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Developing Cancer Indicators in NSWDeveloping Cancer Indicators in NSW

•• Why are we doing this?Why are we doing this?

•• What have we learntWhat have we learnt

•• The way forwardThe way forward



Cancer Institute NSWCancer Institute NSW

The The Cancer Institute (NSW) Act 2003 Cancer Institute (NSW) Act 2003 states thatstates that cancer control will be achieved by:cancer control will be achieved by:

–– reducing the incidence of cancer in NSW;reducing the incidence of cancer in NSW;
–– increasing the survival rate for people diagnosed with increasing the survival rate for people diagnosed with 

cancer;cancer;
–– improving the quality of life for cancer patients and improving the quality of life for cancer patients and –– improving the quality of life for cancer patients and improving the quality of life for cancer patients and 

their carers; andtheir carers; and
–– becoming a source of expertise on cancer and becoming a source of expertise on cancer and 

provide expert advice to patients, the public, health provide expert advice to patients, the public, health 
care professionals and the Government. care professionals and the Government. 



The Cancer Information and Registries Division The Cancer Information and Registries Division 
(CIRD)(CIRD)

Responsible for Responsible for 

–– NSW Central Cancer Registry, NSW Central Cancer Registry, –– NSW Central Cancer Registry, NSW Central Cancer Registry, 
–– the NSW Clinical Cancer Registry, the NSW Clinical Cancer Registry, 
–– the Hereditary Cancer Registrythe Hereditary Cancer Registry



Clinical Cancer RegistryClinical Cancer Registry

Clinical cancer registries in 6 Area Health Services. These registries contain Clinical cancer registries in 6 Area Health Services. These registries contain 

–– detailed staging, detailed staging, 
–– treatment (surgery, chemotherapy and treatment (surgery, chemotherapy and 

radiotherapy information for public hospital radiotherapy information for public hospital 
patients patients patients patients 

–– Referral to an MDT, clinical trial and Referral to an MDT, clinical trial and 
palliative care. palliative care. 



2007

Different groups at the Cancer institute NSW working on

• Clinical Cancer Indicators

• Accreditation Program (pilot)

• Cancer Minimum dataset extensions
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ACCREDITATION PILOT  RESULTSACCREDITATION PILOT  RESULTS

“if the program can show it will lead to improvements in patient treatments, “if the program can show it will lead to improvements in patient treatments, 
outcomes, and experience within the cancer service then it will be outcomes, and experience within the cancer service then it will be 
accepted”.accepted”.

“I don’t think the doctors see the value in accreditation “I don’t think the doctors see the value in accreditation –– most have an most have an 
objection to quality programs”objection to quality programs”objection to quality programs”objection to quality programs”



Accreditation PilotAccreditation Pilot

•• In general good support from the sector for an accreditation In general good support from the sector for an accreditation 
programprogram

•• Concern from clinicians on whether accreditation programs Concern from clinicians on whether accreditation programs 
impact upon patient outcomesimpact upon patient outcomes

•• International evidence on impact on patient outcomes is limitedInternational evidence on impact on patient outcomes is limited



New DirectionNew Direction

•• Accreditation put on holdAccreditation put on hold

•• Examination of cancer reporting systems used internationallyExamination of cancer reporting systems used internationally

•• Determination of performance measures to be utilised in NSWDetermination of performance measures to be utilised in NSW



Clinical IndicatorClinical Indicator

A clinical indicator is simply a measure of the clinical management A clinical indicator is simply a measure of the clinical management 
and/or outcome of care. A welland/or outcome of care. A well--designed indicator should designed indicator should 
‘screen’, ‘flag’ or ‘draw attention’ to a specific clinical issue. ‘screen’, ‘flag’ or ‘draw attention’ to a specific clinical issue. 
Usually rate based, indicators identify the rate of occurrence of Usually rate based, indicators identify the rate of occurrence of 
an event. Indicators do not provide definitive answers; rather an event. Indicators do not provide definitive answers; rather 
they are designed to indicate potential problems that might need they are designed to indicate potential problems that might need 
addressing, usually demonstrated by statistical outliers or addressing, usually demonstrated by statistical outliers or 
variations within data results. They are used to assess, compare variations within data results. They are used to assess, compare variations within data results. They are used to assess, compare variations within data results. They are used to assess, compare 
and determine the potential to improve care. Indicators are and determine the potential to improve care. Indicators are 
therefore, tools to assist in assessing whether or not a standard therefore, tools to assist in assessing whether or not a standard 
in patient care is being met. in patient care is being met. [ACHS][ACHS]



Clinical indicator : Example areasClinical indicator : Example areas

• Women receiving breast conserving surgery (BCS) vs.  
mastectomy

• for invasive breast cancer

• Chemotherapy in colon cancer with nodal involvement• Chemotherapy in colon cancer with nodal involvement



ConsultationConsultation

•• Consultation with a number of different clinical advisory groups Consultation with a number of different clinical advisory groups 
(tumour specific)(tumour specific)

•• Attempt to examine evidence /gain consensusAttempt to examine evidence /gain consensus

•• In some areas evidence is not clearIn some areas evidence is not clear•• In some areas evidence is not clearIn some areas evidence is not clear

•• NOTE: Too much consultation or repeated consultation can lead NOTE: Too much consultation or repeated consultation can lead 
to no agreement to no agreement 



Pressure from those we had consultedPressure from those we had consulted

–– Were we going to implement?Were we going to implement?
–– Who would pay?Who would pay?
–– We would like some results We would like some results –– now!now!



Making sense of measurementMaking sense of measurement

•• Performance measures Performance measures 
•• IndicatorsIndicators
•• BenchmarksBenchmarks
•• Outcome measuresOutcome measures
•• Dashboards/scorecardsDashboards/scorecards

•• Confusion in sector about what these terms meanConfusion in sector about what these terms mean
•• Negative reaction to concept of “dashboard” in health sectorNegative reaction to concept of “dashboard” in health sector



Step back to basicsStep back to basics





Examples of reports used in Ontario







Initial identification of 100+ possible cancer indicatorsInitial identification of 100+ possible cancer indicators

Gradual reduction in number through internal Gradual reduction in number through internal 
evaluationsevaluations

–– MeaningfulMeaningful–– MeaningfulMeaningful
–– Removing duplicationsRemoving duplications
–– EvidenceEvidence
–– Not able to be collectedNot able to be collected



External organisations looking at variety of quality/safety and External organisations looking at variety of quality/safety and 
other health indicatorsother health indicators

•• COAG Agreement COAG Agreement 
•• AIHW National Safety and Quality workAIHW National Safety and Quality work
•• CEC hospital performance measuresCEC hospital performance measures
•• Garling ReportGarling Report



Consultation IssuesConsultation Issues

How to consult with a workforce that lacks a clear How to consult with a workforce that lacks a clear 
understanding of what can/should be understanding of what can/should be 
monitored/benchmarked?monitored/benchmarked?



MDTs and “Outcome measures”MDTs and “Outcome measures”

•• Funded individual MDT to develop an outcome Funded individual MDT to develop an outcome 
measuresmeasures

•• Team satisfaction surveysTeam satisfaction surveys
•• Level of staff participationLevel of staff participation
•• Were treatment plans generatedWere treatment plans generated•• Were treatment plans generatedWere treatment plans generated
•• Clinical outcomesClinical outcomes
•• Were supportive care needs discussedWere supportive care needs discussed
•• Patient waiting timesPatient waiting times
•• Minimum data set collectionMinimum data set collection



•• Plain EnglishPlain English
•• Results logic demonstrating how agencies services Results logic demonstrating how agencies services 

contribute to resultscontribute to results

Results orientation – Freidman approach

•• Demonstrate link between agency results and Demonstrate link between agency results and 
government prioritiesgovernment priorities

•• Integration with agency planning processIntegration with agency planning process



Internal debateInternal debate

•• What are we attempting to measure?What are we attempting to measure?

•• How do we do thisHow do we do this

•• Is the measurement meaningful?Is the measurement meaningful?•• Is the measurement meaningful?Is the measurement meaningful?



Cancer ControlCancer Control

•• SurvivalSurvival

•• Morbidity/Quality of LifeMorbidity/Quality of Life



Risk factors for cancerRisk factors for cancer

•• RiskRisk--alcohol drinking; alcohol drinking; 
•• High riskHigh risk--alcohol drinking;alcohol drinking;
•• Adequate fruit intake;Adequate fruit intake;
•• Adequate vegetable intake; Adequate vegetable intake; 
•• Adequate physical activity; andAdequate physical activity; and
•• Current smoking.Current smoking.
•• ObesityObesity•• ObesityObesity



Draft Cancer Control IndicatorsDraft Cancer Control Indicators
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Other measures under considerationOther measures under consideration

•• Appropriate End of Life planningAppropriate End of Life planning
•• Inappropriate chemotherapy in the last 28 days of lifeInappropriate chemotherapy in the last 28 days of life
•• Routine pain assessment and appropriate Routine pain assessment and appropriate 

management management 
•• Use  of evidence based practiceUse  of evidence based practice•• Use  of evidence based practiceUse  of evidence based practice
•• The use of multidisciplinary treatment plansThe use of multidisciplinary treatment plans
•• Patient satisfaction measuresPatient satisfaction measures
•• Routine Distress screening and appropriate referralRoutine Distress screening and appropriate referral
•• Adverse events Adverse events 



System elementsSystem elements

•• Monitor adverse incidents;Monitor adverse incidents;
•• Monitor service capacity;Monitor service capacity;
•• Engage in cancer service redesign activities;Engage in cancer service redesign activities;
•• Engage consumers/patient experience;Engage consumers/patient experience;
•• Monitor competencies of chemotherapy nurses;Monitor competencies of chemotherapy nurses;
•• Review available cancer service reports;Review available cancer service reports;•• Review available cancer service reports;Review available cancer service reports;
•• Death review and mortality and morbidity meetings;Death review and mortality and morbidity meetings;
•• Monitor clinical variability;Monitor clinical variability;
•• Linkage to AHS Clinical Governance Units;Linkage to AHS Clinical Governance Units;
•• Monitor the application of evidence based practice.Monitor the application of evidence based practice.



Role of patient/consumer feedbackRole of patient/consumer feedback

•• How to utilise patient feedback to drive changeHow to utilise patient feedback to drive change



Next stepsNext steps

•• Finalise listFinalise list
•• Place into agreed formatPlace into agreed format
•• Publish indicators for commentPublish indicators for comment
•• Pilot test for ease of use , utility, effectiveness.Pilot test for ease of use , utility, effectiveness.
•• Review and finaliseReview and finalise•• Review and finaliseReview and finalise



Provide reports to AHSProvide reports to AHS

•• The initial goal will be to develop a series of AHS report to aid and assist them in The initial goal will be to develop a series of AHS report to aid and assist them in 
service planningservice planning



StateState--wide monitoringwide monitoring

•• Monitoring and comparison between AHS and or Monitoring and comparison between AHS and or 
facilities will be possible.facilities will be possible.
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What will happen when results come in?What will happen when results come in?

Initially people will dispute resultsInitially people will dispute results

“data is not reliable”“data is not reliable”
“we did not answer in the way you think”“we did not answer in the way you think”
“We are different”“We are different”



What have we learnt?What have we learnt?
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