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Abstract

Background People living with dementia (PLWD) have poorer outcomes than cognitively normal people when
admitted to hospital. One reason for this difference is related to the challenges in learning and integrating the
needs and preferences of PLWD into clinical care. We aimed to obtain a range of perspectives on the challenges in
supporting PLWD in hospital and explore opportunities for improvement.

Methods Using an exploratory qualitative study design, we conducted interviews with nine people supporting
PLWD (current / ex-spouses or children of PLWD) and 11 nursing, medical and allied health staff members at a single
Australian hospital. Data were thematically analysed using a framework approach.

Results Participants described how best practice in supporting PLWD included understanding and integrating
patient needs and highlighted the importance of family and the multidisciplinary team working in partnership.

A number of factors inhibiting quality care provision were described, including uncertainty around responsibility

for communicating with families to understand needs of PLWD; unsuitable tools; lack of opportunities for families

to communicate with staff; and, resource and environmental constraints. Participants discussed potential for
improvement, emphasising the need for a pre-emptive, rather than reactive solution. They expressed support for the
idea of a’hospital admission kit, containing both information about PLWD and their familiar items. Implementation
considerations were also noted, with various perspectives on the timing of initiation, updating, responsible person(s),
format, content and how it should be incorporated into clinical workflows.

Conclusions We found that hospital staff and those supporting PLWD felt that integrating the needs and preferences
of PLWD into hospital care was important. The concept of a pre-prepared ‘toolkit’ that was ready in the case of a need
to attend hospital was felt to be valid and potentially helpful. More work is required to design aspects such as format,
content and the workflows needed to generate accountability and reliability in creating, updating and incorporating
it into hospital care.
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Background

There is a large body of evidence reporting that people
living with dementia (PLWD) who are admitted to hos-
pital have poorer outcomes than inpatients without cog-
nitive impairment [1, 2]. These poorer outcomes include
patient-centred outcomes such as greater complications,
greater loss of functional independence and increased
mortality, as well as process measures such as longer
hospital stays and greater healthcare system costs [1].
Although involving patients in their own care is well-
established to improve outcomes [3] and is a core part of
modern clinical care [4—11], it is often done informally,
inconsistently and is poorly communicated to others [4,
6,7,12-16].

There are few tools to support health services staff to
learn the needs and preferences of PLWD [6, 13, 14, 17]
and existing tools are often limited in routine use by a
lack of clear guidance about how they should be opera-
tionalised, with previous work highlighting that there is
often poor understanding of how relevant information
should be generated, updated and incorporated into clin-
ical care [18, 19]. One reason for this lack of understand-
ing is that many existing tools have been designed with
a focus on either the perspective of those supporting a
PLWD at home or hospital staff using such tools [18, 19].
We are unaware of a tool that has been designed by both
groups in partnership.

To help develop a tool to facilitate a process for identi-
fying the needs and preferences of PLWD when admitted
to hospital, we aimed to explore various perspectives on
understanding and integrating the needs of PLWD when
they are admitted to hospital, as well as capture oppor-
tunities for improvement and potential solutions. The
broad research questions for each group were: (1) what
information is important for hospital staff to know when
providing hospital care for a PLWD? and (2) what pro-
cesses would help staft identify and use this information
to meet the needs and preferences of PLWD?

Methods

Study design

This was an exploratory qualitative study designed to
understand various perspectives on understanding and
integrating the needs and preferences of PLWD when
they are admitted to hospital and was underpinned by a
phenomenological approach [20].

Study population and setting
This project is part of the Living Labs Research Program
of the National Centre for Healthy Ageing (ncha.org.au),

a partnership between Monash University and Peninsula
Health, a major metropolitan health service in Victoria,
Australia. The study was conducted at the Acute Care of
the Elderly (ACE) Unit at Frankston Hospital, an acute
hospital with 454 beds within Peninsula Health. The ACE
unit is co-located on an oncology ward and can provide
acute medical care for a maximum of 30 older people
at any time. Frankston Hospital is an acute university-
affiliated tertiary metropolitan teaching hospital with
454 beds. Guided by the concept of ‘information power;,
i.e. the more information a sample holds that is relevant
to the study aims, the lower number of participants
is required [21], we included a small number of staff
across a range of relevant disciplines with varying levels
of seniority. We aimed to recruit 10 people admitted to
the Acute Care of Elderly (ACE) Unit at Peninsula Health
with a known history of dementia, 10 people who are
supporting someone living with dementia admitted to
the ACE Unit and 10 hospital clinicians caring for PLWD
on the ACE Unit. Hospital clinicians were purposively
selected to ensure a variety of perspectives based on pro-
fessional role (nursing, medical and allied health) and lev-
els of seniority (junior to senior positions). This selection
process aimed to capture a broad range of experiences
in caring for PLWD. Hospital clinicians were eligible to
participate if they had worked in the ACE Unit for more
than 7.5 h in the 2 months preceding the interview.

Recruitment

Potential participants were invited to participate in a
semi-structured interview by Peninsula Health clini-
cal researchers, who had the expertise to determine
whether PLWD had the capacity to consent to participate
in an interview. These clinicians (senior nurse and geri-
atrician) had extensive training and expertise in work-
ing with PLWD. Capacity to participate in an interview
was assessed via a clinical interview if the PLWD was
alert enough to participate. Staff members were invited
to participate by either the nurse lead of the project (FL)
or the medical lead (CM). PLWD and those supporting
them were approached to participate either face to face
or over the telephone by the cognition nurse consultant
(RN) or the medical lead (CM), not their usual treating
clinician. Research aims and procedures were outlined in
an Explanatory Statement given to all participants prior
to the interview and all participants provided voluntary
informed consent.
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Data collection

A trained and experienced female researcher (AL) con-
ducted all interviews via telephone or Zoom between
July and December 2022. The interviewer was a Senior
Research Officer with a background in psychology
(BPsych (Hons)), who had no lived experience of working
with or caring for someone with dementia, nor did they
have any prior relationships with the participants. Par-
ticipants were informed of the interviewer’s professional
role and role in the study. No interviewer characteristics
were reported. The interview guide (See Appendix 1)
was developed to address the aims of the study. While
this was not pilot tested, it was reviewed by the broader
research team, including those working with PLWD and
a consumer with lived experience of caring for a PLWD.
Questions for support people explored PLWD’s hospital
admission experiences; existing home routines and trans-
lation to the hospital environment; support provided by
hospital staff; preparation for hospital admission; and
communication about needs and preferences. Questions
for staff explored tools to understand PLWD’s needs and
preferences; integration of needs and preferences into
care; and training and support. Both groups of partici-
pants were also asked to consider the usefulness of a ‘hos-
pital admission kit; similar to a ‘go bag’ used in maternal
health settings, as a potential solution. This was defined
broadly with the intention to gather initial concept ideas
before progressing to a separate co-design phase. There-
fore, it was not designed to constitute a comprehensive
exploration of this concept. Probes were used through-
out the interviews to encourage participants to explain or
expand on their responses.

All interviews were conducted in English and the mean
interview time was 36 min (range: 23—-59). No non-par-
ticipants were present during the interviews. Interviews
were digitally audio-recorded and transcribed verbatim
using an online transcription service. The first author
reviewed the transcripts for accuracy. Participants were
able to request a copy of their transcript for review, how-
ever no one did.

Data analysis

Interview transcripts were loaded into a computer-
assisted qualitative data analysis software program
(NVivo 20, QSR International Pty Ltd 2022, Doncaster).
Thematic analysis was conducted by the first author using
a framework approach [22]. This process commenced
with repeatedly reading the transcripts to ensure familia-
risation. Repetitions in text and meaning were identified
and coded. Through an inductive and iterative process,
key themes and subthemes were formed based on pat-
terns and connections within and between transcripts.
Similar themes were clustered. The resulting frame-
work was applied to the original transcripts to check for
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meaningful links and connections and adjustments were
made to ensure accurate representation. Direct quota-
tions were used to illustrate key themes. Participants did
not provide feedback on the findings.

Results
A total of 20 interviews were conducted. This included
11 healthcare professionals, including nurses (n=9),
allied health staff (#=1) and medical staff (n=1). A total
of 13 people supporting a PLWD initially agreed to par-
ticipate in the study with nine ultimately participating.
Most PLWD who were admitted to the ward during
the study period were too confused (many with super-
imposed delirium) to be able to concentrate for long
enough to understand the purpose of the study and con-
sent. Two PLWD were deemed potentially appropriate to
participate in the study but did not consent to do so due
to becoming frequently unwell. All staff members who
were approached, agreed to participate. For staff, years of
experience in their current role ranged from one month
to 10 years. Support people included spouses (n=4), ex-
partners (n=1) and children (n=4) of those living with
dementia. Among the PLWD that they were support-
ing, experience of supporting symptoms of dementia
ranged from 8 weeks to 8 years. The majority of partici-
pants reported that the person that they were support-
ing was living at home (#=6) prior to admission, with
the remainder in a nursing home, respite or a serviced
retirement village. However, one participant noted that
the PLWD they were supporting would be moving into
a nursing home following the recent hospital admission.
Three main themes and multiple sub-themes were
identified and are described below. Additional detail and
quotations supporting the themes and sub-themes are
presented in Table 1.

Key principles of quality care for PLWD in hospital
Understanding and integrating needs improves patient care
All staff acknowledged the importance of understanding
and integrating the needs of PLWD, highlighting that it
helps to humanise patients, bring a sense of routine and
familiarity to the hospital environment, engage them in
their care, facilitate discharge planning, provide appro-
priate reassurance, de-escalate situations and be more
proactive in terms of avoiding escalation of behaviours
associated with dementia, thereby reducing the need for
medical intervention and preventing or reducing patient
harm.

Both staff and support people recounted several exam-
ples in which understanding and integrating patients’
needs worked well. These generally involved accom-
modating patients’ usual routines, encouraging inde-
pendence, providing reassurance and allowing them to
engage in activities of interest to them or tasks associated
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Table 1 Themes, sub-themes and supporting quotations

Theme Supporting quotations
(Sub-theme)

- Example

codes

Key principles of quality care for PLWD in hospital
(Understanding ~ “That’s [integrating needs and preferences into care] your starting point. Everything else is extra. .. if you understand your patients’ triggers,
and integrating  you know what to avoid” (Nursing_7 months in current role_#2)
needs improves ‘It [understanding and integrating needs and preferences into care] incredibly important, because a lot of what we do is so reactive
patient care) here... So, I think it’s very clear that it improves patient care across the board” (Medical_6 months in current role_#8)
- Understanding ~ “They [PLWD] just go back to whatever they were doing in their life, like some of them like to clean, and they want to clean the whole ward.
and integrating ~ Some are doing the laundry kind of things, the folding. .. They're just happy to do those kind of things” (Nursing_10 years in current
needs role_#6)
- Communicat-  “Iwas just thinking this morning, maybe I'll take some juice in with me because he’s always had his tablets with a glass of orange juice,
ing needs to because that’s how he likes it. And | think with dementia, a lot of routine is good for someone with dementia and | think maybe he’s out of
staff that comfort zone at the moment of having a routine.... He's always had most of his tablets at breakfast time with his breakfast and then
one tablet at lunchtime and one at tea time. | mean when the nurse rang me the other night and said he won't take his medication, that
was 9 oclock. It was quite late for that tablet” (Wife of PLWD_#4)
“It’s not about trying to stop things happening. It's about how can we respond and react in a way that minimises harm for both the patient
and the staff” (Nursing_8 months in current role_#10)
(Partnering with ~ “They're the ones that [Family of PLWD] spend the majority of time with that person [PLWD]. And you can get a lot of information from
families enables  them around what is normal, what is not normal, and strategies as well. Sometimes they'll sort of say, ‘This is the particular routine they
person-centred  follow and this doesn’t happen and this happens! So, identifying routines is a really good strategy and | often sort of put that into the
care) behaviour care plans or into my notes quite explicitly” (Nursing_8 months in current role_#10)
“The thing that comes to mind the most prominently is probably utilising family members, even though it's probably the most cliché thing.
I don't know, for me, that just resonates the most. It seems to help heaps with a face that can be recognised if they're present, or if there’s a
phone call or something”. (Nursing_1 month in current role_#5)
“I've showered him twice but I'll do it again today. | don't think he’s had one since Tuesday. .. | did say to the nurse on charge that night that
he’s not incontinent. He doesn't really need pull ups. | know sometimes he has a problem remembering how to urinate, so maybe they just
thought it was easier to put pull ups on him. I'm not really sure. But they haven't after that” (Wife of PLWD_#4)

(Multidisciplinary  “The behaviour huddles we have found are amazing because we can see different lenses for people. So, for myself, | come from a nursing

teamwork and background, whereas mental health, the liaison there is very good at identifying, ‘Well, they've started this new medication, these are

communication  the side effects. And then we have our neuropsych[ology] as well, so they're seeing it more from a psychological perspective. So those

between staff huddles... Anyone you speak to, they are a really, really effective way of understanding. | think getting that understanding of what’s going

facilitate holistic  on, rather than just responding to what's happening to that person”. (Nursing_8 months in current role_#10)

care) “I'think it’s just the handover is the priority number one. It has to be done correctly. You can prevent all the injuries, all the code greys [emer-
gency responses to aggressive behaviour] and all of that. That’s why a lot of people say our ward does do it well. | think because we sort of
wait. We all take that time to talk to the people who are coming to do the extra care, to support us. And also, we want to support them. ...
That takes a few minutes but it saves you trouble for the whole shift” (Nursing_10 years in current role_#3)

(Learning to care  “There is pretty much no teaching in undergraduate, postgraduate training around how to interact [with] or support a person with

for PLWD comes  dementia. We might learn about what dementia is, but not actually how to care for the person with dementia. So, not in formal training in

with experience) either of those disciplines, | can say confidently. And then, once you start working, it’s just real time experience, there’s no specific teaching”
(Medical_6 months in current role_#8)
“Through Dementia Australia and the University of Tasmania, there’s lots of online training courses now, which keep you up-to-date with
what the latest evidence shows for these patients. A lot of them are very community-based for obvious reasons”. (Occupational therapy_5
years in current role_#11)
“It was empowering the junior staff, and | think that’s important. | think there’s a lot missing from their education in that actual side of
things, | think they know clinical stuff really well, but it's actually the behaviours they really struggle with” (Nursing_7 months in current
role_#2)
“It's giving the staff some confidence in using those strategies and tactics. .. and being ok about ‘Yes, he’s unsteady, but let’s not stand
directly beside him because that clearly upsets him and increases his falls risk rather than decreases [it]. And let’s just give him his own
personal space! So, it’s about giving them the confidence to implement some of the strategies we suggest and also being open to role
modelling those as well” (Nursing_8 months in current role_#10)
“I'think the training needs to focus on understanding that person, understanding the disease, understanding that it's a progressive disease,
not a treatable one and focusing on what we can do, not to change behaviours, but to manage them within the setting. So, it’s not about
trying to stop things happening, it's about how can we respond and react in a way that minimises harm for both the patient and the
staff... | know education isn't the solution to everything, but | think in this case, until people really understand dementia and what it does
to people, it's hard to have that empathy and that patience with someone who is presenting with those challenging behaviours”. (Nurs-
ing_8 months in current role_#10)

Factors inhibiting quality care provision for PLWD
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Table 1 (continued)

Theme
(Sub-theme)
- Example
codes

Supporting quotations

(Responsibility
for understand-
ing the needs
and prefer-
ences of PLWD is
unclear)
(Current tools to
understand and
integrate the
needs of PLWD
are surface-level
or reactive)

(Formal com-
munication
channels are
lacking between
hospital staff and
support people)

(Lack of staff
and time impact
the quality of
care received by
PLWD)

"Also, whose responsibility is it because a lot of the time, the expectation is on nursing staff and they are just so busy.... | don't think that's
entirely clear whose responsibility it is. .. This is where the difficulty lies, as if its the responsibility of one person and that person’s not avail-
able, the system falls apart. If responsibility is on everyone, then it gets murky as to who's going to do what. ... | think we should all be doing
it, whoever’s in touch with the family, if those needs and preferences haven't been sorted and someone’s going to be in touch with the
family, well then that’s part of the conversation you have with family” (Nursing_1 year in current role_#9)

“It might be that I'm going to see a patient that has made a change in escalation and behaviour and I've got just some prompts right up
on the bedside, which can actually really help me in that de-escalation situation. It's not something on the computer that I'm trying to find.
It's right there in front of you. ... It gives you just some cues to just kickstart some conversation... Iflwas to do an audit, it wouldn't be done
as much as | would prefer” (Nursing_1 year in current role_#9)

“The Sunflower tool is just a really quick snapshot, whereas the Behaviour Care Plan is, | guess it's a more comprehensive plan that's created
actually through a behaviour meeting” (Nursing_1 year in current role_#9)

“They're very time consuming and they take a lot of resources. So, when we do these behaviour care plans properly, it involves either a geri-
atrician or a senior trainee, a senior nursing member from that ward, risk staff, a neuropsychologist, often a member from the consultant
liaison psychiatry team and a cognition team. So, you end up having a huge number of resources put into that document, which is why
they are so amazing, but it’s just not practical to do that for every person, which is why we pick off the most challenging patients to do
that. But by far they are the most helpful documents going around for dementia care, if they get read and applied properly. But often
they're in the notes and they're embedded deep and people don't read them, they don't know they're there. .. But patients who don't have
behaviour care plans, 'm playing catch up, everything’s reactive” (Medical_6 months in current role_#8)

“I'think they ask, ‘Do you have dementia? or something. | can't remember exactly what they ask and | can say, ‘Yes she does’, but there’s no
further questioning about what are her needs, what type of dementia does she have, what do we need to know, that sort of thing. There’s
no way to record any of that information” (Daughter of PLWD_#2)

“I think we have to work at different ways of communicating because there are carers involved and we can’t always be there” (Son of
PLWD_#6)

‘It was just hard the other night when the nurse rang me about his medication and then [husband’s name] hung up and because it's an
unknown number | couldn’t call back. .. There’s no number to ring. | can't just ring and get through to the nurses”. (Wife of PLWD_#4)
“Some formal way of communicating. ... Id feel better with written because if | talk to somebody over the phone, sometimes people are
distracted or they don't hear or they don't take it in, but if there was a chain of communication back and forth where you could raise a con-
cern and have an answer back, that would be helpful... Ideally youd want something every day because presumably they go in an see the
patients every day, but if that’s not possible, is it possible to email something? Even if there was a book or something that you could write
in, something that stays at her bed or something where you might be able to say, ‘Hey, can you keep an eye on her food intake today?”
(Daughter of PLWD_#2)

“Ididn’t even know he was being brought to the ward the next day... That was the only bit of lack of communication that I've had, that |
would've liked to have known where he is and what'’s being done with him’” (Daughter of PLWD_#5)

“Patients with dementia need time. They need someone to listen, and if you keep fobbing them off, especially with the patients with BPSD
[behavioural and psychological symptoms of dementia]... it starts to escalate. | can literally see it” (Nursing_10 years in current role_#3)
“I'talk to the patients themselves, and | think just trying to can be difficult some days, but try to find that time to talk to people. We rotate
quite regularly and | find at night | like to take however long it takes to settle all my patients for the night. I'l spend as much time as they
need and work my way around, so I'm often still settling them quite late, but it gives me the opportunities to talk to them, ask questions,
and I find that they settle and sleep better because they've had that one-on-one time” (Nursing_7 months in current role_#2)

“The extra resources like RUSONs [Registered Undergraduate Student of Nursing] or health assistants or PCAs [Personal Care Assistants]
and those type of things definitely allow those patients to have the one-to-one time which could help with the filling out of paperwork or
talking about, doing those sunflower things. .. they're the people that can actually help with that. It's awful and you wish you had time to
do it, but we just don't have that time”. (Nursing_4.5 years in current role_#4)

“Theyd assigned somebody to her so that when | wasn't there, every time she went to get up or something, there was somebody there to
say, Hey, it's okay, you're in emergency [department]... Which was really good because that’s what | was worried about. ... It was comfort-
ing for me to see in the morning when | got there that somebody had been keeping an eye on her” (Daughter of PLWD_#2)

Considerations for future improvements to understanding and integrating the needs and preferences of PLWD

(Importance of
a pre-emptive,
rather than reac-
tive solution)

“Just having something to refer to with these needs and preferences, because we all need that information in different ways and it would
be amazing to have access to that” (Occupational therapy_5 years in current role_#11)

“It's actually being prepared when they walk in the front door, knowing what those preferences are” (Nursing_1 year in current role_#9)
“If that something could be accompanied, so you could read some background about him. Because you're not going to get information
from him. He can't remember. .. To have a copy of this, if you went off to hospital again, would give you an idea of the person you're deal-
ing with” (Wife of PLWD_#8)
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Table 1 (continued)

Theme
(Sub-theme)
- Example
codes

Supporting quotations

(Hospital admis-
sion kits should
contain both in-
formation about
PLWD and their
familiar items)
(Information
about PLWD
should be readily
accessible)
(Variation in
views regarding
when hospital
admission

kits should be
created)

(The util-

ity of a hospital
admission kit

is likely to be
limited by the
advancement of

“Well it definitely, definitely helped her. As soon as | took the photos out of the bag and put them up, she was there naming everybody in
the photo. So that definitely orientated her. Yeah fairly quickly. And, as | said, it's a point of conversation, it gives the staff something to
converse about, if they can see a photo there” (Daughter of PLWD_#9)

“Whether we had a tool or something that everyone could use and could access, that everyone can see what's already been established
and what still needs to be done next” (Occupational therapy_5 years in current role_#11)

“It really has got to start from the community and has to be pre-emptive rather than reactive. So, having something that family members,
loved ones can put together in the community, when the person is relatively well and stable, that can then provide all of that key informa-
tion, right from the first moment that person enters the healthcare system, with the ambulances and the emergency department. But
there are obviously challenges with that, with older people and their ability to utilise technology, and to have time to do this, and having
resources available to help support that to occur in the community in the first place” (Medical_6 months in current role_#8)

“I'think admission into the ward would be a great opportunity to go through things with the family” (Daughter of PLWD_#2)

“I could have filled something in easily while | was waiting there. .. On reflection, | spent a lot of downtime there, reading emails and catch-
ing up on social media’ (Son of PLWD_#6)

“The ones [information packs] that you get from the nursing home might have a bit of information about how they ambulate around the
ward or maybe has some of the things that they like to do. But for the most part, the reason they've presented to hospital in these situations
is either delirium, which is not their baseline, or something else that’s exacerbated their dementia and has resulted in a hospital admission.
So, itsabithard... the information that is in those packs isn't always how they're presenting to us”. (Nursing_4.5 years in current role_#4)
“He was a great golfer and loved his golf. Very proud of his hole-in-one. Shows everybody his plaque. In the last couple of months, couldn’t
care less about that either. If | took his trophy in or anything, it wouldn't mean anything to him. Where once upon a time he was very proud

dementia) of it”. (Wife of PLWD_#8)

Key: PLWD- People living with dementia

with their previous occupations, often utilising resources
available on the ward.

Both staff and support people highlighted that there
is no ‘one size fits all’ approach to caring for PLWD and
that care needs to be individualised in order to respond
to their behaviour as effectively as possible. However, it
was also acknowledged that there were occasions where
certain behaviours could not be prevented.

Partnering with families enables person-centred care
Staff members reported that the most efficient way to get
to know patients and understand how to care for them in
a resource-limited environment is often by engaging with
family members rather than only talking to PLWD them-
selves. This is particularly the case if the cognitive presen-
tation is different from their baseline (e.g., delirium) or
in the setting of advanced dementia. Staff also acknowl-
edged that while families generally know PLWD best,
nursing home staff and primary care physicians could
also provide useful background information, particularly
if families were not involved in caring for PLWD at home.
Staff recalled receiving very comprehensive information
from nursing homes, particularly if the home had devel-
oped a behaviour care plan for the PLWD.

Staff emphasised the importance of speaking with
families (or obtaining information from other sources) as

soon as possible in order to incorporate strategies identi-
fied through past experience into current care plans, as
well as to assist with forward planning / discharge plan-
ning. Limited availability of family members and the
PLWD not speaking English made it difficult to obtain
information, but one staff member reported that the
family of PLWD usually made a significant effort to be
available. Staff noted that COVID-19 acted as a barrier
to obtaining information from families. Prior to COVID-
19, staff could easily ask family members questions while
they were visiting, whereas it often required multiple
phone calls in the presence of visitation restrictions.

Directly involving family members in the care of PLWD
was also seen as important as a de-escalation strategy,
with staff acknowledging that family members can pro-
vide a sense of familiarity and often know how best to
reassure them. Staff were also grateful for the extra physi-
cal assistance (e.g., repositioning in bed).

Support people also emphasised the importance of
their physical presence in hospital, describing helping
their family members with showering, feeding and dress-
ing, as well as providing reassurance, noting that it is
often difficult for PLWD to be left alone. Being physically
present also enabled them to provide real-time infor-
mation to staff. Support people recounted a number of
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situations in which their presence helped to ensure that
appropriate care was provided.

Multidisciplinary teamwork and communication between
staff facilitate holistic care
Staff emphasised that multidisciplinary teamwork and
good communication was key to ensuring that PLWD
receive the best care possible. They noted the holistic
approach and multidisciplinary nature of good care plan
development. Staff also acknowledged that COVID-19
further enabled multidisciplinary teamwork as meetings
took place online and were easier for people to attend.
While many staff members favoured verbal communi-
cation, the importance of written communication (e.g.,
in the medical record or shift notes) was also highlighted
to reduce duplication of effort. However, staff noted
that, given the time taken to read all potentially rel-
evant information as well as the time required to locate
it, verbal communication can often be the most efficient
as it enables staff to prioritise the most important infor-
mation. Staff considered handover to be particularly
important, arming staff with up-to-date information and
strategies prior to seeing PLWD and also acknowledged
that the more people communicate, the more knowledge
staff accumulate, thereby improving care over time.

Learning to care for PLWD comes with experience

Staff highlighted the lack of formal training they had
undertaken around caring for PLWD, instead learn-
ing from others and through experience. While some
staff members specifically mentioned dementia mod-
ules offered by Dementia Australia and the University
of Tasmania, others were not aware of any formal train-
ing opportunities. Some staff described conducting their
own self-directed learning based on areas of particular
interest.

Staff also reported attending workplace-based educa-
tion and study days prior to COVID-19 and suggested
that these types of educational activities were particularly
useful for newer staff, but also served as refreshers for
others.

Some staff described modelling specific strategies to
other staff in order to build their confidence in caring for
PLWD.

While most staff reported that they felt equipped with
a toolkit of strategies to care for PLWD, some did not,
suggesting the need for more education, particularly for
new staff, whilst also acknowledging the value of refresh-
ers for older staff. They suggested that education should
focus on behaviour management, as well as building
capacity for nursing staff to take on specialist roles.
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Factors inhibiting quality care provision for PLWD
Responsibility for Understanding the needs and preferences
of PLWD is unclear

While the various disciplines and team members
involved in developing behaviour care plans were clear,
responsibility for gathering additional information from
families was not. Support people reported that they
did not know to whom they should communicate their
knowledge of the PLWD they were supporting to ensure
that information would be passed on and implemented.
Some staff suggested that responsibility for understand-
ing and integrating the needs of PLWD and completing
relevant tools should be clear, but should not fall to one
person or discipline. One staff member suggested that
responsibility for gathering information should fall to
whoever contacted the family first, whether that be medi-
cal, nursing or allied health staff.

Current tools to understand and integrate the needs of PLWD
are surface-level or reactiv

Staff described two main tools for understanding and
integrating the needs of patients with dementia— namely,
the Sunflower tool and Behaviour Care Plans. The Sun-
flower tool was developed by the Agency for Clinical
Innovation (New South Wales) and visually displays a
person’s preferred name and up to 9 other areas includ-
ing important people, past occupation and hobbies [23].
Behaviour Care Plans are locally developed clinical docu-
ments that are completed for those identified as poten-
tially benefitting from them that focusses on assessment
regarding changed behaviours, potential behaviour trig-
gers, and successful and unsuccessful strategies [24].
Staff had mixed opinions about the Sunflower Tool, but
largely reported that it was only useful at a surface level.
While the tool provided some conversation topics that
could help to build rapport or potentially de-escalate
a situation, staff felt that it did not contain meaningful
strategies for supporting PLWD. Staff appreciated the
prominence of the tool at the bedside, highlighting that
while the information may or may not help to de-esca-
late a situation, it was easily visible at the point of care
provision. Some staff acknowledged that the tool was
often not completed or still displayed information about
a previous patient and they were not stored for potential
future admissions. They also reported that families often
noticed the Sunflower tools and offered to help the nurs-
ing staff complete them but this was not possible during
COVID-19.

Conversely, Behaviour Care Plans were seen as very
useful due to their comprehensive nature and the prac-
tical strategies they contained. However, their comple-
tion was seen as very reactive. The significant time and
resources required to develop them were also high-
lighted, with staff noting that this limited their use to
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only the most challenging patients. Staff reiterated the
need for a tool that could be completed prior to hospital
admission to ensure that all patients could benefit from
tailored strategies that work to integrate their needs. Dif-
ficulties accessing the Behaviour Care Plans and poor
awareness of their existence limited their use, which staff
identified as a missed opportunity.

Neither Behaviour Care Plans nor the Sunflower tool
was mentioned by any participating support people. Sup-
port people reported that the extent to which staff asked
about the needs of PLWD varied. They reported provid-
ing information about their family members to hospital
staff on an ad-hoc basis, either because a staff member
asked about a particular need or support people noticed
that a particular need was not being met.

Formal communication channels are lacking between
hospital staff and support people

While support people did not report any difficulties voic-
ing the needs of their family member once they had the
opportunity to do so, opportunities to communicate
with staff were often limited. Support people expressed
a need for more formalised communication processes in
order to stay informed about their family member’s care
and assuage any uncertainty, particularly when they were
unable to visit.

Support people emphasised the importance of closed-
loop communication to ensure that requests have been
actioned. Suggestions for improvement included sched-
uling regular updates (either via phone or email), having
one point of contact (i.e. a patient liaison) with a direct
number to call and implementing communication books.

Lack of staff and time impact the quality of care received by
PLWD

Staff described how competing demands within the hos-
pital environment limited the time they had to under-
stand and integrate the needs of patients with dementia,
including spending adequate time with patients and com-
pleting and updating available tools (e.g. Sunflower tool
and behaviour care plan). It was noted that the responsi-
bility for completion of the Sunflower tool frequently fell
to nursing staff. Staff also mentioned that if the behaviour
care plan had been completed, they often lacked time to
read the information that had been documented and sub-
sequently incorporate any strategies into care.

However, staff acknowledged the importance of spend-
ing time with patients and the benefits when they were
able to take the time to do so.

While staff and support people reported the benefits
of having additional staft available, including allowing
one-on-one time with patients, completion of tools and
identification of patients who may require specialised
input, staff highlighted that they do still require adequate
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knowledge around working with patients with dementia
in order to add value to the team.

Considerations for future improvements to understanding
and integrating the needs and preferences of PLWD
Importance of a pre-emptive, rather than reactive solution
Staff expressed a need for some kind of solution, like the
proposed hospital admission kit, in order to make care
less reactive, spend less time trying to source informa-
tion from other staff and families and allow more time for
patient care and streamline discharge planning.

While most support people had not previously consid-
ered the idea of a hospital admission kit, they could see
the value of doing so, feeling it could assist staff with rap-
port building and facilitate the provision of patient-cen-
tred care.

Hospital admission kits should contain both information
about PLWD and their familiar items

Staff suggested that a hospital admission kit could include
information about a person living with dementia and
familiar items and ideally have this ready in case of a hos-
pital attendance. Staff suggested including information
to assist in getting to know patients and build rapport,
as well as how to help support them in hospital. Specific
suggestions from both staff and support people included:
routines (e.g. what a normal day looks like and how and
when they take their medication); religion; languages
spoken; usual roles within the home; personality traits;
stage of dementia; common behaviours (e.g. wandering);
concerning behaviours (e.g. violent or aggressive tenden-
cies); triggers for escalation; level of assistance required
for various activities (e.g. dressing); level of continence;
meaningful strategies to support them that have been
effective in the past (as well as those strategies that were
not effective); preferences for their general environment;
main contacts and carers (including names of surrogate
decision makers); important people in their life; likes and
dislikes (e.g. food); hobbies / interests; pets; and previous
occupations.

Staff also mentioned a number of physical items that
could be useful to include, highlighting that as long
as items are safe for the patient and not too loud, they
should bring as much of the home environment into
hospital as possible to foster a sense of familiarity. Sug-
gestions included: photographs (e.g. of travels or family);
items that represent their passions (e.g. football scarf or
trophies); things that they use on a daily basis (e.g. elec-
tric shavers, hearing aids, glasses and iPads or other
electronic devices); things to keep them busy (e.g. note-
book and pen, magazines, newspapers, playing cards,
fidget toys, puzzles, music and colouring books); favou-
rite foods and drinks; religious items of significance (e.g.
rosary beads); orientation-related items (e.g. clocks or
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calendars); and things to help them feel calmer and more
comfortable (e.g. their own clothes, pillows, blankets
and weighted toys). Two staff members expressed con-
cern that patient items could be lost or damaged during
their stay and some support people who had previously
brought in personal items had also taken this into consid-
eration when choosing what to bring. One support per-
son was also worried about making the environment look
too permanent, which influenced the items they chose to
bring for their family member.

Although they had not put a ‘kit’ together prior to
admission, some support people had brought in personal
items for their family members and seen an immedi-
ate benefit. However, the integration of these items was
largely by support people rather than staff (i.e. family
members looking through photos with PLWD).

Information about PLWD should be readily accessible

Staff emphasised the need for the informational compo-
nent of the hospital admission kit to be easily accessible
in multiple settings (i.e. in the community setting for
completion and in the hospital setting for utilisation and
updating), but were unsure about how this could be coor-
dinated. Support people suggested developing a form
that was easily accessible online and via hard-copy to suit
individual preferences. One participant also suggested
that it could be completed via an app. They suggested
that the form should include tick-boxes, space for photos
and should be customisable (i.e., only sections relevant to
the PLWD need be completed). While some staff stated a
preference for a hard copy document, they acknowledged
that it could easily get lost amongst other paperwork.
Other staff suggested that it would need to be elec-
tronic so that it could be easily updated and travel with
the patient across settings. However, they recognised
the complexity of this format as not all staff can access
the electronic medical record (EMR) and health services
often use different systems, thereby limiting transferabil-
ity. They also mentioned that if the hospital admission
kit was to form part of the EMR, an alert would need to
appear so that staff are aware that this additional infor-
mation is available. Other suggestions included using the
Australian government-developed, My Health Record, to
enable access across settings, with a notification of this
being visible within the local EMR [25]; use of a medical
alert bracelet; or personal card using QR codes.

Variation in views regarding when hospital admission kits
should be created

Some staff members suggested that the creation of a hos-
pital admission kit should commence as early as possible
(i.e. when someone is first diagnosed with dementia) as
they are more likely to be relatively well and stable and
can contribute to personalising the information included.
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Staff suggested that this process could be supported by
a primary care physician, staff members working in an
aged care facility or another support person who is famil-
iar with dementia (either through personal or profes-
sional experience e.g. peers via Dementia Australia). They
also noted that this information could then be updated as
things change over time. Alternatively, it could be con-
ducted at key moments of change (e.g. when someone is
undergoing an assessment for formal social supports).

Conversely, some support people suggested that it
would be good to have a conversation with a staff mem-
ber and complete the informational component of a hos-
pital admission kit when a PLWD is being admitted to
the ward. They also noted the potential time available to
complete this task when waiting to be seen in the Emer-
gency Department.

The utility of a hospital admission kit is likely to be limited by
the advancement of dementia

Both staff and support people acknowledged that the
informational component of a hospital admission kit may
not be representative of how a PLWD presents in hospi-
tal if they have deteriorated either prior to or following
admission, such that family members may not know how
to support them anymore.

While support people could easily think of topics to
include in the informational component of a hospital
admission kit, some struggled to think of physical items
that would be useful (beyond photos) because their fam-
ily members had either lost interest in the activities they
had previously enjoyed or lacked the attention span to
engage with them. They noted that this could make it
difficult to put together the physical aspect of a hospital
admission kit as the benefits of certain physical items
may differ as dementia progresses. However, they could
specify items that would have been useful to include
prior to the advancement of dementia or onset of other
physical limitations (e.g. deterioration in vision or hear-
ing alongside dementia).

Discussion

We found that participants were consistent in highlight-
ing the importance of understanding and integrating the
needs of PLWD into clinical care provision and that com-
munication helped people supporting a PLWD to partner
with the multidisciplinary healthcare team to provide
high quality care. Participants reported that a lack of
time, staff and training, environmental constraints and
a lack of opportunities for families to communicate with
staff were barriers to providing quality care. Participants
felt that currently used tools were not fit for purpose, but
were supportive of the concept of having materials pre-
prepared in case of the need of hospital attendance. Hos-
pital staff and people supporting PLWD had a number
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of different suggestions for what such a ‘toolkit’ might
entail. However, there were substantial variations in the
nature of these suggestions, supporting our planned next
steps to enter into a formal co-design process.

The high priority that participants placed upon incor-
porating the needs and preferences of PLWD into hospi-
tal care provision is supported by the results of previous
studies [4, 6, 7, 13—15, 17, 26, 27]. Previous work has
also highlighted the absence of effective interventions to
facilitate this integration [6, 13, 15]. Participants in our
study reported that they felt locally-used tools were not
fit for purpose. This is consistent with existing literature
examining a broader scope of widely available tools, (e.g.
healthcare passports) further highlighting the need to
consider both the design and implementation aspects of
potential solutions [18, 19].

Conducting this study during the COVID-19 pandemic
highlighted that processes involving face-to-face com-
munication with family members to understand needs
and preferences, are weak and easily disrupted. As such,
ideal solutions will need to be functional in the absence
of family members being physically present. As high-
lighted by participants, the designed solution will likely
need to pre-empt rather than react to an acute deteriora-
tion necessitating hospital attendance. An important part
of the design process will involve ensuring the responsi-
bility to create, update and link this to healthcare work-
ers is clearly assigned. PLWD, those supporting them,
primary care providers, residential care homes, advocacy
groups (e.g. Dementia Australia) and hospital staff were
all identified as potential candidates. The optimal time to
complete and update this information also requires fur-
ther input. Suggestions included at the time of dementia
diagnosis, at primary care visits, supported by family at
home or on hospital admission/discharge. All of these
epochs have specific advantages and disadvantages but
do not necessarily need to be mutually exclusive. Simi-
larly, the actions performed by staff to meet the hospital
care needs of PLWD once they use the toolkit needs to be
considered. Healthcare provider workflows will need to
be designed in such a way that material within the toolkit
will be sought and consistently incorporated into clinical
care with clear understanding of roles and accountability.

Additional design considerations include the need for
the hospital admission kit to be somewhat fluid or ‘liv-
ing’ to accommodate evolving conditions, behaviours,
needs and preferences, which presents a different design
challenge, than with a ‘set and forget’ tool. Furthermore,
staff highlighted that a significant amount of information
would be useful to know, whilst also repeatedly reporting
that they were time poor. Consequently, the quick and
timely translation of key and/or filtered information will
need to be considered in the design.
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This study has a number of strengths and limitations.
We were able to obtain the perspectives of a range of
people supporting PLWD, including spouses and chil-
dren. We also obtained perspectives from hospital staff
over a range of clinical disciplines and experience. How-
ever, an important limitation was our inability to include
PLWD. Although including this important perspective
was an aim of this study, those PLWD who were poten-
tially eligible did not remain medically stable enough post
hospital discharge to be able to participate. We chose
to recruit from the acute hospital setting as we wanted
to optimise the ability of a PLWD being able to remem-
ber their recent hospital experience. Future work should
consider recruiting people in the community setting to
examine the feasibility of this approach. However, our
experience highlights the clinical need and a range of
design challenges associated with developing a toolkit
for such a vulnerable and clinically unstable group. Reas-
suringly, many of the themes we identified in our study
were consistent with those reported by a previous review
of seven qualitative studies that did include PLWD [14].
A further limitation of our study was our focus on par-
ticipants’ experience at a single clinical site and in those
who speak English. Therefore, the generalisability of our
results is unclear.

Conclusions

We found that hospital staff and those supporting PLWD
felt that integrating the needs and preferences of PLWD
into hospital care was important. The concept of a pre-
prepared ‘toolkit’ that was ready in the case of a need to
attend hospital was felt to be valid and potentially helpful.
More work is required to design aspects such as format,
content and the workflows needed to generate account-
ability and reliability in creating, updating and incorpo-
rating it into hospital care.
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