Dilworth et al., 2011). Increasing detieeseverity and impairment was found to
be correlated with beliefs that behaviours wereentikely to change over time and with the
carer holding beliefs that the cause of the behauay within themselves rather than within
the individual who was behaving in a way that waallenging (Tarrier et al., 2002).
However, these associations were quite weak, vaittetation coefficientsrj of 0.20 and
0.24 respectively.

Two studies examined topography of behaviour (8ta&l Standen, 2000; Zijlmamns
et al., 2012). One found that staff attributedatge control to aggressive behaviours
compared to self-injury, and greater stability éif-enjury compared to aggression or
destructiveness (Stanley & Standen, 2000). Zijlsnetral. (2012) found that staff attributed

greater levels of controllability to clients whdsehaviour was directed at their environment,
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or their environment and themselves, than if it s@lely directed at themselves (no effect

was found of type of behaviour on attributions tabdity) (Zijlmans et al., 2012).

Service and environmental factors

Five studies examined service level or environmdatdors. An environment that
placed a greater level of cognitive demand orf btafequiring them to attend to other tasks
was found to lead to more internal attributionsdggressive behaviour, and greater
attributions of control for non-aggressive behavi@arker et al, 2012). Rose and Rose
(2005) found no difference in attributions betwséaff working in high challenging
behaviour contexts compared to low challenging teha environments. No impact was
found of number of hours worked or shift patternatinibutions (Dilworth et al., 2011).
There was a negative correlation between attribataf control and the level of functioning
of the organisation (Dilworth et al., 2011), howetraining staff had received did not predict
attributions (Kleinberg & Scior, 2014). The typeimtervention used to manage challenging
behaviour was found to be associated with diffeesnno the attributions made by carers
about the behaviour (Lambrechts et al., 2009). &lgna correlation was found between
environmental restrictions such as tying the indlial to their bed or locking doors and
windows as a response to behaviour and believiaigttie behaviour would not change over
time. Additionally, an association was found begw@ositive or alternative interventions
such as distraction and attributions that the pevsas in control of their behaviours

(Lambrechts et al., 2009).

Carer emotions
Finally, eight studies examined the relationshipvMeen carer emotional wellbeing or

coping and attributions. In relation to carer tiss, Martin-Cook et al. (2003) found a
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correlation between attributions of control andegarer depression and resentment. The
correlation between resentment and the belieflibhaiviours are under the person’s control
in particular was a strong one= 0.72), meaning that the more carers believegdnson to
be in control of their behaviours, the greater l@feesentment they felt about their role as
carer for that person. Tarrier et al. (2002) fonoccorrelation between carer distress and
attributions, however did find that increased cateasin was related to beliefs that behaviours
were due to causes more personal to and contreligbthe individual. Snow et al. (2007)
found a negative correlation between the emotierbhustion sub-scale of the burnout
inventory and the frequency of stable attributiorede about challenging behaviours,
meaning that carers who were more emotionally estiegibelieved the person’s behaviours
to be more likely to change. This was a modersse@ation 4 = 0.3). Two other studies
found no correlation between staff stress or buraod attributions (Mills & Rose, 2011,
Parker et al., 2012).

Two studies examined carer coping styles. Hill Baaginan (2002) found no
correlation between attributions and wishful thimkior practical coping styles. Dagnan et al.
(2004) found that attributions of control were asated with carers having a wishful
thinking (emotion focussed) coping style, but nprablem solving focussed coping style.
However on the quality assessment checklist thaydty Dagnan et al. (2004) attained the
lowest score of the reviewed studies (17), losirgks by for example not providing
sufficient information about their participant gmunot describing any efforts to reduce
sources of potential bias, and not discussingithiggtions of their analysis. This low quality
score may reduce the reliability of their results.

Two studies included a measure of carers’ expressedion (Tarrier et al., 2002;
Weigel et al., 2006). Expressed emotion is meassasehe degree of criticism, hostility,

emotional over-involvement, warmth and positive cognts made by a person (carer) when
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discussing their relationship with an individuate recipient) (Brown, 1985). Both Tarrier
et al. (2002) and Weigel et al. (2006) found treatcs with high expressed emotion were
more likely to attribute challenging behaviour @&lg internal to and controllable by the
individual. Tarrier et al. (2002) also found tlearers who were more highly emotionally
overinvolved made attributions that were more ewdkto the care recipients and internal to

themselves (the carer).

Discussion

The studies included in this review examined a wateye of variables in relation to
attributions that carers make about challengin@beiurs, many of which were included by
only one or two of the reviewed studies. Howegeme key findings can be concluded from
the review process. One was that the length af tma caring role was not found to
correlate with the attributions made by most stsidied where an association was found this
was quite weak. Gender and age were not correlatacattributions made by carers. There
was some evidence that the severity of impairmepebple with either dementia or a
learning disability was associated with differencethe type of attributions carers make.
Individuals who were less cognitively impaired wesdieved to be more in control of their
behaviours. There appeared to be little evideacedrer stress impacting on attributions,
with two studies finding no association and a theporting a weak correlation only. Carers
with higher expressed emotion appear to be moetylito believe challenging behaviours to
be due to causes within the person for whom they waring, and under the individual's
control.

Several issues limit the generalisability of thedfings of this review. All but two of
the studies identified to fit the inclusion critehad been carried out with carers of people

with learning disabilities or dementia. One of theeptions was carried out with carers of
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older people with challenging behaviour, which uds#d people with dementia, and the other
did not state the client group but was thoughtaeehbeen carried out with staff working with
people with learning disabilities. This distrilartireflects the published research on
challenging behaviour, which is focussed primaoihylearning disabilities, with some
research in dementia and less in other areasxéngle acquired brain injuries. Some
research does not refer to “challenging behavibut’rather to individual behaviours such as
aggression or self-injury. This was taken intocast when designing the search terms for
the current review and several of the reviewedistudid not use the term “challenging
behaviour”, for example Kleinberg & Scior (2014)eneed to “aggressive behaviour”,
Martin-Cook et al. (2003) used the terms “geneedidvioral disturbance and manipulative
behaviors” and Snow et al. (2007) measured anditesc'self-injurious behaviour”.
Therefore, the findings of this review are mostlaaple to those working with people with
learning disabilities and are also relevant toatea of dementia care. Caution should be
taken when considering their relevance to challepdehaviour due to other causes such as
brain injuries. Additionally, all the studies thaére conducted in the area of learning
disabilities and two of those that studied demesutid older people recruited staff as their
participant group. Consequently, the findingshod review can be said to apply to care staff
but care should be taken when considering famitgrsaas the majority of reviewed studies
did not look at this group. Finally, there wasel of geographical spread in the countries in
which the reviewed studies were conducted. Thig m@an some care needs to be taken
before applying the findings of this review to pkojm countries other than the United
Kingdom.

Six of the reviewed studies used case vignettetsoial examples of behaviour,
instead of asking participants to access theirghtaion the behaviours of the people for

whom they provide care. Dagnan (2012) compareel casponses to unnamed vignettes and
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to behaviours by a person known to the careraiadt found that carers made more internal
and global attributions and were less optimisticlzdnge in relation to the named person
compared to the unnamed vignette. Further, Waialedslahoda (2002) found that staff
experienced a greater level of negative emotiaesponse to recalling an incident of
aggression they had experienced compared to agkservignette. Therefore the use of
unnamed vignettes may mean that research studiestdepresent an accurate picture of
carers’ “real life” attributions and emotional resises to challenging behaviour.

Some of the findings of papers in this review hpadicular implications for practice.
The findings of Lambrechts et al. (2009) suggdstlkabetween approaches taken to manage
behaviours and attributions about those behaviolve of the three behavioural
management response types described involved adbrestriction: “person-related
restrictions” included using restraints to sectweperson to their bed, and “environment-
related restrictions” referred to practices sucloaking windows or doors and preventing
the person from entering a room. Associations i@rad between the use of these
environmental restrictions and beliefs that thespeis behaviours would not change over
time (Lambrechts et al., 2009). This may be aa #rat warrants further research,
particularly as while Lambrechts et al. conducteglrtstudy in Belgium, legislation in the
United Kingdom would require a Deprivation of Libeapplication to the Court of
Protection for such measures under the Mental Qigpact (Department of Health, 2005),
with staff required to identify the least restietimeans of supporting the individual and
avoid this type of restriction if possible. Asgtassociation is only a correlation, it cannot be
asserted based on these results that either & taet®rs directly impact on the other.
However, when considering the use of restrictivasoees it is therefore advisable to be
mindful that these may be associated with stafebelg the behaviour to be due to a more

permanent cause and less changeable than othes édipehaviour management.
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Further practical implications can be drawn from timdings of Parker et al. (2012)
who examined the impact of carer ‘cognitive busgheas attributions. They found that
increased cognitive demands led to staff belietiregcauses of aggressive behaviours to be
more internal to the individuals, and non-aggress&haviours to be more under the control
of the individuals (Parker et al., 2012). This tetato working environments and suggests it
may be important to consider that when staff hamaraber of demands on their attention
this may be associated with differences in how tegerstand clients’ behaviours. This also
carries relevance for other professionals who watk staff teams. Professionals should be
aware of these wider, systemic factors and how tlagyimpact on the attributions staff make
about challenging behaviours as these attributioayg influence how staff support the
individual.

Some research has examined whether interventiosf$etct changes in staff
responses to individuals with challenging behaviémrexample through the use of training
in Positive Behaviour Support, result in changesausal attributions (McGill, Bradshaw &
Hughes, 2007). Williams, Dagnan, Rodgers and Mc@lbgonducted a systematic review of
the effects of carer training in behaviours in deapith learning disabilities to determine if
this resulted in changes in carers’ attributiombey concluded that although changing
attributions was usually not identified as an aintraining changes did occur, for example
with staff making fewer attributions of control alielients following training (Williams et
al., 2012). The findings of the current review gest that believing the individual to have
more control over their behaviours is associatdtl mositive or social interventions (such as
distraction) compared to environmental/ restrictimerventions (such as locking doors or
tying the person to their bed), therefore belidfswa behaviours and training in behavioural
management techniques appear to be linked. This &ea that warrants further research,

for example by trialling the inclusion of informati regarding the possible role of
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attributions in responses to challenging behaviautgining packages to investigate any
benefits of staff being aware of these factors.

In conclusion, this review found sixteen studiest thad examined one or more
factors in relation to the attributions carers makeut challenging behaviour. The wide
range of factors studied meant there are few ¢ledings from the review itself. However a

number of clinical implications and areas for fetuesearch have been identified.
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1160 records
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PsycINFO

1-33

646 records
identified from
Web of Science

298 records
identified from
CINAHL

/

Total of 2104 records
identified through

database searching

1771 records following

1433 records excluded

removal of duplicates

from search results

338 articles screened for
eligibility

(not relevant to topic
area)

320 articles excluded

16 papers included in
systematic review

(did not fit inclusion
criteria)

Figure 1. Flowchart summarising the study selection process.
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Table 1

Overview of reviewed studies

1-34

)

Authors Participants Design Variables Measures Anafsis Results

Cook et al. 93 family carers for | Within group Duration of Older Person’s Pearson’s Significant correlation

(1995) people with dementia correlational caregiving Attributional Style | correlation between longer duration
30 male; 63 female | analysis Attributions Questionnaire of caregiving and carers
Age not reported Caregiver’s making more stable,
Duration of Attribution Scale global attributionsr(=
caregiving: 5 - 180 for Problem 0.25)
months Behaviours

Dagnan et al. 43 paid carers of Within group Attributions of Controllability Pearson’s Beliefs of controllability

(2004) older people with correlation control Beliefs Scale correlation associated with emotion
challenging Coping style The Shortened focussed coping style €
behaviour “Ways of Coping” 0.46), not problem solving
Gender and age not Questionnaire focussed
reported specifically Situations where carers
for this subgroup of did not think clients had
the large study control over their actions
Experience not were not associated with
reported coping style

Dilworth et al. 139 staff who work | Cross-sectional | Staff characteristics Demographic Spearman’s rho| No significant correlationg

(2011) with people with survey (between (age, number of information correlations between attributions of
learning disabilities | groups) years worked, Disability control and staff age,
31 male; 108 female number of hours Assessment numbers of years worked
Age 16 — 66 worked) Schedule with people with learning
Experience: 0 — 31 Frequency/ severity Adaptive disabilities, number of

years, median 6
years

of the challenging
behaviour
Service
organizational
functioning
Perceived control

Behaviour Scale
Service System
Assessment
Controllability
Beliefs Scale

client has over

years worked in current
location or number of
hours worked.

No significant correlation
between attributions of
control and ability of the

D

individual
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1-35

behaviour
(attributions)

Significant negative
correlation between
attributions of control and
the level of functioning of
the organisationp(= 0.38)

T tests

No significant difference
in attributions of control
with respect to staff
gender
Staff ratings of control
lower if an independent
rater indicated that 1) staf
displayed positive
attitudes towards the
client; 2) the physical and
social environment was
appropriate; and 3) the
overall approach to
delivering care seemed
well-structured

=%

ANOVAs

No significant effect of
staff shift pattern on
attributions of control
Significant main effect of
severity of the
management problem
behaviour posed and
frequency for each
behaviour on attributions
of control
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Post-hoc Fishers
Least

Significant
Difference Testg

5 Staff rated behaviour as
more under person’s
control if physically
aggressive behaviour
presented a more severe
management problem an
was more frequent.

Staff made more
attributions of control ove
self-injurious behaviour
where it posed a more
severe management
problem and was more
marked in frequency.

Hill & Dagnan 33 staff who work | Within group Staff coping style | Attributional Style | Pearson’s No significant correlations
(2002) with people with questionnaire | (‘wishful thinking’ | Questionnaire correlations between wishful thinking
learning disabilities | correlational or ‘practical Shortened Ways of or practical coping styles
8 male; 25 female | analysis coping’) Coping — Revised and attributions
Age not reported Vignettes Emotional Questionnaire Significant negative
Experience: mean responses Emotional correlation between
10.8 years, SD 10.3 Attributions responses measure attributions of internality
(internality, and feeling sympathy &
stability, globality, 0.51), and positive
controllability) correlation between
stability and sympathyr (
= 0.62)
Kleinberg & 160 staff working 2X2 between Staff gender Emotional ANOVA No effect of staff or
Scior (2014) with people with subjects design | Service user genderReactions to service user gender on
learning disabilities | Vignettes Outcome variable: | Challenging staff attributions of

67 male; 83 female
Age 19 — 64, mean

staff emotional,
attributional and

Behaviour Scale
Revised Causal

externality or control
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36.5 behavioural Dimension Scale | Linear Length of work
Experience: not response to Authors own scale | regression experience and training
stated but minimum physical aggression to measure received did not predict
2 months to be (using vignette) behavioural attributions
included intentions
Lambrechts et al.| 51 staff working with| Exploratory Attributions Challenging Pearson’s Correlation between
(2009) people with learning| correlational Emotional Behaviour correlations environment-related
disabilities design Reactions to Attributions Scale restrictions response to
3 male; 48 female behaviour Emotional behaviour and attributions
Age 20 — 53, mean Responses to Reactions to of stability = 0.28)
34.27, SD 9.71 behaviour Challenging Correlation between
Experience: 0.5 — 33 Behaviours Scale positive/ alternative
years, mean 12.07, Reactions to interventions and
SD 9.06 Challenging attributions of
Behaviour Scale controllability r = 0.50)
(authors’ own)
Martin-Cook et | 37 family carers for | Treatment Caregiver Caregiver Pearson’s Association between
al. (2003) people with dementia group and resentment Resentment Scale | correlations belief that behaviours are
(primary caregivers)| control (all Caregiver Center for under person’s control an
Gender and age not| baseline values| depression Epidemiological caregiver resentment €
reported used for this Controlling or Studies Depression] 0.72) and depression £
Experience: not review) manipulative Scale 0.59)
reported behaviours Steinmetz Control
Scale
Mills & Rose 77 staff working with| Exploratory Staff burnout Maslach Burnout | Spearman’s No significant correlation
(2011) people with learning| correlational Perceived control | Inventory Correlations found between staff

disabilities

23 male; 54 female
Age 18 — 62, mean
37,SD 11.89
Experience: 3 — 387
months, mean 101,

design

SD 97.89

client has over
behaviour

Controllability
Beliefs Scale

burnout and perceived
control

D

o
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Parker et al.
(2012)

30 care staff from
residential/nursing
homes for people
with dementia

4 male; 26 female
Age: mean 34.9, SD
14.4

Experience: mean
7.1 years, SD 9.22

Cross-over
experimental —
conditions of
‘cognitive
busyness’ and
control
Vignettes

Attributions
Cognitive busyness
vs control

Bespoke self-repor
causal attribution
scale
Controllability
questionnaire

Pearson’s No correlation between

correlation length of time working in
dementia care and
attributions

Independent More internal attributions

samples t-tests

made under conditions of]
cognitive busyness for
aggressive behaviours; np
difference for non-
aggressive behaviour
More controllability
attributed to non-
aggressive CB under
cognitive busyness; no
difference found for
aggressive CB

Rose & Rose
(2005)

107 staff working
with people with
learning disabilities
31 male; 76 female
Age: mean 35.73, SI
11.05

Experience: mean
72.68 months, SD
81.04

Within groups
questionnaire

Attributions
Staff stress
Staff burnout

Attribution Style
Questionnaire
General Health
Questionnaire
Maslach Burnout
Inventory

Pearson’s
correlations

Stress not correlated with
attributions of internality,
controllability, globality,
stability

T tests

No significant differences
between attributions made
by staff working in high
and low CB environments
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Snow et al. 41 staff from Within group Attributions Leeds Attributional | Spearman’s Correlation between

(2007) inpatient services fon Vignettes Staff burnout Coding System Correlations increased time having
people with learning Maslach Burnout worked with self-injurious
disabilities Inventory behaviour and more
Gender and age not attributions in total as wel|
reported as more internap(= 0.40)
Experience with LD: and unstablep(= 0.35)
mean 117.15 months, attributions.
SD 83.32 No correlation of
Experience with LD attributions with age or
and self-injurious length of time worked
behaviour: mean with LD
82.64 months, SD Negative correlation
82.64 between emotional

exhaustion and frequency
of stable attributionsp(=

0.30)
Stanley & 50 care staff who Within group Carer attributions | Attribution Likert | ANOVA Significant effects of type
Standen (2000) | work in challenging | Vignettes Type of behaviour | scales of challenging behaviour
behaviour day Level of Behaviour/ and level of dependency
services functioning of functioning varied on attributions of control
14 male; 36 female individual using vignettes and stability
Age: mean 33.39, SD
12.02

Experience: mean
93.38 months, SD
69.87
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Post-hoc
Tukey's
Honestly
Significant
Difference test

Greater perceived contro
for aggressive behaviour
than for self-injury and for
independent functioning
over dependent

Greater perceived stability
for self-injury over
aggression or
destructiveness, and
dependent functioning
over independent

Tarrier et al.
(2002)

100 family carers
(primary carers) for
people with dementia
43 male; 57 female
Age: mean 63.1, SD
13.6

Experience: mean
35.2 months, SD
28.7

Within group

Carer attributions
Carer expressed
emotion

Carer strain
Carer distress

Leeds Attributional
Coding System
Expressed Emotior]
— Camberwell
Family Interview
Gilleard Strain
Scale

General Health
Questionnaire
Clinical dementia
rating

T tests

Carers with high EE
attributed CB to causes
that were more personal {o
and controllable by the
individual.
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Pearson’s
correlations

Positive correlations
between carer criticism
and hostility and
attributions to causes
personal to individual
(bothr = 0.33)

Positive correlation
between carer criticism
and attributions of
controllability ¢ = 0.26)
Carers high in emotional
over-involvement more
likely to attribute
behaviours as external to
the individual ¢ = 0.21)
and internal to themselve
(r=0.24)

Negative correlations
between attributions of
stability, and increasing
severity of dementiar &
0.20) and reduced ability
to carry out activities of
daily living (r = 0.24)
Positive association
between attributions as
internal to carer and
dementia severity &
0.22), increased cognitive
impairment = 0.23) and
activities of daily living ¢
=0.29)

No correlation between
attributions and

=)

individuals age or duratio
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of dementia

No correlation between
distress and attributions.
Carer strain positively
correlated with
attributions of CB as more¢
personal tor(=0.24) and
controllable by (= 0.24)
individual

U

Friedman tests

Significant effects of
cognitive and
noncognitive effects of
dementia and activities of
daily living on attributions

Post-hoc
Wilcoxon tests

Carers made more
attributions personal to
and controllable by perso
about non-cognitive
features than cognitive
More controllable
attributions made for
activities of daily living
than for cognitive features

=}

Tynan & Allen
(2002)

42 staff working with
people with learning
disabilities

62% and 57% of
participants female
in 2 conditions

Age: 90% aged 21 —
45 years
Experience:
condition 1 4 monthg

— 11 years, mean

Between
participants
Vignettes

Level of service
user cognitive
impairment
(independent
variable)

Staff attributions

Causal attributions
questionnaire
Challenging
Behaviour
Attributions Scale

Mann-Whitney
U

Service user in mild
disability condition
perceived to have
significantly more control
over their aggressive
behaviour than the
severely disabled person
No difference found for
ratings of locus or stability
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4dyears 8 months;
condition 2 8 months
— 20 years, mean 6
years 10 months

Weigel et al. 14 staff working with| Within group Attributions Attributional Wilcoxon sign | Staff with low EE more

(2006) people with learning Staff expressed guestionnaire test for related | likely to attribute CB as
disabilities emotion Expressed emotion samples external to client and
Gender and age not - Five Minute uncontrollable by client/
reported Speech Sample high EE more likely to
Experience not rated by researchers attribute CB as internal,
reported controllable

Zijlmans et al. 99 staff working with| Within group Type of Challenging ANOVA Staff attributed higher

(2012) people with learning challenging Behaviour levels of controllability to
disabilities behaviour Attribution Scale clients whose behaviour
35 male; 64 female Staff attributions was directed at their

Age: mean 33.7, SD
10.1

Experience: mean 10
years, SD 9.5

environment or their
environment and
themselves, compared to
directed at themselves
only.

No significant effect of
type of behaviour on
stability.
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Table 2

Quality assessment of reviewed studies

Item no. 1 2 3 4 |5 (6 |7 (8 |9 |10 |11 |12 |13 |14 |15 |16 (17 |18 |19 |20 |21 |22 | Score
(max score) 2 OO OO aOaO 0O aanO@a e a@@i@@@i@ia@adia@

Cook et al. 2 1 1 1 /12121 1| 1, O 1 3 1 2 1 1 1 1 @ 23
(1995)

Dagnan et al. 2 1 1 1 /1,012 14 0 O 1 3 0 1 1 1 ( 0 Q 17
(2004)

Dilworth etal. |2 1 1 1 /12121 14 0 O 1 3 1 2 1 1 1 1 l 22
(2011)

Hill & Dagnan | 2 1 1 1 /12121 14 0 O 1 3 1 2 1 1 0 1 q 21
(2002)

Kleinberg & 2 1 1 1 /12121 1| 1, O 1 3 1 2 1 1 1 1 @ 24
Scior (2014)

Lambrechts et | 2 1 1 1 /12121 1| 1, O 1 3 1 2 1 1 1 1 l 23
al. (2009)

Martin-Cook et | 2 1 1 1 /12121 14 0 O 1 3 1 0 1 1 1 1 1 22
al. (2003)

Mills & Rose 2 1 1 1 /12121 14 0 O 1 3 1 2 1 1 1 1 @ 22
(2011)

Parker et al. 2 1 1 1 /121212 1, 1, 1 1 3 1 2 1 1 1 1 @ 25
(2012)

Rose & Rose 2 1 1 1 /12121 1, 1, 1 1 3 1 2 1 1 1 1 @ 25
(2005)

Snow et al. 2 1 1 1 /1211 14 0 O 1 3 1 1 1 1 1 1 @ 21
(2007)

Stanley & 1 1 1 1 /1,11 0f O O 1 3 1 2 1 1 ( 1 @ 19
Standen (2000)

Tarrier et al. 2 1 1 171|211} 1, 1] O 1 3 1 2 1 1 1 1 @ 24
(2002)
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Tynan & Allen | 2 1 1 1111 Q 24
(2002)

Weigel et al. 2 1 1 1111 Q 20
(2006)

Zijlmans etal. |2 1 1 1111 Q 24

(2012)
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Item
No

Appendix A

STROBE Checklist

Recommendation

Title and abstract

(a) Indicate the study’s design with a commonly used
term in the title or the abstract

(b) Provide in the abstract an informative and batanc
summary of what was done and what was found

Introduction

Background/rationale

Explain the scientific background and rationaletfe
investigation being reported

Objectives

State specific objectives, including any prespedifi
hypotheses

Methods

Study design

Present key elements of study desigy in the paper

Setting

Describe the setting, locations, and relevant dates
including periods of recruitment, exposure, folloyw;
and data collection

Participants

(a) Cohort study—Give the eligibility criteria, and the
sources and methods of selection of participarescbbe
methods of follow-up

Case-control study-Give the eligibility criteria, and the
sources and methods of case ascertainment analcontr
selection. Give the rationale for the choice ofsaand
controls

Cross-sectional studyGive the eligibility criteria, and
the sources and methods of selection of particgant

(b) Cohort study—For matched studies, give matching
criteria and number of exposed and unexposed

Case-control study-For matched studies, give matching
criteria and the number of controls per case

Variables

Clearly define all outcomes, exposures, predictors,
potential confounders, and effect modifiers. Give
diagnostic criteria, if applicable

Data sources/
measurement

8*

For each variable of interest, give sources of dath
details of methods of assessment (measurement).
Describe comparability of assessment methods iiétise
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more than one group

Bias 9 Describe any efforts to address potentiatces of bias
Study size 10 Explain how the study size was adrate
Quantitative variables 11 Explain how quantitative variables were handlethm

analyses. If applicable, describe which groupingsew
chosen and why

Statistical methods 12 (a) Describe all statistical methods, including thased
to control for confounding

(b) Describe any methods used to examine subgroups an
interactions

(c) Explain how missing data were addressed

(d) Cohort study—If applicable, explain how loss to
follow-up was addressed

Case-control study-If applicable, explain how matching
of cases and controls was addressed

Cross-sectional studyIf applicable, describe analytical
methods taking account of sampling strategy

(e) Describe any sensitivity analyses

Results

Participants 13* (a) Report numbers of individuals at each stagewaty—eg
numbers potentially eligible, examined for eligityi] confirmed
eligible, included in the study, completing follawp, and analysed
(b) Give reasons for non-participation at eachestag
(c) Consider use of a flow diagram

Descriptive 14* (@) Give characteristics of study participantsdegiographic,

data clinical, social) and information on exposures potential

confounders

(b) Indicate number of participants with missingedfor each
variable of interest

(c) Cohort study—Summarise follow-up time (eg, average and total
amount)

Outcome data  15* Cohort study—Report numbers of outcome events or summary
measures over time

Case-control study-Report numbers in each exposure category, or
summary measures of exposure
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Cross-sectional studyReport numbers of outcome events or
summary measures

Main results 16 (a) Give unadjusted estimates and, if applicablefaarder-adjusted
estimates and their precision (eg, 95% confidentrval). Make
clear which confounders were adjusted for and viley were
included

(b) Report category boundaries when continuous visalvere
categorized

(c) If relevant, consider translating estimates ¢dtree risk into
absolute risk for a meaningful time period

Other analyses 17 Report other analyses done—eg analyses of subgemaps
interactions, and sensitivity analyses

Discussion
Key results 18 Summarise key results with referéastudy objectives
Limitations 19 Discuss limitations of the study, taking into accbsiources of

potential bias or imprecision. Discuss both diti@nd magnitude
of any potential bias

Interpretation 20 Give a cautious overall interpretation of resutissidering
objectives, limitations, multiplicity of analysegsults from similar
studies, and other relevant evidence

Generalisability 21 Discuss the generalisability (external valididfthe study results

Other information

Funding 22 Give the source of funding and the role of the fnsdor the present
study and, if applicable, for the original studywhich the present
article is based

*Give information separately for cases and contiolsase-control studies and, if applicable,
for exposed and unexposed groups in cohort and-s@dional studies.

Note: An Explanation and Elaboration article discussehechecklist item and gives
methodological background and published examplésansparent reporting. The STROBE
checklist is best used in conjunction with thiscéet(freely available on the Web sites of
PLoS Medicine at http://www.plosmedicine.org/, Alaf Internal Medicine at
http://www.annals.org/, and Epidemiology at htipuiiv.epidem.com/). Information on the
STROBE Initiative is available at www.strobe-stagsmorg.
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Appendix B

British Journal of Clinical Psychology Author Guidelines®

The British Journal of Clinical Psychology publisheiginal contributions to scientific
knowledge in clinical psychology. This includes clgstive comparisons, as well as studies
of the assessment, aetiology and treatment of panitth a wide range of psychological
problems in all age groups and settings. The levahalysis of studies ranges from
biological influences on individual behaviour thgbuto studies of psychological
interventions and treatments on individuals, dy&awsjlies and groups, to investigations of
the relationships between explicitly social andgh®}ogical levels of analysis.

The following types of paper are invited:
 Papers reporting original empirical investigation
* Theoretical papers, provided that these areaeffily related to the empirical data

* Review articles which need not be exhaustivewhith should give an interpretation of the
state of the research in a given field and, whppapriate, identify its clinical implications

* Brief reports and comments
1. Circulation

The circulation of the Journal is worldwide. Papams invited and encouraged from authors
throughout the world.

2. Length

The word limit for papers submitted for considesatio BJCP is 5000 words and any papers
that are over this word limit will be returned tetauthors. The word limit does not include
the abstract, reference list, figures, or tablggpendices however are included in the word
limit. The Editors retain discretion to publish papbeyond this length in cases where the
clear and concise expression of the scientifice@uintequires greater length. In such a case,
the authors should contact the Editors before ssdion of the paper.

3. Submission and reviewing

All manuscripts must be submitted via http://wwwtedalmanager.com/bjcp/. The Journal
operates a policy of anonymous peer review. Bedalanitting, please read theterms and
conditions of submission and the declaration of jgetimg interests.

4. Manuscript requirements

* Contributions must be typed in double spacindiwitde margins. All sheets must be
numbered.

» Manuscripts should be preceded by a title pagewincludes a full list of authors and their
affiliations, as well as the corresponding authoo'stact details. A template can be
downloaded from here.

! Retrieved from http://onlinelibrary.wiley.com/journal/10.1111/(ISSN)2044-8260/homepage/ForAuthors.html
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» The main document must be anonymous. Pleasetdaeardion the authors’ names or
affiliations (including in the Method section) arefer to any previous work in the third
person.

 Tables should be typed in double spacing, each separate page with a self-explanatory
title. Tables should be comprehensible withoutrezfee to the text. They should be placed at
the end of the manuscript but they must be mendiaméhe text.

* Figures can be included at the end of the doctimreattached as separate files, carefully
labelled in initial capital/lower case letteringtivsymbols in a form consistent with text use.
Unnecessary background patterns, lines and shatimgd be avoided. Captions should be
listed on a separate sheet. The resolution ofaligitages must be at least 300 dpi. All
figures must be mentioned in the text.

* All papers must include a structured abstraetpfo 250 words under the headings:
Objectives, Methods, Results, Conclusions. Artigiasch report original scientific research
should also include a heading 'Design’ before 'Bl#gh The 'Methods' section for systematic
reviews and theoretical papers should include,ragyanum, a description of the methods
the author(s) used to access the literature thewy dpon. That is, the abstract should
summarize the databases that were consulted arsedneh terms that were used.

* All Articles must include Practitioner Pointshese are 2—4 bullet points to detail the
positive clinical implications of the work, withfarther 2—4 bullet points outlining cautions
or limitations of the study. They should be plabetbw the abstract, with the heading
‘Practitioner Points’.

* For reference citations, please use APA styldidegar care should be taken to ensure that
references are accurate and complete. Give alhgbtitles in full and provide DOl numbers
where possible for journal articles.

« Sl units must be used for all measurements, redidf to practical values if appropriate,
with the imperial equivalent in parentheses.

* In normal circumstances, effect size should lcenporated.
» Authors are requested to avoid the use of s&atsfuage.

* Authors are responsible for acquiring writtenmpission to publish lengthy quotations,
illustrations, etc. for which they do not own coigiat. For guidelines on editorial style,
please consult the APA Publication Manual publishgdhe American Psychological
Association.

5. Brief reports and comments

These allow publication of research studies andrt#eal, critical or review comments with
an essential contribution to make. They shouldrbédd to 2000 words, including
references. The abstract should not exceed 120sveord should be structured under these
headings: Objective, Method, Results, Conclusidhere should be no more than one table
or figure, which should only be included if it cays information more efficiently than the
text. Title, author name and address are not irclud the word limit.

6. Supporting Information



CARER ATTRIBUTIONS OF CHALLENGING BEHAVIOUR 1-51

BJC is happy to accept articles with supportingiinfation supplied for online only
publication. This may include appendices, supplaargriigures, sound files, videoclips etc.
These will be posted on Wiley Online Library witretarticle. The print version will have a
note indicating that extra material is availabléren Please indicate clearly on submission
which material is for online only publication. Péeanote that extra online only material is
published as supplied by the author in the saraddiimat and is not copyedited or typeset.
Further information about this service can be found
athttp://authorservices.wiley.com/bauthor/suppnsat.a

7. Copyright and licenses

If your paper is accepted, the author identifiedhasformal corresponding author for the
paper will receive an email prompting them to logito Author Services, where via the

Wiley Author Licensing Service (WALS) they will able to complete the license agreement
on behalf of all authors on the paper.

For authors signing the copyright transfer agreemen

If the OnlineOpen option is not selected the cqoasling author will be presented with the
copyright transfer agreement (CTA) to sign. Theneand conditions of the CTA can be
previewed in the samples associated with the CgbyRFAQS.

For authors choosing OnlineOpen

If the OnlineOpen option is selected the correspanduthor will have a choice of the
following Creative Commons License Open Access Agrents (OAA):

- Creative Commons Attribution Non-Commercial LiserODAA
- Creative Commons Attribution Non-Commercial -Nobsg License OAA

To preview the terms and conditions of these operss agreements please visit
theCopyright FAQs and you may also like to visé WWiley Open Access Copyright and
Licence page.

If you select the OnlineOpen option and your rese# funded by The Wellcome Trust and
members of the Research Councils UK (RCUK) or thstAan Science Fund (FWF) you

will be given the opportunity to publish your aléiainder a CC-BY license supporting you in
complying with your Funder requirements. For marfeimation on this policy and the
Journal’'s compliant self-archiving policy pleassitvour Funder Policy page.

8. Colour illustrations

Colour illustrations can be accepted for publicatbmline. These would be reproduced in
greyscale in the print version. If authors woulctlthese figures to be reproduced in colour
in print at their expense they should requesthiltisompleting a Colour Work Agreement
form upon acceptance of the paper. A copy of the@dNork Agreement form can be
downloadechere.

9. Pre-submission English-language editing

Authors for whom English is a second language nepse to have their manuscript
professionally edited before submission to imprihesEnglish. A list of independent
suppliers of editing services can be found
athttp://authorservices.wiley.com/bauthor/englighguage.asp. All services are paid for and
arranged by the author, and use of one of thesessrdoes not guarantee acceptance or
preference for publication.

10. Author Services
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Author Services enables authors to track theiclert once it has been accepted — through
the production process to publication online angrint. Authors can check the status of their
articles online and choose to receive automateaitsat key stages of production. The
author will receive an e-mail with a unique linlatlenables them to register and have their
article automatically added to the system. Pleaseare that a complete e-mail address is
provided when submitting the manuscript. Visithtguthorservices.wiley.com/bauthor/ for
more details on online production tracking anddavealth of resources including FAQs and
tips on article preparation, submission and more.

11. The Later Stages

The corresponding author will receive an emailtatentaining a link to a web site. A
working e-mail address must therefore be provigedtfe corresponding author. The proof
can be downloaded as a PDF (portable document fpfiteafrom this site. Acrobat Reader
will be required in order to read this file. Thisftsvare can be downloaded (free of charge)
from the following web site:http://www.adobe.conggucts/acrobat/readstep2.html.

This will enable the file to be opened, read omrsorand annotated direct in the PDF.
Corrections can also be supplied by hard copyafgired. Further instructions will be sent
with the proof. Excessive changes made by the authtbe proofs, excluding typesetting
errors, will be charged separately.

12. Early View

British Journal of Clinical Psychology is coveregthe Early View service on Wiley Online
Library. Early View articles are complete full-textticles published online in advance of
their publication in a printed issue. Articles #nerefore available as soon as they are ready,
rather than having to wait for the next scheduledtpssue. Early View articles are complete
and final. They have been fully reviewed, revisad adited for publication, and the authors’
final corrections have been incorporated. Becdusg are in final form, no changes can be
made after online publication. The nature of Eafigw articles means that they do not yet
have volume, issue or page numbers, so they cérenated in the traditional way. They are
cited using their Digital Object Identifier (DOIl)ith no volume and issue or pagination
information. E.g., Jones, A.B. (2010). Human rig®iesHuman Rights JournaAdvance
online publication. doi:10.1111/].1467-9299.201@00.x

Further information about the process of peer maad production can be found in this
document: What happens to my paper?
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Abstract

People with dementia can behave in ways that pretatienges for care staff. This
has been shown to have an emotional impact on staith can affect how they respond to
the people with whom they work.
Objectives

The aim of this research paper was to explorethetional experiences of staff
working in a residential care setting with peopleovhave dementia and challenging
behaviours.
Method

Nine paid care staff working with people with deri@and challenging behaviour
took part in individual semi-structured interviewsiterpretative phenomenological analysis
was used to analyse the data.
Results

Three broad themes were constructed: “They dorotkwhat they're doing”:
Understanding causal attributions; “It's knowingithh as people”: Getting to know people
with dementia; and “That’s part of the job”: Exparces of the role of care staff.
Conclusion

Directions for future research are discussed.

Keywords: dementia, staff, behaviour, emotions, attributions
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Introduction

“Dementia” is a term that can be applied to peoytd a number of different
disorders, with the most common being Alzheimersedse (Stokes, 2000). Dementia has
been commonly assumed to be caused by a neurolo@l@gocess involving a deterioration
of the brain and loss of cognitive functioning (&0 Johnstone, Mitrofanis, O’'Rourke &
Chang, 2015). This does not provide an adequatiamextion of the behavioural effects
however, and it is now widely recognised that mpassonal and social factors also
contribute to the impact of dementia on a persquodality of life and functioning (Hughes,
2011; Moniz-Cook, Stokes & Agar, 2003).

People with a diagnosis of dementia can experianagmber of difficulties, one of
which is challenging behaviour, also referred tdalsaviours that challenge (James, 2011).
While challenging behaviours are often consideociet a direct result of degeneration of the
brain (Porsteinsson & Antonsdottir, 2015), psyclutsdactors also play a significant role in
causing and maintaining them (Moniz-Cook et alQ30 However, difficulties associated
with dementia (including challenging behaviour) meame people become unable to
continue living at home and it can then be necgdsaithem to live and be supported in a
residential care setting (Stokes, 2000). Indeethe United Kingdom, one third of people
who have a diagnosis of dementia live in suppditaal, receiving support from paid carers
(Alzheimer’s Society, 2015).

Examples of challenging behaviours include agitatieerbal and physical aggression,
self-injury and sexually inappropriate behaviouuf@es, 2011). These behaviours are also
referred to by other terms, such as the ‘neuropatroti symptoms of dementia
(Porsteinsson & Antonsdottir, 2015) or ‘behavioud®turbances’ (Martin-Cook, Remakel-
Davis, Svetlik, Hynan & Weiner, 2003). There isr&odifficulty in grouping all challenging
behaviours together as they impact on the persdmthers to varying extents. For

example, behaviours such as self-injury or aggoessose a clear risk to the individual.
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Behaviours such as physical aggression could et gteople at risk, which may include
family members or other residents and staff insidemtial care setting. Finally behaviours
such as wandering may pose a challenge for thasegdar the individual, but will not
always present a danger to the person (Wigg, 2010).

The risk to others from challenging behavioursasmerely to physical safety. A
literature review by Pulsford and Duxbury (2006)rid that care staff who experience
aggressive behaviour from people with dementiascquerience a significant level of stress,
negative emotion and burnout as a result. Thecasisuggested that the perceived threat of
aggression results in increased stress levels aed tis is the case over time it can lead to
emotional exhaustion (Pulsford & Duxbury, 2006).their interviews with female care staff
working in nursing homes, Isaksson, Astrém and €naim (2008) found that perceptions of
experiencing violence varied. Violence was desctiby the care staff as: challenging, with
accounts of the distressing nature of being untdaclg excusable, with staff acknowledging
that violence may occur because residents becagiedned when they do not understand
what is happening; and ordinary, with violence dibgcd as a part of the job (Isaksson et al.,
2008). Isaksson et al.’s (2008) findings sugdest tare staff experience a high level of
emotion as a consequence of working with challempbehaviours. However, the focus was
on “violence” (physical aggression) only, withouémion of how other behaviours might
impact on staff.

Indeed, limited exploration has been conductedaod staff's emotional experiences
of working with challenging behaviour in publishessearch to date. Lambrechts and Maes
(2012) interviewed care staff working with peoplghaearning disabilities about incidents
where they had responded to challenging behavioditizeir emotional responses. Using
content analysis, they found that staff reportedirig negative experiences such as stress,
anger, frustration, feelings of failure and paintfee clients, as well as positive experiences

such as feeling calm, relieved, and confident. &ofrthe staff spoke of needing a break
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after managing challenging behaviour and of findimgmselves thinking about it afterwards
(Lambrechts & Maes, 2012). However, while the ifing$ of Lambrechts and Maes could be
suggested to apply to the area of dementia carergigy) there may be demands within an
older adult dementia care setting that arousereéifteemotional experiences for staff.

While there is limited research focussing on the@gwonal experiences of staff, Berg,
Hallberg and Norberg (1998) explored nurses’ exgpexes of working in dementia care using
a qualitative approach. They reported that nursed to understand people with dementia
by making meaning from their behaviours; this cdudachieved through empathy and
knowledge of the person. They also described gdanpeople with dementia as having
positives and negatives, with job satisfaction arsgnse of interaction with those being cared
for balanced against negative feelings such asréitisn and powerlessness (Berg et al.,
1998). Pulsford, Duxbury and Hadi (2011) survegtethentia care staff to investigate their
attitudes towards aggressive behaviour and fouaittiie views expressed fit with a person-
centred, psychosocial approach. The staff belieggplession by people with dementia to be
caused by factors in the environment, situatiomi@rpersonal interactions (Pulsford et al.,
2011). Hayward, Robertson and Knight (2012) exqadastaff experiences of inappropriate
sexual behaviour in dementia. They found thattyps of behaviour could cause staff to
feel shocked and embarrassed, noting that stahaftinimised the emotional impact of this
by attributing a lack of control to the individugayward et al., 2012).

Expanding on the importance of staff emotions imeetia care, it has been
suggested that the association between challehghgviours and their impact on staff
wellbeing is mediated by the negative emotionattieas of staff (Hastings, 2002).
Moreover, care staff's emotional reactions to teegde for whom they provide care can be
influenced by staff's attributions about the caokthose behaviours. Attribution theory
describes how individuals make sense of the caafsegents or behaviours (Forsterling,

2001). Dupuis, Wiersma and Looiselle (2012) foumat in order for staff to form a response
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to difficult behaviours they made interpretatioh®at the behaviours. The first step in this
process was viewing the behaviour in the contexiabfiology. If the person was considered
to have dementia staff were less likely to take ihdividual's actions personally, as the
individual was then considered not to be respoadin their behaviours (Dupuis et al.,
2012). This suggests that if staff could attribile cause of the behaviour to dementia rather
than to the person, they were less likely to feglatively towards that person.

Consequently, as can be seen there is very ilearch in the area of staff emotional
experiences of working with challenging behaviolnew caring for people with dementia.
The area would benefit from a qualitative studylexpg in depth the emotional experiences
of staff in this setting. For the exploratory sta@f research (Brown & Lloyd, 2001), or
where there are gaps in knowledge (Elliott, Fiséd&ennie, 1999), qualitative investigation
is recommended. The aim of the current study wassé a qualitative methodology, namely
Interpretative Phenomenological Analysis (IPA)ekplore dementia care staff emotional
experiences further.

Specifically, this study explored the emotional ex@nces are of care staff who work
with people who have dementia and who present etiglenging behaviours in a residential

care setting.

Method
Participants
Nine staff working in a paid carer role in thregistered care homes in the North
West of England took part in the study. All homeduded residents with dementia and who
presented with behaviours that challenge. Foucrdesd their job title as “carer”, two as
“team leader”, two were nurses and one was a carelmanager. To ensure participants had
an appropriate level of experience in this settstgff who had worked in a direct care

capacity for at least six months full time (or eguent) were eligible for inclusion. The
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participants’ length of experience in this settitagged from 6 months to 27 yeak$ £ 9.5
years). Two participants were male and the remgis@ven were female. Interviews were

conducted in English, which was the first languafall but one participant.

Ethics

Ethical approval was provided by my university eshcommittee (see Ethics
Proposal). Consideration was given to the possilaf participants experiencing distress as
a consequence of talking about their emotional eepees. If this were to happen, the
participant would have the opportunity to discuss with me at the time of their interview
or would be directed to other appropriate souréesipport. It was acknowledged that
participants may not have wished their manageetavare of their participation in the
study; this was the reason for an alternative mgedlace being offered. A final ethical issue
was that of the potential for participants to mdiselosures which led me to believe there
was a risk of harm to the participant or othetswds made clear in the participant
information sheet and consent form (see EthicsddapAppendices C and D) that if this
were to occur then | would need to consider breggerticipant confidentiality in order to

take appropriate action.

Procedure

Potential participants were identified by my supswy who approached care home
managers to ask if they would allow their staftake part. | then met with care home
managers and potential participants to providermédion about the study using the
participant information sheet (see Ethics PropdSahendix C). Individual semi-structured
interviews were used to collect data. The intevgi¢ook place at the participants’ places of
work although an alternative location was offer&ttior to each interview commencing

written informed consent was obtained with the eom$orm (see Ethics Proposal, Appendix
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D). The interview schedule, which was construdtedhis study, was used to guide each
interview (see Ethics Proposal, Appendix B). Prtsvgnd follow-up questions were used to
elicit further information where | felt it appropte. Interviews were recorded using a digital
recorder and then transcribed verbatim by me. darlkent was gained to use verbatim
guotes in the final write-up of the research areligenyms were given to all participants to

protect their anonymity.

Data analysis

The transcripts were analysed using an interpuet@inenomenological approach as
described by Smith, Flowers and Larkin (2009). & be used to explore participants’
experiences, focussing on the perspective of paatits and on how they take meaning from
their experiences. It is recognised that the rebea's perspective will play a role in the
analysis (Larkin, Watts & Clifton, 2006). IPA iolves a “double hermeneutic” where the
researcher endeavours to make sense of the particigho is making sense of their
experience. The researcher is only able to a¢chegzarticipant’s experience through the
participant’s own understanding of it (Smith et 2009).

For each transcript, the first stage was an inigabling of the transcript for me to
familiarise myself with the data. Next, initialrastations were made on the transcript,
including any descriptive, linguistic and conceptuates. These notes were then pulled
together into emergent themes. These emergentthemhile still grounded in the
participant’s account, reflected some interpretafrom me. For a sample of transcript with
the initial annotations and emergent themes, sgeigix A. The next stage involved
pulling the emergent themes together into a seupérordinate themes. This was an
iterative process, facilitating the constructiorttedmes that | felt best represented the
participant’s account. Appendix B contains an act®f the superordinate themes for one

participant and the emergent themes that led ®ethe
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This process was repeated for each transcript.si€emt with the aims of IPA, an
idiographic approach was taken, where | attempiexhalyse each transcript in isolation,
without influence of the previous transcript anakys The themes from all participants were
then analysed together, to look for patterns adiessiccounts and to identify the broad

themes within the data set.

Ensuring the Quality of the Analysis

Quiality in qualitative research is understood &srefo ensure the analysis is a
credible interpretation of the data, while alsoramkledging that it will not be the only
possible credible interpretation (Smith et al., 200

During data collection and analysis | maintainegamreness of my potential
influence and attempted to minimise this as mugboasible. To this end, open-ended and
non-leading questions were used in interviews depoto elicit the participant’s own account
rather than an account shaped by my assumptionas tonscious that if | were to phrase a
qguestion clumsily the participant could give a msge that was in line with the assumption
within my question rather than representative efrtbwn understanding or experience. One
example of this was that when a participant hadrissd an event | would ask an open
guestion such as “How was that?” instead of a t@aduestion such as “Was that difficult?”.
Further, | had assumed that all participants wialde experienced some strong emotional
reactions to their work with challenging behavioMvhen a participant said something that
was incongruous to this expectation, care was takéully explore the line of discourse.

During analysis | took care not to take any pgsaat quotes out of context.
Complete records were kept of the entire analyticg@ss, meaning the interpretations can be
traced from the broad themes, to the emergent thémmmm each participant, back to the raw
data. The final broad themes have been demornstogtéhe use of direct quotes from

participants in order that the reader can judgeehability of the interpretations.
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Results and Discussion
Three broad themes were constructed: “They dorotkwhat they're doing”:
Understanding causal attributions; “It's knowingith as people”: Getting to know people
with dementia; and “That’s part of the job”: Exparces of the role of care staff. See
Appendix C for a list demonstrating how superortirthemes from each participant

contributed to these broad themes.

“They don’t know what they’re doing”: Understanding Causal Attributions

This theme captured participants’ perceptions ofi@®ia and challenging behaviour.
Many participants described that in their expereepeople with dementia are different from
how they were before. This change in people waimentia was described by participants as
sad, as a result of an awareness of the contrageéde the person now and how they used to
be. There was also sadness for what the persolostaghown in the following quote from
Ainsley: “It's just sad... when you look at how muttte condition changes them”. This
reflects research which has suggested that peaffiledementia experience a number of
losses as a result of the condition and the diagnas well as their cognitive functioning
they can lose parts of their identity and connectmthe social world (Cheston & Bender,
1999).

Participants understood this change to be duectde¢imentia, for example: “Their
family... say they've never been like this... | thiitlk the illness, and | guess it really
depends on which part of the brain it's affectifgose). The fact that Rose understands the
effects of dementia to be a direct result of pafthe brain being affected fits an explanation
of the process of dementia being due to neurobicébghanges.

This has implications for how staff interpret beioavs and the level of autonomy
they believe residents have. This fits with tmelfings of Dupuis et al. (2012) who noted that

where the cause of a behaviour could be attribictelmentia staff did not take the
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behaviour personally, suggesting they did not hloédindividual responsible. This also
resonates within attribution research, which hasébthat believing a person not to be in
control of their situation is associated with synfyeaor pity, whereas believing them to be in
control is more likely to be associated with an@&irsterling, 2001). Attributing the cause
of challenging behaviours to dementia rather tioathé person could allow staff to have
different emotional experiences from those thatldde expected if they believed the
residents to have more control over their actionisis different experience of the residents’
behaviour is expressed by Frances: “If somebodyeaaprto me that | knew that they knew
what they were doing... and hit me | wouldn’t be happout it, but... | know that [people
with dementia] don’t know what they're doing.”

Linked to the understanding of dementia as a neolaiical disease process, some
participants named changes in the brain due to deanas the cause of challenging
behaviour. However, all also referred to environtakcauses and triggers for challenging
behaviours. The perspective of participants whakembout both neurobiological and
environmental causes of dementia is illustrateRbge:

| think [the challenging behaviour] is the ilindgementia], and | guess it really

depends on which part of the brain it's affectimgl $he person’s basic reaction as

well to their environment.
This captures the understanding of challenging Waebain dementia as being due to both a
disease process in the brain and environmentairiaciThis reflects other research such as
Hinton, Chambers and Valasquez’'s (2009) finding thiaily caregivers of people with
dementia made a variety of attributions about theses of challenging behaviour, including
the effects of dementia on the brain, interpers@sales and emotional distress.

When giving their understanding of how environméfaetors could lead to

challenging behaviours, many participants descrthett own experiences of the
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environment of the care home. They used their gampees to identify ways in which it
might be difficult for the people living there, Biag to behaviours that are challenging:

[They were] living at home with their loved ones .ndaall of a sudden they're in this

big establishment with lots of people running amtimat’'s very noisy and very busy,

and that | guess can trigger all kinds of behavi@iRose)

A particular trigger that was identified for chaltgng behaviour was personal care
intervention. Participants empathised with how thight be experienced by the person and
why this could lead to them becoming agitated.ti€lpants spoke of people with dementia
being unable to understand situations or staffengpts to communicate with them and the
emotions that might be associated with this foidesgts. This way of interpreting situations
was linked to a sense of empathy for why these iemotvould lead to challenging
behaviours:

When we need to sort of change them or wash thehaigss them in the morning a

lot of them can be quite aggressive, and | thinlould be if | had people coming into

my room and doing things with me that | didn’t knexuat they were doing.

(Frances)

This difficulty with communication was understooyl fmarticipants to be present in
the opposite direction too, with people with denmeehtaving trouble making themselves
understood to staff and this having an impact eir ¢amotions which could then affect their
behaviour: “A lot of the residents as well areriteato express verbally that they're
unhappy... and because they can’t express it thefyiggtated and angry, and then | guess
really the aggression comes out because of thatS€R

When it came to behaviours that challenge, mogiqgyaaints were clear that people

with dementia had little or no control over theahaviours:
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It's not them that’s the problem it's the dementidhe aggression... the hitting out

at staff and that, it's because of their conditioait’'s caused it, not because they are a

nasty person, a violent person. (Sam)

This understanding of there being a contrast batvaggression that is due to
dementia and not under the person’s control, aol@éntce which would be considered an
intentional act by the person, is consistent withfindings of Isaksson et al. (2008). They
found that care staff drew a distinction betweegragsion that was not the fault of the
individual, and acts they described as “violenc&ich were under the individual’s control.
The perception that people with dementia have mirabover their behaviour was described
by a number of participants as a reason why theyadi experience negative emotions
towards the residents when they were aggressivaidW it's not that person that's smacking
me, knocking my glasses off and giving me a blaegk d know it's not them that’s doing it
it's the condition... so it doesn't affect me”. (Spm

The idea that it is not the person but the demeh&ibcauses challenging behaviour
was further supported by many participants’ vielwswt how they imagine the people they
work with would feel if they were aware of what yheere doing. Empathising with how the
person would feel if they were aware of their acsitnad an emotional impact on some
participants: “I get upset, because I think if tlkenew that they've done that they would be
horrified” (Sam)

While this sense of how the person would feel éytlwere aware of their actions
could be upsetting, it was also experienced aasorenot to have a negative reaction to the
person: “you can’t take anything personal becaigey knew what they were doing they'd
be mortified... it's not them, it's their disease’afl? The implication of participants
believing challenging behaviours to be caused lyedia rather than the person is that they

do not think people with dementia are in controtradir behaviours.
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However, some participants’ use of language sugddbat they may not be certain
of this lack of control. One participant expligitkttributed intent to harm to people with
dementia: “just them sort of trying to hurt you'réiaces), although this statement was not
representative of the perspective Frances exprekged) the rest of her interview (see
below). A number of participants used the wordu'se” when referring to aggression
against staff, a word which carries associatiornh deliberate acts inflicted on another.
Further, Frances referred to “forgiving” residefasinjuries sustained through physical
aggression, a word which carries with it the imgion of some fault on the part of the other
person.

Moreover, Frances noted a specific trajectory ingegception:

When | first started working here when | didn’t emstand dementia as much, there

were a few negative feelings around why am | beungched... | think my

understanding has gone from why am | being pundtisdheir fault, to they’ve hurt
me in a way but it's not their fault because thewtlunderstand what they're doing.

(Frances)

This quote highlights a shift in the causal atttibos Frances makes about the behaviour of
residents with whom she works. Interestingly Fesnlcas identified her understanding of
dementia as the reason for the change, which fitsthe idea that as people with dementia
have a physical deterioration of their brains, thagnot be held responsible for their actions.
When Frances believed people with dementia to ketalrontrol their actions, this led to
“negative feelings”, so it would fit that in ordtr feel more positive about her job role, a

shift in attributions would be beneficial. The #art described above where Frances at one
point attributed intent to harm to the residenta statement incongruous to the rest of her
interview may suggest that her understanding ofedeia and resulting attributions for the
causes of challenging behaviour is still shiftir@ognitive dissonance theory states that when

an individual holds multiple beliefs that are ins@tent, the resulting psychological
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discomfort motivates them to alter their belief9ehaviours to reduce this inconsistency
(Festinger, 1957). Frances may have experiencedféict between behaving in a caring
way towards the residents and at the same timeiexgeng negative feelings towards them
due to believing them to be responsible for theitoms when they caused her harm. This

may have caused her to shift her attributions asrdeed above.

“It's knowing them as people”: Getting to Know Peope with Dementia

This theme concerned participants’ accounts of #gieriences of getting to know
the people with whom they work and the emotionglegiences that are associated with these
relationships.

Getting to know the residents better meant stadéfkkvhat they could talk to them
about and how to engage with them, which could pesitive thing for the staff member,
and was also felt to be beneficial for the persdh dementia: “It's knowing them as people.
And not just seeing them as a client, you know tivahividually, you know how to approach
them, what they like, things that you can say emth(Sam).

The above quote also mentioned seeing the whosopeaather than seeing them as a
“client”. This implies that Sam considers it impant to see past the dementia and the
challenging behaviours to connect with the indialdon a personal level. This idea of seeing
the whole person was given by Rose as a reasontiab¢nging behaviours do not affect
how she feels about people with dementia:

| think the reason that [the physical aggressiamgsth’'t [affect how | feel about the

person] is that you see the residents here and enalyht about 60-70% of the time

there are no issues... You don't judge them on thalgmart of where there is an
issue... we look at the person as a whole (Rose)

Keeping in mind the whole person is consistent Whthidea of a person-centred

approach to dementia care (Moniz-Cook et al., 20@3) person-centred approaches to care
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have been included in the NICE-SCIE guidelines BHECIE, 2007) on dementia care, this
may be a result of staff receiving training in aso®-centred approach. In person-centred
care the focus is on understanding the persorydinglj their personality, relationships and
life experiences, all of which will influence howeay respond to their situation and what
emotions they experience (Woods, 2001).

Trying to understand the residents was somethiagparticipants experienced as
being difficult at times, particularly in the latstages of dementia:

When they get to a certain stage, they can’t @ll what the matter is... so you've

got to sort of try and think for them, and that @@nproblematic because who's to say

any of those things are right? (Frances)

This quote illustrates Frances’ use of a persottredrapproach to working with the

residents, of trying to understand their perspeativen when they are unable to
communicate this for themselves. Connecting withgerspective of a person with dementia
who is unable to communicate verbally is challeggand will require staff to draw more
heavily on their own emotional experiences thaiy theuld have to with a person who was
able to articulate their feelings (Kitwood, 1997).

Other participants also spoke of the emotional ichpétrying to understand the
perspective of a resident with whom they are wagland finding it difficult: “I still can’t
really figure out what's going through his head.dAmu really want to help him... but you
just can’t. You feel helpless.” (Brendan).

Several participants gave a perspective on chaligrigehaviour that might seem
surprising. They stated that they would preferdeople to act aggressively because this
meant the person’s dementia had not deterioratdtetpoint where they were no longer able
to do so: “Just to see that deterioration from...ab®nomy that he had earlier, to just being
completely dependent upon us... was actually readl]y difficult to see... that tends to be

the time when the challenging behaviour starts wishing” (Rose). This quote is interesting
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because referring to the person as having hadriautyg” when he was challenging suggests
an understanding of this gentleman as having hack sontrol over his behaviour. However,
this is at odds with the dominant narrative — atireed in theme 1 — of people with dementia
not being able to control their behaviour and tfeeenot being responsible for harm they
cause to staff.

The participants described that in their experieesedents would need to settle into
the care home and become familiar with staff as asestaff needing to get to know them:
“We’ve got to get to know them [residents] and thieygot to get know us” (Karen). The
concept of the people with dementia getting to kista¥f, and forming reciprocal
relationships with them, also contrasts with thevpous theme. When it came to
understanding challenging behaviours, participatitgouted little or no control to the people
they work with and believed that they are unableawtrol their aggressive behaviour,
meaning staff could avoid feeling negatively tovsardsidents. However, the idea of people
with dementia getting to know staff and formingatednships with them seems to attribute a
greater level of cognitive functioning to residenthis could also serve a function for staff
however, as in a job that can be difficult it mayhelpful to experience the people they work
with as reciprocating their positive regard. Tisiseflected in the link between care staff
experiencing a lack of reciprocity in their relatships with residents and staff burnout
(Duffy, Oyebode & Allen, 2009).

Several participants commented on the distressféieywhen a resident died, noting
how it was “very hard” (Drew). As the participarmi$ described their experiences of feeling
close to the people they worked with, it seems tstdedable that it would impact on them
when someone died. At the end of the life of aspemwith dementia care staff often have a
role to play in supporting them and their relatiwghich one participant saw as a positive
part of her job: “I like end-of-life care... | thinKs a privilege. To be with them... | think |

make them feel comfortable... And then I just ho thhen it's my turn somebody is there
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for me” (Karen). Working with people at the endtloéir lives has led Karen to reflect on her
own mortality and to wonder what it will be likerfber when she is at the end of her own
life. While describing her experience that thetded a resident is sad, Karen gave her
perspective on how to cope with it: “It's sad, but think how happy they were, and they
were lucky to be here because we look after theits.good here, | feel as though... you've
just got to remember nice things about them.”

This quote carries a sense of Karen'’s pride indek. The final phrase in the quote
with the statement “you’ve just got to” suggestsead to take this perspective, which may be
in order to protect herself from the weight of niagaemotion that could be associated with
residents dying. Correspondingly, Albers, Van Bérck and Vander Stichele (2014)
surveyed nursing staff who had cared for peoplé d&mentia at the end of life and found
that around a third experienced a high level ofwnal burden. Albers et al. (2014) point
out that while staff experiencing an emotional lmrevhen residents are at the end of life
could suggest staff feeling strained and at riskwhout, it can be interpreted as being
positive as it suggests that staff feel involvedaning for residents and have connected with

them on an emotional level.

“That’s part of the job”: Experiences of the Role d Care Staff

This theme explores parts of participants’ accothmds pertained to their feelings
about their jobs and the things that impact upenmtlas care staff. The various demands of
the job could lead to care staff feeling stresaed, some participants described the need to
be simultaneously aware of many different things:

When you've got like let’'s say 10 people shouting sou have to watch them, and

people are trying to stand up, but they're not niéabecause they’ve just had let's

say a hip replacement, and you try to settle thewndand then there’s the other
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person over there shouting and then you think wawgetting a bit stressed here

(Brendan)

This quote paints a picture of an environment wiséa must be constantly vigilant and
alert to situations to which they may need to respoThis constant vigilance is not
dissimilar to the hypervigilance experienced bygleavho have anxiety difficulties
(Richards, Benson, Donnelly & Hadwin, 2014). Maintng this level of high alert over a
long shift would inevitably impact on care stafs well as the stress of many demands over
a long period at work, care staff could also exgrese acute high stress while managing
instances of challenging behaviour: “Your autonoregponses start kicking in, your heart
starts racing, your palms start getting all sweé@Rdse). This quote continues the idea that
what staff experience is equivalent to an anxiegponse, as Rose has described classic
anxiety symptoms. This is of note as increaseedl$eof staff anxiety have been shown to
predict care staff in nursing homes perceiving leimgiing behaviours as being more difficult
to manage (Moniz-Cook, Woods & Gardiner, 2000).

Following a difficult incident, several participangpoke of giving themselves time
out to bring their level of stress down: “I niptsie for a quick smoke... other people will
go and get a cup of tea or just get some fresh .do.relax themselves back down again
before they get back out there” (Rose). Theredear sense that staff experience high stress
as part of their job. When Rose was asked to edddon what felt difficult about incidents
after which she would need a break, she responddiescriptions of what she meant by
incidents being both upsetting and frustrating:

It's quite upsetting... your head’s telling you yaei@oing it for the right reason, but

it’s not nice to see somebody so distressed... nistfating because... you know that

what you're trying to do is for them, but they dosée that... it can be quite
frustrating from that respect, of just trying totth@ best for somebody but them not

letting you. (Rose)
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The use of self-care measures such as taking k& masaa positive experience for
staff, enabling them to continue with their shifdadeal with the next situation requiring their
attention. Operating at a high level of stressaftwng shift could impact on how staff
responded to situations:

You've been here so many hours, you're gettingssed... your mind is not working

right anymore... sometimes you have to step back.e gourself five minutes...

because you're only a human being (Brendan)

Moments like this could be when the staff increa$ea support of each other: “At
that time of the day when you're tired and you'rermout... you start pulling together more
as a team” (Rose). The participants’ experientéiseoimportance of help from colleagues is
consistent with the findings of Lambrechts and M@€4.2), whose participants identified
help from colleagues as being important. Workingpwuch a high level of stress could also
impact on how patrticipants felt when they got hofeéhen you get home and... you've
been stressed all day ... you feel drained.” (Brehdan

Related to working as part of a team, there wanaesof participants feeling a
responsibility to protect their colleagues: “If ymuworking with somebody and they get
whacked you can sometimes feel a little bit guiltynaybe you should have done something
to stop [it]” (Rose). It seems that experiencirggase of responsibility to look out for
colleagues can lead to feelings of guilt if colleag get injured. In a survey of dementia care
staff, Scott, Ryan, James and Mitchell (2011) fothad following an incident staff valued
reassurance from colleagues that they were natt f

This idea of staff feeling at fault links to thérdgdutions staff make about behaviours
because by taking the blame they are removingihfthe people with dementia. This sense
of staff being responsible also extended to takasgponsibility for themselves getting hurt
during incidents of challenging behaviour: “Somepado is going to head-butt you, you

don’t go and stand in front of them because thatldvanake no sense” (Rose).
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Again, the above quote is about the staff membeidawg injury, suggesting that they
do not believe the person with dementia to be nesipte for their own behaviour. As
discussed, this may serve a function of enabliegstaff member to continue to care for the
residents without feeling negatively towards thetnfew participants spoke of feeling
uncertainty in their own competence following sttoas where they had to manage
challenging behaviour which they felt had not gared: “Things like that happen and.... |
just kind of feel a bit rubbish at my job” (Frangtes

This quote also carries a sense of Frances feedspnsible for incidents of
challenging behaviour, continuing the sense ofigpéents understanding people with
dementia not to be in control of their own behawsouFeeling that they had not been able to
manage situations as they would have liked to ctmad to feelings of helplessness for
participants: “When you... try to help them and ydwygically can't... you do feel helpless
and you do feel sad” (Brendan)

Feelings of helplessness could also be part oéxperience of trying to manage
challenging behaviour with residents who could peerer care staff: “It can be quite
frightening at times, we’ve got a few residents vane particularly strong, and you know that
if the situation escalates with them... there is iy g®od potential of you getting hurt”
(Rose). As well as a feeling of helplessness,ghwte carries a sense of Rose feeling
intimidated by residents at times. Something Wet understood by some participants as
being crucial to knowing how to manage situatioas wxperience: “If there’s someone
who’s maybe been in the job for just a month or,tthat person probably wouldn’t know
what to do in that kind of situation” (Brendan).

A number of participants described their experieraereflecting on situations where
they have had to manage challenging behaviourscamsidering whether they could have

done things differently:
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| usually think when I’'m at home I'm at home, | gt to think about work. But

sometimes it just doesn’t work like that... you thisbout it and you're thinking well,

what can | change maybe tomorrow to make it betBrendan)
Brendan describes the intention of protecting im® toff and trying not to think about work,
but at times experiencing intrusive thoughts alsttutitions and how he could have managed
them differently. However, this was not true dfgarticipants as some felt that it was not
helpful to think back over situations and appedoele able to maintain this boundary: “I
think it's just over with, there’s nothing | can dbout it... there’s no point going over it”
(Jean). This contrast in experiences, betweerethv® found it helpful to reflect on their
day and those that did not, was interesting, paerty given that an association has been
found between reduced job strain in dementia careimg staff and opportunities for staff to
reflect on difficult situations at work (Edvarss@gndman, Nay & Karlsson, 2009).

There was an acknowledgement by many particip&atsitorking in a care home is a
job that can be emotional. Some participants spbkiee need to leave this emotion at work:
“We can't really take it in so much because otheengou would be crying nearly every day.
And you have to get that... boundary around you” (Blen).

Although many of the emotions of the job that weescribed sounded difficult for
staff to manage, there were positive aspects tenm&ional experiences of working in a
dementia care setting: “These people are reatly when you start talking to them, and | just
get a lot of satisfaction out of feeling like I'noithg a really good job with them and sort of
making them happy” (Frances). Berg et al. (1998) #éound that dementia care staff
identified both positive and negative experiencetheir work.

Some participants stated that the good things abeutjob outweighed the bad: “I
think the good feelings about the job, the... satiséa | get from it and the helping people

and... making people happy completely outweighs drigeobad stuff’ (Frances).
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It could be suggested that working in a job tha losa emotional in the ways that have
been described would mean that if someone didindte positives in their work and
experience an overall positive feeling towardsrtfed they would experience burnout and be
unable to continue in this role. Therefore theipigmants have likely all been able to find

things to feel positive about in their work.

Conclusion

As outlined in the results and discussion sectioa participants in this study
described a range of emotional experiences assdamth working with people who have
dementia and behaviours that challenge. Some iexges related to participants’
understandings of dementia and challenging behguvidliers were associated with getting to
know the residents and the remainder were linkexkpeeriences of the job, including high
levels of stress and the need for breaks.

The most important finding from this study was thigerent attributions participants
made about participants’ control over their actidapending on the context. Understanding
residents to have no control over their behaviadren they were aggressive towards staff
meant staff did not have a negative emotional r@atb the person. This was linked to
understanding dementia to be a disease procelss brain which caused the behaviours.
However, people with dementia were also describedays which attributed greater
cognitive functioning to them, for example in paifiants’ accounts of residents getting to
know the staff. This was a positive experiencepfanticipants and therefore there were
benefits to this type of attribution.

Significant research exists examining attributieaary in relation to the care of
people with challenging behaviour, including peopith dementia. Researchers have
attempted to answer questions such as how carduétins affect their expectations of

people with dementia (Fopma-Loy & Austin, 1997) etlfer attributions are associated with
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carer resentment (Martin-Cook et al., 2003), andthwbr carer coping styles are related to
differences in the attributions they make aboutabedurs (Dagnan, Grant & McDonnell,
2004). However, the findings of the present stiedgte to a different dimension of
attribution theory: the functions of different cauiattributions of challenging behaviour for
care staff.

The findings of the current study carry implicasdor care staff and external
professionals. The merits of the move towardsyalpssocial, person-centred understanding
of dementia have been clearly outlined (Chestonedgr, 1999; Moniz-Cook et al., 2003;
Woods, 2001). This approach is embodied in mosieds as the Newcastle support model.
This model assumes that an individual’'s behaviavesdriven by their needs and examines
them in this context, also using information frdme person’s background and their current
experiences (James & Stephenson, 2007).

The implications of the results of the current gtatlould not be taken as a criticism
of such models, however it may be important towara of the role understanding dementia
to be a neurobiological process plays in allowiagecstaff to attribute challenging
behaviours to dementia rather than to the per3tms means they are able to avoid having a
negative emotional reaction to that person (Duptie., 2012). Professionals who work
with care staff using a person-centred approachldhme sensitive to the fact that staff may
find it beneficial to be able to understand chajleg behaviours from a neurobiological
perspective. However, acknowledging that theséations may be helpful to care staff
does not detract from the need to move towardsra pgychosocial understanding of
dementia (e.g. Moniz-Cook et al., 2003). The hapald be that using a person-centred
approach such as the Newcastle model would entdifd continue to act and feel
compassionately towards residents while understgnchallenging behaviours as an

understandable reaction for that person in theiaion.
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One way in which professionals can support caréisthy providing training on
dementia. Staff who have greater knowledge abenreshtia and who feel more confident in
providing care for people with dementia hold moosipive attitudes towards residents with
dementia (Leung et al., 2013; Travers, Beattie tiddthan & Fielding, 2013). This fits
with the results of the current study in theme with Frances’ account of her responses to
residents’ aggression changing over time as hewlauge about dementia increased.

Participants in the current study described expengy high levels of stress and
anxiety in their work and expressed the importasfdeking breaks to manage their stress
levels. However, there is a question of whethkintpa break is always an option and there
could be negative effects for staff of coping wigpeated incidents without time out to
reduce their stress levels. This carries implacatifor care home managers who may wish to
examine what procedures they have in place to erikair staff are able to take breaks when
necessary.

A key limitation of the current study was that @dirticipants were recruited from
three care homes. Consequently, it is possiblestieted narratives within the staff teams in
these care homes resulted in less varied datadicamting from more care homes would
have provided. However, it was felt by the reskeart¢hat any impact of this on the data
collected was minimal, as subjective differencesewmted between accounts of participants
recruited from the same care home (see Criticalr&ippl for further discussion). Another
possible limitation was that all participants watentified through contact with their
managers; thus care home managers had the oppptuselect the staff who were asked to
take part. This may not have had any impact omdbelts but it could be suggested that
managers would have identified staff whose vievey fielt would reflect well upon the ethos
of their care home.

Directions for future research can be proposeck roke of attributions in dementia

care staff emotional experiences could be the fo€@isture research, perhaps by examining
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staff attributions for different contexts in greatetail to understand the degree of any
contrast. The current study did not compare gpgids’ accounts with an independent
measure of the severity of residents’ impairmemething that future researchers could
consider. Additionally, the current study foundtthare staff can experience a high level of
stress throughout their shifts. It would be o&netst to explore this further, for example by
trialling the use of evidence-based relaxation némples for staff and examining whether this
impacts on their experiences. McConachie, McKedi@ris & Walley (2014) trialled an
acceptance and mindfulness-based stress manageomr&shop with support staff in a
learning disability setting and found a significaetiuction in staff stress.

The emotional experiences of care staff, how thedeustand dementia and the causal
attributions they make about challenging behaviawesinterlinked. It is important to
consider the experiences of staff and the roldtabations when examining the needs of

people who have dementia as well as those whofaatkeem.
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Appendix A

Sample of Annotated Transcript for Rose

2-32

Initial
Annotations

Text

Emergent
Themes

Dementia leads
to CB
(challenging
behaviour)

Sometimes CB
comes from par
of personality/
Sometimes
complete
change

Difficult for
families to see

CB due to
dementia
process in brain
CB partly
environment

Person’s good
reasons for CB
— empathy

Person can’t
express their
wants —
frustration — CB

Personal care a
a trigger for CB

Want to respect
person’s wisheg
but certain
things have to
do

Try to reassure
— they don't
understand — of
course they get
upset/
frightened - CB

Interviewer (l): What do you think leads to peoplgh dementia
presenting with challenging behaviours ?

Respondent (R): Erm, ultimately | think it's thengentia. You
know, erm you can speak to the families of ourdesis and ern
through them they can gauge that sometimes therbedraviours
that have always been there, such as there’s sesigents now
that are quite vocal and quite erm angry in thaietof voice, and
you speak to the family and they say “oh yeah, kioow they've
always kind of been a bit like that, they've alwadysen a bit
sharp” and that's one thing, and then you see otbsidents
who've come in and their character has changed iaip.
Erm, their family are quite distressed and they thay’'ve never
been like this, you know they've never seen thenthia way,
erm they might be showing signs, well they mightshearing a
lot or physically aggressive and previously theyheen quite g
mild and gentle person, so effectively | thinkstthe illness, ang
| guess it really depends on which part of therbits affecting,
um and the person’s basic reaction as well to thewironment,
because that's another side of it as well, you knthe
challenging behaviour can come from you know, beftiving at
home with their loved ones and you know quite & miose-knit
family area, and all of a sudden they're in thig bstablishmen
with lots of people running around that's very yoand very
busy, and that | guess can trigger all kinds ofavé@ur. Erm a lot
of the residents as well aren’t able to expresbalrthat they’re
unhappy in any way, or that you know they don't inassistance
with such and such, they don't like the food they&ating and
because they can't express it they get frustratebaagry, and
then | guess really the aggression comes out beadubat.

I: Mm, so quite a few different factors there... dhere any
triggers that you think there are for particularidents?

R: Erm yeah, | mean if we're talking specificallyaut residents
serm | mean there’s a few residents’ aggressioristiiaggered
just by staff carrying out care needs, erm unfately as the
illness of dementia progresses a lot of the ressdér@come
incontinent and if we don't help them to maintaneit hygiene
and to wash and to change, then that puts their akiisk and
ultimately their health at risk, so you know it'stran area tha
we can just say oh you know you don’t want thattdedh we’'ll
just leave that then, unfortunately we have to sonss roll up
the sleeves and just get on in there and do it. &Ahthk that can
sometimes be a trigger for this aggressive behavlmcause a
much as you try and reassure the person that ydeaéng with
erm what it is that you're doing, ultimately we"aways been
taught throughout our lives that nobody shoulddehing us in
an area such as basically where we’re dealing \aitid, | think
that can be quite a frightening thing for a lottbé residents

Understanding
of CB cause

Empathy for
families

| Understanding
of dementia
and CB cause

Seeing the
person with
CB

CB triggers

Understanding
the person

CB triggers

I Role of staff
caring for
person

Understanding
the person

who're not actually understanding what we're trytoglo.
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Appendix B
How Emergent Themes Led to Superordinate Themes fddrew
Perspective on dementia and challenging behaviour
Understanding of dementia
Understanding of challenging behaviour
Triggers for challenging behaviour

Feelings about people with dementia

Connecting with people who have dementia
Understanding the person

The person can’t help their behaviour

Sad when someone dies

Getting close to residents

Doing the job and letting it go
Attitude to the job

Leave emotions at work

Looking after self

Enjoying job

Experience increases confidence

Support from matron

2-33
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Appendix C

How Superordinate Themes from Participants Contribued to Broad Themes

“They don’t know what they’re doing”: Understanding causal attributions

Knowledge and understanding of dementia and aigihg behaviour (Frances, Brendan,
Sam, Jean)

Understanding and perception of dementia and atgitlg behaviour (Pat, Karen)
Knowledge and attitude to dementia and challengettaviour (Rose)

Perspective on dementia and challenging behavAinsley, Drew)

“It's knowing them as people”: Getting to know peope with dementia

Knowing and understanding the person with dememtéachallenging behaviour (Frances,
Brendan)

Connecting with the people with dementia and chajlleg behaviour (Sam, Jean, Ainsley,
Karen, Drew)

Understanding and caring for the person with dera€Rat)

Seeing the person with challenging behaviour (Rose)

“That’s part of the job”: Experiences of the role o care staff
Highs and lows of the job (Frances)

The vulnerable carer (Frances)

Coping with the impact of the job on self and cafjaes (Brendan)
The job and its impact (Sam)

It's just part of the job (Pat, Jean)

Getting on with the job: team support (Rose)

The perspective of carer (Ainsley)

Being part of the care team (Karen)

Doing the job and letting it go (Drew)
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Appendix D
Aging & Mental Health Author Guidelines®
1. General guidelines

« Manuscripts are accepted only in English. Any cstesit spelling and punctuation styles may be
used. Please use single quotation marks, excepevdnguotation is “within” a quotation’. Long
quotations of 40 words or more should be indentigdloart quotation marks.

« Manuscripts may be in the form of (i) regular deticnot usually exceedirlig000 words(under
special circumstances, the Editors will considéclas up to 10,000 words), or (ii) short reports
not exceedin@,000 words These word limitexcludereferences and tables. Manuscripts that
greatly exceed this will be critically reviewed itespect to length. Authors should include a
word count with their manuscript.

« Manuscripts should be compiled in the followingenrditle page (including Acknowledgments as
well as Funding and grant-awarding bodies); abstkeywords; main text; references;
appendices (as appropriate); tables with captionsndividual pages); figure captions (as a list).
Please supply all details required by any fundimg) grant-awarding bodies as an
Acknowledgement on the title page of the manusanpa separate Funding paragraph:
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Overview of Results

In the current study (see Section 2) nine people wibrk as paid direct care staff in
the area of residential dementia care were intestieabout their emotional experiences of
working with challenging behaviours in this settingnterpretative phenomenological
analysis was used to analyse the data and thred tiemes were identified and described.
The first theme, “They don’t know what they're dginUnderstanding causal attributions,
described how staff made sense of the behavioutsegieople they work with by
understanding them to have little or no controlrabeir actions. In this way they were able
to believe that the residents in the care homeadidntend them any harm by their
aggressive behaviour. The theme “It's knowing tlenpeople”: Getting to know people
with dementia described participants’ experienddseocoming familiar with the people they
care for, and of feeling that they developed areustdnding of them. In this theme
participants tended to attribute greater cognitinection to residents by believing that the
residents grew to know them in turn. These retatiips with residents were described as a
positive experience. The final theme “That’s pdrthe job”: Experiences of the role of care
staff, was an account of the participants’ expesrof their jobs, the various demands and
how these experiences impacted on them emotionally.

Within these results, the link to attributionsnseresting as this relates to the topic of
the literature review (see Section 1). This revémught to identify factors related to the
attributions that carers (including staff) make atbchallenging behaviour. Of particular
interest to the research study are the findingsth®aseverity of an individual’s cognitive
impairment and the type of challenging behaviour ioapact on the attributions that carers
make about behaviours. In the area of dement& eardementia is a progressive condition
this first finding may make it more likely that eastaff make different attributions about the

same person’s behaviours, as in addition to otiddvidual differences staff might have
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different perceptions of the severity of that petsalementia. Care staff may also make
different attributions about different behaviouns the same person.

A key feature of the literature on the topic of &elours that challenge is the contrast
between the perspective that challenging behaviemgrs symptom of an underlying disease
(Stone, Johnstone, Mitrofanis, O’Rourke & Chandl®0and the description of behaviours
as being influenced by many factors, with challeaggrehaviours ultimately being a means
of communicating unmet needs (Cohen-Mansfield, 200be findings from the current
papers can be considered within the context ofdivisle.

A finding from the literature review (see Sectignaas that the type of intervention
used to manage challenging behaviour was assoadidtiedifferences in the attributions
carers made about the behaviours. The way in whiglinderlying cause of behaviour is
understood links to the type of intervention tlsatonsidered most appropriate. Attributing
the cause of challenging behaviour to an underlgisgase process naturally lends itself to
the use of medications to manage the behaviouie wtnsidering behaviours to be
communicating unmet need is more likely to resulpsychosocial interventions (R@svik,
Brooker, Mjorud & Kirkevold, 2013). As the findisgrom the literature review were
correlational the cause of the difference in atitidns associated with the type of
intervention is not known, however carers’ beliefgarding the underlying cause of
challenging behaviours may be a factor.

This divide in perspectives on the cause of chgllembehaviours also links directly
to the results of the research study (see Secjios@me participants spoke of dementia as a
disease process within the brain that directlydgadchallenging behaviour. However all
participants spoke of environmental causes fordehes, an explanation which sits on the
other side of the paradigmatic divide and takesaectof other reasons for the behaviours. It

appears that it is possible to sit somewhere imtiaklle of these divided perspectives,
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holding the belief that challenging behaviour i¢eaist partly due to a disease process while
also understanding it to occur in response to enuirental factors and to be a way for the

individual to communicate their distress or unmetas.

The Research Process

For this research study | chose to use individeati-structured interviews to collect
my data. The advantages of this approach arettfa&ilitates a rapport between researcher
and participant and also allows for greater fldkjoof content and tends to lead to richer
data (Smith & Osborn, 2003). Another option woliéye been focus groups, which are also
widely used in qualitative research and can allomnfiore participants’ data to be collected
at one time, necessitating fewer arranged meetorg$ata collection (Smith, Flowers &
Larkin, 2009). However, | do not think this wolldve been a better choice for the current
study. One reason for this is that | am not exgme&ed in running focus groups, and feel that
the quality of data collected could have been Bhiby my being a novice at the running of
focus groups. Further, the research question aftonyy related to emotional experiences,
and | believe that collecting my data through imdiixal interviews, allowing each
participant’s unique voice to be heard before tiitpthe data, was the most robust way of
exploring this topic (Smith et al., 2009). Focusups are most appropriate for areas of
debate and may reduce the quality of data in emainsensitive topic areas (Cleary, Horsfall
& Hayter, 2014).

While participants were offered an alternative ivi@w location, all chose to meet
with me at their places of work. This was primahbkecause the interviews took place during
their work time. In some ways | consider this &vé been a positive aspect of the study, as
participants were more willing to take part, anthgen their place of work may have made it

easier for them to connect with the emotional elgpees associated with their job.
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However, this did mean that many of the interviéeak place in whichever room was vacant
at the time, usually either an empty bedroom oisthéf room. While this did not present any
significant difficulties, it did mean that sometbe interviews were temporarily interrupted
by other members of staff coming into the room. Tbesequence of this was an interruption
to the flow of the interview, with the participgmbssibly having been interrupted mid-
sentence. | tried to minimise the impact of thysdnce the person had left the room again,
summarising for my participant what we had beekiriglabout and what they had just said,
to provide a prompt and attempt to get the intewhback on track. However, | anticipate
that this will have had some effect and some pamdde by participants may not be as fully
developed in the data as they might have been wtitoy interruptions. On balance | would
not change having held the interviews at partidiggriaces of work; however, | could have

made it clearer that | would need a room whererttezview would not be interrupted.

Strengths

A point of strength of the research was the randbe job roles and level of
experience of the participants, with four “carets/p “team leaders”, two nurses and one
care home manager taking part in the study. Tdmngpde still met the homogeneity
requirements of interpretative phenomenologicalysma(Smith et al., 2009) as all
participants had the shared experience of worlangdirect care capacity with people with
dementia and behaviours that challenge. Howekervariety in job roles within this remit
provided an opportunity for some potential diversiithin the participant accounts. It was

not clear if this diversity manifested in differescin the accounts elicited however.
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Limitations

The primary limitation that | identified in the gent research study was all nine
participants having been recruited from three essidl care homes. This could have
affected the analysis if staff teams within thoasechomes had, through peer discussions,
developed shared narratives of beliefs and attohatabout dementia and the challenging
behaviours of the residents. This was somethiagdbcurred to me while conducting
interviews when | noted some similarities in thegaage used by different participants and
reflected on why this might have been the casee pdrticular example that triggered this
thought was two participants from the same careenbath saying “if [resident(s)] knew
what they were doing, they/he would be mortifiedt’struck me as interesting that they had
both used almost identical phrasing and the speaedrd “mortified”.

However, several other participants also made aimsttements, with one participant
from a different care home also using the word ‘tfied”, which led me to conclude it was
unlikely that this was a significant limitation.ufher, while conducting the analysis | noted
differences between accounts by participants fimersame place of work. For example, the
participants Brenddrand Rose were recruited from the same care hotmsebmed to have
different approaches to making sense of challengetwviours. Brendan did identify some
triggers for challenging behaviours but also sta¢kral times that at times behaviours
occurred for “unknown reasons”. Rose identifiechaety of possible causes and triggers for
challenging behaviour and gave the sense thatedrevéd the cause could be known.
Additionally, the nine participants were evenlytdisuted among the three care homes,
which is further reason to believe any effect af thmitation will have been minimal.

On reflection, | could have been more thorougheiekeng out participants from a

wider range of care homes in order to increasedhiation in the data collected. | had been

LAl participants were allocated pseudonyms
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in contact with a fourth care home, however asd difficulty reaching the manager to
follow up on my initial contact and was successfulecruiting adequate numbers of
participants from the other locations | did notgue this further.

A further limitation was that all participants weaecessed through initial contact with
care home managers. While it is entirely posditde: this had no bearing on which staff took
part, it could be suggested that managers mighe hpproached staff members whose
attitudes towards the residents and perspectithanjob would reflect well on the care
home, rather than anyone managers felt would hgmessed different, possibly more
negative or derogatory views. | do not feel thad tvas a particular problem, as some of my
participants did feel able to express negative siatout their work. The nature of the
interview as being confidential was stressed, whiobpe will have empowered my

participants to feel able to be honest about #gderiences.

Directions for Future Research

Some possibilities for future research were progoséhe most noteworthy finding
from the current research study was the appareiatioa in attributions made by care staff
about the level of impairment of residents depegdin the context. This could be explored
further, for example by using an independent meastiresidents’ level of impairment and
comparing this with the attributions made by cdadf @bout that individual. There would be
ethical considerations to this as the people waimentia might not have the capacity to
consent to their information being made availabléhe researcher or used in the study, so
care would need to be taken. People with dememdavalue being involved in an inclusive
way in research (Sottish Dementia Working Groupelesh Sub Group UK, 2014).
However, it is unlikely that even with appropria@aptations to communication people with

the severity of dementia of those referred to endtirrent study would be able to take part or
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consent for their information to be included ireagarch project. In instances where
individuals lack the capacity to give consent,yfuiformed consent should be obtained from
a proxy (British Psychological Society, 2014).tte case of people in a dementia care
setting this would most likely be their spousestutdren.

The present research found that care staff expariarhigh level of stress, similar to
symptoms of general anxiety, in their work rolefeel it would be useful to explore the use
of evidence-based stress reduction techniquesnmedia care staff to examine any positive
effects this might have on staff experiences of therk. There is some precedent in the
published research literature for this. McConachieKenzie, Morris and Walley (2014)
examined the effectiveness of an acceptance andfuiess-based stress management
intervention on the psychological wellbeing of sagstaff working with people with
learning disabilities and challenging behaviouheiF intervention was based on the core
principles of Acceptance and Commitment Therapy, \was delivered as a full day
workshop, which included didactic teaching, groigrdssion and practical exercises such as
mindfulness, with a half day refresher after sieland mindfulness exercises given as
homework in between sessions. They found sigmtigdower levels of distress in the
intervention group compared to a control groupifi@mnce which at six week follow up was

largely maintained (McConachie et al., 2014).

Further Reflections on the Research Process
Timeline of the Research
The timeline of the literature review (see Sectigmnd the research study (see
Section 2) was that | conducted these elementarallpl.
Conducting the papers in parallel meant that odendt inform the other. Some

researchers might choose to carry out the liteeatewview first. One advantage of this could
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be that the researcher would have a more thorongtlkedge of the research base and
therefore could be more confident that they wowtineglect to ask their participants about
any important issues on the topic of interest. tii@nother hand, the researcher then runs the
risk of having fixed preconceptions about the tapea. These preconceived ideas carry the
potential to bias the focus of the research papeditionally, in a qualitative research study
there may be a greater chance of the analysisemuits being biased. These issues have
been debated by researchers, and it has been d@tguedviewing the literature prior to
conducting a research study can be of benefit laaidatith the use of reflexivity the
researcher can minimise the risk of this prior kiealge affecting their data collection and
analysis (Dunne, 2011; McGhee, Marland & AtkinsadQ7)

While | cannot know if | would have planned my rasdh study differently had |
conducted my literature review before doing sadlrbt identify any important issues that
were not included in my interview schedule. Iféne to do a similar project in the future, |
think that | would prefer to conduct my literatusview before finalising the details of the
research study. However, | would be aware thatapproach may require me to take
additional care not to allow my preconceptionsigsmy interview questions, analysis and

results.

Therapist vs. Clinician

From my first participant interview, | found mygé&teling conflicted about my
interviewing style. As a researcher, | knew thatihted to focus on my participants’
account of their experiences and allow that toheeprimary guiding force in the content of
the interview. However, as a therapist, | foundsaifyautomatically using some of the basic
communication skills that are part of my clinicahgtice, such as empathising and

summarising and reflecting back what the persdnoimt of me has said. | discussed this
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conflict with my research supervisor and we agrbed it was helpful to be aware of this so |
could limit the extent to which | might risk reframy things my participants said. Given the
emotional content of some of the experiences miygiaants were recounting to me
however, it would have felt incongruous to avoidimit empathetic responses in my
interviewing style, and my supervisor and | agréed this could facilitate rapport within the
interview. | wanted my participants to feel “h@'grand felt that these basic listening skills
were the most effective tool at my disposal to ecéithis.

This conflict, between the role of a therapist #mat of a researcher, has been
described as being a “double agent”, a situatiah¢hn lead to confused identities and may
lead the individual to move towards the role thesl imost comfortable in (Yanos &
Ziedonis, 2006). For me, | was aware that | fattrencomfortable in my role as therapist and
found it necessary to consciously keep my “researbht” on during my interviews. These
roles have different functions: in a therapy sesdiloe aim is to work on building a long term
relationship with the client for the purpose ofiligating change for the client; in a research
interview the aim is to gain information from tharficipant (Thompson & Russo, 2012).
During research interviews, it is necessary forrsearcher to make the participant feel
comfortable in order that they are willing to opgnabout their personal experiences and the
guantity and quality of the data obtained is pat#pendent on the relationship that develops
between the participant and researcher (Karnieliek]iStrier & Pessach, 2009), with any
findings recognised to be a function of this relaship (Larkin, Watts & Clifton, 2006).
Developing a rapport with participants which letals sense of empathy is considered to be
helpful in this process, and some level of commation skills will be required to achieve

this (Thompson & Russo, 2012).
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Feeling Grateful

While recruiting my participants, | benefitted gitgdrom three care home managers
who were extremely interested in my research ptojébese managers actively supported
my recruiting participants from their places of Woencouraging members of their staff who
were interested in taking part to feel able to dalsring work time. | found that | needed to
follow up with the managers as they had many desmandheir time and were generally
unable to find the time to contact me, but wherdIsb they directed me towards members of
staff who were interested in taking part in my egsh and arranged for me to come to the
care home at a time when these people would béitiraad able to take time out to talk to
me.

My awareness of the role this support played inretyuitment led me to reflect on
how easily it could have been much more difficalt fne to recruit participants had | not had
this help. This is particularly in light of thenflings from my own research that care staff
have a number of demands on their time at work $&#ion 2). | envisaged that had | been
reliant on care staff finding the time at work éad my information sheet, consider taking
part, contact me, and then without manager suppguarticipate in work time presumably
sacrifice a lunch break in order to meet with ma&plld have had great difficulties with
recruitment.

This links back to the limitations of my researtidy as this increased my reliance
on care home managers for recruitment and so ogéequbssibility of them selecting to

which members of staff they provided the study rinfation.

Impact of Results on Personal Assumptions and Clinal Practice
When | began planning this research project, cgrdted that the emotional

experiences staff would describe would be primardgative and that all staff would
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experience a high level of stress and emotion asmt.wThis assumption was challenged
when | read published research, for example thérfgs of Lambrechts and Maes (2012) that
staff working with people with learning disabiligsi@nd challenging behaviour experienced
both positive and negative emotional experienceleir work. | realised that it would be
important for me to give my participants spacedame and explore any positive emotional
experiences they had relating to their work witalE@nging behaviour in a dementia care
environment. My assumptions were further challengye my finding that not all of my
participants described the level of emotion | wgseeting, and some gave an account of not
being greatly affected by emotional reactions tartivork.

Conducting this research study has had an impawtyodinical practice currently
and also on my thoughts about my future practideund that | had underestimated the level
of demand under which care staff in a residenaat cetting would be. My current clinical
placement is in a learning disability service arfdlevl had thought myself able to draw on
my own past experience as a support worker whekingith support staff to understand
their point of view, | feel more able to do thismoThis is something | have been able to
discuss in supervision with my placement supervigws one of my preferred careers
involves working in an older adults setting, | feabre able to recognise the demands that
care staff in this setting face, which will be @nefit when | come to work with people who

are in this job role.
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Thesis

[ Special Study Module (3™ year medical student)

3. Type of study

X Involves direct involvement by human subjects
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L] Involves existing documents/data only. Contact the Chair of FHMREC before continuing.

Applicant information

4. Name of applicant/researcher:
Helen Lewthwaite

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

6. Contact information for applicant:
E-mail: h.lewthwaite@lancaster.ac.uk Telephone: 01524 592970

Address: Clinical Psychology, Faculty of Health and Medicine, Furness College, Lancaster
University

7. Project supervisor(s), if different from applicant:
Name(s): Dr Jane Simpson and Dr Beverley Clack

E-mail(s): j.simpson2®@lancaster.ac.uk and Beverley.Clack@lancashirecare.nhs.uk

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

Dr Jane Simpson, Research Director (DClinPsy) and Senior Lecturer, Clinical Psychology, Division
of Health Research, Furness College, Lancaster University

Dr Beverley Clack, Clinical Psychologist, Lancaster and Morecambe Community Mental Health
Team, Lancashire Care NHS Foundation Trust/ Adult Community, DeVitre House, Ashton Rd,
Lancaster

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

(see above)

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).

Individuals who have dementia may present with challenging behaviour, which by definition has
a negative impact on the wellbeing of the person. This behaviour may also impact on those
around them, which includes care staff. The aim of the current project is to explore the
emotional experiences of care staff who work with challenging behaviour in a dementia care
setting. In order to do this, interviews will be conducted with staff from care homes and the
data analysed using interpretative phenomenological analysis.
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11. Anticipated project dates

Start date: October 2014  End date: May 2015

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

The participant sample is to be care staff who work in care homes with residents who have
dementia and who present with challenging behaviour. For inclusion, staff must have worked in
this direct caring role with people who have dementia and behaviours that challenge full time
for six months (or equivalent level of experience). Staff who do not have this level of
experience will be excluded from inclusion in the study. There are no exclusion criteria based
on education level.

The aim is to recruit a minimum of 6 participants and a maximum of 12. Participants will be
over 18 years of age.

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

Participants will be recruited from residential care homes. Participants will be recruited by
being informed of the study (directly or through their manager) by the field supervisor or main
researcher. This will be using the participant information sheet to provide information about
the study, along with verbal discussion to provide the opportunity to ask questions. The
participant information sheet includes contact information for the main researcher and project
supervisors if anyone wishes to ask questions following this contact. From this point, contact
will be by telephone, email or face to face. The main researcher will follow up with care
homes who have been contacted about the study to check if any staff wish to take part in the
study.

Staff will be able to contact the main researcher directly to express interest and arrange to
take part, without their manager’s knowledge if they choose. Interviews may take place at
participants’ place of work. However, in order for participants to take part without their
manager’s knowledge, the alternative interview location of Lancaster University will be
offered. It is likely that if participants wish to take part without their manager’s knowledge,
this would need to be in a lunch break or outside of their working hours. It is expected that
participants’ working pattern will involve shifts, and therefore that a time could be agreed that
is within the main researcher’s working hours.

The field supervisor will not be aware of which staff have contacted the main researcher or
agreed to take part, or from which care home, in order to preserve participants’ anonymous
participation.

14. What procedure is proposed for obtaining consent?

Potential participants will be able to decide whether they wish to meet with the main
researcher.

At the arranged meeting, informed written consent will be sought. First the main researcher
will present the participant information sheet and use it to ensure the staff member is aware of
and understands the information on it. Written consent will be obtained using the consent form
if the staff member agrees to take part in the study.

Participants will be able to withdraw from the interview at any point if they wish to do so; this
will be made clear from the participant information and consent form. Participants will also be
able to withdraw after the interview has taken place, however it will be made clear that when
their data have been anonymised and incorporated into the analysis it may not be possible for
them to be withdrawn.

15. What discomfort (including psychological), inconvenience or danger could be caused by
participation in the project? Please indicate plans to address these potential risks.
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It is possible that recalling the emotional impact of what may be a challenging part of their
work will cause some psychological distress to participants. Participants will be offered the
opportunity to discuss this with the main researcher at the time of the interview. Participants
will be directed to seek support from their line manager if they wish, who may be able to offer
support with work-related matters. It is acknowledged that participants may prefer not to do
this if they do not wish their manager to know they have taken part in the study as this would
compromise their anonymous participation. However, participants would be given the choice of
whether to use this option.

It may be possible for participants to make use of other sources of support at their place of
work such as through occupational health if their organisation provides it; this would be
discussed with them at the time if they were experiencing distress.

Participants’ General Practitioners might be an appropriate source of support, as they would be
able to offer advice, referral or signposting to relevant services, or support with an absence
from work if required.

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).

It is possible that talking to participants about potentially distressing work situation could cause
some psychological distress to the researcher. If this is the case the researcher will seek
support from the project supervisors. If potential malpractice is uncovered, this may be a
difficult situation for the main researcher. If this happens the researcher will use the support
of the project supervisors and seek guidance from them on how to proceed.

It is acknowledged that travelling to and conducting interviews alone may come with some risk;
the main researcher will refer to the Lancaster University Lone Working Policy.

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.

No direct benefits to participants have been identified.

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

None.

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

The data will be collected using individual semi-structured interviews, which will be guided
using an interview schedule (Appendix 1 of the study protocol). This is to allow the data
collection to be guided by participants’ experiences.

The transcribed interviews will be analysed using interpretative phenomenological analysis.
Interpretative phenomenological analysis is a qualitative research method which aims to make
sense of participants’ stories and to then understand these from a psychological perspective.
This was considered to be appropriate for the aims of this study, which looks to understand the
emotional experiences of the participants.

As is common in interpretative phenomenological analysis, this will be an iterative process
involving several stages, with the main researcher revisiting and refining notes on the transcript
to form themes which are then further developed as part of the analysis. The main researcher
will carry out this analysis independently, with guidance from the academic supervisor on the
process as required.

The academic supervisor will have access to audio recordings, which will be played during
meetings with the main researcher. Participants will not be identifiable to the academic
supervisor. The academic supervisor will not have copies of these files. The academic
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supervisor will also have access to anonymised transcripts, which will be in the form of printed
copies that will be returned to the main researcher. No copies will be kept by the academic
supervisor or electronic files shared.

The field supervisor will not have access to audio files or transcription files. However the field
supervisor will make comments on the credibility of the analysis on the basis of selected
anonymised quotes.

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.

A member of the Lancaster University LUPIN involvement network was present at a meeting to
present and discuss the initial idea for the project. This person gave their opinion on the
relevance of the project idea, as well as sharing concerns over possible issues with recruitment
which were taken into account when further developing the project proposal.

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.

Digital audio recordings of interviews will be transferred from the recording device to a secure
server (the Lancaster University server) at the first opportunity, following which they will be
deleted from the device by the main researcher. The audio files will be played during meetings
with the academic supervisor, however participants will not be identifiable and no copies of
files will be kept by the academic supervisor. The audio files will be kept on the secure server
until the project has been submitted in case they are needed for reference. When the project
is complete the files will be deleted by the main researcher.

Interviews will be transcribed by the main researcher. The transcription files will be
anonymised by removing any information that could identify participants. Transcription files
will be stored on a secure server. Only the main researcher will have access to them, however
these may be shared with the academic supervisor for the purposes of supervision. This would
be done by using a printed copy of the transcript, which the academic supervisor will return to
the main researcher. No copies will be kept or files transferred.

When the study is complete, these transcription files will be encrypted by the main researcher
and stored electronically by the Doctorate in Clinical Psychology administration team, along
with scanned copies of the consent forms. The encrypted files will be transferred securely
using the ZendTo file transfer software. The files will be deleted by the DClinPsy admin team
responsible for storing them ten years after submission of the project, as per department
guidance.

22. Will audio or video recording take place? O no Xaudio Cvideo

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?

Digital audio recordings of interviews will be transferred from the recording device to a secure
server (the Lancaster University server) at the first opportunity, following which they will be
deleted from the device. The audio files will be deleted from the secure server when the
project has been submitted.

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

The research will be written up as part of the main researcher’s DClinPsy Thesis submission.
The final research report may be submitted for publication.

24. What particular ethical problems, not previously noted on this application, do you think
there are in the proposed study? Are there any matters about which you wish to seek advice
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from the FHMREC?

It is acknowledged that participants may not feel comfortable with their line manager being
aware of their participation in the study. This may therefore make it difficult to hold
interviews at participants’ workplaces. If this does cause difficulty, an alternative meeting
place (such as at Lancaster University) will be offered.

If participants do travel to Lancaster University for interview, their travel costs can be
reimbursed, up to a maximum of £20 per participant interview, in accordance with DClinPsy
policy. If participants travel by car, they will be reimbursed at the rate of 45p/mile. If
participants travel by public transport, they will be reimbursed when they can provide a
receipt/ ticket. Reimbursement may take place at the time of interview, with the main
researcher collecting money from the DClinPsy Research Coordinator and participants signing a
receipt to confirm they have received payment for their expenses. If it is not possible to refund
expenses at interview, participants will be provided with a copy of the Lancaster University
business expense claim form and a freepost envelope to return it to the department along with
any receipts/tickets.

Project outcomes will be published in a way that ensures anonymity for participants.
Participant confidentiality may have to be broken where the researcher considers that a

participant has indicated that they may cause harm to themselves or others. This is included on
the participant information sheet and consent form.

Signatures: Applicant: ettt s e st e b e et e s et e et et e e e

D7 1 <N

Project Supervisor® (if appliCable): ....ccvcecerernrerenennresresrnresre e e eeennneaeenns

Date: ... terbeesseessessaeesarees b s b e e s a e e a e e s aeenaaeearaeeeans

*| 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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Appendix A

Research Protocol

Title: An exploration of the emotional experience®f staff working with challenging

behaviour in a dementia care setting

Version 3

Helen Lewthwaite, Trainee Clinical Psychologistntaster University

Academic supervisor: Dr Jane Simpson, Faculty afltieand Medicine, Lancaster
University

Field supervisor: Dr Beverley Clack, Clinical Psgtdyist, Lancaster and Morecambe
Community Mental Health Team, Lancashire Care Nid&n@ation Trust

Introduction

“Dementia” is an umbrella term which describes @gpessive loss of cognitive abilities
including memory function, due to a degeneratisodier. Many causes of dementia exist,
with the most common being Alzheimer’s diseaseK&tp2000). Dementia can affect
people of any age but most commonly affects ol@epje. People with a diagnosis of
dementia are most often supported to live at hoyneabers in their family or social
networks, though some people become unable tatih®me and it can then be necessary for
them to live in a residential care settting (Stoi&90).

The previously mentioned loss of cognitive abititia dementia can lead to a number of
difficulties, one of which is challenging behaviquames, 2011). Challenging behaviour,
also referred to as behaviours that challenge pist wften described as actions by a person
that negatively impact on their wellbeing as a ltesiithe distress they cause; this distress
may be physical or psychological (James, 2011)ankples of challenging behaviour include
verbal and physical aggression, sexually inappab@tehaviour and self-harm (James,
2011). Some of these behaviours carry a potemiakither to the person themselves or to
those around them, which may include family memkfetbow residents or care staff.

The way in which such behaviours are respondedda@anaged by care staff could be
suggested to have an effect on the level of dsegperienced by the individual. One
determinant of response to a behaviour is an utadetmg of its cause. Weiner (1980)

suggested a model of helping behaviour, in whickemén event (or behaviour) occurs,
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people make attributions about the cause. Théskeuions, along with associated emotional
reactions, can determine the person’s responss.ritdlel has been suggested to apply to
staff responses to challenging behaviour. It aggortance on the role of emotions in
determining response, for example if a memberaif snderstands the cause of a behaviour
as internal, controllable and stable, they may beerlikely to feel angry and have less
optimism for the person’s behaviour changing (R&$eose, 2005; Stanley & Standen,
2000).

There has been some research into the area otstatfonal responses to challenging
behaviour and how these may be linked to attrilmstioThe great majority of this research
has been conducted in the area of intellectuabdisas. In the area of challenging
behaviour in dementia, Parker et al. (2012) fourad &dditional cognitive demands (as may
be expected in a care home setting) may lead teithahls attributing greater control to the
person displaying challenging behaviour. Some sriggas been found for the applicability
of Weiner's model in the setting of challenging aelour in dementia, particularly related to
the role of emotions in affecting staff responsebdahaviour (Todd & Watts, 2005). The
research that does exist has been conducted usamgigtive research methods.

The aim of the proposed study is to explore thetemal experiences of care staff who work
with individuals who have dementia and who presetit behaviours that challenge in a
residential care setting. Attributions about adradling behaviours will also be explored.
This will be done using a qualitative methodologpyecifically interpretative
phenomenological analysis. It is considered thigtresearch method will best enable the

first-hand accounts of staff, gathered throughrinésvs, to inform the findings of the study.

Method

Participants

The proposed participants are staff who work ia@icrole in registered care homes where
some of the residents have dementia and presdmbefitaviours that challenge. To ensure
participants have an appropriate level of expegandhis setting, staff who have worked in
this carer role (which involves working in a direeire capacity) for at least six months full
time (or equivalent) in the setting of residentiate, where the residents included people
with dementia who present with challenging behawiwill be eligible for inclusion in the
study. There are no exclusion criteria based arcaibn level. It is expected that the staff

eligible for inclusion will be in jobs with titlesuch as carers, care assistants or nursing
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auxiliaries, roles which do not involve specialisatand do not require a specific education,
although some may have completed relevant NVQ esuatcollege. The aim is to recruit at
least 6 and up to 12 participants who have theeshexperience of working in a direct care

capacity in this setting.

Design
A qualitative methodology is proposed. Individeami-structured interviews will be used to

collect data. Interpretative phenomenological gsialwill be used to analyse the data.
Interpretative phenomenological analysis is a ¢atale research method which aims to
make sense of participants’ stories and to therrstand these from a psychological
perspective (Larkin, Watts & Clifton, 2006).

Materials
An interview schedule will be used to guide topieas for participant interviews (see

Appendix B).

Procedure

Potential participants will be identified by thelfi supervisor, who will liaise verbally with
care home managers to identify care homes whena@mager is happy for their staff to take
part in a research project. The main researchethen arrange to meet with care home
managers and/ or potential participants to proinftlamation about the study using the
participant information sheet (in care homes whieeemanager has agreed for the research to
take place in the home). The main researcher’'tacodetails will be provided so that staff
can ask for more information or request to take paney choose, and so that they can do
this directly without their manager knowing who ltasitacted the researcher. The main
researcher will follow up by arranging to go intire homes and speak to staff and/ or care
home managers directly to find out if any stafflwis take part in the study. Again staff will
have the opportunity to express interest withoeirtmanager’s knowledge.

The interviews will take place at the participamitices of work. If this presents difficulties
with preserving participant anonymity due to mamadeeing aware of which staff are taking
part, the alternative meeting place of Lancastavéisity will be offered. Prior to each
interview commencing, full consent will be obtain®dusing the participant information

sheet to ensure the participant understands tlweenat the study, what will be done with
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their recorded interview and transcribed data aed tight to withdraw. A consent form
will be used to obtain signed consent at this poinwill be made clear that if participants
contact me to withdraw after the interview has tekace, if their data have already been
anonymised and included in the analysis it maybeogpossible to remove them.

The interview schedule will be used to guide eat@rview.

Proposed analysis

The interview data will be analysed using intergtige phenomenological analysis. This
gualitative research method can be used to expkmtecipants’ experiences, focussing on the
perspective of participants and how they make nmgginom their experiences. It is
recognised that the researcher’s perspective \ayl @ role in the construction of the account
(Larkin et al., 2006). The aim is to then intetghes account in relation to wider context,
including psychological theory, remaining focussadhe participants’ own experiences and

how they make sense of these.

Practical issues

Interviews will be recorded using a digital audézorder. As soon as possible after each
interview, the audio file will be transferred org®ecure server (Lancaster University server)
and the file deleted from the portable device. sehides will be shared with the academic
supervisor by playing the file in supervision; teademic supervisor will not have copies of
these files and participants will not be identifebWhen the project has been submitted, the
audio files will be deleted from the server by thain researcher.

The files of the transcribed interviews will be agmised and stored on the secure server.
Only the main researcher will have direct acceshédee files; they may be shared with the
academic supervisor only for the purposes of rebesupervision. This would be done using
printed copies of the anonymised transcript, whichild be returned to the main researcher
at the end of each supervision meeting. No capikde kept by the academic supervisor or
electronic files transferred. Following projechwoletion, the anonymised transcript files,
and the scanned consent forms, will be encryptethdynain researcher and securely
transferred to the Doctorate in Clinical Psycholagyninistration team using ZendTo file
transfer software. They will then be stored eladtally for a period of ten years, following
which they will be deleted by the DClinPsy admirasibn staff responsible for storing them.
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Ethical concerns

It is possible that recalling emotional responsgesituations which may have been
challenging or distressing for the participantthattime will cause some level of distress.
Before and after each interview the researcheraghhowledge this. As a trainee clinical
psychologist, the main researcher will be ablegaénsitive to any distress participants are
experiencing while signposting to appropriate sesimaf support. Participants may choose to
seek support from their line manager, althoughoimgl so would accept that this would
compromise their anonymous participation. Paréiotp may have access to occupational
health through their organisation, which would @asible source of support. Participants’
General Practitioners would be able to offer sigipg or referral to other services, as well
as support with a period of absence from workig thas required.

In talking about participants’ working practicejgtpossible that participants will say
something which causes concern relating to their omsomeone else’s practice. Although
the participants will be employees of private seorganisations, the residents’ needs are met
by Lancashire Care NHS Foundation Trust and sdl edhere to their policies. Ifitis
considered that the risk is immediate, | would infa senior member of staff in the care
home to ensure immediate safety of residents. Woilpthis, or if | believe the person to be
safe, then | will immediately contact my field swgsor, Dr Beverley Clack. She and |
would work together in line with Lancashire Care S3iHoundation Trust policy around
safeguarding adults, including sharing of inforraatand escalating appropriately within the
Trust. This would include contacting the local&pfarding Lead for vulnerable adults to

discuss how the information should be shared.

Timescale

Data collection will begin when ethical approvakhmseen obtained, which is anticipated by
October 2014, and will continue until the end otBber 2014.

The final report will be written by May 2015, wherwill be submitted as part of the
assessment process for the Doctorate in Clinicatiiedogy. Following this it is anticipated

that the report will be submitted for publicationa peer-reviewed journal.
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Appendix B
Interview Schedule

- Can you tell me about the different types of peogt® live in the care home?
- What does the term “dementia” mean to you?
- What does the term “challenging behaviour’” meayo?
o What types of behaviours do you think would be dbed as challenging?
(Prompt if participant appears unsure/ does nbimeny different behaviours)
- What do you think leads to people with dementia@ning with challenging
behaviour?
- Can you think of some examples of challenging behurom residents who have
dementia?
0o How did you respond?
o0 Why do you think the person acted in that way?
o How did those incidents make you feel? / What sbemotions were brought
up for you?
o Follow up: How was it at the time? Immediately eft®/hat about now?
- Are there any types of challenging behaviour thatraore difficult to work with?

- How does working with challenging behaviour impatyou?
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Appendix C
Participant Information Sheet

Health & @ Lancaster EZ3
Medicine | University = °

Participant Information Sheet

An exploration of the emotional experiences of sthfvorking with challenging
behaviour in a dementia care setting

My name is Helen Lewthwaite and | am conducting tesearch as a Trainee on the
Doctorate in Clinical Psychology at Lancaster Umsity, Lancaster, United Kingdom. This
research project is part of my thesis for my course

What is the study about?

The purpose of this study is to talk to care stfd work with residents who have dementia
and present with challenging behaviour, to getdaa iof what their experiences are of the
emotional impact of this work.

Why have | been approached?
Care staff who have worked in a residential settity people who have dementia and
challenging behaviour for more than 6 months aregoapproached to take part.

Do | have to take part?
No. It's completely up to you to decide whethenot you take part

What will | be asked to do if | take part?

If you decide you would like to take part, you wablle asked to meet with me. This would
most likely be at your usual place of work, bugaiu would prefer to meet elsewhere we
could meet at Lancaster University. This intervigauld take around 45 minutes to 1 hour,
and involve having a conversation about your woitk whallenging behaviour in dementia
and any emotional impact this may have had on you.

You will have the opportunity to withdraw from tivgerview at any point if you wish. If
you do withdraw during or immediately following yomterview, none of your data will be
kept. You may still contact me to withdraw frone tstudy after the interview has taken
place, however once your data have been anonyrarsthcorporated into my analysis it
might not be possible for me to remove them, algfoluwould make every effort to do so up
until the point of my project being submitted.

Will my data be confidential?
The information you provide is confidential. Thdalaollected for this study will be stored
securely and only the researchers conducting thdysvill have access to these data:

o Audio recordings will be transferred to a passwprdtected computer as soon as
possible after interviews, following which they Wbk deleted from the recorder. |
will be the only person with direct access to tikesf | might play the recording for
my academic supervisor, however you would not keatiflable and she will not have
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a copy of the file. | will delete the audio filafter the project has been written up and
submitted to Lancaster University as part of myeasment.

o0 The typed version of your interview will be made@apmous by removing any
identifying information including your name. Anonigad direct quotations from
your interview may be used in the reports or paions from the study, so your
name will not be attached to them.

o The files containing the interview transcript viot stored on a secure server (the
Lancaster University server). | may show theseycacademic supervisor, but you
will not be identifiable.

o Following completion of the project, the DoctorateClinical Psychology
administration team will securely store an encrg@kectronic file of your
anonymised interview transcript for a period of years, following which it will be
deleted.

There are some limits to confidentiality: if whatgaid in the interview makes me think that
you, or someone else, is at significant risk ofindrwill have to break confidentiality and
speak to my supervisors and possibly your mandgmrtany concerns. If possible, | will tell
you if I have to do this.

What will happen to the results?
The results will be summarised and reported asgéatsubmission for my university course.
They may also be submitted for publication in aadmenic or professional journal.

Are there any risks?

There are no risks anticipated with participatinghis study. However, if you experience
any distress following participation you are enem&d to inform the researcher and contact
the resources provided at the end of this sheet.

Are there any benefits to taking part?
Although you may find participating interestingeth are no direct benefits in taking part.

Who has reviewed the project?

This study has been reviewed by the Faculty of tHeald Medicine Research Ethics
Committee, and approved by the University Reselthits Committee at Lancaster
University. Authorisation has been received byrymanagers.

Where can | obtain further information about the study if | need it?
If you have any questions about the study, pleastact the main researcher:

Helen Lewthwaite

Trainee Clinical Psychologist
Faculty of Health and Medicine
Furness Building

Lancaster University

h.lewthwaite @lancaster.ac.uk

Telephone: 07508 406274
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Or one of the project supervisors:

Dr Jane Simpson

Academic Supervisor

Faculty of Health and Medicine
Furness Building

Lancaster University
|.simpson2@Iancaster.ac.uk

Dr Beverley Clack

Field Supervisor

Clinical Psychologist

Lancaster and Morecambe Community Mental HealtmTea
Lancashire Care NHS Foundation Trust/ Adult Comnyuni
DeVitre House

Ashton Road

Lancaster LA1 5AL
Beverley.Clack@Ilancashirecare.nhs.uk

Complaints
If you wish to make a complaint or raise concetosuh any aspect of this study and do not
want to speak to the researcher, you can contact:

Professor Susan Cartwright Tel: (01524) 592430

Head of Department Emad.cartwright@lancaster.ac.uk
Division of Health Research

Lancaster University

If you wish to speak to someone outside of thei€@inPsychology Doctorate Programme,
you may also contact:

Professor Roger Pickup

Associate Dean for Research Emapickup@lancaster.ac.uk
Faculty of Health and Medicine

Lancaster University

Thank you for taking the time to read this inforroatsheet.

Resources in the event of distress
It is possible that taking part in this research @dause you to feel distressed. Should this
happen, you may find the following resources useful

* You may wish to speak to your line manager for suppThis would mean them
being aware that you have taken part in my resesvgiou would need to decide if
you are happy with them knowing this.

» If you have access to occupational health suppostigh your organisation, this may
be helpful.

* Your GP would be able to direct you to other sesior refer you for further support
if you need it.



ETHICS 4-18

Appendix D

Consent Form

Health & | Lancaster EZa
Medicine | University = ®

Consent Form

Study Title: An exploration of the emotional experiences of staff working with challenging behaviour in
a dementia care setting

We are asking if you would like to take part in a research project aimed at understanding the emotional
experiences of care staff working with people with dementia who also show challenging behaviour.
Before you consent to participating in the study we ask that you read the participant information sheet
and mark each box below with your initials if you agree. If you have any questions or queries before
signing the consent form, please speak to the principal investigator, Helen Lewthwaite.

Please initial box
after each statement
1. | confirm that | have read the information sheet and fully
understand what my involvement within this study will be.

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

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

4. 1 understand that digital audio recordings will be kept until the
research project is submitted to Lancaster University as part of the
main researcher’s thesis (expected to be May 2015).

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

6. Iunderstand that once my data have been anonymised and
incorporated into themes it might not be possible for them to be
withdrawn, though every attempt will be made to extract my data,
up to the point of publication.

7. 1consent to information and anonymised quotations from my
interview being used in reports, conferences and training events.

8. | understand that any information | give will remain strictly
confidential and anonymous unless it is thought that there is a risk
of harm to myself or others, in which case the principal investigator
may need to share this information with appropriate others.

9. |consent to Lancaster University keeping written transcriptions of
the interview for 10 years after the study has finished.

J U ubbobdd

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

Name of Participant Signature Date

Name of Researcher Signature Date
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Appendix E

Ethics Committee Approval Letter

Lancaster EZ3
University *

Applicant: Helen Lewthwaite
Supervisor: Dr Jane Simpson
Department: DHR

01 December 2014

Dear Helen and Jane,

Re: An exploration of the emotional experiences of staff working with challenging
behaviour in a dementia care setting

Thank you for submitting your amendment for the above project for review by the Faculty of
Health and Medicine Research Ethics Committee (FHMREC). The amendment was
recommended for approval by FHMREC, and on behalf of the Chair of the University Research
Ethics Committee (UREC), | can confirm that approval has been granted for this amendment.

As principal investigator your responsibilities 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
have been obtained;

- reporting any ethics-related issues that occur during the course of the research or
arising from the research to the Research Ethics Officer {e.g. unforeseen ethical issues,
complaints about the conduct of the research, adverse reactions such as extreme
distress);

- submitting details of proposed substantive amendments to the protocol to the
Research Ethics Officer for approval.

Please contact the Research Ethics Officer, Debbie Knight (01542 592605
ethics@lancaster.ac.uk) if you have any queries or require further information.

Yours sincerely,

Sarah Taylor
Secretary, University Research Ethics Committee

Cc Fiona Aiken, University Secretary, (Chair, UREC); Professor Roger Pickup (Chair, FHMREC)



