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ARTICLE INFO ABSTRACT
ATH'C’_E history: Background: Among Aboriginal children, the burden of acute respiratory tract infections (ALRIs) with
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follow-up one-month following discharge, which provides an opportunity to screen and manage persis-
tent symptoms and may prevent bronchiectasis. Medical follow-up is not routinely undertaken in most
centres. We aimed to identify barriers and facilitators and map steps required for medical follow-up of
Aboriginal children hospitalised with ALRIs.
Methods: Our qualitative study used a knowledge translation and participatory action research approach,
with semi-structured interviews and focus groups, followed by reflexive thematic grouping and process
mapping.
Findings: Eighteen parents of Aboriginal children hospitalised with ALRI and 144 Australian paediatric
hospital staff participated. Barriers for parents were lack of information about their child’s condition and
need for medical follow-up. Facilitators for parents included doctors providing disease specific health
information and follow-up instructions. Staff barriers included being unaware of the need for follow-
up, skills in culturally responsive care and electronic discharge system limitations. Facilitators included
training for clinicians in arranging follow-up and culturally secure engagement, with culturally responsive
tools and improved discharge processes. Twelve-steps were identified to ensure medical follow-up.
Interpretation: We identified barriers and enablers for arranging effective medical follow-up for Abo-
riginal children hospitalised with ALRIs, summarised into four-themes, and mapped the steps required.
Arranging effective follow-up is a complex process involving parents, hospital staff, hospital systems and
primary healthcare services. A comprehensive knowledge translation approach may improve the follow-
up process.
Funding: State and national grants and fellowships.
© 2021 The Authors. Published by Elsevier Ltd.
This is an open access article under the CC BY-NC-ND license
(http://creativecommons.org/licenses/by-nc-nd/4.0/)

* Corresponding author: Pamela Laird, Perth Children’s Hospital, 15 Hospital Avenue, Nedlands, WA 6009, Australia. Tel.: +61 8 6319 1614.
E-mail address: Pamela.Laird@health.wa.gov.au (P. Laird).

https://doi.org/10.1016/j.lanwpc.2021.100239
2666-6065/© 2021 The Authors. Published by Elsevier Ltd. This is an open access article under the CC BY-NC-ND license (http://creativecommons.org/licenses/by-nc-nd/4.0/)


https://doi.org/10.1016/j.lanwpc.2021.100239
http://www.ScienceDirect.com
http://www.elsevier.com/locate/lanwpc
http://creativecommons.org/licenses/by-nc-nd/4.0/
mailto:Pamela.Laird@health.wa.gov.au
https://doi.org/10.1016/j.lanwpc.2021.100239
http://creativecommons.org/licenses/by-nc-nd/4.0/

P. Laird, R. Walker, EJ. Gill et al.

Abbreviations

ALRI Acute lower respiratory tract infections
WA Western Australia

ATSI Aboriginal and Torres Strait Islander
GP General Practice doctor

AHP Aboriginal Health Practitioner

SMS Short Message Service

ALO Aboriginal Liaison Officer

RESEARCH IN CONTEXT

Evidence before this study

There are large differences in health outcomes and life
expectancy between Aboriginal and non-Non-Aboriginal Aus-
tralians, as recently highlighted by a Lancet editorial that ex-
pressed ‘a feeling of déja vu’, finding the 2018 Closing the
Gap report on health of Aboriginal people in Australia’ ‘ut-
terly disappointing’. Contributors to this gap include respira-
tory diseases such as bronchiectasis; the life expectancy for
Aboriginal people with bronchiectasis is 20 years less than
for non-Aboriginal people. Aboriginal children experience dis-
proportionately higher rates of both acute and chronic respi-
ratory disease and higher rates of hospitalisation for respira-
tory disease. Aboriginal children who are admitted with acute
respiratory infections are particularly vulnerable to develop-
ing chronic respiratory disease, namely, bronchiectasis. How-
ever effective follow-up and treatment of persistent symp-
toms may prevent bronchiectasis. While national guidelines
recommend medical follow-up 3-4 weeks post discharge
from hospital, there are currently no widespread strategies to
follow up Aboriginal children in Australia.

We conducted a PubMed and OVID search for studies
published between 12 March January 2001 and 12 March
2021 with search terms (Indigenous OR Aboriginal OR First
Nations) AND (child OR children OR paediatric OR pedi-
atric) AND (lower respiratory tract infection OR pneumonia
OR bronchiolitis OR chest infection) AND (hospitalisation OR
follow-up OR post-hospitalisation OR medical follow-up) AND
(persistent symptoms OR bronchiectasis). We searched arti-
cles published in all languages.

Added value of this study

We demonstrated that arranging effective post-
hospitalisation follow-up for Aboriginal children is a complex
process involving parents, hospital staff, hospital systems and
primary healthcare services. We identified key barriers and
facilitators for parents and staff for effective follow-up, which
included the need for culturally responsive care, provision
of health information in a culturally secure way and health
systems changes. Twelve key steps were identified as being
necessary in the process from admission to discharge and
then medical follow-up.

Implications of all the available evidence

Comprehensive knowledge translation initiatives, which
addresses the identified barriers and facilitators, may im-
prove the follow-up process by empowering families to seek
medical follow-up and equip hospital staff with skills and en-
vironment to provide culturally responsive care to Aborigi-
nal children. Careful implementation and evaluation of the
strategies will provide insight into potential solutions to the
current gap in respiratory health outcomes for this group of
children and potentially narrow the elusive health gap be-
tween First nations and non-First Nations people in Western
countries.
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1. INTRODUCTION

Aboriginal children have higher rates of hospitalisation for acute
lower respiratory tract infections (ALRI) and experience more se-
vere disease [1] than non-Aboriginal children in Australia regard-
less of where they live. [2] In Western Australia (WA), the burden
is particularly high, with admission rates for ALRI's and pneumo-
nia 7+5 and ~14 times higher respectively, in Aboriginal children
compared to non-Aboriginal children. [3]

Aboriginal children are at high risk of developing chronic lung
disease post-hospitalisation. Two studies found that 15-19% of First
Nations children hospitalised with ALRI have bronchiectasis within
18-months of discharge from hospital. [[4],[5]] Specifically, those
with a persistent wet cough at 3-4 weeks post-discharge post-
bronchiolitis have significantly higher risk of a future diagnosis of
bronchiectasis. [5]

Australian national guidelines for Aboriginal children recom-
mend primary care follow-up at four-weeks post-hospitalisation to
screen for and manage persistent wet cough, if present. [[6],[7]]
The recommended management of children with a chronic wet
cough (>4 weeks) in the absence of pointers to alternative causes,
is to prescribe appropriate antibiotics i.e., treatment of protracted
bacterial bronchitis, so as to ameliorate development of bronchiec-
tasis. [6]

There are currently no state-level hospital policies for routine
follow-up of Aboriginal children hospitalised with chest infections.
Therefore, there is a need to develop and implement strategies for
effective post-hospitalisation follow-up for this at-risk group. For
long-term success, strategies implemented should be developed
with a comprehensive and integrated approach, based on identified
barriers and facilitators, which draw on local knowledge of both
Aboriginal families and hospital staff. [8] Hence, our aims were to
(i)identify the barriers and facilitators and (ii)map the steps re-
quired for following-up Aboriginal children hospitalised with AL-
RIs.

2. METHODS

We used a knowledge translation and Aboriginal driven [9] par-
ticipatory action research design. [10] The participatory action re-
search approach was selected to ensure Aboriginal perspectives in-
formed and transformed existing biomedical paradigms. [10] The
project represents the first phase of a larger knowledge translation
study, which applied the Consolidated Framework for Implementa-
tion Research (CFIR) [11] to investigate the effectiveness of imple-
menting strategies, based on the identified barriers and facilitators
identified in this paper.

As part of the CFIR process, widespread external stakeholder
consultations were undertaken prior to data collection. External
consultations included the Aboriginal Medical Services (Kimber-
ley and Pilbara regions, i.e., two northern most regions of WA
where approximately 40% of the population are Aboriginal), Abo-
riginal Health Council WA, a non-government, not for profit organ-
isation supporting state-wide Aboriginal controlled primary health
services, a rural primary care health support organisation, and the
WA Country Health Service which provides primary and secondary
level care to regional WA.

2.1. Framework for interview questions and coding

The process for developing interview questions was based on
our previous work, [12] where both parents and primary care clini-
cians highlighted the need for improved follow-up mechanisms for
children hospitalized with ALRI and following external stakeholder
input. Semi-structured questions were refined between two qual-
itative researchers. Following analysis of all interview data, iden-
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Table 1
Interview question guide to conduct parent interviewers
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Question

Theme

. What did the doctor/nurses tell you when you were in the hospital?
Did the doctor or other staff explain to you about lung health?
. What did you know about lung health in children?

ONOUAWN =

. Did the doctor or other staff talk to you about your child’s condition and the need to follow-up in a month?

Did the doctor explain medial information in a way you understood? What would help improve understanding?
. What is it like coming to the hospital when your child is sick? (Do you feel safe or scared?)

. Did you feel okay about talking with the doctors/nurses? How can we help improve things for families?

. What can the hospital staff or system do to help you see a doctor in 1-month?

1. Knowledge

2. Skills (of hospital staff)
3. Hospital environment and processes

9. What things might make it hard to follow-up with your doctor or AMS when you leave the hospital?

10. Did you feel your Aboriginality or your child’s Aboriginality affected anything while you were at the hospital?

11. Did you feel comfortable to ask your doctor questions?
12. Did you feel listened to or understood by doctor/nurse?

4, Beliefs and attitudes

Table 2
Interview question guide to conduct with hospital staff
Question Theme
1. What do you need to know/do to provide health information to families and arrange follow-up for Aboriginal Knowledge
children admitted with ALRI?
2. What would prevent you providing health information to Aboriginal parents and arranging follow up?
3. Do you feel confident in providing health information to Aboriginal families and arranging follow-up for Skills

Aboriginal children admitted with ALRI? What skills do you need?

4, What do you think are the barriers to providing health information and arranging follow-up for Aboriginal
children hospitalised with ALRI? (i.e., lack of awareness, skills, knowledge, lack of training)

w

on board medical information and attend follow-up?

[=2]

. Are there factors within the hospital setting that could be a barrier or facilitator for Aboriginal families to take

. What processes or policies would assist or prevent with arranging follow-up?
7. Who is best placed to provide health information to families and arrange follow-up?

Hospital environment and processes

Beliefs and attitudes

tified themes were allocated to the questions. i.e., 1. Knowledge,
2. Skills, 3. Hospital environment and resources and 4. Beliefs and
attitudes. (Table 1 and Table 2). The themes were selected by the
researchers, based on the best-fit, to capture succinctly and effi-
ciently the key issues surrounding patient care and follow-up.

2.2. Focus groups with staff

Staff were presented with an outline and rationale of the pro-
cess required to facilitate follow-up for Aboriginal children with
ALRIs, by a senior member of the research team who was also a
consultant respiratory physician at the hospital and known to the
participants. Staff were then given “a brief”, i.e.,

- Aboriginal children hospitalized with ALRIs are at risk of de-
veloping chronic lung disease and there is currently no routine
follow-up arranged. The solution: Hospital staff will facilitate
primary care follow-up at 1-month. To facilitate follow-up at
one-month:

o Clinicians need to give parents/carers lung health infor-
mation in a culturally secure way, including the need for
follow-up.

o Follow-up needs to be arranged through discharge instructions
being sent to primary healthcare clinic/clinician

Barriers and facilitators were then identified and discussed re-
garding the required procedures. Staff were asked two key ques-
tions:

1. What are the barriers to you/your team arranging follow-up?
2. How can follow-up be facilitated by your team?

2.3. Interviewers for interviews and focus groups

The interview team consisted of five researchers in total: a fe-
male physiotherapist (PL) with expertise in Aboriginal qualitative

research, a male Aboriginal Health practitioner (JW), a male res-
piratory physician (AS), a female qualitative researcher with ex-
pertise in Aboriginal research (RW) and a registered nurse and
knowledge translation research expert (FG). Interviews and focus
groups were conducted by at least two members of the research
team with either audio recordings or written notes (as preferred by
participants). Issues related to confidentiality, interview bias, role
designation, power imbalance and assumptions influencing partic-
ipants were discussed and resolved within the research team.

2.3.1. Interviews with parents

Semi-structured individual interviews were conducted with par-
ents/carers of Aboriginal (henceforth respectfully termed parents)
of children hospitalised with ALRI. JW was available for all par-
ent interviews to ensure the cultural integrity for parent inter-
views. The interview process for parents first included an infor-
mal yarn, (Aboriginal term for informal conversation to first es-
tablish context, content, and trust about both the family and the
researchers). The parents were then provided with lung health in-
formation, using a flip chart, with an explanation of the child’s
ALRI and the link to development of chronic lung disease following
ALRL [13] Table 1 outlines the framework for the semi-structured
questions.

2.3.2. Staff interviews and focus groups

Knowledge of provision of culturally secure health information
and the importance of clinicians arranging medical follow-up one-
month post discharge were investigated. Staff were first provided
with the rationale for arranging follow-up for Aboriginal children
hospitalised with ALRI. Following this, semi-structured questions
were asked. (Table 2). All staff approached for interview or focus
group agreed to participate. One participant subsequently with-
drew consent, due to concerns at their identifiability due to being
Aboriginal.

The Consolidated Criteria for Reporting Qualitative Research re-
porting guidelines were followed. [14] Ethical approval was granted
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STEP 1:
Familiarisation

with data

Recorded interview transcribed verbatim
(PL).

Written notes from interviews without
recording consolidated between two authors

STEP 2:
Generating initial
codes

Initial codes generated by one

researcher (PL) and checked by a
second researcher (RW). Verified by
third and fourth researcher (AS, FG)
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STEP 3:
Identification of

subthemes and
themes from codes

Looked for similarities in concepts
within codes and grouped to sub-
themes (PL, RW)

¢ Identified four themes from

and verified where necessary (PL, RW)
* All transcripts read in their entirety multiple
times by two researchers (PL, RW)

subthemes (PL, RW, AS)

STEP 6:
Producing the

STEP 5:
Defining and

final report naming themes

Visual figure of codes, sub-themes .
and themes with relationship

between each theme finalised (PL,

RW, FG)

Theme names finalised (PL, RW)

STEP 4:

Reviewing
subthemes and
themes

popoop
go go
| B |

* Theidentified subthemes and themes were
reviewed by a fourth researcher (FG)

* Development of thematic map (PL)

¢ Compared themes to transcripts (PL, RW, FG)

¢ Exemplar quotes found which conveyed the
codes and subthemes (PL, FG, RW), verified
(AS)

Figure 1. Steps of thematic analysis

1
ACQUIREDATA == /

Data from all interviews and
focus groups from parents
and staff and information
gathered by external
stakeholders was included

Thematic analysis of data
generated key themes, with six
clear processes identified from
the point of patient admission
to medical follow-up at one-
month post-hospital discharge

by allocating and sequencing all

core componentsto a timeline

3
PROCESS DATA

Closer analysis identified 12
essential steps required
throughout the 6-phases of
the patient journey

Data was illustratedin a
timeline graphic to depict
the 6-phases and 12-steps

4
VISUALISE DATA

_ g

Figure 2. Knowledge mapping process

from the WA Aboriginal Health Ethics Committee (HREC 920) and
the Child and Adolescent Child Health Service Ethics Committee
(RGS 3220). All participants provided written, informed consent.

The study was conducted between October 2019 and Decem-
ber 2020 in the only paediatric hospital in WA. The hospital has
298 beds and provides paediatric care to children aged 0-16 years.
WA is large, (26 million square kilometres) with most of the state
classified as very remote. Four percent of the State’s population are
Aboriginal, a third of whom are aged <15 years. More than 60%
of the Aboriginal population live outside metropolitan Perth in re-
gional or remote settings. [15]

External stakeholders were consulted prior to hospital data col-
lection to provide insight into regional service delivery, primary
care follow-up mechanisms and logistics, and to better understand
the needs and processes of state-level primary health care.

2.3.3. Selection criteria and recruitment

Parents of Aboriginal children hospitalised with ALRI were re-
cruited during their child’s hospitalisation. Parents were invited to
participate in an interview during their child’s hospitalisation. The
invitation for the interview was suggested by the researcher. Prag-
matically the interview occurred either at the time of recruitment
or later during the child’s hospitalisation, depending on the prior-

ities of the parent/child and the hospital staff caring for the child.
Hospital staff involved in caring for Aboriginal children with ALRIs
were recruited via departmental meetings or by verbal or email
invitation.

Purposive sampling was used with both criterion and snow-
ball sampling [16] techniques to ensure a representative sample of
parents was recruited. Similarly, the same technique was used for
recruitment of clinicians and administrative staff, to represent all
staff integral to influencing effective follow-up.

Sample size estimation is detailed in the supplement. Recruit-
ment for both groups (parents and hospital staff) continued until
information saturation was achieved for each group i.e.,, no new
information or themes were evident. [17]

2.3.4. Data collection and analysis

Data from recorded interviews were transcribed verbatim.
Hand-written notes were transcribed and crosschecked between at
least two researchers (PL, JW, AS, RW or FG). Inconsistencies were
discussed until consensus was reached or clarified with the inter-
viewee when necessary. Reflexive thematic analysis, using deduc-
tive and inductive analysis [18] was undertaken to map themes
by identifying codes and then sub-themes and agreed by the re-
searchers using an iterative process. Key steps required to ensure
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Table 3

Summary of consultations with external stakeholders
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Theme

Subtheme

Specifics

1. Knowledge

3. Skills

1-1 Primary care clinicians identified
need to know how to manage children
and recognise chronic wet cough

1+2 Hospital staff need to ask parents
about Aboriginal status

1-3 Hospital staff to ask parents for local
clinic details

3.1 Liaison between hospitals and
primary care is needed following
discharge of children with ALRI

Local clinicians need training in best practice guidelines.
Easy access to guidelines to existing updated guidelines.

- Promote use of existing electronic training module.

Create and promote use of /listening to podcasts.

« Aboriginal status is not being asked and patients are not

being identified.

Question of “Local doctor” being left blank, so summaries not
being sent. Change way question is asked to “Where is your
local clinic?” as local doctors change regularly and are not
assigned to patients.

- Have a primary care liaison person in clinics to liaise with

hospital about follow up for children.

3+2 Expert input locally

3. Environmental context and
resources

2+1 Discharge summaries

23 Schedule appointment

- Ensure Specialist contact for local clinician provided to allow
for any direction, clarification, or advice.

« Discharge summary not arriving in a timely way.

« Discharge summary needs clear instructions for local
clinicians with clear summary of management and link to
training and guidelines.

- Improve system for timely discharge summary completions.

Make appointment for local follow-up while child still
inpatient.

medical follow-up were mapped, based on the identified barriers
and facilitators, according to knowledge mapping processes. [19]

2.3.5. Analysis of data

Thematic analysis was undertaken in a step-wise process,
which was consistent to the process outlined by Creswell et.al.
[20] Figure 1 describes the systematic process and attributes re-
searcher contributions.

Trustworthiness is outlined in the supplement

2.4. Knowledge mapping

Knowledge mapping [20] was undertaken using a process with
four process steps based on Vail. [[19],[21]] The processes are out-
lined in Figure 2. The mapping process forms part of the CFIR
framework to ensure all stakeholders are engaged and their needs
are considered in the planning and organizing of the implementa-
tion process, complexities within the health system are accounted
for to maximise both knowledge translation and its sustainability.
[11] The knowledge map creation included identification of (i) all
key people, i.e., child, parents, hospital clinicians, clerks, primary
care doctors, (ii) key knowledge (iii) key resources (iv) process flow
from beginning to end to ensure all essential elements were iden-
tified, and (v) identification and minimization of knowledge gaps.
The mapping process was undertaken to promote knowledge trans-
lation within the health system for the implementation and evalu-
ation phase of the larger project, using the CFIR framework.

Role of the funding source: This project was supported by the
Western Australian Health Translation Network and the Australian
Governments Medical Research Future Fund (MRFF) as part of the
Rapid Applied Research Translation Programme. The grant cov-
ered all direct research costs associated with the project including
patient recruitment, data collection, production of health literacy
tools and data analysis. PL’s role in this project was funded by a
grant from the Perth Children’s Hospital Foundation. No payment
or funding was made to write the manuscript by a pharmaceutical
company or other agency.

3. RESULTS
External stakeholder findings are summarised in Table 3.
3.1. Demographics

Eighteen parents (16-female) aged 18-59 years, of children hos-
pitalised with ALRI, were represented from the state’s six ma-
jor health regions, i.e., metropolitan Perth, South-west, Goldfields,
Mid-west, Pilbara and Kimberley. Within the regions, families from
both towns and remote Aboriginal communities were interviewed.
Table-4 outlines demographics for parents. Figure 3 represents the
flow of parents recruited for interview.

The 144-hospital staff interviewed (11-focus-group discussions
[138-participants] and six-individual interviews) included doctors
(paediatricians, respiratory physicians, Aboriginal services coordi-
nator Aboriginal health practitioner, primary-care liaison), nurses,
physiotherapists, and clerks. Clinicians and clerks from the hospi-
tal varied in experience (new trainees to specialist clinicians with
>30 years expertise) and ethnic backgrounds (Aboriginal and non-
Aboriginal). Interview duration 10-30 minutes.

3.2. Findings

Key barriers and facilitators for parents and staff are sum-
marised in Table-5,6,7 and 8 respectively. We identified four
themes [(i)Knowledge, (ii)Skills, (iii)Hospital processes and envi-
ronment and (iv)Beliefs and attitudes)] derived from 11 and 13-
subthemes and 40 and 38-codes for parents and staff respectively
(Figure 4). We report parents and hospital staff themes together.

4. PARENTS
4.1. Knowledge
A lack of health knowledge was a key barrier for parents to

attend medical follow-up one-month post hospital discharge. Lack
of clinician knowledge about culturally responsive engagement and
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Figure 3. Codes, subthemes and themes for parents to attend and hospital staff to arrange medical follow-up 1-month post discharge for ALRI in children

Parent barriers and enablers

The Lancet Regional Health - Western Pacific 15 (2021) 100239

Staff barriers and enablers

Codes Subthemes Themes Subth Codes
Too many doctors in room Clinicians not aware of risk to
Aboriginal children
Doctors talking to each other in front Staff
of patient 1 ey = Training for clinicians on Aboriginal
: v"v°f Medical lung health
Disempowerment — cultural nowl
responsive ki d e‘,’ge of Cultural knowledge of staff
Parent belief of being shamed by inicians
staff or feel shame care | Provide staff with training in
culturally responsive care
Cliniclans rushing Knowledge
No health information given to
Lack of health knowledge Parent health parents
No health information given to literacy Clinicians to teach parents about
parents. lung health and need for follow-up
Clinicians normalising cough Unaware of interpreter service or
symptoms Parent health need to ask ifinterpreter required
literacy Staff
Use of culturally relevant tools L ledge of Clerks not asking Aboriginal status
B
Use of simple language culturally Clerks not asking local clinic details
responsive care correctly
Doctors to give health information to
parents Lack of training in culturally
responsive care
Clinicians not listening or believing
parents Provide staff with rationale to
icatit provide to parents
Clinicians dismissive of parent Corpmumcattl:n
concerns parery Telephone contact from unlocked
Use of complex medical terminology Skills Cis
Communication (hospital
Clinicians to slow down when with parents - Lack of skills in culturally responsive
engaging with parents staff) Cultural skills < e
Clinicians to invite questions from e
rents ;i cci
= Admissions |_I| Timing of ascertaining patient
Clinician to listen to parents process information from parents
Framing of questions to parents No Aboriginal status drop-down box
Clinician to build trust with parent No ALRI drop-down box with auto
Cultural skills populated discharge instructions
Limit number of clinicians per room
B DiSCharge || Discharge summary instruction not
Regional parents do not have a process e
designated primary care doctor Admissions Complexities of requirements for
Timing of ascertaining patient process Y,
information from parents 10am discharge policy of hospital
Discharge summary instructions not 1 Electronic discharge system
sent to local dinic/not sent on time
History of forcible removal of
o sppoiaterant schied el Discharge Hospital iginal children
Parents forgets to make an process processes Cultural safety ' Aboriginal flags
appointment and of envi
envi gl and
Discharge information sent to local capacity of non-Aboriginal workforce
primary clinic and hospital on time
Lack of policy for ALRI 1-month
Aboriginal art and flags on wards > Cultural safety ,,.bw_:: %
of environment
Provide Aboriginal liaison Follow-up || primary care follow-up in 1-month
process
Book follow-up appointment at time SMS reminder
of discharge Follow-up
rocess Clear hospital policy
SMS reminder for appointment in 1- p Provide
month culturally % Develop flip charts and pamphlets
Parents experience prejudice or secure health IN| Ensure tools are readily available
radsm literacy tools
other staff should give
Parents percelve staff as prejudiced Staff information to parents
Oifferent hospital experience Prejudice and perception of fi— Excessive demands on busy staff
depending on skin colour racism other staff
Staff may have biased prejudice
Provide training for staff on impact against Aboriginal people
of racism on health
Doctors have credibility and are ;:I:‘ parents will feel blamed by
respected Beliefs and
=y = attitudes | |  Staff belief ' Belief parents will feel discriminated
frSI00y, L EORChIe FamON O (staff and about parents against by staff
children
Garst L ) Belief about langua| oficiency of
; u
Hospital is a scary place perception of parents e g
Hospital s a stressful hosprtal
Provision of Aboriginal staff in Staff prejudice
hospitals Parent of parents
Parent belief of being shamed by perception of
staff or feel shame self
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FAMILY

9. Parent to understand

about their child’s lung

health and the need for
medical follow-up

1. Child admission to
hospital

2. Parentto feel safe
— in hospital
(22

DISCHARGE

HOSPITAL CARE SUMMARY

3. Hospital to identify child is

Aboriginal

4. Hospital (clerk) to update

6. Hospital doctor to
complete discharge
HOSPTIAL
instructions to
primary care clinic

summary and include [ culturally secure way
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11.Parentto take
child to local primary
care clinic for review
at 1-month

Y
w2
LOCAL: FAMILY
PRESENTS

f i’

LOCALCLINIC
TREATS

8. Hospital doctor to
advise parentin a

10. Hospital to send
parent SMS text
reminder to follow-
up with primary
careclinic

12. Primary care
clinic doctor to
review child and
treat per clinical
guidelines 1-month

to follow up in
1-month with primary

local prima(y care clinic on care clinic -} postdischarge
sl | B e M T2
primary care clinic
5. Hospital clinicians to e
provide h'i)gh quality medical g
care to facilitate follow-up
Figure 4. Steps required to facilitate medical follow-up 1-month post hospitalization for ALRI.
Table 4
Demographics of parents interviewed
ID Number Age of child Diagnosis Relationship to child Aboriginality of parent Location
(in years)
1 0.6 Bronchiolitis Mum (non-Aboriginal) Mid-west
2 9.8 Acute exacerbation of Mum Aboriginal Kimberley
Bronchiectasis
3 1.1 Bronchiolitis Mum Aboriginal Pilbara and Metropolitan
Perth
4 1.4 Viral Induced Wheeze Mum Aboriginal Metropolitan Perth
5 1.1 Bronchiolitis Mum Aboriginal Kimberley
6,7 2.4 Pneumonia Mum & Dad Aboriginal Mid-west
8 0.9 Bronchiolitis Mum Aboriginal Metropolitan Perth
9 1.8 Bronchiolitis Mum Aboriginal Metropolitan Perth
10 2.8 Viral Induced Wheeze Mum Aboriginal Metropolitan Perth
11,12 0.4 Bronchiolitis Mum & Dad Aboriginal Metropolitan Perth
13 9.0 Aspiration Pneumonia Mum Aboriginal South-west
14 10.6 Chronic Lung Disease Mum Aboriginal Goldfields and
South-west
15 1.2 Bronchiolitis/ Pneumonia Mum Aboriginal Metropolitan Perth
16 0.11 Acute bronchiolitis Foster Mum Aboriginal Metropolitan Perth
17 7.4 Acute exacerbation of Grandmother and leader in Aboriginal Kimberley
Bronchiectasis remote community

18 3.2 Recurrent bronchiolitis Mum Aboriginal Kimberley

care, with clinicians rushing, talking amongst themselves was also
a barrier. Some parents reported previous doctors’ normalisation of
cough symptoms (i.e., “wet cough is normal") also prevented their
medical help seeking. However, parents reported culturally respon-
sive engagement and provision of health information using simple
language and teaching tools facilitated their attendance for medical
follow-up.

4.2. Skills

A common barrier reported by parents was poor communica-
tion skills of clinicians with parents, i.e., clinicians not listening,
dismissing parent concerns, using complex medical terminology, or
failing to explain their child’s health condition, resulting in par-
ents feeling disempowered to ask questions. Parents stated clin-
icians who engaged with parents in a culturally responsive way,
e.g., built trust, limited the number of doctors in the patient room,
took time during consultations, invited questions, and listened to
parents facilitated them to attend follow-up.

4.3. Hospital environment and processes

Several parents reported that discharge summaries did not
reach their local clinics, and therefore local clinicians were not
able to action follow-up. Parents suggested that the hospital could

schedule appointments and send SMS reminder-texts to facilitate
medical follow-up. Lastly, parents thought the hospital environ-
ment could be more inclusive of Aboriginal people if Aboriginal
flags and art were clearly visible throughout.

4.4. Beliefs and attitudes

Some parents believed being Aboriginal negatively affected the
way hospital staff engaged with them. Several parents felt discrim-
inated against based on their race. The barriers facing parents are
contextualised with hospitals being viewed as a “scary” place for
Aboriginal people, due in part to the historical forcible removal of
children and belief that hospitals were places where people died.
Feelings of insecurity, fear or being overwhelmed, were reported as
hindering parents’ communication and likelihood of asking ques-
tions. Parents expressed the need for Aboriginal staff to improve
their cultural safety and for cultural training for non-Aboriginal
staff. Lastly, some parents expressed that doctors’ authority was
respected and information given to parents by doctors was highly
regarded.

5. STAFF

All staff approached for interview or focus group agreed to par-
ticipate. One participant subsequently withdrew consent, due to
concerns at their identifiability due to being Aboriginal.
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Table 5
Barriers for parents to follow-up with their child hospitalised with ALRI post-discharge
Theme Sub-theme Code Exemplars
1. Knowledge 1-1 Many doctors in room Mum 4: “When the doctors ... come into your room - there are so many doctors all

Staff knowledge of
culturally responsive
care
Doctors talking to each
other in front of
patient and family
Disempowerment

Parent belief of being
“shamed” by staff or
feel shame

Clinicians rushing

1.2 No health knowledge
Parent health
literacy No health information
or explanations
given to parents by
clinicians

Clinicians normalising
cough symptoms

2. Skills 2+1 Staff
(hospital communication
staff) with parents

Clinicians not listening
or believing parents

Clinicians dismissive of
parent concerns

Use of complex
medical terminology
by Clinicians

3. Hospital Regional parents do
processes not have a
and designated primary
environment care doctor

3+1 Admissions process

standing around and talking about bubba and you don’t have any clue what they are
saying...us black fellas...feel shame to speak up. And you don’t know what'’s going on.
And they don't ask you what you think.”

Mum 3: “When they (doctors) do the rounds, they all talk amongst themselves, and you
have no idea what is going on.”

Mum 2: “Many parents they won't ask - they are afraid to ask... a mum from up
north...would just nod at everything the doctors said.”

Mum 1: “The doctors don’t help...A lot of doctors’ ridicule. They think they know
everything. And they don't listen.”

Mum 10: “And I don’t know if doctors don’t listen because I am a single mum with 3
children. They say to me: ‘Oh are you struggling’ and that makes me feel like they are
saying it's me with the problem and not that the kids are sick...I was going around
and around in circles. They just fob it off a lot.”

Mum 2: “The physiotherapist didn’t really approach (child) in the right way. (child) was
scared and had shame and she would hide... I don’t think the staff understand about
what it is like for Aboriginal people coming from a remote community. The ways the
staff talk can make us feel unwelcome and shamed."”

Mum 2: “Some of the (physiotherapists) would rush and force her and she would get
very frightened.”

Mum 4: “I didn’t know what was wrong with her breathing or that she needed
follow-up at the clinic when we left.”

Mum 2: “When (child) came in with pneumonia when she was 5 weeks old...There was
no information on what I needed to do...I was never told she was at risk. Now she
has bronchiectasis and if I had known, I could have got her followed-up...”

Mum 3: “My son...has been in and out of hospital his whole life...you are the first
person to ever talk to me about lung health and his lungs. I would have thought with
my son being born with lung disease from prematurity that we would have had
follow-up arranged and information given... but I would have thought it would be
more of a priority.”

Mum 3: “If they are going to take him off high flow, they just take him off. They
don’t tell me what the process is - for instance — we are going to take him off high
flow, go to regular oxygen and then this is when we are thinking of sending you
home. Instead, I have no idea what the timeline or process is. They just took him
straight off and I am not clear... A lot of the time you don’t want to ask.”

Mum 6: “I have been in hospital a lot with (daughter) for her breathing... this is the
first time anyone has properly explained to me about what to look for when we go
home...Nobody ever worried about her coughing before. They all just say that it’s
normal for her to cough as she was born so early.”

Mum 4: “...we get admitted and nobody listens to me... it makes it so stressful.”

Mum 2: “I felt some of the staff were not so good at listening to us. It felt very much
like it had to happen the hospital way and we were not getting heard.”

Mum 10: “When he was sick, I went to the doctor and they just kind of fobbed me
off. They didn’t take it seriously that he was sick ... I still just feel like I don’t get
listened to...”

Mum 11: “A lot of the time I feel like they are not listening...And I feel like they think
I am overly anxious... but I know the difference and I am his advocate...If I wasn’t
insisting, I worry that they would have sent me home and he would have
deteriorated”

Aboriginal co-researcher case notes: “Some families say to me they don’t see the point
in following-up with (primary care doctor) because doctors dismiss them. Then they
end up in hospital with bronchiolitis and they can’t breathe. So, they think there is no
point in going back as he will dismiss them again.”

Mum 10: “No I wouldn’t go back to the (primary care doctor), because I went to him
in the first place, and he just told me he had asthma and then we ended up in
hospital.”

Grandmother: “Don’t use big words when you speak to them (families)...”

Mum 3: “The doctors would do their rounds and talk about your child in front of
you. And then when the doctors leave, the other mums would ... ask me ‘What were
the doctors saying?’ because they didn’t understand. They would ask me to interpret
for them. Trouble was that half the time I did not know what the doctors were saying
as they were using medical terms.”

Mum 2: “The other thing is that (child) doesn’t have a GP. We only have one doctor in

the clinic one day a week and the doctor changes all the time. So, if they ask a family
who the doctor is, they are probably going to say they don’t have a doctor because
they don’t remember his name or the doctor changes so much.”

(continued on next page)
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Theme Sub-theme

Code

Exemplars

3+2 Discharge
processes

4, Beliefs and 41 Prejudice and
attitudes racism

4.2 Parent perception
of hospital

4.3 Parent perception
of self

Discharge summary

and instructions not
sent to local
clinic/not sent on
time

No appointment
scheduled

Parent forgets to make
appointment

Parents experience
prejudice or racism

Parents perceive staff
as prejudiced

Different hospital
experience
depending on skin
colour

History of forcible
removal of children

Hospital is a scary
place

Hospital is a stressful
environment

Parent belief of being
“shamed” by staff or
feel shame

Mum 2: “For our last admission...the clinic had to ring up to get information on what

to do for her management almost 3 months later - I should have had that
information before I left the hospital...The doctor at the hospital wanted antibiotic
medicine. But then the information never got sent ...So, months later we are still
waiting for her medicine. And then her port needed flushing but nobody from the
hospital is explaining that to the clinic. So, then her port gets blocked, and we have
to get a whole new one put in. And that is very painful and stressful because it
means we have to put her to sleep again and then there’s the whole recovery after.
But if everyone at the hospital was communicating with the clinic back home all of
this could be avoided.”
Grandmother: “The problem is (local clinic) haven't received the discharge summary
from the hospital - this is months later...the clinic needs the time to sort what the
doctor at the hospital wants...We only have a doctor in the clinic one day a week. So,
it is really important to have information in the summary for the Aboriginal health
worker and nurse to know what is needed to make it easier when the doctor comes.
That way the doctor knows what needs to happen.”

Mum 2: “We got sent home with no follow-up afterwards...”

Mum 2: “Families may forget to make the appointment.”

Grandmother: “If you tell the parents to make the appointment they might forget
and if you give them the paper, they might lose it or throw it in the bin, especially if
they are going all the way back to community from Perth...”

Mum 10: “I felt like they were saying I was overreacting...And I have wondered if it is
because I am Aboriginal... I think it (Aboriginality) does come into it a little bit to be
honest.”

Mum 15: “I work at (hospital) as a nurse. I have seen the same standard of care given
to both Aboriginal and other patients. But there have been occasions where the
Aboriginal patient has got very upset because they feel the staff are being
discriminating due to their race. One lady had to be isolated due to an infection.
Despite staff explaining why she had to be isolated, she insisted the staff were being
racist. Sometimes, I think some Aboriginal patients are convinced staff are racist... |
can see why it happens because I see racism and attitudes from staff at the hospital.
Sometimes it’s subtle. I often hear the nurses say ‘Oh she (Aboriginal patient) won't
show up. She’ll be walkabout'... Some nurses will predict what the Aboriginal patients
will do before the patient has even had the chance to do anything. The doctors can do
the same. And actually, even ... clerks can have an attitude that is condescending
towards Aboriginal patients...I understand why Aboriginal patients end up feeling
that they are being discriminated against. When you add up all the looks and the
little comments, then they end up just expecting it to happen to them...”

Mum 10: “I have 2 very white children and one that is very, very tanned. If I go in with
my tanned child, I have had to wait...They made me feel stupid...And I don’t know if
that is because it’s her skin colouring or not, but I don’t need to wait that long with
my white children... I wonder. I know outside of the hospital I get a lot more
judgement with my tanned child.”

Mum 11: “Yes I think race comes into it. The difference is, when I come in with ...the
fair ones I get treated very differently...my husband...is quite dark. So, when he
comes in then, yeah, they talk differently to him...with me, because I look fair, they
[any staff, but often, senior doctors] are really...understanding. But then with the
dark kids or if my husband is with me, the tone is completely different, and they are
more dismissive. And I don’t know if they mean it or because they seem like very
lovely genuine people, whether they realise they are doing it? But it is noticeably
different ...With my husband at the hospital, he says he will wait in the car, and let
me go it, because he is dark, and I am fairer...because he thinks I will get the help
with him not there...”

Mum 1: “For lot of Aboriginal families, it would be them thinking the worse thing will
happen. They might think they have done something wrong. They would worry they
would be in trouble for doing the wrong thing even though they didn’t do anything
wrong. I think many Aboriginal people have a fear - especially from fostering point of
view they are afraid the child might be taken as they will be blamed.”

Mum 4: “Hospitals are scary places for black fellas...We know stories of bad things that
have happened to other babies, and we think if it can happen to them, it can happen
to us.”

Mum 8: “It was really scary for us because the last time we came here our daughter
died here. It is hard to come back.”

Mum 2: “When families are first coming to the hospital, especially through the
emergency, they are really stressed and it’s a scary time. It’s not the best time to ask
families all these questions about contact people and who the doctor is. It's too
rushed.”

Grandmother: “It’s very overwhelming for our people when we come from remote
communities when we don’t have our family here to help us.”

Mum 2: “(Aboriginal people) might have shame that they are going to be growled
[blamed].”

Abbreviations:
GP: General Practice doctor
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Facilitators for parents to follow-up with their child hospitalised with ALRI post-discharge

Theme

Subtheme

Code

Exemplars

1. Knowledge

2. Skills (hospital
staff)

3. Hospital process
and environment

1+1 Parent health
literacy

21
Cultural skills

2+2 Staff
communication
with parents

31 Cultural safety
of environment

3+2 Admissions
process

3.3 Discharge
process

3+4 Follow-up
process

Use of culturally
relevant tools

Use of simple language

Doctors to give health
information to
parents

Clinician to build trust
with parent

Limit number of
clinicians in patient
room

Clinicians to slow
down when
engaging with
parents

Clinicians to invite
questions from
parents

Clinician to listen to
parents

Framing of questions
to parents

Aboriginal art and
flags on the wards

Provide Aboriginal
liaison staff

Timing of ascertaining
patient information
from parents

Discharge information
sent to local primary
clinic and hospital
on time

Book follow-up
appointment at time
of discharge

Mum 2: “The flip chart helps to explain to the family the importance of follow-up -yes.”
Mum 3: “I would love a pamphlet to teach me. I want information. I have all this time
when I am in here and I want to learn. So, teach me. Nobody told me what to look
out for. They tell me what to look out for when he can’t breathe, but nobody is telling
me what to do long term. It would be nice to know the warning signs for long term.”
Mum 9: “You giving me all this information is very helpful to help me understand it
all...”

Mum 11: “With you explaining to me about his lungs and the cough, I would
definitely go to the GP and follow-up with his cough. I would take this paper to show
the doctor, so he knows what to do. I would tell him you spoke with me about it,
would you mind if I mentioned your name?”

Mum 4: “It would help if doctors gave us explanations in plain English. Many of our
mob don’t understand the high jargon doctor’s use. So, it is good to explain about the
cough and breathing simply...”

Mum 5: Yes, the flip chart is great, but you have to change the words because people
don’t understand acute and chronic. We understand about pneumonia and
bronchiolitis and how you get them with a fever and hard breathing. But you need to
explain the cough for a long time. You need to say things like “a long time” not
chronic.”

Mum 3: “Maybe once they have finished checking the patient over and talking amongst
themselves one of them could actually come over and tell you clearly this is what they
want to do... If they took 5 minutes to explain it would help...I would prefer if they
(doctors) could explain things more clearly. A clearer understanding to the parents
would help”

Mum 5: “] felt confused and didn’t know what was going on until you explained to
me about the breathing problem and the coughing. I think you need to explain why
we need to see the doctor back at home. When we come into hospital, she’s got a
fever and she has trouble breathing. So, we need to understand why the coughing is a
problem even when the fever goes, and the breathing is better."

Mum 2: It can take time to build her trust. You took the time with her and you earned
her trust. She is good with you. But she won’t do her (treatment) with the other
(clinicians) because she doesn’t trust them.”

Clinicians to have skills in engaging with families.

Grandmother: “It is best if only one doctor comes into the room...Especially if a lot of
them (doctors) come into the room.”

Mum 3: “..and don’t rush. You have to take time with Aboriginal people. They will
watch you when you come into the room. They will figure out in seconds if they are
going to listen to you or talk to you just by your body language. They will pick up on
the cues and if you are in a rush, they will shut down and withdraw away. I know
doctors and nurses are always busy, but rushing will just put us off.”

Mum 2: “I think asking the parents what they think and acknowledge that we know
what is going on with our child.”

Grandmother: “The quiet ones won't ask questions. Especially if a lot of them
(doctors) come into the room. So, the doctor needs to ask the parent ‘what do you
think?’...We need to tell the parents: ‘you gotta ask!”

Mum 2: “ask us and listen to what we say. If you ask, ‘Does it hurt?’ then listen for the
response — and if we tell you it hurts, then listen!”

Mum 2: “...maybe don’t ask about the GP (Primary-care doctor) because the GPs
change all the time, and we don’t see the same doctor. Maybe ask which clinic they
go to instead. And send the information to the local clinic because they will track the
kids down.”

Mum 4: “I noticed all the Aboriginal art on the walls. I love it. One of my aunties did
the painting on (ward). I think if you had the Aboriginal flag at the main desks, it
would also make Aboriginal families feel welcome.”

Mum 9: “I think if there were more AHPs, it would be better. Aboriginal people feel a lot
more comfortable talking to Aboriginal people...”

Mum 2: “When families are first coming to the hospital, especially through the
Emergency, they are really stressed and it’s a scary time. It’s not the best time to ask
families all these questions about contact people and who the doctor is.... So maybe
ask those questions on the ward when things have settled down.”

Mum 4: “(Hospital doctors) need to have a plan ...I need the specialist in Perth to talk
to the doctors back home and make a plan so that everyone knows what to do.”

Mum 2: “I think a good way is to have someone down here to book the appointment for
them. Then the clinics can follow-up with their child. I go to the local clinic as they
know her. Where I come from there are different doctors coming and going and so
that can make it difficult. But usually, the clinic will send out the reminder for the
family and they can drive out and drop off mail.”

(continued on next page)
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Table 6 (continued)

Theme Subtheme Code Exemplars
SMS reminder for Mum 3: “I find the SMS system very helpful. If it recommended that families need to
appointment in follow-up in a month then send the SMS... So, the SMS will remind me, so I don’t
1-month forget. I have a hectic household. I also find getting the discharge letter helpful.”
Clinic will ensure Grandmother: “The clinic will make sure the follow-up happens. Families travel around.
follow-up So, if the patient is in a different community- the clinic will know, and they will tell
the other community clinics to follow-up instead...”
4. Beliefs and 4.1 Parent Provide training for Mum 15: “...And yes, we also need to make sure staff are well trained in how to help
attitudes (staff perception of staff on impact of patients feel safe and listened to.”
and parents) staff racism in health Mum 2: “.. the staff there don’t know to do it. They need training so that can
happen...”
Doctors have Mum 3: “Now that the respiratory doctor is involved, I feel a massive relief that they
credibility and are can look after his lungs.”
respected Grandmother: “Hearing it from the doctor is the most important. He’s the one they
respect...”
4.2 Parent Provision of Aboriginal Mum 15: “It is difficult for hospital staff. I think sometimes staff try everything, and it
perception of staff in hospitals doesn’t work, and patients are convinced staff decisions/actions are made based on
hospitals their race. In these instances, we need Aboriginal staff - liaison staff to talk with the

patients.”
Mum 2: “I think training up Aboriginal workers is important...”

Abbreviations:

GP: General Practice doctor

AHP: Aboriginal Health Practitioner
SMS: Short Message Service

5.1. Knowledge 5.4. Beliefs and attitudes

Clinicians generally did not know that current guidelines rec-
ommend that children should be followed-up one-month post-
discharge, and they did not fully appreciate the importance of pro-
viding culturally secure health information to parents. [9] Many
staff reported lack of knowledge about culturally responsive care.
Clerks generally did not know that establishing Aboriginality was
a national health requirement. [22] Key facilitators identified in-
cluded provision of staff training in culturally responsive care and
training in best-practice management for Aboriginal children hos-
pitalised with ALRI, including knowledge of and access to Aborigi-
nal interpreter services.

While all clinicians agreed parents should be given culturally
secure health information, there was widespread belief that it was
other clinicians’ roles to deliver it, i.e., doctors suggested nurses
provide education, nurses believed doctors or ALOs should and
ALOs reported that they had no capacity to undertake disease spe-
cific education for all Aboriginal families. It was identified that the
ideal was that doctors should provide education to parents, with
support and reinforcement by nurses and physiotherapists.

While all staff expressed positive attitudes toward caring for
Aboriginal children, some staff recognised the implications of insti-
tutional racism and individual prejudice or bias against Aboriginal
people, and how this could negatively impact parents’ engagement
within the health system. A belief that offence may be caused if
clerks asked about Aboriginal status was the reason Aboriginality
was not routinely ascertained.

5.2. Skills

While all staff had completed mandatory on-line cultural train-
ing, many staff expressed low confidence in their skills to engage
with Aboriginal families in an effective way, due to limitations in
the scope of the mandatory training. However, some thought more
training (including role-modelling ‘buddy’ system) would improve
their knowledge, skills, and confidence.

5.5. Knowledge mapping

Figure 5 outlines the six-phases with 12 essential steps from
the point at which a parent presents to the hospital with their
child, to completing one-month medical follow-up.

5.3. Hospital processes and environment

Some staff acknowledged that the hospital environment may be
intimidating for families, and the placement of Aboriginal art and
flags throughout the hospital may provide a more welcoming envi-
ronment. The lack of hospital policy for arranging medical follow-
up was a barrier. Deficiencies in the electronic discharge system,
which lacked an ethnic status drop-down option or pre-populated
templates, were identified as barriers for efficient transmission of
discharge instructions to local primary clinicians. Time pressures
and high workloads were identified as barriers to staff completion
of discharge summaries and provision of parent-health informa-
tion. Facilitators identified included improving the electronic dis-
charge system and the availability of easily accessible health liter-
acy tools. There was widespread clinician agreement that follow-
up would be best managed in primary care rather than through
hospital outpatient clinics.

6. DISCUSSION

Arranging medical follow-up for Aboriginal children hospi-
talised with ALRIs is a complex process involving parents, hospital
staff, hospital systems, primary care (ideally local Aboriginal Medi-
cal Services) and clear and compatible communication systems be-
tween providers. Multiple steps (Figure 4) are required to facilitate
effective follow-up, from initial contact with clerks to dispatch of
discharge instructions to primary care clinics. Failure to implement
any step could compromise follow-up. These complexities highlight
the need to systematically address existing inadequacies using a
theory-informed implementation framework [11] to facilitate mea-
surable and sustainable improvements that translate to improved
health outcomes. We identified barriers and facilitators to medical
follow-up from parents and from hospital staff. The four themes
were [i] Knowledge, [ii] Skills, [iii] Hospital processes and environ-

ment and [iv] Beliefs and attitudes.
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Table 7
Barriers for staff to facilitate primary care follow-up for Aboriginal children hospitalised with ALRI
Theme Sub-theme Code Exemplars
1. Knowledge 1-1 Clinicians not aware of Focus group consensus of widespread unawareness by clinicians
Medical risk to Aboriginal
knowledge of children and need
clinicians for follow-up at 1
month
1.2 No health information Widespread unawareness of need to give parents health information in culturally
Parent health given to parents secure way.
literacy Doctor 6: “I did not know that teaching parents about bronchiolitis and follow-up
with the flip chart would have an impact. I must admit, I haven't ever done this...”
1-3 Unaware of interpreter Nurse 3: “I did not know we had an interpreter service for Aboriginal languages. I had

2. Skills

3. Hospital process
and environment

4
Beliefs and
attitudes (staff
and parents)

Staff knowledge
of culturally
responsive care

21
Cultural security
skills

3.1
Cultural safety of
environment

3.2
Admissions
process

33
Discharge
process

34
Follow-up
process

4.1
Staff views of
other staff roles

service or need to
ask if interpreter
required

Clerks not asking
Aboriginal status

Clerks not asking for
local clinic details

Lack of staff training in
culturally responsive
care

Lack of skills in
culturally responsive
care

History of forcible
removal of
Aboriginal children

Timing of ascertaining
patient information
from parents

No Aboriginal status
drop-down box in
electronic discharge
system

No ALRI drop-down
box with auto
populated discharge
instructions for
primary care doctors

Discharge summary
instructions not sent
to local clinic/not
sent on time

Complexities of
requirements for
discharge summary

10 am discharge policy
of hospital

Lack of policy for ALRI
1-month follow-up

Expectation other staff
should give health
information to
parents

Excessive demands on
busy staff

Staff may have
bias/prejudice
against Aboriginal
people

never considered Aboriginal languages as a need for interpreter services.”

Doctor 1: “There are so many Aboriginal languages. How do you know which one
they speak? I did not know that interpreter services could be organised for our
Aboriginal patients.”

Clerk 6: “I did not realise it was a requirement to ask. We don'’t like to ask about ATSI
(Aboriginal and Torres Strait Islander status) as we are worried that we will offend
people”

Doctor Aboriginal health: “The problem is that Aboriginal status is not being filled in.
We can’t flag kids if we don’t have this information up to date. It (Aboriginal status)
is not being asked routinely despite it being a requirement.”

Doctor Aboriginal health: “The trouble is, our patients are asked who their local GP is.
They say they don’t have one — which is true as there is no regular GP in
communities. There are locums and they change every 2-weeks.”

Clerk 4: “When we ask if they have a GP, Aboriginal families will often tell us they
don’t have a GP, so we just leave it blank.”

Clerk 5: “We don’t get taught how to do things (culturally informed engagement with
families).”

Clerk 3: “We have never been told how to engage with families before and we have not
been taught how to ask about Aboriginal status.”
Clinical nurse specialist: “We have not had training in how to talk with families.
None of the (current mandatory) training goes through specifics of how to engage.”
Focus group Aboriginal health: Acknowledgement of history of forcible removal of
children from hospitals creates negative stigma of hospitals for Aboriginal families.

A head clerk: “In the Emergency it can be very stressful for families as their child is
very sick. There is often no time to ask about local clinic and best contact...”

Doctor 1: “Currently there is nothing in (electronic discharge system) to distinguish
Aboriginal patients, so we need that...”

Doctor 1: “...there is no pre-populated templates in the system to make standard
discharge instructions quick and easy for doctors to send to local doctors, so we need
to embed a template in discharge instructions with the letter to (primary care doctor).
Our system is clunky and difficult to use.”

Respiratory consultant: “I don’t do discharge summaries for my patients who are

discharged on the weekends.”

Focus group consensus:

1. If discharge summaries are not completed then they will not be sent.
2. If doctors are busy, completed discharge summaries can be delayed

Discharge doctor: “Any extra steps for busy residents will be a barrier as doctors are
very busy. For instance - if it says, ‘no GP’ (Primary-care doctor) docs will not likely
follow-up. If we expect docs to go onto (department) website and copy and paste links
- it won't happen. Discharge summaries need to happen on the same day also. No
doctor is going to copy and write out the link for the GP letter or the training
online...”

Discharge doctor: “... discharge needs to happen before 10am - so it's very busy."
Nurse 4: “The last couple of Aboriginal boys I looked after- the whole discharge
process was such a rush as they had to get a plane to fly home. There was no time to
do all the things for follow-up.”

Department of General Paediatrics focus group consensus: There is no policy or
procedure for routine follow-up for Aboriginal children with ALRI.

Doctor 5: “The nurses should teach the parents as they get to know the patients as they
spend more time with them.”
Nurse 5: “I think the ALO is the best one to teach patients as they are Aboriginal and
can relate best to the family. Aboriginal families don’t open up to us.”

Nurse 6: “The problem with the flip chart is that it is just another time-consuming
thing, and we are so busy...”

Consensus of Aboriginal health staff focus group:
1. Important to acknowledge institutional racism within hospital.
2. Important to acknowledge individual bias and prejudice within hospital

(continued on next page)
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Table 7 (continued)
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Theme Sub-theme Code Exemplars
42 Belief parents will feel Clerk 8: “Some families seem afraid to give information to us. I feel like they might
Staff belief about blamed by staff think they are in trouble.”
parents Belief parents will feel Clerk 5: “Isn’t it discriminatory to identify Aboriginal people and single them out and

discriminated
against by staff

Belief about language
proficiency of
parents

treat them differently? Won't it be seen as discrimination if Aboriginal people are
required to have specific follow-up and not other patients?”

AHP: “I worry that families will feel discriminated against. They might wonder why it
is that only Aboriginal families have to follow-up with their doctor? I know some
Aboriginal families have asked me why there are all these extra immunisations they
have to have that the white fellas don’t have to get...Why are we focussing on
Aboriginal people and how do we tell our mob, so they don't feel shame?”

Clerk 3: “We don’t always ask about Aboriginal status — we ask if it is obvious, they
look Aboriginal, but we worry we might offend people by asking.”

Clerk 6: “I would only ask someone who obviously looked Aboriginal if they were
Aboriginal as I would not want to offend them if they are not Aboriginal.”

Nurse 1: “We don’t use interpreters because most patients have decent English, and we

can talk medical knowledge to them...”

Abbreviations:

ATSI: Aboriginal and Torres Strait Islander

GP: General Practice doctor

ALRI: Acute Lower Respiratory Tract Infections
ALO: Aboriginal Liaison Officer

AHP: Aboriginal Health Practitioner

Key barriers to effectively arrange follow-up included clinicians
being unaware of the need for follow-up post-ALRI and not pro-
viding health information to parents. In addition, hospital staff did
not routinely ascertain patients’ Aboriginal status. Time-pressures
and a belief that other staff were responsible for discussing lung
health with parents further compounded the problem. Limitations
of existing health electronic systems prevented creation and send-
ing out discharge instructions to primary health clinicians. Lack
of disease specific health literacy was identified as a key barrier
for parents understanding their child’s medical condition and be-
ing aware of the importance of medical follow-up. These findings
are consistent with previous research into health seeking by Abo-
riginal parents for their child’s chronic wet cough, where parents
reported lack knowledge about chronic wet cough delayed help
seeking. [12] Importantly, when Aboriginal parents were provided
with culturally secure health information, the number of parents
seeking medical help for their child almost tripled. [9] Given that
health literacy is a key determinant of health and wellbeing that
strongly influences individual health care utilisation and outcomes,
[23] provision of health literacy is critical to empower Aboriginal
people.

Quality healthcare and health literacy are key facilitators of bet-
ter health outcomes, requiring both health systems and providers
to be culturally responsive to Aboriginal perspectives. [24] Indeed,
the Australian policy context recognises that improving cultural
safety can improve access and quality health care for First Nations.
[24] Our findings highlight a gap in knowledge and skills of hos-
pital staff in providing culturally responsive care. Parents reported
how clinicians’ failure to engage in a culturally secure way left par-
ents feeling disempowered and without knowledge of their child’s
health condition, its management and need for follow-up. Disem-
powerment was exacerbated by clinicians feeling rushed when en-
gaging with parents, talking amongst themselves about the child
in front of parents, using complex medical terminology and fail-
ing to listen to parents about their child’s health. Perceptions of
prejudice and racism by staff toward Aboriginal families during
the hospital experience, compounded their feelings of disempow-
erment, disengagement and mistrust. [25] These findings are con-
sistent with the Australian literature and government reports re-
garding negative impacts of culturally insecure practices within the
health system on patient outcomes. [[26],[27]] Implicit and explicit
racism within non-Aboriginal health systems, and has been widely
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reported in other studies, [12] highlighting the importance of im-
proving cultural competency of the clinical workforce, [28] provi-
sion of culturally secure health care and health information. [29]

Failures to identify Aboriginal status and correctly document
local primary-care clinicians confirms previous investigations into
similar failings within the health system [27] and therefore un-
derscores the need to identify Aboriginal status. Our study out-
lined that important demographic information may best be ob-
tained once a patient has settled on the ward, when families are
under less stress, when a child’s medical status has settled. Many
hospital staff cited time pressure as a barrier to providing cultur-
ally appropriate health information to parents, and follow-up in-
structions to the primary care provider. While time pressures have
been cited as a barrier to providing health information in previ-
ous research [30], when considering how lack of follow-up places
patients at risk, the provision of basic information to parents and
primary care providers is essential to improve health outcomes. In-
deed, previous research has confirmed improved health outcomes
when clinicians provide culturally secure health information [9].

Facilitators for parents were culturally secure engagement by
clinicians, which includes listening to parents, inviting questions,
taking time to explain medical processes and timelines, and pro-
viding health information. Parents also expressed that increasing
the Aboriginal workforce would improve cultural security as fam-
ilies can more easily relate to Aboriginal staff. These strategies to
enhance cultural engagement are consistent with both the research
to date [12] and National recommendations. [29]

Study limitations included being a single-site study and results
might not be applicable to other sites. However, the hospital is the
only referral hospital for children in the state, with relatively large
systems and staff numbers. Hence, identifying barriers and tailor-
ing solutions in this context will likely be generalisable to other
sites. Some of the steps necessary to facilitate follow-up might
have to be amended for local contexts, for instance, where follow-
up would routinely be provided by the same service (and not by
the local clinic). Another limitation was that staff working in pri-
mary care were not interviewed to understand local context. How-
ever, health professionals from the primary-care sector were con-
sulted in the preparatory stages of the project and a primary care
liaison doctor (with strong relationships with and experience in
primary-care) was interviewed.
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Table 8
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Facilitators for hospital staff to facilitate medical follow-up for Aboriginal children hospitalised with ALRI

Theme Subtheme Domain Exemplars or consensus of focus group
1. 1-1 Training for clinicians Focus group consensus:
Knowledge Medical on Aboriginal lung 1. Provide training to clinicians - at hospital and in primary care in person, online
knowledge of health modules, and podcasts.
clinicians 2. Easy access to best practice guidelines
1-2 Cultural Training for staff on Provide training for clerks:
knowledge of culturally responsive 1. How to ask Aboriginal status.
staff care 2. How to ask about local doctor.
Doctor in Aboriginal health: “The question needs to be rephrased: ‘where is your
local clinic?™”
13 Clinicians to teach Focus group consensus:
Parent health parents about lung 1. Doctors teach parents on wards.
literacy health and need for 2. Nurses provide follow-up support education.
follow-up 3. Clinicians ensure families given pamphlet with instructions
2. Skills 21 Provide staff with Aboriginal health practitioner: “We need to make sure we have a reason why we need
Communication rationale to provide to do these things and explain that to our families...”
with parents to parents
Telephone contact Nurse in Aboriginal health: “We have had the (telephone) number of our unit
from unblocked unblocked so our families know it is us. We have an easier time getting hold of
number families since we made this change.”
22 Provide staff with Clerk 4: “It would be really helpful if we had mandatory training, so we know how to
Cultural skills training in culturally talk with families with actual examples...”
responsive care and Doctor 6: “It was not until now talking to you in person that I really understood the
engagement reason why we are following-up these kids and importance of engaging effectively
with families. Most docs just won't get this from one lecture...Also, if you could offer
... cultural training for all the doctors. We need practical ideas on how to engage. You
will get more engagement and motivation by docs that way.”
A lead clerk: “The clerks found the training in culturally secure engagement very
helpful, and I would like all clerks to do it as I think it will help get the right
information for the families.”
Clinical nurse specialist: “...what we really need is practical training in how to work
with families...”

Provide role modelling Doctor 2: “I think observing someone who is confident engaging with Aboriginal
families would be very helpful. I can understand this may be logistically difficult, but
it would be very helpful.”

Doctor 3: “A buddy opportunity where I can observe a fellow clinician engaging with
an Aboriginal family on the ward would be very helpful.”
3. 3.1 Aboriginal flags Clerk 2: “I think the Aboriginal flags on the desk would be helpful...”
Hospital Cultural safety of Increase Aboriginal Doctor in Aboriginal health: “We have 2 ALOs for the whole hospital and their
processes and environment workforce and workload is too high. We need to improve the cultural capacity of our non-Aboriginal
environment capacity of workforce and we need more ALOs employed.”
non-Aboriginal
workforce
3.2 Develop flip charts and Nurse in Aboriginal health: “Some families can’t read, so we do not just want to give
Provide pamphlets them a flyer. We need tools that will explain things to families, so they understand...”

4. Professional role
and identity

culturally secure
health literacy
tools

3.3
Admissions
process

34
Discharge
process

3.5
Follow-up
process

4.1 Staff prejudice
of parents

Ensure tools are
readily available

Timing of ascertaining
patient information
from parents

Electronic discharge
system

Primary care follow-up
in 1-month
SMS reminder

Clear hospital policy

Provide staff with
training in culturally
responsive care

Focus group feedback:
1. Tools to easily accessible in clinical workrooms of each ward.
2. Tools need to be accessible electronically on hospital intranet

A lead Clerk: “The ward is calmer. We can have a nice conversation at admissions. It is
a nicer situation for families as the ward gives everyone breathing time.”

Focus group consensus:
1. Add Aboriginal status to electronic discharge system.
2. Ensure local clinic is populated.
3. Template to be embedded into electronic system with clear instructions for
local primary care clinician to know how to follow-up

Focus group consensus:
Follow-up should happen in primary care not at hospital

Focus group consensus:
Send automated SMS reminder to patients to book an appointment with primary
care doctor

Develop hospital policy for provision of culturally secure health information and
follow-up for Aboriginal children hospitalised with ALRI, with clear directives on
roles and responsibilities and processes.

Provide staff with training in culturally responsive care

Abbreviations:

ALO: Aboriginal Liaison Officer
SMS: Short Message Service
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7. Conclusion

The process for ensuring medical follow-up of Aboriginal chil-
dren post-hospitalisation for ALRI complex and includes at least
12 steps. Many of the facilitators, such as ascertaining Aborigi-
nal status, providing Aboriginal parents with culturally appropriate
health information should be embedded in routine medical care
for all health conditions. Cultural competence training is an im-
portant strategy to improve the knowledge and skills for staff to
confidently engage with Aboriginal parents will facilitate medical
follow-up.
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