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Abstract

Background Evidence supports that engaging consumers in developing and co-designing research priorities and
protocols with key stakeholders improves acceptability of and participation in research and leads to better health
outcomes. This is particularly relevant when considering research with First Nations, migrant and refugee populations,
adolescents, women living with disability and those in the LGBTQIA +community who face systemic disadvantage,
shouldering a disproportionate burden of poor outcomes. This study aimed to identify priorities for maternal health
research in the Top End of the NT from the perspective of consumers and key stakeholders.

Methods Using a participatory approach, focus groups and in-depth discussions with consumers, maternal health
care providers and stakeholders were conducted over a three-month period (Part A), followed by a 1-day stakeholder
forum in Darwin (Part B). Data was triangulated and a list of research priorities developed.

Results Five priorities emerged. First, there is a need to develop and test strategies removing barriers for
engagement of consumers and clinicians in maternal health research. Second, research into specific clinical concerns
raised by consumers, such as prevention of preterm birth, must be complemented by health systems research
enabling better patient journeys. Third, there is a need to develop and test innovative tools to enable comprehensive
counselling of women from diverse backgrounds regarding aspects of care, based on most recent evidence-based
and consumer needs. Further, there is a demand for research into innovative approaches to recruitment and retention
of maternity care providers in a sparsely populated region of Australia, with a focus on provider well-being and
continuity of integrated care. Finally, a need for research collaboration across similar settings and relevant disciplines
to enable enhanced maternal health was identified.

Conclusions Emerging research priorities, implementing evidence-based practices, and regularly updating these
priorities through ongoing stakeholder engagement, can work towards a future where maternal health services are
accessible and responsive to the diverse needs of women and families residing in the Top End of the NT.

Whilst consumers and stakeholders raised specific clinical priorities, health system research was identified as a key
priority, focussing on patient journeys, co-design, and continuity of care through staff retention.
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Introduction

The impact of health research globally is undeniable, with
empirical evidence demonstrating improvements in clini-
cal outcomes and processes of care across a wide range
of disciplines [1]. Despite great advances in maternal
health research and reduction of adverse pregnancy out-
comes in Australia and globally in recent years, mater-
nal health research agendas have primarily been driven
by clinician interest. There is evidence to support that
including consumers and communities in developing and
co-designing research priorities and studies improves
acceptability, research participation, and health out-
comes [2]. This is particularly relevant when consider-
ing research with Australian First Nations, migrant and
refugee populations, adolescents, women living with a
disability and those in the LGBTQIA + community who
continue to face systemic disadvantage and shoulder a
disproportionate burden of poor outcomes [3-5]. Ele-
vating the relevance of research and thus reducing this
research-practice gap requires a paradigm shift towards
the identification and prioritization of consumer needs
and priorities [6]. Authentic and rigorous stakeholder
engagement and participation confers agency to consum-
ers, the end-users of maternal health services, and is par-
ticularly important for those who experience high levels
of systemic disadvantage [7]. Including frontline workers,
many of whom themselves have lived experience of preg-
nancy, birth and parenting, and have the benefit of scien-
tific understanding of critical clinical issues, adds further
value to the process [8]. This philosophy is reflected in
recent national and international guidance on consumer
and community involvement (CCI) to align priorities of
consumers, service providers and research organisations
to shape future research [9]. CCI ensures applicabil-
ity and relevance of research findings, improves patient
safety, promotes ownership of results and addresses
some of the power imbalance prevalent in healthcare and
health research [6, 8].

In our setting of the Northern Territory (NT), Aus-
tralia, the population is approximately 230,000 people
[10] residing on 1.42 million square kilometres of land
(equivalent to the size of France, Spain and Italy com-
bined) [11], with the vast majority of people living in
‘very remote’ locations [12]. The population comprises
26.3% Aboriginal and/or Torres Strait Islander peoples
(hereafter respectfully referred to as Australian First
Nations peoples), 21.8% first generation migrants and
51.9% non-First Nations people [10]. While English is
the most commonly spoken language at home (57.3%),
over 100 Australian First Nations [13] and many other

non-English languages are used daily with Kriol (2.2%),
Djambarrpuyngu (1.7%), Greek (1.4%) and Nepali (1.3%)
the next most commonly spoken [10].

Disproportionate exposure to adverse social determi-
nants of health, such as inadequate access to safe hous-
ing, fewer educational and employment opportunities,
and higher rates of violence and conflict [14], contribute
to poorer health outcomes for Australian First Nations
people compared to non-First Nations people across the
Top End of the NT. This includes maternal health out-
comes, with remote residence a significant contributing
factor due to reduced access to many services [12, 15].
Migrants and refugees living in Australia also experi-
ence systemic disadvantage and have poorer health out-
comes when compared to other non-First Nations people
[16-18]. Women in particular face unique challenges
when engaging in maternal health services in the NT.
These challenges are evidenced by later commencement
of pregnancy care and fewer than the recommended
interactions with health care providers [15, 19]. Lan-
guage and cultural differences, as well as a lack of cultur-
ally safe care, exacerbate the situation [16]. Consultation
with these women and their service providers is key to
effectively prioritising areas for future maternal health
research.

In response to this research gap, we aimed to develop
priorities for maternal health research in the Top End of
the NT from the perspective of consumers and key stake-
holders (health care and other service providers) using
a participatory approach in the form of focus groups
and in-depth discussions with consumers and mater-
nal health care providers conducted over a three month
period (Part A), followed by a 1-day stakeholder forum
held in Darwin, Australia (Part B).

Methods

Study setting

The northernmost part of the NT is known locally as the
‘Top End; generally accepted as extending from Kather-
ine in the South to Melville and Bathurst Islands (also
known as the Tiwi Islands) off the North coast, and from
Groote Eylandt off the East coast, see Fig. 1. Most of the
Top End population (n=140,000) live in the capital city
of Darwin and its surrounding suburbs, which sits to the
north on the coast of the mainland [10]. The remainder of
the population is spread across 31 very remote Aborigi-
nal communities and approximately 600 homelands/fam-
ily outstations with a combined population of between
6,000-8,000 [20].
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Fig. 1 Map of the Northern Territory of Australia [21].

Health services in the Top End are provided by NT
Health, including four (4) publicly funded hospitals and
twenty-four (24) Community Health Centres; one (1) pri-
vate hospital; nine (9) Aboriginal Community Controlled
Health Organisations (ACCHOs), with a range of visit-
ing specialists supporting all these health services. Care
in very remote communities, (considered to be>200km
from specialist services) [22], including antenatal and
postnatal maternity services, are provided by the Com-
munity Health Centres or ACCHOs (n=19) [23].

Other supporting health services to people in the
NT include community service organisations, some of
whom address social determinants of health by providing
essential ‘wrap around’ services. These services include
assistance with securing safe housing, provision of food
and clothing, support for victims of domestic and fam-
ily violence, debt management, and many other social
supports. In addition, there are several research organ-
isations based in the NT which contribute to the devel-
opment of evidence-based practice, the discovery of new

a

treatments, and the improvement of health outcomes for
individuals and families within the N'T [24-26].

Study design and participants

To gain a comprehensive understanding of perspectives
reflective of the diverse consumer and stakeholder demo-
graphics of the Top End of the NT, a mixed-methods
qualitative study comprising: Part A) focus group discus-
sions (FGDs) and in-depth discussions (IDDs); and Part
B) a stakeholder forum, was conducted to inform pri-
ority-setting in maternal health research in our setting.
Participants included consumers with lived experience
of pregnancy/birthing, maternal health care providers,
researchers, and workers providing social and emotional
support to consumers.

Part A

Focus group and in-depth discussions

To provide a safe space to understand the perspec-
tives and gain baseline knowledge on maternal health
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priorities, FGDs and IDDs were held with a range of con-
sumers prior to the stakeholder forum. Similarly, FGDs
were held with maternal health care providers. After
gaining approval and support from the relevant eth-
ics committee (HREC2023-4611), research governance
office (EFILE 2023114645), and Australian First Nations
reference group, recruitment for FGDs and IDDs was via
purposive sampling through maternity services provided
at Royal Darwin Hospital. Further, following an online
review of services available to migrant, refugee, adoles-
cent, LGBTQIA +, and disabled populations in the Top
End, service providers were contacted via details pro-
vided on websites with a request to assist with recruit-
ment. Assistance was rendered by various agencies by
advertising the FGDs via posters in waiting rooms/
offices, inclusion of advertising in regular mailouts, social
media, and face-to-face discussions with beneficiaries.
The FGDs and IDDs were conducted over a period of
three months from 01 June to 31 August 2023 in various
locations across the Top End of the N'T, and continued
until, despite extensive efforts, no more could be sched-
uled due to lack of further participants available in the
allocated time frame.

A list of trigger questions was developed, for use with
consumer FGDs and IDDs to ascertain participant expe-
rience with research, what they saw as the needs pertain-
ing to maternal health care in the Top End, and what
challenges they had encountered while utilising maternal

Table 1 Trigger questions

Consumers

What, if any, is your experience with research? Have you ever been
approached to be involved in research? Have you participated? How
did you feel?

Here are some examples of research conducted in maternity care for
(insert cohort) women. What do you think about this? Can you see any
gaps or opportunities for future research in maternity care?

From your experience in the maternity care system, were there any
questions you felt couldn't be answered well by your health care
provider?

Were there aspects of your care where the explanation could've been
better or where knowledge seemed deficient?

Can you think of any examples from people you know where things/
outcomes were not ideal and there could have been opportunities for
improved care?

Health care providers

Can you think of an example from your recent clinical practice where
the care you provided was not necessarily evidence-based and where
you think improvement of knowledge could occur?

Are there other questions you've had from consumers or students that
you couldn’t answer from the literature/evidence?

Are there areas where we have seen little gain over the past 5-10 years
that we could focus on?

Are there really great things happening in other places that you'd like to
see happen here?

Do you have any suggestions for any opportunity for future research in
the maternal health space in the Top End?

Page 4 of 14

health services themselves. A similar list was developed
for use with health care providers (Table 1).

FGDs and IDDs were facilitated by members of the
research team (JM, KB, MSC, ERB, HWU) from the
Menzies School of Health Research Maternal Health Pro-
gram and continued until saturation was reached within
the FGD or IDD, with each running for approximately 1
h. To ensure cultural safety for participants, Australian
First Nations researchers (KB, MSC) led FGDs with Aus-
tralian First Nations women. Similarly, a case manager
working for a community service organisation support-
ing adolescent women in pregnancy was present dur-
ing that FGD. One woman from a migrant background
was interviewed, however no interpreter was required,
and despite extensive efforts, we were unable to inter-
view women from a refugee background, or consumers
from the LGBTQIA + community. Interviews were audio
recorded with consent and transcribed verbatim. Further,
copious notes were taken, capturing additional observa-
tions and insights.

PartB

Stakeholder forum

Following on from Part A, we conducted a one day stake-
holder forum (“Lighting the Spark”) at Menzies School
of Health Research on 20 October 2023 in Darwin, NT,
Australia, to hear stories of women with ‘lived experi-
ence’ from the Top End, learn about key outputs from
latest ‘NT Mothers and Babies’ report [15], receive a
summary of the principle themes identified in consumer
and health care provider FGDs and IDDs conducted
prior to the forum (Part A), and finally to consolidate
that data through working groups and a panel discussion.
The forum included FGD and IDD participants, and key
members involved in maternal health care in the Top End
of the NT. An outline of the day can be seen in Supple-
mentary file Fig. 1 Agenda.

During presentations of the Mothers and Babies report,
and summary data from Part A, forum participants were
asked to document on sticky notes, provided to the par-
ticipants by organisers, key words or phrases of particu-
lar interest or significance to them from the findings.
After the presentations, forum participants placed these
sticky notes on A3 pages, which were hung up in the
foyer of the facility and were headed with ‘working group
titles’ that had been developed from the FGDs and IDDs.
Aiming to broadly categorise data collected during Part
A into ideas (or ‘sparks’ as they were referred to on the
day), ‘working group titles’ were knowledge, fear, trust,
staffing, support, power, conflict, time, options, other. Fol-
lowing that exercise, participants were asked to allocate
themselves to one of the working groups for further in-
depth discussion.
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Working groups spent approximately one hour follow-
ing Rolfe et al’s ‘what, ‘so what, and ‘now what’ critical
thinking framework to identify what do we now know
(‘what?”), why is that important (‘so what?’), and where
do we go to from here (‘now what?’). [27] Each group was
asked to discuss and list key points relevant to their allo-
cated ‘spark’ that included what they heard, noticed, or
that stood out to them from the presentations, and the
sticky notes (the ‘what’). Participants were encouraged to
discuss and document the significance of the ‘what’ (the
‘so what’); and to construct two nuanced questions rel-
evant to their chosen ‘spark’ to be discussed by the panel
(to become the ‘what now’).

Panel discussion

The stakeholder forum closed with a panel discussion of
experts that included an Australian First Nations obste-
trician and researcher; a midwifery academic; a mem-
ber of the NT hospital executive leadership involved in
maternity services; a non-clinical program manager for
an adolescent pregnancy support service; a project coor-
dinator of women’s services at a non-government organ-
isation caring for refugees; a midwifery researcher; and
a woman with lived experience of pregnancy complica-
tions. The panel moderator asked the panel members the
questions developed by the working groups (Supplemen-
tary file, Table 1).

Data analysis

Worksheets produced by working groups were collated
and written notes were taken by several team members
during the panel discussion and cross-referenced with all
team members immediately after the forum. Data from
FGDs/IDDs were then triangulated with workshop out-
puts and panel discussion transcripts to develop a set of
research priorities for maternal health in the Top End
of the NT. FGD, IDD, workshop outputs, and the panel
discussion were analysed using an inductive thematic
analysis approach [28]. Data were further analysed in
terms of number of mentions by consumers and health
care providers during interviews and workshops, using
transcripts. This secondary analysis was conducted using
NVivo where we systematically coded phrases from the
transcripts according to the sentiment expressed. These
phrases were then assigned to nodes that corresponded
to themes emerging from the primary analysis. If there
was overlap, phrases were coded to more than one node,
with the primary objective being to identify the most
prominent themes by examining the frequency and
distribution of these coded phrases across the various
nodes. Two researchers independently followed this cod-
ing process.
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Results

The results are presented in three parts: A) data collected
from focus group and in-depth discussions with con-
sumers and health care professionals; B) data collected
from the working groups and panel discussion held at
the stakeholder forum; and C) data synthesised across all
components to capture overarching themes and priori-
ties. These stages are illustrated in Fig. 2.

Part A

Focus group and in-depth discussions

A total of 38 participants comprising consumers (z=10)
and healthcare workers (1 =28) were engaged in six FGDs
and two IDDs. These included Australian First Nations
women from remote and very remote areas (n=4), a
migrant woman (n=1), adolescent women (n=4), a
woman living with a disability (z=1), and maternal
health care workers, which included Aboriginal Health
Workers, midwives, and obstetric doctors (1 =28).

Perspectives on research in practice

Overall, consumers reported limited experience with
research. Those that had been involved in research in
the past expressed difficulties differentiating between
research and routine care, highlighting the need to
improve consent processes and the conduct of research,
particularly in the clinical setting.

“I just remember signing papers. It couldve been
for one of them?? Yeah, I don’t know. I just probably
remember signing them.” (Australian First Nations
woman)

Some women expressed a guarded openness to par-
ticipation in research. Other women were concerned
over potential harms arising from research, which was
associated most closely with clinical interventions. This
highlights the need to find better ways to engage with
potential participants and to co-design clinical studies in
pregnancy to align with women’s priorities.

“Yes, I want better outcomes for women, but I also
know the reason why we don’t have evidence is
because we as women are hesitant to try things that
haven'’t been tried before. So we don’t actually know
if I'm going to do this trial, is that putting me and
my baby at risk for negative outcomes?” (Adolescent
woman)

Other women, however, had never considered the pos-
sibility of being involved in research, and some did not
feel they were missing out by be not being involved. This
highlights the need to increase the visibility of research,
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PART A - Focus groups and in-depth discussions
Key focus areas:
- Perspectives on research in practice
- Focus areas for meaningful change

- System pressures and care challenges

\

Findings synthesised into 'Sparks' -

PART B - Stakeholder forum working groups and panel discussions

Sparks:
- Trust
- Fear

- Conflict

- Knowledge
- Support
- Power

- Staffing

\4

Data from Part A + Part B combined for thematic analysis =

PART C - Final thematic analysis

Research themes:

- Engagement in research
- Consumer-focused research
- Communication and decision making
- Trust and collaboration

- Support for staff and consumers

Fig. 2 Study flow chart
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and to acknowledge that some women do not wish to be
involved.

‘I don’t think that it’s something that ever crossed
my mind. To be honest. Like, it's not something that
I would have thought about to be honest” (Migrant
woman)

Conversely, many health care providers had considerable
experience with research in a variety of roles from being
named as an investigator on a grant, to recruiting partici-
pants through their clinical role. The desire was for there
to be genuine collaboration across the tropical North of
Australia, including Western Australia and Far North
Queensland, given the similarities in geography, climate,
and populations, and shared workforce challenges.

“One of the challenges is that we are a large geo-
graphical area with a small population...if you
study a very rare outcome that you're trying to
prevent...its hard because you need the numbers”
(Doctor)

Historically, studies were perceived as being poorly
funded and time-consuming for time-poor clinicians.

“Who's going to recruit the patient? Not me, I don’t
have time” (Doctor)

Multiple health care providers expressed that there was
limited time to participate in research activities or appre-
ciate new evidence due to high clinical loads, maintained
by chronic understaffing. Embedding research into prac-
tice was thus perceived a challenge. Research was nev-
ertheless valued as vital for informing evidenced-based
practice but there were concerns about translation into
practice, specifically, the lag between gaining evidence
and guidelines being updated.

“We're just waiting for the guideline to reflect the
research” (Midwife)

This underscores the need for research to be pragmatic
and relevant to the context of people in the N'T, and for
knowledge translation to be timely.

Focus areas for meaningful change

A variety of systems-related needs for future research
were identified by consumers, commonly expressed in
terms of their lived experience with a medical condition,
an intervention, or a screening test. Issues raised identi-
fied a need for innovation, shared decision-making, and
flexible approaches to care, including the way space is
used in a health facility.
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“Pregnant women do throw up doing it [respondent
refers to the oral glucose tolerance test], and you're in
that vulnerable state already having fasted for like
10 hours and then having to do this test, and then
you're just sitting there nauseous, for three hours
with nothing to do” (Adolescent woman)

Other, more clinical concerns raised briefly by women
centered around access to assisted reproductive tech-
nology, the high burden of preterm birth, risk factors
for pre-eclampsia, the perceived overuse of antibiotic in
newborns, and breastfeeding problems.

Further, psychosocial needs were identified as a high
priority, highlighting social and emotional wellbeing
support as a currently untapped area of research in this
context.

“It’s a lonely process when you don’t have family...

so yeah, pregnancy in that sense was a bit lonely.
(Migrant woman).

“Your partner can’t even stay overnight, after you've
just given birth to this weird ass baby. Like, what are
you supposed to do with it? And your support system
is not there” (Adolescent woman)

In addition, consumers identified the common use of
problem-focused rather than strengths-based language
and a perceived lack of in-depth explanations limiting
access to information tailored to individual needs.

“When I asked about it, [pre-eclampsia] they just
told me like, the normal, like stuff like swelling feet,
headache, but don't go away type of thing. But it's
just like, I feel like that's just normal pregnancy
stuff as well. And they didn't really explain well
enough, like, how severe does the headache have to
be because I always get frequent headaches when I
was pregnant even with him. So like, I was always
like, on edge like, oh, is this it?” (Adolescent woman)

Aligning with consumer sentiments, a wide variety of
clinical and psychosocial research priorities were iden-
tified by clinicians. The inclusion of consumers in deci-
sion-making processes bringing about major policy
changes was identified as critical. An example of this cen-
tred around the topic of including ‘ethnicity’ as a stand-
alone criterion for the induction of labour. Further, and
also mirroring needs identified by consumers, was the
requirement for non-judgemental, factual knowledge
presented in an understandable way to consumers as they
make major decisions.

“I wish they would actually say the statistics, like
when they say, ‘your risk of stillbirth doubles, and
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actually it goes from like point zero 1 percent
[0.01%], to point zero 2 percent [0.02%], and stuff
like that” (Midwife)

This further demonstrates the need for suitable frame-
works for clinician conversations with consumers,
ensuring that advice is evidence-based, location and pop-
ulation-specific, and consistent.

It was noted that most clinicians will at some point in
their career experience an adverse outcome which may
influence future decision-making and advice given to
consumers. Discipline-based support and mandatory,
regular ‘supervision’ by a mentor or peer, was highlighted
as an area of need and potential research. This may be
particularly valuable for clinicians caring for a consumer
perceived to be ‘not walking the usual path’ The feelings
of trauma and inadequacy experienced by clinicians from
a past event may be magnified in these situations and
requires support.

“I have some people that I know I can call anytime of
the day or night, and they will pick up and they’ll get
me through whatever is going on...but if something
is going on that causes distress you just get a pat
answer from management.” (Doctor)

Further, barriers to effective communication were iden-
tified as a critical need and were, despite some recent
improvement in services and availability, the result
of insufficient numbers of interpreters and a lack of
resources in required languages, both audio and visual.

“«

. and then you have a woman from community
who speaks so many different languages, and you're
just hoping they have an escort [accompanying fam-
ily member or friend who can interpret]” (Midwife)

Once again mirroring consumer concerns, the current
lack of an evidence base for several clinical and non-clin-
ical scenarios appropriate for the NT context were high-
lighted by clinicians. These included the management of
preterm prelabour rupture of membranes, postpartum
haemorrhage, management for women with rheumatic
heart disease, care of women from remote communities
with gestational diabetes, dosage of steroids for fetal lung
maturation, postnatal depression in fathers, and support-
ing women with a history of trauma or domestic violence.

“So I do feel like I'm using a little bit of an evidence-
free extrapolation” (Doctor)

System pressures and care challenges
The sharing of lived experiences further highlighted chal-
lenges and potential areas for future research.
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Consumers reported mixed experiences of journeying
through the health system. Those who were engaged in
a continuity model of care or had a midwifery student
allocated to them reported having a great experience.
For women with babies in the neonatal intensive care
unit (NICU) or special care nursery (SCN), however, the
experience was mixed. Unpredictable or changing sched-
ules within the NICU or SCN sometimes caused distress
to consumers.

“They used to feed him and stuff without me even
being there. And I'd be like T'm 10 minutes away.
You know, like, it’s a waste of my time coming all the
way from home to up here, and then you're feeding
my son before I could even think...it's not fair” (Aus-
tralian First Nations woman)

Women with risk factors or pregnancy complications
that required attendance at a ‘high risk’ antenatal clinic
to see an obstetrician sometimes struggled to understand
the importance of this.

“it’s like ‘rush, rush, rush’ when you get to see them.
And when we finally got to see him, he was just like,
well, everything’s all good...and sped through the
process. I was like, what was the point of even wait-
ing” (Adolescent woman)

Other challenges identified centred around rigid policies
for pregnancy and birthing care, and under-staffing in the
clinical setting. The limited pain relief options for woman
having a publicly funded home birth were perceived by
women as not being consistent with other high-income
countries’ expectations, leading to transfer to hospital
during labour, thereby increasing pressure on an already
taxed hospital system.

“l was planning a home birth, but I ultimately
decided to transfer in for more pain relief. They
don't do something as simple as gas and air at home
births! (Adolescent woman)

Further, women accepted for a homebirth were at times
unable to access this care modality due to staff shortages.
Staff shortages were also stated as the reason for wom-
en’s inability to receive intrapartum care in the midwife-
led ‘birth centre] forcing women to birth in the ‘delivery
suite’ where support for and access to medical interven-
tions are more common.

“And then also downstairs at the birth centre, it's not
busy down there in terms of women birthing so they
could have a greater capacity to have women down
they just don't have the staff” (Adolescent woman)
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Echoing issues highlighted by consumers, health care
providers identified several challenges around the patient
journey and understaffing. A lack of support for women
with a migrant or refugee background, or women recently
arrived from interstate having a baby in the NT, being
discharged from hospital too early postnatally, and ser-
vices not being family friendly were highlighted as major
challenges. It was felt that this potentially impacted out-
comes for families physically and psychosocially.

Some health care providers perceived a progressively
junior workforce, resulting in an increasingly interven-
tionist mindset as a risk mitigation strategy. Clinician
comfort was felt to be prioritised over evidence-based,
woman-centred care, for example, an overuse of fetal
scalp electrodes in labour without a specific clinical indi-
cation. Chronic staff shortages not only facilitate prom-
ulgation of a junior workforce, but they also place a high
physical and emotional toll on other clinicians.

“We are constantly destroying our body clocks, which
is no good for our longevity, or mental health, or gen-
eral health in terms of eating and so forth. But it’s
stressful. There’s quick decision making with often
really high stakes, and then this added concern as a
compassionate person that you might inadvertently
cause harm” (Doctor)

These challenges are interconnected and inseparable,
highlighting the need for innovative and imaginative
change.

PartB

Stakeholder forum

Attendees of the stakeholder forum (n=47) included
FGD and IDD participants; representatives from
ACCHOs and research organisations based in the NT;
staff from Royal Darwin Hospital maternity services;
other NT Health staff; social service organisation staff
involved in the support of pregnant women; and mater-
nal health service consumers.

Data from the workshop and panel discussion were
synthesised and a summary of the key points (“sparks”)
is presented below. While the data is presented under the
headings of the ‘sparks, it embodies nuanced concepts
with considerable overlap and should not be interpreted
in a strictly didactic manner.

Trust

Trust in healthcare providers and systems is crucial, par-
ticularly for women navigating their pregnancy journey.
It involves being made to feel welcome, having time and
space to process information, and building trusting rela-
tionships with providers. The journey to birth should
be participative, and choice driven in order to facilitate
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women’s autonomy. Interdisciplinary trust is also vital for
better outcomes, requiring collaboration and communi-
cation between different disciplines. Multidisciplinary
meetings and regular reviews can help foster trust and
improve consumer experience and outcomes.

Fear

Fear was a recurring theme in workshop and panel dis-
cussions. Consumers often fear the unknown, some-
times exacerbated by the ‘deficit-based’ language used by
providers. Terms like 'high risk'and ‘failure to progress’
should be replaced with more ‘strengths-based’ language
such as ‘medically complex’ and ‘slow labour’ Building
trust helps care providers understand individual women’s
fears and tailor care accordingly. Providers also experi-
ence fear, such as fear of causing harm, making mistakes,
or speaking out against others with whom they disagree.
Creating a supportive work environment where fear can
be openly addressed without blame is crucial. Naming
and addressing fear was deemed essential for effective
healthcare delivery.

Conflict

Conlflict between health care providers, particularly those
from different disciplines, is not uncommon in the acute
clinical setting. Attendees agreed that conflict does not
necessarily have to be disadvantageous, as it may bring to
light a critical issue to be addressed or be a catalyst for
change. Where conflict about clinical care arises between
health care providers, bringing the consumer into the
conversation and being open about the difference of
opinion, if done in a safe way with boundaries in place,
may have the effect of empowering consumers. At other
times policy drives conflict, and it is on these occasions
that individually tailored packages of care need to come
to the forefront.

Knowledge

Healthcare providers face the challenge of presenting
vast amounts of research and clinical data to consum-
ers in a meaningfully relevant way. In maternal health
care, differing disciplinary perspectives may lead to con-
flict. While retrospective data often focuses on negative
outcomes, understanding individual stories behind the
numbers is crucial. Collective impact groups involving
various healthcare providers and consumers are key to
sustainable change. Regular forums for sharing positive
consumer stories are vital, yet currently underutilised.
Learning from successful outcomes requires collabora-
tion and ongoing relationships among health care provid-
ers and support services. This approach offers valuable
insights into achieving desired outcomes and address-
ing longstanding challenges like static smoking rates
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amongst Australian First Nations women, and a rising
incidence of diabetes in pregnancy.

Support

Support for both healthcare providers and consumers
are crucial. Staff need to feel valued and part of a team
to enhance job satisfaction and improve consumer out-
comes. Dedicated time for clinical supervision can
address trauma and can also foster professional growth.
Cross-sectoral partnerships and regular service map-
ping are essential for healthcare providers to understand
available external support with whom they can collabo-
rate. All consumers, but especially those from culturally
and linguistically diverse backgrounds, require holistic,
individually tailored support throughout their pregnancy
journey. Holistic care involves linking women to appro-
priate support services. The provision of culturally safe
care should be considered business as usual and include
patient advocates and flexible engagement options.

Power

Discussion over power dynamics in healthcare were
largely focused on consumers, highlighting a significant
imbalance with providers, systems, and policies on one
side, and consumers on the other. Shifting this balance
in favour of consumers involves amplifying consumer
voices through community consultations and individual
discussions. Understanding women’s expectations and
empowering them to make decisions is crucial, especially
for women living with systemic disadvantage. Designing
spacious, family-friendly facilities and providing con-
sumer-friendly tools aid in this empowerment. Engaging

Table 2 Principal evidence gaps and research questions for
maternal health research identified by consumers and healthcare
workers

Research themes Recommendation/suggestions

Engagement in health
research

- Knowledge, attitude, practice (KAP) surveys
- Qualitative research

« Research into improving the patient journey
« Clinical studies focusing on consumer
priority areas

Consumer-focused
research

Communication and
decision-making

- Co-design, and evaluation of innovative
tools and resources, including use of differ-
ent technologies

« Translation of evidence-based research into
clinical practice (implementation research)

« Co-design and evaluate models of care

- Develop and evaluate innovative ways to
foster interdisciplinary collaboration

- Collaboration across similar settings in
Australia and beyond

Trust and collaboration

Support for staff and
consumers

«Innovatively address workforce challenges
(recruitment and retention)

« Co-design and evaluate services to align
with consumer priorities
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consumers in discussions about their needs and prefer-
ences, and creating spaces for decision-making, are key
steps toward rebalancing power dynamics in the health-
care system.

Staffing

The panel agreed that the workforce is in crisis, empha-
sising the need for a broader perspective on who can
contribute to maternal health services. Innovative path-
ways and models must be developed to accommodate
diverse career aspirations and life stages. Flexibility, such
as job-sharing and part-time options, is essential for
workforce retention. Adopting a life course approach to
recruitment, considering different generational prefer-
ences, is also crucial. Furthermore, measuring the psy-
chosocial benefits of various models of care can ensure
resource allocation is more closely aligned with women's
priorities. Developing novel strategies to attract and
retain a strong and compassionate workforce is essential
for addressing the challenges in maternal healthcare.

Part C

Synthesis of data

Data obtained from FGDs and IDDs (Part A) and stake-
holder workshops and panel discussions (Part B) were
triangulated and synthesised to develop a list of emerg-
ing research themes to be considered in a consumer and
healthcare worker informed research agenda, detailed
below and summarised in Table 2.

Engagement in research

There needs to be a stronger focus on engagement in
research for both consumers and clinicians. Evaluat-
ing knowledge, attitudes, and practices (KAP) relat-
ing to clinical research amongst pregnant women and
health care providers through KAP surveys would pro-
vide insight into this. Further, there is a need for innova-
tive and novel processes to be developed and evaluated
if more women are to be engaged in maternal health
research. The development of audiovisual resources, and
the use of other technologies could be useful for this.

Consumer-focused research

Research needs to be consumer-centric, focusing on the
needs of and priorities for end-users. Identifying ways to
improve the patient journey, including collaborative care
planning which places equal value on clinician expertise
and patient-identified needs and priorities could be an
innovative approach requiring evaluation. Acknowledg-
ing that reference groups already exist, the expansion of
and collaboration between well-funded and diverse con-
sumer and community reference groups are required to
ensure that the voices of all consumers are heard. Fur-
ther, designing clinical studies that are of particular
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importance to consumers is crucial. Examples of this, as
identified through this study, include:

o Enhancing access to fertility treatments in remote
and rural Australia

Prevention and management of preterm birth
Prevention and management pre-eclampsia
Antibiotic regimens in newborns

Addressing complex breastfeeding problems
Evaluating psychosocial support needs during
pregnancy and postpartum and the impact on
maternal and child well-being

o DPatient-centred screening for gestational diabetes

o O © © O

Communication and decision-making

Communication between healthcare providers and con-
sumers must be improved to improve consumers expe-
rience of care. Co-design of resources and tools for
improving communication, shared decision making, and
accessing information on clinical interventions, using a
range of technologies would be one approach. Further,
developing and evaluating systems for rapid transla-
tion of evidence-based research into clinical practice is
essential.

Trust and collaboration

Trust between different disciplines within maternal
healthcare is lacking, and this impacts development
of trust between consumers and healthcare providers.
There is a need for co-design and evaluation of models
of care that promote trusting relationships between con-
sumers and healthcare providers. Models that foster ade-
quate time, attention, and relevant detail, with packages
of care tailored to individual consumers are required. In
addition, development and evaluation of innovative ways
to foster interdisciplinary collaboration has the potential
to improve consumers experience of care and should be
prioritised. Further, collaboration across similar settings
may increase the viability, robustness and applicability of
research.

Support for staff and consumers

The provision of multi-faceted support for maternal
health care providers may increase staff longevity. Inno-
vatively addressing workforce challenges, including
high turnover rates and chronic understaffing through
research on staff wellbeing and career development,
development of a local workforce (including a remote
workforce), and the viability of various flexible workplace
arrangements are required. Further, holistic support
for consumers can improve consumer experiences and
health outcomes through the co-design and evaluation
of comprehensive, culturally safe support systems for
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consumers, including referral to services that meet indi-
vidual needs and preferences.

A secondary analysis of the data was conducted,
defined as the number of mentions of themes, based on
inferred meaning of phrases rather than specific words,
by consumers (Fig. 3) and health care providers (Fig. 4)
during interviews, and are represented by the hierar-
chy charts below. Health care providers placed greater
emphasis on the need to develop and test approaches to
overcome provider-provider conflicts within maternal
health, whilst consumers frequently mentioned chal-
lenges with establishing a trusting relationship with
health care providers. Both consumers and health care
providers highlighted challenges with knowledge gen-
eration, staffing, and support, whilst healthcare providers
more frequent expressed concerns over risks associated
with roles in maternity care provision.

Discussion

Themes that emerged from our research provide an out-
line of research topics, enabling a set of first recommen-
dations on what research in the maternal health space
should be conducted in the Top End of the NT. Future
research in maternal health in the Top End of the NT
must prioritize innovative solutions to staffing issues, cul-
turally safe practices, and interdisciplinary cooperation.

While specific clinical research areas were highlighted
by some consumers and stakeholders (e.g., better tests for
diabetes screening in pregnancy), most identified gaps or
challenges related to communication, research engage-
ment and co-design, well-being, and staff-retention. This
study highlighted the need for research that involves
innovative approaches to the recruitment and reten-
tion of maternity care staff, with a focus on well-being
and to enable continuity of integrated care. This is criti-
cal during an ongoing health workforce crisis in the NT
and rural and remote Australia [29], and highlights the
importance of training programs such as delivered by the
Menzies Ramaciotti Regional and Remote Health Science
Training Centre, developing a local, and First Nations
Health workforce in the NT by providing multiple entry
and exit points to training, study, and employment for
young people [30].

Another prominent theme was the need of research
to further investigate and overcome power imbalances
within healthcare settings, e.g., through the provision of
culturally safe care. These include evaluations of educa-
tion interventions and enhanced provision of interpreters
for Aboriginal and other languages for a diverse patient
population.

Investigating drivers of conflict between different
healthcare disciplines may be key to reduce adverse
impacts on consumers' experiences and patient jour-
neys, and research into integrated approaches to
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Fig. 3 Hierarchy chart consumers

consensus-driven, evidence-based, consumer-informed
maternity care is needed. These factors are integral to
improving the quality of care and addressing the compre-
hensive needs of the population served by these health
facilities.

We strongly recommend that regular forums, at least
annually, be established to provide ongoing opportuni-
ties for consumers and health care providers to discuss
and prioritise areas for future maternal health research. It
is crucial that future research be grounded in consumer
preferences to ensure relevance and participation. To this
end, the strengthening, development and utilisation of
existing or new consumer reference groups, whose aim is
to provide advice and guidance to researchers from initial
stages, should be standard practice.

Strengths and limitations

This study has a number of strengths that include i) the
diversity of consumers represented by the FGDs, ii) the
large number of health care workers who participated in
FGDs and the stakeholder forum from urban and remote
communities in the Top End of the NT; ii) requests
from a local university to collaborate in future maternal

health research; and iv) an invitation to partner with an
ACCHO for a maternity services re-design project are
direct results of this study. Limitations included i) the
underrepresentation of women from a migrant or refu-
gee background, ii) people living with a disability; iii) the
lack of representation of LGBTQIA + people in the FGDs;
and iv) being unable to provide a post-forum opportunity
for participants to review and agree upon the emerging
themes. Many of these limitations could be significantly
mitigated by holding annual forums where research
agendas are reviewed and refined.

Conclusions

In this study, we found increasing engagement in research
requires a greater emphasis on consumer-focused
approaches and designs; consumers value strong commu-
nication and shared decision making; intentional efforts to
foster trust and collaboration between healthcare providers
and consumers are essential; and providing individualised
support for both staff and consumers can lead to improved
job retention and a more positive experience for women.
Thus, it is essential to address the complexities of mater-
nal health through a multifaceted approach that prioritizes
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Fig. 4 Hierarchy chart health care providers

consumer engagement and building trust through collabor-
ative research efforts. Addressing workforce challenges and
providing comprehensive support for both staff and con-
sumers are crucial further steps toward improving maternal
health outcomes and experiences in the NT. By focusing
on these research priorities, implementing evidence-based
practices, and regularly updating these priorities through
ongoing stakeholder engagement, we can work towards
a future where maternal health services are accessible and
responsive to the diverse needs of women and families
residing in the Top End of the NT.
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