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Abstract

Purpose During March 2021 to February 2022, within a local pandemic preparation and response phase in the
Northern Territory (Australia), the New Start Dialysis Transition Programme (NSDTP) extended usual
services by designing and implementing three activities aimed to support patients with kidney failure to
Live Strong after starting dialysis: a) incorporation of COVID-safe education at group health education
sessions, b) Frailty to Fit restorative physiotherapy and c¢) a COVID and culturally-safe, frailty-enabled
transport service. This qualitative study evaluated these initiatives within the broader socio-environmental
context.
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Original Research

Methods The study was guided by an evolved Grounded Theory approach. Feedback was gained from 61
participants, involving Aboriginal and Torres Strait Islander people with lived experience of dialysis care,
their family caregivers, health professionals and Indigenous Patient Reference Group members.

Main findings Multiple data sources and a related comprehensive thematic analysis generated six key
themes: 1) COVID-safe education delivery enabled family learning, was culturally respectful and strengths-
based; 2) physiotherapy was personalised and patients experienced enjoyment; and 3) the transport
service accommodated frailty needs and supported COVID safety needs. Participants also reported that
within the broader socio-environmental context Live Strong meant: 4) living with purpose and dignity; and
5) living for the family, culture and the Country. Thus, participants recommended that 6) health systems
could enable patients to ‘Live Strong’ by providing cultural understanding and patient safety across all
healthcare settings they used.

Principal conclusions Participants confirmed acceptability and recommmended sustainability of three
innovative services. These were designed, delivered and incorporated within usual care during the local
COVID pandemic preparation and response. Success was credited to service flexibility that prioritised
patient needs, family-inclusive care, and empathetic and respectful staff who had good cultural
understanding of kidney care and strong team collaboration. Participants also recommended health
systems to support the transferability of those success attributes to other healthcare settings.

Keywords: Aboriginal; Dialysis; End-stage kidney disease; COVID; Culturally safe; Live Strong

Highlights

« The Live Strong project was invited, designed and implemented within the context of an anticipated high
pandemic risk for patients within the Darwin, Northern Territory region. Aboriginal and Torres Strait Islander
people were leaders of this work, as patient-users (and research participants), in clinical service provider roles
and the Indigenous Patient Reference Group.

« The findings suggested that the study participants could identify ways that usually delivered Aboriginal and
Torres Strait Islander-led healthcare evaluated within the Live Strong project helped patients to ‘Live Strong’.

« Participants’ feedback invited the successful elements of this Live Strong project—transport, physiotherapy and
education—to be extended to other dialysis units they accessed.

Introduction can support holistic health needs (Cangini et al., 2019;
Aboriginal and Torres Strait Islander people live with a Hughes et al., 2018). In the Top End of the Northern
high burden of end-stage kidney disease (ESKD), which Territory, specialist dialysis service hubs situated in the
is kidney failure that is not survivable without dialysis or Darwin region have required remote-living patients to
transplantation, and they advocate for dialysis care leave their Country, homes and families (Hughes et al,
closer to their homes, which affords connections to 2019a). Social isolation, accommodation and transport
their Country, cultural practices and community who challenges, unfamiliarity of the location and the health
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system, language barrier and lack of access to culturally
safe amenities have been identified as compounding
challenges for patients and their family caregivers
(hereafter referred to as caregivers) (Cangini et al., 2019;
Hughes et al,, 2019a; Scholes-Robertson et al,, 2022).

In late 2019, Top End Renal Services (TERS)
commenced the New Start Dialysis Transition
Programme (NSDTP) to assist patients experiencing
vulnerability during the period of transitioning to long-
term dialysis treatment. To support health
optimisation, clients had access to health
management support from an experienced Aboriginal
and Torres Strait Islander Health Practitioner, three
nephrology specialist reviews and referral to
multidisciplinary healthcare at other locations. This
was offered within approximately 16 weeks, as this was
a reasonably expected period that patients aimed to
gain knowledge, confidence and mastery in their
clinical management. The NSDTP worked
collaboratively with the affiliated hospital dialysis unit
who delivered thrice-weekly, nurse-assisted
haemodialysis treatments, and the NSDTP

supported patients to develop pathways to self-

care dialysis, regional-based and remote-based
assisted dialysis, and assessment for suitability for
kidney transplantation. Thereafter, patients were
referred to a home dialysis training program or
continued with nurse-assisted haemodialysis. The
NSDTP was led by experienced Aboriginal and Torres
Strait Islander health professionals and its design was
informed by locally conducted consumer-partnered
health services research (Hughes et al., 2018; Hughes
et al,, 2019a; Hughes et al., 2019b; Hughes et al., 2019c).
From 1 January 2021 to 31 December 2021, 46 of 84
(55%) adults who commenced long-term

haemodialysis treatment at Royal Darwin Hospital
Dialysis Unit participated in the NSDTP.

‘Live Strong, COVID-safe and frailty free after
starting dialysis’ project

The COVID pandemic interrupted usual healthcare for
everyone in 2020. People with chronic health conditions
that lowered immune function, such as chronic kidney
disease and kidney failure, were vulnerable to COVID-19
illness and mortality if they acquired the novel
coronavirus (EL Karoui and De Vriese, 2022). Three new
service activities were designed and implemented to
maintain a COVID-safe healthcare and learning
environment for patients within the NSDTP (Figure 1).

The project had 46 NSDTP patients who consented to
concurrent research participation in the Live Strong
services and delivered by six project staff from March
2021 to February 2022. In brief, those services were:

a) COVID-safe education: COVID-safe and self-
management information relevant to people with

ESKD was integrated within quarterly group
education sessions and individual learning.
Education, delivered by an Aboriginal and Torres
Strait Islander Health Practitioner, included video
resources, booklets, COVID-safe practice
demonstration and confirmation of learning.

b) Frailty to Fit: This physiotherapy program was
delivered by a senior physiotherapist over 16
weeks. Frailty detection, documentation and physical
restorative care were offered as individual and/or
group exercise according to patient preference.

a) Live Strong Dialysis Patient Transport Service:

Transportation was specifically requested by
patients, so that those with either lower immune
function, frailty or service navigation challenges
could access NSDTP-related appointments around
demanding dialysis schedules. Additionally, staff at
the hospital dialysis unit requested an integrated
transport service to support clients’ health
maintenance through regular dialysis attendance
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2020

Live Strong, COVID-safe and Frailty Free after starting dialysis project

2021 2022

[Mar Apr May Jun Jul Aug Sept Oct Nov Dec lJan Feb][ Mar Apr May Jun Jul Aug Sept Oct Nov Dec][Jan Feb]

*PHD- .
01/2020;

09/2021; lockdown
01/2021; lockdown
02/2022; restricted
movement

During a pandemic, and within Public
Health Emergency Directives (PHD), people
with chronic health conditions need
continued access to usual health care in a
way that does not predispose additional
COVID- exposure, and to health care teams
who deliver care such as dialysis, and
urgentand emergency care

( coviD-safe education (n=46) |

[ Physiotherapy (1=20) |

Live Strong Patient Transport Service
n=1000 services offered over 100 days

Usual care (dialysis, education, health optimisation, care coordination, support to access dialysis closer to home) for

people at Royal Darwin Hospital campus for adults after starting dialysis

/ March 2020\ / July 2020 \
We knew Patients required ongoing access to usual

. " . care offered as thrice weekly hospital-
332,‘;;?;1‘,’;533;” basedhaemodialysis, the New Start
Dialysis Transition Program, and related
(PHD 01/2020). health care.

The highly transmissible Additional resources and service

July 2020-ongoing

We did this by

Patient-informed methodology
Governance was Aboriginal and Torres Strait Islander led,
Indigenous patientleaders guided, and health service

We needed supported.

s . We were committedto,
novel coronavirus causes capability, which we proposed as the “Live Delivering the activities through regular reflection and review,

B N

i » givers patient This was achieved by
leaders explained Live Strong meant...

Service flexibility that

Family-inclusive, culturally respectful, strength- ks 5
prioritised patientneeds

basedlearning
Personalised and enjoyable physiotherapy

COVID-safe andfrailty-enabled flexible Family-inclusie care

physical function (if needed),

iliness and mortality Strong, COVID-sofe and Frollty Prec ofter. Evaluating use of sevices and their impactby learning the transport Empatheticand
among personswith low starting dialysis project10: perspectives” of- respectful staffwho had
immune function 5 . ; X Patients further reportedthat Live Strong good cultural
(including dialysis 45 *Equippatients andamiy caregivers Patients and family-caregivers Lo meant understanding of kidney
d dentkid to avo!d CQVID-transmlss_lon Health professionals To live with purpose and dignity
993?5::59; ney 2. Enablefrail patients to rapidly improve Indigenous patientleaders Live for the family, culture, and the country. care

Research project staffwho deliveredthe activities

Strong team

3. Support health care access with
COVID-safe transportthat integrated
within usual dialysis and NSDTP health

Social distancing and
personal hygiene were
essentialto stop

Qualitatively reportingthe outcomes ofthe three new semvice

u
optimisation care. activities to the health care users, Indigenous patientleaders,
transmission health care professionals and research community. * See Table 1: Live strong qualitative study participants and related
data collection methods

Thus, patients recommended,
Health systemto enhance cultural
nderstanding and patient safety.

collaboration

Figure 1: Inputs, outcomes and learnings of the impact of three service innovations integrated within usual care during Northern

Territory pandemic response

and avoid compounding individual morbidity and
critical illness from missed dialysis treatments (and
hospital dialysis unit flow-on effects among the
broader client cohort of that unit by emergency
dialysis re-scheduling).

This study aimed to determine the acceptability and
suitability of the three innovative services mentioned
above. The key research questions were:

1. What does Live Strong mean to adults diagnosed
with kidney failure?

2. How can Live Strong patients be supported by
improving the services?

An Australian Indigenous health perspective was
sought since many patients were Aboriginal and Torres
Strait Islander people.
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Methods

Across an implementation and evaluation period of
March 2021 to February 2022, 46 patients who
accessed the NSDTP were eligible to participate in
the Live Strong project services (COVID-safe
education, physiotherapy and Live Strong transport).
Twenty-seven of those 46 patients (569%)
consented to participate in this study, which
employed a qualitative methodology (Mills and Birks,
2014). Purposive sampling (Gentles et al., 2015) was
used to recruit 61 participants comprising 27
patients, 10 caregivers, 4 Indigenous Patient
Reference Group (IPRG) members and 20 health
professionals. Feedback was gained through in-
depth interviews, the standardised local hospital
feedback forms, field notes and group reflective

discussions (Table).
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Purpose of data collection Data source

Data collection
method

Data collection
period and duration

Participants (N)

Process evaluation of the
quarterly scheduled group
education sessions (maximal
patient participation is one
session)

Evaluation of the overall
Live Strong project

Notes taken at group
education sessions
(three scheduled during
this evaluation period)

Hospital feedback forms

Evaluation of the overall
Live Strong project

In-depth individual
interviews

Notes taken at 4 Live
Strong team reflective
discussions

Notes taken at 3 IPRG
group reflective
discussions

Process evaluation of the
Live Strong project

Process evaluation of the
Live Strong project and
Indigenous governance
Process evaluation of the
Live Strong project and
Indigenous governance

Notes taken at 1-year
end group reflective
discussion

Face-to-face

Face-to-face

Telephone

Either virtual or
face-to-face
sessions*

Face-to-face*

Face-to-face*

All 27 patients and 10 caregivers were exposed to one group education session, whose feedback was recorded in field notes. Of those 27 patients and 10
caregivers, 11 patients and two caregivers provided perspectives of the service innovations through hospital feedback forms, and a further nine patients and
two caregivers attended in-depth telephone interviews. IPRG = Indigenous Patient Reference Group. *Participants eligible for more than one feedback.

March-October 2021 45
(2-3 hours) 27 patients (59.25%)
10 caregivers (90% female)
8 health professionals (who delivered
health information) (50% female)
September- 19
November 2021 11 patients (66.67% female)
(15-20 minutes) 2 caregivers (50% female)
2 IPRG members (50% female)
4 health professionals (50% female)

January-February 13
2022 (20-50 9 patients (22.22% female)
minutes) 2 caregivers (100% female)

2 IPRG members (50% female)
March-December 17
2021 (30-60 11 study investigators (80% female)

minutes) 6 project staff (50% female)
March-October 2021 10
(1.5-2 hours) 4 IPRG members (50% female)
6 project staff (50% female)
December 2021 1
(2 hours) 4 IPRG members (50% female)
2 study investigators (100% female)
5 project staff (40% female)

Table 1: Live Strong qualitative study participants and related data collection methods

The IPRG recommended in-person group ‘storytelling’
as the preferred way to collect data, as it allows
expression of Australian Indigenous knowledge that
fosters connectedness and reciprocity (Datta, 2018;
Pope and Mays, 2020). However, individual telephone
interviews were employed due to the local COVID
outbreak during the formal evaluation period of the
project (February 2022). In-depth qualitative
interviews were conducted with the participants,
using a Grounded Theory approach to allow for
culturally responsive and sensitive approaches to
explore participant experiences (Corbin and Strauss,
1990). To begin with, S.Z. asked an unstructured,
open-ended question to initiate the interview: ‘please
share your experience of the [service name. e.g.
physiotherapy]. An interview guide prompted further
feedback to gain deeper understanding of the

complexity associated with cultural understandings

and safety strategies for patients (Supplementary File
S).

To contextualise participant feedback, field note
observations were concurrently recorded. All field
notes were collected at the main study location (Royal
Darwin Hospital) when healthcare was delivered.
Notes were also taken at the Live Strong project’s
operational and Indigenous governance meetings to
inform how the services were delivered alongside
usual care. These meetings were hosted in-person,
when public-health directives permitted gatherings, at
a health research facility within the Royal Darwin
Hospital campus.

Data analysis
Data were deidentified, audio transcribed and coded

by a researcher (S.2.) and reviewed by the research

First Nations Health and Wellbeing — the Lowitja Journal, Volume 1, 2023 | 5



Original Research

team, where key themes and concepts were identified
as emerging from the data. An iterative process of
coding continued to identify patterns and connections
between different codes to refine understanding of the
six key themes. An evolved Grounded Theory approach
(Chun Tie et al.,, 2019) was used to generate key
themes through Thematic Analysis (Braun and Clarke,
2006). Evolved Grounded Theory captures
participants’ sociological perspectives on a
phenomenon that stems from personal experiences
and social interaction (Chun Tie et al,, 2019). The key
findings were shared with the IPRG members as part
of the project’s Indigenous Governance, and to seek
feedback in the context and relevance of their cultural

knowledge and patient expertise.

Ethics and Governance

The IPRG provided project leadership around
Indigenous Governance, Indigenous Data Governance
and advocacy for patients. Site-specific ethics
approval was granted by the Northern Territory
Government (RGO EFILE2021/12495), Menzies School
of Health Research Human Research Ethics
Committee (2021-4023) and Flinders Northern
Territory Human Research Ethics Committee (5582).
The study was also approved by an Aboriginal Ethics
Subcommittee that held power of veto over research
involving Aboriginal and Torres Strait Islander people.

Results

The findings of this study generated six key themes to
reflect what helped patients to Live Strong after
starting dialysis within the three new service activities:
1) COVID-safe education delivery enabled family
learning, was culturally respectful and strengths-
based; 2) physiotherapy was personalised and patients
experienced enjoyment; and 3) the transport service
accommodated frailty needs and supported COVID
safety needs. Patients also reported that within the
broader socio-environmental context, Live Strong

6 | First Nations Health and Wellbeing — the Lowitja Journal, Volume 1, 2023

meant: 4) living with purpose and dignity; and 5) living
for the family, culture and the Country. Thus, patients
recommended that 6) health systems could enable
patients to ‘Live Strong’ by providing cultural
understanding and patient safety across all healthcare
settings they used.

COVID-safe education delivery enabled family
learning, was culturally respectful and
strengths-based

Patient qualitative feedback suggested that self-
management education on transplant, dialysis and
controlling fluid overload was most helpful at both
individual learning and group education sessions.
COVID-safe education and practices were also
recalled by some patients who suggested that more
educational programs were needed in the community,
involving community leaders and health experts who
could speak Australian Indigenous languages. In one of
the three group education sessions delivered in 2021, a
Services Australia Disability Support Pension Assessor
was invited by the IPRG members, who explained how
to apply for a Disability Support Pension; this session
was highly valued by patients.

Study participants expressed that visual education
materials were their preferred ways of learning (e.g.
brief videos on kidney transplant). Some patients said
that they would like to have self-study materials
written in Australian Indigenous languages. Use of
pictures, large fonts, less words and plain language
were appreciated. Multiple patients explained that by
using ‘easy’ (uncomplicated) English words, health
professionals demonstrated respect, since English
was not a first language of many participants. Patients
also requested for repeat sessions to reinforce
information and extend their learning.

Group education sessions also included informal
caregivers. Field notes showed that both patients and
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caregivers enjoyed these sessions and actively
participated in all activities; this process acknowledged
the importance of family involvement in care and
promoted shared learning. Patients and caregivers
could celebrate COVID-safe learning milestones, as
patients were presented with a certificate of
demonstrated competency in COVID-safe hand
hygiene, mask use and social distancing. Another
important aspect of the group education sessions was
having a role model (expert patient within the role of
peer support) who explained their experiences of
training for home dialysis and being able to self-care.

Overall, patients appreciated the individual and group
education sessions and according to the hospital
feedback form that asked ‘do you have any
suggestions for improving what we do?’ provided

suggestions around more health information needs:

I want to know more about dialysis. What does the iron
injection do? | want to know how they work. (Patients

who are not vocal) - they want more feedback on how
kidney functions - they want to see their results. They

want information. (P6, hospital feedback form)

Physiotherapy was personalised, and patients
experienced enjoyment

Patient feedback suggested that the physiotherapy
program was enjoyable. Patients also reported that
personal strengthening guided by the physiotherapist
helped them to plan and achieve living with dialysis
closer to their home [remote location].

Making me stronger — the physio. Haven’t been to the
hospital for a while. [Want to] go home, do dialysis on
[remote island] — see family. (P11, hospital feedback

form)

One patient (P17) explained that group activities were

particularly fun and promoted community

engagement, as they interacted with patients from
different tribes. Most patients developed rapport with
the physiotherapist, which was a motivating enabler to
achieve their personal fitness goals. Participant
comments revealed that the physiotherapist was
empathetic and demonstrated respect (including

respect for their culture).

When | was sick, | lost my leg. | saw brother
[physiotherapist], and he helped me. And | am walking
now. (IPRGT, hospital feedback form)

Within the group reflective discussions involving
research staff, clinicians and IPRG, the physiotherapist
identified the importance of patient-staff
collaboration to support those good outcomes.
Furthermore, clinicians confirmed receiving positive
feedback from patients on the physiotherapy program,
and those outcomes complimented the role and
previously high functional support needs that were
referred to the kidney occupational therapy (who prior
to the Live Strong project was the only renal allied
health provider supporting physical function needs for
TERS). The IPRG members regarded the physiotherapy
program as the best component of the Live Strong
project, as it was showing results that helped patients
stay out of hospital (avoidance of acute admissions)
and patients were showing improved mobility. There
were a few suggestions to improve the program: one
patient requested to use an air-conditioned room
(given the humidity) and floor mats to support their
frail legs. Female participants also requested privacy
to exercise, explaining that it was culturally
inappropriate to exercise in front of other men.

The transport service accommodated frailty needs
and supported COVID-safety needs

The Live Strong Dialysis Patient Transport Service (Live
Strong bus) had some unique features that were
appreciated by all participants. They regarded the

First Nations Health and Wellbeing — the Lowitja Journal, Volume 1, 2023 | 7
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service as reliable, flexible and culturally respectful.
Participants reported the bus was mostly beneficial in
supporting patients and caregivers to attend the group
education and physiotherapy sessions. Drivers
telephoned patients to confirm pick-up location and
estimated arrival, which assisted patients to plan the
sometimes prolonged time to walk to the agreed
meeting area with their rollator frame and personal
equipment. The Live Strong bus was identified by
patients and caregivers as COVID-safe (e.g. hand
sanitiser, provision of masks, spacing a few passengers
across the whole 10-seater vehicle, regular wipe-down
of high touch points, log of carriage so that potential
contacts could be traced). The bus was also frailty-
enabled, with customised handrails and secure
stowage for low rollators and patients’ equipment.
Patients reported feeling physically secure with drivers
whose driving speed and care took account for their
physical vulnerability around fatigue, frailty and
balance. During the COVID-19 lockdowns, health staff
acknowledged the transport service’s effectiveness,
especially as there was much greater demand on the
existing hospital transport system. The service
supported patients who could not access other
transport, and therefore vulnerable to missing dialysis,
with consequent urgent out-of-hours emergency and
related dialysis care.

Overall, the Live Strong project was appreciated and
valued by patients and their caregivers.

I like how (physiotherapist) trains me and (Aboriginal
and Torres Strait Islander Health Practitioner) teaches
me about food. | feel happy about coming every time
[Tuesday]. Bus is good. He came and picked me... |
forget- so [I] need more info from (Aboriginal and
Torres Strait Islander Health Practitioner): how much to
eat, drink, keep me happy, not to worry too much. (P10,
hospital feedback form)

8 | First Nations Health and Wellbeing — the Lowitja Journal, Volume 1, 2023

Live Strong means living with purpose and dignity
Patients revealed how their illness impeded them
from living a meaningful life after starting dialysis. Most
reported that they could not work due to the severity
of their illnesses. There was a sense of identity loss
among patients when unable to work, support their
family, or worse, unable to do basic household chores
due to their frailties. Some patients expressed distress
as they saw themselves as a burden on their family
when unable to self-care. They explained that
practicing self-care was a way to show resilience and
maintain self-worth beyond their illness and related
disabilities; this demonstrated self-advocacy of
purpose. Having a partner or family was a major
motivation towards self-management:

I'm looking out for myself, I'm pretty tidy, | get up, | do
my things, you know. | get up, | do what every other
normal, you know, general housekeeping... You know,
and | can’t work anymore so | just make sure | have a
clean house. | wash my own clothes; | fold my clothes. |
got a girlfriend back there, you know, I've been keeping

my own house for, you know. So yeah. (P17, interview)

Creating or re-creating personal or social identity and
their maintenance also improved overall patient
satisfaction and wellbeing. For example, IPRG
members, who were at different stages in their lived
kidney care journeys, showed pride in having found this
new ‘job’ (employed in research as leaders of
innovative healthcare) of being able to advise and work
with the health service through authentic
representation of their people and culture. IPRG2
explained that being able to be identified as an IPRG
member, having the related project branded uniform,
and supporting healthcare access with the Live Strong
Dialysis Patient Transport Service with its empowering
and culturally significant logo were all significant
aspects of their role in promoting Indigenous
Governance and authority within the health system.
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The IPRG members had the wisdom of lived
experience as patients of the health service and could
share their experiences to further improve the NSDTP
program and help other patients to Live Strong. They
repeatedly requested more psychosocial support to
initiate a sense of purpose and meaning in life (e.g.
kidney appropriate cooking classes, art therapies,
outdoor education and physiotherapy sessions). These
findings also reflected the views of the patients on
their overall wellbeing.

Live Strong means living for the family, culture and
the Country

All patients explained that being with their family and
community were crucial to them. Being relocated for
dialysis access, they often had to stay apart from their
families to receive necessary kidney care; COVID-
related travel restrictions magnified this separation.
This took a major toll on most patients, as they missed
their family, homelands and bush food. Thus, having
family support in Darwin was reported as beneficial.

They (family) helo me, they hunt for me, they get some
bush medicine, and they encourage me. | get a lot of
encouragement from my kids and grandchildren, my
loved ones, you know. And it’s better for me to see my
grandchildren grow up next to me. And they cook for
me, like deer or kangaroo, all the bush feed and that,
even they bath me with some bush medicine. My
daughters-in-law or my daughter, they all take turns to

look after me. (P21, interview)

All patients wished they could get necessary
treatment closer to their homelands, and strongly
demanded capacity building within their own
community and health clinics. In the meantime,
participants suggested to ensure that regional
Aboriginal patients were receiving holistic kidney care
within the current metropolitan settings. Patients and
caregivers requested to improve the health system

culture and pay further attention to important social
determinants such as culturally appropriate food in
the hostels, more psychosocial supports within the
health system and fulfilling their cost-effective
housing needs.

Health system to enhance cultural understanding
and patient safety

All patients admitted that staff at the facility hosting
the NSDTP were respectful, friendly and
accommodating to their culturally appropriate health
needs. However, a few patients provided differing
feedback on care experiences at other clinical services
they used. They revealed that sometimes they were
not listened to, understood or believed when they
expressed their health needs to staff. Some patients
reported a personal experience of verbal abuse and
mockeries from health staff.

Regarding holistic health experience and treatment
safety, some patients reported poor memory, and one
patient attributed this to a treatment side-effect.
Based on their lived experiences, the IPRG members
reflected that all dialysis units could improve the
comfort of the dialysis chairs (that people sit in for four
or five hours each session) since patients experience
frailty and other symptoms of ESKD. They also
requested more security at the overall health facility
precinct, given that it was accessible by strangers; frail
patients were particularly vulnerable to unwanted
advances. Furthermore, patients wanted good COVID
safety measures within all the dialysis units where
they accessed care.

Well at the moment with renal it’s a bit hard. You know,
we're sharing a building with close contact and positive
cases, and then there’s the people that have tested
negative and we’re sharing the one dialysis unit. | mean
there should be a COVID-free dialysis unit just for
patients that don’t have COVID or haven’t tested

First Nations Health and Wellbeing — the Lowitja Journal, Volume 1, 2023 | 9
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positive or is not a close contact... we need a safe place
for, just a place for isolation just for renal patients. [The
COVID quarantine facility] is a bit too far for them [to be
quarantined and then to go to the dialysis unit for

treatments three times a week]. (IPRG4, interview)

Discussion

This study undertook a qualitative evaluation of three
service activities implemented in the Northern
Territory of Australia during the local COVID pandemic
preparation and response. Participant feedback
confirmed that family-inclusive education,
personalised physiotherapy, and COVID-safe and
frailty-enabled transport offered a culturally
appropriate person-centred healthcare program,
which demonstrated acceptability of the service
innovations and met many patient-identified health
needs. As per the Aboriginal chronic care and
wellbeing models, identifying patient needs within
their cultural context and meeting them accordingly
are key requirements to improved self-management
and health outcomes (Eklund et al., 2019; Garvey et al,,
2021).

Feedback from those who participated in the group
education sessions and reflections at the Indigenous
Governance meetings showed that patients strongly
valued opportunities to learn collectively with peer
educators, clinicians and caregivers. It was recognised
as a familiar Aboriginal learning process (Wilks et al,,
2020). Barlow et al. (2005) explained that participants
might express great enjoyment for collective learning,
as an opportunity to share common health experiences
in a reassuring, comfortable environment, and to learn
from and with each other. Feedback confirmed high
value and retention of knowledge from educational
information delivered with images, and uncomplicated
and easy-to-understand English. It is well documented

that Aboriginal people have a mastery of their own First
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Languages, but the persistent provision of healthcare
and healthcare resources in English alienate people
from effectively navigating the health system due to
language and cultural barriers (Kerr et al., 2022). It was
also confirmed, in field observations, that adults with
ESKD who are living with related morbidity (e.g. type
two diabetes, post dialysis fatigue) experience
additional learning challenges to visual, auditory and
cognitive processing (Torreggiani et al., 2022). However,
these challenges can be overcome with show and
share, teach back, Indigenous languages translation,
visual learnings and voice amplifying devices, which are
used throughout usual care at the NSDTP. These
equity-enabling learning tools support effective and
impactful delivery of health-enabling messages in a
way that being culturally relevant within this patient
group demonstrated mastery in how those supports
were positively utilised. Both current study and broader
literature suggest that these health practices
demonstrate respect (Cox and Simpson, 2020;
D’Antoine et al., 2019; Queensland Health, 2015). When
suggestions for improvement were sought within this
qualitative study, it was found that reinforcing
information was helpful for those who experienced
transient or memory challenges due to their change in
illness and related treatment; Torreggiani et al. (2022)
also support these findings.

The goal of promoting self-management is to improve
self-efficacy and indirectly reduce burden on the
health system; this study found that the Live Strong
project was able to achieve this at multiple levels. Field
notes suggested that service flexibility, team efforts,
empathetic staff and rapport with patients were the
key facilitators to this health outcome. Furthermore,
COVID-safe education sessions assisted dialysis
patients to be safe during the pandemic, which was
crucial, as patients with kideny failure were more
susceptible to COVID-19 transmission and infections
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due to low immunity (EL Karoui and De Vriese, 2022).
These findings confirm that coordinated, respectful,
tailored and flexible care can prevent avoidable
hospital admissions and improve patient health
outcomes (Battersby et al,, 2010; Eklund et al., 2019), as
was demonstrated by the Live Strong project.

While the Live Strong project and related staff received
positive feedback from participants, the study findings
suggested that when asked to provide suggestions to
improve care, patients recommended that the broader
health system needed to strengthen cultural
understanding and support patient health beliefs.
Overt and covert racism are experienced by Aboriginal
and Torres Strait Islander people in all parts of life,
including within healthcare settings, which are proven
determinants of poor health and wellbeing (Falls and
Anderson, 2022). Patient and caregiver feedback
suggested that such incidents perpetuated mistrust
and disrespect towards the overall health system and
hampered patients’ Live Strong journey; therefore,
more needs to be done to promote cultural safety
within the broader health system (Cox and Simpson,
2020).

All patients were asked what Live Strong meant to
them. Responses suggested that at an individual level,
Live Strong meant building and retaining personal
identities that displayed dignity, self-worth and
promoted independence. The IPRG members
explained that more meaningful and culturally
appropriate self-management education sessions and
patients’ active engagement in the decision-making
process could help achieve these outcomes. Literature
suggests that identity, meaning and empowerment are
important components of personal recovery journey
(Leamy et al., 2011), and relevant to Aboriginal patients’
wellbeing in their health journey transition to living

(and surviving) with long-term dialysis care.

Patient participants also expressed their needs of
unimpeded ability to practice their cultural traditions,
beliefs and values. Their feedback confirmed that the
health system, family and culture all played crucial
roles in how patients sought health information and
care, utilised services, managed their health, and
engaged with care that cumulatively supported health
and wellbeing. It is acknowledged that Aboriginal and
Torres Strait Islander people are inherently tied
through ancient ancestral family lines to their Country
(Garvey et al,, 2021; Gee et al,, 2014). Country is healing,
and Aboriginal people and Torres Strait Islander people
in turn exercise care and custodianship over Country;
healing is practiced through the expression of their
culture. Hence, while living with kidney failure, First
Nation peoples of Australia still exercise cultural
practices and strongly desire unimpeded access to
their Country. This is very spiritually challenging to a
person’s wellbeing when physically sustaining dialysis
is not accessible on their Country. These findings
explain Live Strong project’s value proposition, which

was strongly supported by patient perspective.

Study strengths and limitations

It is acknowledged that phone interviews were used to
gain feedback from patients and caregivers, and were
utilised in preference to focus groups, which were not
permitted due to the Public Health Directive in place at
that time of the research and evaluation cycle (Figure 1).
The telephone interviews were likely to underestimate
strength of observational feedback from participant
facial expressions, body language and interactions.

There were several strengths of the study. The design
and implementation of three service innovations was
intentionally strengths-based according to an
Aboriginal health worldview, and these principles
carried into the research evaluation. Best research
practice for culturally appropriate qualitative research
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conduct was incorporated, consistent with
recommendations by D’Antoine et al. (2019) and by a
different government-funded health provider than the
setting of this health service innovation (Queensland
Health, 2015). During the study period (2021-2022),
important and urgent patient feedback was always
relayed back to the clinicians and hospital
management through pre-established usual care
governance processes. This ensured uninterrupted
patient safety and care optimisation.

The project employed research staff who accepted
clinical-cultural-research mentoring as needed for
their roles; patient feedback reflected that delivery of
those innovative services by the healthcare team
demonstrated staff capability to provide professional
high-quality healthcare with respect, empathy and
supported patients’ goals-based care. Overall, this
study demonstrated that Aboriginal and Torres Strait
Islander people, as patients and health professionals,
successfully led and delivered a culturally respectful
model of care in a challenging time (COVID-19
pandemic). This provides evidence and
encouragement of future approaches to design,
implement and evaluate service innovations as often
as are needed (Supplementary File S2).

Conclusions

The qualitative evaluation of the Live Strong project
confirmed that participants regarded all three service
activities implemented within the COVID-pandemic as
effective and culturally safe. Patients who experienced
both immune-suppression and frailty due to kidney
failure highly valued the services. Findings confirmed
that patients gained knowledge and demonstrated
capability in kidney health optimisation, self-
management and self-advocacy. The pre-existing
healthcare program (NSDTP) demonstrated a capacity
to integrate additional services that were valuable to
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both patients and the healthcare team, and to position
Aboriginal and Torres Strait Islander people’s self-

determination to achieve considerable health gains.
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