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Cancer Australia: consultation on the National Cancer Data
Strategy

Response by the National Rural Health Alliance

The National Rural Health Alliance (the Alliance) welcomes the opportunity to contribute to the
consultation on the National Cancer Data Framework (the Data Framework). As Australia’s peak body
for rural, regional and remote health (rural hereafter), the Alliance represents 52 organisations
dedicated to achieving equitable health outcomes for the over 7 million Australians living outside
major cities!* Our vision is to ensure healthy and sustainable rural communities across Australia.

Australians in rural areas typically have shorter lifespans, higher incidence of disease and injury, and
less access to and use of health services compared to those living in major cities. The poorer health
outcomes in these areas can stem from various factors, including lifestyle differences, social and
geographical isolation, educational and employment disadvantages and limited access to and use of
health services compared to those living in major cities.[?3!

The development of the Data Framework is a significant step toward improving cancer outcomes
across the nation, but it must ensure that the unique challenges faced by rural communities are
addressed in both the design and implementation phases.

Strategic Objective 1: A mature performance reporting system

The Alliance supports the development of a mature, transparent performance reporting system for
cancer care, as outlined in Strategic Objective 1 of the Data Framework. A robust data-driven
approach is essential for improving cancer prevention, screening, diagnosis, treatment and palliative
care outcomes. However, it is crucial that the Data Framework addresses the unique challenges faced
by rural communities in accessing cancer care.!*

In rural areas, geographical isolation, limited access to specialist services, and workforce shortages
contribute to disparities in cancer outcomes.?® The Data Framework must ensure that indicators and
performance measures are reflective of these challenges by capturing data on waiting times for
diagnosis and care, access to services and clinical trials, travel distances for treatment, and
rehabilitation support. Incorporating rural-specific datal®! will enable targeted interventions to
address the inequalities in cancer care face by rural populations.

The Alliance also supports the emphasis on Indigenous Data Sovereignty and Governance (1.1). For
First Nations communities, ensuring that data collection aligns with self-determination is key to
improving health outcomes. The Alliance advocates for First Nations engagement in the development
of cancer control indicators that are culturally appropriate and meaningful, ensuring that the needs
of rural First Nations communities are adequately addressed.

Additionally, building public trust in cancer reporting is essential (1.2), especially for small rural
communities concerned about privacy. Privacy measures should account for the unique risks in
smaller populations, ensuring data on rural patients remains anonymous while contributing valuable
insights for healthcare planning.!® Additionally, flexible harmonised monitoring and benchmarking
systems that recognises rural service limitations will improve national reporting and allow for
equitable comparison of outcomes. Finally, ongoing collaboration with clinicians and community
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stakeholders in these regions will be essential to the systems success, ensuring that benchmarks
address the access and care challenges of rural health delivery.!”!

Strategic Objective 2: A sustainable and fit-for-purpose data system

The Alliance recognises the need for a sustainable, fit-for-purpose data system in cancer care,
particularly to address gaps in rural communities. Ensuring timely, standardised data collection
across the cancer continuum is crucial for rural areas where service limitations and geographic
isolation impact care. The Alliance recommends prioritising streamlined reporting systems that can
operate in low-resource environments, allowing rural providers to capture data efficiently and
contribute to the broader cancer data ecosystem.

Furthermore, embedding Indigenous Data Sovereignty and Governance within rural data systems is
essential to ensure culturally respectful and community-led data practices. Culturally appropriate
data collection supported by First Nations data champions (2.1.1), and initiatives like the Lowitja
Institute’s resources (2.1.4) will enhance the accuracy and relevance of cancer data, fostering trust
and empowering communities.!®!

Addressing data fragmentation is also key for rural populations, as it often leads to gaps in tracking
patient outcomes across service providers. The Alliance advocates for the creation of interoperable
data systems (2.2.2) that can seamlessly connect rural health data with other healthcare data
sources, reducing redundancies and enhancing data quality.!

Finally, data timeliness is critical in cancer care (2.2) and efforts to expedite data collection and
reporting from rural providers will help identify care disparities more quickly and support responsive
policy and program adjustments.

Strategic Objective 3: User-centred, integrated and accessible data

The Alliance strongly supports the vision outlined in Strategic Objective 3 of the Data Framework,
particularly its focus on creating a user-centred, integrated and accessible data system. Effective
integration of rural cancer data with national datasets will provide a comprehensive view of patient
outcomes, enabling targeted improvements in cancer care where access is limited.[*® The Alliance
recommends adopting simplified data access protocols that allow rural providers and communities to
utilise relevant cancer data effectively, supporting local, informed decision-making.

Improving data accessibility for First Nations communities in rural areas is particularly important, as
access to integrated data systems will allow these communities to monitor and manage health
outcomes over time. Implementing secure, streamlined data-sharing agreements, with clear
protections for individual and community data, will help build trust and foster participation from
rural stakeholders.

Additionally, harmonising data access approval processes across jurisdictions is crucial to reduce
administrative barriers, ensuring timely, reliable data for improving cancer care [3.2]. The Alliance
supports the creating of enduring data linkages and national assets that promote collaborations,
foster innovation, and maintain high ethical standards. Ultimately, these efforts will empower
communities, reduce health disparities, and has the potential to improve cancer outcomes,
particularly in rural communities.



Implementation Roadmap

The Alliance supports the phased approach outlined in the implementation roadmap (page 30), with
an emphasis on addressing the unique challenges and needs of priority populations, including rural
communities, early in the process.

The Alliance recognises that achieving these actions requires not only technical and governance
advancements but also a cultural shift within the healthcare and data sectors to ensure that diverse
communities, including First Nations peoples and those in rural areas, benefit equitably from data-
driven cancer control efforts.

The short-term goals should focus on expanding rural-specific cancer data programs and fostering
local workforce capacity in data literacy, especially rural communities. Supporting rural healthcare
providers with the training and tools to manage data responsibly will empower these communities to
actively engage with and benefit from the Data Framework’s data-driven insights.

In the long term, the roadmap should aim to establish a robust governance model inclusive of rural
stakeholders, ensuring that data from rural areas is not only collected but also meaningfully
represented in national cancer benchmarks and outcomes reporting. This model should prioritise
culturally sensitive data sharing practices that reflect Indigenous Data Sovereignty® and flexible
protocols that account for the limited resources in rural health settings. By embedding rural
considerations into each phase of the roadmap, the Data Framework can drive equitable cancer care
improvements for rural Australians.

Additional Comments

The Alliance emphasises the urgent need for tools and infrastructure that enable local-level data
collection, planning and research in rural areas. Current limitations in data coding and
interoperability hinder accurate data gathering and the ability to conduct meaningful, community-
centred research. This gap leads to fragmented data and impedes effective cancer interventions for
rural populations. Addressing technical barriers in rural areas is crucial; many rural providers lack
baseline technologies and infrastructure to support interoperability. This requires targeted
investments in digital infrastructure and training.

Without standardised tools, rural providers face challenges in capturing the unique barriers to cancer
care in these regions. Implementing adaptable data tools, such as region-specific registries, would
empower rural communities to contribute more effectively to the national cancer data ecosystem
and support a cohesive understanding of cancer outcomes.

Further, cost variations and higher service prices in rural areas highlight the need for targeted
funding to ensure these communities can implement data solutions without financial strain. By
prioritising resources for local data collection and planning capabilities, the Data Framework can
support evidence-based, regionally relevant strategies that address cancer disparities and improve
healthcare outcomes for rural Australians.

Conclusion

Overall, the Alliance supports the Data Framework’s commitment to improving cancer outcomes
across Australia, with a particular emphasis on addressing rural needs. The Alliance believes that an
inclusive approach to data governance, performance reporting, and Indigenous Data Sovereignty will



be essential to building a system that supports culturally safe, community-centred care. Addressing
the unique challenges or rural areas — including limited access to services, geographic isolation, and
workforce shortages — is essential to achieving equitable health outcomes.

A sustainable, user-centred data system will allow rural communities to engage actively in data-
driven decisions that improve local care. The Alliance encourages a phased approach to the Data
Framework’s implementation, prioritising rural data needs, building local data literacy, and fostering
trust through transparent data practices. By embedding rural considerations into each phase, the
Data Framework can drive impactful improvements in cancer care and reduce health disparities for
Australia’s rural population.
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