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Chair’s Report – 10 December 2025
The Learning Health System Strategic Advisory Committee (‘the committee’) came together for the second time in Melbourne on 10th December 2025. Following the first meeting that was held on 21st August 2025 (see chair report) which involved setting the scene and understanding the committee’s role and purpose, the important of building public trust and professional confidence, how My Health Record data can bring together health data at a personal and a population level, and the committee’s forward agenda. 
The second meeting was mainly focused on the members discussing the importance of communicating, engaging and educating the public on the value of My Health Record data. The committee see’s communicating in a way that is clear and accessible with the public a key priority in their work. 
Update on committee’s previous recommendations
The meeting opened with an acknowledgment of Country and moved straight into an update on the committee’s recommendations in the previous meeting. The committee recommended the appointment of an additional member with expertise in health care delivery. The Department of Health, Disability and Ageing (the department) has approached potential candidates who were shortlisted by the department and the Multicultural Health Advisory Group.
The department sought advice from the Australian Digital Health Agency (the Agency) to further explore user experience of connecting to My Health Record and options to improve ease of access that members raised. The department and the Agency are now in contact with Services Australia.
Based on the recommendations, the department is conducting an environmental scan of publicly available documents and will engage the Australian Institute of Health and Welfare and Health Data Collaboration to help produce a map of health data available in the Australian context highlighting what is unique to My Health Record.
Discussions were held in the meeting around the development of simple factsheets or summaries about the potential benefit and risks of using My Health Record system data for research and public health purposes and more detail will be provided later in the report. The committee also recommended the development of a framework to guide a consistent approach to develop use cases to demonstrate the value of My Health Record system data. An update on both recommendations will be provided later in the report.
Describing success and demonstrating value
In the previous meeting, members were asked to complete an activity to describe what success looks like for the committee and asked to complete an out-of-session online survey on terminology.
An emphasis was placed on demonstrating the value of the committee throughout the meeting, including the importance of practical examples and testimonials on use of data for research and public health purposes.
The committee was able to make progress in the discussion of agreeing on key terms that would be used when talking about the Program. Ensuring there are clear definitions used will not only help convey communication between members but also help the public better navigate and understand what we are trying to accomplish with My Health Record data.
Case study framework?
At its first meeting, the committee recommended designing a framework to underpin the development of use cases, which could be used to demonstrate the value of 
My Health Record data for research and public health purposes. The development of the framework will help us identify what type of data we would need to extract from My Health Record as well as emphasise the value and indicate how to enable groups such as consumers reps or researchers to see benefit, ensuring it is both useful and would better serve them. 
The unique attributes/benefits of My Health Record system data should be highlighted in selected use cases. The framework identifies benefits and criteria that help identify the best use cases to demonstrate the value of My Health Record data. Below are some of they key benefits and criteria highlighted in the framework:
Improve current healthcare through better outcomes, reduced harms, enhanced surveillance, enhanced healthcare experiences
Make care fairer
Demonstrate evidence can improve outcomes
Develop new forms of care
Improve healthcare administration
Benefits for public health
Recognised and wanted by academic, government, peak bodies communities or patients’ groups
Lighthouse and cautionary tales + risk activity
The previous committee meeting highlighted that there is a need to ensure national proposals reflect the world’s most effective learning health systems. We must examine how they compare internationally and learn lessons from the ‘cautionary tales’ while looking to the ‘lighthouses’ that shine as exemplars of excellence and best practice. By examining both the successes and faults of international examples, Australian policymakers will be better equipped to avoid known drawbacks and protect public trust.
The committee identified the following things as core aspects highlighted from the ‘lighthouses’ and ‘cautionary tales’ that we need to set out to do to accomplish success within the program:
Engaging with the public and building social license crucial for success, as well as educating the public as to the benefits of data sharing was seen as essential in building trust.
Development of clear and effective frameworks for data access, consent processes and data registries which can locate, identify then facilitate secondary access to the data (organisations that would do this wouldn’t own the data)
Creation of data systems that have robust de-identification techniques, users controls and publicly available data use agreements that all promote strong data security.  
Roadmap overview + communication and engagement
The committee was provided an opportunity to have their first look and review of the Roadmap to a learning health system: Using health data to inform research and public health (the Roadmap). The Roadmap sets out the guiding principles for using person-centred data for national research and public health purposes. It describes:
The benefits of using health data for research and public health policy
How we will listen to the views of consumers and the community to design the Research and Public Health Use of Health Data Program
How and when researchers and policymakers could use healthcare data. 
The Roadmap includes an overview and 4 development stream planes, which step out the key areas of development and stage approach to implementation. The 4 development streams are:
Communications and engagement
Governance
Data suitability and quality
Infrastructure
The committee were presented with a draft version of the Overview and Communications and engagement documents. Members discussed what engagement should look like and several points and suggestions were made. The committee firmly believes that communications need to be accessible to all consumers, and consider how to overcome barriers such as socioeconomic status, diverse languages, and people with lower digital literacy or access to technology. A multifaceted approach to communication should be taken where there is a broad consultation process as well as target consultations with key groups. Public trust and social licence are crucial for success, and it is through comprehensive engagement and effective communication that the public can get a better understanding of digital health reform. 
Looking forward
The committee is committee to ongoing engagement with a diverse range of stakeholder groups as the program continues to develop. This includes actively seeking conversations with consumers, researchers, and government partners to ensure the program delivers maximum benefit. A key part of this is striking the right balance between strong, rigorous protections around the sue of health data and ensuring that the data remains practical and accessible enough for researchers to meaningfully use. 
The data must be used appropriately and responsibly to inform research and public health outcomes, while avoiding processes that are so restrictive or complex that they prevent potential benefits from being realised.
We see this stage of work as an important opportunity to refine and align our communication approach. This includes ensuring our language is clear, accurate and consistent, and that it helps build confidence in how the program operates. We intent to continue inviting regular input from a range of groups, using their feedback to guide how we explain the program, its safeguards and its benefits. By engaging early and often with key groups, we can shape a program that is trusted, transparent and genuinely useful.
Looking ahead to the next meeting?
Committee recommendations
The committee has recommended:
The creation of a risk register to help recognise the prohibiting risks to achieve success in the program and identify processes to help moderate those risks.
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