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Abstract

Context. Delirium is prevalent in the hospice population. Despite causing significant distress to patients and families, delir-
ium is under-recognised. There is a need to better understand delirium prevention and outcomes in this population including
people’s experiences of delirium-prevention strategies in different cultural contexts.

Objectives. To determine whether the "PRESERVE Aotearoa" delirium prevention intervention was feasible and acceptable
for Maori (indigenous peoples of Aotearoa/ New Zealand) and non-Maori patients with advanced cancer, their families (called
whanau in this paper), and clinical staff.

Methods. A qualitative semistructured interview substudy of a cohort PRESERVE Aotearoa feasibility study codesigned with a
Maori partner to ensure inclusion of Maori-centred values. The study was underpinned conceptually by He Awa Whiria (braided
rivers)—combining Western and Maori knowledges. Data were analysed using Hopwood and Srivasta’s framework.

Results. Twenty-six patients and their whanau, 21 clinical staff and five researchers from two stand-alone hospices in the
North Island, Aotearoa/New Zealand. Finding showed that, for the most part, participants considered the study interventions
feasible and acceptable. Inductive analysis resulted in four themes highlighting the importance to whanau of their participation
in the study: benefits of learning about delirium; the affirmation of the caregiver role and whanau-centred care; valuing funda-
mentals of care; and research as legacy.

Conclusion. This qualitative study found that it is feasible and acceptable to study multicomponent nonpharmacological
delirium-prevention interventions in Aotearoa/New Zealand hospice inpatient units. The study also highlights the value of
Maori-centred approaches and whanau involvement in these settings. ] Pain Symptom Manage 2024;67:327—336. © 2024 The
Authors. Published by Elsevier Inc. on behalf of American Academy of Hospice and Palliative Medicine. This is an open access article under the
CC BY license (hitp://creativecommons.org/licenses/by/4.0/)
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Key Message

This article describes the qualitative sub study of a
delirium-prevention feasibility study. The results show
that not only are delirium-prevention strategies feasible
in the hospice setting, but that making delirium and its
prevention strategies explicit as part of the study and
partnering with Maori colleagues meant that whanau
were able to contribute to patient care in ways hereto-
fore not realised. These findings highlight that study
design should consider cultural context for First
Nations people including how best to ensure interven-
tions are equitable and accessible as well as aligning
with palliative care philosophy.

Introduction

Delirium is a serious neurocognitive condition with
a prevalence of one in three people admitted to a palli-
ative care unit.' An episode results in poorer outcomes,
including increased falls, pressure injuries and mortal-
ity.” During advanced illness, delirium adds to overall
symptom burden and distress, complicates the clinical
assessment of other symptoms, and impedes communi-
cation.” In inpatient palliative care settings, the pre-
dominance of hypoactive delirium combined with lack
of routine screening and uncertainty about which
screening tool to use contributes to its under-
recognition.l’/l Once recognised, root causes of delir-
ium are not always reversible and there are no effective
pharmacological palliative interventions.”” While anti-
psychotics and benzodiazepines have long been pre-
scribed palliative interventions for patients with
delirium, there is increasing doubt about their efficacy
and safety. *’

New approaches to delirium in palliative care are
therefore called for. Prevention is one of the most
promising areas of enquiry, as nonpharmacological
strategies to optimise natural sleep, hearing, vision,
hydration, communication, orientation, mobility and
family partnership have reduced delirium incidence in
a range of hospital settings.” A recent Australian phase
two cluster randomised controlled trial of these strate-
gies (the "PRESERVE pilot study") found they were fea-
sible and acceptable in palliative care units, and hence
worthy of a definitive trial.”'’ However, simplification
of the PRESERVE intervention and more authentic
involvement of patients and their families were identi-
fied as essential, moving forward.”'?

Building upon learnings of the Australian trial, this
team undertook a single arm cohort study of a modi-
fied multicomponent nonpharmacological delirium-
prevention intervention in two hospices in Aotearoa/
New Zealand. The study aimed to determine whether
the "PRESERVE Aotearoa" intervention was feasible
and acceptable in this setting for Maori (indigenous

people of Aotearoa/New Zealand) and non-Maori
patients with advanced cancer, their families, and clini-
cal staff. In this study, we used the word whanau to pri-
marily denote family, while remaining mindful that in
its fullest sense, whanau encompasses the patient, staff,
community, and others.'" The PRESERVE Aotearoa
study used both quantitative and qualitative methods,
with this paper reporting the qualitative component.

Methods

Design

We undertook a qualitative interview study of the
feasibility and acceptability of a multicomponent non-
pharmacological delirium-prevention intervention that
was modified for hospice settings and cultural appro-
priateness for Maori. The study is reported here
according to Consolidated criteria for reporting quali-
tative research (COREQ)."”

Context

Aotearoa/New Zealand is an island nation in the
Southern hemisphere with a population of just over
five million people. Maori are 16.5% of the people,
and ethnicities of the remaining is European (70.2%),
Asian (15.1%), Pacific Islander (8.1%) and Middle
Eastern, Latin American and African (1.5%) (2018 fig-
ures).'” There are significant health inequalities in
Aotearoa/New Zealand, with Maori having a higher
incidence of cancer and chronic disease and poorer
outcomes, including significantly lower life expectancy
than the general population.'™'” Despite this, Maori
are underrepresented recipients of palliative care, cur-
rently reported to be just 13% of people using
Aotearoa/New Zealand hospices services. 1% This under-
representation may stem from many Aotearoa/New
Zealand palliative care services reflecting a European
background and culture; although, there are signs that
Maori trust and engagement in hospice care is increas-
ing through positive experiences and services respon-
siveness to whanau. '’ Moving towards equity I
supported by the New Zealand Palliative Care Strat-
egy,'” which recommends that palliative care services
have policies, linkages and coordinators focused on
meeting the specific needs of Maori.

Study Settings

The study was conducted at two hospice inpatient
units in Aotearoa/New Zealand. Hospices in Aotearoa/
New Zealand are notfor-profit, partly charitable-
funded organisations that provide free inpatient and
at-home care to patients with life-limiting conditions
and their families. Most patients (64%) cared for in
these settings have a cancer diagnosis.'”’
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Te Omanga Hospice in Lower Hutt serves an urban
population of approximately 157,000 people, of whom
18% are Maori."” The inpatient unit is a new purpose-
built facility with eight beds, although bed numbers
were reduced to four between March and August 2020
during the COVID-19 pandemic (with research proj-
ects paused for a further six months). Patients are
admitted to Te Omanga for complex symptom man-
agement or end of life care.

Waipuna Hospice serves Tauranga City and the West-
ern Bay of plenty population of approximately 188,000
people, of whom 19% are Maori. The inpatient unit has
nine beds, with one reserved for respite care. This unit
was closed for some of the study period due to COVID-
19: June to August 2020 before reopening with six beds,
then closing again August to September 2021. Both hos-
pice inpatient units are stand-alone, purpose-designed
buildings, with single soundproof rooms and sliding
doors opening onto private patios and gardens.

Participants

Participants of the cohort study were patients admit-
ted to either of the two hospice inpatient units who
were at least 18 years old, had a diagnosis of advanced
cancer, an Australia Karnofsky Performance Status above
20, and able to consent. Participants of the qualitative
study included patients who had received the PRE-
SERVE Aotearoa delirium-prevention intervention, their
whanau, and staff involved in any of the study processes.

Nonpharmacological Delirium-Prevention Intervention

The PRESERVE Aotearoa delirium-prevention inter-
vention had six domains: (1) preserving a natural sleep
pattern, (2) maintaining optimal vision and hearing,
(3) optimising oral hydration, (4) promoting commu-
nication, orientation, and cognition, (5) optimising
mobility and function, and (6) supporting family part-
nership, with each domain incorporating discrete strat-
egies (Appendix file). The intervention started
immediately after patient consent was obtained and
lasted for seven days. Whanau and staff were encour-
aged to document all prevention interventions on spe-
cially designed forms that were placed in patients’
rooms, which also acted as a prompt to undertake the
strategies. Delirium screening using the Nursing Delir-
ium Screening Scale (NuDESC)?" and certain orienta-
tion strategies (e.g., clocks, information whiteboards)
were instituted throughout the units (i.e., not just for
consenting patients) during the study.

Ethical, Cultural, and Conceptual Considerations

A Health and Disability Ethics Committee New Zea-
land approved the study on 31 July 2019 (HDEC num-
ber 19/STH/102) and research governance approval
was obtained from both study sites.

Tailoring of the study and intervention for the
Aotearoa/New Zealand hospices was informed by local
ethical, health policy and cultural considerations, as
well as by learnings about the need for simpler and
more family-inclusive processes from the related Aus-
tralian study.”""

A long-standing relationship between one site (Te
Omanga) and Kokiri Marae (a large Maori health pro-
vider with expertise in codesigning innovative research
projects) helped form a new partnership between CD,
a Kokiri Marae Maori researcher, and others in the
research team.”’ With leadership and guidance from
CD and Kokiri Marae, we sought to honour Maori val-
ues so that whanau would feel culturally safe and their
participation would be mana enhancing. Mana enhanc-
ing is a way of engaging with others that cares for
their emotional, spiritual, physical, and intellectual
dimensions.”**’

We drew on Te Ara Tika guidelines,”" as well as He
Awa Whiria (braided rivers).”” He Awa Whiria is a meta-
phor for the drawing upon both matauranga Maori
(Mzori knowledge) and non-Miori ways of knowing.”
The Maori concept of whakawhanaungatanga (creating
and strengthening relationships) also underpinned
our ways of working, together as the research team and
with whanau and staff of the hospice units.

CD codesigned the information and data collection
resources for the study. The resources were trialled
with a small group of whanau from Kokiri Marae prior
to study commencement (Fig. 1). Modifications
included a Patient Room Form (Fig. 2) with graphics
and simplified wording to support whanau understand-
ing and engagement with the delirium-prevention
intervention. Further, for the "promote communica-
tion, orientation, and cognition" domain, whanau were
encouraged to share their stories and memories, bring
in taonga (treasures) from home to stimulate patients
and their whanau to talk, reminisce and share what was
happening for them.

Recruitment and Consent

Recruitment posters were displayed in public spaces
of the hospice units at both sites. In keeping with the
concept of whakawhanaungatanga and considering
that many patients were acutely unwell on admission,
clinical staff first attended to the immediate needs of
patients’ and whanau. established trusting relationships
with them before introducing the PRESERVE Aotearoa
study, verbally and with the Study Information Pam-
phlet, usually within 48 hours of admission. Unit-based
research nurses (DG and AG) then introduced them-
selves and described the study in more detail to inter-
ested patients and whanau and obtained the written
consent of those who wished to proceed. As part of
study participation, patients and whanau were invited
to participate in an interview at the end of the seven-
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&
PRESERVE
AOTEAROA

Te Omanga Hospice is

taking part in research to
prevent delirium.

You are invited to
participate.

RN
AP/

Te Omanga Hospice T Kotahi Maori Asthme Trust

Te Whare Manaaki Tangata

PRESERVE |
AOTEAROA

DELIRIUM PREVENTION STUDY

Te Omanga Hospice is taking part in research
to prevent delirium.
You are invited to participate.

Delirium is common in very sick people; it starts
suddenly and causes confusion & disorientation
that can come and go. Simple things can help
prevent delirium, including:

PROMOTE SLEEP
Helping people with sleep

HEARING & VISION

making sure they wear glasses &
hearing aids if they have them

OFFER DRINKS
\ REGULARLY
Making sure they drink enough

ENGAGE IN
CONVERSATION

talking with them about what is
happening & how they're doing

e ENCOURAGE
"«*3{3 MOVEMENT
Q‘

helping them to keep moving

INVOLVING

6 FAMILY

involving whanau/family

o S~ i
1 IF r o\
1, N T

|
A hospice nurse will offer you more information if |
you are interested in taking part in this study.

Fig. 1. Study information pamphlet.

day intervention. Maori whanau were offered the
opportunity for a Maori researcher to explain the study
and to undertake the interview. In keeping with tikanga
(Maori customary practices), karakia (prayer) was an
integral part of interviews with Maori whanau. Reci-
procity was enacted by offering whanau interview par-
ticipants a koha (gift) [a supermarket gift voucher] as
acknowledgement of their contribution to the
project.”

Research nurses invited staff involved in the care of
study participants to participate in an interview and

obtained the written informed consent of those who
participated. Aligned with the feasibility and acceptabil-
ity study aim, academic researchers within the research
team (AC and AH) invited site researchers to partici-
pate in an interview about their experiences of the
study and its implementation.

Data Collection

AG and V] conducted audio-recorded interviews at
Waipuna hospice, DG, KB and CD at Te Omanga hos-
pice and site researcher interviews were conducted via
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PRESERVE Aoteroa Pilot Study.

Patient name:

Date:

DELIRIUM PREVENTION STRATEGIES

STRATEGIES

PROMOTE GOOD SLEEP

DAY * Room curtains open
¢ 5 2 « Time spent outside

N « No caffeinated drinks after 4pm
NIGHT

TICK IF YOU HAVE DONE OR OFFERED

THE FOLLOWING:

Room lights minimized / off

%/ 5\ « Hearing aids used? If applicable.
« Glasses used? If applicable.
VISION AND HEARING

¢ Encourage drinking

o Filled water jug

OFFER DRINKS REGULARLY

« Share what is happening for you

ENGAGE IN CONVERSATION

¢ Encourage patient to move around
in bed or walk

ENCOURAGE MOVEMENT

« Encourage patient / whanau to share their
stories and memories

« Encourage patient to talk and reminisce

LD I I

o

Te Omanga Hospice
s

Te W Mari T

Fig. 2. “Delirium prevention strategies” form for patients’ rooms.

Zoom. Whanau were interviewed in patients’ rooms
and staff were interviewed in a variety of nonclinical
staff spaces. Interviewers kept reflective notes following
interviews.

Data Analysis
The ethical, cultural, and conceptual approach
described above underpinned data analysis. A

contracted transcriber transcribed the data verbatim,
except for Maori interviews which were transcribed by
CD. KB and DG coded the transcribed texts, with CD
overseeing and contributing to coding of Maori inter-
views. This first level analysis was deductive and seman-
tic, directly addressing the question of feasibility and
acceptability of the research and explicit content of
data. Then, during a series of meetings with the wider
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research team (KB, DG, CD, V], AH, AC, AG) wherein
codes were critically discussed and reviewed through
an inductive process, we identified latent content of
these data. Rigor was maintained by multiple coding
and cross analysis of themes and by honouring whanau
voices. The core analysis team met fortnightly for 10
months via Zoom to review, refine and finalise themes
using Hopwood and Srivasta’s analysis framework; in
particular, by repeatedly asking the question: what are
these data telling us? *’

Te Hurihurihanga (Reflexivity)

Te Hurihurihanga was an iterative process where we
reflected at each stage of the research to ensure our
interpretations most closely reflected whanau voices.
By melding our varying expertise and broad skills from
both Maori and Western research perspectives (He Awa
Whiria), we were able to listen more attentively to each
participant and each other.” The authors are the site-
based research (and registered) nurses (DG and AG),
palliative medicine specialists who were the principal
site investigators (KB and VJ), an experienced Maori
researcher (CD), and palliative care nurse academic
researchers (AC and AH). All authors identified as
female except DG and were based in Aotearoa/New
Zealand at the time of the study, except for AH who
was in Australia. AH was a leading investigator of the
PRESERVE pilot study and thus brought comprehen-
sive insights into its Australian processes and findings
to the team. AC led the study until 2021 when she
returned to Australia, after which time V] became a
coprincipal investigator. CD has strong links with the
local Maori community and long-standing experience
and expertise in qualitative research.

Findings

Forty patients enrolled in the PRESERVE Aotearoa
study (20 at each site) between May 2021 and May
2022, with 51 interviews (22 at site 1 and 29 at site 2)
conducted during this period, averaging 13 minutes in
duration (range 2—67 minutes). Twenty-six interviews
were with patients/whanau, 21 with clinical staff, and
three with site researchers. Eight (20%) whanau partic-
ipants were Maori and no patients identified as Paci-
fika.

First, the deductive semantic level of analysis showed
that study processes, measures, and intervention were
for the most part considered feasible and acceptable by
participants. Patient and whanau participants
expressed how straightforward the study processes
were and how comfortable they felt, views that were
shared by hospice staff:

“No, no, I've been happy to take part in it. And it hasn’t
been intrusive in any way” (Patient 02/02)

“It was very easy. There were no hard questions or anything
that made me feel uneasy.” (Patient 01/20)

“Some families were really keen to do it. I don’t know that I
saw any family that wasn’t. I didn’t get any bad feedback
Jrom family at all” (Staff 01/01).

Although, some staff questioned the additional bur-
den the study may place on patients, as evidenced by
those who did not want to participate:

“We have asked some patients who have just said ‘no, it’s
Just too much, I just can’t do it, I can’t think about it’.” (Staff
01/05)

For some patient participants, despite being user
friendly, the relevance of the study to their circumstan-
ces was unclear:

“Most of it was. .. user friendly enough. It’s just I didn’t
think it particularly applied to me.” (Patient 02/08)

While for others, the "tick boxes" were considered
too simplistic and limiting. For instance, a whanau
member expressed how they wanted to contribute
more information:

“T wanted to write down more things, but I thought I don’t
want to confuse the situation.” (Whanau 01/07)

The inductive latent analysis generated four themes:
(1) Learning about delivium; (2) Whanau-centred care and
affirmation of the caregiver role; (3) Revaluing the fundamen-
tals of care; and 4) Research as legacy.

Learning About Delirium

Making delirium-prevention strategies explicit as
part of the process of completion of the study data-col-
lection had several effects not anticipated by the
research team. For many whanau being part of the
study was the first time they had heard about delirium
and therefore the educational component of study par-
ticipation was critical for them. Through the provision
of explanations and clear graphics explaining the strat-
egies on the introduction pamphlets and patient room
form, whanau were able to assimilate important infor-
mation about delirium and its prevention.

“We’ve had a lot of whanaw come in the room and we don’t
know what the delirtum is. So, the nice little blurb at the top is
great in terms of a nice explanation. .. and they look at it
because of the butterfly catches their eye. . .. But you know by
having this information in the room, supported us as a
whanauw to start doing the things to prevent the delirium. But
we wouldn’t have had a clue if that wasn’t in the room.”
(Whanaw 01/01 Maori).

Whanau found the visual prompts a useful trigger
for the prevention strategies and an aid to their aware-
ness of what might cause delirium. Staff and whanau
expressed that prevention strategies were things that
might easily be taken for granted.

“Just more aware of what is needed. Yeah, it was simple,
things that we would normally done, but because we had to
lick them off, we made sure each day. . . I mean, somethings we
take for granted; being reminded is quite good.” (Whanau
01/14).
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“These are things I sort of do automatically anyway.”
(Patient 02/04).

“I think all these things are actually important in helping
to prevent delirium, especially in people who are already
unwell. I sort of think that these are things that we should be
doing, delirium or not.” (Staff 01/02 Maori).

Whanau-Centred Care and Affirmation of the Caregiver
Role

Whanau who read study materials and became
actively involved in the recording of delirium-preven-
tion strategies for data-collection purposes expressed
how they felt affirmed in their carer role (whakamana)
as integral members of the care team:

“Like when you’re working with the nurses, and I'm learn-
ing too, all the time, when there’s an opportunity to learn to do
something better. . . Family feel helpless, ‘cause they don’t know
how to care, they’ve never done it before. These are little ways
that they can feel a part of helping.” (Whanau 01/07 Maori).

Where a patient had several whanau, the patient
room form ("tick box") could provide a mechanism for
sharing information and supported a shared approach
to preventing delirium, as this family member of a
patient expressed:

“The whanau knows to do the ticks as well, cause we’re all
here at different times. But I think it’s important that the
whanauw really contribute and support the stopping, the pre-
vention of the delirium.” (Whanau 01/01)

Clinicians expressed that the study processes and
prevention strategies facilitated a heightened aware-
ness of whanau-centred care including bringing signifi-
cant items from home to the patient’s bedside, as this
staff member conveys:

“One is just encouraging family members to bring photos or
books they like, or something that relates to them, into their
room, to make it their own.” (Staff 02/09)

Whanau welcomed prevention strategies as giving
permission to share stories, food, and bring in patient
belongings to create a familiar environment that fos-
tered whanau wellbeing. From a patient’s perspective,
having familiar treasures/taonga from home helped
their reminiscing of happy memories:

“It encourages me to remember the memories. . .to remember
the good times.” (Patient 02/18 Maori)

Patients valued the whanau-centred approach. For
the patient quoted below, discussion about delirium-
prevention strategies provided a mechanism to talk
openly about other significant matters, express their
feelings and, in turn, include and support whanau:

“It’s probably in a way made me open up a bit more about
how I'm feeling with family. ... From that aspect I think it
made them feel part of it too.” (Patient 01/02)

For clinicians, making delirium-prevention strate-
gies explicit often drew their focus towards a whanau
perspective. For the staff member below, the study

provided further opportunity to support whanau
agency by optimising cognitive function and indepen-
dence:

“If you keep taking away all these things, like if someone
comes in and we go ‘here’s your meal. . .oh no don’t make your
bed, we’ll do that’. . .and everything gets kind of taken away-
...your world kind of goes, becomes smaller and smaller. .. 1
think anything that we do that widens that for people, I guess
that’s how I see the delirium project.” (Staff 02/13)

For another member of staff, the social engagement
strategy was a prompt to continue to "see" the patient
as a person, promoting their intrinsic value even if they
developed delirium:

“And it’s a nice reminder to keep engaging with them as peo-
ple, even if those cognitive changes are occurring. Because just
to keep them orientated and to have a sense of value about them-
selves, you know, they’re not being written off.” (Staff 01/08)

Revaluing Care Fundamentals

Explicit conversations about delirium and the pre-
vention strategies led some patients and whanau to
apply their new knowledge beyond the study and the
hospice environment:

“It’s not just for someone who is ill. It just gives you encour-
agement to think about what you'’re doing at home as well.”
(Whanaw 01/16 Maori)

Clinicians also noted the potential impact of whanau
knowledge about delirium being translated into the
care at home:

“And I love that this project really involves families and
improved peoples’ understanding of delivium and prevention.
Because again, families take that back home with them.” (Staff
02/14)

Patients and whanau also found that the strategies
promoted taha tinana (physical well-being) for them-
selves in their daily lives at home, reinforcing self-care
strategies that might otherwise be overlooked:

“For myself, my children, and everybody really, because we
all have such crazy lives and sometimes, we forget about the
simple things of life, like regular drinking, or you know sleep-
ing, making sure we have good sleep.” (Whanau 01/16
Maori).

From the staff point of view, prevention strategies
reinforced care fundamentals. Given the hospice cul-
ture of holistic person-centred care, staff felt permitted
and legitimised in attending to the social engagement
strategy in their role focussing on the person, rather
than on associated tasks:

“And one of the good things about doing the research in the
hospice is that we put a value on spending time and having a
chat with our patients; and that chat is not just a casual
thing. It might seem casual, but it has a purpose.” (Staff 01/
08).

Whanau appreciated staff being able to combine
strategies in a holistic way, rather than isolating them
as separate tasks:
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“and they are always asking ‘would you like a drink?’ . ..
And they’ll sit and have a conversation with her about any-
thing in everyday and the flowers.” (Whanau 01/01 Maori)

The ease of access to the outdoors, sunlight and gar-
dens helped the exposure to natural light and facili-
tated the strategy to promote movement:

“It’s good to see family engage in all these things. One is
exercise; that’s something that I've asked family for help with.
It’s perfect having sliding doors onto their own patio and then
out into the wider garden. So, family can take their family
member with them.” (Staff 02/08)

Despite hospice staff being able to integrate the pre-
vention strategies into patient care, for some patients
the explicit focus on the strategies came across as
reverting to a task focus:

“Telling me over and over again that, you know, maybe
you need to go outside and go for a walk... I don’t need
reminding every five minultes.” (Patient 02/01 Maori).

Research as Legacy

Whanau commonly expressed altruistic reasons for
contributing to the research, for example:

“And if I can help, you know, other families and patients
in the future, yeah that’s a really good thing.” (Whanau 01/
07 Maori).

“If it makes a difference for other people and makes a differ-
ence to their quality of life, then I'm happy to have been
involved.” (Patient 02/20)

Staff expressed that research participation remained
important for some patients and a sense of purpose
was important, even in the last days of life:

“I think people are quite happy to be able to try and
do something to help other people in the same sit-
uation. .. They are quite excited to be involved in a
research study and may even be a bit disappointed that
they don’t have more to do than this.” (Staff 02/11)

Discussion

Our findings show that research into delirium pre-
vention is feasible in an inpatient hospice setting in
Aotearoa/New Zealand, even with a vulnerable patient
population. The study processes were not only feasible
and acceptable to participants, but also provided a
mechanism to build meaningful relationships (whaka-
whanaungatanga). For patients, talking about delirium
prevention encouraged sharing of concerns with their
whanau. For whanau, their involvement in the study,
administering and documenting prevention strategies,
allowed for a proactive caring role, centring them in
the care team and placing value on their contribution.
The sense of teamwork for hospice teams and whanau
was enhanced by shared resources and orientation
boards including space for messages. Working in part-
nership with whanau to meet physical care needs has
been described as fundamental to the provision of

palliative care in inpatient settings.29 For hospice staff,
delirium-prevention strategies were aligned with funda-
mentals of care more broadly and validated spending
social time with patients and whanau. This mana or dig-
nity-enhancing approach to care has been identified as
fundamental to caring” but is often in danger of being
eroded by limited time and stressors for staff in the
care environment.”' Participants valued the deliberate
inclusion of this mana-enhancing approach in patient
care plans.

Although palliative care affirms patient and whanau
as the unit of care,” this study helped to reinforce a
whanau-centred approach to care. As well as centring
whanau within the care team, there was also a sense for
them of belonging in the hospice space, encouraging
decoration of patient rooms with personal belongings
and sharing ka:i (food). Creating a personalised envi-
ronment for patients at end-oflife has been shown to
improve patient and caregiver satisfaction™ and create
opportunities to engage patients on a personal level
around illness and meaning.”* For hospice teams, the
central role of whanau led to consideration of how best
to include whanau in the hospice approach to care,
looking to actively share the caregiving role.

Alongside sharing care, making knowledge explicit
and sharing this was fundamental to adherence to pre-
vention strategies. In part, sharing knowledge created
opportunity for whanau to participate more fully in
patient care, but also led to information sharing within
the whanau and a shared, systematic approach to delir-
ium prevention. Whanau also noted that they applied
the knowledge they had gained from the study to their
own self-care. Prompts and resources for the self-care
of whanau caregivers are invaluable, as limited confi-
dence in self-care negatively impacts on caregiver
stress.”” For staff, the knowledge and care approach
prescribed by the study was relevant to the care of the
wider inpatient population which may support the sug-
gestion that care of this nature to prevent delirium is
“fundamental.”

A further finding was that whanau and staff mem-
bers often conveyed delirium-prevention strategies
using language such as “basic” and “everyday care.” At
the same time, however, staff participants also
expressed that these strategies were good reminders
for care. This suggests that staff are not always able to
implement the fundamental care they aspire to provide
and challenges the normative assumption “we do this
all the time.”

Although a selection bias has been identified in the
literature, whereby patients at end-of-life or with seri-
ous illness have often been excluded from delirium-
prevention studies,’® the opportunity to contribute to
the care of future patients was seen as important for
both patients and whanau in this study. Altruism and
awareness raising have both been identified as benefits
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for patients participating in palliative care research
with Chatland et al.,”” also noting that research can
provide a forum for caregivers to reflect upon and vali-
date the caregiving role. In fact, there was an eagerness
noted by staff for more activities related to the study
and a hunger for opportunities to "give back."

Our study confirms that whanau, who are already
engaged in the caring role, are eager for information
and education about delirium. We postulate that
whanau could therefore assist in the recognition and
the prevention of delirium in our patients and have a
key role in the management of delirium. Our study
also adds a Maori-centred approach to the investigation
of delirium prevention. The involvement of the local
Maori community in helping to develop resources for
this project may have led to the better uptake in partici-
pation than in the Australian trial, especially among
Maori whanau, with these comparative findings to be
published elsewhere.

Implications for Practice, Policy, and Research

Transfer of knowledge about delirium prevention by
whanau from the inpatient setting to home was noted
to be a potential benefit of the study and warrants fur-
ther investigation. A similar study in the community,
investigating whether delirium-prevention strategies
are achievable in the home setting may be the next
step for our research team. The local Maori community
are keen to be involved in a Kaupapa Maoriled
approach (for Maori by Maori) to such a community
research project.

Strengths and Weaknesses/Limitations of the Study

We collected data from two hospice sites on the
North Island of Aotearoa/New Zealand. We are aware
that those participants who had a positive experience
with the study and with the nonpharmacological delir-
ium-prevention strategies might have self-selected to be
interviewed.

Conclusion

This qualitative study indicates that it is feasible and
acceptable to study multicomponent nonpharmacolog-
ical delirium-prevention interventions in Aotearoa/
New Zealand hospice inpatient units. It also highlights
the value of Maori-centred approaches and whanau
involvement in these settings.
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Appendix

Appendix Table: Multicomponent delirium prevention intervention

Domains

Strategies

Implementation

1. Preserve natural sleep

2. Maintain optimal
sensory perception

3. Optimise hydration

4. Stimulate
communication,
orientation and
cognition

5. Optimise mobility

6. Family partnership

® Reduce noise outside patient rooms during 21:00-
06:00
® Normal day-night variation in room and unit lighting
® Exposure to natural light during daylight hours
® Schedule care activities to allow uninterrupted sleep
during the night
® Avoid caffeine after 4pm
Hearing: Assess hearingAssist with and re-inforce use of
hearing aids and special communication
techniquesVision:

o Assess need for visual aids (glasses, magnifying
lenses)

o Ifneeded, ask family to provide for the patient

o Assist with and re-inforce use of visual aids

Encourage oral fluids

Physical assistance with drinks and meals, as required

Drinking aids, as required

Be alert and respond to reversible causes of poor oral
intake within 24 hours e.g. nausea, vomiting,
drowsiness, sore mouth.

Communication:

Interpreter and translation for people for whom
English is a second language.

Orientation:

Greet the patient by name

Introduce self by name and role

Refer to person, time and place when talking with the
patient

Time aids in room e.g. watch, personal or wall clock;
wall, desk or electronic calendar

Update in-room whiteboards daily with date, day, place,
reason for admission, team member names, schedule

Minimise number of transfers to other beds or rooms
within the unit

Cognition:

Discuss current events with the patient

Encourage the patient to reminisce and talk

Encourage the patient to engage in cognitively
stimulating activities

Minimise use of tethers e.g. intravenous line, indwelling
catheter, drain, oxygen

Encourage and/or assist the patient to undertake
physical activity throughout the day according to their
capacity:

Level 0: No activity planned (state reason):

Level 1: Active range of movement exercises in bed
and/or sitting position in bed (e.g. regular bed
adjustment, assistance with re-positioning)

Level 2: Assistance to sit on the side of the bed

Level 3: Sitting out of bed in a chair, standing

Level 4: Walking (marching in place, independent or
assisted walking around room and unit)

Level 5: Attend inpatient gym, walking outside of unit.

Ask family about the patient’s baseline cognition

Inform the patient and family about delirium risk

Inform the patient and family about delirium
prevention strategies and invite participation

Room curtains/blinds are open during the day

Room lights are off or minimised at night

The person spends time outside during the day

The patient drinks no caffeinated tea, coffee or cola
after 4pm

The patient reports night-time sleep uninterrupted by
noise or care activities

The patient hearing was assessed

The patient wears functioning hearing aids

The patient has their vision assessed

The patient wears their glasses appropriately

The patient uses visual aids

The patient is encouraged to drink

The patient is assisted with meals

Drinking aids are provided e.g. straws, cup holders, cups
with lids, spouts, handles or grips

Intervention for reversible causes of poor oral intake
are in place

Interpreter is available and utilised

Orientating information is translated into the patient’s
native language

The patient can see the time in their room

The patient can see the day, date and month in their
room

The patient remains in the same bed location within the
unit

The patient discusses current events

The patient reminisces and/or talks about their life and
family

The patient spends time in cognitively stimulating
activities e.g. reading, puzzles, games, knitting, music

Cognitive stimulating activities are in the patient’s care
plan

The patient is free of tethers
The patient moves and/or exercises to their optimal
capacity

Family are asked about the patient’s baseline cognition
on admission

Delirium information brochure is provided to the
patient and family

Patients and family are verbally informed about
delirium

Patients and family are informed about delirium
prevention strategies and invited to participate
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Semi-structured interviews with patients and family
caregivers/Whanau

Eligible patients and family caregivers/Whanau who
are receiving care at the intervention sites will be invited
to participate in a sub-study. This will involve semi-struc-
tured interviews focused on their experience of the inter-
vention strategies (e.g. receiving information from staff
about delirium) and study measures, and whether they
found these to be feasible and acceptable. Interviews will
be designed to be brief (approximately 20-30 minutes).

The researcher will describe the intervention strate-
gies and delirium measures that the patient has received
(as per case report forms). Questions will include:

® Were these aspects of care reasonable and possi-
ble?

® Were these aspects of care acceptable to you?

® Were these aspects of care acceptable to your fam-
ily/Whanau?

® Do you have any suggestions about how these
aspects of care could be better delivered?

All interviews will be digitally recorded and tran-
scribed verbatim. Field notes will be completed immedi-
ately after each interview, noting relevant information
not captured on tape and summarising key points.

Staff and volunteer interviews

Staff and volunteers who give informed consent will
participate in an interview towards the end of data col-
lection. The interview will focus on their views about
the feasibility and acceptability of the intervention strat-
egies and delirium measures which they were involved
with.

Questions will include (with options for additional
comments/free text):

® What aspects of the intervention and delirium
measures were you involved with?
® Were these strategies feasible:

O For your patients?
O In this setting?

® Were these strategies acceptable for patients?

® Were these strategies acceptable for family mem-
bers?

® Were these strategies acceptable for staff and vol-
unteers?

® Do you have any suggestions about how these
interventions and delirium measures could best be
delivered:

O To your patients?
O In this setting?
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