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Welcome to the final AAR newsletter for 2025. It has been 
a productive year and we are pleased to share some 
highlights with you. We value your feedback – please let 
us know what you’d like to see in future editions.

Project Update

Funded by Maddie 
Riewoldt’s Vision, 
collaboration with Prof 
Melissa 
Southey/Biobanking 
Victoria
4 approved sites and 6 
bio-samples collected
Peter MacCallum, 
Austin, Concord and 
Perth Children’s
MMC, Monash 
Children’s and Royal 
Hobart governance 
submissions in progress

IBMDx study

MRFF Genomics Health 
Future Mission, A/Prof 
Piers Blombery, 
University of Melbourne
Aims: provide whole 
genome and 
transcriptome 
sequencing to 350 
patients with 
IBMFS/related disorders
155 IBMDx participants’ 
baseline and annual 
follow-up data added to 
AAR

MRFF; Rare Cancers, 
Rare Diseases & Unmet 
Needs Clinical Trial 
Program 
Phase II, single-arm, 
registry-based trial
Does avatrombopag 
(oral, second-gen TPO-
stimulating agent) 
improve BM function in 
severe AA at 6m?
Preliminary data 
presented at ASH 2024
Long-term follow-up 
study approved



Current Projects

Dr Nate Lucas: 

BOoMERANgZ Project: BOne Marrow failure, 
Epidemiology, Rare mutations in Australia 

and NZ 

Aims:

Expand AAR to include NZ sites and 
patients
Review testing availability in Australasia, 
create library of tests available
Examine and develop modern testing 
methods for iAA/IBMFS in Australasia to 
enhance diagnostics
Describe impact of HHM/IBMFS/AA on 
patients and their wider family/whanau 
Document whether indigenous 
populations have higher risk of certain 
hereditary hematologic malignancy 
(HHM), IBMFS or AA

Dr Elizabeth Prime:

Optimising the use of patient-reported 
outcomes in immune aplastic anaemia

Aims: 

Create a conceptual framework for iAA to 
aid in selection of PROMs in clinical trials
Adapt a disease-specific iAA PROM for use 
in paediatric populations
Assess utility of novel iAA-specific patient-
reported outcome measures (PROMs) for 
use in future clinical research and trials of 
novel therapies (DIAAMOND LTFU study)

Reminders
Site training
The AAR and AMFB hold training sessions for sites upon request. These are held online and 

are tailored to your site. It is a great opportunity to ask any questions you might have and 

suggest improvements to the registry. If you are interested in further training, please 

contact aar@monash.edu. This can be for new staff, or a refresher for current staff.

Per patient payments
A reminder that the 'per patient payment (PPP)' scheme is available to help offset the 

costs for each participant recruited and data entered. If you would like to confirm your 

entitlements, please contact the AAR team – we’re happy to assist.



Patient and Hospital accrual
Thank you to all our PIs and site staff for your dedication and commitment to the registry. This has been 
instrumental in making 2025 a year of significant progress. We’ve seen a strong increase in participant 
accrual, with 37 approved sites contributing 636 participants in the registry. We look forward to 
carrying this momentum into 2026. In exciting registry news, we have recently received HDEC approval 
for New Zealand to join the registry, and will move forward with governance approvals in 2026. 

Thank you to our
wonderful PIs and

staff across all sites. 
Your hard work is so

appreciated



2025 Presentations
Auckland Hospital Blood Club, March 2025, and Christchurch Haematology Journal Club, 
February 2025, University of Otago: Nathanael Lucas, Review of Aplastic Anaemia, BMFS and 

Introducing the AAR to New Zealand

HSANZ Annual NZ Branch Meeting, April 2025, Christchurch, April 2025: Nathanael Lucas: The 
Aplastic Anaemia and Inherited Bone Marrow Failure Registry – Roll-out across New Zealand

National Symposium on Bone Marrow Failure Syndromes, May 2025: Zoe McQuilten, 
DIAAMOND Ix: Efficacy and safety of avatrombopag in addition to immunosuppressive therapy 
for patients with previously untreated sAA

Australian and NZ Children’s Haematology Oncology (ANZCHOG) conference, Brisbane, August 
2025: Australian and NZ Children’s Haematology Oncology (ANZCHOG) conference, Brisbane, 

August 2025:

American Society of Hematology, December 2025: Lucy Fox: Whole genome transcriptome 
sequencing in inherited bone marrow failure syndromes and related diseases – the IBMDx 

study

Lucy Fox presenting
at ASH 2025



Welcome to the Steering Committee! 
We extend a warm welcome to the newest members of the AAR steering
committee. The new members are Dr Nathanael (Nate) Lucas, Dr Ashvind

Prabahran and Dr Ashleigh Scott. 

Season’s Greetings 
Thank you for all your help and support over the year. Please note that

the last working day for the AAR will be Friday the 19  of December, and
we will return on Monday the 5  of January. 
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 Wishing you all a wonderful festive season and we look forward to
working with you in the new year!

If you have any questions about the AAR, would like more information, or would like to propose a research 
project using AAR data, please contact us. 

Contact us: 
Email: aar@monash.edu

Phone: 1800 811 326 | 03 9903 8267 
Website: https://aaregistry.org.au

Please email us if you wish to unsubscribe from future newsletters

The AAR Team at MRV National
Symposium 2025


