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What do we know? (direct feeds)
• Incidence & mortality
• Inpatients statistics (mostly surgical)

– Dx, procedures, morphology
– AKA “Admitted Patient Data collection”

• Radiotherapy statistics
– Dx, beam, fractions, stage
– AKA “LANTIS and VARiS data”



What don’t we know?

• Stage
• Chemotherapy

– Cases, Dx, regime, cycles
• Haematology treatments

– Cases, Dx, regime, cycles
• Intermediate outcomes
• Quality of care
• Patient-centric view
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CLINICAL CANCER REGISTRY PROJECT

An Area Health Service-based registry to:
• monitor service quality
• target deficiencies for remedial action
• evaluate outcomes of this action.
• provide detailed management information for 

cancer services planning
• Monitor Clinical programs – MDT, 

Psychosocial, Clinical trials, QCT



NSW AREA HEALTH SERVICES

Source: NSW Health - http://www.health.nsw.gov.au/services/ahs/
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• 9 public sector hospitals, 2 of which are 
tertiary

• 5 Area-based staff (Project Manager and 
Cancer Information Data Managers)

• Funding based on clinical activity

Northern Sydney & Central Coast CLINICAL CANCER 
REGISTRY



E-DATA SOURCES

1. NSW Health Data Warehouse (Admitted Patients 
+ Radiotherapy)

2. Patient Master Index (PMI) via HL7
3. File upload other databases

OTHER DATA SOURCES

• Labs, notes, MDT, imaging
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ClinCR HL7 A19 (demographic import)



The ClinCR module is funded and managed by the Cancer Institute NSW, hosted and 
supported on contract by HealthTechnology NSW, and used by 5 Area Health Services
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BENEFITSBENEFITS
HL7

• Case finding

• Accurate transcription (no double keying)

• Efficiency – time to register a patients

ELECTRONIC FEEDS (ADMIN DATA)

• Case finding

• Surgical coding

• Multi-facility linkage

• Build on robust systems (coding quality cycle)

FILE UPLOAD

• Leverage existing systems

• Anywhere load

• Built-in edits – distributed compliance



TRADETRADE--OFFSOFFS
HL7

• Demands other system compliance; support to establish

FEEDS (ADMIN DATA)

• facility centric rather than patient-centric initially

• Limitations of coded data – accuracy and clinical detail

• 4-8 weeks lag (cite colorectal manual v ClinCR)

• “noise”

• Greed with free data

• Measures of function and outcome – (current admin systems –
discuss clinical systems)

FILE UPLOAD

• Change control, migration and regression

• Security?



ISSUESISSUES
•Scope creep and complexity

•Integrating datasets vs separate registries

•Pros and cons of in-house vs commercial

•Suspense files and discretionary loads v live feeds

•Need for and limits of business rules

•Inter-Area and public/private data sharing



GAPS and GOAL STATEGAPS and GOAL STATE
GAPS
Absent feeds for chemotherapy
Inability to load pathology reports (diagnosis 
and stage, eventually nodes and margins, 
genetics markers)

GOAL STATE
Alignment and shared core dataset with 
population-based and clinical registries



LESSONSLESSONS
•Independent technical expertise
•Controlled scope of versioning
•Version: resources for design and testing, 
migration and training (ripple effect)
•Governance
•Linkage and patient centricity – feeds are 
silo-ed
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