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Background

The Victorian Cancer Plan aims to improve cancer experience and outcomes for all Victorians. The
health and wellbeing gains from improvements in cancer control and care are not shared evenly
across the population. The Victorian Aboriginal population experiences poorer cancer care access
and outcomes including mortality. An understanding of Victorian Aboriginal patient’'s experience of
treatment and care is essential to understanding how to improve cancer care services and systems
to achieve optimal care. The Victorian Cancer Plan 2020-2024, prioritised capturing Aboriginal
cancer patient experience via survey.

The Victorian Cancer Patient Experience Survey (CPES) was developed by the Department of
Health. The survey is conducted by Ipsos, an independent contractor, on behalf of the Victorian
Agency for Health Information (VAHI). The survey aims to understand the cancer journey and
experiences of Victorians undergoing cancer treatment at Victorian public hospitals. As described in
the Victorian Cancer Plan 2020-24, the survey was reviewed through statewide consultation with
Aboriginal health professionals and communities.

This report examines responses to the 2023 CPES for Aboriginal and Torres Strait Islander
Victorians who received admitted cancer care in 2022. The analysis describes how Aboriginal and
Torres Strait Islander Victorian cancer patients are experiencing cancer care.

Methodology and limitations

Recruitment and data collection

Victorian cancer patients were randomly selected from a stratified list of cancer consumers prepared
by individual campuses and invited to complete the survey via email, SMS, or letter. The survey
sections include Finding out, Deciding on treatment, Surgery, Radiotherapy, Chemotherapy,
Emergency Department, Follow-up care, Information received, Overall care, Your health, and About
you. Data collection occurred between 13 March and 19 May 2023. The overall response rate for
the survey was 32%, indicating that caution is needed in the interpretation of these results.

Raw data for the Aboriginal and Torres Strait Islander cancer patient cohort was provided by VAHI,
which included any survey respondents who answered the question 154 “Are you of Aboriginal or
Torres Strait Islander origin?” with “Yes, Aboriginal”, “Yes, Torres Strait Islander”, or “Yes, both
Aboriginal and Torres Strait Islander”. These data were then aggregated to reflect the percentages

across multiple choice responses.

Positive response coding

Raw survey data were organised and re-coded to highlight positive responses within the data. The
most desirable responses (e.g., “Yes definitely”) were included in positive response coding. Neutral
answers (e.g., “Not sure/cannot remember”) were excluded from the denominator when calculating
this value. Percentages included in this report have been determined through positive response
coding.

Statistical comparisons

Percentage differences are noted in this report; however any identified differences may not be
statistically significant as raw data was unavailable for analysis. When directly comparing cohorts in
this analysis, please note that the Aboriginal and Torres Strait Islander cancer cohort is included
within the state cohort. Not all respondents provided a response to all survey questions, resulting in
a varied response rate throughout the survey. Percentages within this report have been calculated
using only the number of respondents who answered a given question. Because of the small
sample size, percentages within +/- 10% of the statewide averages are reported as similar to the
statewide average.
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Free-text data

Free-text responses were collected for 17 survey items. Verbatim responses for each item were
collated in an Excel file and common themes were identified using an inductive thematic analysis
approach. As each response was open-ended, no restrictions were placed on how many themes
could be used to code each response. Results from the thematic coding were compared and refined
to reduce duplication of ideas. Each refined code was then categorised in terms of its relevance to
the seven principles of care described in the optimal care pathways that underpin optimal cancer
care (Figure 1). Any codes that did not directly relate to one of the seven principles was categorised
as ‘other’ and described separately in results to ensure no information was lost.

Figure 1. The seven principles of optimal care.

{ UNDERPINNING PRINCIPLES }

PATIENT- SAFE AND MULTI- SUPPORTIVE CARE COORDI- COMMUNI- RESEARCH AND
CENTRED CARE QUALITY CARE DISCIPLINARY CARE NATION CATION CLINICAL
CARE TRIALS

General findings
Gender, age, language and Aboriginal status

Of the 3630 people who participated in the CPES, only 25 people were classified as an Aboriginal or
Torres Strait Islander patient. Within this cohort, 56% identified as a man and 44% identified as a
woman. 42% of respondents were aged = 70 years, 46% were aged 50-69 years, and 13% were
aged 16-49 years. All respondents said they speak primarily English at home and did not need an
interpreter during their care. Majority (88%) of respondents identified as Aboriginal, 8% identified as
Torres Strait Islander, and 4% identified as both Aboriginal and Torres Strait Islander.

Quantitative data

The following survey findings reported here should be considered with caution due to the low
number of Aboriginal and Torres Strait Islander survey responses. Only 25 people were classified
as Aboriginal or Torres Strait Islander patients.

Finding out what was wrong

Under half (38%) of Aboriginal and Torres Strait Islander respondents waited less than two weeks
from when they were referred by their GP to when they were seen by a specialist/clinic, compared
to 45% across the state. A greater percentage of Aboriginal and Torres Strait Islander respondents
were told how to get more information and who to contact for support than the Victorian cohort
overall (68-73% compared to 56%, respectively).

Almost three-quarters (74%) of Aboriginal and Torres Strait Islander respondents felt their doctor
explained their cancer diagnosis in a way they could understand, and 82% were satisfied with the
format in which their diagnosis was explained (statewide average 75% and 73%, respectively).
Majority (94%) felt they were encouraged to ask questions regarding their diagnosis with their doctor
(Victorian average 92%). Majority (90%) reported having staff repeat treatment options to them
following their diagnosis, and 77% felt they were given information about their treatment options
(statewide average 93% and 74%, respectively). Over half (60%) of the respondents said health
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professionals asked if family/friends need information or support during the diagnosis period
(statewide average 51%). Majority (91%) reported having felt they were treated with respect and
dignity during their diagnosis.

Deciding on treatment

Majority (70%) of Aboriginal and Torres Strait Islander respondents were happy with the level of
involvement they had in treatment decision making, and 76% said staff checked if they understood
information about the side-effects of treatment (statewide average 78% and 72%, respectively).
Over half (65%) of respondents said staff encouraged them to ask questions about treatment
options (Victorian average, 74%).

A similar proportion of Aboriginal and Torres Strait Islander respondents to the broader state cohort
reported being given information about what would be involved with their cancer treatments (87%
compared to 89%). Majority (70%) were referred to services before commencement of treatment to
address potential issues arising from treatment (e.g. reduced fertility, incontinence), and 63% said
staff discussed the possibility of taking part in clinical trials with them, producing comparable results
to the statewide average (76% and 70%, respectively).

Over half (67%) of Aboriginal and Torres Strait Islander respondents had the short-term side-effects
of treatment explained to them before deciding on treatment, and only 48% had long-term side
effects of treatment explained to them before deciding on treatment. These findings were lower than
the statewide average 79% and 67%, respectively.

Surgery

Over half (63%) of respondents underwent surgery to treat their cancer. Of these, 40% waited less
than two weeks between being told they were ready for surgery and undergoing surgery. For those
who underwent surgery, a greater proportion of Aboriginal and Torres Strait Islander respondents
felt their surgical staff often explained things in a way they could understand as compared to the
broader Victorian cohort (87% compared to 61%) and that they could get staff assistance during
surgery admission within a reasonable timeframe (86% compared to statewide average of 61%).

Only 50% of respondents felt staff asked if family or friends needed information or support
(statewide average 46%), and 79% were given information about what would happen after surgery
(statewide average 84%). Side-effects were well-managed for 75% of respondents, with follow up
care organised before discharge for 82% of respondents and information about managing at home
received by 71% (statewide average 78%, 80% and 78%, respectively). Only 36% of respondents
were given the telephone number of someone at the hospital to contact for concerns and questions,
although this result is also low statewide at 43%.

Compared to the broader Victorian cohort, a smaller proportion of Aboriginal and Torres Strait
Islander respondents were given information about how to manage the side-effects of surgery (57%
compared to 81%) or felt that staff managed their pain well (75% compared to 87%). Similarly, a
smaller proportion of Aboriginal and Torres Strait Islander respondents received arrangements for
any services required at home as compared to the statewide average (55% and 70%, respectively).

Only 80% of respondents felt they were treated with respect and dignity during their surgical
admission, as compared with the statewide average (91%). Majority (93%) of Aboriginal and Torres
Strait Islander respondents rated care from the surgical teams as either “good” or “very good”.

Radiotherapy

Approximately half (48%) of Aboriginal and Torres Strait Islander respondents received radiotherapy
for treatment and of these, 58% waited less than two weeks between radiotherapy mapping and
beginning radiotherapy treatment. All (100%) of respondents felt their personal circumstances were
considered when arranging appointments, exceeding the statewide average (77%). All (100%) also
said staff helped them manage side-effects (state average 87%) and that staff checked if they
needed help with diet, eating, or physical movements (statewide average 87%). 90% said staff
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checked if they needed help with managing their emotional state, and 73% said staff asked if their
family or friends needed information or support (statewide average 79% and 50%, respectively).

Three-quarters (75%) of respondents felt that staff checked whether they understood the
information about radiotherapy that was provided, and 91% of respondents were given a phone
number to contact if they had any questions (statewide average 81% and 94%, respectively).
Likewise, an equal proportion of respondents felt that staff checked if they experienced any
treatment side-effects (91%). 83

Fewer Aboriginal and Torres Strait Islander respondents were given information about how to
prepare before commencing radiotherapy, as compared with the broader Victorian cohort (83% and
93%, respectively). Majority (70%) were given information about how to manage stress/anxiety,
which is lower than the statewide average (80%), and 70% were given information about how to
manage side-effects, which is lower than the statewide average (88%). Majority (80%) were given
information about how they might feel at the end of treatment, which is lower than the statewide
average (90%). Only 50% were given information about how long it might take to recover from
radiotherapy, which is lower than the statewide average (85%).

Majority (92%) of Aboriginal and Torres Strait Islander respondents felt they were treated with
respect and dignity during radiotherapy, and 100% rated their radiotherapy care as either “good” or
“very good”.

Chemotherapy

Over half (67%) of respondents received chemotherapy treatment. Of these, 33% waited less than
two weeks between being told they were ready for chemotherapy and commencing chemotherapy
compared to a statewide average of 55%.

A greater proportion of Aboriginal and Torres Strait Islander respondents waited less than 30
minutes at chemotherapy appointments than those in the Victorian cohort overall (93% compared to
83%). Likewise, 79% felt their personal circumstances were considered when arranging
appointments, and 100% were given information about how they might feel at the end of treatment
and possible side-effects they might experience (statewide averages 69% and 87%, respectively).
Majority (93%) were given information about how to manage stress and anxiety (statewide average
71%). All (100%) of Aboriginal and Torres Strait Islander respondents were given information about
how to prepare for chemotherapy before it commenced (statewide average 91%). Majority (93%)
were given information about how to manage side-effects at home and the possibility of needing to
go to the ED, and 87% were given information about how to contact Symptom and Urgent Review
Clinic (statewide average 84%, 93%, and 86%).

During treatment, 100% of respondents said staff checked if they experienced any side-effects, and
93% felt staff managed these side-effects well (Victorian average 93% and 84%,

respectively). Similar results to the Victorian average were also present for the proportion of
respondents who said staff checked if they needed help with diet, eating and physical movements,
managing their emotional state, and/or help with travelling to and from appointments (81-88%). All
Aboriginal and Torres Strait Islander respondents were given a phone number to contact if they had
any questions and a card that explained their chemotherapy treatment to show ED staff

(100%). Only 58% said health professionals asked whether family/friends needed information or
support during chemotherapy, although this result is similar to the statewide average (49%).

A smaller proportion of Aboriginal and Torres Strait Islander respondents felt staff checked that they
understood the information they received about chemotherapy, as compared to the overall Victorian
cohort (67% and 80%, respectively). All (100%) of respondents felt they were treated with respect
and dignity during chemotherapy, and 100% rated their chemotherapy care as either “good” or “very
good”.
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Emergency Department experience

Only 11 Aboriginal and Torres Strait Islander survey respondents reported an ED attendance and
the following findings need to be considered with caution. A greater proportion of Aboriginal and
Torres Strait Islander respondents who attended ED during cancer treatment waited more than 30
minutes to be seen when compared to the Victorian average (73% compared to 57%). Other
experiences related to ED experiences were similar to the Victorian average, with 73% reporting
their condition was well managed in the ED, and 64% reporting that ED staff had knowledge and
skills to look after them (75% and 73%, respectively).

Follow up care

Majority (83%) of respondents said their appointments and tests were coordinated to reduce travel
time (statewide average 60%).

Aboriginal and Torres Strait Islander respondents reported similar results to Victorian averages
across most aspects of follow up care. 47% of respondents were given a written plan for 12-month
follow up care, 59% felt staff accounted for personal circumstance when arranging follow-up
appointments, and 73% said test results and other information were always available to their GP
and specialists (statewide averages 56%, 62%, and 77%, respectively). Likewise, a similar
proportion of respondents were confident in their GP’s ability to manage their ongoing care (56%
compared with 55%), and 72-78% of respondents were given information about required follow-up
tests and how often they would need to have these tests and check-ups (statewide averages 80-
82%).

Fewer Aboriginal and Torres Strait Islander respondents compared to the broader Victorian cohort
were given information about strategies to stay healthy, which symptoms require investigation, how
people generally feel after finishing treatment, and how to get extra support for themselves or family,
which are all lower than the statewide averages (33-53% compared to 58-72%). Similarly, only 50%
of Aboriginal and Torres Strait Islander respondents were given adequate information about how to
manage symptoms and side-effects (statewide average 69%).

Information received

A similar proportion of Aboriginal and Torres Strait Islander respondents to the Victorian cohort
indicated they received enough information about possible changes to energy levels and how to
possibly preserve fertility (71% and 60%, compared to 76% and 68%, respectively). Although only
33% of Aboriginal and Torres Strait Islander respondents felt they could discuss complementary or
alternative therapies to help with symptoms, this result is in proportion with the statewide average
(42%). Lower proportions of Aboriginal and Torres Strait Islander respondents than the state
average felt they received enough information about possible impacts on work or usual activities or
that they could ask health professionals questions (67% and 68%, compared to 77% and 83%,
respectively).

The range of supportive care services discussed with the Aboriginal and Torres Strait Islander
cohort during their cancer care are shown Table 1. Aboriginal and Torres Strait Islander
respondents reported having health professionals discuss financial support programs (47%) at the
same rate as the overall state cohort. However, fewer Aboriginal and Torres Strait Islander
respondents reported having health professionals ask about other supportive care needs including
support with domestic chores, support related to family problems, childcare support, financial
support, and access to support groups (see Table 1).
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Table 1: Additional supportive services mentioned by staff to respondents.

State Aboriginal and Torres Strait
Islander cohort
Social Worker 85% 87%
Dietitian 82% 83%
Speech Therapist 7% 75%
Occupational Therapist 74%
Pain management specialist 64%
Cancer Helpline 84%
Financial planner/ services 42%
Physiotherapist 75%
Palliative Care 7%
Green shading indicates performance scores = 10% higher than the statewide average.
Red shading indicates performance scores < 10% lower than the statewide average.
“-“indicates that the response rate was below 10 responses.

Overall care

When asked about their experience of cancer care overall, all Aboriginal and Torres Strait Islander
respondents rated their overall care as either “very good” or “good”. 88% of respondents rated how
well their staff worked together as either “excellent” or “very good”. Results across most questions

about overall care were similar to the Victorian averages.

Over half (52%) of respondents said there was never a time that they were so unhappy that they
would want to complain (statewide average 56%). Majority (83%) of respondents never received
conflicting information from different health professionals during cancer care, and 78% never felt
that health professionals were not passing on information to another (statewide average 79% and
81%, respectively). Majority (91%) of Aboriginal and Torres Strait Islander respondents said there
was a health professional they could contact to address questions/concerns throughout their care,
and 59% believed that their GP was kept informed throughout their care (statewide averages 83%
and 64%, respectively).

Over half (59%) of Aboriginal and Torres Strait Islander respondents were given the name of the
Clinical Nurse Specialist in charge of their care, and 79% said it was easy to get in contact with this
person (statewide averages 67% and 74%, respectively). Majority (85%) said their Clinical Nurse
Specialist listened carefully to them and 92% said they often received answers from Clinical Nurse
Specialists that they understood (statewide averages 91% and 92%, respectively).
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A greater proportion of Aboriginal and Torres Strait Islander respondents than the overall Victorian
cohort sometimes felt that a health professional was not fully informed regarding their treatment, or
that tests were being repeated unnecessarily (39% and 24% compared with 17% and 6%,
respectively). Only 68% of Aboriginal and Torres Strait Islander respondents never attended an
appointment at which results were unavailable and 63% felt treatment centres were well informed
about the care they had received at other sites (statewide average 86% and 82%, respectively).

Fewer Aboriginal and Torres Strait Islander respondents had never experienced discrimination
based on racial, ethnic or cultural background compared with the state average (88% and 99%,
respectively).

Your health today

Similar proportions of Aboriginal and Torres Strait Islander respondents had no problems with self-
care (87%), or with performing usual activities (54%) as those from the statewide cohort (89% and
57%, respectively). Fewer Aboriginal and Torres Strait Islander respondents than the Victorian
cohort had no problems with mobility at the time of the survey (54% compared to 68%). Fewer
Aboriginal and Torres Strait Islander respondents also reported having no problems with
pain/discomfort or anxiety/depression (33% and 42% compared with 45% and 57%, respectively).
At the time of the survey, only 25% of Aboriginal and Torres Strait Islander respondents rated their
health with a score equal to or greater than 81/100 (statewide average 40%).

Qualitative data

Qualitative data from the open-ended survey questions were present for between four and 21
Aboriginal and Torres Strait Islander respondents, depending on the item. Responses from each
free-text survey item captured between four and seven principles from the OCP. Brief descriptions
of each OCP principle are provided below with qualitative results presented by aspect of care. For
detailed descriptions of each principle, please refer to:

results.

OCP Principles

Principle 1: Patient-centred care
Patient-centred care informs and involves patients in their care and respects and responds to the
preferences, needs and values of patients, families and carers.

Principle 2: Safe and quality care
Hospitals and health professionals are responsible for providing safe and quality care.

Principle 3: Multidisciplinary care

Multidisciplinary care is an integrated team approach that involves all relevant health professionals
discussing all relevant treatment options and making joint recommendations about treatment and
supportive care plans, taking into account the personal preferences of patients.

Principle 4: Supportive care

Supportive care is a vital part of any cancer treatment program. Supportive care deals with issues
that emerge for patients, families and carers from the effects of the cancer diagnosis and its
treatment. It is made up of all the services, information and resources patients may need to meet
their physical, psychological, social, information and spiritual needs from the time of diagnosis.

Principle 5: Care coordination
Care coordination is the responsibility of every professional, both clinical and non-clinical, who
works with patients, their families and carers.
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Principle 6: Communication
Everyone employed in the healthcare system is responsible for ensuring the communication needs
of patients, their families and carers are met.

Principle 7: Research and clinical trials

Research and clinical trials play an important role in establishing the efficacy and safety of
diagnostic, prognostic and therapeutic interventions, as well as establishing the role of
psychological, supportive care and palliative care interventions (Sjoquist & Zalcberg 2013).

Other

Some responses referred to aspects of care that were not directly related to the OCP principles.
Additional context related to the themes captured in this group are provided as relevant in the
results.

Aspects of care

Survey items in the CPES were aligned with the OCP steps focusing on the various aspects of
optimal care. The survey captured free-text responses within some of these categories, focusing on
what was helpful and what could be improved. Additional free-text questions were included for
respondents to provide information related to specific instances in which they may have received
particularly good or bad cancer care.

Diagnosis

Aspects of diagnosis that Aboriginal and Torres Strait Islander respondents found most helpful
reflected five principles: 1. Patient-centred care, 2. Safe and quality care, 4. Multidisciplinary care, 5.
Care coordination, and 6. Communication (Table 2). Responses related to Principle 6 highlighted
good communication and the provision of information to patients as being most helpful during
diagnosis. Other helpful aspects of diagnosis reported by Aboriginal and Torres Strait Islander
respondents included receiving empathy and support from staff (Principle 1), receiving thorough
care and engaging with friendly and respectful staff (Principle 2), and prompt appointment
scheduling and referrals from staff (Principle 5). One response related to good coordination of the
multidisciplinary team (Principle 3). Additional support provided by staff as a result of COVID
restrictions on hospital visits by family was also mentioned as helpful during diagnosis (other).

Table 2: Principles discussed in free-text questions related to diagnosis

Survey item Besponses OCP Principle? Frequency |% Freq
Q11: What were the 21 1: Patient-centred care 8 22%
most helpful things staff 2: Safe and quality care 6 17%
g:gg?:gr;rilsg?your 3: Multidisciplinary care 1 3%
5: Care coordination 4 11%
6: Communication 16 44%
Other 1 3%
Q12: What could be 16 1: Patient-centred care 2 29%
done to improve the 4: Supportive care 2 29%
diagnosis experience? 5: Care coordination 1 14%
6: Communication 2 29%

Table values adjusted to nearest whole number where needed and may not equal 100%

Respondents identified several areas that could be improved upon that represented four Principles:
1: Patient-centred care, 4: Supportive care, 5: Care coordination, and 6: Communication.

1 Responses coded as “N/A” “no additional comments” or “no suggestions” were excluded from thematic
analysis.
2 Multiple principles could be included within a single response.
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Responses related to Principle 6 focused on the need for more communication with patients and
family, and better communication regarding treatment options. Responses related to Principle 1
focused on improving patient-driven decision-making and involvement of family during diagnosis.
Responses related to Principle 4 focused on access to support services for patients and family. One
response provided no suggestions for improvement, but described the benefits of being diagnosed
close to home (Principle 5):

“l was extremely lucky that | was diagnosed on a local level (within kms from home), my experience
was appropriate for me”.

Treatment decision-making

Aspects of treatment decision-making that respondents found most helpful reflected four principles:
1: Patient-centred care, 2: Safe and quality care, 5: Care coordination, and 6: Communication
(Table 3). Responses related to Principle 6 described Aboriginal and Torres Strait Islander
respondents as finding good communication by staff and the provision of information to patients
most helpful during treatment decision-making. Responses related to Principle 2 focused on the
availability of staff to patients, effective symptom management, and friendly staff as helpful aspects
of care during treatment decision-making. Aboriginal and Torres Strait Islander respondents also
found receiving empathy and support from staff, having staff building trust with patients (Principle 1),
and having regular appointments made by staff to be helpful (Principle 5).

Table 3: Principles discussed in free-text questions related to treatment decision-making

Survey item Responses | Principle Frequency | % Freq
Q23: What were the 17 1: Patient-centred care 3 11%
most helpful things staff 2: Safe and quality care 4 15%
did in relation _to_ 5: Care coordination 2 7%
treatment decisions? B

6: Communication 18 67%
Q24: What could be 16 5: Care coordination 4 36%
done to improve your 6: Communication 5 45%
experience n 'rglauon to 7: Research and clinical trials 1 9%
treatment decisions?

Other 1 9%

Table values adjusted to nearest whole number where needed and may not equal 100%

Principle 6: Communication was mentioned most by Aboriginal and Torres Strait Islander
respondents when asked what could be improved during treatment decision-making. Respondents
described a need for better communication and information sharing from staff, increasing the
repetition of information and having staff provide more advice. Responses related to Principle 5
focused on a need for more timely care and communication, more care at home, and a lack of
availability of test results. One response suggested more clinical trial capabilities in regional facilities
and collaboration between metropolitan and regional facilities were needed (Principle 7 and other):

“ would like to see enhancement between regional Cancer Centres and Melbourne Cancer
Treatment Centers in building capacity between the two locations with new trial treatments. Our
regional centres are strong and we as respondents should be encouraged to attend regional centres
for trial treatments”™.

Surgery

Themes related to three of the OCP Principles were highlighted as being helpful during a hospital
stay for surgery (Principles 1, 2, and 6, see Table 4). Responses related to Principle 6 focused
primarily on effective communication with patients, the provision of information to patients, and
engaging with helpful and positive staff. Responses related to Principle 2 described friendly,
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attentive and respectful staff as being helpful. However, one response described an instance of poor
care by a nurse during a surgical admission. One response related to empathy and support from
staff, and one response related to staff managing care well despite COVID lockdowns and
associated pressures (other).

Table 4. Principles discussed in free-text questions related to surgery

Survey item Responses Principle Frequency |% Freq
Q50: What were the most | 14 1: Patient-centred care 1 5%
helpful things staff did 2: Safe and quality care 9 41%
while you were in hospital 6 Communication 11 50%
for surgery?

Other 1 5%
Q51: What could be done |13 1: Patient-centred care 1 11%
to imp_rove your surgery 2: Safe and quality care 5 56%
experience? 5: Care coordination 1 11%

6: Communication 2 22%

Table values adjusted to nearest whole number where needed and may not equal 100%

Aspects of surgical care that Aboriginal and Torres Strait Islander respondents felt could be
improved centred around Principle 1: Patient-centred care, Principle 2: Safe and quality care,
Principle 5: Care coordination and Principle 6: Communication. Responses related to Principle 2
focused primarily on a lack of staff, lack of privacy while recovering, and poor-quality resources.
One response described being unable to shower until discharge due to a lack of towels:

“I didn't even have a hand towel let alone any towels to shower with, hence | had to wait 3 days until
I got home to clean myself.

Responses related to Principle 6 focused on poor communication and the poor provision of
information to patients. One response also highlighted a need to improve family involvement
(Principle 1), and another highlighted an issue related to delayed care in the ward (Principle 5).

Radiotherapy

Aspects of radiotherapy considered most helpful by Aboriginal and Torres Strait Islander
respondents related to Principle 1: Patient-centred care, Principle 2: Safe and quality care and
Principle 6: Communication (Table 5). Responses related to Principle 6 focused on positive,
professional, and helpful staff, as well as receiving reassurance from staff. Receiving empathy and
support from staff (Principle 1) and the friendliness of staff (Principle 2) were also considered
helpful.

Table 5: Principles discussed in free-text questions related to radiotherapy

Survey item Responses | Principle Frequency |% Freq
Q74: What were the most 8 1: Patient-centred care 4 40%
helpful things staff did during 2: Safe and quality care 1 10%
your radiotherapy? 6: Communication 5 50%
Q75: What could be done to 9 1: Patient-centred care 1 50%
improve your radiotherapy 2: Safe and quality care 1 50%
experience?

Table values adjusted to nearest whole number where needed and may not equal 100%

Only two responses described potential areas of improvement related to radiotherapy. One
response related to needing more emotional support from staff (Principle 1), and one response
related to a lack of privacy (Principle 2):

“Be less exposed - when | was changing | felt exposed, in the treatment room”,
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Chemotherapy

Responses related to what Aboriginal and Torres Strait Islander respondents found most helpful
during chemotherapy aligned primarily with Principle 1: Patient-centred care, Principle 2: Safe and
quality care, and Principle 6: Communication (Table 6). Responses related to Principle 6 focused on
effective communication with patients, providing information to patients, and positive, professional,
and helpful staff. Responses related to Principle 1 focused primarily on how helpful Aboriginal and
Torres Strait Islander respondents found receiving empathy and support from staff during
chemotherapy. Responses related to Principle 2 described the helpfulness of staff being friendly,
attentive, and respectful with patients, and appropriate symptom management through SURC.

Table 6: Principles discussed in free-text questions related to chemotherapy

Survey item Responses | Principle Frequency | % Freq
Q99: What were the most 14 1: Patient-centred care 7 33%
helpful things staff did during 2: Safe and quality care 6 29%
your chemotherapy? 6: Communication 8 38%
Q100: What could be doneto |9 1. Patient-centred care 1 25%
improve your chemotherapy 2: Safe and quality care 3 75%
experience?

Table values adjusted to nearest whole number where needed and may not equal 100%

Aspects of chemotherapy that Aboriginal and Torres Strait Islander respondents felt could be
improved centred around Principle 1: Patient-centred care, and Principle 2: Safe and quality care.
Responses related to Principle 2 focused on a need for more access to privacy through private
rooms and/or gender-separate rooms. One response related to more personalised care (Principle
1).

ED experiences

Aboriginal and Torres Strait Islander respondents found aspects of care related to Principle 2: Safe
and quality care to be most helpful during ED experiences (Table 7). Responses focused primarily
on good management of side-effects, symptoms and medication, and attentive staff. However, one
response mentions having experienced very poor care in an ED. Aspects of care related to
Principles 1, 4 and 5 were also considered helpful by Aboriginal and Torres Strait Islander
respondents. These responses focused on receiving empathy and support of staff, effective
communication with patients, helpful staff, and referrals to mental health services.

Table 7: Principles discussed in free-text questions related to ED experiences

Survey item Responses | Principle Frequency | % Freq
Q107: What were the most | 10 1: Patient-centred care 3 23%
helpful things staff did 2: Safe and quality care 8 62%
during your Emgrgency 4: Supportive care 1 8%
Department visit? —

5: Care coordination 1 8%
Q108: What could be done |10 1. Patient-centred care 1 10%
to improve the Em'ergency 2: Safe and quality care 4 40%
Departmen_t experience for 5: Care coordination 2 20%
cancer patients? i

6: Communication 1 10%

Other 2 20%

Table values adjusted to nearest whole number where needed and may not equal 100%

Aspects of care in the ED that Aboriginal and Torres Strait Islander respondents indicated could be
improved centred around Principle 2: Safe and quality care. Responses related to Principle 2
focused on a lack of staff, specifically experienced staff, a lack of staff training related to cancer
care, and poor management of symptoms. Responses related to Principle 5 focused on long waiting
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times. Two responses described receiving poor care in an ED related to the impact COVID had on
healthcare, one response related to wanting allowance of visitors in the ED, and one response
demonstrated a lack of communication to patients regarding triaging processes.

Follow-up care

Aspects of follow-up care considered most helpful by Aboriginal and Torres Strait Islander
respondents related primarily to Principle 6: Communication (Table 8). Responses related to
Principle 6 focused on good communication with patients, and helpful and positive staff. Receiving
timely care, adequate access to telehealth and regular appointments were also considered helpful
(Principle 5). Responses related to Principle 2 focused on engaging with staff who were friendly and
respectful. One response related to the perceived empathy and support of staff (Principle 1).

Table 8. Principles discussed in free-text questions related to follow-up care

Survey item Responses | Principle Frequency |% Freq
Q120: What were the most | 13 1: Patient-centred care 1 8%
helpful things staff did 2: Safe and quality care 2 15%
during your follow-up care? 5: Care coordination 4 31%

6: Communication 6 46%
Q121: What could be done | 12 2: Safe and quality care 1 11%
to improve the follow-up 3. Multidisciplinary care 1 11%
experence for cancer 5: Care coordination 2 22%
patients? i

6: Communication 5 56%

Table values adjusted to nearest whole number where needed and may not equal 100%

Responses describing possible improvements to follow-up care related mostly to Principle 6:
Communication. These responses focused on a lack of communication and the poor provision of
information to patients. One response highlighted a lack of confidence in GPs being able to facilitate
effective follow-up care (Principle 2). Responses related to Principle 5 focused on regular
appointments, with one response indicating that appointment scheduling was adequate, and
another response wanting more communication regarding follow-up appointments:

“Consistency in messaging regarding follow up care across the multidisciplinary team’.

Additional comments made in survey

All but Principle 4 were present in the additional comments made by Aboriginal and Torres Strait
Islander respondents at the end of the survey (Table 9). Responses describing how information was
provided to respondents during cancer care highlighted the importance of receiving information
verbally and in printed materials (Principle 6).

“Just given a hard copy to persue & absorb, instead of all verbal info given @ once, which makes it
hard to remember it all’.

Aboriginal and Torres Strait Islander respondents also emphasised the benefits of a safe and
comfortable care environment (Principle 2), and friendly staff who provide empathy and support
(Principle 1). For example,

“As crap as it was having cancer | loved the appointments - all of them because they made me feel
safe and comforted. | actually miss them and their sassy faces”.

Responses describing negative instances of care focused on rushed and inconsistent care, poor
availability of test results during appointments, as well as one instance of poor coordination between
specialist and GP (Principle 5):

“During the follow-up one of the Oncologists had resigned and told me to "do whatever | liked"
regarding some of the medications, my GP thought that | needed to take them”.
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Other responses describing negative experiences with cancer care related to poor management of
side-effects and medication, and incorrect test results resulting in unnecessary diagnostic
procedures (Principle 2):

“l was told my cancer was genetic then environmental, | waited 5 extra days for an MRIi when the
CT scan picked up the genetic clearly.”

Two responses related to poor communication between medical staff and within the multidisciplinary
team (Principle 3), and 2 responses related to poor communication with the patient (Principle 6).

Where Aboriginal and Torres Strait Islander respondents described an instance where they wanted
to or did complain, responses described discomfort due to a lack of privacy, use of dressings that
caused an allergic reaction, and poor communication with the patient (Principles 2 and 6):

“After being informed of a release day, | had to wait hours to find out what time I'd be released
therefore unable to arrange with family to be picked up at a certain time”.

Where a respondent identified a complaint was made, it was managed appropriately and active
follow up was undertaken efficiently (Principle 5):

“Poor communication meant i signed myself out of hospital in the first day of being assessed, i
complained and was provided a quick response and was followed up with by my specialist..."

Additional comments made at the end of the survey related primarily to Principle 2: Safe and quality
care. These responses focused on general satisfaction with the care received and praise for
attentive, experienced, friendly and respectful staff. Similarly, the empathy and support of staff was
also noted (Principle 1). One response highlighted a desire for more assistance with transport to
and from treatment sites (Principle 5). Other responses focused on positive experiences with the
provision of information to patients (Principle 6), the need for clinical trial availability in regional
facilities (Principle 7) and the benefits of telehealth for connecting with professors and specialists
based in metropolitan Victoria (Principle 5).

Table 9: Additional free-text questions

Survey item Responses Principle Frequency |% Freq
Q128: If you would like to make |7 1: Patient-centred 1 17%
any other comments about your care
experiences regarding 2: Safe and quality 2 33%
information you received or care
would like to have received, 6: Communication 3 50%

please use the space below.
We would like to know about

them.

Q131: If you experienced any of | 10 2. Safe and quality 5 33%
the things listed in the previous care

guestion, could you please 3: Multidisciplinary 2 13%
provide us with information care

gbout what r;appened and when 5: Care coordination 6 40%
it happened. 6: Communication 2 13%
Q142: If yes, what was the issue |4 2. Safe and quality 4 57%
you wanted to complain about?* care

3 Experiences listed in the previous question are receiving conflicting information from different health
professionals, health professionals being uninformed regarding treatment and progress, health
professionals performing unnecessary tests, having unavailable results at appointments, lack of
information sharing between health professionals, and experiencing racial, ethnic, or cultural discrimination.
4 Answering “Yes”to: “Was there a time when you were so unhappy with your treatment that you wanted to or
did complain about it?”.
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5: Care coordination 1 14%
6: Communication 2 29%
Q157: If you would like to make |11 1: Patient-centred 2 17%
any other comments about your care
care experiences during your 2: Safe and quality 6 50%
treatment, please use the space care
below. We would like to know 5: Care coordination 2 17%
about them. 6: Communication 1 8%
7: Research and 1 8%
clinical trials

Table values adjusted to nearest whole number where needed and may not equal 100%
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Conclusion

This report describes quantitative and qualitative Victorian Aboriginal and Torres Strait Islander
cancer patient experiences of cancer care at public hospitals in 2022. A key finding is that there was
poor uptake of the Victorian Cancer Patient Experience survey by Aboriginal and Torres Strait
Islander cancer patients with only 25 responses and results need to be considered with caution.

All Aboriginal and Torres Strait Islander cancer patients rated the overall care received from health
professionals involved in their treatment as good or very good. Many of the quantitative findings
were similar to the statewide average which may demonstrate progress towards quality and
equitable Victorian cancer care. However, the survey findings indicate opportunities for cancer
experience and care improvement. Aboriginal and Torres Strait Islander cancer care should align
with the Aboriginal and Torres Strait Islander Optimal Care Pathway.

There are opportunities for improvement across most survey sections. Improvements can be made
in reducing waiting times between referral by the GP to being seen by a specialist/clinic. During
diagnosis, all Victorian Aboriginal and Torres Strait Islander cancer patients should receive
adequate explanation of short and long-term side effects, more information and support for family
and friends at diagnosis and when receiving various treatment modalities, and more involvement in
decision-making. For those receiving surgery, there are opportunities to reduce wait times, improve
information and support for families and friends, more discussion and support about worries and
concerns, and the provision of a telephone number and contact details for follow-up. Waiting times
for chemotherapy and ensuring Aboriginal and Torres Strait Islander cancer patients understand
information could be improved. Aboriginal and Torres Strait Islander cancer patients report needing
more support and advice regarding symptom management, pain management, and supportive care.
Improvements are required to increase follow up care plans, address the concerns associated with
follow-up care and lack of support, understanding of follow-up tests, and aspects of survivorship
care.

The thematic analysis highlighted the importance of effective communication, emotional support
from staff, and having experienced staff available. More consistent communication between health
providers and GPs is needed, as poor communication can lead to poor treatment coordination,
incorrect or excessive diagnostic procedures, and poor or inconsistent communication with patients.
Some improvements could be made to ensure Aboriginal and Torres Strait Islander patients are
always treated with respect and dignity during surgical admissions. Increased cultural sensitivity
training could also be beneficial to reduce discrimination based on racial, ethnic or cultural
differences. Aboriginal and Torres Strait Islander patients also expressed an interest in better
clinical trial availability in regional facilities and better access to telehealth to connect regional
cancer patients with specialists based in metropolitan Victoria.

This information should inform the Victorian Integrated Cancer Services and other Victorian cancer
organisations.
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