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1. Key recommendations 
 
With respect to a national health information system, the Royal Australian College of General Practitioners 

(RACGP) supports, in principle, the proposed National Health Information Strategy (NHIS).  

However, the RACGP recommends: 

 a strong, transparent governance framework and data policy underpin the NHIS 

 that governance be included as a principle to reflect its importance to this framework 

 the development of a shared and agreed purpose for data use. General practice is wary of measures 

that may appear to lead to a pay-for-performance scheme. The profession needs to trust that the 

data will be used for a previously agreed purpose 

 strengthening the protections for possible re-identification of de-identified data shared under this 

strategy 

 data analysis is carried out by persons that understand general practice including GP researchers 

and informaticians 

 adequate resourcing to drive behaviour changes and support good practice when sharing data 

 providing additional investment to support primary care staff and data analysts to carry out the work 

required to make the NHIS useful. Current funding and time/focus should not be diverted to this 

initiative at the expense of existing programs and clinical care 

 general practice data will make up a considerable proportion of data made available under this 

strategy. General practice should be supported to access and utilise this data 

 Aboriginal and Torres Strait Islanders peoples inform the development of the strategy through an 

ongoing Indigenous Advisory Committee.  

 

2. Executive summary 
The RACGP welcomes the opportunity to provide written comment to the Australian Institute of Health and 

Welfare on the National Health Information Strategy draft Framework (the Framework). We recognise the 

value of data sharing to better inform policy, population health, research, and improving health outcomes for 

all Australians. We support, in principle, de-identified health data sharing to deliver benefit to Australians. 

The RACGP's mission is to improve the health and wellbeing of all people in Australia by supporting general 

practitioners (GPs), general practice registrars and medical students. The RACGP is Australia’s largest 

professional general practice organisation, representing more than 40,000 members who treat almost 22 

million patients across Australia every year.  

For the benefits of data sharing to be realised, the challenges of data collection, data quality, interoperability, 

information security and data governance must be addressed. There needs to be agreement with key 

stakeholders, such as GPs, regarding how the data will and will not be applied in policy development. Those 

providing data need to see the benefits of sharing data, understand how to achieve data quality and feel 

confident that patient privacy will be preserved.  
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3. Consultation response 
3.1 Consultation questions 

3.1.1 When you look at the Principles in the draft Framework, is there anything missing or that should, in 
your view, not be there? (Remember these are high level imperatives which drive strategy rather than being 
specific strategies themselves.) 
 
The RACGP considers the Principles in the draft Framework, as high-level imperatives, to be mostly 
comprehensive.  
 
We note that governance has been intentionally left out as a principle as it is an overarching issue, however, 
the RACGP recommends that governance be included as a principle to reflect its importance to this 
framework.  
 
Additionally, under the principle ‘Data are fit for purpose’ reference to the standardisation of data raises 
concerns as general practice data is very diverse, and standardising such data does not always work well 
with primary care’s patient-centred approach.  
 
3.1.2 When you look at the achievements listed in the draft Framework, are there any other essential 
elements of the health information system that should be listed as achievements that are starting points for 
future arrangements? (Please list.) 
 

 The now de-funded Bettering the Evaluation and Care of Health (BEACH) data was an important 
source of information about general practice for researchers, government and not-for-profit 
organisations. It provided data for policy development, research, education, and health system 
planning. 

 The experience of data collection and use in the Aboriginal Community Controlled Health (ACCHO) 
sector, as seen in AIHW Review of the two national Indigenous Specific Primary Health Care 
Datasets: the Online Services Report and the National Key Performance Indicators. 

 The Health sector performance reporting through the Australian Health Performance Framework has 
raised questions and has, to a certain extent, contributed to the lack of trust. The RACGP does not 
support pay-for-performance (see also 3.1.8). 

 
3.1.3 When you look at the limitations listed in the draft Framework, are there any key limitations from a 
national perspective that are missing? (Please list.) 

 

 Lack of standardisation and interoperability between different medical software systems   

 Concerns about the security of data, particularly the possibility of re-identification 

 Uncertainty and distrust about application/use of data in health policy development. 
 
3.1.4 From your perspective, what are the top three key limitations that are creating barriers to successful 
use of health information in Australia? 
 

 Lack of standardisation and interoperability between different medical software systems. Data 
extraction and analysis is often not a simple process, requiring third party software, mapping 
between different codes and manual handling of data 

 Concerns around the security of data, include the possibility that it could be re-identified 

 Lack of trust from GPs towards the handling their data because there is no long-term, transparent, 
mutually agreed strategy or vision 

 The lack of incentives for GPs to collect and record data in their electronic records in ways that not 
only serve their needs as healthcare providers but better support the use of that data for future 
analysis. 

 
  

https://www.aihw.gov.au/reports-data/indicators/australias-health-performance-framework
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3.1.5 From your perspective, what are the three key opportunities to address the limitations and barriers to 
successful collection, collation and use of health data and information in Australia? 
 

 The CSIRO’s Primary Care Data Quality Foundations project to improve data quality in primary care 

 Implementation of the RACGPs Minimum requirements for general practice clinical information 
systems to improve usability 

 Build trust in the community and the health sector that the data collected is secure and appropriately 
managed. The RACGP’s Guiding principles for managing requests for the secondary use of de-
identified general practice data provide advice in his area: https://www.racgp.org.au/running-a-
practice/security/managing-practice-information/secondary-use-of-general-practice-data/de-
identified-general-practice-data  

 
 
3.1.6 Are there key health questions about health outcomes for Australians and/or Australia’s health system 
more generally that cannot currently be answered because of current health information limitations? What is 
needed to answer them? 
 

 There is a need for measurable primary care outcomes to assist with identifying system-changes 
and primary health care worker behavioural changes that will benefit patients. Reasonable 
information is available about public hospital outcomes, but primary care information is lacking or 
non-existent. Outcomes need to consider:  

̵ prevention (e.g. cardiovascular disease reduction, immunisation at all ages, guideline-
adherence for primary and secondary prevention) 

̵ patient safety events (e.g. rates of potentially dangerous prescribing, response to potentially 
dangerous results) 

̵ stewardship of healthcare resources (antibiotics, investigations) 
̵ patient lifestyle (smoking, drinking, exercising) 
̵ patient reported outcome measures (quality of life measures, mental health) 

 

 There is a need to understand pre and post hospital pathways for patients and points to intervene. 
This requires the ability to track patient outcomes across sectors of the health system. 

 

 Mental health outcomes data is currently not easy to extract or view because the data it is presented 
in many forms, such as:  

̵ Coded diagnoses 
̵ Data from questionnaires (DAS/K10 etc.)  
̵ Free text  
̵ Medications  
̵ Information about co-morbidities  

 
Due to the particularly sensitive nature of this kind of health information, appropriate consent procedures 
would need to be developed to extract this kind of data.   
 
3.1.7 When you look at the opportunities listed in the draft Framework, are there any missing? (Please list.) 
 

 Commitment to use the data to make improvements in health outcomes, healthcare delivery etc. are all 
admirable but health care providers may be wary of more initiatives to extract general practice data for 
this purpose when they seldom see tangible improvements in outcomes as a result. 

 It is essential that data analysis of general practice data is carried out by persons that understand 
general practice including GP researchers and informaticians. 

 In ensuring the health workforce is data-enabled, education and training delivered to general practices 
should be fit for purpose and specific to general practice. The RACGP would welcome working with the 
AIHW on this.  

 Mental health patients are frequently (re-)presenting to acute secondary services and more information 
about this group (e.g. how/when they access services and why/why not) would be helpful to further 
develop and strengthen primary care mental health and hospital (especially ED) avoidance strategies. 

 
 

https://confluence.csiro.au/display/primarycaredata/Primary+Care+Data+Quality+Foundations
https://www.racgp.org.au/running-a-practice/technology/workplace-technologies/improvements-through-technology/minimum-requirements-for-general-practice-cis
https://www.racgp.org.au/running-a-practice/technology/workplace-technologies/improvements-through-technology/minimum-requirements-for-general-practice-cis
https://www.racgp.org.au/running-a-practice/security/managing-practice-information/secondary-use-of-general-practice-data/de-identified-general-practice-data
https://www.racgp.org.au/running-a-practice/security/managing-practice-information/secondary-use-of-general-practice-data/de-identified-general-practice-data
https://www.racgp.org.au/running-a-practice/security/managing-practice-information/secondary-use-of-general-practice-data/de-identified-general-practice-data
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3.1.8 When you look at the priority areas for investment/implementation listed in the draft Framework, are 
there any missing? (Please list.) 
 
The RACGP would like further clarification on the intention of the point ‘collect and analyse information on 
the capability and performance of health care workers to support professional development and performance 
improvement’ as part of the Framework implementation plan.  
 
The RACGP does not support pay-for-performance funding models and would not want to see data being 

used to publically measure/benchmark individual GPs/practices. Pay-for-performance can lead to a range of 

unintended and perverse incentives, including: 

 financial gain rather than patient preferences 

 reluctance to treat certain patient groups, and  

 attention to arbitrary targets and measurable indicators that do not account for the complexities of 

multimorbidity, as opposed to patient care. 

 

The RACGP recommends that a long-term strategy include clarification around this issue to address the lack 

of trust related to the use of healthcare data. 

 
3.1.9 What are your top three priorities for investment and implementation? 
 

 Support for general practice in collecting data, accessing data and implementing changes based on the 
data.  

 Given many GPs and practice staff will not see themselves as data analysts, it is vital that GP-led 
primary care research can help design and interpret primary care data. Access-barriers to de-identified 
data sets by primary care researchers and access to research funding should be urgently addressed. 

 Improved usability of GP computer information systems to facilitate data recording and collection. 

 Appropriate and sustainable funding of the NHIS to ensure it is implemented and maintained 
appropriately. 
 

3.1.20 When you look at the suggested approach to governance of health information in the draft 
Framework, is there anything missing or wrong? 
 
The RACGP supports the data governance approach described in the Framework. Strong general practice 
representation on any data governance committee or advisory group relating to the Framework is essential.  
 
A strong governance framework and data policy is required, especially in relation to data linkage. Providers 

of data and healthcare consumers need to understand where their data is held, how their data may be used 

and how their data will be linked. A robust de-identification process must be put in place, there must be strict 

security and accessibility protocols in place. This will ensure those sharing data have confidence in doing so, 

knowing patient’s health information is well protected. Governance needs to be strong enough to protect the 

public interest and to ensure the sharing and use of data does not cause any unintended harms. 

Those who supply the data should share in the value generated by the NHIS and have access to data for 
research and quality improvement activities.   
 
3.1.21 Are you aware of other strategies for health information in Australia or elsewhere that could inform 

this strategy? (Please list and provider web links where possible.) 

The Data Availability and Transparency legislation (formerly known as the Data Sharing and Release 
legislation) for public sector data.  
  

https://www.datacommissioner.gov.au/
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3.2 Indigenous data, data sovereignty, sharing and release 

In relation to Indigenous data, data sovereignty, sharing and release, the RACGP: 

 welcomes the work being done to acknowledge the unique considerations required in the 

sharing and release of Indigenous data 

 acknowledges the leadership and advanced experience of data collection and use in the 

ACCHO sector that can inform the NHIS more broadly  

 believes data sovereignty, and how this is enacted in the Framework and in practicality, is 

significant to this work and requires guidance from Aboriginal and Torres Strait Islander 

Communities 

 believes the categorisation of Indigenous data requires careful consideration and consultation. 

Whilst some government data sets may not be considered Indigenous data, those data sets with 

a disproportionately greater representation of Aboriginal and Torres Strait Islander peoples may 

be considered such.  Care must be taken in Indigenous identification within data sets, as 

identification methods differ i.e. in a healthcare context self-identification at a general practice, or 

self-identification to My Health Record, or identification through the Voluntary Indigenous 

Identifier. Consideration should be given to the removal of Indigenous identifiers prior to data 

sharing unless specifically required 

 encourages the use of data by Aboriginal and Torres Strait islander communities. However 

communities need to be empowered as data governors, building capacity to use this data, both 

in personnel, training and IT/infrastructure, in order for these benefits to be realised. Similarly, 

agencies seeking access and use of Indigenous data should be required to have an Indigenous 

advisory group or governance structure in place as part of their accreditation/access.  

 

4. Final comments 
The RACGP is largely supportive of the proposed Framework, and believes it is reasonable and balanced. 

We are acutely aware of the sensitive nature of health information and the paramount importance of 

respecting and preserving patient privacy, therefore appropriate governance must be in place. 

While the RACGP supports, in principle, the proposed approach for the governance of national health 

information as outlined in the consultation document, we would like to see a more comprehensive 

governance plan and would welcome the opportunity to provide feedback on that. 

The RACGP notes that with the number of priority areas mentioned in the Framework, the implementation of 

this strategy is in itself a large piece of work. We recommend that a timeline for the next five years, for 

example, is set and the most essential priorities are identified and addressed first. The RACGP should be 

involved in this process.  

Of relevance to the Framework, is the AIHW’s work on the National Primary Health Care Data Asset. The 

Framework doesn’t explicitly mention the Data Asset, so more information should be provided on how the 

two projects interact.    

Additionally, while the RACGP supports the secondary use of anonymised health data to improve health 

outcomes, we would not support the use of data sharing for purposes such as managing performance of 

healthcare providers, professional revalidation and public benchmarking of services because of a broad 

range of unintended negative consequences. 

And finally in regards to building trust in the Framework, the recent context of government use of data, rightly 

or wrongly, demonstrates how easily public trust can be undermined by concerns over privacy and 

inappropriate use of data.  Examples include the Medicare ‘robo-debt’ scheme, the dissemination of letters to 
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persons prescribed particular medications as identified through PBS data, and the implementation of My 

Health Record – which required legislative changes to build public confidence. Building public trust for this 

Framework will be critical and the context of data sharing needs to be clearly articulated and communicated. 

The RACGP is a key stakeholder with the necessary expertise and knowledge to consult on the 

implementation of a national health information strategy, to deliver health benefit to Australians. 

 

  


