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Disclaimer

© Victorian Integrated Cancer Services 2025.

This material has been prepared by NEMICS to inform and guide activities related to
cancer service improvement within Victoria. The material and data are intended for
Victorian Integrated Cancer Services (VICS) member organisations and health
professionals to promote cancer services quality improvement within their health
organisations.

All VICS materials — including data products, protocols, methods, analyses,
documentation, and tools — are protected by copyright and remain the intellectual
property of the Victorian Integrated Cancer Services (VICS) and the State of Victoria
(Department of Health).

The State of Victoria (Department of Health) owns the copyright to the data.
No part of this material may be reproduced, redistributed (including published in a
research paper) or modified without the written permission of NEMICS and the

Victorian Department of Health. Requests for permission to reproduce this material
or data should be made to nemicsadmin@austin.org.au.
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Introduction

According to the Cancer Council Victoria (CCV), individuals born in non-English-
speaking countries account for an estimated 25% of all cancer cases in Victoria.[1]
Available data indicate that individuals from culturally and linguistically diverse
(CALD) communities experience disparities in accessing equitable and appropriate
cancer care.[2, 3] In the Australian and Victorian Cancer Plans, CALD communities
are a noted priority population, highlighting inequities in how cancer services
currently understand and accommodate the needs and experiences of CALD
populations.[4, 5]

Within the North Eastern Melbourne Integrated Cancer Service (NEMICS) region,
non-English languages are spoken in about 180,000 households and approximately
35% of residents were born in a country other than Australia.[6-8] Cancer
admissions at NEMICS health services account for approximately 20% of all cancer
admissions in Victoria, including a notable number of CALD patients. Victorian
admitted episode data indicates that a total of 52,998 CALD patients were admitted
to NEMICS health services between 2019-2023, representing approximately 30% of
all NEMICS region cancer admissions.

To ensure equitable and quality cancer care is available for CALD communities
within the NEMICS region and Victorian cancer services, improved understanding of
CALD community priorities, experiences, and outcomes is needed. Several analyses
were conducted across 2023 and 2024 that explored CALD recognition and priorities
within cancer policy, CALD patient experiences across Victorian cancer services,
CALD community organisation consultation, and analysis of CALD healthcare data
and outcomes. The findings of these investigations inform cancer services reform
and quality improvement, supporting priorities for equitable cancer care and
outcomes for the CALD community.

Aim

To improve the understanding of CALD communities’ cancer care priorities,
experiences, and outcomes in the NEMICS region and/or Victorian cancer services.
This report summarises the key findings from four larger investigations:

e Cancer care for culturally and linguistically diverse communities: analysis
report 2023

e Victorian Cancer Plan 2024-2028 consultation: culturally and linguistically
diverse communities’ priorities report 2023

e Victorian cancer patient experience survey report: culturally and linguistically
diverse cancer patients report 2024

e |dentifying variation in cancer care for culturally and linguistically diverse
(CALD) Communities: data analysis report 2024
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Methods

During 2023 and 2024, a range of mixed methods were implemented to improve
understanding of CALD communities’ cancer care priorities, experiences, and
outcomes in the NEMICS region and/or Victorian cancer services. Across 2023, a
review of Victorian CALD population demographics, cancer resources, and relevant
health and cancer policy for people with cancer from CALD backgrounds was
conducted to understand the context of cancer and cancer care delivery within
Victoria.

Later in 2023, six CALD community organisations representing the top five non-
English language groups were approached to take part in online semi-structured
focus group/interviews to help ensure CALD perspectives were represented during
the development of the 2024-2028 Victorian Cancer Plan. Four of the six invited
organisations agreed to take part in the consultations, with key recommendations for
CALD cancer priorities from each session consolidated and shared on their behalf by
NEMICS at the 2024-2028 Victorian Cancer Plan consultations.

Special permission from the Victorian Agency for Health Information (VAHI) was
obtained in 2024 to conduct a mixed methods analysis of the 2023 Cancer Patient
Experience Survey (CPES) data to understand the cancer journey and experiences
of Victorians undergoing cancer treatment at Victorian public hospitals who self-
identified as speaking a language other than English at home. Percentage
differences between the CALD cancer patient cohort and the total state cohort were
used to explore the quantitative data, as raw statewide data was unavailable. It
should be noted the CALD cancer cohort is included within the state cohort when
comparing the two cohorts. Free-text responses for 17 survey items were collated in
an Excel file with common themes identified using inductive thematic analysis.
Refined codes were categorised and explored based on its relevance to the seven
principles of care described in the optimal care pathways that underpin optimal
cancer care.

In 2024, Victorian admitted episode data (VAED) were examined to identify whether
statistically significant variations in admitted cancer care were present for different
CALD groups. The analyses examined variations across seven data categories that
related to access to health services, in-hospital cancer care, and health status /
outcomes for five main CALD subgroups: Arabic Speaking, Chinese Speaking, India,
Southeastern Europe, and Southern Europe. Subgroups were established based on
the most common country of birth (COB) recorded for patients admitted to NEMICS
health services for the five-year period between 2019-2023. Chi-square and
Kruskal-Wallis tests were used to examine whether any significant differences were
present between CALD and/or non-CALD groups in terms of the cancer care
received during hospital admissions at NEMICS member health services. Further
details about the methods for each investigation are available by request.
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Summary of findings
Current state of cancer care

Victoria is currently the most culturally and linguistically diverse state in Australia,[9]
with 2021 ABS census data demonstrating that 35% of Victorians were born
overseas and 32.8% Victorians speak a language other than English at home.[6]
Approximately 25% of total cancer cases in Victoria are diagnosed in individuals
born in non-English-speaking countries. While data is limited, available evidence
shows people from CALD backgrounds diagnosed with cancer have low utilisation of
health services, tend to have poorer outcomes and a poorer quality of life compared
to non-CALD groups.[1] In addition, individuals from CALD backgrounds face
numerous challenges in cancer prevention, screening, and early diagnosis, as well
as access to appropriate treatment and service. [2] In recognition of this, CALD
communities were recognised as a priority population in the Victorian Cancer Plan
2020-2024. However, this prioritisation was not explicitly highlighted in the VICS
implementation plan 2021-2024, and few VICS initiatives between 2021-2024
focused on equitable cancer care for CALD populations.

Between 2021-2024, most CALD initiatives across the VICS focused on translating
health resources for CALD cancer patients. However, current cancer resources are
only available in limited languages, focused mainly on specific aspects of care (e.qg.,
treatment and recovery) across few tumour streams, and do not prioritise other
important areas including prevention, early detection, and end-of-life care.
Translating health resources may also not be as beneficial to CALD communities as
previously thought. Evaluations of translated health resources have found these
resources to be ineffective[10] and difficult to access.[11]

A lack of CALD identifiers within cancer specific data limits the current understanding
of the burden of cancer in this group. However, information about CALD population
distributions across Victoria is a vital part of ensuring CALD initiatives are targeted to
areas within ICS with greater diversity. Likewise, it is crucial for cancer reports such
as The Victorian Cancer Registry Annual Report to include a breakdown of data for
the CALD population. Doing so will help to accurately identify the burden of disease
for CALD groups, highlight service gaps that may exist, and support the allocation of
resources to address these gaps and reduce the burden of disease.

Several factors may contribute to the development of programs that do not
appropriately meet the needs for those in CALD groups diagnosed with cancer.
These include limited research and cancer trials involving CALD people with cancer,
a lack of consultation with members of the target population during program
development, and the absence of data to monitor and evaluate the effectiveness of
current programs for CALD groups. Greater efforts to address these factors would
help guide evidence-based cancer programs/initiatives for CALD communities.
Developing, implementing, and evaluating culturally responsive health care policy,
programs and interventions can also be supported by the presence of a culturally
capable workforce that understands the unique needs of the target population.

Improving cancer care for CALD populations across NEMICS Page 7


https://www.cancervic.org.au/research/vcr/fact-sheets-and-annual-reports

Barriers to high quality cancer care within the NEMICS region

Four of the six invited CALD organisations provided information about the needs,
barriers, and system improvements necessary for optimal cancer care for CALD
communities in consultations with NEMICS. Key themes and priority actions
identified were aligned with the four main system priority areas outlined in the
Victorian Cancer Plan 2024-2028 consultation paper:

e CALD communities lack trust and confidence in Victorian cancer services due
to the higher risk of social isolation, limited knowledge on available services,
feeling like their voices are not heard and the lack of engagement and
collaboration with CALD communities (Priority area 1. Consumers engaged as
partners)

e Varying levels of health literacy, cultural beliefs about cancer being a taboo
topic and deeply ingrained beliefs about seeking medical assistance for a
serious health issue are key barriers to early detection of cancers in the CALD
community. (Priority area 2. Access across the cancer pathway - Prevention
and early detection)

e |ndividuals from CALD communities stated they often felt lost and
overwhelmed when navigating health services due to language barriers,
limited social support, and difficulties with transportation. Challenges in
understanding medical information and issues with interpreters can further
complicate communication and limit patient centred care. (Priority area 2.
Access across the cancer pathway — Treatment)

e CALD patients often receive limited opportunities to participate in clinical trials.
Limited access to clinical trial information and their eligibility criteria in
languages other than English contributes to fears among CALD communities
of being treated as "guinea pigs" or "lab rats."” This lack of understanding also
raises concerns about potential side effects and impacts of participating in
trials. (Priority area 2. Access across the cancer pathway - Clinical trials)

e The limited availability of information in accessible languages about available
support services leaves these communities unclear about when and how to
access rehabilitation services, supportive care, survivorship, and palliative
care programs. (Priority area 2. Access across the cancer pathway - Support
services)

e CALD communities feel the health workforce has limited knowledge and skills
to provide culturally safe and appropriate support to CALD people with cancer
resulting in limited patient centred care and patients feeling excluded in their
care and treatment decisions. (Priority area 3. Workforce)

e The lack of CALD data items and reporting in relation to cancer care,
experience, and outcomes makes it difficult to have a full and accurate
understanding of the burden of cancer across the different communities in this
diverse population group. (Priority area 4. Data and Intelligence)
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Victorian CALD cancer patient experience

Quantitative and qualitative explorations of the 2023 Cancer Patient Experience
Survey (CPES) data investigated Victorian CALD cancer patient experiences. Most
CALD cancer patients (98%) rated the overall care received from health
professionals involved in their treatment as either ‘good’ or ‘very good’. While many
of the quantitative findings for CALD cancer patients reflected the broader statewide
results, opportunities to improve cancer experience and care for CALD cancer
patients were also identified.

Aspects of care delivery where improvement opportunities could be explored for
CALD cancer patients centred on information provision and support for patients and
their family, greater involvement in decision-making, more support and advice with
financial matters, shorter wait times, and a better understanding of long-term side
effects. For those receiving surgery, opportunities also included more discussion and
support about worries, and having a telephone number and contact details for follow-
up. Improvements related to follow-up care centred around a greater need for follow
up care plans, addressing concerns associated with follow-up care and lack of
support, additional help to understand follow-up tests, and improvements related to
survivorship care.

Deductive thematic analysis highlighted the importance CALD respondents place on
communication and information provision, 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.

Variations in admitted cancer care

Variations for inpatient cancer care delivery recorded by the VAED dataset were
investigated to better understand the admitted care experiences of CALD patients
within the NEMICS region. The analysis explored population demographics,
variations in health service access, in-hospital care, and outcomes for different
CALD groups who received admitted cancer care at NEMICS health services.

CALD patients accounted for approximately 30% of all cancer patients admitted to
NEMICS public and private health services in the five-year period from 2019 to 2023.
All CALD patient groups had similar sex distributions, with a higher proportion of
males than females. CALD patient admissions at NEMICS member health services
were similar to CALD distributions by local government areas (LGA) of residence for
each health service’s respective catchment areas.

Northern Health recorded the highest percentage of patients born in non-English
speaking countries and the highest percentage of patients from Arabic-speaking
countries across all NEMICS member health services. In contrast, Eastern Health
served the greatest proportion of Chinese-speaking patients. Chinese-speaking
patients also made up the largest proportion of CALD patients living in NEMICS
LGAs closest to Eastern Health campuses (Manningham and Whitehorse LGAS).
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Not all patients born in non-English speaking countries preferred a language other
than English. For example, while patients born in Chinese speaking countries had
the highest preference for a language other than English, most patients born in India
preferred English. Smaller proportions of admissions at private health services
occurred for CALD patients than non-CALD patients. Amongst the NEMICS CALD
population, the use of private health services was highest for patients from Chinese-
speaking countries and lowest for patients from Arabic speaking countries.

A greater proportion of CALD patients aged 60 years and above had their first
admissions into a NEMICS health service with a cancer diagnosis via emergency
department (ED) than their non-CALD counterparts. Similarly, more CALD patients
aged 60 years and older had admission(s) with palliative care diagnoses than non-
CALD patients in this age group. The average length of stay (LOS) was lower for
CALD patients aged 60 years and over when compared to non-CALD patients from
the same age group. Diagnoses per admission were higher for CALD patients older
than 60 than non-CALD patients, with significantly higher diagnoses per admission
among Arabic speaking patients compared to all other CALD groups. In-hospital
mortality was higher for CALD patients older than 75 years.

Statistical investigation of any potential correlations between variables was
considered out of scope for this analysis. The data analysis was limited by a lack of
standardised CALD identifiers used by health services.

Limitations

Several limitations were present across the CALD analyses. Since the original
analysis report was produced in 2023, a more robust process for exploring the
current state of cancer care for priority populations has been developed by NEMICS,
including guidelines related to conducting a rapid systematic review and
environmental scan of relevant public health policy.

Consultations for the Victorian Cancer Plan 2024-2028 with culturally and
linguistically diverse communities’ priorities were limited to only four community
organisations and may not be representative of the perspectives of all CALD groups
across NEMICS or Victoria more broadly. Further, these consultations reflect the
originally proposed priority areas and not the five pillars described in the final
Victorian Cancer Plan 2024-2028.

Limitations related to data availability were also present across the CPES and
admitted episode analyses. Low response rates by CPES respondents who self-
identified as speaking a language other than English at home indicate a limited
ability for the CPES to effectively capture the perspectives of culturally and
linguistically diverse individuals.

Statistical analyses using admitted episode data were also limited by the availability
of CALD-related data markers in patient records within the VAED. Exploration of
other cancer datasets may produce different results, depending on the CALD-related
data markers available. These constraints require consideration when interpreting
these analyses. Further information describing limitations of the analyses are
described in the full reports and are available on request.
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Recommendations

To enable better health outcomes for CALD persons with cancer, the CALD patient
experience and their ability to navigate the healthcare system should be improved.
Detailed recommendations from each investigation can be found in the associated

reports, including their alignment with Victorian policy and associated frameworks.

Recommendations from the current state review highlight several ways to address
some of the underlying reasons for health inequity in CALD communities identified,
including activities that:

e establish and continue to recognise CALD communities as a priority group

e engage and empower CALD communities to facilitate improved understanding
of the individual, cultural, social, service, and structural barriers to optimal
care for CALD persons with cancer

e emphasise co-design programs/initiatives, engaging CALD communities
throughout all stages of a program (from planning to implementation and
evaluation) and service improvement delivery, empowering and collaborating
with existing cultural organisations to improve access

e improve CALD participation and access to cancer clinical trials to enable
innovation and build evidence for best practice

e ensure high-quality, relevant, and appropriate policies and services are in
place to address the needs of CALD persons with cancer

e ensure data collection occurs in a culturally safe way, and

e build capacity and capability of a culturally responsive workforce through
professional development activities that enhance their cultural
responsiveness.

CALD organisations engaged in the Victorian Cancer Plan 2024-2028 consultation
process within the NEMICS region also highlighted several opportunities for
improving cancer care for CALD people with cancer that address:

e deliver culturally appropriate initiatives to CALD people affected by cancer,
their families, and their carers

e leverage key community platforms and organisations to provide culturally
targeted messaging to promote cancer prevention and early detection

e use targeted, culturally, and linguistically responsive services and empower
CALD cancer patients with information and conversations to support informed
decision making

e improve CALD participant clinical trial uptake by addressing literacy gaps and
cultural beliefs and attitudes that may hinder participation

e develop and embed processes that ensure clinical trials are designed to
support inclusion of CALD cancer patients and improve awareness and
education about clinical trials among CALD groups
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e leverage the reach and cultural awareness of community groups and support
their expansion to implement culturally appropriate supportive care and
survivorship programs that address the needs of CALD consumers and carers

e train and upskill health professionals to provide culturally appropriate care,
including the ability to easily refer CALD people with cancer to culturally
appropriate services

e provide opportunities through the Optimal Care Summits for health
professionals to analyse and discuss evidence and knowledge to enhance
care for CALD patients

e ensure a diverse cancer workforce that reflects the cultural diversity of the
patient population

e establish compulsory and standardised CALD data fields in medical records to
capture information identifying CALD populations when they access
healthcare services to facilitate a deeper understanding of the delivery and
experience of cancer care for CALD communities, and

e collect and report on cancer data for CALD communities in statewide cancer
statistics reports to facilitate more effective monitoring and evaluation of CALD
cancer patient experiences.

Opportunities for improving cancer care for people affected by cancer from a CALD
background in the CPES analysis emphasised the importance of communication,
information provision, timeliness of care, and receiving empathy and support from
staff throughout all phases of care. Recommendations developed from the CPES
analysis include:

e Improving access to equitable information and support to CALD patients and
their families and friends about diagnosis, treatment modalities, and long-term
side effects, delivered in a way they can understand

e More patient involvement in decision-making across their cancer journey

e Improving information and support for those receiving surgery and their
friends and family, including more discussion and support about any worries
they might have, and contact details for follow-up

e Reducing waiting times for chemotherapy sessions, including reductions to
wait times on the day of chemotherapy

e Providing greater support and advice to CALD patients and their family
regarding financial matters

e |Increasing uptake and understanding of follow up care plans that address
concerns related to follow-up care, support, follow-up tests, and other aspects
of survivorship care.

e Employing and retaining more bilingual staff and ensuring CALD patients have
access to quality interpreter services to improve communication.
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Results from the VAED data analysis highlighted several gaps to produce a clear
picture of cancer care for CALD communities in Victoria. Further analyses of patient
linked cancer data could be conducted to better understand the relationship between
CALD status and variables noted in the analysis. The higher proportion of CALD
patients presenting with cancer diagnoses through the emergency department may
indicate gaps in other stages of their cancer care before hospital admission. Where
possible, potential opportunities to gain deeper insights into the factors driving higher
first-time ED presentations among CALD patients through the analyses of linked
datasets and consultations with clinical leaders and community organisations should
be sought.

Enhancing the availability of data on CALD health outcomes is essential. While no
standardised measures have been set by the Department of Health, health services
should consider reviewing policies to set internal standards related to capturing
comprehensive information about CALD patients. Likewise, more consistent
approaches to collecting and storing CALD related information in patient
administration systems across health services would. These improvements would
help facilitate activities to monitor health disparities for CALD patients and support
informed decision-making for enhancing services.

Key messages

Ensuring equitable cancer care and outcomes for CALD people with cancer requires
more than the recognition of these needs in cancer policy. The four studies produced
important information about CALD people’s cancer care within the NEMICS region,
community group expectations and needs, cancer care experiences, and patterns of
cancer care and outcomes. These findings highlight important opportunities for
improving cancer care for people from CALD groups.

The Victorian cancer care system should respond to these findings and prioritise
building culturally safe optimal cancer care. Importantly, system reform is required to
remove existing barriers and facilitate consistent, structured collection of CALD
indicators within datasets and quality monitoring, and improved navigation of the
health system. These improvements should include better access to information and
knowledge, improved availability of appropriate care services including quality
interpreters, greater access by CALD groups to participate in health innovations such
as clinical trials, and the expansion of a culturally safe cancer workforce.

NEMICS will share these findings and priorities with the VICS, our member health
services and their cancer executives, and relevant stakeholders. NEMICS will
continue to ensure CALD priorities are actively considered within our program
workforce, funding opportunities, and advocacy. NEMICS has successfully
advocated for the establishment of a CALD communities VICS Optimal Care
Summit.
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