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Dear Sir/Madam, 

 

RE: Submission from the Victorian Stroke Clinical Network (VSCN) 

 

Thank you for the opportunity to make a submission. The VSCN strongly supports measuring 

outcome after stroke, and supports the concepts espoused in the consultation paper. In 

particular, we support collecting data that enable clinicians to benchmark performance and 

provide a voice for patients in healthcare delivery. 

 

The VSCN provides major financial support to the operation of the Australian Stroke Clinical 

Registry (AuSCR). Through our efforts, by the end of 2017 around 90% of stroke episodes in 

Victoria will be are captured in the AuSCR. Important clinical factors (such as stroke 

severity), process of care measures (such as admission to a stroke unit) and treatments 

provided (such as thrombolysis) are collected at baseline. At 90 days, the AuSCR collects 

outcome data including the modified Rankin Score and the EQ5D. Both the modified Rankin 

Score and EQ5D are patient-reported outcome measures. The modified Rankin Score in 

particular has validity as an outcome measure for clinicians, as it is widely used in clinical 

trials and observational studies, and encapsulates recovery after stroke into five different 

functional categories. Currently, around 75% of all patients have complete outcome 

measurement in AuSCR. 

 

For data collection to be useful, it must be of value to clinicians. In the field of stroke, 

outcome is heavily influenced by three major variables – age, premorbid disability and 

severity of stroke – thus any measurement of performance in stroke care must adjust for 

these variables. Providing raw data, or attempting to adjust for severity using administrative 

data (such used by Dr Foster), will not engage clinicians in using their data to improve 

quality. The AuSCR was developed by stroke experts, can adjust for baseline measures, and 

has credibility for stroke clinicians. 

 

An additional PROM, such as a universal measure collected after any hospital admission in 

Victoria, would need to be linked to the AuSCR so that adequate adjustments can be made. 

Consideration must be given to linking disparate datasources, such as a departmental 

PROM and a clinical registry that may not be housed in the Department.  
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The stroke community are aware of a stroke-specific “standard set” of ICHOMS. We have 

examined this set against the currently collected EQ5D, and the ICHOMS set certainly 

collects more patient reported variables but these variables have not been validated in 

clinical settings. This would impose an additional burden on the registry, as well as patients. 

We do not feel that the ICHOMS dataset is sufficiently mature to recommend adoption.   

 

PROMs must have a high completion rate to influence clinical behaviour. We see this as the 

ultimate value of a PROM: it is the best way to measure the effectiveness of clinical 

interventions (which can vary from providing a drug to discharging policies such as early 

supported discharge). The patient’s voice is heard, and leads to alteration in clinical 

behaviour that aims to result in better outcomes for future patients. To influence clinical 

behaviour, the PROM data must be collected as a census (rather than a sample survey).  

 

The VSCN would like to raise as a concern that following stroke, many patients are left with 

communication, physical and or cognitive disabilities which would limit their ability to provide 

their own patient outcome measures. It is vital that such patients have a voice, and that their 

outcomes are counted. AuSCR overcomes this issue by permitting the patient’s carer to 

complete the modified Rankin Score and EQ5D that the use of carer data collection has 

been validated for these variables. In addition, it should be pointed out that the median age 

of patients who have a stroke is 75. Care must be taken in devising electronic-based 

collection methods, as many older people do not have ready access to technology 

computers, meaning that their voice may be excluded. An online portal as suggested would 

likely exclude older patients and those with cognitive or communication disabilities. 

 

Stroke clinicians in Victoria are committed to improving the quality of care, examining 

outcome data and to hearing the voice of our patients. This is why we already collect PROMs 

as part of AuSCR. We look forward to the final report and hope that we may be of assistance 

in the pilot phase. 

 

Yours sincerely, 

 
 

Associate Professor Peter Hand 

Clinical Lead, Victorian Stroke Clinical 

Network 

Health Service Performance and Programs 

 

Ms Sonia Denisenko 

Manager, Victorian Stroke Clinical Network 

Health Service Performance and Programs 
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