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27th October 2016 

Dear Sir/Madam 

Re: Collecting Patient Reported Outcomes Measures in Victoria: Consultation Paper 

Thank you for the opportunity to provide input into the development of Patient Reported 
Outcome Measures (PROMs) in Victoria. The Prostate Cancer Outcome Registry-Victoria 
(PCOR-Vic) congratulates the Department of Health and Human Services (DHHS) on this 
important work program. We at PCOR-Vic have been collecting PROMs since 2009 and have 
recently led work to develop PCOR-ANZ which is accruing cases across Australia and New 
Zealand. With our extensive experience we feel well-placed to provide some advice on the 
document that has been delivered.   

In this document we will address each section in the Consultation Paper requesting 
information from respondents.  We would welcome the opportunity to discuss our strategy 
for PROMS and clinical data collection further. 

With kind regards 

A/Professor Sue Evans 
Custodian, PCOR-ANZ 

A/Professor Jeremy Millar 
Clinical Lead, PCOR-Vic 

Mr Paul Villanti 
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Question 1: 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? 

In the short term PROMS should be used to understand survivorship issues among patients 
diagnosed with particular diseases (e.g. cancer) or treated by particular services (intensive 
care units) or receiving particular interventions (cardiac surgery).  They should be used to 
identify potential deficits in care delivery models and learn from those who are achieving levels 
of excellence. PROMS might be used to bring to the attention of clinicians those patients who 
have poor quality of life, so that remedial action can be taken.  

In the longer term PROMs should be used to assist in policy development to reduce the human 
and financial burden associated with poor quality of life. This might include developing service 
models which provide early intervention to prevent or mitigate consequence of treatment.  In 
the case of prostate cancer, it might involve developing care coordination services and urology 
nurses to assist men cope with side effects of treatment for this, now, chronic disease. 
Collection of PROMS enables patients to be stratified and managed in a more efficient 
manner. For example, self-management of care is possible and appropriate for many prostate 
cancer patients, and PROMS, together with clinical data, provides an opportunity to shift care 
management out of an acute hospital environment and into a lower cost community 
environment. PCOR-Vic is currently trialing with Movember the implementation of this 
approach in Victoria. 

Collecting PROMS provides capacity to undertaken cost benefit and cost utility studies to 
assess the relative impact and value of different treatments. This might then inform clinical 
practice guidelines and policy directions.  

Question 2: 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 

Pilot sites should focus on diseases or healthcare settings which are currently being monitored 
and have well-developed datasets, that have potential to materially inform future 
developments with their experience; preferably those for which consensus guidelines exist on 
what good care looks like, and are significant health outcome problems in the population. Pilot 
sites should already have experience collecting PROMs and should have instruments which 
have been validated in an Australian population. Pilot sites should have engaged clinicians 
who understand and appreciate the importance and value in collecting PROMs.  

The Prostate Cancer Outcome Registry-Victoria is currently collecting and reporting PROMs 
to clinicians and hospitals and has a dataset which has been static for a number of years now. 
Despite an ambition to do so, the registry has been unable to obtain baseline PROMs but has 
been reporting PROMs at 12 and 24 months post diagnosis or treatment due to the technical 
and administrative hurdles that might be ameliorated in a partnership with DHHS. This pilot 
would be an ideal opportunity to test collection of baseline and how this might be incorporated 
into an existing sophisticated registry.  It will provide capacity to explore how registries and 
DHHS data might be linked to reduce data collection burden while maintaining clinical 
engagement. It would also provide an opportunity to further test opportunities for self-
management of care, building on the current TrueNTH pilot in Victoria. 
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Question 3: 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 

PCOR-VIC is using the Extended Prostate Cancer Index Composite (EPIC-26)- a 26 item 
instrument which has been validated in Australia, is widely used at a global level and is 
recommended by the International Consortium for Health Outcome Measures (ICHOM). 
PCOR-VIC is contributing to a global prostate cancer registry which also recommends the 
EPIC-26. 

PCOR-VIC does not currently collect a generic quality of life instrument, but has in the past 
collected the Short Form (SF)-12. This instrument has a license fee which was quite 
expensive. We found that the instrument did not discriminate across treatment modalities and 
was not widely informative in terms of identifying patients with poor quality of life. It did not 
correlate well with the EPIC-26. As such, we no longer collect it. However, we will commence 
collection of the EQ5D on January 1 2017 as part of the global project which will enable us to 
undertake cost utility studies.   

Question 4: 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. 

PCOR-VIC currently collects patient-identifiable data under an existing ethical framework in 
which patients consent to having data sent to and stored in the registry and provided in reports 
back to their treating consultant and hospital as a report. The registry is supported by a 
Steering Committee comprising principally of clinicians treating prostate cancer disease.   

PCOR-VIC cannot obtain baseline PROMs without the support of hospitals. This is because 
notifications come from the Victorian Cancer Registry (VCR), a mechanism allowing un-biased 
and un-confounded case ascertainment (an important factor for a population-based quality 
registry), but there is often a considerable lag between date of diagnosis and data being 
received in the VCR.  Patients will have often had treatment by the time the data is sent to 
PCOR-VIC and the patient is provided with an explanatory statement and given time to opt 
out. Baseline data should be undertaken prior to initiation of treatment.  

We believe that the DHHS could develop a means of collecting baseline data using one of two 
approaches: 

• Hospital-initiated collection: this might occur in outpatients clinics after men have
received their diagnosis but prior to treatment. Men could either complete the survey
directly into a database using a tablet personal computer (PC) or on paper which could
be scanned into a database; or

• Authorised collection by third party such as registry. Using this approach hospitals
would send patient details (email address, telephone and patient address) to the
registry on a regular scheduled basis. The registry, acting on behalf of the hospital,
would contact men to obtain consent (opt out) and collect baseline PROMs.

In order to accurately report on variation in quality of life across health services and treatment 
modalities, PROMS should be collected at a consistent time point following treatment as well 
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as at baseline. This makes it is necessary to collect clinical data to supplement PROMs. 
Appendix A provides a schedule of PROMs data collection points for prostate cancer as 
recommended by the International Consortium of Health Outcome Measures (ICHOM). This 
schedule is quite complex. If a patient has surgery + adjuvant radiotherapy, follow up is 
undertaken 12 months from the initiation of the last treatment.  Given the complexity of follow 
up time points, we believe that this ought to be centrally coordinated.  

PCOR-VIC achieves an excellent PROMs follow up rate. Currently 85% of patients are 
contacted and complete PROMs survey. One of the main reasons for not getting a higher 
response rate is because of late notifications to the VCR by hospitals. If hospitals are to be 
compared, then having high follow up rates is critically important. Having low responses rates 
renders the collection of PROMs useless, since the responses missing are likely to be 
systematically different from those collected.   

We propose that PCOR-Vic and the DHHS work together to collect high quality clinical and 
PROMs data. We feel very strongly that PROMs collection is best undertaken by Monash 
University for a number of reasons: 

• Monash University has experience collecting this information;
• Monash University has the support and ‘buy in’ of the clinical community. This is

because our Monash University includes influential prostate cancer specialists with
close contacts with the clinical prostate cancer community in Victoria, we pay close
attention to collection of high quality data, have thorough audit processes and achieve
high response rates;

• We propose that hospital personnel will not have the same attention to detail that we
have in obtaining representative, complete data;

• Monash University has the statistical skills to analyse and present data to hospitals
and the DHHS. We have invested the last eight years in developing this expertise for
registries and have also invested heavily in reporting software and infrastructure; and

• Monash University has infrastructure to support research projects using PROMs data.
We can provide data to researchers in an environment which does not compromise
the secure of this highly sensitive information.

We propose that an Agreement be entered into which would provide responsibilities on 
Monash and the DHHS. Under such an Agreement Monash could provide regular reports to 
hospitals and the DHHS on performance and DHHS could assist in developing enhanced 
capacity to electronically extract data items required by the registry from clinical information 
systems and facilitating collection of PROMs at baseline.  

Question 5:  The department invites advice on whether data should be collected as a sample 
survey or a census of the participating patient and hospital population. 

This will depend on the purpose of the PROMs data collection. We suggest that PROMs 
should be collected on >80% of the population. We also advise that DHHS will need to 
consider how they will act on PROMs results. For example, if men are experiencing poor 
quality of life then strategies need to be developed to address the identified issues. PCOR-Vic 
is currently working with Movember to direct men with poor quality of life to a care coordinator 
who can assist them access appropriate services. A significant risk to DHHS is that poor 
quality of life is identified but not acted upon in an appropriate manner.  

Question 6: 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? 

PCOR-Vic currently uses an online portal for PROMs data collection. Men are provided with 
an explanatory statement. After two weeks they are sent a link to the online survey which 
enters details directly into the registry. Men are followed up by telephone if they do not answer 
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the online survey.  The online portal is being developed to also provide men with access to a 
self-help platform which provides men with information about how they can optimize their 
health. This is funded by Movember Foundation. This portal thus serves two purposes: 
information collecting and information dissemination.  

Question 7: The department invites health services, clinical registries and networks to 
describe their existing data collection, storage and supply methods. 

PCOR-Vic collects data using a combination of electronic and manual data collection. Data 
collectors retrieve information from medical records. Some data is provided by the Victorian 
Cancer Registry. Data collectors enter data directly into the registry using a web-based 
application which is accessed using Wi-Fi or 4G access via dongles on PCs supplied in most 
cases by Monash University. In some hospitals data collectors are employed by the health 
service. For these data collectors, they access the online registry from their own hospital-
based computers.  

Data are stored on a secure database housed in two data centres at Monash University. The 
registry is ISO27001-certified and offers bank-like protection of the identifiable data.  

PROMs are administered using a hybrid approach of telephone calls and online survey. Follow 
up staff are employed by Monash University and make calls from a call centre located in the 
department of Epidemiology and Preventive Medicine at the Alfred Centre.  

Reports are transmitted to hospitals and clinicians via a secure file transfer protocol (SFTP) 
offering exceptionally high level of security.   

Question 8: 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 

We believe that patients should receive information about the purpose to which their data will 
be used and have the right to decline participation in PROMS collection.  We operate PCOR-
Vic as a research project which has ethical approval at all participating sites. We feel that this 
is very important for a number of reasons:  

• It provides patients with confidence that the registry has been externally reviewed and
is operating in an ethical manner;

• It provides patients with a contact point should they have concerns over how the
registry operates; and

• It provides a defined scope for which the data will be used.

In additional to ethical approval, PCOR-Vic has a Steering Committee which provides 
confidence in the governance of the registry. We suggest that PROMS data collection such as 
that envisaged by DHHS be operated under a similar ethical and governance framework.   

We believe that it is possible to establish data sharing arrangements so that raw PROMs data 
would be routinely available to hospitals where the patient was treated/diagnosed. Those 
wanting access to data for research would apply for ethical approval to a centralized ethics 
committee. They would also complete a data access request which would be reviewed by the 
PCOR-Vic Steering Committee.  It may be possible for DHHS to have access to the raw data 
(but not clinician-level data).  Data would be available in Safe Haven, a secure data access 
solution by Monash University. Safe Haven gives the provision of this access and puts the 
appropriate physical controls around the dataset.   

Conclusion 

PCOR-Vic is interested in participating in a pilot project and think there is a fantastic 
opportunity to improve PROMS collections and provide unique feedback on how these surveys 
are best put into large scale effect. We have important constraints on us as a consequence of 
our Ethics approvals and multiple Australian and international agreements. We would very 
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much like to explore how we might develop a synergistic relationship with DHHS. We see 
many advantages. DHHS can facilitate collection of baseline data and improvement in 
automation of clinical data. Monash University can offer the experience we have in collection 
and reporting of clinically-relevant, high quality risk adjusted data to health services.  We would 
welcome the opportunity to discuss further this e exciting opportunity.  

Attached as Appendix B is the presentation given at the DHHS Public Forum on Patient 
Reported Outcome Measures on 17th October 2016 for your interest 
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Appendix A: Schedule for PROMs data collection for localised prostate cancer disease as 
defined by the International consortium for Health Outcomes Measures (ICHOM).  
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P R O S TAT E  C A N C E R  O U T C O M E S

PROSTATE CANCER OUTCOMES 
REGISTRY-AUSTRALIA AND NEW

ZEALAND (PCOR-ANZ)

Public consultation forum: 
Collecting patient reported outcomes measures 

in Victoria
17th October 2016

Sue Evans, on behalf of the PCO-ANZ Steering 
Committee



B A C K G R O U N D  F O R  P C O- C RV

Today’s presentation
• what is the purpose of PCOR-ANZ
• how it works
• its benefits
• the challenges for a state-wide PROMs

collection?
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P U R P O S E  O F  P C O R - A N Z

Established in 2009 to understand reasons for variation in 
survival and monitor treatment and outcomes (clinical 
and patient-reported)

Men in rural regions of Australia have a statistically 
significant and increasing age standardised mortality 
compared to metro counterparts 1
Victorian data 2

• Melbourne Metro  5-year survival = 86%
• Rest of Victoria     5-year survival = 80%
• Within rural ICS, 3-fold  difference in mortality.

1. Coory MD, Baade PD. Urban–rural differences in prostate cancer mortality, radical prostatectomy and prostate-specific antigen
testing in Australia. Med J Aust 2005; 182:112-5.

2. English D, Farrugia H, Thursfield V, Chang P, Giles GG.   Cancer Survival, Victoria 2007. Melbourne: The Cancer Council Victoria.
2007.
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P U R P O S E  O F  P C O R - V I C

• Monitor, benchmark and report on prostate
cancer treatment and care.

• Provide risk adjusted, evidence based data
to clinicians, hospitals and decision makers
on prostate cancer management

• Foster improved quality of treatment and
care for men diagnosed with prostate cancer

• Foster research leading to improvement in
care and survival; ideally enabling
comparisons across countries.
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Q U A L I T Y I N D I C ATO R  S E T

INDICATOR 1: PSA taken at diagnosis
INDICATOR 2 Documentation of clinical stage in medical record
INDICATOR 3 Time from diagnosis to treatment
INDICATOR 4 Evidence of high-ris men receiving treatment
INDICATOR 5 Evidence of low-risk men on active surveillance
INDICATOR 6 Positive surgical margins
INDICATOR 7 In-hospital death form surgical complication
INDICATOR 8 Biochemical recurrence
INDICATOR 9: Mortality
INDICATOR 10 Urinary function and distress/bother 
INDICATOR 11 Bowel function and distress/bother
INDICATOR 12 Sexual function and distress/ bother

diagnosis

treatment

survival

Quality of 
life
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PA R T I C I PA N T  R E C R U I T M E N T

Hospital Medical record accessed to retrieve 
Address 

Explanatory Statement sent to eligible 
participants.  Period of 2/52 elapses

Participants "opt-off” by 
telephoning 1800 no.

Participants included in the 
Registry

No further information 
collected

Clinical data collected 
for each treatment 

from Medical Record

Participants phoned at 
residence @ 12/12

Quality of life and  treatment 
outcomes recorded

Vic Cancer Registry notifies Registry of newly diagnosed 
prostate cancer case (Pt UR, Last Name, First Name, DOB)

Quality of life treatment
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PA R T I C I PA N T  R E C R U I T M E N T

Hospital Medical record accessed to retrieve 
Address 

Explanatory Statement sent to eligible 
participants.  Period of 2/52 elapses

Participants "opt-off” by 
telephoning 1800 no.

Participants included in the 
Registry

No further information 
collected

Clinical data collected 
for each treatment 

from Medical Record

Participants phoned at 
residence @ 12/12

Quality of life and  treatment 
outcomes recorded

Vic Cancer Registry notifies Registry of newly diagnosed 
prostate cancer case (Pt UR, Last Name, First Name, DOB)
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P R O M S

Radiotherapy patients

Surgical patients 
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P R O M S

Requires a valid and reliable
instrument to be used, administered 
at the same time after treatment
(and preferably at baseline). 
Reporting must consider the type 
of treatment as this will affect
quality of life
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• PROMs should be:
• not too onerous (PROMs were developed for

use in clinical trials)

L E S S O N S  F R O M  P C O R - A N Z

information burden
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P R O M S

PROMs are complex and require clinical input. It
may be necessary to compare outcomes after adjusting 
for factors over which clinicians and 
hospitals have no control

vs
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If benchmarking PROMs need to be collected on a 
representative cohort

P R O M S
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F E E D B A C K  L O O P

Surgical training Refine and enhance

Survivorship

Pathology review

Constant improvement
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If you collect PROMs then you must have a feedback 
strategy and be able to act on findings e.g.
improve training, review/ update equipment; introduce 
services to improve survivorship, learn from those doing it 
well

P R O M S
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1. Getting representative data- benchmarking requires
>80% response rates (mail will not achieve this)

2. Collecting baseline QoL
3. Getting high quality clinical data
4. Acting on findings; if you ask about quality of life and

find its poor, what then?
5. How to adequately risk adjust outcomes for different

conditions
6. How to weight PROMs relative to other indicators
7. Consent and collection of identifiable data
8. Resourcing

C H A L L E N G E S  F O R  S TAT E W I D E
P R O M S C O L L E C T I O N
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S TA N D A R D I S E D  D ATA C O L L E C T I O N

23



A C K N O W L E D G E M E N T

A/Prof Jeremy Millar (William Buckland Radiation Centre / Monash Uni)
Prof John McNeil (Monash University)
Mr Colin O’Brien (consumer advocate)
Mr Max Shub (Consumer advocate)
A/Prof Damien Bolton (Austin Health)
A/Prof Ian Davis (Austin Health / Ludwig Institute for Cancer Research)
A/Prof Declan Murphy (Peter Mac)
Prof Anthony Costello (Melbourne Health)
Prof Mark Frydenberg (Cabrini Health)
Prof Albert Frauman (Austin Health)
Prof Graham Giles (Cancer Council of Victoria)
A/Prof Sue Evans (Monash University)
Dr Paul Kearns (Regional rep)
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T H A N K  Y O U … .  Q U E S T I O N S ?

PCO-CRV 
“Global”

PCOR-ANZ

PCOR-Vic

HOSPITAL

Sue.evans@monash.edu
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