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Response to the Victorian consultation paper on the 
establishment of a PROMs data collection 

28 October 2016 

Re: “Collecting Patient Reported Outcomes Measures in Victoria”, Department of Health and Human 

Services, Victoria, September 2016. 

 

Background 

On 13 September 2016, the NSW Bureau of Health Information (BHI) was contacted by the Victorian 

Department of Health and Human Services (DHHS) and asked to respond to a consultation document on the 

future collection of Patient Reported Outcome Measures (PROMs) in Victoria. The consultation paper 

describes the Victorian commitment to collect PROMs data (as stated in the recent strategic plan), describes 

what PROMs are and how these can be used. 

 

BHI response 

As the consultation paper highlights, PROMs are increasingly being seen as an integral part of assessing the 

performance of health systems and in better management of patient care. BHI has been involved in the 

creation, assessment and use of PROMs at state, interstate and international levels. As such, we welcome the 

opportunity to participate in this consultation and the opportunity to provide support and advice on this work 

and as the project develops further. 

The consultation paper provides important context for this work regarding the nature of PROMs and the ways 

these are used. However, the consultation paper does not fully convey what the purpose of collecting these 

measures will be in Victoria. Our understanding of this field is that there are four principle applications of 

PROMs data: 1) at the bedside to inform specific clinical decisions; 2) at the managerial level to inform 

allocation of resources and investments in specific models of care; 3) at the program level to evaluate the 

impact of a specific policy or intervention; 4) at the system level to continually monitor performance. Aligning 

data collection methods with these four goals ensures that the investments in this field will benefit the 

healthcare system more broadly.  

In BHI’s experience, there are three distinct types of PROMs each with a different method for data collection: 

Type 1: PROMs used to assess the success of surgery at different points in the patient journey. The English 

model of assessing the patient before and after the survey represents a good method to use. In this case, 

research and engagement of clinical staff supports the use of a condition-specific scale (e.g. the Oxford hip 

scale), supported by a generic quality of life scale (e.g. the EQ-5D-5L) and, typically, a pain scale. However, 

the information collected by the UK PROMs program is very generalizable to Australian systems and simply 

duplicating this work is unlikely to be an efficient use of resources. Assessment of other conditions and their 

surgical treatment would add new information to the system. 

Type 2: PROMs used to focus on the management of chronic patients. Ideally this approach would be 

continuous monitoring over the course of the disease or even the patient’s lifespan. For many years, such 

continuous monitoring was considered too arduous and/or costly but advances in technology have now made 

such work feasible. The work being undertaken by the NSW Agency of Clinical Innovation is pioneering 
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continuous collection of PROMs and we are unaware of any similar work internationally that is implementing 

this at a jurisdictional level. Due to the time commitment from those taking part in this work, it is essential that 

all parties involved are engaged and see the value of this. This is reinforced by making the information 

available to all parties – patients have access to their own outcomes in a simple format, clinicians can access 

graphs and outputs on how the patient’s PROMs have changed and healthcare organisations can use 

aggregate data to better understand their own performance. Because of its population level approach, a 

generic PROMs scale is recommended for this, such as the PROMIS-10. In addition, Patient Reported 

Experience Measures (PREMs) can be included in the collection to allow insight into how the care provided 

was received and viewed by the patient. 

Type 3: Single collection PROMs. While the consultation paper focused on these two types of PROMs 

(referred to in the paper as the ‘elective surgery’ and ‘chronic disease management’ models), there is another 

type of PROM used by BHI regularly. Included in the NSW Patient Survey Program are a number of questions 

asking about the care received, such as “Did the care and treatment received in hospital help you?” and 

“About one month after your discharge from hospital, how difficult was it for you to carry out your normal daily 

activities?” (examples of BHI PROMs type questions are shown in Appendix A). In contrast to other types of 

PROMs questions which are asked multiple times and look to measure change between measurement 

intervals, the BHI style PROMs questions ask patients to rate their outcomes against a previously recalled 

level of function. While limited by the retrospective nature of the collection method, these PROMs can be 

collected cheaply and in great numbers, achieving population level results on the perceived success of 

treatment. When delivered as an adjunct to an existing survey program, the price of collection is only the 

opportunity cost of including other questions in the limited space available in the questionnaire. 

More generally, a recent review by Jack Chen titled “The impact of routine collection of Patient Reported 

Outcome Measures on patients, providers and health organisations in an oncologic setting: a rapid review” 

(https://www.saxinstitute.org.au/wp-content/uploads/REPORT_PROMS-1.pdf) may be helpful in deciding 

which PROMs tool to use. Chen compares the major PROMs tools using published literature and other reports 

and concludes that the PROMIS work in the USA has benefits in terms of rigour and cost. The ICHOM system 

offers another range of PROMs, principally designed to allow comparison across jurisdictions. ICHOM have 

recently declared their intent to increase the proportion of indicators for each condition that are PROMs; from 

approximately 30% of indicators currently comprised of PROMs to more than 50% in the future. 

With regards to collection of data, a central collection methods would allow greater control but would need to 

establish processes and integrate into the Victorian health system. There may be greater advantage in using 

existing registries as Victoria leads Australia in these systems and these provide much greater depth of 

information than a central collection is likely to achieve. However, comparability will be more difficult and this 

decision should be informed by whether you want to collect PROMs for the whole population or to focus on 

certain disease or treatment groups. For either system, sufficient demographics should be collected to allow 

for standardisation of findings and a master linkage key should be included from the first collection onwards to 

allow data linkage at a later date. 

More operations decisions will flow from earlier strategic decisions. Regardless, our experience suggests that 

a team of appropriately skilled individuals must be dedicated to this work, with appropriate time and resources 

protected to allow the project to be developed. The data collection method for this project might require 

coordinating a large group of trained volunteers as well as integrating from many different data sets, both of 

which are very time consuming. Finally, this work is likely to significantly improve the understanding of the 

health system and included disease groups – BHI recommends that resources are enshrined for the 

investigation and publishing of findings from the PROMs project. 

https://www.saxinstitute.org.au/wp-content/uploads/REPORT_PROMS-1.pdf
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Appendix A: Examples of BHI PROMs type questions used in the NSW Patient 
Survey Program 

PROMs questions from the Adult Admitted Patient Survey 2016 (Q80-86) 
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The Communication and Attitudinal Self-Efficacy scale for cancer (CASE-Cancer) 

used in the Outpatient Cancer Clinics Survey 2015 
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The Edmonton Symptom Assessment System (ESAS) used in the Outpatient Cancer 

Clinics Survey 2015 

 


