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Executive summary

Background:

Endometrial Cancer (EC) consumers have complex care needs. It is important to understand the
experiences and views of these consumers to help improve health equity and shape improvement
priorities.

Aim:

To identify the experience and perspectives of people with EC and their carers who have received
or are receiving care for their cancer in Victoria.

Methodology

Data was collected through three approaches: an online survey shared via a national Facebook
support group for EC, eight focus groups with EC patients and carers, and a rapid literature review
all completed between September and October 2024. The survey covered all the steps in the
Optimal Care Pathways while the focus groups allowed for deeper insights. The literature review
examined recent studies on EC patient experiences in Australia.

Findings

Survey and focus group results highlighted numerous care gaps, particularly in timely diagnosis and
treatment, lack of supportive care referrals, and gaps in communication. Seventy-one percent of
survey participants experienced delays of over six weeks from symptoms to diagnosis, while 86%
reported not receiving information on clinical trials or supportive care. Focus group participants
expressed concerns about diagnostic delays, lack of supportive care and inadequate
communication with healthcare providers, often leading to confusion and anxiety. They also sought
other forms of support groups due to the lack of an advocacy group. The literature review confirmed
these themes, noting limited resources for prevention and survivorship in EC care.

Conclusion

The findings emphasise the need for systemic improvements, including enhanced general
practitioner education, standardised diagnostic pathways, and better support and communication
practices for EC patients. Recommendations include promoting EC awareness, expanding
supportive services, and establishing an EC advocacy group. Addressing these gaps through
collaboration between healthcare providers and stakeholders will be crucial for optimising EC care
in Victoria.



Background

The Victorian Integrated Cancer Services (VICS) Optimal Care Summits program is an initiative of
the VICS which involves the examination of tumour-specific cancer care, experience, and outcomes
measures against the standards and targets set out in the Optimal Care Pathways. [1] The Victorian
Cancer Plan 2020-2024 [2] defines the program as an enabler for reducing variations in clinical
practice and cancer outcomes. It aims to identify data informed patterns of cancer care and
outcomes, variations in care, agree priorities for reducing unwarranted variations, and deliver quality
improvement initiatives to reduce prioritised variations. The program involves a mixed-methods
strategic consultation approach including tumour-specific expert working groups, strategic
consultations, statewide surveys, and relevant stakeholder engagement throughout Victoria, as well
as priority initiatives that are resourced by the VICS and other cancer organisations. Across 2024,
the program has explored unwarranted variations in endometrial cancer (EC) across Victoria.

Endometrial cancer is the fifth most commonly diagnosed cancer among females and tenth most
commonly diagnosed cancer in Australia. [3] There are several factors that contribute to the
increasing incidence of endometrial cancer in Australia and globally. These include an aging
population and an obesity epidemic, which has been identified to be a significant risk factor for
endometrial cancer. [4] Socioeconomic factors can also play a role, with higher incidence and
mortality rates observed among women from lower socioeconomic backgrounds and Indigenous
women. [5]

The evidence-to-practice gap remains a healthcare challenge especially in complex settings like
cancer services. [6] The Optimal Care Pathways (OCPs) are a framework for evidence-based
consistent, safe, high-quality care for people with cancer. [1] However, gaps exist across cancer
services in implementing these pathways. An important aspect of determining unwarranted
variations is to explore the perspectives and experiences of endometrial cancer (EC) patients and
their families to accessing and receiving care. Consumer engagement is central to high-quality
patient-centred cancer service delivery. [7] Consumer involvement in cancer care is gaining more
acceptance with consumers encouraged to participate in policy and planning, research and service
delivery. [8] The experiences and views of consumers help identify key areas that will assist in
reducing the impact of cancer on all people affected and lessening disparities for those groups that
have poorer cancer outcomes. [9]

Unlike other gynaecological cancers, such as cervical and ovarian cancers, endometrial cancer
lacks a dedicated consumer advocacy group in Australia. There is a significant gap in understanding
patient experiences with endometrial cancer care in Australia. Understanding patient experiences is
crucial to identify gaps and drive meaningful improvements.

This report examines responses to the endometrial cancer Facebook support group, focus group
discussions held with EC cancer patients, and a rapid literature on the experiences of EC patients in
their cancer journey in Australia. Results of this analysis will be used to inform the VICS Optimal
Care Summit EC program.



Aims
To identify the experience and perspectives of people with EC and their carers who have received
or are receiving care for their cancer in Victoria.

Methodology

Data was collected from three sources: (1) an online survey of Victorian endometrial cancer
consumers via a National Facebook support group, (2) focus group discussions with EC consumers
and (3) a rapid literature review.

3.1 Facebook Survey

Recruitment

An endometrial cancer Facebook support group was identified. Recruitment to the survey was
completed via a post on the Facebook support group site. All eligible individuals were prompted to
complete an anonymous online survey through Qualtrics. Eligible participants were offered to leave
their contact details to participate in a focus group and share more details of their experiences.

Question development

The survey questions were developed following a review of the relevant literature on consumer and
cancer-related surveys. Key questions were identified and systematically mapped against the steps
outlined in the OCPs, ensuring that each of the seven steps from prevention and early detection to
end-of-life care were covered. Questions were then adapted to be appropriate to complete on
mobile devices. To ensure the rigor and relevance of the survey, the questions were subsequently
peer-reviewed and refined through consultations with the 24 expert advisory group members and 3
consumer representatives from the North Eastern Metropolitan Integrated Cancer Service
(NEMICS). The survey questions can be found in Appendix 1.

Data collection

The survey was open for seven weeks in September to October 2024. In total, there were ten
complete responses of which three were excluded due to the responses being from non-Victorian
states. The survey was developed in Qualtrics. Where participants left their contact details, the
Optimal Care Summit’s team initiated contact and organised focus groups/ interviews.

Analysis

Data was extracted from Qualtrics into Excel. Qualitative data was analysed using simple thematic
analysis, whereby patterns of meaning were generated. Quantitative data was analysed
descriptively by a VICS Optimal Summits team member.

3.2 Focus Groups

Recruitment

Recruitment for the focus groups was carried out initially through a Women'’s Health Victoria service,
Counterpart. The VICS Optimal Care Summits team advertised an invitation to participate via the
Counterpart newsletter. Eligible individuals (adults living in Victoria with experience of treatment for
endometrial cancer and their carers), volunteered to participate and were put in contact with the
VICS Optimal Care Summits team. Participants were given a participant information sheet which
included the list of focus group questions (Appendix 2). None of the participants were known to the
VICS Optimal Care Summits team prior to study recruitment. Further participants were also
identified from the Facebook survey.

Question development



The focus group questions were developed following a review of the relevant literature on consumer
and cancer-related surveys. Key questions were identified and systematically mapped against the
steps outlined in the OCPs, ensuring that each of the seven steps from prevention and early
detection to end-of-life care were covered. To ensure the rigor and validity, the questions were
subsequently peer-reviewed and refined through consultations with the 24 expert advisory group
members and 3 consumer representatives from the North Eastern Metropolitan Integrated Cancer
Service (NEMICS).

Data collection

Eight focus groups were held between September and October 2024 using Microsoft video
conferencing software, Microsoft Teams. Each focus group lasted approximately 1.5 hours and was
facilitated by two members of the VICS Optimal Care Summits team. The discussion covered the
topic areas listed above. In circumstances where access to Microsoft Teams was identified as a
barrier, the participant was contacted by a VICS Optimal Care Summits team member via the phone
and the same questions were asked.

As noted above each participant was contacted prior to the individual or group discussions and
given a participant information sheet which included the list of questions including prompts to
explore particular issues further (Appendix 2).

Video recordings of the focus groups from Microsoft Teams and individual phone call were
transcribed by a VICS Optimal Care Summits team member; all identifying information was removed
during transcription. Transcripts from video recordings were checked against the original audio
recordings for accuracy. A draft of the transcript specific to each participant was anonymised and
forwarded to them for comment.

Analysis

The transcripts were then analysed using simple thematic analysis whereby patterns of meaning
were generated from the data. Quantitative data from the discussions was extracted by a VICS
Optimal Summits team member and analysed descriptively using Excel.

3.3 Rapid literature review

Methods

A search was completed of contemporary literature (2018 onwards), published in English with a
focus on endometrial cancer patient experience in Australia. Databases searched include MEDLINE
and Embase, in addition to grey literature sourced via website searches. All articles were reviewed
and screened for eligibility and relevance. Websites of relevant organisations such as Australia New
Zealand Gynaecological Oncology Group (ANZGOG) and Counterpart were searched to identify
any additional studies reported in the grey literature. A basic search through Google Scholar was
also made to identify any further articles that may be of relevance.

Inclusion Criteria

e Population: adults (18 years and older) diagnosed with endometrial/uterine cancer.

e Types of publication: Publications that report original primary empirical work and published
between 2018 — current.

e Types of settings: All types of primary, secondary and tertiary care in Australia providing
endometrial/uterine cancer care.

e Types of study design: Conceptual, theoretical, quantitative or qualitative studies of any
research design.



Exclusion Criteria

Non-empirical literature such as opinion pieces, descriptions of protocols for clinical trials, abstracts
with no available full-text, case reports, conference abstracts, letters to journal editors and editorials.
Literature with only cervical cancer or ovarian cancer noted in discussion or where endometrial
cancer is non-significant throughout the text.

Data Collection

After the inclusion criteria was applied to titles and abstracts (including executive summaries of grey
literature) of full articles that were reviewed, the following data were extracted: first author, year,
study design, objective(s), participants (n), outcomes/results, and key findings.

Findings were analysed using a narrative empirical synthesis in stages based on the review
questions. Initial descriptions of eligible studies and results were tabulated for EC and divided by the
seven-step OCP for EC. Patterns in the data were explored to identify any consistent findings in
relation to the study questions. Interrogation of the findings explored the influence on different
outcome measures, methods, and settings on the resulting data.

Findings

4.1 Facebook survey
Seven people with endometrial cancer experiences in Victoria participated in the Facebook survey.

Demographics

Table 1 below shows the demographic data provided by survey participants. All seven participants
were female, born in Australia, and were not of Aboriginal descent. Three participants (50%) were
aged between 61 — 70 years old (50%), two were between 50 — 60 years old (33%), and one was
aged younger than 50 years old (17%). Of the four participants who provided their region, all four
were from metropolitan regions.

Almost half of participants (43%, n=3) reported having stage/ grade Il endometrial cancer, and the
others were evenly spread between stage one, two and four (14%, n=1 each). The majority of
participants (71%, n=5) had their treatment in a public hospital with only 29% (n=2) reporting to
have their treatment in a private hospital. Most participants had a high level of education (86%, n=6
completing further study) and working status varied as shown in Table 1.

Table 1. Endometrial cancer Facebook survey demographic information

Age n=6 Percentage
Younger than 50 1 17%
50-60 2 33%
61-70 3 50%
Total 6 100%
Gender n=7 Percentage
Female 7 100%
Male 0 0%
Total 7 100%
Stage/Grade n=7 Percentage
| 1 14%

Il 1 14%

1] 3 43%



1 14%
Unsure 1 14%
7

Total 100%
Country born in Percentage
Australia 7 100%
Other 0 0%
Total 7 100%
Postcode n=4 Percentage
MMM1 4 100%
Total 4 100%
Treatment centre n=7 Percentage
Public 5 71%
Private 2 29%
Total 7 100%
Aboriginal Background n="7 Percentage
Yes 0 0%

No 7 100%
Total 7 100%
Education Level n=7 Percentage
Below Year 12 1 14%
Certificate or diploma 1 14%
Undergraduate 3 43%
Post graduate 2 29%
Total 7 100%
Working Status n="7 Percentage
No paid work 4 57%
Part-time 1 14%
Full time 2 29%
Total 7 100%

Experience as relating to OCP steps

As highlighted in Table 2, when reviewing time to diagnosis, the majority of participants (71%, n=5)
reported it taking more than 6 weeks after noticing initial symptoms to have their cancer diagnosed.
After their cancer was diagnosed, almost half (43%, n=3) reported it taking 2-4 weeks to receive
treatment with the other half reporting it taking more than 4 weeks (43%, n=3). The majority of
participants did not receive any supportive care referrals (86%, n=6), information regarding clinical
trials (86%, n=6) or referrals to palliative care (100%, n=7). Discussions of fertility did not apply to
more than half (57%, n=4) of the participants. All participants had further engagement with health
professionals after their treatment, but advance care planning conversations were limited with 57%
(n=4) reporting not having or remembers a discussion.

Table 2. Endometrial cancer Facebook respondent patient experience relating to OCP steps

Time to diagnosis after noticing initial symptoms Percentage
Less than one week 0 0%
1-2 weeks 1 14%
2 - 4 weeks 0 0%
4 — 6 weeks 1 14%



6+ weeks 5 71%
Unsure 0 0%
Total 7 100%
Diagnosis to treatment time Percentage
Less than one week 0 0%
1-2 weeks 0 0%
2 — 4 weeks 3 43%
4 - 6 weeks 1 14%
6+ weeks 2 29%
Unsure 1 14%
Total 7 100%
1 14%
No 6 86%
Total 7 100%
Received information regarding clinical trials Percentage
No 6 86%
Yes 1 14%
Total 7 100%
Discussion of fertility implications Percentage
Discussions regarding fertility were not relevant to me 4 57%
No 2 29%
Yes 1 14%
Total 7 100%
Health professionals contacted after active treatment = Percentage
7 100%
No 0 0%
Total 7 100%
Advance care planning discussed = Percentage
3 43%
No 3 43%
Unsure 1 14%
Total 7 100%
Palliative care referral n=7 Percentage
No 7 100%
Yes 0 0%
Total 7 100%

Qualitative findings

Participants were asked what they thought worked well from their entire endometrial cancer journey
from initial symptoms to survivorship. Three participants reported that their oncologist or treatment
team were excellent. Two participants reported that the care they received was timely particularly
receiving treatment.

“Got into treatment quickly and was fairly seamless going from hysterectomy to treatment. Peter
Mac staff and care was fantastic.”



Three participants also reported about the seamlessness of care, providing positive feedback for an
efficient treatment pathway, communication between health service centres and follow up by health
care teams. Despite this, two participants acknowledged the gaps in the healthcare system and their
requirement to be participants to meet their own needs. This included completing extensive
research. One respondent highlighted the use of medical cannabis as a positive factor to their
endometrial cancer journey.

“Surgery happened fairly quickly from when | was diagnosed. Post surgery | was also referred to an
oncologist who has been great.”

Participants were also asked what improvements they would like to see in the care provided to
people with endometrial cancer and their families. Four participants reported improving delays in
survivorship care, decreasing waiting for appointments to be booked, and more timely diagnosis and
treatment. There were concerns that the delays in the diagnosis of their symptoms would result in
their cancer progressing.

“Saving time initially by having women diagnosed and treated quicker would not only save lives but
save money by having women treated at earlier stages and requiring less treatments down the
track.”

Three participants also mentioned required improvements in post-operative care. They reported
feeling abandoned after their treatment, “dropped” by their care team, or found that post-operative
care was “non-existent”.

“I have found that oncologists know how to treat the disease but not the patient.”

Four participants also reported communication as an area of improvement. They noted not knowing
who their point of contact was and not knowing who to discuss questions or concerns they had.
There was communication breakdown experienced including mixed messages, lack of visibility of
their diagnosis, treatment and options, recurrence concerns, and the availability of informative
handouts they could read about their cancer journey.

“l was left not knowing who my contact was and felt totally at sea at a very high stress time.”

Two participants also suggested that general practitioner training is required as well as awareness
in the community about the signs and symptoms of endometrial cancer. One respondent suggested
having an endometrial cancer nurse available to all patients.

“GPs need to be educated | was told all my heavy bleeding was normal. | practically had to beg for
some intervention.”

4.2 Focus Groups
Nine people with endometrial cancer or carers participated in the focus group discussions.



Demographics

Table 3 below shows the demographic data provided by focus group participants. Almost all
participants were women (87%, n=8), and one was a male carer. Most were also born in Australia
(87%, n=8) and none were of Aboriginal or Torres Strait Islander descent. More than half of the
participants were aged between 61 — 70 years old (56%, n=5), and the other half were between 50
— 60 and years old (44%, n=4), and none were younger than 50 years old. Most of the participants
lived in metropolitan regions (78%, n=7) with only two living rurally (12%). The majority of
participants had a high level of education (67%, n=6 completing further study), and most were no
longer patrticipating in paid work (67%, n=6)

Table 3. Endometrial cancer focus group demographic information

Gender n=9 Percentage
Women 8 87%
Men 1 13%
Total 9 100%
Age n=9 Percentage
Younger than 50 0 0%
50-60 4 44%
61-70 5 56%
Total 9 100%
Stage/Grade n=9 Percentage
| 2 22%

Il 1 11%

1] 3 33%

v 0 0%
Unsure 1 11%
N/A 2 22%
Total 9 100%
Country born in n=9 Percentage
Australia 8 89%
Other 1 11%
Total 9 100%
Postcode n=9 Percentage
MMM1 7 78%
MMM3 1 11%
MMM5 1 11%
Total 9 100%
Aboriginal Background n=9 Percentage
Yes 0 0%

No 9 100%
Total 9 100%
Education Level n=9 Percentage
Below Year 12 2 22%
Certificate or diploma 1 11%
Undergraduate 5 56%
Post graduate 1 11%



Total 9 100%
No paid work 6 67%
Part-time 1 11%
Full time 1 11%
Casual 1 11%
Total 9 100%

OCP Step One: Prevention and early detection

Focus group participants were asked if they were aware of EC prior to their diagnosis. The majority
of consumers (89%, n=8) reported being unaware of endometrial cancer prior to their diagnosis.
They were aware of risk factors such as weight, smoking and drinking from other cancers but not
directly with endometrial cancer.

There was a recommendation from a consumer to developing pathways for GPs as there is no
screening test available for EC.

“In fact, I'd never heard of this cancer until | actually got diagnosed.”
OCP Step Two: Presentation, initial investigations and referral

Focus group participants were asked how long it took them to see a health professional after
noticing an initial symptom. Almost half of the consumers (44%, n=4) attributed their symptom of
bleeding to menopausal bleeding. The pain from bleeding was commonly associated with period
pain.

The timelines to consult a health professional about symptoms ranged from between four weeks to
12 months. The majority of consumers (83%, n=5) took more than six months to discuss their
symptoms with a health professional.

“I had sort of put it down to bit a of menopause. If had been 60, | [would] probably have gone
quicker, but because I'd sort of been in that menopausal state, | just thought, oh, this is just a
strange thing that happens when you no longer get your period.”

Focus group participants were then asked if they felt that all their symptoms were appropriately
investigated. One consumer expressed dissatisfaction with a bulk billing clinic. They had mislabelled
their diagnosis as perimenopause. As a result, they consulted another GP who was reluctant for
them to undergo a blood test. However, they receive a physical examination by the GP who
detected some masses and prompted an ultrasound to be completed.

“I think he's a very good doctor, but if he's not thinking about it and was not on his radar to think that
that's an option, then then that's a bit of a worry.”

One consumer reported that her healthcare team took the right approach with what they knew at the
time but retrospectively, they should have been more cautious with prescribing oestrogen cream to
a patient who would have the typical risks for endometrial cancer. Another consumer reported being
proactive with their health, requesting specific tests to be conducted and worked on changing their
diet and weight.

“In hindsight, should they have taken it more seriously. Should they have done more investigation
when the blood test showed that | had already gone through menopause? Should they have been a
bit more proactive with me? Yes, probably. But again, I'm accountable for my own health.”



OCP Step Three — Diagnosis, staging and treatment planning

Focus group participants were asked how long from the investigation of their symptoms did it take
for them to receive a cancer diagnosis. Only a quarter of consumers (25%, n=2) reported having
their diagnostic investigations within the two-week timeframe provided by the endometrial cancer
OCP. [1] One consumer reported their diagnosis was six to eight weeks after their diagnostic
investigation.

Two consumers reported having their diagnosis after investigations of symptoms between six and
12 months. Two consumers reported having their diagnosis after investigations of symptoms more
than twelve months. One of these consumers had their diagnosis after 16 months and the other
between 3 and 3.5 years. Some reasons for delays included access to services and unwillingness of
GPs to conduct tests or listen to the concerns of our consumers.

“l had to have a hysteroscopy and there was no availability where | live in Ballarat. But my
gynaecologist said, look, if | can do this surgery, | can do this for you up in Ararat, which is probably
an hour from my house, we can do it. Therefore, do it sooner and | was like, yep, that's absolutely
fine. So, it was probably between six and eight weeks between first going to the doctor and saying,
hey, I've got bleeding, is that supposed to be happening to the diagnosis.”

Focus group participants were then asked what their experience was of receiving their cancer
diagnosis and when beginning their treatment journey. Most consumers reported being shocked
when they received their diagnosis and there were common feelings of uncertainty and overwhelm
with the information communicated to them. One consumer felt that the delivery of diagnosis and
prognosis should be more provided with more empathy and kindness and the availability of having a
support person there should be prioritised.

“It was a little bit of a shock to wake up from surgery and find that or your bits have gone... and be
told you had cancer’.

A common theme reported by consumers was the lack of communication they received. This meant
that the consumers felt like they had no understanding of what their diagnosis might mean for them
and the next steps. This often led to feelings of uncertainty, anxiety and delays. Multiple consumers
reported feeling that they had not received enough information and what they did receive was
contradictory and confusing.

‘I didn't feel like there was anyone to ask any questions... and | didn't know who to go to or anything
like that, so my experience is not a great one.”

OCP Step Four — Treatment

Focus group participants were asked how long it took for them to begin active treatment after their
diagnosis. Only one consumer (11%, n=1) reported commencing active treatment greater than the
OCPs recommendation of four weeks after presentation at a multidisciplinary meeting.

Participants were also asked about their experiences of the treatments they received. One
consumer reported of post-operative complications and another felt that they weren’t as involved as
they would have liked to be in their treatment planning.

“Nothing was ever really discussed about brachytherapy. | was never told | have a choice in any of
the treatment like | could opt out of it if | wanted to.”

Eight consumers (89%) underwent a hysterectomy. Six (67%) reported having radiotherapy, and
two (22%) had chemotherapy. Four consumers (44%) reported utilisation of hormone replacement



therapy. Two (50%) were prescribed Provera, one (25%) used Letrozole and one (25%) used
Progesterone.

One consumer (11%) reported that they were not provided with enough information particularly
regarding bandage changes and also received mixed messages from different health professionals.

Experience of travel was also discussed with the focus group participants. The majority of
consumers (78%, n=6) reported that they did not have to travel far to get their care. This ranged
from 20 minutes to one hour. One consumer (11%) travelled frequently for tests, treatment and
other appointments but reported that they were able to drive. They also noted that travel to public
hospital would have been extremely difficult.

About a quarter of consumers (22%), n=2), including the one living in a rural area reported that
travel time was significant. One of these consumers stated that it could take them two hours every
day to receive their radiotherapy between Geelong and Melbourne. Had the service been available
in Geelong, it would only take as little as 15 minutes travel time for treatment. In addition, the
impacts of COVID on treatment were reported with consumers reflecting on the difficulties of being
isolated from family and friends, lack of a support person to attend treatments and traffic delays.

“My husband wasn't allowed with me, which it was really hard to walk into that hospital and do this
all by yourself. But he was in the car and that is the only thing that really kept me going was knowing
he was there waiting for me, that when | walked out, | go and see him and he's there.”

The focus group participants were asked about their experience of clinical trials. Most consumers
(67%, n=6) reported that they were unaware or were not made aware of any clinical trials by their
health professional. One (11%) consumer had a brief discussion about clinical trials but believed

they were ineligible.

One consumer (11%) had direct experience of a clinical trial. They noted that the trial nurses were
excellent, caring and easy to contact. They were on the trial for 12 months. However, there were
implications with the off-boarding from the trial when they longer met the criteria i.e. a change in
medication suddenly ruled them out of the trial which they did not realise.

“But | think when you're dealing with people that are in a vulnerable situation, | honestly think they
should really clarify for you and should say, of course, consumer, by taking this drug, it will mean
you are no longer part of the trial you have. You no longer meet the criteria. We're really sorry.”

Fertility implications was also a topic explored, however, none of our consumers had fertility
implications discussed with them as all participants were of post-menopausal age.

Focus group participants were asked about their supportive care needs and referrals they may have
received. Supportive care was reported as being limited by consumers. Only one consumer (11%)
reported being able to participate in a local ten-week rehabilitation program.

Most consumers (63%, n=5) reported not having supportive care services offered or discussed.
Three consumers (33%) reported having to seek their own services.

“Mine didn’t even exist’™- in relation to supportive care.
Consumers (33%, n=3) referred to the Facebook support group as an excellent resource for
support.

“So, to me that was where | got all that information that you talk about there. That was very
supportive. And we could ask each other, like, who do you recommended for physio? | have this...
and we would share all that sort of stuff so that that to me was really, really valuable”

OCP Step Five — Care after initial treatment and recovery



Focus group participants were asked about the health professionals that were involved in their care
after finishing active treatment. One (11%) consumer reported being involved with their GP after
finishing active treatment but noted that the information they received from their treatment team was
patchy. Three consumers (33%, n=3) reported further engagement with nurse oncologists, two
consumers also reported being involved with gynaecologists after active treatment. Four consumers
(44%) reported ongoing engagement with radiation oncologists and only one (11%) reported being
involved with their surgeon after active treatment.

“I really like my oncologist. She is on the ball, I'm just so thankful that | feel like I've got a bit of a
rock that | can cling to because | really don’t want to go back to the surgeon ever again.”

Again, communication was a recurring theme. Two consumers (22%, n=2) reported a lack of
appropriate communication making them feel dismissed and anxious. One consumer (11%)
reported that the delivery of results was too medical and technical which resulted in them often
having to look up what things meant.

“And so, | really did fall pieces a little bit because at a time when you have been told that you got a
diagnosis, that it's in your lungs and that you're basically no longer curable, it's treatable, but it's not
curable. You know you want your team around you and to be told that in an e-mail was a bit
devastating.”

As a complication of surgery, one consumer (11%) had bleeding occur. They had difficulties getting
in touch with their surgeon for two months and were only seen at the quarterly follow up which they
were notified that it could be a recurrence.

“You know, | don’t know what you’re supposed to do to get decent care.”

Focus group participants were asked about their GPs experience of being informed of their cancer

care and experience between GP and specialist care. One consumer (11%) reported going directly
to their specialists either the gynaecologist or someone at the treatment centre. They did not go to

their GP. Three consumers (33%) reported that their GP was excellent. Only two consumers (22%)
believed that the specialists were communicating scans.

“My GP is really good, and I think people communicated with her appropriately.”

Three consumers (33%) reported that their GP did not receive pathology results or issues that arose
from surgeries and scans. One consumer (11%) would download the scans or tests and send them
to their GP. One consumer (11%) reported that their GP was instrumental in supporting them in
getting access to the private health system.

Participants were asked about their experience with transitioning back into day-to-day life after
finishing active treatment. Issues with engaging in paid work were reported as well as fear of
recurrence.

Three consumers (33%) reported that they felt supported, and one was able to rely on insurance for
financial assistance. One consumer (11%) felt like they have yet to get back to day-to-day life as
they have never felt like they were off active treatment. One consumer (11%) reported that they are
self-managing but is able to request help when needed.

“When you finish treatment, it’s like you've stepped off a cliff or something because for nine months,
appointments, appointments, blood test, scans, appointments, appointments, appointments and
then you're finished.”

OCP Step Six — Managing recurrent, residual or metastatic disease



Focus group participants were asked if they had the opportunity to discuss their prognosis with their
healthcare providers. Three consumers (33%) did not ask about their prognosis. One of these
consumers relied on their extensive research to understand their prognosis, another consumer felt
like they were not appropriately told of their recurrence diagnosis and likelihood of being cancer
free, and one consumer received information about their prognosis four years from their diagnosis.
Two consumers (22%) acknowledged that they did have an opportunity to ask about their prognosis.

“So, it's not really a clear answer on prognosis because I've sort of never asked the question, but
there's never a clear answer.”

Focus group participants were also asked about advance care planning and making future decisions
with them. All consumers reported that this question was not applicable to them highlighting a lack
of knowledge of the topic.

One consumer (11%) had an advance care planning document signed off by their GP. This was
initiated at the start of their cancer journey. All consumers reported not requiring palliative care.

OCP Step Seven — End-of-life care
This was not applicable to any of the consumers who participated in the focus groups.
Other experiences in their cancer journey

Participants shared their perspectives on the accessibility, communication, and quality of
information provided throughout their cancer journeys. Some participants reported receiving diverse
types of information—verbal, written, and video-based however this varied. Multiple consumers
(33%, n=3) engaged with additional resources like the Nurse on Call service or social media support
groups, notably a National Facebook support group. With no endometrial cancer advocacy group
accessible, consumers relied on the Facebook support group to enable connection to consumers
with endometrial cancer experience. Access to information and resources varied greatly and
consumers noted how difficult the system would be to navigate for priority populations.

“Some standard information like handouts to be given to take home like even though people sort of
tell you stuff, or they might not even tell you, it's all such a blur.”

“But | can't imagine if people had any sort of disability or they had any issues with English or they
would just, they'd probably still be waiting for their operation.”

When discussing involvement in their care and communication quality, experiences varied. Six
participants (66%) were engaged in discussions about their treatment, but some felt overwhelmed
or confused, hindering their understanding. One consumer emphasised the emotional toll poor
communication can have, stating, “Bad communication can actually put a brick wall up for you and
can really alter and halt your emotional healing as well.”

Consumers were asked if the cancer care system recognised their unique needs. Four consumers
(44%) reported that they believe that the endometrial cancer care is catered towards where English
is their first language.

“l would hate to be somebody whose English isn't the first language... the whole process is
confusing enough.”

Suggestions for improvement covered a range of needs: enhanced promotion of endometrial cancer
awareness, support for patients seeking second opinions, increased privacy in treatment
discussions, and timely diagnosis and screening. Additionally, the importance of educating general
practitioners was underscored.



“There definitely needs to be more information about endometrial cancer. I'd never heard of it
before.”

“Education of GPs. | can't emphasise that enough so that they should have a checklist in their
mind.”

A common theme was the desire for improved communication and a clearer point of contact. Some
called for endometrial cancer-specific nurses, similar to breast cancer nurses, and others sought
local access to care. Participants emphasised respectful, empathetic communication, consistency in
messaging, and consideration for diverse backgrounds, including recognition of Aboriginal and
Torres Strait Islander patients. As one consumer put it, “There needs to be more care sometimes in
delivering messages.”

4.3 Rapid literature review

Of the seven studies that were included three were observational studies, three were randomised
control trials, and one was an open-label trial. One study focused on Step 3: Diagnosis, staging and
treatment planning, five studies focused on Step 5: Care after initial treatment and recovery, and
one study focused on Step 6: Managing recurrent, residual or recurring metastatic disease. None of
the studies provided any information on Step 1: Prevention and early detection, Step 2:
Presentation, initial investigations and referral, Step 4: Treatment, Step 7: End-of-life care of the
Optimal Care Pathways.

The studies primarily focused on experiences of EC diagnosis, decision making, treatment, fertility
and survivorship, physical activity and nutrition after diagnosis, pelvic floor outcomes, psychosocial
support, complementary and alternative medicines (CAM) and the benefits of hormonal therapy.

There was a strong desire from women with EC for cancer support services and comprehensive
information on treatment options, fertility implications, and emotional support. It was identified that
six per cent of EC cases in Australia do less than the recommended 300 weekly minutes of
moderate intensity activity. EC patients reported costs associated with exercise, emotional and
external factors to be barriers while diaries and activity trackers were motivators.

Patients who underwent total laparoscopic hysterectomy or total abdominal hysterectomy reported
initial improvement in functioning scores and while these slowly decline over time, some beneficial
gains were maintained compared to pre-surgical pelvic floor wellbeing. Almost three quarters of EC
patients in the psychosocial support study reported that they were already on antidepressant
medication before their diagnosis. About 16.8% of patients with EC were prescribed one or more
psychotropic medications during the study period.

It was identified that women with EC frequently use one or more CAM practices, practitioners or
products. It is not a substitute for conventional medicine but rather as an adjunction of it. It is also
seen as a preventive approach and is seen as a way to address both clinical and lifestyle related
concerns. Patients who had hormonal therapy in one study reported improved quality of life
including emotional functioning, cognitive functioning, fatigue and global health status.

The research process revealed a significant lack of studies on patient experiences in endometrial
cancer care, particularly for prevention and early detection, presentation, initial investigations and
referral, diagnosis, staging and treatment planning with only limited literature available for treatment,
care after treatment and recovery and recurrent and metastatic disease management.



Recommendations and future actions

The EC Facebook survey, consumer focus groups, and rapid literature review indicate there are
opportunities to improve aspects of endometrial cancer care in Victoria. It is important to note that
these may not be reflective of all the gaps to optimal endometrial cancer care experienced by
consumers. The methods used in this report involved limited representation of consumers living in
rural and regional areas and those from a culturally and linguistically diverse background. The VICS
Optimal Care Summits program provides an opportunity to support women with endometrial cancer
through advocacy, policy and research, and service improvement. Recommendations to improve
optimal endometrial cancer care include:

Enhance public awareness and GP training on endometrial cancer.
Promote timely diagnosis and standardised treatment pathways.
Expand access to supportive and survivorship care.
Improve communication and patient-centred information delivery.
Support the establishment of more cancer nurse coordinators.
Address gaps in research and develop EC advocacy:
o Support research focusing endometrial cancer experience.
o Promote the development an EC advocacy group to provide a unified voice for
patient support and education, similar to groups established for other gynaecological
cancers.

Conclusion

EC cancer consumers have identified a variety of gaps in optimal care provision across their cancer
journey. Findings indicate that improvements should focus on public awareness, timely diagnosis,
and patient-centred care models, as well as a call for more consistent communication. Furthermore,
consumers have identified a need for improved GP education and training, and the establishment of
an EC consumer advocacy group. The absence of literature focusing on prevention, early detection,
and end-of-life care suggests that these areas require further attention in both research, clinical
practice and health promotion. Healthcare providers, policymakers, and key stakeholders should
collaborate to develop strategies that prioritise identifying and addressing patient experiences of
people with EC to optimise care provision.



Appendix

Appendix 1: Facebook survey questions
Demographic Information Form

Have you or your loved one been diagnosed with endometrial cancer?
U Yes
1 No

PATIENT: How long ago were you or your loved one diagnosed with endometrial cancer?

What is your age?

What is your sex? (please tick) 1 Female
] Male
(1 Other

Diagnosis Stage/ Grade

[] Stage/Grade | (low)

(] Stage/Grade Il (moderate)
[] Stage/Grade lll (high)

[ Stage/Grade IV (high)

L] Unsure
Which country were you born in? (please [ Australia
tick) [J Other (please specify below)

If you were born in a country other than Australia, how many years have you lived in
Australia?

What is your postcode of residence? L
Health service you received your treatment?
(text box)
Are you of Aboriginal or Torres Strait Islander|J Yes
descent? (please tick) 1 No
U] Prefer not to answer
What is your highest level of education? (1 Below year 12
(please tick) O Year 12
] Certificate or diploma
(1 Undergraduate degree
[J Postgraduate degree
Do you currently work: (please tick) 1 Full time
[ Part time
1 Casual
[J No paid work

1. How long did it take to receive your diagnosis after your initial symptoms?
[ Less than one week
[J1 -2 weeks
[12 — 4 weeks
[J4 — 6 weeks
16+ weeks
LlUnsure



10.

11.

After your diagnosis, how long did it take to start treatment?
[Less than one week

[11 -2 weeks

12 — 4 weeks

[14 — 6 weeks

CJ6+ weeks

ClUnsure

Did you receive any information about clinical trials?
(Yes

[INo

[(JUnsure

Were fertility implications of your treatment discussed with you?
(IYes

[INo

[(JUnsure

Supportive care refers to cancer services available to those affected by cancer. Supportive care
needs include physical needs, social and practical needs, spiritual and religious needs, information
needs, emotional and psychological needs. Did health professionals talk to you about supportive
care and offer you referrals to services?

ClYes

[INo

[(JUnsure

Did you receive or were you offered a referral for palliative care?
(Yes

CINo

LUnsure

Did you have contact with any health professionals after your treatment?
CYes

CINo

CUnsure

Considering your entire endometrial cancer journey from your initial symptoms all the way to
survivorship, what do you think worked well? [Free text]

Are there any improvements you would like to see in the care provided to people with endometrial
cancer and their families?
. [Free text]

Is there anything else you would like to tell us about your journey and/or experience with
endometrial cancer?

. [Free text]

If you would like to share more information about your experience via a focus group or phone
discussion, or participate in the endometrial cancer summit event, please leave your contact details
below (email or phone number).



Appendix 2: Discussion Points for the Focus Group

Demographic Information Form

Participant ID: _

Date: __[/_ _

\What is your age?

\What is your sex? (please tick)

o Female
o Male

o Other

o Yes

o No

Have you or your loved one been diagnosed with endometrial cancer?

PATIENT: How long ago were you or your loved one diagnosed with endometrial cancer?

'Which country were you born in? (please tick)

o Australia

o Other (please specify below)

If you were born in a country other than Australia, how

many years have you resided in Australia?

\What is your postcode of residence?

IAre you of Aboriginal or Torres Strait Islander
descent? (please tick)

o Yes
o No

o Prefer not to answer

What is your highest level of education? (please tick)

o Below year 12

o Year 12

o Certificate or diploma
o Undergraduate degree

o Postgraduate degree

Do you currently work: (please tick)

o Full time
o Part time

o Casual

o No paid work




Prevention and early detection:

1. Were you given any information before your diagnosis about cancer prevention and/or
early detection (weight, smoking, exercise, screening programs)?

Presentation:

2. From your initial symptoms, how long did it take for you to see a health professional
about these?

3. Did you feel your symptoms were investigated appropriately?

Diagnosis:

4. How long from initial presentation of symptoms did it take you to receive a cancer
diaghosis?

5. What was your experience with receiving your cancer diagnosis and considerations with
beginning the treatment journey?

Treatment:

6. How long from diagnosis did it take for you to begin active treatment?

7. What types of treatment did you receive? What was your experience with each of these
treatments? (Prompt: surgery, chemotherapy, radiotherapy)

8. Did you have to travel to receive care? What was your experience with this if you did?

9. What has been your experience with receiving information about clinical trials?

10. Were fertility implications of your treatment discussed with you?
Prompts: Did you have opportunity for fertility preservation consultation?
Did you receive information which was helpful?

11. Supportive care refers to cancer services available to those affected by cancer.
Supportive care needs include physical needs, social and practical needs, spiritual and
religious needs, information needs, emotional and psychological needs. Did health
professionals talk to you about supportive care and offer you referrals to services

Prompt: Were there any barriers to accessing supportive care? Unexpected costs associated with

supportive care? Lack of availability? Cultural sensitivity?)

Care after treatment:

12. Did you have any contact with health professionals after finishing treatment?

13. Was your GP informed about your cancer care? What was your experience of care
between your GP and specialist care?
Prompt: transition of care between metro and regional providers.

14. Once you finished active treatment, what was your experience with transitioning back
into day-to-day life? (e.g. did you feel support to manage work, finances, emotional and
physical support, addressing fears of recurrence and health needs).




Managing recurrence:

15. Did you receive or were you offered a referral for palliative care?
Prompt: Was this offered in a timely manner? Did you understand the role of palliative care?

16. Did you have an opportunity to ask about your prognosis?

17. Did anyone discuss advance care planning or making future medical decisions with
you?

End-of-life care:

18. Were you happy with the care your loved one received? (e.g. addressing cultural and
spiritual needs, pain management, trust in medical team, appropriate level of
communication with you, your loved one and the medical team)

General Questions:

19. Were you given information about your cancer diagnosis, treatment, care and recovery
in a way that suited you (e.g. verbal, written, video)?

20. Were you involved in discussions and how did you find the level of communication?

21. People with cancer come from a range of diverse backgrounds, did you feel like the
cancer care system recognised your unique needs?

22. Are there any improvements you would like to see in the care provided to people with
endometrial cancer and their families?
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