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ABSTRACT

Objective To detail how hospital staff with differing
personal and professional caregiving experiences
approach the care of patients with dementia, in order to
make practical recommendations for practice.

Design Cross-sectional qualitative interviews.

Setting A UK hospital ward providing dementia care.
Participants A complete hospital ward staff team,
constituting 47 hospital staff from 10 professions.
Methods Hospital staff were asked to list their
approaches to emotion-focused care in individual,
ethnographic freelisting interviews. Cultural consensus
analysis was used to detail variations in approaches to
dementia care between staff subgroups.

Main outcome measures The most salient listed
descriptions of care emphasised by staff members

with personal experience of dementia caregiving when
compared with staff members without such experience,
and descriptions from staff newer to the profession
compared with staff with more years of professional
dementia caregiving experience.

Results Subgroups of hospital staff showed different
patterns of responses both in how they noticed the
emotional distress of patients with dementia, and in
prioritised responses that they deemed to work. Hospital
staff with professional experience of dementia caregiving
and staff with fewer years of professional experience
prioritised mutual communication and getting to know
each patient.

Conclusions Subgroups of hospital staff with personal
caregiving experiences and fewer years of professional
care experience were more likely to describe person-
centred care as their routine ways of working with
patients with dementia. It is recommended that personal
experience and the novice curiosity of hospital staff

be considered as valuable resources that exist within
multidisciplinary staff teams that could enhance staff
training to improve the hospital care for patients with
dementia.

INTRODUCTION
In the field of dementia care, there are initia-

tives to ensure that personal experience of

Strengths and limitations of this study

» We sought to discover the existing expertise within
routine hospital care using the ethnographic freelis-
ting method.

» The study builds on prior research recommenda-
tions to minimise future investments in interventions
that rely on untested theoretical models of care.

» We sampled a representative hospital ward staff
team that included different professions.

» The approach described by hospital staff does not
necessarily equate to care delivered for all patients
at all times.

» The findings require more robust testing and
replication.

caregiving for somebody with dementia makes
a substantial contribution to professional
care.! This is because a personal perspective
can tailor care to address what matters most
for the patient and can therefore improve
health outcomes.” These benefits are
urgently needed in hospital care for patients
with dementia, which has been addressed as
an international priority’ * and has been crit-
icised for being task-orientated and falling
short of person-centred care.”® By person-cen-
tred care, we mean that which meets the
holistic needs of the patient as a person, who
shares the same value and humanness as any
other person.7 ® Finding ways to communi-
cate with patients with dementia personally is
particularly important because of the known
difficulties with involving patients directly in
their care.” ' Prevalence estimates suggest
that patients with dementia can occupy over
a third of hospital beds in the UK'!; there
are serious implications of poor treatment
compliance and wastage of care efforts when
the patient’s needs are not known.”
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While personal experience of caregiving can be inte-
grated into dementia care in hospitals by having family
members present,' '* this is limited by the physical and
emotional demands on family members® and the hospital
priorities of managing risk and delivering medical care
that fall within professional roles.” Therefore, multidisci-
plinary hospital staff are required to deliver person-cen-
tred care."

Quality hospital care has been evidenced butis variable'
and successful interventions to enhance person-centred
care have been time-intensive and resource-intensive
and with variable outcomes."* An outstanding question
remains as to how person-centred care can be achieved
consistently by hospital staff.>” '°

We designed the current study in response to the call
for research that explicitly seeks achievable solutions for
routine practice and that recognises the existing skillset
of hospital staff.”® This paper aims to detail the different,
prioritised ways of working of hospital staff with varying
personal and professional experiences of caregiving for
patients with dementia. We seek to offer suggestions
for enhancing care provision within the constraints of
existing resources. Here, we focus specifically on the rela-
tionship shared with the patient at times of emotional
distress as a component of person-centred care because
of the challenge for both the patient and hospital staff at
such times. "’

METHODS

This study presents the analysis of intracultural varia-
tions in the approaches to dementia care across different
subgroups within a hospital staff team. Specifically, we
investigated whether staff with either personal experience
of caregiving for a person with dementia or more years
of professional experience than their peers approached
care differently.

Participants

Forty-seven hospital staff members constituted a whole
ward staff team over a 3-month period (October to
December 2017), which included bank and temporary
staff members and all shifts. Staff members were recruited
from one ward for the assessment of older people within
a teaching hospital in the UK. The ward was a member
of Dementia Action Alliance, which connects 150 UK
organisations through their commitment to improving
dementia care; otherwise, the hospital had no dementia
specialty such as consultation or liaison services and was
not a dedicated dementia ward. The setting was chosen
because of its similarity with hospital services for patients
with dementia across Europe.17 All ward staff who inter-
acted with patients within their working role were invited
to participate, in an attempt to recognise whole system
working."® Study information was made available to all
staff by the ward manager. Participants were informed
of times when the researcher was available; all partici-
pants volunteered to take part and gave written informed

consent prior to interview, after reading the study infor-
mation. The hospital ward manager approved the study.
The authors had no prior relationship with any partici-
pant. The lead author is a clinical psychologist, experi-
enced in working with people across the age range with
mental health diagnoses and their support networks.

Patient and public involvement

Staff from a second hospital in the UK were involved in
the initial design of the content and format of the inter-
view through discussion with the lead author to ensure
that it was appropriate for use.

Data collection

Face-to-face, individual, freelisting interviews lasting
~15min were conducted with all staff members in the ward
team. Freelisting is an ethnographic method and provides
the theoretical underpinning for the analysis."” In the
interview, staff were asked to keep in mind their working
with patients with dementia and list as many items as they
could to describe: (1) how they notice when a patient is
emotionally distressed; (2) what they think causes patients
to be emotionally distressed; (3) all the ways they respond
when a patient is emotionally distressed; (4) of the ways
to respond, all the things that seem to work. The type and
severity of dementia was not specified. Interviews were
audio recorded and transcribed in full. The transcripts
were reviewed by all authors and list items were extracted
through group discussion; 10% of the transcripts were
reviewed independently by two authors.

Data analysis

Staff subgroups overview

Cultural consensus analysis'’ was used to determine how
different subgroups of staff described their approaches
to care. Two sets of subgroups were created as follows.
Personal caregiving experience: the list data of staff
members who reported personal experience of dementia
caregiving, such as having a family member or friend with
the diagnosis (n=18), was compared with the list data of
staff without personal caregiving experience (n=29); this
formed datasets for two staff subgroups. Professional care-
giving experience: the list data of staff members who had
worked in a professional role with people with dementia
for >15 years (n=15) were compared with the list data of
staff who had worked with people with dementia for <5
years (n=18). This formed datasets for two further staff
subgroups. The year boundaries chosen were a means of
comparing staff with relatively more and fewer years of
professional experience based on the demographic data
in this study.

Cultural consensus analysis

ANTHROPAC analysis software was used in the following
ways,”” with close reference to example studies.” ** First,
recode and consensus procedures were used to apply
factor analytic statistical methods to determine whether
each staff subgroup reached a shared domain descrip-
tion in response to each of the four interview questions.
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Consensus was shown by a single-factor solution, where the
eigenvalues of the first factor and second factor formed a
ratio of >3:1. Second, each staff member’s agreement with
the consensus description of the subgroup was given by a
knowledge score; this was each staff member’s loading on
the first factor, with a maximum loading of 1.0. This anal-
ysis showed whether different staff subgroups formed a
consensus in their approach to care and how much each
individual staff member agreed with the consensus.

Salience of list items

For each staff subgroup, the freelist procedure was used to
calculate the listed items that were highest in salience for
each of the four questions. ANTHROPAC applies Smith’s
salience index™ to measure how important an item is; an
item with higher salience will have been mentioned more
frequently and earlier in lists.

Group comparisons

Two main comparisons were made between (1) staff
members with personal experience of dementia care-
giving compared with those without and (2) staff members
with more years of professional caregiving experience
compared with those with fewer years of experience. For
each comparison, the salience scores of items produced
by one staff subgroup were subtracted from the salience
scores of items produced by the second staff subgroup.
This gave a list of difference scores ranging from posi-
tive values (items with higher salience for the first staff
subgroup) to negative values (items with higher salience
for the second staff subgroup). The list items at each end
of the continuum show the emphasis of one group rela-
tive to the other.** Qualitative differences in the items
listed were then considered.

In addition, the mean number of items listed for
each question was compared for staff with and without
personal caregiving experience, and staff with more and
fewer years of professional experience, using indepen-
dent sample t-tests.

Finally, mean knowledge scores of each staff subgroup
were compared with the mean knowledge score for the
whole staff team for all four questions using paired sample
t-tests; this shows the amount of agreement over the
approach to care between members within a subgroup as
compared with the full hospital ward.

The lead author performed all analysis.

RESULTS

Participant overview

All 47 members of the ward agreed to participate. The
following professional roles were represented: healthcare
assistant (n=20), nurse or student nurse (n=12), occu-
pational therapist, physiotherapist or therapy assistant
(n=4), doctor (n=3), manager or deputy manager (n=3),
domestic (n=2), volunteer (n=2) and ward clerk (n=1).
The majority of hospital staff were female (70%) and
White British (75%), with an even spread of ages from

across five age brackets, from ‘25 years or under’ to ‘55
years or over’. The mean length of time working with
people with dementia was 11 years (range 3 months to 37
years). Demographic differences between staff subgroups
were both volunteers and three of four physiotherapists or
therapy assistants had personal experience of caregiving;
all other professions and genders were proportionately
represented. The majority of staff without personal care-
giver experience were aged 45-55 years; the majority of
staff with personal caregiver experience were aged 55
years or over. There were no differences of note in the
representation of different professions or genders in the
staff subgroups with more or fewer years of professional
caregiving experience; however, all staff with more years
of professional experience were aged 35 years or over
and, collectively, were relatively older than staff with fewer
years of professional experience, as might be expected.

Comparing approaches to dementia care: personal
experiences of caregiving

Shared domain descriptions

Both staff subgroups produced a single, consensus
domain description in response to each of the four inter-
view questions. Both subgroups listed an equal number
of items for all four questions; no comparison of mean
number of items between staff subgroups for the four
questions reached statistical significance. Therefore,
neither group was more or less able to describe their
approach to responding to the emotional needs of
patients with dementia; however, meaningful differences
were revealed in the amount of agreement between staff
and in the different items listed.

Staff agreement

Knowledge scores showed that staff with personal experi-
ence of dementia caregiving showed less agreement with
each other as a subgroup than they did with the whole
staff team in their responses to all four questions, as
shown by lower mean knowledge scores: ways to notice
emotional distress (t(63)=4.21, p<0.001), causes of
emotional distress (t(62)=4.16, p<0.001), responses to
emotional distress (t(63)=2.41, p=0.019) and responses
that seem to work (t(63)=2.96, p=0.004). In contrast, staff
without personal experience of dementia caregiving did
not differ significantly in their level of agreement with
each other when compared with the whole staff team.
Therefore, personal experience was influential when
forming a consensus approach. This means that ward
staff with personal experience of dementia caregiving
showed more variety in how they noticed, understood
and responded to patients with dementia.

Comparison of list items

Table 1A-D shows the list items with the greatest differ-
ence in salience between staff with personal caregiving
experience as compared with staff without for all inter-
view questions.
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Staff with personal experience of dementia caregiving
had a greater expectation that the patient would commu-
nicate their distress verbally or non-verbally through their
facial expression or their body language. They empha-
sised that the staff member needs to know the patient
as a person to be able to notice their emotional distress
and their way of communicating. In their responses to
emotional distress, this staff subgroup was more likely to
report that they empathise, to talk, to listen and to mirror
the patient. They were more likely to say that sometimes
itis not possible to understand fully or respond helpfully.
This suggests an approach to care, that is responsive to
each individual and is personalised. This subgroup also
placed stronger weighting on the hospital being a cause
of distress, including being with strangers, being in an
unfamiliar environment and feeling upset by the manner
of hospital staff.

In contrast, ward staff without personal experience of
dementia caregiving placed more emphasis on the role
of a patient’s family in maintaining their well-being: they
recognised that a patient might ask for their family when
distressed and recognised that causes of distress included
being away from loved ones and wanting to go home. This
subgroup also stated they would be more likely to respond
to emotional distress by contacting a patient’s family for a
telephone call or visit. They showed more caution in how
to respond to emotional distress: they were more likely
to state that their response would depend on the level of
distress or would depend on the circumstances and they
were more likely to say that a wide range of responses to
distress work at different times.

The approach described by all staff was nurturing, reas-
suring and comforting.

Comparing approaches to dementia care: professional
experiences of caregiving

Online supplementary table SIA-D shows the list items
with the greatest difference in salience between staff with
more and fewer years of professional caregiving experi-
ence for all interview questions.

Shared domain descriptions

Both staff subgroups produced a single, shared domain
description for each question; however, staff members
with more years of professional experience listed signifi-
cantly more items for ways to respond to emotional
distress (mean 13.13, SD 4.94) than did staff with fewer
years of professional experience (mean 8.33, SD 4.14)
(t(31)=-3.04, p=0.005), suggesting an accumulation of
possible ways to respond to patients. They did not list
significantly more responses that they deemed to work,
as asked by the fourth question; this might suggest shared
agreement between all staff of a limited number of effec-
tive responses.

Comparison of list items
Personalised care was more prevalent across responses
to all questions for the staff subgroup with fewer years

of professional experience. They were more likely to say
that they noticed distress through easily visible cues, such
as from a patient’s face, or through their body language.
They expected patients to voice their distress. They were
more likely to say that they needed to know the patient
as a person and that they would listen to the patient. In
contrast, staff with more years of personal experience
were more likely to use surmised terms when describing
emotional distress; they listed agitation, aggression and
anxiety, which might suggest a shorthand developed over
time.

DISCUSSION

Principal findings

Hospital care for patients with dementia requires improve-
ment and would benefit from clear recommendations
that apply to routine practice.”” This study explored how
existing resources of personal and professional caregiving
experience could differentiate between the reported
approaches of hospital staff when patients showed
emotional distress. The results show that different staff
subgroups emphasised varying features of person-centred
care.

Staff members with personal experience of dementia
caregiving prioritised knowing the person, achieving
reciprocal communication and showing an under-
standing of the patient’s perspective. The second staff
subgroup comparison revealed complementary find-
ings, whereby ward staff who were newer to a profes-
sional care role were more likely to notice each patient
as a person and notice their individual communication.
These findings make two notable contributions to the
research literature. First, the approach described by these
two staff subgroups, staff members with personal experi-
ence of dementia caregiving and staff members newer to
professional caregiving, mirrors person-centred care’ ®
and exemplifies the most positive aspects of hospital care
described in the research literature.'? Second, these staff
said that they communicated with the patient; hence,
they involve patients in their care; such involvement is
required as a fundamental standard of person-centred
care and is particularly lacking for patients with dementia
when in hospital.”

In previous research,” hospital staff have expressed
having more confidence in their working when they have
personal experience of dementia caregiving. The current
study adds to the literature by asking how staff with
personal experience of dementia caregiving approach
care when compared with their colleagues without such
experience, using a cross-sectional design; the findings
would support that personal experience of dementia
caregiving contributes knowledge, confidence and a
positive attitude to professional working as described
elsewhere.” ** We also speculate as to whether career
longevity promotes knowledge, but fosters a ‘profes-
sional’ approach to dementia care, whereby technical
expertise and shorthand are valued for the purposes of
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documentation and risk management.® This shorthand
is consistent with expert thinking that has been refined
over time, as compared with staff newer to the profession
who make decisions more slowly and are influenced by
more information,” such as that relating to each indi-
vidual patient. Traditional training in dementia care has
prioritised medical care,” which reflects the approach
prioritised here by longerstanding staff. In this study,
staff with more years of professional experience tended
to describe behaviour as agitation or aggression and were
more likely to list medical causes of emotional distress
such as infection or delirium, which suggests an approach
that overlooks the complexity of a person beyond diag-
nostic criteria.®® This interpretation does not dismiss
the dedication of staff who sustain a career in working
with patients with dementia, as was shown in the compas-
sionate responses of all ward staff in this study. Instead,
we aim to recognise the variations in approaches within
a team.

We therefore recommend that the personal caregiving
experiences and the novice curiosity of hospital staff deliv-
ering dementia care are considered to be two areas of
expertise within staff teams. For example, the approaches
described in this study could contribute valuable content
to staff training interventions; training in the format of
learning with colleagues and embedding learning in
routine practice has been reported to be more effective
in improving personalised dementia care than formal
training interventions, which are not always suitable in
their content and are not available to all staff.'"* * The
current findings support future investment in models of
training, whereby colleagues who have differing exper-
tise learn with and from each other. Flexible training
formats,'* which emphasise collaborative learning and
the sharing of existing expertise, are recommended.

The person-centred approach described could also
be given merit by hospital management and clinical
leaders. Hospital staff have expressed beliefs of having
little authority or permission to influence routine patient
care,” though their contributions to service development
and delivery can be particularly valuable in the delivery of
person-centred dementia care.”* Hospital staff providing
dementia care have asked that their existing knowledge
and skills be recognised.” This study shows the potential
value of developing a hospital culture of staff learning
together and sharing approaches that work.

Strengths and weaknesses

Strengths: primarily, we sought to discover the existing
expertise within routine hospital care using the ethno-
graphic freelisting method. This is important given the
manifold barriers to hospital staff implementing best
practice dementia care, such as having limited time.”'*'*#°
We built on prior research recommendations to minimise
future investments in interventions that rely on theoret-
ical models of care only and have not been tested in a
clinical setting; this is, to increase the real-world impact
of the research.” The findings offer some discussion as

to how person-centred approaches could be enhanced,
and how patients with dementia could be involved in
their care.”'” We sampled a representative hospital ward
staff team that included different professions. Limita-
tions: the approach described by ward staff does not
necessarily equate to care delivered for all patients at all
times. While we have detailed the knowledge of staff, we
have not directly observed their behaviour. The general-
isability of the findings is limited by the setting being a
single hospital ward in the UK, and by the possible recall
bias of participants when interviewed about their prac-
tice. The findings require more robust testing and repli-
cation. Future research would benefit from measuring
staff knowledge, attitude and training in dementia care
as possible confounding variables in the delivery of
person-centred care, alongside measures of personal and
professional caregiving experiences.

Implications for clinicians and policymakers

We intend the findings to influence staff training inter-
ventions, specifically, hospital staff have repeatedly
expressed the value of collaborative learning with peers
that these findings would encourage.25 2 We also recom-
mend that the person-centred approaches detailed here
be given merit by management to enable change in the
hospital culture.”* Possible benefits to sharing expertise
among multiple professions include building a reliable
skillset, that is, more resistant to staff turnover and is valu-
able when family members are not consistently available.

Unanswered questions and future research
These findings require follow-up in three ways: first, repli-
cation beyond a single UK hospital ward; second, further
exploration of how patient, staff and the hospital system
variables interact to complicate the delivery of person-cen-
tred care; third, evaluative studies of how personal expe-
rience and professional curiosity can be prioritised in
practice.

The lead author affirms that this is an honest, accu-
rate and transparent account of the study.
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