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Acronym Full text
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ICS Integrated Cancer Services
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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 culturally and linguistically diverse (CALD) population may experience
poorer cancer care access and outcomes. An understanding of a 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 a culturally appropriate cancer patient
experience 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. In 2023, the
survey was made available in English, Arabic, Traditional Chinese, Simplified Chinese, Italian,
Greek and Vietnamese.

This report examines responses to the 2023 CPES by Victorians who received admitted cancer care
in 2022 and self-identified as speaking a language other than English at home. The findings of this
analysis provide new insight into how CALD Victorian cancer patients describe their experience of
cancer care in Victorian public hospitals, where a person’s CALD status is determined (by proxy) by
having a language spoken at home that is not English.

Methodology

Recruitment and data collection

Victorian cancer patients were randomly selected from a stratified list of cancer consumers prepared
by individual public health service campuses. Identified consumers were 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%.

Raw data for the CALD cancer patient cohort was provided by VAHI. Data for CALD respondents
were extracted from the state cohort by identifying all survey responses where respondents
answered the question 153 “What language do you mainly speak at home?” with any response
other than “English”. These data were then aggregated to reflect the percentages across multiple
choice response options.

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 reflect the calculated positive response coding.

Statistical comparisons

No significant differences could be calculated between the CALD cancer patient cohort and the total
state cohort, as raw statewide data was unavailable. Percentage differences are noted in the results
but may not be statistically significant. Because of the small sample size, percentages within +/-
10% of the statewide averages are reported as similar to the statewide average. It should be noted
the CALD cancer cohort is included within the state cohort when comparing the two cohorts.

Not all respondents provided a response to every survey question, producing 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. Some language groups (Arabic, North-Western
Europe, Middle East, Other) included <10 respondents and are therefore not included in the
individual language group analysis. Any data with <10 responses are excluded from data reporting.
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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).

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 CLIMICAL
CARE TRIALS

Source: https://optimalcarepathways.com.au/principles/

Identification of CALD respondents

Question 153 was used to identify culturally and linguistically diverse respondents (“What language
do you mainly speak at home?”). While helpful for identifying language support needs, this question
does not account for respondents who identify as culturally or linguistically diverse, but who may

adequately identify the CALD population group.

General findings
Gender, age and CALD status

Of the 3630 people who participated in the CPES, 247 were classified as a CALD patient, which is
representative of 7% of the overall survey cohort. Within this cohort, 51% of respondents identified
as a man, and 49% identified as a woman. Forty-six percent of respondents were aged 70 years or
older, 45% were aged between 50-69 years, and 9% were aged between 16-49 years. All
respondents identified as neither Aboriginal nor Torres Strait Islander.

Language spoken at home and interpreter status

The most common languages spoken at home among the CALD survey cohort were Mandarin
(15%) and Vietnamese (15%). The next most commonly spoken languages at home were Greek,
Italian, Cantonese, Arabic and other. Data from respondents who answered “other” were
categorised by language groups recommended by the Australian Bureau of Statistics: South-
Eastern Europe, Southern Europe, North-Western Europe, South-Eastern Asia, Southern Asia,
Middle East and Other (for languages that did not fit into the other language groups). Languages
included as multiple-choice options in the survey were not included within the further categorised
regional language groups. The distribution of ‘other’ languages spoken at home for CALD
respondents are shown in yellow in Figure 2

Across the CALD cohort, 62% of respondents did not need an interpreter during appointments. Of
those that did need an interpreter, 56% of respondents recalled having an interpreter available at
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most or all appointments. Respondents were able to complete the survey in 22 different languages
other than English, with 65% of CALD respondents answering in English, 10% answering in
Vietnamese, 10% answering in Mandarin, 6% answering in Greek, 3% answering in Cantonese, 3%
answering in ltalian, 1% answering in Arabic, and 1% answering in Spanish.

Figure 2: Percentage distribution of languages spoken at home among identified CALD
respondents across Victoria.

Quantitative data
Finding out what was wrong

The percentage of CALD respondents who waited less than two weeks from when they were
referred by their GP to when they were seen by a specialist/clinic was 39% compared to 45%
across the state. The majority (75%) of CALD respondents felt their doctor explained their cancer
diagnosis in a way they could understand, which is the same as the statewide average. However,
differences across language groups were also identified, with Italian (63%), Southern Europe (60%),
Southern Asia (65%) and South-Eastern Asia (58%) language groups producing results below the
state average, and Cantonese producing results above the statewide average (94%).

Seventy-seven percent of all CALD respondents were satisfied with the format in which their
diagnosis was explained, compared to 73% across the state. The Cantonese cohort had the highest
percentage of respondents who were satisfied with the format in which their diagnosis was
explained (89%). The majority (95%) of CALD respondents felt they were encouraged to ask
questions regarding their diagnosis with their doctor.

Ninety-five percent of the CALD cohort said staff repeated treatment options for them following their
diagnosis. Similar to statewide averages, 76-77% of respondents felt they were given information
about their diagnosis and treatment options in a format they were satisfied with, and 53-54% of
CALD respondents felt they were told how to get more information and support.

Sixty-seven percent of the CALD cohort said health professionals asked if family/friends needed
information or support during the diagnosis period. All language groups exceeded the statewide
average (51%), except for the South-Eastern Asia cohort (38%). The majority (93%) of CALD
respondents felt they were treated with respect and dignity during their diagnosis.
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Deciding on treatment

Seventy-seven percent of respondents were happy with the level of involvement they had in
treatment decision making, similar to the statewide average of 78%. The majority (88%) of CALD
respondents had the short-term side-effects of treatment explained to them before deciding on
treatment. Italian (89%), Greek (92%), Cantonese (100%), Southern Europe (93%) and Southern
Asian (100%) language groups had short-term side effects explained to them more frequently than
the overall Victorian cohort (79%). Most (76%) of the respondents had the long-term side effects of
treatment explained to them before deciding on treatment. More respondents from the Greek (88%),
Cantonese (93%), Vietnamese (77%), and South-Eastern Europe (86%) language cohorts reported
having the long-term side effects of treatment explained to them than the overall statewide average
(67%). However, only 50% of Southern European respondents had the long-term side effects of
treatment explained to them. A slightly higher percentage of CALD respondents said staff checked if
they understood information about the side-effects of treatment, as compared to the statewide
average (81% and 72%, respectively).

Eighty percent of CALD respondents indicated that staff encouraged them to ask questions about
treatment options, a slightly higher result than the Victorian average (74%). Slightly more CALD
respondents were referred to services to address potential issues arising from treatment (e.qg.
reduced fertility, incontinence) before the commencement of their treatment, compared to the
statewide average (79% and 76%, respectively). In line with the Victorian average, 70% of the
CALD cohort said staff discussed the possibility of taking part in clinical trials with them. However,
results across language groups varied, with Cantonese (91%) and Vietnamese (92%) language
groups receiving information about clinical trials more often than the state average, and Greek
(58%) Mandarin (59%), Southern European (55%), Southern Asian (60%) and South-Eastern Asian
(54%) language groups receiving information about clinical trials less frequently than the statewide
average.

Surgery

Fifty-nine percent of CALD respondents underwent surgery to treat their cancer. Of these, 31%
waited less than two weeks between being told they were ready for surgery and undergoing
surgery. Of the CALD respondents who underwent surgery, 59% felt that staff asked if family or
friends needed information or support, and 64% felt that staff discussed worries and concerns they
had. Both results are higher than the statewide averages (46% and 50%, respectively) but may not
describe optimal care. The majority (89-90%) of CALD respondents who underwent surgery were
given information about what it would be like immediately after surgery and about the management
of side-effects and 92% felt surgical staff explained things in a way they could understand.

Side-effects and pain post-surgery were well managed for 67% of CALD respondents, a poorer
result than the Victorian average (78%). However, 86% of CALD respondents felt staff did
everything they could to manage pain related to surgery, in line with the statewide average (87%).
91% felt they were able to get staff to assist them in a timely manner.

Follow up care was organised before discharge for 85% of CALD respondents; 85% received
information about managing at home and 69% received arrangements for any services required at
home. These results are in line with Victorian averages. Only 35% of CALD respondents were given
a telephone number of someone at the hospital to contact if they had concerns and/or questions
which is similar to the low statewide average of 43%.

Ninety-two percent of CALD respondents felt they were treated with respect and dignity during their
surgical admission, and 98% rated care from the surgical teams as either “good” or “very good”.

Radiotherapy

Forty-three percent of CALD respondents received radiotherapy for treatment. Of these, 52% waited
less than two weeks between radiotherapy mapping and beginning radiotherapy treatment. 79-92%
of CALD respondents were given information before the commencement of radiotherapy about how
to prepare, how to manage stress/anxiety, how to manage side-effects, how they might feel at the
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end of treatment, and how long it might take to recover from radiotherapy. These results are similar
to the statewide averages.

In line with Victorian averages, 82% of CALD respondents reported that staff checked they
understood the information about radiotherapy that was provided, and 77% felt their personal
circumstances were considered when arranging appointments. Similar to the statewide average
(94%), 92% of CALD respondents were given a phone humber to contact if they had any questions.

Eighty-six percent of CALD respondents felt staff checked if they experienced any treatment side-
effects and helped respondents manage these, and 76-86% of respondents said staff checked if
help was needed with managing their emotional state, travelling to and from appointments, and diet,
eating, or physical movements. These results are similar to Victorian averages. A slightly higher
percentage of CALD respondents felt that staff asked if their family/friends needed any information
or support, compared to the low statewide average (55% and 50%, respectively).

Ninety-seven percent of CALD respondents felt they were treated with respect and dignity during
radiotherapy, and 98% rated their radiotherapy care as either “good” or “very good”.

Chemotherapy

Sixty-four percent of CALD respondents received chemotherapy treatment. Of these, 51% waited
less than two weeks between being told they were ready for chemotherapy and commencing
chemotherapy compared to the statewide average of 55%. The majority (84%) of respondents felt
staff checked that they had understood the information they received about chemotherapy, and 74%
felt their personal circumstances were considered when appointments were arranged.

Seventy-seven to 95% of CALD respondents were given information before the commencement of
chemotherapy about how to prepare (93%), how to manage stress/anxiety (77%), how they might
feel at the end of treatment (85%), possible side-effects (86%), how to manage side-effects (85%),
the possibility of needing to go to ED (95%), and how to contact the Symptom and Urgent Review
Clinic (84%), These results are similar to statewide averages. However, a smaller percentage of
Italian speaking respondents felt this information was given to them than the broader Victorian
cohort. For Italian respondents, 73% were given information about how to prepare for
chemotherapy, 60% were given information about how to manage stress/anxiety, 55% were given
information about how they might feel after treatment, 64% were given information about side-
effects, 73% were given information about how to manage side-effects at home, 82% were given
information about the possibility of attending ED, and 82% were given information about accessing
the Symptom and Urgent Review Clinic.

A smaller percentage of CALD respondents waited less than 30 minutes prior to chemotherapy
appointments compared to the statewide average (72% and 83%, respectively). During treatment,
94% of CALD respondents reported having staff check if they experienced any side-effects, and
80% felt staff managed these side-effects well. In line with statewide averages, 78-86% of CALD
respondents said staff checked if they needed help with managing their emotional state and/or with
travelling to and from chemotherapy appointments, and 91% of respondents said staff checked if
they needed help with their diet, eating and/or physical movements.

Ninety-six percent of CALD respondents were given a phone number to contact if they had any
guestions. The majority (92%) of respondents were given a card that explained their chemotherapy
treatment to show ED staff if they ever needed to attend ED. Although only 59% of CALD
respondents said health professionals asked if family/friends need information or support during
chemotherapy, this result is higher than the statewide average (49%).

Ninety-eight percent of respondents felt they were treated with respect and dignity during
chemotherapy, and 99% rated their chemotherapy care as either “good” or “very good”.
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Emergency Department experience

Sixty-eight percent of CALD respondents who attended ED during cancer treatment waited more
than 30 minutes to be seen, which is higher than the statewide average (54%). Slightly fewer CALD
respondents felt their condition was well managed in the ED (72% as compared to 75%). However,
more respondents from the Vietnamese language group (88%) felt their condition was well
managed in the ED as compared to the Victorian average (75%), and fewer respondents from the
Southern Asian language group felt their condition was well managed in the ED as compared to the
Victorian average (65% and 60%, respectively). More CALD respondents felt that ED staff had
knowledge and skills to look after them compared to the Victorian average (77% and 73%
respectively), with this result most prominent for the Vietnamese and Mandarin language groups
(89% and 86%, respectively).

Follow up care

Sixty-seven percent of CALD respondents were given a written plan for 12-month follow up care
(statewide average 56%). Slightly more CALD respondents felt staff accounted for personal
circumstance when arranging follow-up appointments and that appointments and tests were
coordinated to reduce travel time (66-67% as compared with 62% and 60%, respectively). The
majority (80%) of CALD respondents said their test results and other information were always
available to their GP and specialists, compared to the Victorian average (77%). However, fewer
CALD respondents were confident in their GP’s ability to manage their ongoing care than the
Victorian average (49% as compared with 55%). Mandarin (33%) and South-Eastern Asian (22%)
language groups were least confident in their GP’s abilities to manage their ongoing care.

Eighty to 88% of CALD respondents were given information about required follow-up tests,
strategies to stay healthy, and frequency of tests and check-ups, in line with statewide averages.
Sixty-four per cent of CALD respondents were given information about which new symptoms require
investigation and 67% were given information about how to get extra support for themselves or
family, which is similar to the statewide averages (59% and 62%, respectively). A greater proportion
of CALD respondents were given information about how people generally feel after finishing cancer
treatment than the broader Victorian cohort (69% as compared to 58%). Similar to the state average
(69%), 73% of CALD respondents were given information about how to manage ongoing symptoms.

Forty-six percent of Mandarin respondents and 43% of South-Eastern Asian respondents were
given information about how to get extra support, which is lower than the statewide average (62%).
Just over half (56%) of South-Eastern Asian respondents were given information about required
follow-up tests which is lower than the statewide average (82%). Only 25% of South-Eastern Asian
respondents were given information about the investigation of new symptoms, which is lower than
the statewide average (59%). Less than a quarter (22%) of South-Eastern Asian respondents were
given information about how people generally feel after treatment, which is lower than the statewide
average (58%). Only 40% of South-Eastern Asian respondents were given information about the
frequency of check-ups and tests, which is lower than the statewide average (80%).

Information received

CALD respondents indicated they received enough information about possible impacts on usual
activities (84%), possible changes in energy levels (82%), and how to possibly preserve fertility
(75%), which are all similar to the statewide averages (77%, 76% and 68%, respectively). Most
(76%) respondents felt that they could ask health professionals questions, which is similar to the
statewide average (83%). Fewer CALD respondents felt they could discuss complementary or
alternative therapies to help with symptoms as compared to the statewide average (36% and 42%,
respectively).

CALD respondents reported having health professionals discuss financial support programs at a
lower rate than the overall state cohort (36% as compared to 47%). Frequencies for which the
CALD cohort were spoken to about specific supportive care services during their cancer care are
presented in Table 1.
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Results varied across questions related to whether health professionals asked CALD respondents if
they needed help with a range of other activities. Sixty-five per cent of CALD respondents were
asked about domestic chores (Victorian average 77%), 68% were asked about family problems
(Victorian average 73%), 69% were asked about childcare (Victorian average 67%), 41% were
asked about finances (statewide average 45%), and 59% were asked about support groups
(Victorian average 69%).
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Table 1: Additional supportive services mentioned by staff to respondents.

“ e

State CALD Italian Greek Vietnamese
overall
Social 85% 79% 92% 90%
Worker
Psychologist | 73% 76% 83% 85% -
Dietitian 82% 76% 80% 82% 83%
Speech o i i i
Therapist 77%
Occupational o i i i
Therapist 74%
Pain
management 64% 57% - - -
specialist
Cancer 84% 75% 80% 85% 86%
Helpline
Financial
planner/ 42% 43% - - -
services
Physio 75% 66% - - -
Palliative 77% - i i i
Care

Mandarin

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.

Southern South- Southern South-
Eastern . Eastern
European Asian ;
European Asian
91% 90% - -
o - -
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Overall care

When asked about their overall cancer care experiences, 98% of CALD respondents rated their
overall care as either “very good” or “good”. 92% of CALD respondents rated how well their staff
worked together as either “excellent” or “very good”. Fewer CALD respondents than the wider
Victorian cohort said there was never a time they were so unhappy that they would want to complain
(48% compared to 56%).

Ten percent of CALD respondents received conflicting information from different health
professionals during cancer care, and 12% thought a health professional was not fully informed
regarding their treatment and progress (Victorian average 18% and 17%, respectively). Only 3% of
CALD respondents felt tests were repeated unnecessarily and 11% had attended at least one
appointment at which their results were unavailable (statewide average 6% and 14%, respectively).
Only 10% of CALD respondents felt health professionals were not passing information on to others
(statewide average 15%), and only 2% of CALD respondents reported experiencing discrimination
based on racial, ethnic, or cultural background.

Fewer CALD respondents said there was a health professional they could contact to address
questions/concerns throughout their care than the Victorian average (71% compared with 83%). A
similar proportion of respondents felt treatment centres were well informed about the care they had
received at other sites (CALD cohort 84% and Victorian cohort 82%). Over half (64%) of CALD
respondents believed their GP was kept informed throughout their care, in line with the broader
Victorian cohort.

Sixty-seven percent of CALD respondents were given the name of the Clinical Nurse Specialist in
charge of their care, and 70% said it was easy to get in contact with the Clinical Nurse Specialist
(statewide average 67% and 74%, respectively). Majority (92%) of CALD respondents said their
Clinical Nurse Specialist listened carefully to them (Victorian average 91%). However, fewer CALD
respondents said they often received answers from Clinical Nurse Specialists that they understood
than the broader Victorian cohort (87% compared to 92%).

Your health today

At the time of the survey, only 29% of respondents rated their health with a score equal to or greater
than 81/100 (Victorian average 40%). Between 41-83% of CALD respondents did not report any
issues across five different areas of daily functioning including self-care (83%), mobility (61%),
anxiety/depression (54%), ability to perform usual activities (58%), and pain/discomfort (41%), which
were all similar to the statewide averages (89%, 68%, 57%, 57%, and 45%, respectively).

CALD cohort across NEMICS

Forty-five respondents of the CALD cohort received care across the NEMICS region. For most
survey items, the NEMICS CALD cohort performed similarly to the CALD cohort across Victoria,
however the following areas highlight variability between CALD cohorts when compared to the
statewide average.

During diagnosis, a greater proportion of the NEMICS CALD cohort were satisfied with the format in
which their diagnosis was explained than the statewide CALD cohort (84% compared to 73%). A
higher proportion of the NEMICS CALD cohort were explained the short-term and long-term side-
effects of treatment before deciding on treatment than the statewide CALD cohort during treatment
decision-making (84-95% as compared to 67-79%). Similarly, more of the NEMICS CALD cohort
said staff checked they understood information about side-effects than the CALD statewide average
(87% compared with 72%). A much greater proportion of the NEMICS CALD cohort said staff
encouraged them to ask questions than the Victorian CALD cohort (90% and 74%, respectively).
However, only 50% of the NEMICS CALD cohort recalled having a discussion about clinical trials
with staff (statewide CALD average 70%).
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During surgery, higher proportions of the NEMICS CALD cohort were given information about what
would happen after surgery and said follow-up care was organised while in hospital (95% compared
with 84%, and 94% compared with 80%, respectively). All (100%) of the NEMICS CALD cohort
were given information about how to manage at home (Victorian CALD average 78%). However,
only 26% of the NEMICS CALD cohort were given a telephone number for someone at the hospital
(Victorian CALD average 43%).

During radiotherapy, a larger proportion of the NEMICS CALD cohort were given information about
how long it might take to recover from radiotherapy than the statewide CALD cohort (95% as
compared to 85%). 59% of the NEMICS CALD cohort felt that staff took into account their personal
circumstances when arranging appointments during chemotherapy (CALD statewide average 69%).
Majority (70%) of the NEMICS CALD cohort said staff managed side-effects well during
chemotherapy, which is lower than the statewide average (84%). During ED admissions, fewer of
the NEMICS CALD cohort felt their condition was well managed in the ED than the statewide CALD
cohort (65% as compared to 75%).

A higher percentage of the NEMICS CALD cohort were given information about how treatment
might affect their capacity to work or do activities (88% compared with 77%). Majority (83%) of the
NEMICS CALD cohort said staff talked to them about psychology services (Victorian CALD average
73%). However, fewer of the NEMICS CALD cohort said staff talked to them about physiotherapy
services than the broader CALD cohort (61% as compared to 75%).

When reflecting on overall cancer care, 43% of the NEMICS CALD cohort said there was never a
time that they were so unhappy with treatment that they wanted to or did complain (statewide CALD
average 48%).

Qualitative data

Qualitative data from the open-ended survey questions were present for between 17 and 145 CALD
respondents, depending on the item. Each free-text response survey item captured between four
and seven principles from the OCP. Brief descriptions of each OCP principle are provided below
before results are presented by aspect of care. For detailed descriptions of each principle, please

from these 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

The CPES was designed to align with the OCP steps, focusing on the various aspects of optimal
care. Free-text responses within some of these categories were collected, focusing on what
respondents considered helpful and what they felt could be improved. Additional free-text questions
were included for respondents to describe specific instances in which they may have received
particularly good or bad cancer care.

Diagnosis

Aspects of diagnosis that CALD respondents found most helpful reflected five principles: 1. Patient-
centred care, 2. Safe and quality care, 4. Supportive care, 5. Care coordination, and 6.
Communication (Table 2). CALD respondents most frequently referred to Principle 6:
Communication, followed by Principle 1: Patient-centred care. Responses indicated that
respondents found direct communication, information sharing, and staff who were helpful, patient
and had a positive and professional attitude to be most beneficial during diagnosis. Responses
related to patient-centred care focused on the ways in which clinical staff displayed empathy and
support during diagnosis. Some CALD respondents found having family involved in the diagnostic
stage of care helpful, and 7 CALD respondents acknowledged having access to effective
interpreting services or bilingual staff as being helpful.

CALD respondents discussed Principles 2: Safe and quality care and 5: Care coordination less
frequently. When discussing helpful aspects of safe and quality care, most responses focused on
respectful and friendly interactions with staff and the breadth of clinical experience held by staff.
However, one respondent mentioned poor experiences with their GP and haematologist, but
effective communication from the oncology team. Responses related to care coordination focused
on the timeliness of care and the ability of respondents to follow up with or contact staff, and to
access telehealth readily. The three responses categorised as “other” related to the impacts of
COVID lockdowns on cancer care and satisfaction with having no out-of-pocket costs associated
with their cancer care. There was one positive response related to supportive care: “Have all the
appointments ready, including psychologist”.

Table 2. Principles discussed in free-text guestions related to diaghosis

Survey item Responses! | OCP Principle? Frequency |% Freq
Q11: What were the | 145 1: Patient-centred care 85 36%
most helpful things 2: Safe and quality care 26 11%
staff did during your 7S " 1 1%
diagnosis? : Suppor |ve.car.e o

5: Care coordination 17 7%

6: Communication 107 45%

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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Other 3 1%

Q12: What could be ‘ 115 1: Patient-centred care 24 26%
done to improve the 2: Safe and quality care 5 5%
gizagenr?esr:ie? 3: Multidisciplinary care 2 2%
4: Supportive care 6 7%
5: Care coordination 24 26%
6: Communication 27 30%
7: Research and clinical trials 1 1%
Other 2 2%

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

Most areas that CALD respondents felt could be improved during diagnosis related to patient-
centred care, care coordination, and communication. CALD respondents most frequently described
a need for clearer explanations of information, better communication with patients, and
communication via multiple methods during diagnosis. One CALD respondent described an
instance of staff not being helpful or supportive (Principle 6: Communication). Responses related to
Principle 1: Patient-centred care mainly focused on a lack of empathy and support from staff, the
need for more family involvement, and patients feeling like they were not involved in decision-
making. Three CALD respondents said they did not have access to an interpreter. Responses
related to Principle 5: Care coordination focused on long waiting times for diagnostic investigations,
appointments with doctors, and cancer screening. One CALD respondent mentioned feeling like
their discharge from hospital was very rushed:

“Patient shouldn't be asked to leave hospital while in shocked. | had to begged to stay one more
night, and | made offer to pay for it. | was so desperate”.

Other responses relating to Principle 5 described problems with appointment scheduling, support at
home, in-person appointments, regular testing, and coordination between treatment sites.

Treatment decision-making

Aspects of treatment decision-making that CALD respondents found most helpful reflected six
principles: 1: Patient-centred care, 2: Safe and quality care, 3: Multidisciplinary care, 5: Care
coordination, 6: Communication, and 7: Research and clinical trials (Table 3). Respondents most
frequently referred to Principle 6: Communication, describing direct communication, receiving clear
explanations, information sharing, and staff who were helpful, positive, patient and professional as
being the most helpful to treatment decision-making.

Responses related to Principle 1 focused primarily on staff who displayed empathy and support, and
having patient and family involved in decision-making. Two CALD respondents mentioned having
access to effective interpreter services as helpful. Responses related to Principle 2 focused on
general satisfaction with care, the knowledge and experience of clinical staff and the friendliness of
staff. Responses related to Principle 5 related to timeliness of care and the ability of respondents to
follow up with and contact doctors with any questions. One response highlighted having received a
referral to a fertility specialist as helpful during treatment decision-making (Principle 3). One
response described being offered participation in a medical trial as helpful (Principle 7).

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

Survey item Responses | Principle Frequency |% Freq
Q23: What were the 117 1: Patient-centred care 41 22%
?gs't he:IOI}J' tr][mgs staff 2: Safe and quality care 29 16%
id in relation to : — 5
treatment decisions? 3: Multldlsmpll‘nar.y care 1 <1%
5: Care coordination 13 7%
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6: Communication 98 54%

7: Research and clinical trials 1 <1%
Q24: What could be 78 1. Patient-centred care 6 15%
done to improve your 2: Safe and quality care 1 2%
experience in .re.latlon to 4: Supportive care 5 12%
treatment decisions?

5: Care coordination 7 17%

6: Communication 20 49%

7: Research and clinical trials 1 2%

Other 1 2%

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

When CALD respondents were asked what could be improved during treatment decision-making,
respondents described a need for better communication and information sharing from staff, different
methods of information provision and multiple treatment options offered (Principle 6:
Communication). Other noted issues related to treatment decision-making described by CALD
respondents included not having access to interpreter services (Principle 1), poor medication
management (Principle 2), wanting more spiritual and emotional support including access to support
groups (Principle 4), experiencing long waiting times (Principle 5), wanting better access to cancer
research centres (Principle 7), and having their cancer care impacted by COVID lockdowns (other).

Surgery

Themes related to six of the OCP Principles were highlighted as being helpful during a hospital stay
for surgery (Principles 1, 2, 3, 4, 5, and 6, see Table 4). Responses related to Principle 2 focused on
general satisfaction with care, knowledge and experience of clinical staff, good management of
side-effects and symptoms, and friendly and respectful staff. Responses related to Principle 6
focused on good communication with patients and helpful, professional, and positive staff.
Responses related to Principle 1 focused on empathy and support from staff, with one CALD
respondent highlighting gratitude for having a bilingual nurse. Responses related to Principle 5
focused on timeliness of care and effective follow-up care following surgery. One response related
to good coordination between departments and specialities (Principle 3), one related to referrals to
social work and psychiatry being helpful (Principle 4), and one response related to accommodations
for visitors during COVID lockdowns (other).

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

Survey item Responses Principle Frequency | % Freq
Q50: What were the most | 64 1: Patient-centred care 24 26%
helpful things staff did - 2: Safe and quality care 23 25%
while you were in hospital 3: Multidisciplinary care 1 1%
for surgery? :
4: Supportive care 1 1%
5: Care coordination 14 15%
6: Communication 27 30%
Other 1 1%
Q51: What could be done |42 1: Patient-centred care 7 18%
to improve your surgery 2: Safe and quality care 14 36%
experience? 5: Care coordination 7 18%
6: Communication 10 26%
Other 1 3%

Table values adjusted to nearest whole number where needed and may not equal 100%
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Aspects of surgical care that CALD 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 perceived lack of
knowledge and experience of clinical staff, and poor post-surgery experiences. One respondent
mentions the need for more staff:

“On my first surgery the night nurse was probably overworked but she deffenetely [sic] was not very
helpful - more night staff would be good”.

Responses related to Principle 6 mainly focused on a lack of communication and information
sharing with patients. Responses related to Principle 1 focused on a lack of access to interpreting
services or bilingual staff, and dissatisfaction with the food served during the surgical admission.
Responses related to Principle 5 focused on waiting times for surgery and post-surgery care, and a
lack of follow-up information. One response related to the impact of COVID lockdowns on surgical
admissions (other).

Responses by CALD respondents most frequently discussed the need for more clarity in
communications with patients including providing more information to patients, involving family
and/or friends in discussions, and ensuring information is communicated in a way patients can
understand. CALD respondents also discussed having issues with not receiving call-backs from
hospital staff after their surgery, experiences of poor pain management, and discomfort caused by
noisy equipment in patient rooms overnight (Principles 1 and 2; see Table 4).

Radiotherapy

Aspects of radiotherapy considered most helpful by CALD respondents related to Principle 1:
Patient-centred care, Principle 2: Safe and quality care and Principle 6: Communication (Table 5).
Responses related to Principle 1 focused primarily on the empathy and support provided by staff,
access to services related to transport, having access to departmental contact details, and
assistance with managing treatment side-effects. Responses related to Principle 2 focused most
often on positive experiences with friendly and respectful staff. Responses related to Principle 6
focused on good communication with patients, and helpful, professional, and positive staff.
Responses related to Principle 5 focused on receiving timely care and adequate follow-up care
following radiotherapy.

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

Survey item Responses | Principle Frequency | % Freq
Q74: What were the most | 52 1: Patient-centred care 26 36%
helpful things staff did 2: Safe and quality care 20 27%
during your radiotherapy? 5: Care coordination 8 11%

6: Communication 19 26%
Q75: What could be done | 33 1: Patient-centred care 2 15%
to improve your 2: Safe and quality care 3 23%
radiotherapy experience? 5: Care coordination 4 31%

6: Communication 3 23%

Other 1 8%

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

Aspects of radiotherapy that CALD 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 Principle 5 focused on appointments running late during
radiotherapy. Responses related to Principle 2 focused on the need for more staff and on improving
the available radiotherapy equipment. Responses related to Principle 6 focused on poor
communication with CALD respondents regarding radiotherapy and a perception that staff were not
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being positive or friendly enough. Responses related to Principle 1 focused on not having bilingual
staff and a perceived lack of empathy and support from staff. One response suggested that a self-
check-in system should be adopted (other):

“Reception can be replaced by self-check-in”.

Chemotherapy

Responses related to what 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 1 focused on aspects of care such as the
empathy and support of staff, having access to transport and food during chemotherapy, the
involvement of family, and having access to bilingual staff and/or interpreters as being most helpful.
Responses related to Principle 6 focused primarily on the benefits of good communication with
patients, and helpful, positive, professional and patient staff. Responses related to Principle 2
focused on being treated with respect by staff and having attentive and friendly staff, and two CALD
respondents described poor experiences with staff during chemotherapy. Responses related to
Principle 5 focused primarily on access to treatment and support at home and having effective
follow-up during and after chemotherapy treatment. Responses related to Principle 4 focused on
emotional and spiritual support. One response related to staff being accommodating during the
COVID lockdowns (other):

“...made special consideration for my family to visit during covid-19 [sic]...”

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

Survey item Responses | Principle Frequency | % Freq
Q99: What were the 79 1. Patient-centred care 42 34%
most helpful things staff 2: Safe and quality care 28 22%
did during your 4: Supportive care 3 2%
chemotherapy? —
5: Care coordination 14 11%
6: Communication 37 30%
Other 1 1%
Q100: What could be 47 1: Patient-centred care 6 21%
dﬁne tohlmprove your 2: Safe and quality care 6 21%
chemot er(il)py 4: Supportive care 3 11%
experience” ——
5: Care coordination 7 25%
6: Communication 4 14%
7: Research and clinical trials 1 4%
Other 1 4%

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

Aspects of chemotherapy that CALD respondents indicated could be improved centred around
Principle 1: Patient-centred care, Principle 2: Safe and quality care, and Principle 5: Care
coordination. Responses related to Principle 5 mainly focused on long waiting times during
appointments. Responses related to Principle 1 mainly focused on not having access to transport
and parking during appointments, family being unable to visit during treatment, and suggestions for
having music playing. Responses related to Principle 2 focused on the perceived poor clinical skills
and experience of chemotherapy staff and a lack of doctors available. One CALD respondent
described a negative experience with a nurse:

“One of the nurses cut off the iv saline half way [sic]. Never finish the pack. When questioned. She
said there is no need & quite rude”.

Responses related to Principle 6 focused on a lack of communication and information being
provided to CALD respondents about the chemotherapy experience and potential side-effects.
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Responses related to Principle 4 focused on a lack of access to assistance with mental health,
nutrition, and exercise. One response felt there was a lack of research regarding hair loss as a side-
effect of chemotherapy (Principle 7) and one response related to chemotherapy medication being
lost in the mail during COVID lockdowns (other).

ED experiences

Responses related to what CALD respondents found most helpful during ED experiences aligned
primarily with Principle 2: Safe and quality care (Table 7). Responses related to Principle 2
described the good clinical skills of staff, adequate management of side-effects, symptoms and
medication, and general satisfaction with care as most helpful during ED experiences. However,
one CALD respondent described a negative experience in which they were not triaged from the
waiting room: “Nothing - was sent home. Did not even make it out of waiting room”.

Responses related to Principle 6 focused primarily on good communication with CALD respondents
and engaging with professional and helpful staff in the ED. Responses related Principle 5 focused
on the timeliness of care and satisfaction with the investigations carried out during the ED
admission. Responses related to Principle 1 solely focused on how helpful empathy and support
from ED staff was on the ED experience. One response related to reassurance regarding
communication between ED and haematology (Principle 3), and one response described
satisfaction except for a “very expensive fee”. (other).

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

Survey item Responses | Principle Frequency | % Freq
Q107: What were the most | 38 1: Patient-centred care 5 10%
helpful things staff did 2: Safe and quality care 22 44%
during your E_m_ergency 3: Multidisciplinary care 1 2%
Department visit? .

5: Care coordination 8 16%

6: Communication 13 26%

Other 1 2%
Q108: What could be done | 34 1. Patient-centred care 7 19%
to improve the Emergency 2: Safe and quality care 7 19%
Department experience for 3: Multidisciplinary care 1 3%
cancer patients? _

5: Care coordination 18 49%

6: Communication 2 5%

Other 2 5%

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

Aspects of ED that CALD respondents indicated could be improved upon centred around Principle
5: Care coordination. These responses related focused primarily on the long waiting times
experienced during ED admission. CALD respondents also described areas of improvement related
to Principle 1: Patient-centred care and Principle 2: Safe and quality care. Responses related to
Principle 1 focused on experiencing a lack of empathy and support from ED staff. One response
described not having family available to translate during COVID lockdowns:

‘It was during COVID, so my issue was | had no family to help me translate. So that was a big
issue”.

Responses related to Principle 2 described concerns related to a lack of knowledge and experience
related to cancer care by clinical ED staff, and a lack of resources and staff in the ED. CALD
respondents also described a desire for more reassurance from staff (Principle 6). Two responses
related to the high cost of ED services and the impact of COVID lockdowns on care (as quoted
above; Other). One response also described the need for quicker referrals to specialists (Principle 3:

Multidisciplinary care).
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Follow-up care

Aspects of follow-up care that CALD respondents found most helpful primarily related to Principle 6:
Communication, and Principle 5: Care coordination (Table 8). Responses related to Principle 6
mainly focused on good communication and provision of information to patients, helpful staff, and
receiving reassurance from staff. Responses related to Principle 5 described having access to
comprehensive follow-up care, regular testing and investigations, and staff organising appointments.
Responses related to Principles 1 and 2 focused on the friendliness of staff and the empathy and
support shown to CALD patients by staff. One CALD respondent mentioned that the use of an
interpreter was helpful.

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

Survey item Responses | Principle Frequency | % Freq
Q120: What were the most | 63 1: Patient-centred care 9 12%
helpful things staff did 2: Safe and quality care 7 9%
during your follow-up care? 5: Care coordination 25 33%
6: Communication 35 46%
Q121: What could be done | 47 1: Patient-centred care 1 3%
to improve the follow-up 2: Safe and quality care 4 14%
experience for cancer 3: Multidisciplinary care 2 7%
patients? _
4: Supportive care 2 7%
5: Care coordination 17 59%
6: Communication 2 7%
Other 1 3%

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

In contrast, responses describing possible improvements to follow-up care were primarily related to
Principle 5: Care coordination, including the experience of long waiting times to see and/or contact
doctors and wanting more and better access to telehealth appointments. Less frequent responses
described a lack of experience of clinical staff, miscommunication between staff and lack of
information sharing between health professionals, a lack of mental health and dietetics support, and
a lack of communication with patients. One CALD respondent was dissatisfied with GP’s attitudes
toward follow-up care:

“Gps [sic] generally don't care hence you are on your own and reliant on the hospital contacts”.

One response also described a negative impact on follow-up care related to the busyness of the
hospital due to COVID-19 (other).

Additional comments made in survey
All principles were reflected in the additional comments section of the survey (Table 9).

Additional comments related to the provision of information during cancer care primarily related to
Principle 6: Communication. Three responses described adequate information provision and
communication with patients by CALD respondents. However, eight responses described instances
of a lack of information provision and/or limited treatment options being offered to CALD
respondents (Principle 6). One respondent stated:

“l did not feel | could talk to my surgeons about alternative treatment at the time I've been told they
do not have a suitable treatment for me when we find out my cancer”.

Responses describing negative instances of care primarily related to Principle 2, Principle 5: Care
coordination, Principle 6: Communication, Principle 2: Safe and quality care, and Principle 3:
Multidisciplinary care mainly focused on the perceived poor experience and skills of clinical staff,
poor treatment outcomes, and poor management of side-effects, symptoms, and medication. One
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response described a desire for access to supportive care during earlier in their cancer care
experience:

“...I would have liked psychological help at the beginning and not wait for the results for months”.

Other comments about negative experiences of care described issues related to the unavailability of
results during appointments, long appointment waiting times, poor appointment scheduling, delays
in treatment, concerns with the poor communication and provision of information to patients, the
perceived poor clinical skills and experience of clinical staff, poor management of side-effects and
medication, and negative experiences with clinical staff. One respondent described an instance of
feeling discriminated against by a chemotherapy nurse:

“When | had chemotherapy the nurse discriminate me they often said that | was a bad one”.

Responses related to Principle 3 mainly focused on poor communication and provision of
information between health professionals and departments, for example:

“There was a time, just once when information was not forwarded to my gp [sic]”.

Responses describing an instance in which the respondent wanted to or did complain about mainly
related to Principle 2: Safe and quality care. These comments primarily focused on poor treatment
outcomes, negative experiences with clinical staff, a perceived lack of clinical skills and experience,
and poor management of side-effects and medication. One response highlights issues with the poor
coordination of care between departments (Principle 3):

“After my 1st surgery, the team seemed not well planned on whether or not to discharge me
(Different opinions from different departments).”

Additional comments made at the end of the survey described at least one aspect of all Optimal
Care Principles, except for Principle 3: Multidisciplinary care. Responses conveyed a general
satisfaction with the care received, with some respondents taking the time to thank their care team.
However, one response highlighted a need for improving communication and tact from some staff
(Principles 1 and 6):

“The nursing team are wonderful, but level of communication can be improved. Doctors sometimes
lack diplomacy on how they speak with patients”.

One response also described difficulty with getting access to an adequate interpreter:

1] would like to be more independent for hospital visits ...[but] interpreting services being so
unreliable, my daughter had to come with me. Plus no interpreter service would help me check in
etc, they all just come for appointment times”.

Table 9: Additional free-text questions

Survey item Responses Principle Frequency |% Freq
Q128: If you would like to 46 1: Patient-centred care 5 10%
make any other comments 2: Safe and quality care 8 16%
about your experiences 3: Multidisciplinary care 1 2%
rega.rdlng mformatl_on you 7S " 7 Y
received or would like to - SUPPOTIVE care >
have received, please use 5: Care coordination 8 16%
the space below. We would 6: Communication 22 44%
like to know about them. Other 2 4%
Q131: If you experienced 40 1: Patient-centred care 1 2%
any of the things listed in the 2: Safe and quality care 9 18%
previous question, C.OUId you 3: Multidisciplinary care 8 16%
please provide us with -
information about what 5: Care coordination 19 38%
6: Communication 13 26%
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happened and when it
happened.®
Q142: If yes, what was the 17 1: Patient-centred care 4 18%
issue you wanted to 2: Safe and quality care 9 41%
complain about?* 3: Multidisciplinary care 2 9%
5: Care coordination 3 14%
6: Communication 4 18%
Q157: If you would like to 71 1: Patient-centred care 17 25%
make any other comments 2: Safe and quality care 19 25%
: |
please use the space below. 5: Care coordination 11 16%
We would like to know about 6: Communication 18 26%
them. 7: Research and clinical 1 1%
trials
Other 1 1%

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

Limitations

The CALD population is inadequately represented in this survey, comprising only 7% of the overall
survey cohort. This reflects a limitation in the survey’s ability to capture the perspectives of culturally
and linguistically diverse individuals. Likewise, the overall response rate of 32% is relatively low and
indicates caution is needed in the interpretation of results.

The survey is very limited in its identification of CALD respondents, as it overlooks respondents who
identify as culturally or linguistically diverse, but primarily speak English at home. This may account
for the small proportion of identified CALD respondents in this survey.

Certain language groups had fewer than 10 respondents, so they were excluded from the analysis
of individual language groups. This indicates that we lack data from these language groups and
therefore cannot make any conclusions about their experiences of cancer care.

As discussed in the methodology, statistical comparisons between the CALD cohort and the overall
state cohort were not possible due to unavailability of the raw data of all respondents. Additionally,
reported comparisons should noted with care, as the CALD cohort is included in the overall state
cohort, and thus not a direct comparison of two populations.

Conclusion

This report describes quantitative and qualitative Victorian CALD cancer patient experiences of
cancer care at public hospitals in 2022.

Most CALD cancer patients (98%) rated highly their overall care received from health professionals
involved in their treatment. Many of the quantitative findings were similar to the statewide average
which may demonstrate equitable quality of cancer care. However, the survey findings indicate
opportunities for cancer experience and care improvement.

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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There are opportunities for improvement across most survey sections. All CALD communities
should have equitable information and support when their diagnosis is being explained and in a way
they can understand. Some communities reported needing more information and support for family
and friends at diagnosis and when receiving various treatment modalities, more involvement in
decision-making, and a better understanding of long-term side effects. For those receiving surgery,
there are opportunities to improve information and support for families and friends, more discussion
and support about worries, and the provision of a telephone number and contact details for follow-
up. Waiting times for chemotherapy and on the day of chemotherapy could be improved. CALD
respondents reported needing more support and advice with financial matters. 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.

Thematic analysis highlighted the importance CALD respondents place on communication and the
provision of information, timeliness of care, and receiving empathy and support from staff
throughout all phases of care. The most frequent improvements suggested by CALD respondents in
the thematic analysis related to increasing the number of bilingual staff and ensuring access to
quality interpreter services to improve communication with patients and their families.

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

Victorian cancer patient experience survey report: CALD cancer patients 2024 | 22



