AIHW submission
National primary health care data asset
We welcome the opportunity to comment on the AIHW National Primary Health Care Data Asset plan.

The Health Services Research Association of Australia and New Zealand (HSRAANZ) is the peak
professional body for health services researchers representing 230 members and 23 corporate partners.
HSRAANZ exists to encourage and promote the development and conduct of health services research, in
order to promote improved health services delivery and improved health.

We strongly believe that the data held in the primary care system have the potential to answer vital
questions regarding the health and health care of Australians®. Australia has one of the best healthcare
systems in the world. While primary care data for research purposes are available through Medicare
linkage in Australia, the data are subject to severe limitations. The main limitation involves the lack of
ability to associate primary care activity with a patient diagnosis or condition. This has precluded the use
of data to assess a wide range of questions related to care use, care quality, risk of disease and
estimation of cost effectiveness of interventions. A lack of data regarding, for example, the prescriptions
written during consultations, patient observations and results of pathology tests have similarly limited
the research possible using these data.

We welcome the proposed plans to assemble a national repository of data on primary care. The
inclusion of a diagnosis code is of significant value to researchers. It is important that this item is coded
to the highest quality possible and with unambiguous compliance. Other countries such as the UK and
US have systems in place that do not permit the claim to be finalized until that code is complete to
support compliance. It may be the case that not all data items rely on complete capture but we would
highlight the diagnosis code as highly important. Other health systems such as US and UK provide
methodology for how this can be done and have been doing so for two decades so this methodology
need not be re-invented and is of greater use if comparable across countries (for example see Herret et
al, 20152).

Other approaches to improve data quality and compliance have involved attempts to make the data as
useful as possible to the clinicians and practices tasked with collecting and entering the data. This seems
an obvious and effective way to incentivise the completion of high quality data. In addition to the
upcoming Practice Incentive Payment — Quality Improvement program initiated by the Department of
Health and Services, there are additional data quality improvement incentives that could be offered to
general practices to provide impetus to complete data fields. To ensure that data are useful for research
and evaluation it is important that sources of variation based on data collection and coding are
understood and minimised. Practices will need support and training to promote high quality data
completion, and other key stakeholders will need to be brought on board including providers of
electronic medical records and general practice software. Standardised data models, and common
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coding practices and methodologies of exchanging data (i.e. Fast Healthcare Interoperability Resources)
across software packages will facilitate linkage of data from different sources.

In terms of the stepped approach to data access we understand the practical limitations. From a
research perspective aggregated data is of limited use. The real value for research is the patient level
data that allows for greater depth of analysis and to identify samples of relevance to particular research
questions. For example, patient level data can allow for the identification of inequalities in health service
use for sub-populations that would be impossible to observe in highly aggregated data. A recent
example of research from our group highlighted inequalities in access to specialist care for children
(Dalziel et al, 20183%). The movement towards availability of patient level data is therefore supported and
encouraged in a fast tracked manner. Similarly, the ability to link the data to other sources of health
data and individuals within research studies is important. This again increases the reach of research
guestions that can be answered. We also provide strong support for the ‘trusted researcher’ model for
data access that is proposed. As researchers, our interest is in having a high level of freedom to organize
and construct sample cohorts from the data while reporting in an aggregated form as guided by strict
ethical codes of conduct. Integrity underlies the very core of our ability to have a career in research
which we uphold with the utmost importance.

We also flag an interest in the potential of the proposed data collection for measuring quality of care.
This data is likely to be of value to clinicians themselves in evaluating and improving their practice.
Quality of care data from a research perspective, can help demonstrate the value of primary health care,
by identifying practice disparity and highlighting opportunities for improvement It is subsequently
possible to identify groups of patients who may have unmet needs and to plan policy to improve this
access. Primary care is perhaps the most equitable part of the Australian Health system and with the
least barriers to access for Australian public. Having a greater understanding in delivering quality care
through primary care has the potential of improving health outcomes for all Australians.

These advancements in data collection are timely given the urgent demand in Australia, as it is in many
countries, to understand the changing dynamics of well-person care, acute and chronic health care
needs, patient access and treatment, and health provider behaviours. The data will provide a platform
for understanding impacts of future reforms and innovations in the health care system for all age groups
including children, adults and the older population.

Until this point as researchers we have needed to look overseas to answer important questions using
international datasets, given the limitations of our own primary care data. We reiterate the significance
of the data asset’s potential for research, which in turn can support improvement in health care design
and policy. From a Health Economics research perspective, the utility of patient level primary care data
with diagnostic code is hard to understate. We look forward to seeing this move forward and to
planning research programs that can support health systems across Australia.
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