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Abstract

Purpose This qualitative study aimed to explore the perspectives of Aboriginal parents and caregivers of
children who have had ear health and hearing problems on: 1) supporting their children’s hearing health and
language development; and 2) their experiences of ear health and hearing pathways, including audiology and
speech language pathology (SLP) services. This study privileged the lived experience of Aboriginal caregivers
to help health professionals and service providers understand more about how to build on family strengths.

Methods An Aboriginal research leadership team provided oversight for the study. Interviews were conducted
with Aboriginal caregivers using the yarning method, an Indigenous research method, to privilege the
voices of caregivers and prioritise relationality. Interviews were transcribed then analysed using reflexive
thematic analysis, with project team collaborative yarning used to construct the final themes.

Main findings Interviews were conducted by an Aboriginal researcher with five Aboriginal caregivers in an
inner regional urban New South Wales community and by non-Indigenous researchers with three
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Aboriginal caregivers in two remote Northern Territory communities. Three key themes were identified

across the interviews: 1) Problematic pathways; 2) Caregivers having to be proactive; and 3) Caregiver

recommendations. Sub-themes identified for theme 1 were: siloed services; lack of (appropriate) services;

lack of clear messaging. Sub-themes identified for theme 2 were: advocating for their child; implementing

strategies; finding help; advocating for other families. Sub-themes identified for theme 3 were: regular

checks; more services; culturally respectful services; more information and education.

Principal conclusions Given the complexity of ear health and hearing pathways, Aboriginal caregivers had to

strongly advocate for their children and other children in their communities. Consistent with previous
studies, this suggests that significant changes are needed to support caregiver proactivity and ensure that
the onus does not continue to solely rest on caregivers. Caregivers in this study described using a range of

prevention and support strategies with their children with ear and hearing problems and provided

recommendations for health services. Healthcare professionals can build on these strengths to assist

families (including while they wait for specialist services) in ways that are culturally responsive and family

centred.

Keywords: Aboriginal caregivers; Aboriginal children; Otitis media; Ear health and hearing pathways; Yarning

method; Reflexive thematic analysis

Highlights

« Since ear health and hearing pathways are often complex and difficult to navigate, caregivers are having to be
proactive in supporting their children with otitis media (OM) and related hearing loss.

« Caregivers identified problems, sought care and strongly advocated for their children, even though they were
dismissed at times by health and education professionals. They implemented strategies to help prevent OM, as
well as strategies to enable their child to hear and communicate more easily when they had OM. They found
help, especially from community, family and friends, and advocated for and supported other families.

« Caregivers’ recommendations for improving pathways include regular scheduled ear health and hearing
checks, more services, culturally respectful services, and more information and education about pathways,
otitis media and hearing for health and education professionals as well as families.

Introduction

Aboriginal and Torres Strait Islander children
experience some of the highest rates of persistent
otitis media (OM) globally (World Health Organization
2021). This prevalence relates to social determinants of
health that are legacies of colonisation and ongoing
coloniality, including racism, and disempowering
government policies, economic disadvantage, difficulty
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in accessing affordable and culturally appropriate
healthcare, and access to adequate housing that
supports good health (Delacy et al. 2020; Shannon et al.
2022; Sherwood 2013; Watego et al. 2021).

Persistent OM causes long-term auditory deprivation
in early childhood (Menzies School of Health Research
2020), with negative impacts on hearing and
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communication-related development, education and
social and emotional wellbeing (Bell et al. 20271,
Campbell et al. 2022; James et al. 2025). Effective
identification and care that mitigates negative impacts
requires a range of primary, allied and specialist health
services; however, evidence indicates that delays and
sometimes long wait times can be common along the
pathways to care (Australian Institute of Health and
Welfare 2023).

Caregivers’ experiences of ear health and hearing care
for their children should inform improvements in
service delivery, ensuring that the healthcare and
information are appropriately tailored (Campbell et al.
2022). However, the perspectives of caregivers,
especially Aboriginal and Torres Strait Islander
caregivers, are under-represented in this research.
Previous qualitative studies have considered the
perspectives of caregivers supporting children with
OM, including 17 studies considered in a systematic
review (Chando et al. 2016) as well as others (e.g.
Johnson, 2024; Russell et al. 2003; Stephens et al.
2020). However, few studies have specifically focused
on the perspectives of Aboriginal and Torres Strait
Islander caregivers (Campbell et al. 2022; Harkus et al.
2021; Jeffries-Stokes et al. 2004; Jones et al. 2018; Lau
et al. 2024).

This study aimed to help address this gap by exploring
the perspectives of Aboriginal caregivers of children
(aged 12 and under) who had experienced persistent
OM and related conductive hearing loss (CHL). The
study explored their perspectives on 1) how they
support their children’s hearing health and language
development; 2) experiences with ear health and
hearing pathways, including audiology and speech
language pathology (SLP) services. The study was led
by an Aboriginal research leadership team (ARLT) and
was motivated and informed by their knowledge of

their communities and by the comments of Aboriginal
caregivers during previous studies conducted by some
of the authors (Harkus et al. 2021). It aimed to privilege
the lived experience and expertise of Aboriginal
caregivers by conducting interviews using the yarning
method (Bessarab and Ng’Andu 2010; Kennedy et al.
2022). In doing so, this project sought to recognise and
respect the wisdom of Aboriginal caregivers as ‘agents
of their [and their children’s] health and wellbeing’
(Shannon et al. 2022) and learn from them about how
service providers can best support them and their
children.

Methods

The ARLT (MK, TR, TM, TLR, JB) provided oversight to
ensure that Aboriginal leadership, perspectives and
ways of knowing were prioritised at all stages of the
research. An Aboriginal and Torres Strait Islander
researcher (UN) assisted with interpretation of the
analysis and editing of the manuscript. Their
disciplinary training included social science/social
work (MK), health and medical sciences (TR, TM, TLR,
JB) and bioethics (UN). Non-Indigenous researchers in
the team sought to be self-reflexive and to listen to
and learn from the members of the ARLT and the
Aboriginal participants. Non-Indigenous researchers
included 0K, CK (linguists); SH, MW (paediatric
audiologists); JK (educator and musicologist); VM
(epidemiologist and SLP), all with experience working
respectfully with Aboriginal and Torres Strait Islander
colleagues and communities. Ethics approval for the
study was granted by 1) the Aboriginal Health and
Medical Research Committee of New South Wales
(NSW) Human Research Ethics Committee (Ref: 1857/
21); 2) Menzies Top End Human Research Ethics
Committee (Ref: 2021-4139); 3) Hearing Australia
Human Research Ethics Committee (Ref: 2021-20).
Informed consent (written or audio-recorded) was
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sought from participants for participation in this study
only and not for any future or secondary use of data.

Eligibility included Aboriginal caregivers of children
aged 12 years or younger who had some history of
OM-related ear health and hearing difficulties, and
who had some experience with audiology and/or SLP
services. Recruitment was purposive, via the social
and community networks of MK (NSW) and IOK and JK
(Northern Territory [NT]), with participants invited to
participate by MK, IOK and JK. Some caregivers were
invited by other caregivers to contact the researchers
(word of mouth and snowball methods). Five mothers
and three grandmothers participated. Most
participants worked in, or had family who worked in,
health or education contexts. Participants were
provided with participant information and consent
forms before the interview. Interviewers (MK, 10K and
JK) discussed these forms, as well as information
about reimbursement (a $50 gift card), beforehand
with the participants. The ARLT determined that the
process and reimbursement were appropriate and in
line with ethical research practices.

Interviewers used the yarning method, an Indigenous
research method, that privileges caregivers’
perspectives and the importance of relationality and
researcher reflexivity (Bessarab and Ng’Andu 2010;
Kennedy et al. 2022). The yarning began with social
yarning to establish relationships, followed by
research topic yarning to explain the research

(these phases of the yarn were not recorded). Once
caregivers were satisfied that their questions had
been answered and gave their consent to be part of
the research and to be audio-recorded, audio-
recording began, and the research yarning phase
commenced, following a yarning guide with broad
topics of enquiry, rather than a strict set of questions.
Each yarn went for no more than 90 minutes, and the
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recorded research yarning sections went for between
24 and 45 minutes. Aboriginal researcher, MK, who is
experienced in the yarning method, mentored 10K.
Non-Indigenous researchers JK and IOK have both
worked for over 15 years with the remote NT
communities taking part in the study, where Elders
have taught them how to engage respectfully. In these
communities, research assistants were unavailable
due to COVID-19-related timing constraint challenges,
so I0K and JK conducted the interviews. Participants
were reimbursed for their time with Visa gift cards.

Members of the research team (IOK and MW)
transcribed the audio-recordings for familiarisation.
The transcripts were emailed to or talked through with
caregivers to ensure that they accurately represented
their words (or translations of their words in the case
of some sections in Aboriginal languages) and that
there were no errors or parts they would like taken
out. The transcripts were then de-identified and
shared with the research team as part of
familiarisation, which is the first process in a reflexive
thematic analysis approach (Braun and Clarke 2006;
2019). Two researchers (IOK and MW) performed the
initial inductive coding then iteratively drafted
candidate themes through discussions with other
project team members. In line with the project team’s
commitment to relationality and ensuring that
Aboriginal and Torres Strait Islander perspectives and
ways of knowing were prioritised, the project team
had collaborative yarning meetings to review the
coding and construct the final themes.

Results

During 2022, MK conducted one-on-one interviews
with five Aboriginal caregivers in an inner regional and
urban NSW community. In parallel, IOK and JK
conducted interviews with three Aboriginal caregivers
in two remote NT communities (IOK had planned to
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recruit five caregivers in the NT but was unable to
within the project timeframe). ‘Community’ here is
defined in a broad geographical and sociocultural way.
Not all caregivers regularly attended their local
Aboriginal community-controlled health organisation
(ACCHO); the local health organisation was
transitioning to be an ACCHO in one community.
Interviews were conducted face-to-face (F2F), except
for three, which were conducted via Zoom (www.
zoom.com), which was the caregivers’ preference.
These details are provided in Table 1. Detailed
demographic details are not provided to protect the
anonymity of participants.

While one of the original foci of the research was on
caregivers’ experiences of audiology and SLP
services, caregivers wanted to discuss ear and
hearing health pathways more broadly in the yarns.
After coding the transcripts and conducting
collaborative yarning, three key interrelated themes
that captured the main patterns of meaning were
identified: 1) Problematic pathways; 2) Caregivers
having to be proactive; 3) Caregiver
recommendations. These themes are outlined (with
illustrative quotes) in Table 2 and discussed in the
following sections.

Participant Relationship NSW/NT F2F/ Interviewer/s

ID to child Zoom

Cc1 Mother NSW F2F MK

Cc2 Mother NSW F2F MK

Cc3 Mother NT Zoom IOK and JK
c4 Mother NSW Zoom MK

C5 Grandmother  NT F2F 10K

(o) Mother NSW F2F MK

Cc7 Grandmother NT F2F 10K

c8 Grandmother  NSW Zoom MK

C, caregiver; F2F, face to face; ID, identification; 10K, Isabel O’Keeffe;
JK, Jodie Kell; MK, Michelle Kennedy; NSW, New South Wales; NT,
Northern Territory.

Table 1: Details of participants and interviews

Theme 1: Problematic pathways

As caregivers recounted stories of their child’s ear and
hearing difficulties, they described how problematic
the various pathways could be, given the range of
services involved and the challenge of accessing
services and clear information.

Siloed services

Caregivers described having to navigate many
services, and their respective referral and entry
processes, including general practitioners (GPs);
paediatricians; audiology; SLP; ear, nose and throat
(ENT); and the National Disability Insurance Scheme
(NDIS). One caregiver’s abbreviated narrative
illustrates the multiple and fragmented services she
had to navigate:

Went to the GP [..] spoke to the daycare [..] went
back to [ACCHO name] got a referral, they sent us to
the community speech [SLP service] [...] spoke to the
school [...] took him for an autism assessment [...]
we kept going to speech [SLP service] [...] | got a
referral from my GP for [audiology service name] [...]
spoke to the school again [...] [audiology service
name] were good, they called us for another
6-month follow-up. And he was still showing fluid in
that one ear, so then that’s when | said, ‘well, | want
to go down the ENT pathway, I've had a referral
from my GP from [ACCHO name] to go to [hospital
name]” and through [ACCHO name], we're just still
on the waitlist (C1).

Many caregivers recounted the challenges of
navigating the different parts of the pathways that
were ‘siloed’, meaning there was no continuity of care:

There’s like the whole kind of questioning to begin
with, like “is there a problem, isn’t there a problem’
[...] then you have to see another specialist and they

have to ask other questions [...] every part [of the
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Lack of (appropriate) services

Lack of clear messaging

Caregivers having Advocating for their child

to be proactive

Implementing strategies

Finding help

Advocating for other families

Caregiver Regular scheduled checks
recommendations

More services

Culturally respectful services

More information and
education

Themes Sub-themes Illustrative quotes
Problematic Siloed services Every part [of the pathway] happens in like a siloed section, there isn’t that kind of continual
pathways understanding and respect of what that patient or family is actually going through (C6).

Given that otitis media is so high in our community, the facilities available are just not
enough (C4).

You could tell the difference between a culturally respectful environment and just a clinical
environment [...] the type of people that you have at the desk, the questions that they ask
(c4).

With the [child health record] and your needles and things like that, there was no mention
about | should be getting his ears checked (C1).
It’s not like they [health] had a guide or anything around hearing (C2).

Gotta keep pushing ENT doctors and hearing [services] to like do something for their ears
(C3).

I was constantly being dismissed [by the GP], to the point of me going in with like research on
otitis media printed off (C4).

We did the 6-week [SLP] program [...] I just had to watch him, how he kind of played [...] what
I thought he could hear [...] how he would speak back to me [...] and we would read books to
try and, you know, get his words up! (C1).

I just give him like hug and keep him calming down and then | ask him again (C3).

It was more community; it was more like family and friends that were more helpful than
anything (C6).

[The local ear health worker] explain it to them [caregivers] like in [local] language and also
in English (C3).

We’ve had friends that have had their kids in similar situations and [...] we’ve been able to
help advocate for them, to make sure they don’t go through what we went through as well
(c4).

I help and support them, you know, mums, like: ‘you need to take him to clinic to get checked’
(C3).

The health system should be like ’here’s your hearing booklet, make sure you get hearing
checks regular’ (C2).

It should be a health check [...] | think it should be like the same as they say ’book your kid in
for a dental check every 6 months’, it should be a hearing check as well [...] | wouldn’t have
known [about ear and hearing issues] and | work at [hospital name]. Imagine how many
other young mums wouldn’t know! (C1).

An improvement would be having a [ENT] clinic at [ACCHO name] every month, not every
three months [...] given that otitis media is so high in our community (C4).
They [visiting audiology service] should come often (C5).

I really think there needs to be just discussion prior to it [hearing assessment] [...] like have
an Aboriginal health worker or something like that, like | think some type of like cultural
connection checking would be like really beneficial [...] | would’ve liked a heads up, like, it’s
not a great feeling when you can hear something and your kid can’t! (C6).

I think having like as much information as possible. | think it would’ve been nice for them
[audiologists] even maybe do [...] like a quick role play [...] instead of them be like ok, mum,
come sit down’ and that’s it and [...] we’re in and then they’re [audiologist] like back turned,
writing [...] no like respect for [...] what that means for your kid (C6).

It’s working to educate our doctors across the district, what otitis media is, but also educate
our families as well (C4).

That hearing mob when they come, they should explain like more [...] or make a community
meeting (C7).

Needs to be educated to mob [Aboriginal people] and to schools [...] | don’t know how many
conversations | have to have with the teachers [...] ‘do you think maybe she has a speech
issue going on and a hearing issue going on’ (C2).

Table 2: Themes with illustrative quotes

pathway] happens in like a siloed section, there isn’t As the above quote shows, the way that services can
that kind of continual understanding and respect of be siloed creates challenges for caregivers having to
what that patient or family is actually going through repeat the story about their child’s ear and hearing
(Ce). difficulties to different health professionals. Although
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many of the caregivers described experiences of their
local ACCHO helping to coordinate the complex range
of services (e.g. visiting ENT and SLP services) and
referrals, some caregivers also accessed private
services when they could, attempting to reduce wait

times:

| booked in to see a private ENT at that point [...]
because | think it was like another huge wait to see the
ENT specialist to come back to [ACCHO name], | can’t
remember how long the wait was then, but it was just
too long, | just wanted to get on top of it before he
[my child] started school (C6).

Lack of (appropriate) services

It was evident from the narratives of caregivers that
there was a lack of appropriate and accessible
services — and even a lack of any services. Caregivers
described how this lack led to long wait times and
other access challenges related to the costs of
services, costs of travel and caregivers needing to take
time off work to attend appointments. Caregivers in
NSW pointed out that wait times had been
exacerbated during the COVID-19 pandemic, when
visiting services and F2F appointments had been
suspended for a period:

Given that otitis media is so high in our community, the

facilities available are just not enough (C4).

In addition to the access challenges, some caregivers
had found that some services were not culturally safe

or welcoming:

The first one [SLP] they set me up with was in town [...]
Like I'm a single mum, | work, that’s impossible for me
to do! [...] and if you missed them, then that was your
speech session done, you missed out [...] when we

rocked up there [...] it wasn’t culture one, like it wasn’t a
blackfulla one [...] [the SLP] wasn’t very friendly and [...]

I don’t wanna talk about my kids in front of my kids! |
don’t want them to think there’s things wrong with
them! [...] | can’t work a day now cos | have to do this
for 10 weeks! [..] And the waiting list is huge! (C2).

In contrast, some caregivers described culturally
safe and helpful services at their local ACCHO
compared with more ‘clinical’ environments

elsewhere:

Being referred to an ENT that works out of an
Aboriginal service was a massive benefit. For us we
already had a place of comfort within [ACCHO name]
[...] Going to Dr [ENT name]’s private rooms [...] you
could tell the difference between a culturally
respectful environment and just a clinical environment
[...] the type of people that you have at the desk, the
questions that they ask (C4).

Lack of clear messaging

Caregivers’ narratives emphasised the lack of clear
messaging around ear health and hearing support
available, and how to navigate the system. Several
caregivers described their frustration at the lack of
information about OM, hearing and the need for ear

health and hearing checks:

I said [to the audiology service] ‘is this [OM] [...] common
in Indigenous kids?’ but they didn’t really know. So then
that’s when | went back to [ACCHO name] and they said
it’s actually like the most common thing in Indigenous
kids’, which | had no idea about! (C1).

There’s not really a pamphlet that says ‘'my child has

otitis media, what does that mean?’ (C4).

With the [child health record] and your needles and
things like that, there was no mention about | should

be getting his ears checked (C1).

It’s not like they [health] had a guide or anything
around hearing (C2).
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Theme 2: Caregivers having to be proactive
Caregivers narrated how they identified their child’s
ear health and hearing problems and the care and
support they had to advocate for. In many of the
caregivers’ narratives, health and education
professionals had not identified children’s OM or
hearing problems and had even dismissed caregivers’
concerns. Caregivers emphasised that being proactive
and advocating for their children was about wanting
the best for their children now and their futures:

I used to tell them [health services] get this done for
my kids so they can hear and speak well, you know,
in the future! (C3).

They are our babies and they are the future (C1).

Advocating for their child

Caregivers described challenges identifying OM
(because it is often asymptomatic) and related
hearing issues and differentiating these from
developmental concerns. They recounted how family
members might think a child was just ‘ignoring’ them
(C7), Yjust pretending’ not to hear (C5), or being
‘naughty’ (C2, 6) or ‘stubborn’ (C6). One caregiver
described a teacher saying that the child was ‘being
silly’ (C7). However, caregivers had noticed and
become concerned about their child’s difficulties with

hearing, listening, commmunication and speech:

I knew that he wasn’t a naughty kid. | knew [...], he
wasn’t ignoring, like | could see like him trying to process
things and it not quite working and I think that’s such a
frustrating thing. And we are just so lucky right that we
got onto this when we did, so it didn’t go to school age,
and he didn’t get labelled that naughty kid (C6).

He wasn’t hearing properly or responding to us or his
sister (C4).

Like he couldn’t talk, like he was just pointing [...] | said
‘oh something going on with their ears’ (C3).

8 | First Nations Health and Wellbeing — The Lowitja Journal, Volume 3, 2025

I would of never been to [audiology service name] if

I wasn’t worried about [child name]’s speech (C1).

For many caregivers, once they had concerns, they
were still unable to get diagnoses or care for some
time. Caregivers described having to strongly advocate
for their children in the face of failures in ear health-
related care, including being dismissed by health and
education professionals or having to push for action:

I was still like keep like humbugging [continually
asking] hearing team mob to check on his ears like
every like 2, 3 months’ time and, you know, they ended
up find out that he had a fluid behind his ears [...] Gotta
keep pushing ENT doctors and hearing [services] to
like do something for their ears (C3).

Went to the GP, they more or less just went through
the [child health record], said he was fine. | spoke to
the daycare, they said his milestones were fine [...] Like
he’s had a speech delay and if | wasn’t active on that
he wouldn’t have had any appointments (C1).

I was constantly being dismissed [by the GP], to the
point of me going in with like research on otitis media
printed off and being like ‘I think this what he has, like,

can you tell me if that’s the case!’ (C4).

One caregiver stressed the additional challenges of
advocating for children in situations of shared care
arrangements because of the lack of an effective
system for identifying and tracking management of
ear health and hearing issues in primary healthcare,
shifting the onus for these on to caregivers:

Because they’re [my grandchildren] in a situation of
shared care it’s sometimes hard [...] to know what’s
happened or what’s been treated on the other side [of
the family]. If there’s issues with communication or the
relationship isn’t amicable, at times, it’s hard to
actually get that stuff right (P8).
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Implementing strategies

Caregivers described a range of strategies they used
to help prevent OM, as well as strategies to enable
their children to more easily hear and communicate
when they had OM. Preventative strategies included
encouraging nose blowing, washing hands and faces,
and trying to avoid swimming or to wear a swimming
cap in the river. Strategies for communication
included ensuring that the child can see their face
when they speak; telling others they may need to
speak louder, talk slower or be closer to the child; and
getting the child’s attention before speaking with
touch or hand signs. Strategies to enable children to
learn and use language included repeating words and
encouraging children to copy and use words:

Learning new words, it was me kind of focusing and
like repeating sounds and then getting him to, like

repeat sounds before he would do a word (C6).

Other strategies that caregivers described included
activities encouraged by SLPs, such as reading with
children and asking them about what they were doing:

We did the 6-week [SLP] program [...] | just had to
watch him, how he kind of played [...] what | thought he
could hear [...] how he would speak back to me [...] and
we would read books to try and, you know, get his

words up! (C1).

Caregivers also described emotional support
strategies for when their child was frustrated:

I just give him like hug and keep him calming down and
then I ask him again (C3).

Finding help
Caregivers reported finding help, particularly from
community, family and friends who had previous

experience with ear health and hearing problems and

services:

It was more community; it was more like family and

friends that were more helpful than anything (C6).

My brother has ear problems as well and my mum
[was] saying ‘you know, if it keeps getting bad, his [your
child’s] ear drums will burst, and he could possibly

have like hearing damage when he’s older (C4).

It’s only through my cousin’s kid who’s had ENT issues
[...] she could pick up on a lot of resemblance [with my
child], at the similar age (C1).

Caregivers had found some help from supportive
health professionals. This included explanations from
health professionals about what OM was, support to
access services and health services following up and
making appointments ‘fun’ for the child:

Like it was really good, they [the audiologists]
explained it [...] that it’s like when you're swimming in
an inground pool or something like that and you get
water in your ear, that’s how [Child name] is feeling
every day (C1).

I was lucky with the NDIS plan [for child’s speech
delay] because [...] they [NDIS workers] would help me
get her [my child] into the speech [SLP services], and
the ENT (C2).

They [audiology service] rang for a follow up which
was good, cos | work, time gets away [...] He [my child]
is pretty good when he goes to [audiology service] cos
they make it fun. Like it’s all a game and things like
that (C1).

Some caregivers, however, described how they had
been reluctant to ask for help at times because of
feelings of shame:
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| didn’t ask for a lot of help because | was so shame

that it just kept happening (C4).

As a first-time mum, you blame yourself. "Why’s this
happening to my kid? What have | done wrong? [...] Oh
my god, can he [my child] even hear me?’ (C1).

Yet these same caregivers had still strongly advocated
for their children in the face of these internal
challenges as well as external challenges, such as
being dismissed by health and education
professionals.

Advocating for other families

As well as advocating and supporting their own
children, caregivers had also helped other families
whose children had OM and hearing difficulties.
Caregivers had helped other families to understand
more about ear health and hearing problems,
pathways and the available support:

We've had friends that have had their kids in similar
situations and both my husband and | are like ‘this is

what you have to do, like this is how you get in quicker’

[...] we've been able to help advocate for them, to
make sure they don’t go through what we went
through as well (C4).

I help and support them, you know, mums, like: ‘you
need to take him to clinic to get checked’ (C3).

[The local ear health worker] explain it to them
[caregivers] like in [local] language and also in English
[...] she came and then explain to mums while | was
running the FaFT [Families as First Teachers
playgroup] (C3).

Theme 3: Caregiver recommendations

Caregivers made a range of recommmendations based
on their experiences of supporting their children and
navigating the complex ear health and hearing
pathways. This included recommendations for
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improving the pathways with regular checks and more
services (and reducing the onus on caregivers to be
proactive) as well as recommendations for culturally
respectful services and the provision of more
information and education. Caregivers were not
directly asked to give their recommendations, but
these came up in the yarns as caregivers reflected on
what they thought had or could have helped them and
their child. Each of the key recommendations are
discussed below as sub-themes.

Regular checks

A few caregivers expressed the idea that having
regular ear and hearing checks, like dental checks,
‘should be’ the norm. They explained that this would
have helped them and/or would help other caregivers,
such as other young mothers with less knowledge of
ear and hearing health:

The health system should be like ‘here’s your hearing
booklet, make sure you get hearing checks regular’.
(C2)

It should be a health check [...] | think it should be like
the same as they say ‘book your kid in for a dental
check every 6, it should be a hearing check as well, if it
is such a high percentage in Indigenous people. |
wouldn’t have known [about ear and hearing issues]
and | work at [hospital name]. Imagine how many

other young mums wouldn’t know! (C1)

Like that’s something that you do annually [health
checks], might be nice to have that [ear health and
hearing] on his [my child’s] file and flagged, like that
doesn’t get brought up very much. (C6)

As the quotes above illustrate, caregivers thought that
regular checks would have helped to ‘bring up’ ear
health and hearing issues and ensure that the onus
was on the health system rather than on caregivers

having to be proactive.
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More services

Given the lack of (appropriate and accessible) services
discussed above, caregivers had recommendations
for more regular services, particularly for more regular
visiting services, and for screening in accessible places

for families.
An improvement would be having a [ENT] clinic at

[ACCHO name] every month, not every three months
[...] given that otitis media is so high in our community.
(C4)

They [visiting audiology service] should come often
(C5).

[Ear health and hearing] screening in homes and
[...] the preschool [...] community days [...] but it’s
gotta be linked to those [health] records eventually
(Ccs8).

Culturally respectful services

Caregivers also described the kind of culturally
respectful service provision they had found helpful or
would have found helpful. This included services
where staff were “friendly and welcoming’, ‘reassuring’
and ‘sensitive’ to the needs of the child and caregiver
(C4). Clear explanations from health professionals
were also valued. One caregiver also described the
need for ‘cultural connection checking’, the
importance of Aboriginal health workers and
‘individualised care’ (C6):

Staff [at audiology service] were really friendly and
welcoming [...] the way they explained stuff and
reassured, the types of questions they asked they
were culturally respectful, which was nice. They were
sensitive to the fact that he was a boy that had been

through a lot in a small amount of time. And that

mum was at her wit’s end, and she just wanted help!
(C4).

I really think there needs to be just discussion prior
to it [hearing assessment] [...] like have an Aboriginal
health worker [...] some type of like cultural
connection checking would be like really beneficial
[...] I would've liked a heads up, like, it’s not a great
feeling when you can hear something and your kid
can’t (C6).

Maybe individualised care is missing or something [...]
Just the discussion around like ‘what’s happening?
Where are we at?’ Like what are we expecting? Do we
understand? Do we have all the information? Is there
something that they could do around like providing
more information or support? (C6).

More information and education

Caregivers recommended more information for
families about what to expect in appointments and
across the pathway. This included ‘what it actually
means to get grommets [...] how big that is to let your
kid go under [anaesthetic] (C6) and health
professionals having ‘respect’ for how difficult
children and caregivers might find grommet surgery
and other health appointments:

I think maybe they [the audiology clinic] could’ve
maybe explained what was to be expected [...] send

out an information thing or tell me over the phone (C1).

I think having like as much information as possible. |
think it would’ve been nice for them [audiologists] even
maybe do [...] like a quick role play [...] instead of them
be like ok, mum, come sit down’ and that’s it and [...]
we’re in and then they’re [audiologist] like back turned,
writing [...] just that no like respect for [...] what that
means for your kid (C6).

That hearing mob when they come, they should
explain like more [...] or make a community meeting [...]

and explain (C7).
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One caregiver suggested the creation of an app with
information about ear health and hearing that could
also assist caregivers making the right appointments
with health services:

You could create this hearing app for mob that has all
your information on there, can make special

appointment if your kid’s facing this (C2).

Caregivers also recommended more education about
ear health and hearing for GPs and educators, as well
as for families:

It’s [about] working to educate our doctors across the
district, what otitis media is, but also educate our
families as well [...] Unless a doctor specialises in it
[OM], they don’t really know, so there’s more education
that’s needed [...] we need to talk about this chronic
health condition even more as a part of their

developing education (C4).

Needs to be educated to mob [Aboriginal people] and
to schools [...] | don’t know how many conversations |
have to have with the teachers [...] ‘do you think maybe
she has a speech issue going on and a hearing issue

going on’ (C2).

Discussion

The three overarching and interconnected themes
highlight the complexity of ear health and hearing
pathways, the degree of caregiver proactivity currently
required to navigate these pathways and the
recommendations that caregivers had for
improvements in pathways and services. These
research findings add to the small but growing body of
research on the perspectives of Aboriginal and Torres
Strait Islander parents and caregivers on supporting
their children’s ear health and hearing.
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The recommendation of some caregivers to have
regular ear health and hearing checks is a new and
important finding from this study. It provides initial
evidence that families may find new primary
healthcare recommendations for six-monthly ear
health checks for Aboriginal and Torres Strait Islander
children aged five years and younger to be acceptable
and feasible (Harkus et al. 2023). However, further
research is needed to scope the implementation of
these checks in an effective and culturally responsive
way with Aboriginal community-controlled primary
healthcare services and Aboriginal and Torres Strait
Islander people ‘at the forefront’ (Kennedy et al. 2022)
of this research.

This study highlights that the onus is still on caregivers
to have to be proactive to receive effective care. This
aligns with related themes from previous studies
presenting Aboriginal and Torres Strait Islander
caregivers’ perspectives on caring for children with OM
(Campbell et al. 2022; Harkus et al. 2021). These
studies have noted the importance of ‘caregiver work
on behalf of their child” (Campbell et al. 2022) and
‘carer recognition of signs of ear health and hearing
problems’ and ‘parent and carer action-taking,
similarly concluding that ‘the onus for identifying ear
health and hearing problems often rests with
Aboriginal and Torres Strait Islander parents and
carers’ (Harkus et al. 2021). Previous studies have also
noted challenges for caregivers in recognising
symptoms of ear health and hearing problems
(Campbell et al. 2022; Harkus et al. 2021; Jeffries-
Stokes et al. 2004) and being dismissed by health
professionals (Campbell et al. 2022). Consistent with
previous findings, this study found that caregivers also
identified problems by observing children’s listening
and talking behaviours (Harkus et al. 2021).
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The strategies discussed by caregivers in this study
align with previous studies relating to prevention
(Jeffries-Stokes et al. 2004) and supporting children
(Jones et al. 2018; Lowell et al. 1995; Walsh 2020),
including the use of home languages, sign language or
gestures. By learning about and building on the
existing strategies and strengths of caregivers and
their families, health and education professionals may
be able to better assist caregivers and their families to
support children with OM and hearing difficulties, even
while they face long wait times for services. This
approach is consistent with the principles of best-
practice family-centred care (FCC) (Epley et al. 2010)
and the calls for FCC in SLP (Staley et al. 2020),
audiology (Ng 2022) and other health services more
broadly (DiGiacomo et al. 2013a; DiGiacomo et al.
2013b). FCC also needs to be culturally responsive and
safe, as outlined in the Indigenous Allied Heath
Australia’s (IAHA) Cultural Responsiveness in Action
framework (Indigenous Allied Health Australia 2019).
Specific methods that may assist practitioners to be
culturally responsive include ‘yarning’ methods in SLP
(Lewis et al. 2017) and ‘clinical yarning’ more broadly
(Lin et al. 2016).

Previous studies have noted the difficulties and
complexities of ear health and hearing pathways,
including accessibility and wait times (Campbell et al.
2022; Department of Health and Ageing 2010; Harkus
et al. 2021; Jeffries-Stokes et al. 2004). That these
remain unchanged across 20 years of studies
highlights the urgency of systemic reforms so that the
major public health concern of OM and related hearing
issues are addressed. Reducing the complexity of ear
health and hearing pathways requires major structural
changes (e.g. coordination across services and
sectors, greater availability of ENT services, regular ear
health and hearing checks in primary healthcare), and
clear communication regarding the availability of

support services and ear health and hearing more
broadly (Harkus et al. 2023). However, this should not
prevent immediate actions that could improve
caregiver experiences, such as more friendly,
welcoming and culturally responsive services for
families, as outlined in the IAHA’s framework
(Indigenous Allied Health Australia 2019). Caregivers
provided concrete recommendations (see Table 2,
theme 3), many of which echo calls from previous
studies for more information and education for both
families and clinicians (Australian Department of
Health and Ageing 2010; Campbell et al. 2022; Harkus
et al. 2021; Hearing Australia 2017).

Strengths and limitations

One strength was the use of yarning, an Indigenous
research method, that privileged caregivers’
perspectives and the importance of relationality and
researcher reflexivity (Kennedy et al. 2022). As an
experienced Aboriginal researcher proficient in yarning
and with strong pre-established community
relationships, MK’s interviewing allowed caregivers to
feel culturally safe and able to share detailed and
personal stories. MK also provided mentoring for 10K.
Another strength was the inclusion of caregivers from
both inner regional urban NSW and remote NT
communities, since they provided perspectives from
different contexts. It was also a strength to have the
study led by an ARLT who ensured that Aboriginal and
Torres Strait Islander perspectives and ways of
knowing were prioritised.

One limitation of the study was that it did not capture
the full extent of the challenges that caregivers may
face, since the eligibility criteria required participants
to have some experience with audiology and/or SLP
services. Additionally, many of the participants had
worked in health or education contexts and/or had
assistance from family or friends with experience or
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employment within related health services. ARLT
members and several participants mentioned their
concerns about other caregivers who may have
greater challenges navigating ear health and hearing
pathways. While the small number of participants
may be considered a limitation, the study did not aim
to produce quantitative, generalisable results, but to
produce rich, qualitative data to explore caregivers’
experiences and perspectives. These data provide in-
depth insights into the ways that caregivers support
their children with ear and hearing difficulties, as well
as the challenges navigating and accessing support
services and their perspectives on what culturally safe
services look like. While some of the caregivers’
perspectives may relate to specific contexts, many of
their insights and recommendations are consistent
with other studies and can inform structural changes
to ear health and hearing pathways, and models of
culturally safe research and service delivery.

Recommendations for future research

Future research needs to consider how to support
(and reduce the need for) caregiver proactivity,
address complexities with pathways and respond to
caregiver recommendations. This includes further
research on the acceptability and feasibility of the
new recommendations for the components and
timing of regular ear health and hearing checks
(Harkus et al. 2023), given the caregiver support for
these checks evidenced in this study. Additionally,
research is needed to co-design tailored information
with and for families about the pathways and services,
as well as health promotion and information about ear
health and hearing for families and health and
education professionals. Considering the perspectives
of caregivers at earlier stages of the journey or in
situations that would make accessing services more
difficult (e.g. in locations with limited services or in
situations of shared care or caring for foster children)
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could provide greater insights into the extent of the
challenges that caregivers face. The perspectives of
children and young people could be considered to
better understand the impacts on them and what
support is most helpful (McFarland and Dealtry 2017;
Priest et al. 2017; Wilson and Wilks 2013). Further
research on culturally responsive FCC (McCarthy and
Guerin 2022; Strobel et al. 2022) and/or
methodologies, such as clinical yarning (Burke et al.
2022), could strengthen the evidence base for the kind
of care that caregivers recommended. This research
would need to build on the expertise of Aboriginal and
Torres Strait Islander researchers and health workers,
and support and develop new Aboriginal and Torres
Strait Islander researchers and health workers.

Conclusion

Like if | was a doctor or a boss or something, I'd
probably go to a head meeting and say you know, ‘this
needs to change, this needs to happen and this isn’t
good enough’[...] but I'm not a doctor, and people

aren’t gonna listen to me cos I'm just one mum (C2).

This study highlights the importance of listening to
and responding to Aboriginal and Torres Strait
Islander caregivers’ experiences and
recommendations to inform and improve health
pathways, as well as culturally responsive and
family-centred healthcare. This is especially
important because this study and others have shown
that caregivers are often dismissed or not listened to;
yet the onus remains on families to identify
problems, find support and navigate ear health and
hearing pathways. By listening to caregivers and
building on their existing strategies, healthcare
professionals and researchers can seek to empower
caregivers, while also working to change a system
that, as one caregiver stated, ‘isn’t good enough’.
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Heeding the recommendations from caregivers in this
study for regular ear health and hearing checks, more
(culturally respectful) services and more information
and education (for families and clinicians) would help
to improve pathways and reduce the need for
caregivers to be so proactive. Additionally, by building
on the existing prevention and support strategies that
families use with their children, healthcare
professionals can assist families in strengths-based
ways to maximise children’s communication and
provide rich language environments for their children,
even while they wait for specialist services, such as
ENT services.
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