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ABSTRACT

Introduction: Gestational trophoblastic neoplasia (GTN) is a rare, malignant form of gestational trophoblastic disease (GTD), and
international guidelines recommend centralisation of care for best outcomes. The Western Australian Trophoblastic Centre
(WATC) was established in 2023 aiming to provide centralised, person-centred care coordinated by a specialist nurse within
a multidisciplinary team. This project aimed to describe the patient population and evaluate lived experience and satisfaction in
this new model of care.

Methods: An observational descriptive study utilised a review of service data to describe the profile of service users and a cross-
sectional survey to collect quantitative and qualitative evaluation data. Data underwent descriptive statistical and content analysis.
Results: The review determined 172 people accessed the WATC from January 2023 to April 2024. The majority were treated for
a partial mole (50%) or a complete mole (38%). Sixty-six service users responded to the survey. Descriptive analysis revealed an
extremely high level of service satisfaction across all areas of care. The few reports of dissatisfaction related to awareness of
psychological and external services and support for family member needs. Survey participants expressed mixed preference for face-
to-face and telephone appointments. Within open-ended responses, participants commonly expressed satisfaction with empathetic
and supportive care delivered by the specialist nurse, information provision and having access to a contact person through the
service. Suggestions for improvement were associated with practical issues, such as parking and logistical challenges in attending
appointments, and communication.

Conclusions: Satisfaction with this centralised service model for the management of GTD was extremely high, emphasising the
person-centred approach coordinated by a specialist nurse. This evaluation validates service continuation in its current form and
supports wider implementation of similar models in other centres for people accessing care for GTD management.

1 Main Tex
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Gestational trophoblastic disease (GTD) is a group of diseases fertilisation [1]. GTD affects women of reproductive age; the
that arise from trophoblastic cells, the cells that help an incidence in Australia is estimated at 1 in 200-1000
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pregnancies [2] but varies internationally [3]. The World
Health Organization classification divides GTD into two main
types: premalignant hydatidiform mole and malignant forms
termed gestational trophoblastic neoplasia (GTN) [4].
Hydatidiform moles can be categorised as complete mole,
where there is no maternal genetic material present in the
ovum, or partial mole, where both parental genetic materials
are present but it is insufficient to support foetal development
[5]. Patients with GTD have an up to 20% risk of progression
to GTN, typically in the form of persistent or invasive mole.
Additionally, GTN may present in other forms including
gestational choriocarcinoma, placental site trophoblastic
tumour and epithelioid trophoblastic tumour. Fortunately,
GTN has a high cure rate, approaching 100% [3, 6].

Best practice guidelines released by the European Organisation
for the Treatment of Trophoblastic Disease (EOTTD) emphasise
that referral to a centralised specialist service is considered best
practice for the management of care for patients with GTD and
GTN [7]. Published literature supporting the development of
centralised GTD/GTN services emphasises the importance of
establishing a core multidisciplinary team with clinical expertise
in this specialty to achieve the mission of delivering optimal
patient-centred care [8-10]. Additionally, published best practice
nursing guidelines are available to support nurses to achieve
optimal care specific to their roles [11].

Numerous centralised centres for the management of GTD/N
have been established across Europe, North America and
Brazil [12]. Care provided amongst all reported centres in-
cludes consultation and serum hCG monitoring with some
also offering centralised pathology and treatment services.
Centralisation has resulted in improvement for key clinical
indicators, such as accuracy of diagnostic score documen-
tation, contraception counselling, median time from di-
agnosis to chemotherapy and reducing the number of patients
with incomplete follow-up [12].

While this evidence to support the benefit of centralised
services in practice is positive, no current literature has ex-
amined the perspectives of patients with lived experience of
trophoblastic diseases on this model of service. International
consensus recommends that cancer care should focus on
outcomes that matter to patients [13]. Capturing the per-
spectives of people with lived experience is important to share
insights into care quality [14] and ensure a complete ap-
proach to service evaluation. Additionally, in Australia, care
evaluation is informed by the principles of consumer-centred,
evidence-based and organised care to enhance safety and
quality in health care [15].

The Western Australian Trophoblastic Centre (WATC) service
commenced in January 2023 to centralise care of trophoblastic
diseases for women in Western Australia. In the context of this
service model change, this study aimed to evaluate its efficacy
through four objectives:

1. Describe characteristics of the patient population receiving
care from the WATC;

2. Examine the ways patients navigated their care for GTD;
3. Assess satisfaction with care provided by the WATC; and

4. Identify areas for improvement.

2 | Materials and Methods

2.1 | Design

An observational descriptive study was utilised to evaluate ser-
vice provision informed by the Australian Safety and Quality
Framework for Health Care [16] and the principles of quality
improvement and service evaluation [17].

The study comprised two phases [1]: a retrospective review of
service users to describe their demographic and diagnostic
profile; and [2] a cross-sectional survey to collect quantitative and
qualitative evaluation data.

2.2 | Study Setting

A centralised service for the management of people with tro-
phoblastic diseases was established at a major public tertiary
women’s hospital in Western Australia in January 2023. This
service provides care for people across a geographical area of 2.5
million square kilometres ranging from a major metropolitan city
to remote regional locations. Before the establishment of this
centralised service, patients accessed care through local
healthcare services across the state, from clinicians with variable
expertise in this specialty area of care. The WATC centralised
service is staffed by a multidisciplinary team of clinicians in-
cluding a coordinating clinical nurse with specialist knowledge
and expertise in the care of patients with trophoblastic diseases.

2.3 | Study Population

For Phase One, participants were included in the review if they
were aged 17 years or older and attended the service within the
16-month period between service inception in January 2023 and
April 2024. For Phase Two, a purposive sample of patients at-
tending the WATC was sought. As the survey and accompanying
participation information statement were provided in English,
only those proficient in written English were eligible for survey
participation.

Before study commencement, workload records revealed that
172 service users received care from the WATC in the 16-month
time frame. The retrospective review aimed to include all service
users, and the target sample size for the survey was 69, assuming
a 40% response rate [18].

Recruitment and Data Collection

Phase One

24 |
241 |

Patients who received care from the WATC between January
2023 and April 2024 (inclusive) were identified from workload
records stored in the hospital’s internal patient management
system. As only nonidentifiable data routinely collected at the
health service were extracted, consent to participate was not
required. Data were extracted from service records and entered
into a review tool on a Microsoft Excel spreadsheet and were
crosschecked by two members of the research team for accuracy.
The data collection tool was designed to address objective one of
this study. Data included age, postcode, country of birth, lan-
guage, Aboriginal and/or Torres Strait Islander status and
medical condition. Medical record numbers were initially col-
lected to avoid duplication and were later deleted for analysis and
reporting.
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2.4.2 | Phase Two

The survey tool was developed by the research team who have
experience in survey design. The questions were developed to
meet the study objectives, guided by the principles of quality
improvement and service evaluation [17]. Additionally,
questions from the Australian Hospital Patient Experience
Question Set were contextually adapted for inclusion [19].
The survey collected data using Likert, multiple choice and
open-ended questions to examine how participants received
and navigated care, assess their satisfaction with the care
provided and identify areas for improvement. The inclusion
of both quantitative and qualitative data collection was used
to optimise measurement of service quality, enabling patients
to focus on what matters most to them [20]. The full survey
tool is provided as a supporting file. The survey was ad-
ministered using REDCap electronic data capture tools
hosted at the study site [21, 22].

Patients who were identified as eligible for inclusion in the
review were sent an invitation to participate in the survey by
email or text message through the hospital’s messaging
system. The invitation included a link to the participant in-
formation statement outlining the purpose of the survey
along with confidentiality information, explanation of the
voluntary nature of their participation and a survey link.
Before survey commencement, participants were required to
complete a hurdle question to acknowledge they had read the
statement, met the eligibility criteria and consented to par-
ticipate. No identifying information was collected, and
therefore, responses remained anonymous. The survey was
piloted with six eligible participants to assess readability and
clarity. Minor changes to syntax and formatting were sub-
sequently made before distribution. Their responses were not
included in the final analysis. Surveys were collected between
May and June 2024.

2.5 | Data Analysis

Phase 1 and 2 quantitative data were uploaded and analysed
using descriptive techniques (frequencies and percentages) in
SPSS Statistics 24 [23]. Country of birth data were analysed in
Microsoft Excel for ease of categorisation into the continent of
birth. Missing data were handled using case-wise omission. To
maintain anonymity, participant identification numbers (i.e. P1
and P2) were allocated to each survey response and de-identified
by replacing any reference to names and places in open-ended
responses with pseudonyms.

Qualitative data provided in survey open-ended responses were
analysed using inductive content analysis [24, 25] in Microsoft
Excel. These steps included [1]: familiarisation with the data [2];
dividing text into meaning unit [3]; condensing meaning unit [4];
formulating codes; and [5] developing categories into the who,
what, when and where. Irrelevant responses, such as ‘n/a,” were
omitted from analysis. These data were independently coded by
two members of the research team who participated in regular
verbal and written reflexive practice to minimise the influence of
internal bias. Codes, categories and category definitions were
discussed until consensus was achieved. Categories were chosen
as the highest level of abstraction for reporting because responses
were brief and did not contain enough latent meaning to support
theme development [25].

2.6 | Ethical Considerations

This study complied with Australian standards for responsible
and ethical conduct of human research [26, 27], jurisdictional
guidance for implementing the Declaration of Helsinki [28]. This
project was reviewed by the Women and Newborn Health Service
Human Research Ethics Committee and approved by the Quality
Improvement Sub-Committee on 13 May 2024 (approval number
GEKO050521).

3 | Results

3.1 | Participant Characteristics

In total, the Phase One review included 172 service users, and
subsequently, 66 of these people completed the survey. The
average age of WATC service users within the review period was
32years, ranging between 17 and 53 years. Detailed information
on the characteristics of the review population and survey re-
spondents can be found in Table 1. Of note, most participants
lived in a metropolitan location (review data n = 147, 85%; survey
data n =49, 74%). Most self-identified their ethnicity as Aus-
tralian (survey data n=48, 73%) which included Aboriginal
Australians and those identifying as mixed-Australian ethnicity
(i.e. Asian—Australian and British-Australian) with 10 partici-
pants (15%) identifying as other ethnicities including British,
Asian, Finnish and New Zealander/Maori. Most participants
preferred receiving health information in English (survey data
n =59, 89%). The most common type of health condition iden-
tified in the review was complete mole (n = 65, 38%), followed by
partial mole (n=52, 30%). Other rare types of trophoblastic
diseases comprised 12% (n =21) of service users and included
conditions, such as choriocarcinoma, atypical placental site
nodule, placental site trophoblastic tumour, epithelioid tro-
phoblastic tumour and unknown GTD type.

3.2 | Navigating GTD Care

Survey respondents’ appointment types and access to chemo-
therapy treatment and psychological support were measured to
examine the ways patients received and navigated their care
within the WATC service. Most survey respondents were di-
agnosed after the inception of the WATC at KEMH, with the
majority being diagnosed between July and December 2023
(n=18, 32%) (see Figure 1). Of note is that a category for
January-April 2024 was inadvertently not included in the survey
after amending the study to include these patients. Therefore, the
20% (n=11) who selected ‘T can’t remember’ may also include
people who were diagnosed in this time period for which there
was no available category.

Survey respondents indicated they attended, were offered, and
preferred a variety of appointment types by the WATC service
(Table 2). The most common type of appointment attended with
the WATC was by telephone (n = 45, 75%), and the least common
was video conferencing (n =6, 10%). Approximately half of re-
spondents (n =32, 53%) preferred a face-to-face appointment,
followed by a telephone appointment (n = 26, 43%), and a small
number of respondents (n = 14, 23%) had no preference. Of the
survey respondents requiring chemotherapy treatment for their
condition (n =7, 12%), almost all received their first dose within
2weeks of being informed this treatment was required (n =6,
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TABLE 1 | Characteristics of total population (n =172) and survey respondents (n = 66).

Population data

Survey responses

Variable measured n (%) n (%)
b Female o 60 (91)
Gender Missing 6 (9)
Perth Metropolitan 147 (85) 49 (74)
Location Rest of Western Australia 22 (13) 11 (17)
Missing 3(2) 6(9)
Australian 48 (73)
- Other 10 (15)
- b —
Self-reported ethnicity Prefer not to say 2 (3)
Missing 6(9)
Oceania 103 (60)
Asia 43 (25)
Continent of birth* Europe 16 (9) —
Africa 8 (5)
Americas 2 (1)
Yes—Aboriginal and/or Torres Strait Islander® 10 (6)
.. . Yes—Aboriginalb 2(3)
A;)S ?;fézilsﬁiigorres Strait Yes—Torres Strait Islander® 1(2)
No 162 (94) 57 (86)
Missing 0 6 (9)
Preferred language for English 59 (89)
health information® Other - 1@
Missing 6 (9)
Yes 8 (5)
Interpreter required® No 162 (94) —
Missing 2 (1)
Complete mole 65 (38)
e a Partial mole 52 (30)
Health condition Possible partial mole 34 (20)
Other rare types 21 (12)

*Variable collected in the review dataset only.
PVariable collected in the survey dataset only.

86%). Just over half of survey respondents (n = 37, 56%) indicated
they did not want to access psychological support through the
WATC despite this service being available. Eight survey re-
spondents (n=12%) indicated they would have liked psycho-
logical support but did not access it. WATC appointment types,
chemotherapy treatment and psychological support access are
presented in Table 2.

3.3 | Assessing Satisfaction With Care Provided by
the WATC

In the survey, 18 items were used to assess respondents’ satis-
faction regarding various aspects of their care. Figure 2 dem-
onstrates the level of agreement or disagreement with each of
these items. The results indicate that overall, 100% (n = 65) of the
participants were satisfied with the care provided by the WATC.
Items where some level of disagreement with statements existed
highlighting potential areas for improvement included: being
unaware they had access to support services (n =8, 13%); being
unaware of how to access support services (n =11, 17%); and
meeting family and/or support people’s needs (n=4, 8%).
Overall, high levels of satisfaction with all types of staff members

were reported, namely doctors (n =55, 95%), nurses (n=62,
100%) and office staff (n = 56, 93%). It is acknowledged that these
high reported satisfaction levels may have been influenced by
response bias and by the distribution of the survey by the clinic
nurse, despite the survey being anonymous.

Of the seven participants that required chemotherapy, all agreed
on feeling emotionally supported by the chemotherapy staff
during their treatment and receiving information regarding
possible side effects. Six participants indicated they felt emo-
tionally supported by the WATC staff during chemotherapy with
one not answering the question. Six respondents had received
information regarding chemotherapy before the medication and
were contacted at completion of chemotherapy for follow-up.

In two open-ended questions, participants were asked to identify
both what made it easy and what made it hard to make an
appointment with the WATC. Twenty-two survey respondents
commented on what made it easy to make an appointment, and
the responses were grouped into six categories as shown in
Table 3. No responses were recorded for the question ‘What made
it hard to make an appointment?’
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During or before Between January Between July
to 2021 and June 2022  and December
2022

Between January Between July I cant remember
and June 2023  and December
2023

Timeframe

FIGURE 1 | Timeframe of gestational trophoblastic disease (GTD) diagnosis.

3.4 | WATC Service Evaluation and Areas
for Improvement

In open-ended survey questions, participants were asked to
identify both the best and worst things about their experience
with the WATC, as well as to provide suggestions on how the

WATC service could improve. Final categories, along with their
supporting quotes and how often the category occurred for each,
are presented in Table 4.

When relating the best thing about their experience with the WATC
service, 46 out of 66 survey respondents provided positive comments

TABLE 2 | WATC appointment types, chemotherapy treatment and psychological support access.

Survey
Survey item responses n (%)
What type of appointment did you attend with the WATC?* Face-to-face 29 (48)
Telephone 45 (75)
Video conferencing 6 (10)
Were you offered alternative types of appointments?” Yes, telephone 21 (35)
Yes, video 9 (15)
Yes, face-to-face 19 (32)
No 14 (23)
Not sure 17 (28)
What is your preferred type of appointment?” Face-to-face 32 (53)
Telephone 26 (43)
Video conferencing 8 (13)
No preference 14 (23)
Did you receive chemotherapy? Yes 7 (12)
No 53 (88)
Where did you have chemotherapy? Tertiary women’s health service 4 (57)
Alternate public health service 2 (29)
Private health service 1(14)
Time of first dose after being informed chemotherapy was needed Within 2 weeks 6 (86)
2-4 weeks 0 (0)
More than 4 weeks 1(14)
Did you access psychological support (PS) through WATC? Yes 9 (14)
No I did not want PS 37 (56)
No but I would have liked PS 8 (12)
No I access PS elsewhere 4 (6)
I can’t remember 3(4)
Missing 5(8)
Was psychological support provided at an appropriate time? Yes 7 (78)
No 2(22)

*More than one response could be selected.
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Overall, I was satisfied with the service provided by the WATC

‘WATC were prompt with informing me of my results and explaining their implications
I felt the needs of my family and/or support people were met by WATC staff jmmmm
I felt my individual needs were met by WATC staff

WATC staff respected my privacy

WATC staff were professional and courteous

WATC staff were accessible to contact if needed

My questions were answered adequately by WATC staff

WATC staff gave me the opportunity to ask questions

WATC staff helped me to understand my condition and treatment required

T am aware of how to access support services outside of KEMH

I was aware I had access to psychological support following my diagnosis

1 feel confident that I understand my condition

The written information provided by the WATC was informative and helpful
T had enough time with the doctor during my appointment

It was easy to make an appointment

My first phone call from WATC was informative and easy to understand
‘WATC contacted me in a timely manner

FIGURE 2 |

relating to positive staff attributes, most often relating to the specialist
nurse, such as ‘compassion and empathy’ (P59); a positive com-
munication experience; praising supportive staff; staff being con-
tactable; service efficiency and experiencing personalised care.
Furthermore, when asked to comment on the worst thing about the
service, 40 respondents provided comments; however, of that
number, only (n =6) comments related to a negative experience,
such as a lack of parking (n=2) and a negative communication
experience (n = 4). The remainder (n = 35) responded with ‘nothing’
or provided an answer that did not address the question. For ex-
ample, ‘It wasn’t there when I was first diagnosed’ (P15), ‘Me, I was
a mess, the staff were wonderful’ (P21), and ‘Having to be referred to
them in the first place’ (P18).

Similarly, of the 24 people who responded to the question asking
for service improvement recommendations, 17 provided answers
positively praising the service or indicated no recommendations.
For example, ‘What you do is truly amazing, and I wish for the
WATC to maintain the level of care exactly as is’ (P10), ‘I enjoyed
my experience (as much as you can given circumstances) so there
was no need for improvement’ (P16) and ‘You are already doing
a great job, keep your good work’ (P39). The six remaining
suggestions included, more parking, the provision of a home
chemotherapy service, empathetic communication training,
requesting to be contacted sooner and more family support.

4 | Discussion

This evaluation of a centralised service model for the care of
people with GTD in Western Australia was the first of its kind to
report on the demographic profile of service users and satis-
faction from the perspective of people with lived experience.
Survey results revealed an extremely high level of service sat-
isfaction across all measured aspects of care. Qualitative survey
data confirmed satisfaction was related to the caring attributes
provided by the specialist nurse, positive communication expe-
riences with the team, feeling supported and having access to
a contact person, which in this service was the specialist nurse.
Areas for improvement related to practical issues and the sug-
gestion of a home chemotherapy service.

0 20 40 60 80 100
Valid percentage

= Strongly disagree Agree

= Disagree = Strongly agree

Responses to WATC service satisfaction items (valid percentage).

4.1 | Implications of a Centralised,
Multidisciplinary Service

While no previous literature has reported on evaluation of
centralised GTD care from the perspective of service users, one
recent study investigated social media post content of people with
lived experience of GTN [29]. It was found that women openly
shared experiences of their diagnosis, treatment, side effects and
challenges during cancer through this channel and suggested
that they were seeking practical and psychologically supportive
care through sources outside the clinical setting.

It is known that women experiencing pregnancy loss due to GTD
experience various psychological impacts, such as anxiety and
depression, at similar rates to women experiencing non-GTD-
related miscarriage [30]. Factors, such as a lack of partner
support and poor education, demonstrated increased risk of
psychiatric morbidity [30]. Women registered as having lived
experience of GTD in Ireland have indicated their need for
psychological support, bereavement counselling and peer sup-
port groups [31]. The high levels of satisfaction of our survey
participants regarding the provision of care and support suggest
that this centralised service model met their physical and
psychological needs.

Since the introduction of best practice guidelines supporting
GTD service centralisation [7], evidence to support its effec-
tiveness and acceptability continues to emerge. Joyce et al. [31]
suggest that a dedicated, centralised service offers the opportu-
nity to improve monitoring compliance. Their survey of 215
women in Ireland revealed that phlebotomy attendance at
a noncentralised GTD service was impacted in 26.5% of cases by
the need to explain to the healthcare professional why they
needed monitoring. Furthermore, centralisation may improve
standardised assessment of service users’ needs and provide
coordinated treatment to reduce negative long-term effects. A
study from the Netherlands concluded that women experiencing
GTD-related pregnancy loss who are at risk of long-term psy-
chological complaints may be identified through screening tools,
such as the Hospital Anxiety and Depression Scale or the Impact
of Event Scale as a component of supportive care [32]. Our high
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TABLE 3 | Factors that made it easy to make an appointment with the WATC.
Category Quotes Count
Person-centred communication ‘WATC reached out to make the appointment. I was very grateful of the phone 7
calls and email reminders of my appointments’ (P62)
Service being contactable ‘Ability to touch base with Tabitha™ via text’ (P31) 6
Staff assistance ‘Everyone within the WATC made it so easy to book appointments’ (P10) 6
Positive staff attributes ‘The staff were kind and understanding’ (P21) 5
Organised ‘It’s organised’ (P1) 1
Knowing the staff ‘Knowing the person I am dealing with - the clinical nurse and doctor’ (P29) 1

*Pseudonym presented.

rates of satisfaction with information provision and the avail-
ability of being able to contact a trusted health professional
suggest that these outcomes may be prevented through the
nurse-coordinated service model and highlight the importance of
adequate assessment through a supportive care framework.
Further research to investigate standardised assessment of
supportive care needs in people with GTN is recommended.

4.2 | Supportive Care and Role of the Nurse

The psychological and emotional impacts of a GTD diagnosis on
those with lived experience and their families are widely rec-
ognised. A recent systematic review and meta-analysis report
significant psychological impacts on patients with GTD, in-
cluding a 34.9% prevalence of anxiety and 22.2% prevalence of
depression [33]. Multidisciplinary care is considered essential to
address the emotional aspects of experiencing GTD and is a core
component of the model of specialised and centralised GTD care
[34]. A recent qualitative study from the Netherlands exploring
the psychosocial impacts of GTD experiences highlighted the
importance of psychological support delivered by specialised
nurses [35]. This study emphasised the importance of person-
alised care delivered with empathy, also described by the par-
ticipants in our setting.

While not all diagnoses of GTD progress to the malignant GTN
stage, the applicability of a supportive cancer care framework to
conceptualise the care provided through an integrated multi-
disciplinary team of specialists in this context would ensure that
the needs of the person with lived experience are emphasised as
central to care [36]. Regardless of centralisation status, we rec-
ommend that other health services consider how incorporating
the principles of supportive care can support women’s needs
using a multidisciplinary approach to achieve high levels of
satisfaction and reduce detrimental outcomes.

In our service, the specialist nurse undertakes a critical role to
meet the needs of people with lived experience of GTD pregnancy
loss and cancer. This was highlighted in our study as a key factor
influencing the high levels of satisfaction with the service.
Broadly in gynaecological cancer care, clinical nurse specialists
are recognised as a ‘central contact’ for patients and are critical in
the coordination of care [37]. Communication, support, advo-
cacy, knowledge, education, assessment, referral and manage-
ment are considered key aspects of the specialist nurse role [37].
Clinical nurse specialists in cancer care have also been shown to
improve a wide range of patient outcomes including symptom
management, psychological support, meeting information needs
and patient satisfaction in a cost-effective way [38]. The results

from our study provide further evidence supporting patient
satisfaction with nurse-led service models. Further qualitative
research may offer greater depth of insight into factors affecting
patient satisfaction with GTD care and service models.

4.3 | Chemotherapy in the Home

One recommendation identified from the survey data was the
option for the provision of chemotherapy treatment for GTN at
home, to reduce disruption to other responsibilities. Women
undergoing treatment for GTN are often juggling responsibilities,
such as work and caring for children. The treatment regimen for
GTN typically involves women attending the service for in-
tramuscular injections of methotrexate (a cytotoxic agent) several
times over a fortnight for a minimum period of 8 weeks and can
continue for many months, until the disease resolves [39]. Apart
from the practical inconvenience this causes, the repetitive at-
tendance at the health service may adversely affect psychological
outcomes.

Provision of chemotherapy in the home is considered an ap-
propriate care model to complement current care [40, 41]. This
approach also encompasses the principles of person-centred
supportive care, where the multifaceted needs of the patient
are prioritised as central to the care experience [36]. While it is
recognised that current robust evidence on safety and cost-
effectiveness is lacking, particularly regarding safety in larger
populations and intravenous administration, patient accept-
ability and preference for this model are apparent [42]. Concerns
regarding the risk of home chemotherapy infusions are recog-
nised [41]; however, an observational study from Argentina
included the administration of intramuscular chemotherapy
regimens and reported low incidence of minor adverse events
only [40]. We recommend that home-based methotrexate ad-
ministration is an opportunity for further clinical development
and research to optimise person-centred care and improve
psychological outcomes.

4.4 | Strengths and Limitations

This observational descriptive study provides perspectives from
people with lived experience of a recommended care model,
a previously neglected gap in the current literature. A strength of
the study is that, as a population descriptive study, data of all
service users within the data collection period were captured,
offering insight into the characteristics of people with GTD in
Western Australia. While the survey sample size of 66 was small,
they represented 38% of the eligible population. The use of
a nonvalidated survey tool is considered a limitation; however,
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satisfaction items were adapted from a standardised tool rec-
ommended in Australia and were considered appropriate for this
descriptive study. It is acknowledged that the distribution of the
survey tool by the specialist nurse working at the service may
have influenced participant responses. Survey participation was
anonymous to minimise this limitation. Some variables collected
in the first phase (i.e. country of birth and health condition) were
not collected in the survey, and so, it is not possible to compare
the proportions of representation by participants using these
variables. Readers should use caution if attempting to generalise
these results to their local context and are encouraged to consider
their own population demographics and healthcare system
context which may influence service access and outcomes. This
study does, however, offer novel insight into the recommended
centralised care model for people with GTD, showing that this
approach is associated with high levels of satisfaction.

5 | Conclusions

The establishment of a centralised service model for the care of
people with trophoblastic diseases in Western Australia followed
international best practice guidelines and represented a signifi-
cant change in practice. This evaluation is the first to contribute
experience of service use from the perspective of people with
lived experience in the current literature. Satisfaction with the
new service model was extremely high, emphasising the person-
centred approach coordinated by a specialist nurse. Participants
described that satisfaction was related to the caring attributes
provided by the specialist nurse, positive communication expe-
riences with the team, feeling supported and having access to
a contact person.

We recommend that future evaluation of similar service models
include data from the perspectives of service users to ensure that
care is meeting their needs. The specialist clinical nurse is valued
as a critical member of the team to meet the clinical and sup-
portive care needs of people experiencing GTD. The application
of a supportive care framework to care models is encouraged to
ensure these principles underpin the service. We recommend
that the integration of a home chemotherapy service be pursued
as an area for further clinical development and research.
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