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Abstract

Approximately two-thirds of hospital admissions are older adults and almost half of these are likely to have some
form of dementia. People with dementia are not only at an increased risk of adverse outcomes once admitted, but the
unfamiliar environment and routinised practices of the wards and acute care can be particularly challenging for them,
heightening their confusion, agitation and distress further impacting the ability to optimise their care. It is well established
that a person-centred care approach helps alleviate some of the unfamiliar stress but how to embed this in the acute-care
setting remains a challenge. In this article, we highlight the challenges that have been recognised in this area and put
forward a set of evidence-based ‘pointers for service change’ to help organisations in the delivery of person-centred care. The
DEMENTIA CARE pointers cover areas of: dementia awareness and understanding, education and training, modelling of
person-centred care by clinical leaders, adapting the environment, teamwork (not being alone), taking the time to ‘get to
know’, information sharing, access to necessary resources, communication, involving family (ask family), raising the profile
of dementia care, and engaging volunteers. The pointers extend previous guidance, by recognising the importance of ward
cultures that prioritise dementia care and institutional support that actively seeks to raise the profile of dementia care. The
pointers provide a range of simple to more complex actions or areas for hospitals to help implement person-centred care
approaches; however, embedding them within the organisational cultures of hospitals is the next challenge.

Keywords: dementia, person-centred care, acute care, dementia-friendly environment, hospital, older people

2202 JaquisAoN g0 uo 1sanb Aq £/€1699/06 |.0BIe/6/1.S/a1onle/Bulebe/woo dno-olwapeoe)/:sdiy Woll papeojumMo(]


https://doi.org/10.1093/ageing/afac190
https://creativecommons.org/licenses/by-nc/4.0/

R. A. Abbott et al.

Key Points

* Hospitalisation for an older adult with dementia is very challenging.
* We propose 12 ‘DEMENTIA CARE’ pointers for service change, developed from robust evidence and informed by

stakeholders.

* The pointers for service change provide actionable strategies relating to personal, environmental and institutional practices.
* Implementing best practice in dementia care needs a hospital wide approach.

Dementia in the acute care setting

There are over 55 million people worldwide with dementia,
and this is expected to double in the next 30 years [1],
with the global burden of serious health-related suffering
in dementia projected to increase fourfold by 2060 [2]. In
the UK, the last 5 years has seen an increase of 35% of
unplanned hospital admissions for people with dementia and
up to one in four hospital beds are reported to be occupied
with someone with dementia [3]. A similar picture is seen
in Europe, with studies reporting one in three older adults
presenting in hospital emergency departments having some
degree of cognitive impairment [4]. People with dementia
are twice as likely to have an emergency admission compared
to those without [5], and their risk of adverse outcomes
once admitted, such as falls, delirium, new infections and
physical and cognitive decline is also higher [6, 7]. People
with dementia are more likely to spend longer in hospital
once they are admitted and have higher rates of readmission

once they are discharged [8].

Challenges of the acute care environment for
people living with dementia

The unfamiliar environment and routinised practices of the
wards and acute care is particularly challenging for people
living with dementia. The absence of family and famil-
far surroundings, on top of the physical issue leading to
the admission, heightens anxieties, confusion and distress.
Challenges in communication can impact effective pain
medication, hydration, nutrition and all aspects of physical
and emotional care. Whilst these challenges have long been
recognised [9-11], it remains an ongoing issue [12, 13], and
has been further impacted by the COVID-19 pandemic [14,
15]. It is well established that a person-centred care approach
helps alleviate some of the unfamiliar stress from being in
the acute care environment [13, 16-18]. To embed person-
centred care across the hospital environment, the evidence
suggests cultural changes are needed at organisational and
ward levels [19, 20]. For this to happen, it has been suggested
that there needs to be leadership that supports and advocates
for workforce capacity to recognise and meet both psycho-
logical and physical needs of people with dementia, promo-
tion of physical environments that support familiarisation
and social interactions, and an inclusive approach to carers
and the development of a culture of sharing knowledge and
information across hierarchies and roles [19]. These points
have been echoed by Chenoweth et al. [13] who concluded
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that person centeredness of hospital care for persons with
dementia depends very much on staff knowledge, skill and
aptitude for dementia care work, on the hospital systems and
work cultures, which shape staff’s approach to this work,
and stafl’s acknowledgement of the centrality of the person
and their family/carer in healthcare decisions. Sanatinia et al.
(2020) also highlighted the need for organisational change
but suggested from their own observations that dementia-
specific training to a wide range of staff, along with active
hands-on support from senior staff, can promote the delivery
of person-centred care.

Caring for persons with dementia in the acute care
setting

Whilst the issues of implementing person centred care in
this environment are known and contributory factors that
impact it are recognised, as highlighted above, practical
solutions for addressing the issues are still found wanting.
Person-centred care, and how to support it, is a key feature
in international guidance for dementia care in the acute
care setting (e.g. Alzheimer’s Association [21], Alzheimer’s
Australia [22]). The recent position statement from the
British Geriatrics Society Dementia and Related Disorders
Special Interest Group sets out the principles of good person-
centred care for older people with dementia admitted to
acute hospitals [23]. The statement enumerates the expec-
tations and requirements needed to ensure this, relating to
leadership and governance, training, the hospital environ-
ment, mental health professional service provision, carer
involvement and care processes more widely, building on
existing organisational-level recommendations [24-26]. In
the UK, in 2011 and updated in 2019, the Royal College
of Nursing published the SPACE principles (standing for
Staff, Partnership, Assessment, Care and Environment). The
SPACE principles relate to the five areas considered essential
to deliver appropriate care for people with dementia across
health and social care settings: staff who are skilled and
have time to care, partnership working with carers, assess-
ment, early identification of dementia and post diagnostic
support; care and support plans which are person-centred
and individual, and environments that are dementia friendly
[24]. In 2018, the UK National Dementia Action Alliance
(NDAA) ‘Hospital Friendly Charter’ further built on the
SPACE principles, including a checklist for hospitals to self-
assess whether dementia-friendly principles were embedded
within their organisations [25]. However, implementation
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of changes that uphold such principles within hospitals and
the acute care environments are not without issues [27, 28],
and whilst the principles of best practice are established,
little pragmatic guidance exists. We sought to develop a
set of evidence-based and actionable pointers for service
change to help organisations and staff implement and deliver
person-centred care in the acute care setting.

The DEMENTIA CARE pointers for service change

The pointers for service change were drawn from three linked
systematic reviews that explored the experience of care in
hospital for persons with dementia, their carers and the staff
that care for them, and how it could be improved [17].
The pointers were based on the evidence from these reviews
and were informed and shaped by extensive stakeholder
involvement [17]. The evidence-based pointers relate to 12
areas of giving or receiving care for people with dementia
in the acute care setting and were purposively organised to
spell out the acronym DEMENTIA CARE to aid people in
remembering them. The specific actionable pointers within
each area are presented in Table 1 and described below along
with the evidence that underpins them.

Dementia understanding

There is both a widespread lack of understanding of the
reasons people with dementia demonstrate responsive
behaviours and a feeling of being ill-equipped by training to
respond to them [29-32]. Responsive behaviours are often
observed and felt by hospital staff to be challenging and
disruptive [30, 33, 34], rather than a form of communication
by people with dementia resulting from unmet needs. Stafl
who have past experience of caring for people with dementia
have shown they are able to draw on their skills to interpret
non-verbal cues [32, 35], understand behaviours may reflect
unmet needs and recognise the importance of ‘building a
picture’ to inform their understanding of how to best care
for that person [32, 36-39]. Appreciating and understanding
the nature of responsive behaviours is crucial for hospital
staff across all levels and roles to enable appropriate and
compassionate care.

Education and training

Hospital staff at all levels and roles continue to perceive that
they are not adequately trained for caring for people with
dementia in the acute care setting [29, 30, 32, 40, 41]. In
particular, skills and knowledge of de-escalation are needed
[30, 42]. Carers also perceive a lack of training as an issue [43,
44]. Training has been shown to improve staff confidence in
providing care [45-48]. Training should start early: care of
people with dementia should be included in undergraduate,
generic and specialist training of healthcare staff, including
higher medical training, and post-registration nursing edu-
cation programmes. Nursing and medical staff have spoken
about the need for training to be face-to-face, dynamic and

delivered by experts; basic e-training is not thought to be
sufficient [47].

Evidence indicates that all stafl working in any role in
the acute care setting should receive basic level dementia
awareness training. This would be equivalent to Tier I in
the UK Dementia Training Standards Framework [49]. For
this to happen, senior management support is needed. Staff
in nursing and medical roles on older adult wards need
to be supported and resourced to attain more advanced
training. In the UK, this would be equivalent to Tier 2 and
3 training of the Dementia Training Standards Framework,
which focusses on basic skills and knowledge and leadership,
respectively. Training needs to be seen as an essential priority,
not a desirable one. Training that does not impact on ward
staffing levels may be more achievable than external courses.

Modelling of person-centred care from leadership down

Improving the experience of dementia care requires more
than processes and training programmes: it needs changes
to culture, driven by strong and committed leadership. In
the most recent national audit of dementia care in general
hospitals in the UK, published July 2019 [50], dementia
champion representation at directorate and ward level fell
from the previous 2017 audit from 83 to 77%, and 94 to
89% respectively [51]. In addition, 23% of hospitals still had
no dementia care pathway in place. Leaders, both managerial
and clinical, are major influencers in supporting change in
practice and role modelling of best practice [16, 42, 52, 53].
Furthermore, by valuing and supporting a person-centred
culture, organisational leaders ensure resources are available
to support care provision and staff education and training.

Environment

For people with dementia, the hospital experience can be
very disorientating [32, 35, 43, 54-60]. Acute care hospital
wards are by their very nature noisy and busy. While this can
be stimulating, in the majority of cases, the evidence suggests
it adds to the confusion about what is happening and in so
doing, heightens fear, anxiety and insecurity [36, 56, 60, 61].
Evidence suggests that stafl’ and carers alike recognise that
acute care wards are not the best environment for people
with dementia [29, 58, 62]. Changing ward layouts, such as
removal of central nursing stations, creating home-like spaces
and colours, and adding signage to the ward have all been
shown to help improve the experience of care [63, 64]. Spaces
that facilitate social engagement and provide opportunity for
activity have been shown to help [65-67], but continue to be
highlighted by people with dementia and carers as lacking.
Making the personal and physical environment more
familiar combats disorientation and lessens the fear and
anxiety for people with dementia [60, 63, 68]. This can be
helped by (i) limiting staff rotations across wards [37], (ii)
fostering an environment that encourages staff, people with
dementia and carers to get to know each other [16, 66, 67,
691, (iii) minimising moving people with dementia within
and between wards [29, 58] and (iv) encouraging families
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Table 1. The DEMENTIA CARE pointers for service change

Dementia
Understanding

Education and
training

Modelling of PCC
from leadership

down

Environment

Not alone

Time

Information sharing

Access to resources

Increase awareness and understanding amongst all hospital
staff that responsive behaviours are most likely a
communication of unmet needs.

Recognise that persons living with dementia cannot always
communicate their needs, and may be thirsty or in pain, or
may not know where they are?

Basic dementia training needs to be part of routine
induction training for all clinical and non-clinical staff.
Provide advanced training for staff working on older adult
wards, to further their understanding of dementia and give
confidence in delivering care.

Explore ward-based options for training, including staff
across disciplines.

Encourage senior staff to demonstrate their belief in and
understanding of the importance of valuing psychological
health of persons living with dementia as this will
encourage others to do likewise.

Undertake a ‘dementia-friendly’ environment review and
involve persons living with dementia, carers and staff (from
a variety of roles) in the review.

Avoid moving persons living with dementia where possible
and orientate often: clocks, newspapers, signage.

Organise staff rotas to maximise familiarity and consistency

for persons living with dementia.
Encourage personalisation of the space around persons
living with dementia (e.g. with photos, favourite

throw/blanket).

Help staff to know they are not alone and support strategies

for self-care

Create ward cultures that supports staff and encourages
them to look after themselves as this will benefit staff and
persons living with dementia

Spend time getting to know persons living with dementia.
This will save time across many areas of care

Make space to document psychological wellbeing and/or
distress

Use simple systems to identify whether someone has
dementia: this can help remind everyone to take more time
with care

Share personal likes and dislikes, and individual behaviours
(preferred name, family situation)

Tailor activities to the individual to help reduce responsive
behaviours

Provide access to simple and inexpensive activity resources
such as playing cards, newspapers and magazines, as these
are easy to replace when thinking about infection control
Explore opportunities to access specialist advice

Communication Create shared places on the ward for communicating:
handovers that contain personal information, not just
physical information or safety briefings are likely to help.
Reintroduce oneself, remind (who, where, why) and
reassure.

Involve carers early in discharge planning: beneficial for
the persons living with dementia and helps reduce carer
anxiety.

Ask family Extend visiting hours for family and carers to help
improve the experience of care for all.

Involve family and carers in decisions about care.

Keep family informed.

Invite family who are interested in helping to be involved
in assisting with care practices (e.g. help with eating,
drinking, washing).

Raise the profile of  Prioritise dementia care.
dementia care. Motivate and reward staff to undertake roles and training
that champion dementia care.

Engage volunteers  Explore volunteer opportunities with local agencies.
Consider having a formal volunteer strategy to maximise
the volunteer potential.

Manage staff and volunteer expectations regarding the

presence and role of volunteers on the ward.

to personalise the space [68]. Orientation is particularly
important for people with dementia arriving on the ward but
also throughout their stay.

Not alone

Staff often feel challenged and conflicted by their perceived
inability to provide optimal care [29, 30, 32, 36, 59, 70].
This can be for a number of reasons, such as the need to
focus on tasks or a lack of knowledge, and is perceived
as being beyond their control [17]. Although there was

limited evidence on interventions targeted at improving staff
wellbeing, working as a team to communicate about specific
caring issues and negative experiences, sharing concerns and
learning from others have all been shown to help relieve
the burden of care [30, 32, 71]. Learning strategies from
those in the team who have experience in working with
people with dementia about the subtleties of engaging and
disengaging is critical for stafl emotional wellbeing [59].
Changes to the ward and institutional policies that hamper
care will take time, but evidence suggests that small steps
to improve care practices will improve the experience of
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caring. When staff are able to provide person centred care,
this increases experiences of job satisfaction and emotional

well-being [17].

Time

Staff perceive ‘a lack of time’ to be a key reason why opti-
mal care does not always happen [29, 30, 35, 41, 62, 70,
72]. Lack of time can be a result of insufficient stafling or
the perceived need to prioritise physical care and hospital
routines over time spent on delivering a more person-centred
care. People with dementia and their carers also perceive this
as an important barrier preventing staff from delivering the
best care. Spending a few extra moments with a person with
dementia or engaging them in conversation when walking
past and acknowledging their presence is important for
everyone, but particularly for someone with dementia in an
unfamiliar environment [33, 37, 39]. The current evidence
suggests that if more time was spent getting to know and
understand the people with dementia, time could be saved
across many areas of care [17].

Information sharing

Whilst individual staff recognise that sharing information
about psychological well-being and distress is as important
as medical information, hospital and ward processes often
do not facilitate this [29, 30, 40, 41, 57]. If psycholog-
ical well-being of people with dementia is not routinely
recorded, assessing whether there has been a change or
whether action is needed is not possible. A lack of doc-
umentation about personal preferences and circumstances
hampers the ability to deliver person-centred care. Personal
information can often be sought several times by a range of
different staff, or alternatively not sought at all, both result-
ing in frustration for carers and the person with dementia
[43, 57, 61].

Systems of documentation that encourage families and
staff in any role or level to record personal ‘likes and dislikes’
and make information accessible between staff members are
pivotal to good care [16, 62, 63, 73, 74]. Several examples
are currently in practice in hospitals throughout the UK,
such as “This is me’, “Who am I’ and ‘Getting to know me’.
Similar examples in other countries, include the “TOP 5’
resource used in Australia and ‘All about me’ in Canada.
Volunteers can also find it useful to have information to
hand to help facilitate rapport with individuals [42]. Having
systems in place on wards that help staff across all roles and
levels identify whether a person has dementia helps foster
person-centred care [63]. Examples of current practice in UK
hospitals include bed-side symbols in the form of butterflies
or small blue forget-me-not flowers and in Australia, a small
blue circular ‘cognitive impairment identifier’: something
simple by the bed, which alerts staff to the need to take more
time with the person. This is also important as it can help
remind staff that they need to (re)introduce themselves each
time and remind the person with dementia about the ‘who,
where and why’.

Access to resources

Adding resources and capacity to acute wards helps to
improve the experience of care [16, 65]. Capacity can be
in the form of specialist advice, having better access to
specialist support such as dementia specialist nurses, liaison
psychiatry and geriatricians. Resources and extra capacity can
also be provided by therapists and volunteers helping with
occupation and activities [42, 74, 75]. The evidence suggests
that the change of routine and perception of having nothing
to do is disrupting for the person with dementia [43, 60—
62]. Activities tailored to individual likes can help reduce
responsive behaviours. Having access to simple resources
on the ward can help with increasing opportunities for
occupation [76, 77].

Communication

People with dementia, carers and staff believe that better
communication is key to improving the experience of care
[16]. For the person with dementia, this means being aware
of where they are and who they are talking to, and more
importantly being treated as a person. For the carer, this
means being involved and informed about decisions relating
to the care of the person with dementia and being respected
for the information they hold about them. For carers, evi-
dence suggests that communication about the process of
discharge is particularly important [43, 56].

For staff, this means two-way communication across staff
roles and levels without the boundaries of hierarchy. The
person who gets to know the most about the person with
dementia might be the person who makes their tea, the
porter who takes them from test to test, or the senior matron
who has made a point of getting to know them; and the
ward culture needs to foster an approach that encourages and
enables all to share useful personal information when they
hear it.

Ask family

Presence of family on the ward not only helps people with
dementia to feel more secure and less isolated, but also helps
reduce the perception of disruption to their usual routine
[34, 43, 61, 62]. Family also hold personal knowledge that
can help staff deliver person-centred care [35, 61]. For many
family members, being able to be with the person with
dementia (and feel welcome on the ward) and continue to
be part of the care is important for their own health and
well-being [16, 29, 43, 56, 61]. For some carers, however, it
should also be recognised that this may be a time for respite,
or there might be reasons they cannot be involved more [43,
61]. It is particularly important for the family member to
be included in decision-making and be kept informed about
how the person with dementia is doing [16, 43, 61].

Raise the profile of dementia care

The evidence suggests that through a combination of a lack
of confidence, knowledge, and experience and a ward culture
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Figure 1. The ‘Pointers for Service Change’ in context

that prioritises routine physical care, people with dementia
can end up being regarded as low priority compared to others
on the ward and not offered the same level or aspects of care
[37, 60, 72, 78]. There is evidence that shows that the more
rewarding the roles in dementia care are, the more hospital
staff will feel encouraged to become involved: staff acting as
dementia champions report how the role elicits a sense of
achievement [73]. Increased skills, knowledge and status in
staff can build to create a culture that values and prioritises
the psychological needs of people with dementia alongside
their routine-focussed physical needs.

Engage volunteers

Volunteers can have a significant impact for the person with
dementia in the acute care environment. The evidence sug-
gests that volunteers can help by providing companionship
and a sense of comfort, and by assisting people with dementia
to engage in social activities [53, 74, 79, 80]. However,
it is important to manage expectations of both volunteers
and staff when volunteers are introduced on a ward [53];
for volunteers to understand how to evaluate meaningful
interactions with people with dementia and feel satisfied in
that role, and for staff to be clear about the role of volunteers
and be prepared to welcome them on the ward.

An illustration (https://ink-pot-graphics.com/) of the
overall summary of the pointers for service change is shown
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in Figure 1, and an example of an individual pointer for
service change is shown in Supplementary File 1.

The DEMENTTIA CARE pointers for service change serve
to provide a range of simple to more complex actions or areas
for hospitals to focus on to foster a good experience of care
for people with dementia, from all perspectives. The pointers
highlight the importance of staff dementia understanding
and staff training, information sharing and communication
with people with dementia and carers and the involvement
of both in care decisions and practices, ward environment
adaptations to meet the needs of people with dementia, and
the potential role of volunteers in complementing care by
paid staff. Staff training, clear communication and involve-
ment of carers were identified as key factors for ensuring the
delivery of high-quality care in a recent UK study exploring
organisation and delivery of acute inpatient services for
people with dementia [20]. The pointers for service change
are particularly pertinent in light of the negative impact of
the COVID-19 pandemic on dementia care and provision
of nursing care more generally [14, 81, 82]. Hospital leads
and carers have reported how ward reorganisations, staff
shortages, staff redeployment and visitor restriction policies
have inevitably impacted the quality of care for people with
dementia in hospital [14].

The pointers for service change cover similar areas of prac-
tice to existing UK recommendations (such as the Dementia
Action Alliance Dementia Friendly Hospital Charter [25]

2202 JaquisAoN g0 uo 1sanb Aq £/€1699/06 |.0BIe/6/1.S/a1onle/Bulebe/woo dno-olwapeoe)/:sdiy Woll papeojumMo(]


https://ink-pot-graphics.com/

New horizons for caring for people with dementia in hospital

and the UK Royal College of Nursing SPACE principles
[24]), but extend these to provide practical ideas for service
change and are underpinned by substantive evidence from 89
studies [83], guided by extensive stakeholder input. In addi-
tion, the pointers address two new areas for organisations to
consider not previously covered by the above recommenda-
tions: (i) the benefits that a ward culture promoting person-
centred care can bring in terms of staff time, well-being and
improved care for people with dementia, and (ii) the decisive
role of institutional support for such a culture change to
materialise. The importance of these are highlighted in two
recent implementation studies. Implementation of a pro-
gramme, which aimed to improve the care of people with
dementia in hospital across nine NHS trusts in the UK,
found the outcomes were most positive when the senior
management were fully in support of the programme [84].
Implementation of a ‘Dementia Care Hospital Programme’
trialled across three metropolitan and one regional Aus-
tralian hospitals, which focussed on alerting staff to those
with dementia and equipping staff with key communication
strategies, resulted in an improvement in staff confidence,
comfort and job satisfaction when caring for patients with
dementia [85].

Both the programme implementation studies above and
the findings from the systematic reviews that informed the
DEMENTIA CARE pointers for service change indicate
that significant improvements in hospital dementia care
are possible through simple changes but that successful
implementation is likely to require organisational support.
Whilst the involvement of clinical and non-clinical staff is
important for driving cultural change, high-level organisa-
tional commitment and support is essential for sustaining
and supporting change [20, 21, 85]. Recognition that for
priorities of care to change there needs to be a change in the
‘culture’ within organisations and at the ward level is well
documented in the literature [7, 31, 86, 87]. Handley et al.
[88] suggest that cultural change in this area needs organisa-
tions and leaders to legitimise the priority of dementia care
[88]. This is recognised in the pointers that we present as
‘raising the profile of dementia care’.

Final thoughts

Hospitalisation for an older adult with dementia remains
very challenging. Implementing best practice in dementia
care needs a hospital wide approach. Increase in work-
force capacity, physical environments that support famil-
iarisation, social interaction and activities, inclusive carer
policies and cultures of sharing knowledge have all shown
promise in improving dementia care in the acute-care setting.
The evidence-based DEMENTIA CARE pointers for service
change presented here provide a range of simple to more
complex actions or areas for hospitals to help implement
such approaches. How to share and embed them within the
organisational cultures of hospitals is the next challenge.
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