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Response to Victorian Department of Health and Human Services 

Collecting Patient Reported Outcomes Measures in Victoria: Consultation Paper 
 

Overall comments 

 

The Australian Commission on Safety and Quality in Health Care (the Commission) is currently scoping its role as a national agency in relation 

to Patient Reported Outcome Measures (PROMs).  

 

As a first step in this project, the Commission recently completed an Environment Scan and Literature Review. Drafts of these are provided to 

the Victorian DHHS (VDHHS) for the purposes of this consultation in confidence; the final versions will be publicly available. The Environment 

Scan brings together publicly available information about current activity around Australia in relation to the collection and use of PROMs. The 

Literature Review synthesises grey and peer-reviewed publications to assess why and how PROMs are being used internationally, with a 

particular focus on their use to inform quality and safety improvement. These two documents heavily inform the responses given to this 

consultation. 

 

It should be noted that the Commission has begun, and will continue, a dialogue with jurisdictions including Victoria regarding PROMs. This 

dialogue is intended to ensure that the Commission’s contribution at a national level promotes evidence-based practice and consistency in the 

collection and use of PROMs, in a way that complements and supports jurisdictions’ efforts. 

 

As an overall comment, the Commission emphasises that Victoria’s proposals will require as much work on stakeholder engagement as on the 

technical tasks. Aspects of the proposal will require substantial co-operation, information sharing and culture change among stakeholders 

within and outside of the health system. In Australia to date, much PROM collection has been driven by clinicians; clinicians’ and patients’ 

feeling of ownership over any initiative to broaden PROM use is vital for sustainability. To this end, the promotion of PROMs as one part of 

wider initiatives to support collaborative working between patients and clinicians may be a productive approach. PROMs should not be seen as 

ends in themselves, but rather as mechanisms to promote and monitor the person-centred operation, organisation and ethos of services. While 

PROs have the potential to be used as indicators of organisational performance once methodological challenges have been addressed, the 

Commission suggests that this may not be an appropriate way to frame their introduction. 
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4 For what uses should PROMs 
data be used and not used in 
Victoria, both in the short and 
long term? 

1. The notion of administering PROMs as part of clinical practice, to inform decision making 
and discussions between clinicians and patients, is well established. Similarly, the use of 
PROMs in comparative effectiveness research is common. The uses of PROMs 
internationally for safety and quality improvement purposes are detailed in section 4.3 of 
the Literature Review. Research into the documented impact of using PROMs at different 
levels of the health system is detailed in the Literature Review in section 4.4.  

2. However, there is some controversy in the literature about whether and how PROMs 
collected at the level of the individual patient can be aggregated to indicate the relative 
performance of professionals, units or organisations. There are methodological challenges 
associated with such aggregation including the attribution of outcome change to care 
quality, and the need for risk/casemix adjustment. There is also a risk of reduced 
stakeholder engagement if PROMs are seen as performance management mechanisms 
rather than quality improvement mechanisms. 

Useful references discussing the issue of integrated use of PROMs for both clinical 
improvement at individual level and for performance management at aggregate level are 
Cella et al (2015) and van der Wees et al (2014). More information on methodological 
challenges can be found in the literature review at Section 4.5 (challenges for PRO use 
and collection). 

3. If Victoria were to take a conservative approach, it would seem appropriate to limit the 
initial use of PROMs in the short to medium term to: 

• Promoting person-centred approaches to individual patient management, 
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particularly for patients with chronic illnesses where association with a service will 
endure over time. Encouraging the use of PROMs in everyday clinical practice 
could: 

o Promote shared decision-making using real-time information 

o Promote self-monitoring and proactive (not reactive) appointment setting 

o Promote patient-friendly presentation of and interaction with outcomes 
data. 

• Understanding variations in clinical practice, and the extent to which these are 
warranted, for a limited number of conditions  

• Facilitating knowledge sharing and problem solving between clinicians and 
organisations, with the proviso that direct comparison is not necessarily warranted  

4. In the longer term, and pending further international research and trials, Victoria might 
consider using PROMs for: 

• Estimating the relative cost-effectiveness of different interventions for the same 
condition/disease; 

• Priority setting and  resource allocations, for example as part of QALY calculations 

• Reorienting policy and resource allocation decisions away from activity-based and 
towards value-based criteria, with PROMs as a key element in value calculations. 

At this stage, it seems that using aggregated PROM data as the basis for performance 
management and quality-related payments should only be considered once methodological 
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difficulties have been overcome. In this respect, lessons learnt from the largest routine 
PROMs collection program in the world, conducted by NHS England, could be used to inform 
Victoria’s work. An extensive review and consultation about whether that program has offered 
value for money is currently underway.  

6 Which diseases and 
conditions instruments should 
be collected in the pilot trial and 
for a subsequent expansion? 

1. This Consultation is likely to mainly result in responses from organisations. However, a 
priority list of conditions/diseases should be developed using formal mixed-methods 
research with consumers, patients and frontline clinicians. Criteria for prioritisation could 
include the potential for real-time outcomes information to aid patient self-monitoring and 
proactive appointment setting; the potential for shared decision-making; and current extent 
of unexplained variation in practice. 

2. There are two types of conditions for which PROMs are used to inform clinical practice 
and health services management: 

a. ‘Simple’ problems for which a discrete intervention is indicated – an example is 
cataract surgery.  

b. Chronic conditions for which a person visits the same service over a period of time 
and/or where multiple services are involved – an example is the use of mental 
health services and primary healthcare by a person with chronic depression. 

3. While early work on routine collection of PROMs, such as the NHS England program, 
focussed on the former (discrete intervention) type of condition, there is an emerging trend 
for PROMs to be considered as mechanisms to promote and monitor the level of 
integration or co-ordination of care for people with chronic conditions. This is clearly a 
challenging task and would require a reorientation of data collection around patient 
journeys rather than around service units. The priority list of conditions in Victoria could be 
narrowed for the trial by making use of work done by others on chronic conditions. For 
example, the Agency for Clinical Innovation (NSW) is conducting pilots using a 
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combination of PROMs and PREMs, across service boundaries, to assess care co-
ordination and integration for older people. The OECD is currently scoping work related to 
using PROMs in the assessment of care co-ordination for chronic complex conditions, for 
the purposes of international benchmarking.  

Our responses to the instruments question (see next row) are also relevant to the choice of 
conditions/diseases, because for the pilot trial at least, this choice will depend on the types of 
PROM already being collected in the Australian context.  

7 Which generic and condition-
specific instruments are 
currently being used or 
developed by health services, 
clinical registries and 
associations including for those 
diseases and conditions 
described in section 3.1? 

1. Research about the selection of appropriate PROMs measures is reviewed in section 
4.6.1 of the Literature Review. The relative merits of generic and condition-specific 
instruments and their combination is reviewed in section  

2. In the Australian context, the routine collection and use of PROMs is underdeveloped 
when compared to other countries such as the US, UK and Sweden. Use of PROMs 
instruments is patchy and generally isolated to particular services and registries, and there 
is much more evidence of data collection than of data use. Please see Appendix 2 of the 
attached Environment Scan for a table of information about organisations in Australia 
using, developing or interested in using PROMs.  

3. The Commission’s first Australian Atlas of Healthcare Variation recommended the 
promotion of PROMs to understand variation in care provided for four conditions and 
procedures: radical prostatectomy, knee pain, lumbar spine surgery and cataract surgery. 
Work is about to start on the recommendation of appropriate PROMs for these. The 
Commission would therefore support Victoria’s proposed piloting of PROMs for 
osteoarthritis of the knee, prostate cancer, and back pain but before that work is done 
cannot advise on use of specific instruments for these. 

4. Consumers, patients and carers/families should be formally consulted to inform the choice 
of instrument/s for each condition. Such consultation should aim to discover the aspects of 
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health and quality of life outcomes that are most important to people living with different 
conditions, and their priorities should inform the choice of PROMs. If such work is not 
possible within the time constraints of the trial, the process should be done as part of 
longer term decisions made about the suite of PROMs (across conditions and services) 
that Victoria would like to collect and use as a jurisdiction. 

5. With regard to choice of instruments for the pilot, freely available existing PROMs 
collections should be mined or expanded to enable testing of the logistics and 
methodology without having to create the burden for clinicians and services of collecting 
extra measures. The Consultation document identifies some existing tools and collections 
such as the Prostate Cancer Outcomes Registry (Victoria) and the Heart Failure Toolkit. 
There are also interstate examples, and a national example, of prostate cancer outcomes 
collections. Some further examples of PROMs which are already collected for the 
conditions nominated in section 3.1. are described below. The Commission suggests that 
collections for mental health and for prostate cancer appear to be the most widespread 
and developed at present. 

 Overall health status is measured on a population basis by the ABS as part of the 
Australian Health Survey using the SF-36. In the survey of Mental Health and 
Wellbeing, psychological distress levels are assessed using the Kessler-10 
instrument (K-10). These two collections provide Australian normative data. SF-36 
norms are also available for South Australia.  

 Public mental health services (including community services) already collect 
PROMs (e.g. BASIS-32 in Victoria) for national submission under the Australian 
Health Care Agreements. Collection is via the National Outcomes and Casemix 
Collection (NOCC) of the Australian Mental Health Outcomes and Classification 
Network (AMHOCN). 

 PROMs related to womens’ (including older womens’) health as well as their use 
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of health services are collected as part of the Australian Longitudinal Study on 
Women’s Health. 

 There are several heart disease-related registries across Australia which collect 
PROMs, such as the Victorian Cardiac Outcomes Registry (uses the EQ-5D) and 
CADOSA (Coronary Angiogram Database of South Australia). 

 Hip and knee osteoarthritis: the ICHOM Standard Set for Hip and Knee 
Osteoarthritis is being implemented at the Royal Melbourne Hospital, funded by 
the HCF Research Foundation; 

 The Irish Prostate Cancer Outcomes Research project has developed a database 
which will link PROMs information with national cancer registry information using a 
unique patient identifier. The resulting registry will integrate prospective data for 
newly diagnosed men, and will provide this information to clinicians, hospitals, 
policymakers to improve quality and access. 

There are conditions not nominated in section 3.1 for which PROMs collections exist in 
Australia. For example: 

 eye disease (e.g. Flinders Centre for Ophthalmology, Flinders University; 
Centre for Eye Research Australia);  

 Palliative Care Outcomes Collaboration (PCOC) uses the Symptom 
Assessment Scale to benchmark patient outcomes. 

Of the conditions nominated in section 3.1., the Commission is not aware of PROM 
instruments currently in use in Australia which are specific to diabetes, back pain, or asthma 
(although work is underway at the University of Newcastle on an instrument for severe 
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asthma in young people) 

6. The Commission cannot recommend the use of particular suites of PROM specifications, 
but is aware that some Australian organisations in private and public sectors are entering 
agreements with international collaborations such as ICHOM and PROMIS to facilitate 
benchmarking. The balance between the benefits of international comparison and the 
nature of the local cultural, policy and practice context needs to be carefully considered. 
Cultural variation in patients’ understandings of what constitutes ‘good health’ and a ‘good 
quality of life’ is likely to be significant. 

 

9 VDHHS seeking advice on:  

• what roles health services, 
clinical registries and 
networks, and other bodies 
should have in collecting, 
storing and supplying 
PROMs data 

• how PROMs should be 
collected for those diseases 
and conditions for which 
there are no existing data 
collection frameworks 

The Commission suggests investigation of how registries might be used and developed to 
support the collection and supply of PROMs information. Sweden has a well-advanced model 
for the routine collection and use of PROMs through clinical quality registries. The registry 
acts as a data collection framework which enables one-time recording of data which can then 
be used for multiple purposes by multiple parties. It provides a large longitudinal collection of 
outcomes information about a particular condition (or suite of related conditions) which is 
routinely collected at the level of the clinical consultation and ‘fed upwards’. This collection 
can be used for policy making purposes. At the same time, information about the same 
patient over time, when ‘fed down’ to the individual clinical consultation, provides a 
mechanism for informing patient-clinician decision making.  

The Swedish Rheumatology Registry is a particularly well-developed example of such a 
model, where the impacts on clinical outcomes of registry-based quality improvement have 
been demonstrated. A thought-provoking registry-based model for continuous quality 
improvement and the creation of learning organisations has been proposed by Nelson et al. 
(2016). 

As Australia (and Victoria in particular) already has a number of clinical quality registries, and 
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as some of these already collect PROMs, the further development of such data collections 
and their integration with health services’ information systems seems an attractive option for 
moving towards routine collection and use of PROMs, along the lines of the Swedish model. 
The advantage of such a model is that it can be used to follow the patient more readily if the 
patient moves between health services or changes their area of residence. The disadvantage 
of such a model is that in isolating particular conditions it promotes a ‘body part’ rather than a 
holistic model of health care, creating a different kind of disjointedness in information. Such 
difficulties might be overcome by embedding outcome information in a patient’s electronic 
record and by encouraging registries to adopt some of the same generic measures as well as 
condition-specific measures. 

Promotion of the use of registries as nationally consistent mechanisms for the collection and 
feedback of PROMs is one option the Commission is considering as part of its current scoping 
project, and would be pleased to discuss this with Victoria. 

10 VDHHS is seeking advice on:  

• whether data should be 
collected as a sample 
survey or a census of the 
participating patient and 
hospital population 

The choice of sampling method will depend on the proposed use of the resulting information. 
For example, use to inform everyday clinical practice and shared decision-making will require 
a different approach (perhaps a census of all patients with a particular condition) from use at 
aggregated performance assessment level (where a stratified sample survey may be more 
appropriate). As noted previously, risk and case-mix adjustment must be considered when 
sampling. 

11 (1) VDHHS is seeking advice on:  

• options for online data 
capture, storage and 
retrieval that meets the 
requirements of patients, 

The Commission advises careful consideration of how the online portal proposal might 
intersect with plans for, and existing use of, patient-controlled and other electronic health 
records. Research documenting case studies of this integration of PROMs into EHRs in the 
USA is available (see section 4.2.1 of the Literature Review). Similar infrastructure integration 
issues may arise if a decision was taken to source PROMs data from registries. 
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clinicians, and the 
department 

• possible functions of an 
online portal 

• costs of establishing and 
operating an online portal  

• legal implications of data 
security and patient 
confidentiality for an online 
portal 

The Commission suggests that in the first instance VDHHS consult existing legislation at 
jurisdictional and national level for the use and publication of patient-related data.  

11 (2) VDHHS invites health services, 
clinical registries and networks 
to describe their existing data 
collection, storage and supply 
methods. 

The Commission provides an overview of services, registries and other organisations involved 
in PROMs collection and use, both in Australia and internationally, in its environment scan 
and literature review. 

12 VDHHS invites suggestions on 
how to ensure that patient 
confidentiality is protected while 
at the same time promoting 
accessibility to potentially useful 
and valuable data. 

Please see response to 11(1) above. 

 


