
SUMMARY
• Previously, there has been no Australian 

and New Zealander Vasculitis Registry, 
despite interest and need

• Local vasculitis registry established with 
community involvement on the Committee 
and ANZVASC Board

• Modified EUVAS REDCap Data Dictionary
• EUVAS compulsory questions retained for 

collaboration and data linkage
• Opt-in consent
• Enrolls both incident and prevalent patients 
• Core dataset: initial visit & yearly follow-up
• Capability to record additional visits
• EUVAS-aligned outcomes: acute dialysis, 

eGFR<15mL/min, dialysis >90d, transplant
• PROMs: AAV-PRO, EQ-5D-5L, IPAQ-SF
• Data access/publication policies adapted 

from ANZDATA, approved by the Board
• At 01/02/2026:

• Sites: 8 active sites, ethics/governance 
underway at 9 other sites

• 264 AAV participants, median follow-up 
2 years (range 0-9)
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Initial Data Entry
•Demographics
•Clinical History
•Tests at Dx
• Initial Visit

Consent
(Incident or 
Prevalent 
Patient)

If Applicable
•Complications
•Kidney Failure
•Death

Annual 
Follow-Up

PROs 
(Initial And Yearly)
•AAV-PRO (AAV-
specific)
•EQ-5D-5L 
• IPAQ-SF (Physical 
Activity)

CORE STRUCTURE
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GOVERNANCE
• ANZVASC led
• Monash University is Data Custodian
• Monash Health is National HREC site
• NZ separate HREC approvals
• ANZVASC Registry Committee 
• Clear and inclusive data access, data 

usage and authorship policy
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CURRENT SITES
8 Active Sites 
9 Sites where Ethics and        
Governance are underway

Quality Data to Units
•Yearly Report
•PRO focus

Enable research
•Clinical AAV research
•EUVAS data linkage
•Registry linked trials

Commercial
•Post marketing

Education & training

Improve 
Care

THE ESTABLISHMENT OF THE ANZVASC QUALITY AND 
DISEASE REGISTRY: FRAMEWORK AND PROTOCOLS

• On-line consent with single site-
specific link

• Yellow = entry by patient on-line
direct to REDCap.

• Paper forms available
• Options

• Additional Visits
• More detailed Annual Visit
• Semi-automated BVAS/VDI

STANDARD YEARLY QUESTIONS
• Vasculitis status (Active/Remission)
• Relapse/nature of relapse (check boxes)
• Last ANCA IF, PR3-ANCA, MPO-ANCA
• Last serum creatinine
• High dose IV PNL (Y/N)
• Oral GC therapy (dose range over time) 
• Other IS Rx (check boxes). For 

RTX/CYC cumulative dose/number 
doses

• IS Prophylaxis (check boxes)
• CVS/Renoprotective Rx (check boxes)
• Complications (check boxes)
• ESKD: Dialysis, Transplant, CKD 5 (Y/N)
• Death (Y/N)
• Opted out/Lost to Follow Up (Y/N)
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