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Abstract

Background: Delirium is common and distressing for hospice in-patients. Hospital-based research shows delirium may be prevented
by targeting its risk factors. Many preventative strategies address patients’ fundamental care needs. However, there is little research
regarding how interventions need to be tailored to the in-patient hospice setting.

Aim: To explore the behaviours of hospice in-patient staff in relation to delirium prevention, and the influences that shape these
behaviours.

Design: Focused ethnography supported by behaviour change theory. Observation, semi-structured interviews and document review
were conducted.

Setting/participants: A total of 89 participants (multidisciplinary staff, volunteers, patients and relatives) at two UK in-patient hospice
units.

Results: Hospice clinicians engaged in many behaviours associated with prevention of delirium as part of person-centred fundamental
care, without delirium prevention as an explicit aim. Carrying out essential care tasks was highly valued and supported by adequate
staffing levels, multidisciplinary team engagement and role clarity. Patients’ reduced physical capability limited some delirium
prevention behaviours, as did clinicians’ behavioural norms related to prioritising patient comfort. Delirium prevention was not
embedded into routine assessment and care decision-making, despite its potential to reduce patient distress.

Conclusions: The value placed on fundamental care in hospices supports delirium prevention behaviours but these require adaptation
as patients become closer to death. There is a need to increase clinicians’ understanding of the potential for delirium prevention to
reduce patient distress during illness progression; to support inclusion of delirium prevention in making decisions about care; and to
embed routine review of delirium risk factors in practice.
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What is already known about the topic?

e Delirium is common and distressing for hospice in-patients.
e Hospital-based research shows delirium can be prevented by targeting its risk factors.
e Research is needed on how interventions need to be tailored to the in-patient hospice setting.
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What this paper adds?

part of person-centred fundamental care.

norm of ‘wrapping patients up’ to care for them.

Implications for practice, theory or policy

multidisciplinary team engagement.

routine assessment and care decision-making.

e Hospice culture and organisation supports clinicians to engage in many behaviours that are preventative for delirium as

e Delirium prevention is not embedded into routine assessment and care decision-making.
e Delirium prevention behaviours are limited, not only due to patient’s illness progression, but also clinicians’ behavioural

e Delirium prevention is supported by an organisational culture which values fundamental care, adequate staffing and

e Behaviour change intervention is needed to increase clinicians’ understanding of the potential to reduce patient distress
by continuing delirium prevention behaviours during illness progression and to support them to include prevention in

Introduction

Delirium is commonly experienced by hospice in-patients?
and is distressing for patients, their families and clini-
cians.? It is characterised by acute, fluctuating distur-
bances in attention, awareness and cognition and has
underlying physiological causes.3

Systematic reviews of delirium prevention interven-
tions targeting risk factors in hospital settings report a
reduced incidence of between a third and a half.4®
Interventions typically address patients’ care needs includ-
ing orientation, sleep, sensory needs, hydration, nutrition,
bladder and bowel function, infection, hypoxia, pain
and medication management. This closely aligns with ‘fun-
damental care’, meeting patients’ essential care needs
through person-centred interaction.” In hospital settings,
recurrent deficits in meeting these needs, including eating,
drinking and mobilising, have been reported.8 Researchers
have highlighted that delirium prevention could be a valu-
able driver to improve broader quality of care.*°-12

In the UK context, hospices are mostly independent,
charitably funded organisations which provide in-patient
symptom management and end-of-life care, as well as
other palliative care services. Palliative care patients are
at particular risk of delirium due to factors including their
illness severity and use of high-risk medications.?® Due to
the high prevalence of delirium in palliative care patients,!
it is sometimes assumed that delirium is non-preventable
in this setting, particularly close to the end of life.1
However, preventative interventions in other clinical set-
tings where delirium was once thought unavoidable, such
as ICU, have reduced its incidence.’> Furthermore, cul-
tural and organisational factors including person-centred
care, teamworking and adequate staffing, may support
delirium prevention strategies in hospices.’® However,
delirium prevention strategies may need to be tailored to
hospices and adapted as patients’ illness progresses.’

There has been little delirium prevention research in
palliative care settings. A qualitative systematic review
found no delirium prevention studies;? there is a need for
further non-pharmacological prevention trials in palliative
care settings.’® A minimal intervention study, involving
re-orientation and medication review, found no reduction
in delirium incidence.!® A pilot trial of a prevention inter-
vention in palliative care units reported low adherence
but also a signal of benefit.4

In a qualitative interview study,® informed by behav-
iour change theory,?® we found that hospice clinicians’
practice focused on delirium management, rather than
prevention. Clinicians’ emotional responses to delirium-
related distress were a powerful driver of their practice,
so behaviour change techniques which increase their
understanding of the potential for prevention to reduce
delirium-related distress may be effective. In these inter-
views, clinicians may not have reported carrying out tasks
that support delirium prevention, delivered as part of
usual care, due to lack of awareness of their relevance.
Building upon these findings, we conducted a focused
ethnography using observation to explore the nature and
extent of delirium prevention behaviours during routine
care to inform the development of tailored delirium pre-
vention interventions for hospice settings.

Study aim

To explore the behaviours of hospice in-patient staff in
relation to delirium prevention, and the influences that
shape these behaviours.

Methods

We report this study according to the Standards for
Reporting Qualitative Research (SRQR).2!
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Theory and methodology

This study took an ethnographic approach to explore cul-
ture, perspectives and practices in the hospice context in
relation to delirium prevention behaviours.?2 We used
focused ethnography which is more selective, time-limited
and problem-focused than traditional ethnography.3

We used behaviour change theory including the COM-B
framework (Capability, Opportunity, Motivation and
Behaviour) and Mechanisms of Action (MoAs; Supplemental
File 1) to enable detailed analysis of influences on hospice
staff’s delirium prevention behaviours.2024

We took a critical realist stance, based on the assump-
tion of a shared reality, our understanding of which is
mediated by our cultural contexts.?®

Setting. The in-patient units at two UK hospices which
provide symptom management and end-of-life care were
included. Most in-patients have a primary diagnosis of
cancer but they also provide care for patients with other
life-limiting illnesses. The two hospices are run indepen-
dently by different charitable organisations. As COVID-19
restrictions remained in place during the observation
period, the number of patient beds available were reduced
(H1=11 beds and H2 =8 beds) and all rooms were single
occupancy (H1 usually has some shared rooms). There
were also restrictions to visits by family and friends.

Population. Eligible participants were staff and volun-
teers involved in the care of patients on the hospice in-
patient units; adult (>18 years) hospice in-patients and
their relatives. Patients and relatives who, in the opinion
of hospice staff, were too distressed to be approached
about participation, were not included in the study.

Sampling. The in-patient units at two hospices were the
cases selected for this study, enabling comparison of the
influence of organisational culture and environment on
care. Purposive sampling was used to include different
roles involved in patient care (doctors, nurses, therapists,
health care assistants (HCAs), catering staff and volun-
teers) as well as patients and their families. Observation
was planned to include different contexts of care and
communication by the multidisciplinary team for exam-
ple, patients’ rooms, nurses’ stations, staff offices, hando-
vers and team meetings. Data sufficiency was determined
when repeated patterns of behaviour and behavioural
influences had been observed.?®

Recruitment. The consent approach was developed with
public involvement (PI) group members with experience of
delirium or hospice care. Staff and volunteers were initially
informed about the study through posters displayed on
the units and staff meetings. A hospice doctor made the
initial approach to patients about the research study. All
potential participants were provided with an information

leaflet and the researcher (IF) explained the study as
clearly and simply as possible. Written informed consent
was gained from participants. This included whether
patients wished to continue to participate if they were to
lose capacity in the future. If a patient did not have capac-
ity to consent, a personal consultee was asked for advice
on their participation and to complete a consultee declara-
tion form. The researcher (IF) took an ongoing, reflexive
approach to consent: checking the acceptability of contin-
uing observations with patients, family and clinicians as
patients’ illnesses progressed and reducing observation of
patient care when it was sensitive to do so0.27.28

Data collection

The researcher (IF) shadowed staff during care of consent-
ing patients in different contexts. She talked informally
with participants to explore influences on observed
behaviours. In negotiating relationships with participants,
she aimed to balance closeness to gain nuanced under-
standings of their perspectives with retaining some dis-
tance to enable a critical, analytic perspective.2%30 Brief
fieldnotes were made and written up fully, shortly after
observations, to optimise recall.

An observation guide (Supplemental File 2) was devel-
oped using delirium prevention behaviours from clinical
guidelines,31-33 reviewed for relevance to hospices by an
expert panel (clinicians and researchers) and Pl members
and COM-B prompts to explore influences on observed
behaviours.?? These included: risk factor review, including
medication; pain management; addressing cognitive impair-
ment, sensory needs, hypoxia and infection; sleep routines;
optimising mobility, hydration, nutrition and bladder and
bowel function. Observations included how routinely these
were carried out and by whom. COVID-19-related restric-
tions affected some aspects of practice observed.

Hospice clinical records of consenting patients were
examined for documentation of delirium prevention prac-
tices. This enabled data collection to include periods of
care that had not been observed, care processes and
team communication.

Following the observation period at each hospice,
semi-structured interviews, informed by COM-B and
MoAs,?024 were conducted with clinicians to clarify and
extend understanding of influences on observed behav-
iours. This included exploring clinicians’” understanding of
delirium prevention; their intentions when carrying out
preventative tasks during routine care; supportive factors
and limitations in the hospice setting. Interviews were
recorded and encrypted using an audio recorder, and
transcribed verbatim.

Data analysis

Analysis began during the observation period using an
iterative approach. The researcher (IF) reflected on and
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discussed observed behaviours and influences with
the wider team (MJ, NS) and wrote analytic memos
which focused further observations and discussion with
participants.3°

We used thematic analysis,?* informed by Fryer’s3>
critical realist approach, in that we sought to develop
explanatory understanding of the mechanisms influenc-
ing observed delirium prevention behaviours. Coding was
supported by Nvivo software.3® Inductive open-coding
was used to explore and develop codes, followed by
development of summary statements of influences for
each preventative behaviour, coded to MoA and COM-B
concepts and presented in tables (IF)3738 (e.g. table:
Optimising mobility, Supplemental File 3).

This enabled analysis of both influences on specific
delirium prevention behaviours and those that are cross-
cutting across several behaviours. We used the Theory
and Techniques tool?? to identify behaviour change tech-
niques (BCTs) to target these influences in an interven-
tion. The developing analysis was regularly reviewed by
research team members (MJ, AB, NS and TS) and the PI
group.

Ethical approval

This study was approved by the NHS Bradford Leeds
Research Ethics Committee (Ref: 19/YH/0323; 02/12/19)
and hospice institutional permissions gained.

Results

Eighty-nine participants were included in the study includ-
ing sixty-two hospice staff; two volunteers and two family
members. Twenty-three patients participated: twenty-
one had capacity to consent and two required declara-
tions from personal consultees. Please see Table 1 below
for further participant details. No participants withdrew
from the study.

Observations and interviews were conducted over
3 months at each hospice (April-December 2021), including
26 observation visits to hospice 1 (109.5 h) and 27 to hos-
pice 2 (126.5 h), during mornings, afternoons and evenings.

Ten interviews were carried out (five at each hospice)
with five nurses, three doctors, one physiotherapist and
one HCA.

Thematic findings

The names of patient participants have been changed in
reporting the findings.

Theme 1a: Delirium prevention as fundamental care, ‘I
don’t think. . .they’ll think by doing this | won’t cause a
patient to have delirium. . .they see that as part of good
care’. (MoAs: Values; norms). Clinicians carried out many

Table 1. Participant characteristics.

Participants Number

Patients Total =23
Hospice 1 =12
Hospice 2 =11

Sex Male=11
Female =12

Age Mean =73.13 years
Range = 45-97 years

Primary diagnosis Cancer =21
Other=2

Family members 2

Volunteers 2

Hospice staff Total =62
Hospice 1 =36
Hospice 2 =26

Sex Male =10
Female = 52

Nurses 23

Health care assistants 15

Doctors 15

Therapists (physio, occupational, 7

music and complementary therapy)

Social worker 1

Catering staff member 1

behaviours that are preventative for delirium routinely
including encouraging patients to eat and drink, bladder
and bowel care and treating infections. Participants
explained these tasks were mostly not carried out with
the aim of delirium prevention, but as part of person-cen-
tred fundamental care which was highly valued in hospice
culture,

| don’t think. . .they’ll think by doing this | won’t cause a
patient to have delirium. . . just person-centred care. . . they
see that as part of good care and what it looks like. (Interview,
P20, nurse)

It’s part of the ethos of the hospice itself so if you haven’t
done that probably you feel like you haven’t done your work
properly that day. (Interview, P2, doctor)

For example, clinicians and volunteers used person-centred
engagement, paying careful attention to patient’s needs
and preferences to encourage them to eat and drink.

Observation: ‘A volunteer (P38) described a patient who was
close to the end of life who she encouraged to eat bites of a
bacon sandwich while she talked with him about his
grandson. . . and whether his grandson would have a bacon
sandwich before going to play football’

Observation: ‘A nurse (P39) filled Christine’s beaker with
more water. Christine’s speech was slurred and the nurse
went round to the other side of the bed to get closer so she
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could make sure she heard what she said correctly. She gave
her a choice of flavours of juice. Christine said she didn’t
want to drink it yet, so the nurse left the bottle on the side
table for later. She asked Christine if she wanted a hot drink
and listened carefully, getting her to repeat herself, to make
sure she had heard what drink she wanted correctly, coffee
with sugar and no milk/

Although many preventative behaviours were carried out
as part of fundamental care, there were limitations due to
lack of specific attention to delirium prevention and care.
On admission, routine assessment of delirium risk factors,
including medication, and routine screening for delirium,
were not observed. This was not seen as part of funda-
mental, person-centred care delivery. One hospice had no
delirium prevention documentation. In the other, a delir-
ium care plan included risk factors but was only intended
to be completed for patients with a known cognitive
impairment or positive 4AT screen (not routinely used on
admission). Therefore, patients’ risk factors were only
recorded after they developed delirium symptoms, and
this was often delayed or not completed.

Although clinicians engaged patients in conversation,
providing some cognitive stimulation, they did not rou-
tinely orientate all patients to person, place and time.
When patients were disorientated, aids, such as clocks or
whiteboards, were used inconsistently.

Observation, doctors” ward round: ‘Victor was unsure of the
date. A doctor (P56) suggested writing the date on a
whiteboard in his room and he agreed.

Observation, doctors’ ward round (the following week): ‘The
whiteboard still said the date of last week’s ward round. A

doctor (P54) went to get a pen and changed the date.

Theme 1b: Adequate staffing, multi-disciplinary team
(MDT) engagement and role clarity support delirium
prevention behaviours during fundamental care (MoAs:
Environmental context and resources; norms; social/pro-
fessional roles and identity). Thorough fundamental care
was supported by adequate staffing levels. Staff routinely
spent time interacting with patients in a person-centred
way, while meeting essential care needs. For example,

Observation: ‘09.30am: With Jill's agreement, | went in with
the nurse (P47) and Health Care Assistant (HCA; P60) while
they gave her a wash in bed. The HCA knew lJill liked her false
teeth to be put in cold water rather than tepid water before
she put them in her mouth. It was her birthday today and the
staff had hung her cards up on a string on the wall opposite
her bed so she could see them. They chatted and joked with
her while carrying out her care. They spent approximately 45
minutes with her’.

This was supported by higher hospice staffing levels,
compared to hospital settings and a cultural norm

encouraging staff to spend time on these activities with
patients,

| think adequate staffing if we can, and | think we’re very
lucky here. . .compared to hospital wards. . .staff don’t
feel. . .rushed. . .we try and have this culture whereas. . . if
somebody needs an hour and a half to have a bath or a
shower then that’s fine...So it’s.. .like giving them
permission to take a little bit longer if they feel as if they need
to take a bit longer. (Interview, P20, nurse)

The value the MDT placed upon meeting essential care
needs was reflected in, and supported by, their verbal and
written communication. At both hospices, the admission
assessment included many essential care needs relevant to
delirium prevention including nutrition, bladder and bowel
function, infection, breathlessness, sensory needs and pain
assessment. These were monitored and followed up in
nursing handovers, MDT meetings and clinical records.

All MDT members saw some preventative behaviours
as part of their role. For example, although HCAs routinely
went into patients’ rooms to offer them drinks, all mem-
bers of the MDT offered patients drinks during other care
tasks, ward rounds and therapy sessions. One doctor
described demonstrating this is everybody’s role,

| try and. . . both role model but sort of instil. . .it’s a team
effort; so. . . I'll try and check with a patient before | leave, do
they need anything right now, and if that’s a cup of tea we’ll
go and get it for them, it’s not finding a nursing staff to say, oh
so-and-so wants a cup of tea. . .l think. . .it’s everybody’s
role. . . which is important. (Interview, P56, doctor)

The MDT worked together in complementary roles for
many other preventative behaviours for example, nurses
and HCAs monitoring pain, bladder and bowel function
and signs of infection during usual care with the doctors
leading investigations, treatment and medication review.
However, when staffing resources were reduced, some
preventative behaviours were carried out less thoroughly,
due to role conflict. At one hospice, mealtime roles were
clearly delineated: catering staff took meals to patients
and HCAs supported them to eat. At the other, due to
COVID restrictions, this role had shifted from volunteers
to HCAs and nurses, with the increased workload
described as difficult to manage,

Observation: ‘A nurse (P44) explained that the volunteers
used to go round to patients with the breakfasts, lunches and
teas. They used to wash up afterwards. Some volunteers
could sit with patients and help them eat if they needed it,
“or at least they would free us up to be able to do that” by
doing the rest of the tasks. Now the HCAs and nurses have to
do it all, “without any extra staff.”’

Similarly, although nursing staff assisted some patients to
mobilise during usual care, at one hospice, therapy input
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was reduced. Conflicting views and safety concerns were
expressed about increasing nurses’ role,

Observation, doctors’ ward round: ‘A doctor (P51) said the
Occupational Therapist had been repeatedly asking the
nurses. . . to mobilise patients whose needs were relatively
straightforward. The doctor said that this wasn’t happening
and that it was an issue in relation to improving patients’
mobility.

Observation nursing handover: ‘A nurse (P50) said she was
concerned that if the nurses started doing it, it will be another
thing that is added to their role, ‘the nurses can do it’, and
they will never get enough physio input’.

Theme 2: Limitations to delirium prevention in the context
of hospice patients’ illness progression

Theme 2a: Patients’ reduced physical capability (COM-
B) due to illness progression can limit delirium preven-
tion behaviours. Symptoms including pain, fatigue and
difficulty swallowing, which are common in cancer and
other life-limiting illnesses, reduced patients’ ability to
engage in behaviours preventing delirium including eat-
ing, drinking, mobilising and a regular sleep routine. Cli-
nicians addressed these reduced capabilities by using
beakers and syringes for fluids, soft food diets, flexible
mealtimes and focusing on bed exercises when mobility
was reduced. However, as patients neared the end of life,
these influences became less modifiable.

Theme 2b: ‘Just want to wrap people up and care for
them’: Clinicians’ norms of care limiting delirium pre-
vention (MoA: Values, Norms). It wasn’t only patients’
reduced physical capability during illness progression and
close to the end of life that limited delirium prevention
behaviours, but also clinicians’ expectations, values and
norms related to this. Prioritising patient comfort was
highly valued by clinicians,

The main thing is keeping the patients comfortable (Interview,
P16, nurse)

Just trying to make the person as comfortable as they can.
(Interview, P20, nurse)

Behavioural norms such as nursing staff wanting to, ‘wrap
people up and care for them’ (Interview, P56, doctor)
limited preventative behaviours, including encouraging
patients to mobilise, eat and have a regular sleep routine.
This may be appropriate close to the end of life, but thera-
pists and doctors described it sometimes reducing
patients’ functional independence,

Quite often people will come in and. . .the sort of automatic
thing is to kinda wrap them up and, and look after them and
quite often that means that they lose the ability to. . .be
independent and doing certain things that they’ve been

doing all the time they’ve been at home. . . so we have to
make sure that we maintain that. (Interview, P63,
Physiotherapist)

Some daytime sleep may be needed by patients experi-
encing fatigue. But nursing staff commonly left patients to
sleep through the day with some unconcerned if this
resulted in night-time waking,

Really with our patients if they are sleeping let them sleep;
and then if they happen to be awake in the night, well there’s
people around that can keep them company, make them
drinks. . . (Interview, P47, nurse)

This doctor recognised that a disturbed sleep/wake rou-
tine could increase delirium risk,

The team. . .will let somebody sleep if they want to sleep,
which is fine. . .the problem is when you then start to get
disturbances in your days and nights, and we’ve seen that
not uncommonly. . .with patients who develop a delirium.
(Interview, P56, doctor)

However, regarding intervening to establish a regular
sleep routine, ‘to try and help break that difficulty. . .we
don’t push that very much’ (Interview, P56, doctor)

Daytime sleeping reduced opportunities to eat and
mobilise, with patients commonly sleeping through meal-
times. They were sometimes offered a meal when they
awoke, but this was not always the case.

Observation: ‘12.00 Lunchtime: Isaac wasn’t woken to have
lunch and his meal was not left in his room. 1.30pm Nursing
handover: Nurse handed over that he had slept a lot of the
morning. Didn’t mention he had missed lunch.

This doctor identified a need for clinicians to differentiate
more between patients close to the end of life, and those
with a better prognosis, who could be more actively
encouraged to eat,

I think there’s some of those patients where we should be. . .
more actively encouraging them. . . | think sometimes we
don’t recognise as well patients who have got a better
prognosis. . . cos, you know, | think if someone’s in their last
weeks of life if they really don’t want to eat then that’s
entirely their choice. (Interview, P56, doctor)

Delirium prevention could reduce patient distress, but this
was rarely considered during decision-making aimed at
patient comfort. When patients and their families made
choices during usual care (e.g. whether to get up or have
lunch), or regarding more ‘clinical’ interventions (e.g. artifi-
cial hydration), clinicians sometimes discussed benefits and
disadvantages with them, but this rarely included delirium.

Doctors and nursing staff did consider the potential for
medications to make patients drowsy or ‘muddled’, but
commonly conceptualised these as ‘side effects’ rather
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than delirium symptoms. Doctors commonly discussed
this ‘trade-off’ between pain relief and sleepiness or con-
fusion with patients, and followed their preferences,

Sometimes | think people are very good at being able to say
to you. . . if this makes me a little bit more sleepy | don’t
mind because this pain’s so bad that. . . I'll trade it for that,
whereas we'll equally have patients who'll be like. . . I'd like
to have my pain controlled but you can’t make me drowsy,
you can’t make me a little bit muddled with things, | need to
be sharp cos I’'m still doing this. (Interview, P1, doctor)

When patients appeared distressed but were unable to
communicate the cause, doctors sometimes tried multi-
ple medications, with the aim of patient comfort,

So, in some cases then we tend to treat all the likely causes if
we can’t identify one specific cause. So, for example, if
somebody is quite agitated you may use both an, anxiolytic
and pain relief at the same time or you may want to use any
sequence and say, OK, because of pain, | can’t really tell and
you try pain relief and see if that settle the person and if it
doesn’t then say, OK, let’s try the anxiolytic. .. like
Midazolam, or antipsychotics sometimes like Haloperidol.
(Interview, P2, doctor)

This may have the unintended consequence of causing or
increasing delirium and related distress.

Discussion
Main findings

Clinicians carried out many preventative behaviours as
part of person-centred fundamental care, without delir-
ium prevention as an explicit aim. Carrying out essential
care tasks was highly valued and supported by adequate
staffing levels, MDT engagement and role clarity.

In the in-patient hospice setting, patients’ reduced
physical capability limited some delirium prevention
behaviours, as did clinicians’ behavioural norms, including
nursing staff ‘wrapping patients up’ to care for them.
These may be appropriate when patients are close to the
end of life but doctors and therapists highlighted that
there may be a need to differentiate more between
patients who are earlier in their illness trajectory, for
whom a more active approach to care may be beneficial.
Delirium prevention was not embedded into routine
assessment and care-decision-making, despite its poten-
tial to reduce patient distress.

Study strengths and limitations

We used focused ethnography which enabled observa-
tion of fundamental care behaviours relevant to delirium
prevention.23 The use of behaviour change theory ena-
bled systematic analysis of behavioural influences which
can be targeted for intervention using behaviour change

techniques.?° It also enhances transferability, enabling
comparison with other delirium prevention studies using
the same model.*° The use of ethnographic methods with
this behaviour change approach is a novel methodologi-
cal development.3741 A limitation of this study is that
some COVID-19-related restrictions remained in place
during the observation period which will have affected
practice observed, particularly in relation to person-cen-
tred communication and reduced family and volunteer
involvement.

What this study adds?

Many behaviours that contribute to preventing delirium
should be carried out as part of fundamental care*? but in
hospitals, these tasks are commonly under-valued and
carried out inconsistently.®10 In contrast, in the in-patient
hospice setting, we found fundamental care was highly
valued and, consequently, many delirium preventative
behaviours were carried out consistently. Similarly, in
Australian palliative care units a compassionate care cul-
ture was found to support delirium prevention.*® Other
settings could learn valuable lessons from specialist pallia-
tive care in this regard.

Although many preventative behaviours were carried
out during fundamental care, there were limitations due
to lack of specific attention to delirium prevention and
care. Clinicians did not routinely re-orientate all patients.
Routine assessment of delirium risk factors on admission,
and routine delirium screening, as recommended in
guidelines,3132 was not implemented. This was not seen
as part of fundamental, person-centred care delivery.
Clinicians may anticipate this would be too burdensome
for patients,*? but doctors’ review of existing clinical data
for risk factors that could be modified without intrusive
treatment could be beneficial (e.g. constipation and
medication).

In hospitals, high workloads influence poor delivery of
fundamental care and delirium prevention interven-
tions.** We found higher staffing levels and cultural
acceptability of spending time carrying out person-cen-
tred essential care, supported delirium prevention behav-
iours. This reflects the value placed upon fundamental
care at an organisational level.

Hospital-based studies report that essential care is
commonly viewed as HCAs’ role®4>46 and tasks seen as
everyone’s responsibility are poorly completed.*” In con-
trast, in the hospice setting, we found multidisciplinary
collaboration and engagement, including senior clinicians
role-modelling expected behaviours, supported delirium
prevention, in line with recommendations for promoting
team ‘buy in’.104448 However, when staffing resources
were reduced, there was a need for explicit negotiation of
role expectations, to ensure agreement, training and res-
olution of risk-related concerns, which have similarly been
identified as a barrier in other studies.*”4°
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There are limitations to delirium prevention in hospices
due to patients’ illness severity, symptoms of pain and
fatigue and unacceptability of more intrusive interven-
tions.** However, some limiting factors could potentially
be modified. Behavioural norms related to prioritising
patient comfort in palliative care®® limited preventative
behaviours. Similarly, a cultural norm of ‘tucking up’
patients has been identified as a barrier to ‘rehabilitative’
palliative care which aims to preserve independence for as
long as possible.5%52 We are not proposing changing the
underlying value of patient comfort, but rather, how clini-
cians’ behavioural norms could be developed, to achieve it
more fully.53 As delirium prevention has the potential to
reduce patient distress, it is relevant to care decision-mak-
ing aimed at patient comfort, but was rarely included. Our
previous interview studyl® recommended developing
team understanding of the role of delirium prevention in
reducing distress. This study also identified the need to
increase understanding, particularly for nurses and health
care assistants, of the benefit of continuing preventative
behaviours as patients’ illness progresses for example,
encouraging eating and mobilising. Green et al.*® suggest
staff’s motivation to enable these behaviours later in
patients’ illness trajectories, may increase with better
understanding of its link with delirium prevention.

As described in previous studies, medications associ-
ated with delirium risk were frequently used with the aim
of patient comfort.54-56 Sleepiness and some confusion,
were accepted as a trade-off for pain control. Re-framing
doctors’ and nursing staff’s understanding of these ‘side
effects’ as possible delirium symptoms could enhance
medication review. Valuable learning may be gained from
ICU, in which long-held practice norms of deep sedation
have been challenged through interventions reducing
delirium risk by enabling patients to be more awake, cog-
nitively engaged and physically active.!®

Our findings suggest that many delirium prevention
behaviours are carried out as part of fundamental care in
hospices. A behaviour change intervention should focus
on those aspects that could be improved:

- Prioritisation of specific delirium prevention
behaviours: Routine doctors’ review of delirium
risk factors on admission, including medication;
addressing patients’ cognitive needs so that
these are incorporated as part of fundamental,
person-centred care delivery.

- Increasing clinicians’ understanding of the benefit
of delirium prevention behaviours during patients’
illness progression to reduce distress.2°

- Changing staff behavioural norms to enable contin-
uation of preventative behaviours when possible.

This could be delivered through case study-based reflective
group learning with further sessions for clinician feedback
and reflection on putting this approach into practice.

Nursing and therapy leaders, as well as people with lived
experience of delirium, could be involved in intervention
delivery.2°

Important implications of our study findings for
patients and caregivers include that delirium prevention
has the potential to reduce patient distress and there is a
need to include it in care decision-making discussions
with patients and families.

Through our study, we have identified delirium preven-
tion behaviours, and influences upon them, that could be
targeted in an intervention for the inpatient hospice set-
ting. Next steps should involve further stakeholder consul-
tation regarding the modifiability of these behaviours and
the feasibility and acceptability of the strategies pro-
posed. Further studies to develop effective interventions
for both delirium prevention and management are
needed in palliative care contexts.

Acknowledgements

The authors would like to thank the staff and volunteers from
Dove House Hospice (Hull) and Saint. Catherine’s Hospice
(Scarborough) for participating in the study. We also thank the
members of the Delirium in Hospices Public Involvement Group
(University of York/Hull York Medical School) for their valuable
contributions to: developing sensitive approaches to consent
and observation in the hospice context; reviewing the observa-
tion guide and study findings.

Author contributions

The following authors made a substantial contribution to: the
concept or design of the work (IF, MJ, NS, TS, RK, RH, SC, RD and
GO); acquisition of data (IF, SC, RD and GO) and analysis and
interpretation of data (IF, MJ, NS and AB). IF drafted the article
and all other authors revised it critically. All authors approved
the version to be published.

Data management and sharing

Raw data are contained within this manuscript in the form of
participant quotes and fieldnote extracts. The corresponding
author is available to contact for further information. However,
further data about each specific data extract cannot be provided
due to the risk of re-identifying the participants involved.

Declaration of conflicting interests

The author(s) declared no potential conflicts of interest with respect
to the research, authorship, and/or publication of this article.

Funding

The authors disclosed receipt of the following financial support
for the research and authorship of this article: Imogen
Featherstone was funded by a National Institute for Health
Research (NIHR) Doctoral Fellowship [DRF-2017-10-063] for this
research. This paper presents independent research funded by
the National Institute for Health Research (NIHR). The views
expressed are those of the authors and not necessarily those of
the NHS, the NIHR or the Department of Health and Social Care.



Featherstone et al.

399

Research ethics and patient consent

The study received ethics approval. Further details of this, and
the informed consent procedure, are provided in the methods
section.

ORCID iDs

Imogen Featherstone
Miriam J Johnson

Alison Bravington

https://orcid.org/0000-0002-9042-7600
https://orcid.org/0000-0001-6204-9158
https://orcid.org/0000-0002-0680-2093

Supplemental material

Supplemental material for this article is available online.

References

1.

10.

11.

12.

13.

Watt CL, Momoli F, Ansari MT, et al. The incidence and
prevalence of delirium across palliative care settings: a sys-
tematic review. Palliat Med 2019; 33: 865-877.
Featherstone |, Hosie A, Siddiqi N, et al. The experience of
delirium in palliative care settings for patients, family, clini-
cians and volunteers: a qualitative systematic review and
thematic synthesis. Palliat Med 2021; 35: 988-1004.
American Psychiatric Association. Diagnostic and statistical
manual of mental disorders: fifth edition. Washington, D.C.:
American Psychiatric Association Publishing, 2014.

Siddiqi N, Harrison JK, Clegg A, et al. Interventions for pre-
venting delirium in hospitalised non-ICU patients. London:
The Cochrane Library, 2016.

Hshieh TT, Yue J, Oh E, et al. Effectiveness of multicompo-
nent nonpharmacological delirium interventions: a meta-
analysis. JAMA Intern Med 2015; 175: 512-520.

Ludolph P, Stoffers-Winterling J, Kunzler AM, et al. Non-
pharmacologic multicomponent interventions preventing
delirium in hospitalized people. J Am Geriatr Soc 2020; 68:
1864-1871.

Feo R, Conroy T, Jangland E, et al. Towards a standardised
definition for fundamental care: a modified Delphi study.
J Clin Nurs 2018; 27: 2285-2299.

Feo R and Kitson A. Promoting patient-centred fundamen-
tal care in acute healthcare systems. Int J Nurs Stud 2016;
57:1-11.

Inouye SK, Bogardus ST, Jr, Charpentier PA, et al. A mul-
ticomponent intervention to prevent delirium in hospital-
ized older patients. N Engl J Med 1999; 340: 669-676.
Godfrey M, Smith J, Green J, et al. Developing and imple-
menting an integrated delirium prevention system of care:
a theory driven, participatory research study. BMC Health
Serv Res 2013; 13: 1.

Siddiqgi N, Cheater F, Collinson M, et al. The PiTSTOP study:
a feasibility cluster randomized trial of delirium prevention
in care homes for older people. Age Ageing 2016; 45(5):
652-661.

Siddiqi N, Young J, House AO, et al. Stop Delirium! A complex
intervention to prevent delirium in care homes: a mixed-
methods feasibility study. Age Ageing 2010; 40: 90-98.
Featherstone I, Sheldon T, Johnson M, et al. Risk factors
for delirium in adult patients receiving specialist palliative

15.

16.

17.

18.

19.

20.

21.

22.

23.

24.

25.

26.

27.

28.

29.

30.

care: a systematic review and meta-analysis. Palliat Med
2022; 36: 254-267.

Hosie A, Phillips J, Lam L, et al. A multicomponent non-
pharmacological intervention to prevent delirium for hos-
pitalized people with advanced cancer: a phase Il cluster
randomized waitlist controlled trial (The PRESERVE Pilot
Study). J Palliat Med 2020; 23: 1314-1322.

Pun BT, Balas MC, Barnes-Daly MA, et al. Caring for criti-
cally ill patients with the ABCDEF bundle: results of the
ICU liberation collaborative in over 15,000 adults. Crit Care
Med 2019; 47: 3.

Featherstone |, Siddigi N, Jones L, et al. ‘It’s tough. It is
hard’: a qualitative interview study of staff and volunteers
caring for hospice in-patients with delirium. Palliat Med
2023; 37: 993-1005.

Bush SH, Kanji S, Pereira JL, et al. Treating an established
episode of delirium in palliative care: expert opinion and
review of the current evidence base with recommenda-
tions for future development. J Pain Symptom Manage
2014; 48: 231-248.

Lawlor PG, Rutkowski NA, MacDonald AR, et al. A scoping
review to map empirical evidence regarding key domains
and questions in the clinical pathway of delirium in pal-
liative care. J Pain Symptom Manage 2019; 57: 661-681.
e612.

Gagnon P, Allard P, Gagnon B, et al. Delirium prevention
in terminal cancer: assessment of a multicomponent inter-
vention. Psycho-Oncology 2012; 21: 187-194.

Michie S, van Stralen MM and West R. The behaviour change
wheel: a new method for characterising and designing
behaviour change interventions. Implement Sci 2011; 6: 1.
O’Brien BC, Harris 1B, Beckman TJ, et al. Standards for
reporting qualitative research: a synthesis of recommenda-
tions. Acad Med 2014; 89: 1245-1251.

Reeves S, Kuper A and Hodges BD. Qualitative research
methodologies: ethnography. BMJ 2008; 337: a1020.
Higginbottom G, Pillay JJ and Boadu NY. Guidance on
performing focused ethnographies with an emphasis on
healthcare research. Qual Rep 2013; 18: 1-6.

Connell LE, Carey RN, de Bruin M, et al. Links between
behavior change techniques and mechanisms of action:
an expert consensus study. Ann Behav Med 2019; 53(8):
708-720.

McEvoy P and Richards D. A critical realist rationale for
using a combination of quantitative and qualitative meth-
ods. J Res Nurs 2006; 11: 66-78.

Gobo G. Doing ethnography. London: Sage Publications,
2008.

Addington-Hall JM, Bruera E, Higginson 1, et al. Research
methods in palliative care. Oxford: Oxford University Press,
2007.

Guillemin M and Gillam L. Ethics, reflexivity, and “ethically
important moments” in research. Qual Inq 2004; 10: 261—
280.

Lofland J, Snow D, Anderson L, et al. Analyzing social set-
tings: a guide to qualitative observation and analysis. Long
Grove, lllinois: Waveland Press, 2022.

Hammersley M and Atkinson P. Ethnography: principles in
practice. London: Routledge, 2019.


https://orcid.org/0000-0002-9042-7600
https://orcid.org/0000-0001-6204-9158
https://orcid.org/0000-0002-0680-2093

400 Palliative Medicine 39(3)
31. National Institute for Health and Care Excellence. 43. Lawlor PG, Davis DH, Ansari M, et al. An analytical frame-
Delirium: prevention, diagnosis and management. CG103. work for delirium research in palliative care settings: inte-
Manchester: NICE, 2010. grated epidemiologic, clinician-researcher, and knowledge

32. Scottish Intercollegiate Guidelines Network. Risk reduction user perspectives. J Pain Symptom Manage 2014; 48: 159—
and management of delirium. Edinburgh: SIGN, 2019. 175.

33. Canadian Coalition for Seniors’ Mental Health. Guideline on 44, Conroy T. Factors influencing the delivery of the funda-
the assessment and treatment of delirium in older adults at mentals of care: perceptions of nurses, nursing leaders and
the end of life. Toronto: CCSMH, 2010. healthcare consumers. J Clin Nurs 2018; 27: 2373-2386.

34. Braun V and Clarke V. Using thematic analysis in psychol- 45. Kalisch BJ. Missed nursing care: a qualitative study. J Nurs
ogy. Qual Res Psychol 2006; 3: 77-101. Care Qual 2006; 21: 306-313.

35. Fryer T. A critical realist approach to thematic analysis: 46. Jangland E, Teodorsson T, Molander K, et al. Inadequate
producing causal explanations. J Crit Realism 2022; 21: environment, resources and values lead to missed nursing
365-384. care: a focused ethnographic study on the surgical ward

36. QSR International Pty Ltd. Nvivo (Version 12), https:// using the Fundamentals of Care framework. J Clin Nurs
www.qgsrinternational.com/nvivo-qualitative-data-analy- 2018; 27:2311-2321.
sis-software/home (accessed 7 December 2024). 47. Mudge AM, McRae P and Cruickshank M. Eat walk engage:

37. Atkins L, Francis J, Islam R, et al. A guide to using the an interdisciplinary collaborative model to improve care of
Theoretical Domains Framework of behaviour change to hospitalized elders. Am J Med Qual 2015; 30: 5-13.
investigate implementation problems. Implement Sci 2017, 48. Pentecost C, FrostJ, Sugg HV, et al. Patients’ and nurses’ expe-
12: 1-18. riences of fundamental nursing care: a systematic review and

38. Bravington A, Chen H, Dyson J, et al. Translating qualita- qualitative synthesis. J Clin Nurs 2020; 29: 1858-1882.
tive data into intervention content using the Theoretical 49. Grealish L, Chaboyer W, Mudge A, et al. Using a general
Domains Framework and stakeholder co-design: a worked theory of implementation to plan the introduction of delir-
example from a study of cervical screening attendance in ium prevention for older people in hospital. J Nurs Manag
older women. BMC Health Serv Res 2022; 22: 1-18. 2019; 27: 1631-1639.

39. Johnston M, Carey RN, Connell Bohlen LE, et al. Develop- 50. Kehl KA. Moving toward peace: an analysis of the concept
ment of an online tool for linking behavior change tech- of a good death. Am J Hosp Palliat Med 2006; 23: 277-286.
niques and mechanisms of action based on triangulation 51. Beeney-Bennett O. P-131 Healthcare professionals’ views
of findings from literature synthesis and expert consensus. of rehabilitative palliative care. BMJ Support Palliat Care
Transl Behav Med 2021; 11: 1049-1065. 2018; 8: A56—A57.

40. Green A, Hosie A, Phillips JL, et al. Stakeholder perspectives 52. Hospice UK. Rehabilitative palliative care: enabling people
of a pilot multicomponent delirium prevention interven- to live fully until they die. London: Hospice UK, 2015.
tion for adult patients with advanced cancer in palliative 53. Edberg M and Krieger L. Recontextualizing the social norms
care units: a behaviour change theory-based qualitative construct as applied to health promotion. SSM Popul
study. Palliat Med 2022; 36: 1273-1284. Health 2020; 10: 100560.

41. Smith D, Cartwright M, Dyson J, et al. Patterns of behav- 54. Wright DK, Brajtman S and Macdonald ME. Relational eth-
iour in nursing staff actioning the afferent limb of the rapid ics of delirium care: findings from a hospice ethnography.
response system (RRS):afocused ethnography. J Adv Nurs Nurs Inq 2018; 25: e12234.

2020; 76: 3548-3562. 55. De Vries K and Plaskota M. Ethical dilemmas faced by

42. Pearson M, Jackson G, Jackson C, et al. Improving the hospice nurses when administering palliative sedation to
Detection, Assessment, Management and Prevention of patients with terminal cancer. Palliat Support Care 2017;
Delirium in Hospices (the DAMPen-D study): protocol for 15:148-157.

a co-design and feasibility study of a flexible and scalable 56. BrajtmanS. Terminal restlessness: perspectives of an inter-

implementation strategy to deliver guideline-adherent
delirium care. BMJ Open 2022; 12: e060450.

disciplinary palliative care team. Int J Palliat Nurs 2005; 11:
170-178.


https://www.qsrinternational.com/nvivo-qualitative-data-analysis-software/home
https://www.qsrinternational.com/nvivo-qualitative-data-analysis-software/home
https://www.qsrinternational.com/nvivo-qualitative-data-analysis-software/home

