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Patient Reported Outcomes Study  
System Intelligence and Analytics  
Department of Health and Human Services  
CO/ proms@dhhs.vic.gov.au  
 

28 October 2016 

 

Patient Reported Outcomes Study – North Western Melbourne PHN Submission 

North Western Melbourne PHN (NWMPHN) is pleased to provide a brief submission to the 

Department of Health and Human Services regarding options for the design, pilot and 

implementation of Patient Reported Outcomes Measures (PROMs).  

NWMPHN offers consensus support on progress towards the implementation of patient reported 

outcomes (PROMs) in Victoria. This is consistent with PHN commitments and approaches to co-

design of services with patients, carers/families, and communities for local PHN catchments.  

NWMPHN supports the development of valid and reliable PROMs that can be administered by both 

primary and acute health care sectors that: 

 Facilitate a shared approach to patient quality-of-life and experience;  

 Facilitate a whole-of-person approach through generic instruments which acknowledges the 

prevalence of chronic disease and multi-morbidity within the community, and which may 

not be possible with an emphasis on disease and condition specific instruments;  

 Are accessible in a range of formats that ensure equity of participation and access (not 

limited to online administration); and  

 Include aspects of system navigation and integration, equity, efficiency and effectiveness 

across the health care system.  

An approach which blends generic and condition-specific instruments provides a strong basis for 

continuous quality improvement. From our understanding of the literature, it is understood that the 

generic instruments can be prone to issues of attribution. That is, are results of generic instruments 

attributed to single or multiple practitioners, departmental units, organisations or sectors? From a 

NWMPHN perspective, this is not seen as a limitation but rather an opportunity to facilitate shared 

application and ownership of insights across both primary and acute care.  

NWMPHN has also considered the suite of questions posed by the Department of Health and Human 

Services.  
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Request for information - The department is seeking advice on how PROMs should be used in 

setting policy and shaping clinical practice. For what uses should PROMs data be used and not 

used in Victoria, both in the short and long term?  

NWMPHN proposes that PROMs provide a basis for ensuring a structured means for collecting, 

understanding and responding to the patient, consumer and carer voice.  

PROMs are seen as providing a systematic approach to providing feedback to clinicians and services 

for the purposes of continuous quality improvement across all members of the care team, including 

the patient’s General Practitioner. It can be ideally used to inform and support professional, service 

and system development that is fundamentally patient centric in nature.  

From a consumer perspective, PROMs data are considered a key resource which should facilitate 

transparency for consumers, carers/families, General Practitioners, and all other referring 

organisations for the purposes of informed decision-making. From a professional and organisational 

perspective, the focus should be to drive reflection, sharing and quality improvement. From a 

system perspective, PROMs data could serve as a key reform resource to drive progress against 

pursuits towards equity, integration, efficiency, and coordination.  

It is noted that the Department of Health and Human Services has indicated that the PROMs system 

will be voluntary in nature. As a consequence, a voluntary system would likely have variable levels of 

participation. Therefore, the capacity to achieve the intended benefits for consumers, 

professionals/organisations, and the system would also vary. A voluntary system may not support 

equity of participation of consumers, transparency of information from a consumer perspective, or 

allow for a comprehensive dataset to facilitate a complete system view. 

 

Request for information - The department is seeking advice on which diseases and conditions 

instruments should be collected in the pilot trial and for a subsequent expansion. Generally, 

consideration will be given to the scope for PROMs to improve:  

 Clinical practice. 

 Health outcomes. 

 Resource allocation.  

Advice is also sought on which chronic diseases and conditions could be suitably collected from 

community settings. For the pilot program, consideration will be given to those diseases and 

treatments for which a PROMs collection can be implemented in time for 1 July 2017. 

NWMPHN, with due consideration of the timeframes for pilot commencement, suggest that the 

Victorian Clinical Networks should have a key role in recommending diseases and conditions. It is 

anticipated that existing instruments which have validated, ideally within the Australian context, 

would be preferenced over the development of new instruments which have been to be validated.  
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Request for information - The department is seeking advice on 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.  

In recommending a suite of instruments, the department will have regard to:  

 the appropriateness of the instruments. 

 the extent to which the instruments are currently in use or are being developed. 

 the extent to which the instruments will permit benchmarking across Australia and 

internationally. 

 whether the instruments can be implemented by 1 July 2017.  

NWMPHN, with due consideration of the timeframes for pilot commencement, suggest that the 

Victorian Clinical Networks should have a key role in recommending generic and condition-specific 

instruments. 

In assessing, the notion of appropriateness, it is recommended that there is due consideration of 

better practice principles for selecting instruments emphasise factors such as feasibility, and 

capacity to action results. Generic PROMs selection should be complemented by broader 

stakeholder engagement which includes partners such as the Health Issues Centre and Consumer 

Forum. The PHNs and associated Community Advisory Council and Clinical Councils offers depth of 

insight to contribute to this process.  

The implementation of the PROMs should be conducted in partnership with the PHNs, consumer 

organisations and key peak organisations.  

 

Request for information - The department invites health services, clinical registries and networks 

to participate in the PROMs collection both for the pilot program and for subsequent collections. It 

is 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 department invites clinical registries wishing to participate to propose how patient-level 

registry data might be made available to the department on an ongoing basis.  
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NWMPHN proposes a range of considerations for approach.  

Area of focus Considerations  

Patient 
administration 

 Instruments should be able to be administered to patients from differing 
cultural backgrounds, age groups and differing range of abilities (for 
example not excluding those with cognitive impairment).  This seeks to 
ensure equitable inclusion among those that are the most vulnerable in the 
community.  

 Use of instruments which have been validated ideally in the Australian 
context and in other languages to support the provision of appropriate 
consumer information in languages other than English.  

 It is noted that there should be clear estimation of the resource 
requirements to collect, analyse and report on PROMs data. There will be a 
need for base level capacity to support in-person administration of 
instruments.  

 

Use of 
information  
 

 The value of communication to the patient’s General Practitioner or 
referring health professional. The pilot of any instrument should include 
this aspect.  

 It is noted that the National Aged Care Quality Indicators Programme 
includes quality-of-life indicators being considered for aged persons in 
residential and home care.  

 It is noted that the ICHOM developments and capacity to benchmark is 
important from a system perspective.  

Quality   
 

 There is a value in ensuring administration is seen as independent of the 
treating clinical/health service personnel to avoid risk of patients feeling at 
risk if not providing positive feedback. This is also key to data quality, and 
the underlying validity and credibility of the data.  

 

 

Request for information - The department invites advice on whether data should be collected as a 

sample survey or a census of the participating patient and hospital population.  

NWMPHN expects that sample sizes should be meaningful while balancing the resource constraints 

for the administration of the instruments.  

While a census may be ideal, a random or stratified random sample may be more feasible from a 

resourcing perspective. In ensuring a random or stratified sample, consideration must be given to 

how to engage communities and populations often underrepresented to ensure equity of 

participation and access. For example, those from culturally and linguistically diverse background, 

Aboriginal and Torres Strait Islanders, diverse age cohorts, those with disability, and those 

experiencing homelessness.  
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Request for information - The department invites advice on options for online data 

capture, storage and retrieval that meets the requirements of patients, clinicians, and 

the department.  

 What are some of the possible functions of an online portal?  

 What are the costs of establishing and operating an online portal?  

 What are the legal implications of data security and patient confidentiality for an online 

portal?  

NWMPHN suggests that there should be an exploration of the option to provide identified or de-

identified versions (partial or complete extracts) of the completed instruments to the patients 

General Practitioner/referring health professional. There should be capacity for this to be securely 

shared with primary care.  

 

Request for information - The department invites health services, clinical registries and networks 

to describe their existing data collection, storage and supply methods.  

Not applicable.  

 

Request for information - The department invites suggestions on how to ensure that patient 

confidentiality is protected while at the same time promoting accessibility to potentially useful 

and valuable data.  

NWMPHN suggests that patients should be able to consent to have an identified version of the 

results to be shared with their General Practitioner/care team. This facilitates the capacity for 

General Practitioners and the care team to hold a meaningful conversation on the insights to be 

derived, while building understanding of patient issues or emerging system issues identified.  

  

We trust this information is of assistance. NWMPHN looks forward to continued engagement with 

the Department of Health and Human Services in support of our collaborative efforts to create 

healthier Victorian communities.   

Yours sincerely, 

 

 

Adjunct A/Professor Christopher Carter  

Chief Executive Officer 

North Western Melbourne PHN 


