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On February 24, 2015,
we lost Maddie Riewoldt.
A promise was made.
Her fight would become
a loud voice and a vision.
Bone Marrow Failure  
Syndromes affect young  
Australian lives.
We must find a cure.



Maddie Riewoldt’s Vision Annual Report 2019/2020 4 5

Contents

1.  Introduction 4
Chairman’s report  6

A message from our CEO 8

Our legacy 9

Our vision, mission and commitment 10

Our strategic priorities 11

Our first five years 12

2.  Research 28
A message from our Director 31

A trajectory of exceptional progress 32

Funding innovative scientific research 33

Exceptional achievements and outputs 36

Research at a glance 37

Five pillars of research 38

Centre of Research Excellence (CRE)  
Schematic Structure 39

Our projects 41

Scientific Advisory Committee (SAC) 42

Inaugural National Symposium on  
Bone Marrow Failure Syndromes 44

Evolution of our Clinical Trial Programs 47

Our services—telehealth nurse 48

3.  Fundraising 50
Maddie’s Vision Hand Sanitiser 52

Major events 53

Other community fundraisers 2019/2020 61

Tasmanian news and events 62

Community news 2019/2020 65

Acknowledgements and thank you 68

Major donors over five years 69

Our patron and ambassadors 70

Advisors and committees 72

Volunteers 76

4.  Governance 88

Structure and management 91

Organisational governance and structure 92

Our people 94

Reflections from Board Alumni 96

Financial report 101

Auditor’s financial report 109

5.  Looking to The Future 128

Final note 131

How you can help 132

Contact 137

In early 2018, Carman’s moved into their new office space in Huntingdale, Victoria. 
With this move came the  opportunity for Carman’s to support the fantastic work 

of Maddie Riewoldt’s Vision through providing the team office space
 for what is now become our forever home.  Having MRV and the team in the
 office is a  true honor as we get to witness  them  reach some truly amazing 

milestones in finding a treatment for bone marrow failure.

For over 26 years, Carman’s Kitchen has been committed to creating 
delicious breakfast and snacking products, made right here in Australia from the 
most wholesome ingredients.  Founded by Carolyn Creswell, then an  18 year old  

university student, the brand has evolved into Australia’s  number one nutritious 
snacking brand,  but remains true to its core purpose – making real food, with real passion. 
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Family, community and impact.
It is five years since Maddie Riewoldt’s Vision was founded in June 
2015. This milestone is significant not only to our family and the 
legacy we have created for Maddie; it also marks a time to pause 
and to reflect on the impact we are having on all people whose 
lives are devastated by Bone Marrow Failure. We are proud to be 
an organisation with a strong family connection, supported by 
a passionate Australian community. I know you will agree after 
reading this Annual Report that we are achieving a significant, 
life-changing impact. Together with you, we have raised $9.6 
million since we started and immediately propelled these funds 
towards forming a Centre of Research Excellence and 24 medical 
research projects.

Where are we in our aim to change lives? 
I describe the formation of our Centre of Research Excellence 
as a turning point in our ability to support all our research 
projects and create a path to a cure. The State Government 
funding created the ‘cement’ that now binds our building blocks. 
Each research project has formed the foundations that are 
now strengthening our understanding and making advances in 
Bone Marrow Biology. Together with the formation of this and 
Federal Government funding to support clinical trials directly, we 
have created a national collaborative network that is receiving 
international attention. 

Has our work truly benefitted people with 
Bone Marrow Failure, and where does our 
work sit nationally and internationally?
Our board meets regularly throughout the year. It is our role 
to manage the risk, oversee the operations and challenge the 
critical decisions on our trajectory forward towards a cure. We 
are constantly assessing, discussing and needing to approve 

Chairman’s report 
with Nicholas Riewoldt

activities of our organisation. We have obligations to you, our 
donors and to the governing bodies, that allow us to run as a 
charity. More than this, however, we have obligations to the 
community of people affected by Bone Marrow Failure. Our real 
measurement is within the context of making a difference to the 
lives of families and patients who, just like Maddie, have the fight 
of their lives ahead. I meet families and patients who thank us for 
the attention we have given this area of unmet need. They express 
this in gratitude for the development of new technology for 
better diagnosis, that their child goes from on-going, emergency 
hospitalisations, to getting back to school and that new clinical 
trials funded by Government, provide people with another 
chance. A chance that Maddie did not have. In 2015 we set about 
deliberately ensuring we were nationally and internationally 
relevant. We could not do this alone and collaborating with 
passionate, committed organisations and researchers is key. In 
2019-20, we have successfully reached a milestone and an impact 
that is achieving this. Next year, we will participate in our first 
International Clinical Trial and if restrictions lift, we hope to send 
our co-funded, Victorian Cancer Agency (VCA) fellow to America 
to work. It is all of these elements of the strategic journey we 
are on, that translate into meeting all of our responsibilities and 
promises. It is immensely satisfying to know that we are operating 
a good “business” and that it fully supports our path to achieving 
our mission. 

What do I hope for in the future?
In conclusion, I think it is fair to say that the first two years of 
founding Maddie’s Vision were some of the toughest. Our family 
was naturally grieving a huge loss, but it was also difficult to see 
a light at the end of what seemed to be a dark tunnel. While we 
were fundraising and getting to work to build an organisation 
that would seriously do what nobody else had done in medical 
research, the task seemed, at times, to be overwhelming. Bit 
by bit, event by event, contribution by contribution, we edged 
towards one project and another, then even more. When the 

Victorian State Government provided us with a commitment of 
$2.1million in 2018, followed by a Federal Government injection of 
$1million, the possibilities truly became more definitive. Forming 
the Centre of Research Excellence to dissect and understand 
Bone Marrow Biology was a national (and international) first of 
its kind and has underpinned our ability to drill more intently 
into the most cutting-edge areas of research and be where 
we are today. Importantly, the community funds that have 
been contributed to maintain a cash flow have enabled us to 
continue to provide research grants, which is our lifeblood. We 
are indebted to Snowdome Foundation in our formative years 
for the governance framework and guidance they provided. To 
the founders and the board, our family is so appreciative of the 
confidence you provided us with and the ongoing collaboration 
we have maintained with the Bloody Good Dinner and co-funded 
research endeavours.

2019–20 has been a year like no other in Australia and the world. 
We remain filled with deep gratitude for your ongoing support 
of the Vision we have of the future, but also for helping us to 
weather the stormy uncertainty that the Covid-19 virus has 
created for all. It is due to the formative years of our community 
fundraising, the governance of our board and the leadership 
of our executive team, that we have remained strong, despite 
the challenges. I do hope you will join with me and our family in 
celebrating what you have all helped to create and see how you 
have helped changed lives. It would be remiss if I did not ask 
you to continue to join our fight against Bone Marrow Failure. 
The fight is not over yet but after reading our Annual Report, 
I am confident that you will understand that we are putting your 
generosity to meaningful outcomes for people.

Nicholas Riewoldt, Chair, Maddie Riewoldt’s Vision

Introduction
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At the heart and soul of all we do are people. Our purpose is 
to create certainty about survival following a diagnosis of Bone 
Marrow Failure. For every child and their family dealing with 
this diagnosis, Maddie’s Vision provides the hope that improved 
treatments and survival rates will be discovered. We want to 
find the solutions. From the very first good, willing and generous 
people appointed to the board, through to my appointment in 
September 2015 and to now a team of six and so many volunteers, 
we have engaged skilled, passionate individuals, with the specific 
aim to improve lives and you are involved in helping us to do this. 

This year is a year of celebration of achievements. Together with 
our partners featured throughout this publication we are, as a 
result, confident about our future capability and our capacity to 
create new directions. The financial year was positive, but we 
found ourselves really having to reshape and recreate how we 
managed our organisation. Maddie’s Match went online (and 
wow, did people get behind us!), our Ride for Maddie has been 
postponed and our community rallied behind our own branded 
Hand Sanitiser, just to name a few adaptations. Importantly, 
many of our partnerships confirmed their determination to 
continue to support us. Thank you to all the people listed and 
featured in this five-year reflection. Committee members, 
volunteers at events, community and professional sporting clubs, 
patrons, ambassadors, media, scientists, institutions, managers, 
government ministers, our board, our executive, support teams 
and of course, the families we are striving for. 

It is my privilege to be welcomed into the private lives of 
our families. How fortunate I am to be entrusted with these 
relationships and to be so affectionately welcomed into your 
homes. It all started with the Riewoldt family and dear Maddie, 
and I have so much gratitude for your sharing, communication 
and for all the work you do to support us. Telling your stories 

A message from our 
CEO, Nicky Long

is not only an integral educational piece for us and the broader 
audience, it keeps us all truly focussed on the energy and 
momentum required to create models for change and we are on 
track to achieve this. 

Thank you so much for all of your vital work and partnership in 
the last five years. Deepest gratitude for supporting our mission 
of finding a cure. Particularly I convey thanks to our team who 
have not been in the office since March 2020: Maggie, Simonne, 
Lou, Mei Ling, Annabel and Jodie. I know you will all have a 
sense of pride for what you have helped create and your passion 
and commitment is commendable. It has been a tough year for 
our nation, and we wish you and your families strength on the 
road to recovery. 

Nicky Long, CEO, Maddie Riewoldt’s Vision

Maddie Riewoldt was just 26 years old when she 
died of complications of a Bone Marrow Failure 
Syndrome called Aplastic Anaemia. She was 
diagnosed at 21 and for five tough years, she put 
up a brave fight. She spent those years enduring 
a bone marrow transplant and two additional 
stem cell infusions that were not able to reverse 
the Aplastic Anaemia. 

Throughout her life and prior to her diagnosis, 
Maddie was known as a talented sportswoman, 
passionate about soccer, cricket, surf lifesaving 
and the AFL. She was known to be vocal about 
her frustrations with the pathways for talented 
women in sport at the time. 

Maddie was fiercely devoted and loyal to her 
family (and her beloved dog, Oscar) and asked 
them to make her a promise when her fight was 
ending in February 2015. Maddie wanted to ensure 
nobody else went through what she did. Maddie 
Riewoldt's Vision is her legacy. 

Formed in June 2015 by the Riewoldt family, 
Maddie Riewoldt’s Vision aims to raise funds 
to #FightlikeMaddie and find new treatments for 
Bone Marrow Failure. The Vision aims ultimately 
to find a cure for the syndromes that affect 
younger Australians each year. The Vision is a 
voice for all who remain affected by this medically 
challenging diagnosis.

The legacy  
of a determined 
young woman

Introduction
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Our Vision
Our vision is to unlock the mysteries of Bone Marrow Biology 
that lead to a cure for Bone Marrow Failure and related 
conditions (MDS, AML). We aim to lead the globe in creating 
a national collaboration towards a cure for Bone Marrow 
Failure Syndromes (BMFS). 

In 2018, with assistance from Victorian State Government 
funding, we established the world’s first Centre of Research 
Excellence in Bone Marrow Biology (CRE). The CRE is the ‘brains 
trust’ in Bone Marrow Biology, a virtual centre that provides 
a centralised contact point for existing researchers, future 
researchers, commercial entities and community groups. 
The establishment of the CRE in Bone Marrow Biology provides 
Maddie Riewoldt’s Vision with the capacity to incorporate 
additional projects, to complete the critical mass of research 
and complementary projects, to provide both additional 
infrastructure and the co-ordination of BMFS research required 
to find a cure for this disease.

Our Mission
Our mission is to find a cure for Bone Marrow Failure Syndromes 
(BMFS). Founded in June 2015 by the Riewoldt family, the aim is to 
understand more about BMFS through medical research. Current 
therapies are not well tolerated and today’s BMFS patients and 
their families face a narrow range of treatment options that are 
very disruptive to daily life.

Our organisation was founded in collaboration with the 
Snowdome Foundation (a not-for-profit that funds research 
into new treatments for blood cancers). Maddie’s Vision and 
Snowdome now operate as separate entities, but we still work in 
close partnership on a number of research projects and events 
such as The Bloody Good Dinner. Maddie’s Vision will be eternally 

Our vision, mission 
and commitment

grateful for the founding work and governance framework 
that Snowdome provided in our formative years.

To achieve better outcomes and to ultimately find a cure 
for BMFS, we work with our highly reputable Scientific 
Advisory Committee to continue to develop a national 
medical research strategy. The Committee’s aim is to fund 
both the research projects and talented people, who we 
believe will discover the important breakthroughs in this 
area of medicine that are so urgently needed. Since its 
inception in 2015, Maddie’s Vision has raised over $9.5 
million in committed funds and, as of June 2020, over 
$8.8 million has already been allocated to supporting 24 
medical research projects in partnership with medical 
research institutes, hospitals and universities across 
Australia. Each year, we will look for and continue to 
support the projects we believe will lead 
to breakthroughs.

Our Commitment
Throughout everything we do, we are committed to:

 •  The governance and support of the National Centre 
of Research Excellence in Bone Marrow Biology.

 •  Funding and supporting cutting edge and relevant 
medical research.

 •  The development of collaborative, accessible 
information systems.

 •  Fixed term financial support for young researchers 
through Fellowship positions and Grant in Aid 
support.

 •  National collaboration via a diagnosis registry and 
the establishment of a Biobank to collect and store 
tissue samples.

Priority 1: Funding and Operation
Build a sustainable funding and operational base.

Priority 2: Research
Develop a national research strategy with the support of an independent 
Scientific Advisory Committee and Centre of Research Excellence Executive. 
The aim is to support the provision of funds for research into Bone Marrow Biology 
and Bone Marrow Failure research within the ‘five pillars of research’. 

Priority 3: Partnerships
Develop and nurture long term partnerships with businesses and communities.

Priority 4: Reputation and Profile
Build a credible and professional national profile within not-for-profit fundraising 
and supporting impactful medical research.

Our strategic 
priorities

Introduction
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Our first  
five years
2015

Inaugural AFL  
Maddie’s Match 
St Kilda v Richmond

Maddie’s Vision Board 
established in partnership 
with Snowdome Foundation 

Financial support awarded 
to the Australian Aplastic 
Anaemia Registry

TasTAFE Drysdale  
Student Lunch

2016
Inaugural Mercedes Benz 
Brighton Ladies Lunch 

First collaboration 
promotion with Converse X 
Maddie’s Vision shoes 

Telstra Business Awards— 
Winner of the Inaugural 
State and National 
Charity of the Year, 
in collaboration with 
Snowdome Foundation 

Dr Wayne Crismani— 
first Fellowship for research 
entitled Towards target 
treatment for Fanconi 
Anaemia 

Introduction
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2017
Maddie’s Month #1 in 
partnership with Flavorite 
and Coles Supermarkets

Inaugural Maddie’s Shield 
in partnership with the 
Prahran Cricket Club, 
December 2016 #1

Dr Lynette Chee—Grant 
in Aid —Identification 
of miRNA biomarkers 
predictive of clinical 
outcomes in AA/MDS

Inaugural Bloody Good 
Dinner in collaboration with 
Snowdome Foundation 

Art of Football 2017 Maddie’s Match #2 TasTAFE Drysdale Dinner

Introduction

Mercedes Benz Brighton 
Ladies Lunch #2

Dr Wayne Crismani— 
Grant in Aid—Towards 
targeted treatments for 
Fanconi Anaemia 
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2018
ALI partnership

Dr Yih-Chih Chan  
Flavorite Fellowship— 
Genome editing of 
haematopoietic stem 
and progenitor cells to 
uncover novel therapeutics 
for Aplastic Anaemia 
and other Bone Marrow 
Failure Syndromes

Maddie’s Month #2 in 
partnership with Flavorite 
and Coles Supermarkets

Converse collaboration #2 

Establishment of the 
Alex Gadomski Fellowship 
in Tasmania with the 
support of Sportsman’s 
Lunch, Live Life Gala Ball 
and Tasmanian State 
Government

Maddie’s Shield #2 in 
partnership with the 
Prahran Cricket Club

Mercedes Benz Brighton 
Ladies Lunch #3

Clifton Springs Golf Club—
Day on the Purple #1
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Converse collaboration #3 Bloody Good Dinner #2 
in collaboration with 
Snowdome Foundation

Federal Government 
Medical Research Future 
Fund Grant announcement 
at Maddie’s Match #3

Victorian State 
Government Grant to 
establish Centre of 
Research Excellence in 
Bone Marrow Biology

Irvine Club Lunch Maddie’s Match #3 

Dr Piers Blombery— 
Grant in Aid—Predicting 
malignant transformation 
of Bone Marrow 
Failure Syndromes 
using longitudinal 
targeted sequencing  
of peripheral blood and  
cell-free DNA (cfDNA)

Dr Paul Yeh and  
Professor Mark Dawson—
Grant in Aid—Influences 
of clonal haematopoiesis 
in allogeneic bone marrow 
transplantation

Dr Amee George—Grant 
in Aid—Identifying 
therapeutics which 
can be repurposed 
for the treatment of 
Myelodysplastic Syndromes 
and other Bone Marrow 
Failure Disorders

Dr Lucy Fox—Doctoral 
Degree Fellowship— 
Bone Marrow Failure 
Syndromes in Australia: 
improving diagnosis to 
inform strategies for better 
care and outcomes

Jane's Army Our new home courtesy  
of Carman's Kitchen

Professor Andrew 
Elefanty—Grant in Aid—
Using induced pluripotent 
stem cells to find causes 
and cures for bone marrow 
failure in children and 
young adults

Maddie’s Month #3 in 
partnership with Flavorite 
and Coles Supermarkets
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2019
Maddie’s Shield #3 in 
partnership with Prahran 
Cricket Club 

Big Bash League 
Melbourne Renegades v 
Melbourne Stars 

Gunn Family Women in 
Haematology Fellowship 
in partnership with 
Snowdome awarded to 
Dr Belinda Guo—Novel 
blood biomarkers for 
predicting bone marrow 
failure in Myeloproliferative 
neoplasms

Bloody Good Dinner #3 
in collaboration with 
Snowdome Foundation

Fairhaven Homes  
House and Land Sale

Inaugural National Bone 
Marrow Failure Syndromes 
Symposium

Awarding of Federal 
Government Telehealth 
Nurse Grant, coordinated 
by the Centre for 
Community Driven 
Research

Professor Graham 
Lieschke—Grant in Aid—
Discovering new genes 
and mutations that cause 
failure of bone marrow 
neutrophil production

Co-funded Victorian 
Cancer Agency 
International Travelling 
Fellowship awarded to  
Dr Ashvind Prabahran—
Novel immunological 
assessment of Aplastic 
Anaemia and post 
transplant Graft 
Dysfunction for the 
purposes of targeted 
therapeutic intervention

Maddie’s Match #4 Deakin University 
Melbourne Boomers

Clifton Springs Golf Club— 
Day on the Purple #2 
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Maddie’s Month #4 in 
partnership with Flavorite 
and Coles

TasTAFE Drysdale Purple 
Party Fundraiser

Alex Gadomski 
Fellowship awarded 
to Dr Kirsten Fairfax—
Functional Interrogation 
of Loci associated 
with the Regulation of 
Haematopoiesis

Associate Professor Tracy 
Bryan—Grant in Aid—
Establishing an in vivo 
humanized mouse model 
for telomere related Bone 
Marrow Failure Syndromes

Dr Rachel Koldej—Grant in 
Aid—Microenvironmental 
determinants of Aplastic 
Anaemia progression  
to MDS/AML

Mercedes Benz Brighton 
Purple Ladies Lunch #4

2020
Big Bash League 
Melbourne Renegades  
v Melbourne Stars

Dr Parvathy Venugopal— 
Fellowship—Modelling 
consequences of cell 
abundance, heterogeneity 
and origin for autologous 
cell therapy in genetic 
Bone Marrow Failure 
Syndromes

Clifton Springs Golf Club—
Day on the Purple #3

Alex Gadomski Fellowship 
Live Life Gala Ball #2

Maddie’s Vision achieves 
own DGR1 Status and 
operates as own entity 
separate to Snowdome 
Foundation
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The EMBRACE Trial—The 
Evaluating Multidisciplinary 
Bone maRrow fAilure 
CarE trial – a prospective 
observational clinical trial 
offering comprehensive 
diagnostic genomic 
evaluation, multidisciplinary 
case review and 
multidisciplinary clinical 
care. Principal Investigators 
Dr Lucy Fox and Dr Piers 
Blombery

Maddie’s Shield #4 in 
partnership with Prahran 
Cricket Club 

Federal Government 
Medical Research 
Future Fund Emerging 
Priorities and Consumer 
Driven Research Grant 
announcement at Maddie’s 
Match #5

The RESELECT Trial—
REscuing bone marrow 
function in patients 
with relapsed acquired 
aplaStic anaEmia and/
or bone marrow failure 
post aLlogeneic stEm Cell 
Transplantation. Principal 
Investigator Professor 
David Ritchie

Maddie’s Match #5 

Alex Gadomski PhD 
Scholarship established, 
co-funded with the 
University of Tasmania 
– this higher research 
degree position is in current 
recruitment

Introduction
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Top left: Celebrity cricketers at Maddie's Shield #4 along with Fiona Riewoldt. 
Top right: Nicky Long (CEO), Nick Riewoldt and the Federal Minister for Health 
The Hon. Greg Hunt MP. Below left: Matt Finnis (CEO StKFC), Josh Bruce, Elliot 
Vanderland, Nick Riewoldt, The Hon. Jill Hennessy MP and Nicky Long (CEO).
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The Maddie Riewoldt’s 
Vision Centre of 
Research Excellence 
in Bone Marrow 
Biology The Maddie Riewoldt’s Vision Centre of Research Excellence 

(CRE) in Bone Marrow Biology has been a remarkable initiative to 
both be part of and to see flourish over its first two years. It is a 
testament to what can be achieved when smart and individually 
dedicated researchers can be brought together around a 
common purpose, then provided with the logistic and peer 
support necessary to see their collective vision come to life. The 
support from the Victorian State Government for the CRE, and 
the subsequent support from the Federal Government for large 
projects within the CRE, are a quintessential demonstration of 
smart investment into high quality medical research in an area 
of startling unmet need. It is my most heartfelt view that the 
precise, strategic and highly accountable practices of MRV that 
have been in place since its inception, has laid the foundation 
and organisational culture that results is a high rate of research 
output for dollar spent. That success can only breed further 
success. That culture of intellectual clarity and striving for better 
outcomes for patients with Bone Marrow Failure Syndromes 
(BMFS) has attracted the trust and attention of patients, families, 
donors and government. 

As is outlined in the pages that follow, any reader will draw the 
same conclusion as me. The trust shown by the community to 
Maddie’s Vision and its Centre of Research Excellence (CRE) has 
been well placed. The individual projects and fellowships have 
continued to grow exponentially. The research presentations 
and publications are remarkable for their quality. The role of the 
CRE in organising and bringing scientific and family-oriented 
symposia to life has been truly commendable in the highest 
of terms. 

All of these things would be individually sufficient to mark the 
second year of the CRE as an unequivocal success. However, as 
the Director of the CRE, what I have seen that fills my heart with 
the greatest pride is observing the conversations that would 

not have been possible without the existence of the Maddie’s 
Vision CRE. The conversation between two Maddie’s Vision 
grant holders, one young, one less so, who would have not met 
without the help of Maddie’s Vision, but who have now struck 
up a collaboration for a new grant application. The conversation 
between clinicians and laboratory scientists who have, 
sometimes for years, worked on different aspects of the same 
problem, but who now can work together. The conversations 
between international experts in their field and the young 
researchers who have read their research can now meet and 
be inspired in the Maddie’s Vision symposia and discuss their 
ideas one on one. The conversations between a grieving family 
and CRE researchers who are given the precious opportunity to 
understand what difference their research can really make. 

These conversations are critical both because they are good in 
their own right and because of where they can take us. Those 
conversations have taken us to new ways of approaching the 
very idea of BMFS. They have taken us to a greater community 
understanding of the diagnoses and hope in the possibilities for 
cure. They have taken us to the ability to develop and offer new 
treatments incorporating genomics, immunology, clinical trials, 
novel drugs and better data. Those conversations have brought 
us closer to where we need to be, closer to Maddie’s Vision.

Professor David Ritchie, Director, Maddie Riewoldt’s Vision

A message from 
our Director

Research

Developing Bone Marrow Expertise
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A trajectory of 
exceptional progress

The Centre of Research 
Excellence in Bone Marrow 
Biology
On 19th April 2018, the Victorian State 
Government announced a generous $2.1M 
would be provided to Maddie Riewoldt’s 
Vision (Maddie’s Vision), to establish the 
Centre of Research Excellence in Bone 
Marrow Biology.

Centres of Research Excellence (CRE) 
are universally recognised as the best 
model for managing rare, complex and 
multifactorial diseases, functioning 
as a hub of expertise, promoting the 
collaboration of high quality, highly 
focused researchers towards a common 
goal. The Maddie’s Vision CRE in Bone 
Marrow Biology is a virtual centre that 
constitutes the ‘front of house’ for 
the research consortium, providing a 
centralised contact point for existing 
researchers, future researchers, 
commercial entities and community 
groups. The CRE’s goals are to provide 
a critical synchronisation of current 
and future research opportunities, and 
to amplify and accelerate research 
outcomes. Significantly, the Maddie’s 
Vision CRE in Bone Marrow Biology’s 
reach is not only nationwide, supporting 
projects in six different Australian 

states and territories, but expanding 
internationally, with three current 
projects possessing an international 
collaboration and connection.

The CRE structure includes Director, 
Professor David Ritchie, Head Bone 
Marrow Transplantation and Deputy 
Director Clinical Haematology at 
The Royal Melbourne Hospital/Peter 
MacCallum Cancer Centre; Director 
of Operations Dr Simonne Neil; and 
Projects Administrator Lou Johns. 
The CRE Executive is comprised of 
the principal researchers of the 24 
projects Maddie’s Vision is currently 
supporting or has previously supported. 
All projects sit within the CRE research 
portfolio and include Grants in Aid, 
Fellowships, a clinical registry and a 
growing clinical trial portfolio. The hive 
of activity occurring within the CRE 
is generating significant momentum, 
forging collaborations and developing 
infrastructure. 

CRE Executive meetings occur every six 
months, providing opportunity to discuss 
strategic research direction, promote 
talent identification and forge national 
and international collaborations under 
the umbrella of the CRE. Importantly 
assembling Australia’s incredible wealth 

of Bone Marrow Failure scientific and 
clinical knowledge around a single table 
promotes the development of new ideas 
and projects that would not have been 
possible in isolation. Subcommittees 
have been formed within the CRE 
Executive to pursue and to progress 
prioritised areas of unmet need; the 
Australian Marrow Failure Biobank 
Subcommittee was formed in May 2019 
and the Gene and Cellular Therapy 
Subcommittee in May 2020.

Our commitment 
to funding innovative 
scientific research

1. 
The Evaluating Multidisciplinary Bone maRrow fAilure CarE 
(EMBRACE) trial. 

The EMBRACE trial is a prospective observational clinical trial 
being undertaken by the combined Clinical Haematology 
Department at the Peter MacCallum Cancer Centre and The 
Royal Melbourne Hospital. The trial is open to patients of all 
ages and offers molecularly-guided individualised care to 
patients and families with either a suspected Bone Marrow 
Failure Syndrome (BMFS) or an inherited predisposition to these 
conditions. The study also provides expert management advice 
to clinicians referring patients with these conditions. Patients 
enrolled on the trial undergo molecular genetic testing for 
approximately 90 known current genes responsible for inherited 
BMFS and predisposition to haematological malignancy. Prior 
to the availability of genomic testing, establishing an accurate 
diagnosis was extraordinarily complicated and only achieved 
in a proportion of cases. The development of the EMBRACE 
trial reflects a response to the heartbreaking stories of the 
‘diagnostic odyssey’ (the time taken from the onset of symptoms 
to the receiving of a definitive diagnosis) that many families 
with these conditions have been on. Access to genomic testing 
has revolutionised the ability to provide an accurate diagnosis 
in a matter of weeks. The EMBRACE trial will ensure positive 
and lasting impact to Australian patients by providing a co-
ordinated and efficient approach to case identification, diagnosis, 
multidisciplinary management as well as genetic counselling and 
management to affected families.

During the 2019-2020 financial year, funding has been 
committed to eight new projects:

2. 
Dr Parvathy Venugopal, from the Centre for Cancer Biology at 
the University of South Australia, is the successful 2019 Maddie’s 
Vision Fellowship recipient. Dr Venugopal’s project is entitled 
Modelling Consequences of Cell Abundance, Heterogeneity 
and Origin for Autologous Cell Therapy in Genetic Bone 
Marrow Failure Syndromes. 

Revertant somatic mosaicism describes the spontaneous 
correction of a previously present genetic mutation and 
therefore reversion of a previously present clinical condition. 
When this occurs in blood precursor cells it can lead to the 
self-correction of Bone Marrow Failure and therefore represents 
a form of ‘natural gene therapy’. Dr Parvathy is investigating 
the occurrence of these events in patient-derived cells to 
assess strategies that will allow for selection of these cells 
in vitro (in the test tube or culture dish) and therefore their 
potential application in the treatment of BMFS. To gain a deeper 
understanding of this mechanism, further testing will be carried 
out in vivo, in a genetically modified mouse line. Dr Venugopal’s 
important work will provide an increased understanding of the 
optimal conditions required to restore and maintain normal 
haematopoiesis (blood cell formation) in BMFS patients.

Research
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3. 
Professor Tracy Bryan has been awarded a 2019 Grant In Aid for 
her work entitled Establishing an in vivo humanised mouse 
model for telomere related Bone Marrow Failure Syndromes. 

Professor Bryan, from the Children’s Medical Research Institute 
in Sydney, is a telomere expert. Telomeres are repeated 
DNA sequences capping the ends of chromosomes that 
progressively shorten as a normal part of the ageing process. 
Telomere Biology Disorders (TBDs) are a group of rare inherited 
diseases characterised by the presence of very short telomeres. 
The presence of short telomeres leads to an abnormally 
rapid rate of cell damage that can lead to a range of medical 
complications including progressive Bone Marrow Failure. 
Professor Bryan’s work will establish an in vivo ‘humanised 
mouse’ model to analyse genes and regions of genes that may 
be responsible for telomere related BMFS. Excitingly, novel 
gene editing tools will also be utilised to develop a testing 
strategy platform for potential gene therapy cures for patients 
with telomere-related BMFS.

4. 
Dr Rachel Koldej from the ACRF Translational Research 
Laboratory has been awarded a 2019 Grant In Aid for her 
work entitled Microenvironmental determinants of Aplastic 
Anaemia progression to Myelodysplastic Syndromes (MSD) 
and Acute Myeloid Leukaemia (AML). Dr Koldej is using 
Nanostring Digital Spatial Profiling, an innovative and novel 
technology, to interrogate why some patients with Aplastic 
Anaemia subsequently develop blood cancer. Devastatingly, 
approximately 15% of patients with Aplastic Anaemia (AA) 
subsequently develop the haematological malignancies (blood 
cancers) of either MDS or AML. Whilst genetic mutations are 
able to be detected in approximately 45% of patients with AA, 
their presence does not necessarily correlate with the onset 
of these conditions, suggesting that the microenvironment of 
the bone marrow plays a contributing role. The Nanostring 
DSP allows simultaneous study of both the gene expression 
and the structural and spatial characteristics of the diseased 
bone marrow. Dr Koldej’s work will identify biomarkers 
(predictors) of disease progression, improving methods of 
patient monitoring, identifying patients at risk and identifying 
potential targets for new therapies.

In Grant Round 2 2019, a further two 
projects secured GIA funding support:

5. 
Dr Piers Blombery, for his project entitled Using whole genome 
sequence analysis to find answers for unsolved cases of 
inherited Bone Marrow Failure Syndromes. 

Dr Blombery, a molecular haematopathology expert from Peter 
MacCallum Cancer Centre, is determined to solve ‘missing 
heritability’ in inherited BMFS, a term that describes an inability 
to find the genetic variations that cause a disease. Dr Blombery’s 
work will involve unravelling the entire genetic information 
stored in the DNA of not only a patient, but in the patient’s 
parents too. This ‘trio analysis’ will provide enormous insight 
into the contribution of all the proteins in DNA – both the coding 
proteins and the non-coding proteins and likely discover new 
genes that are responsible for inherited BMFS.

6.
Associate Professor Stephen Ting is a Principal Investigator of the 
DIAAMOND Trial, a Federal Government MRFF- supported clinical 
trial, investigating the treatment of Avatrombopag, a new therapy 
for Aplastic Anaemia that stimulates a receptor to produce more 
blood cells. Associate Professor Ting’s GIA Grant will be utilised 
for the Curation of the DIAAMOND-based Aplastic Anaemia 
Biobank and with consent of patients, will allow for samples 
of both peripheral blood and bone marrow to be biobanked 
for future research purposes. New treatment discovery and 
ultimately cures are contingent on ideas and discovery and 
this requires access to research samples for both national and 
international co-ordinated efforts.

Furthermore, the awarding of Federal 
Government MRFF funds from the Emerging 
Priorities and Consumer Driven Research 
Initiative to Maddie’s Vision, has provided 
resources for increased clinical trial 
capacity building and commitment to the 
opening of an interventional trial: 

7. 
The RESELECT Trial: REscuing bone marrow function in 
patients with relapsed acquired aplaStic anaEmia and/or bone 
marrow failure post aLlogeneic stEm Cell Transplantation. This 
will provide patients with the high risk BMFS of relapsed Aplastic 
Anaemia and Bone Marrow Failure after transplantation, known 
as Poor Graft Function (PGF), with immediate access to novel 
therapies, whilst simultaneously developing a platform for the 
delivery of a pipeline of innovative treatments, including cutting 
edge cellular and gene therapies for subsequent patient cohorts. 
The trial will be open for recruitment in mid-late 2020 at three 
quaternary bone marrow transplant hospitals across Australia 
– the combined Clinical Haematology of Peter MacCallum 
Cancer Centre, the Royal Melbourne Hospital, the Fiona Stanley 
Hospital in Perth and St Vincent’s Hospital in Sydney. This is 
the first clinical trial in Australia for patients with PGF and is an 
opportunity to make significant impact on the lives of Australian 
patients and families affected with high risk BMFS.

Research

8. 
The eighth project to receive funding commitment is the Alex 
Gadomski PhD Scholarship, a co-funded a 3½ year position 
with Menzies Institute of Medical Research and the University 
of Tasmania. The successful PhD will investigate the molecular 
drivers of Bone Marrow Failure, with the aim of using this insight 
in the development of novel therapies, building capacity in the 
Menzies laboratory in work that is already underway via the Alex 
Gadomski Fellowship.
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Exceptional 
achievements 
and outputs

The CRE has achieved significant outputs since inception, 
including hosting Australia’s first ever National Symposium on 
Bone Marrow Failure Syndromes (May 2019). This remarkable 
event, held over two days at the Victorian Comprehensive 
Cancer Centre, brought together the most talented, innovative 
and exceptional minds across clinical and research aspects 
of BMFS from all over Australia and New Zealand. It was 
exceptional to see 180 attendees comprising clinicians, 
scientists, allied health professionals, patients and family 
members, and featured two extraordinary international guest 
speakers, Dr Akiko Shimamura, Professor of Paediatrics Harvard 
Medical School and Director BMF program Dana Farber/Boston 
Children’s Cancer and Blood Disorder Centre and Dr Austin 
Kulasekararaj from the King’s College Hospital, NHS Foundation 
Trust, London (read the full report on page 44).

Further outputs have encompassed the delivery of 59 
scientific presentations – 46 oral presentations and 13 poster/
abstracts. Presentations have occurred both domestically 
and internationally, including at Australia’s most prestigious 
haematological conference Blood, and the pre-eminent 
international conferences of the American Society of 
Haematology (ASH) and the European Haematology Association 
(EHA).

A total of 17 significant scientific manuscripts have been 
published in peer-reviewed journals by the CRE’s principal 
researchers. Seven publications have occurred in journals 
with an impact factor > 10, including Nature, Nature Medicine, 
Cancer Cell, Molecular Cell, Trends in Genetics and Nature 
Communications.

Funding has been leveraged by both Maddie’s Vision and 
principal grantees to a total of $4,751,969.57 from philanthropic 
and governmental sources, including in the last financial year 
the exceptional awarding of an NHMRC 2019 Ideas Grant to Dr 
Yih-Chih Chan and an NHMRC Investigator Grant MRFF Priority 
Round 2020 to Dr Paul Yeh.

Maddie’s Vision is extraordinarily grateful to the State 
Government for its ongoing support and looks forward to 
continuing to build on the wonderful momentum created within 
the Centre of Research Excellence, propelling efforts towards 
the ultimate goal of new treatments and ultimately cures.

Research at a glance
 “It is rather extraordinary to consider 
the achievements and capacity 
that has been built nationally in 
BMFS research by Maddie’s Vision. 
From humble beginnings and the 
awarding of our first grant to the 
Aplastic Anaemia Registry in 2015, 
the CRE is now providing a strategic 
environment that is galvanising 
researchers and clinicians across 
the country, forging alliances 
and collaborative opportunities 
internationally. There is no doubt 
that the generous State Government 
funds awarded to establish the 
CRE were a pivotal moment in the 
evolution of Maddie’s Vision. A 
facility to employ critical positions 
that underpin the operations 
and administration support of all 
projects, our Director of Operations 
Dr Simonne Neil in September 2018 
and our Projects Administrator Lou 
Johns in April 2019. Together with 
deliberate fundraising, has enabled 
exponential growth to the research 
portfolio. The momentum stimulated 
by the CRE continues to swell and the 
future of BMFS research in Australia 
is bright”. 

Professor David Ritchie

Commitment to funding eight new projects in 2019/20 FY

significant scientific manuscripts—seven with an impact factor > 10

scientific presentations—49 oral and 13 poster/abstracts

projects committed since 2015

17
62
24

8

awarded

$8,808,035

Research

Since inception:
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Five pillars of  
research

Comprehensive clinical data and sample collection 
on current and newly diagnosed patients with 
Bone Marrow Failure.

Genomic, epigenomic and proteomic control of 
the Haematopoietic Stem Cell (HSC) survival, growth 
and differentiation.

The components and control of the HSC niche 
(Microenvironment) within the bone marrow.

Abnormalities of Immune Function.

Monitoring and predictors (Biomarkers) of prognosis, 
response to treatment and disease evolution.

1.
2.
3.
4.
5.

CRE schematic 
structure

Research
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CRE Executive
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Where are our 
projects?
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Scientific Advisory 
Committee (SAC)

Associate Professor 
Andy Moore 
Committee Member 
2019–Present 

Dr Duncan Purtill 
Committee Member 
2020–Present

Professor David Ritchie 
Chair  
2015-Present

Professor David Haylock 
Committee Member 
2016–Present

Associate Professor 
Rachel Conyers 
Deputy Chair/
Committee Member 
2016–Present

Associate Professor 
Steven Lane 
Committee Member 
2019–Present 

Associate Professor 
Ingrid Winkler 
Committee Member 
2019–Present

The evolution of the Scientific Advisory 
Committee 
Within a few months of Maddie’s Vision’s inception in 2015, 
a Grants Committee was established to oversee the process 
of awarding funds to suitable projects. Chaired by Professor 
David Ritchie, a dedicated group of exceptional and prominent 
clinicians and researchers unified to deliberate grant applications 
to ensure that successful applicants and projects aligned with the 
Maddie’s Vision Five Pillars of Research.

In early 2019 and as a result of the significant momentum 
harnessed by the establishment of the Centre of Research 
Excellence in Bone Marrow Biology, it became evident that the 
remit of the original Grants Committee was rapidly expanding. 
The scope had broadened to include matters that covered 
all aspects of Bone Marrow Biology and the active targeting, 
identification and pursuit of grant opportunities. The committee 
was aptly renamed the Scientific Advisory Committee.

In the last financial year, rotation within the membership has 
occurred. We have recently warmly welcomed Dr Duncan Purtill, 
clinical and laboratory haematologist at Fiona Stanley Hospital 
in Perth, Western Australia. We have sadly farewelled two 
outstanding members – Professor Suzanne Crowe and Professor 
Hatem Salem AM. Professor Crowe, a clinician and scientist 
affiliated with the Burnet Institute for over three decades, 
brought an exceptional standard of wisdom, professional rigour 
and intelligence to each and every discussion and deliberation. 
Professor Hatem Salem, a clinical haematologist, provided 
outstanding guidance and insight. We are sincerely appreciative 
of the incredible contribution and generous service both 
Professor Crowe and Professor Salem provided during a period 
of substantial growth in research activity.

The current nationwide and wholly volunteer committee is 
comprised of Professor David Ritchie (Chair), Professor David 
Haylock (previously CSIRO), Associate Professor Steven Lane 
(QIMR), Dr Rachel Conyers (The Royal Children’s Hospital 

Melbourne), Associate Professor Ingrid Winkler (Mater) and 
Associate Professor Andy Moore (Children’s Health Queensland), 
and Dr Duncan Purtill. The committee meets approximately 
six times per year, and willingly volunteer many further hours 
determining the scope and timing of granting rounds, reviewing 
grant applications, monitoring active grants, providing strategic 
and scientific direction to the CRE and evaluating and advising in 
regard to grant opportunities. 

Maddie’s Vision is extraordinarily fortunate to benefit from 
the collective wisdom, counsel and instruction of the SAC, 
and we wholeheartedly thank each member for their ongoing 
involvement and dedication.

A special thank you
The Scientific Advisory Committee extends heartfelt thanks to 
Ms Delaine Smith, CEO Australasian Leukaemia and Lymphoma 
Group, who agreed to provide assistance as an external expert 
in the review and appointment of the Australian Marrow 
Failure Biobank homebase laboratory facility. We are extremely 
appreciative of Delaine’s time and contribution.

Research

Past SAC Members Position Dates

Professor Hatem Salem Committee Member 2018–2020

Professor Suzanne Crowe Committee Member 2015–2020
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Inaugural National 
Symposium on Bone 
Marrow Failure 
Syndromes 

An extraordinary event took place over 24 to 26 May 2019 – 
Australia’s first ever Bone Marrow Failure Syndrome Symposium. 
Proudly hosted by our Centre of Research Excellence, the 
Symposium brought together 180 national and international 
delegates comprising adult and paediatric haematologists and 
clinicians, research scientists and technicians, Victorian State 
Government members, patients and their families, nurses, 
genetic counsellors, pharmaceutical representatives and not-
for-profit colleagues.

Our inaugural Symposium featured two 
exceptional international guest speakers, 
Professor Akiko Shimamura and Dr Austin 
Kulasekararaj.
Dr Akiko Shimamura is a Professor of Paediatrics at Harvard 
Medical School and Director of the Bone Marrow Failure and 
MDS Program at the Dana Farber/Boston Children’s Cancer and 
Blood Disorders Centre. Her research spans laboratory and 
clinical studies to improve diagnosis and treatment of Bone 
Marrow Failure and predisposition to myeloid malignancies. 
Dr Shimamura founded and directs the North American 
Shwachman Diamond Syndrome Registry. She serves on the 
Executive Committee of the North American Paediatric Aplastic 
Anaemia Consortium (NAPAAC), a working group of over 
30 paediatric haematology centres. Her work has led to the 

identification of genetic causes of Bone Marrow Failure and 
leukemia predisposition. Her studies have informed evidence-
based integration of genomic testing into diagnostic algorithms 
for these disorders.

Dr Austin Kulasekararaj is a Consultant Haematologist working 
at King’s College Hospital, London, under the myeloid, 
allogeneic transplant and Bone Marrow Failure services. 
He also leads the King’s National Paroxysmal Nocturnal 
Haemoglobinuria (PNH) service. Dr Kulasekararaj’s special 
interest is acquired Bone Marrow Failure Syndromes – Aplastic 
Anaemia, PNH and myelodysplastic syndrome. His research 
interest is in molecular pathogenesis of myelodysplastic 
syndromes (MDS), especially the role of TP53 and other somatic 
mutations. He has contributed to key publications in the field of 
molecular and immunological aspects of Bone Marrow Failures, 
especially MDS.

Dr Kulasekararaj visited Melbourne as an Expert-In-Residence of 
Melbourne Genomics Health Alliance.

Scientific Content
The two-day event delivered 22 scientific presentations, including 
dedicated case study discussions that incorporated all aspects 
of both acquired and congenital Bone Marrow Failure Syndromes. 
Professor David Ritchie, Director of the CRE in Bone Marrow 
Biology, chaired the opening session and welcomed the ground-
breaking gathering of Bone Marrow Failure expertise into a single 
room. Professor Ritchie provided detail of the CRE’s strategic 
objectives and emphasised the overarching goal to provide 
a critical synchronisation of all current and future research 
opportunities and to accelerate and amplify research outcomes.

Professor Shimamura delivered three outstanding lectures 
focused on inherited BMFS: Bone Marrow Failure – progress 
and challenges, Bone Marrow Failure and MDS, and Challenges 
for clinical research on rare diseases (including the Metformin 
Study for FA and the North American Paediatric Aplastic 
Anaemia Consortium). Professor Shimamura emphasised the 
importance of registries and consortia to facilitate the collection 

Opening Night
The symposium was officially opened on the Friday evening by 
Parliamentary Secretary for Medical Research, Mr Frank McGuire 
MP, at an elegant and intimate event at Crown Hotel. Dr Lucy 
Fox was the master of ceremonies for the welcome program and 
guests were treated to an exceptional ‘Meet the Expert’ panel 
with our international guests, compered by Dr Piers Blombery. 
Dr Blombery asked a series of questions that prompted 
wonderful insight, a little humour, and remarkable wisdom from 
our international guests, despite having landed in Australia 
only hours earlier. The evening was closed by Ms Georgie 
Crozier MLC, Shadow Minister for Health, Shadow Minister for 
Ambulance Services and Deputy Leader of the Opposition in the 
Council.

Research

From left: Professor Akiko Shimamura, Dr Piers Blombery and Dr Austin Kulasekararaj at the official opening welcome event.
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and curation of patient clinical data and research specimens. 
She also stressed the necessity to forge partnerships and 
nurture both national and international collaborations in the 
context of rare disease, warmly encouraging the involvement of 
Australian sites in international clinical trials.

Dr Kulasekararaj presented two impressive lectures 
concentrating on acquired BMFS: Clinical aspects of Idiopathic 
Aplastic Anaemia – pathophysiology, current diagnostic 
strategies, prognostic indicators and treatments and 
Paroxysmal Nocturnal Haemoglobinuria clones in BMF 
patients, and recent developments including ravulizumab. 
Dr Kulasekararaj also enthralled the audience with an excited 
report of his first ever visit to the Melbourne Cricket Ground and 
AFL game the previous night (enormous thanks to Joe Riewoldt 
for organising and hosting) and even managed to feature the 
persistent MCG seagulls in his presentation – surely a world first! 

At Maddie’s Match #5 on 27 June 2020, The Hon. Mr Greg 
Hunt, Minister for Health, announced the awarding of a $1.02 
million Medical Research Future Fund Emerging Priorities and 
Consumer Driven Research Grant to Maddie’s Vision, to establish 
an interventional clinical trial for high risk Bone Marrow Failure 
Syndrome (BMFS) patients. 

Entitled the RESELECT Trial—REscuing bone marrow function 
in patients with relapsed acquired aplaStic anaEmia 
and/or bone marrow failure post aLlogeneic stEm Cell 
Transplantation, the funding will provide increased clinical trial 
capacity building and improving clinical outcomes through the 
strategic application of novel therapies.

In all forms of BMFS there is considerable unmet need for safer 
and more durable therapies. These will only be realised via 
the support of co-ordinated, carefully designed interventional 
trials, in co-operation with national and international colleagues 
and institutions. The RESELECT trial is a multi-site, multi-state 
and international clinical trials network, initially opening at 
three quaternary hospitals nationwide – the combined Clinical 
Haematology Department of The Royal Melbourne Hospital, 
the Peter MacCallum Cancer Centre in Melbourne, St Vincent’s 
Hospital in Sydney and the Fiona Stanley Hospital in Perth. 
The RESELECT trial will provide patients immediate access to 
novel therapies, whilst simultaneously developing a platform 
for the delivery of a pipeline of innovative treatments, including 
cutting edge cellular and gene therapies, for subsequent patient 
cohorts. The trial will advance the understanding of the biology 
of relapsed Aplastic Anaemia and Bone Marrow Failure after 

transplant, in order to design treatment strategies rationally to 
improve blood cell formation in both conditions. The expected 
outcome is improvement in both quality and quantity of life for 
Australian patients with these very high risk BMFS.

In addition to the RESELECT trial, the CRE research portfolio 
includes an additional prospective observational clinical 
trial, the EMBRACE trial—Evaluating Multidisciplinary Bone 
maRrow fAilure CarE trial. The EMBRACE trial is currently being 
undertaken by the combined Clinical Haematology Department 
of The Royal Melbourne Hospital and Peter MacCallum Cancer 
Centre. The trial is open to all Australian patients from one 
month of age and offers molecularly-guided individualised care 
to patients with a) either a suspected BMFS, or b) an inherited 
predisposition to haematological malignancy (blood cancer), 
together with expert management advice to clinicians referring 
these patents. Patients enrolled on the trial will undergo 
molecular genetic testing for approximately 90 known current 
genes responsible for inherited BMFS and predisposition to 
haematological malignancy.

This trial is an extension of the Victorian Government funded 
Melbourne Genomic Health Alliance BMF Flagship, which 
demonstrated clinical utility, the usefulness of performing 
cutting edge genomic testing to assist in diagnosis, treatment 
and management, in the setting of BMFS.

We are tremendously proud to be bringing these exceptional 
and innovative clinical trial opportunities to Australian 
BMFS patients.

Research

2019 Steering Committee—inaugural National Symposium 
on Bone Marrow Failure Syndromes

Dr Lucy Fox (Chair) Dr Anthea Greenway

Nicky Long Dr Piers Blombery

Dr Pasquale (Paddy) Barbaro Lou Johns

Maggie Lynch Professor David Ritchie

Dr Simonne Neil Professor Erica Wood

Evolution of our 
Clinical Trials 
Program—access  
to new therapies

The program featured oral or abstract presentations from all 
Maddie’s Vision grantees and reflected the diversity and breadth 
of research being currently supported by the overarching 
strategic aims of the CRE, within the Five Pillars of Research 
identified as necessary to enhance understanding of Bone 
Marrow Biology. The opportunity to hear from young investigators 
with obvious passion, enthusiasm and intelligence provided 
appreciation for the remarkable work, at the forefront of scientific 
endeavour, currently being performed nationally. 

From left: Professor Akiko Shimamura, Dr Austin Kulasekararaj, Dr Lucy Fox, 
Professor David Ritchie and Dr Simonne Neil.

Closing Panel
The scientific program concluded with a Q&A panel, hosted 
by Professor Ritchie and comprising Professor Shimamura, 
Dr Kulasekararaj, Maddie’s Vision CEO Nicky Long, Dr Wayne 
Crismani – Senior Research Fellow at St Vincent’s Institute of 
Medical Research and Ms Jessica Bond OAM—Executive Director 
of the Captain Courageous Foundation. The panel considered 
areas of unmet need and barriers to progression. The discussion 
was both lively and perceptive and contributions from a variety 
of stakeholders bestowed multi-dimensional input on how to 
optimise collaboration amongst clinicians and scientists, how 
to ensure adequate infrastructure is secured (registries and 
biobanks), how to prioritise clinical trials and how to ensure 
sustainable funding.

The inaugural Symposium was an overwhelmingly successful 
educational and networking event, promoting our CRE for 
national and international collaboration and providing evidence 
and reassurance that with ongoing financial support from 
Maddie’s Vision and co-ordination by the CRE, Australia is 
phenomenally placed to lead the world in BMFS research. The 
Steering Committee is currently planning a second Symposium 
scheduled for May 2021.

Thanks to the Steering Committee and the 
Organising Committee
Enormous gratitude must be extended to the remarkable Dr 
Lucy Fox, who chaired the Symposium Steering Committee. 
Members of the Steering Committee were Dr Lucy Fox (Chair), 
Professor David Ritchie, Professor Erica Wood, Dr Anthea 
Greenway, Dr Pasquale Barbaro, Dr Piers Blombery, Dr Simonne 
Neil, Nicky Long, Lou Johns and Maggie Lynch. The Organising 
Committee worked diligently to ensure the weekend ran 
smoothly and much appreciation is proffered to Dr Simonne Neil 
(chair), Lou Johns, Annabel Banks, Liz Zamanis-Robinson and 
Maggie Lynch. We also are extremely grateful to the sponsors 
of our first Symposium – Melbourne Genomic Health Alliance, 
Amgen, MSD, Crown, Jigsaw Travel and Carman’s.
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In February 2019, Maddie’s Vision was thrilled to be appointed 
successful recipients of a $120,000 grant to establish a dedicated 
Bone Marrow Failure Syndromes Telehealth Nurse, to partake 
in the national Patient Pathways pilot program. This initiative is 
funded by the Australian Department of Health and co-ordinated 
by the Centre for Community-Driven Research (CCDR).

Maddie’s Vision committed a further $30,000 of winnings from 
Captain Jack Riewoldt’s 2019 AFLX Team Rampage, to ensure 
the nurse will be funded for a period of three years with a total 
of $150,000. The role will assist patients to navigate through 
the healthcare system, access services and clinical trials and 
provide much sought after support to patients and their families 
during a time of uncertainty and need for information.

Maddie’s Vision was one of 11 organisations to be awarded funding 
to adapt and to test the Patient Pathways model. The pilot 
program will provide a pathway for patients to talk about their 
experiences so that this information can inform future research, 
treatment, care, information and support across the health 
sector. CCDR will collect data throughout the pilot and produce 
annual impact reports. The aim is to increase the capacity of 
patient organisations to support patients to navigate the health 
system and access all that is available to them, including clinical 
trials. Our inclusion in this program is connecting BMFS patients 

 “I am thankful to be trusted and feel honoured 
to be able to participate. I am grateful that I am 
able to help. To all of our patients and families, 
I appreciate their tears and open hearts”.

Our services— 
Telehealth Nurse

and families with the expertise of our Telehealth Nurse to assist in 
demystifying their condition and discovering options. Throughout 
the pilot program, the CCDR is also providing support to nurses 
with ongoing education, training and peer support opportunities 
through a Telehealth Nurse Network that has been established, 
including quarterly in-service opportunities.

Our inaugural nurse, Sophie Goyder, was recruited in April 2019. 
She played a pivotal role in initiating the service, establishing 
connections and promoting awareness via presenting at forums 
and providing in-service sessions at major public hospitals 
Australia wide. Sophie brought much energy, enthusiasm and 
compassion to the role, building relationships with patients and 
their families. Sophie departed in February to take on a full-time 
role and the two days a week role has been filled by the talented 
and skilled Mei Ling Yeh.

Mei Ling is a Clinical Nurse Specialist in paediatric oncology, 
currently working part time at the Children’s Cancer Centre 
at The Royal Children’s Hospital. Mei Ling holds a Master of 
Nursing in Palliative Care and has been working as a paediatric 
oncology nurse for almost 20 years. With a focus on integrating 
the delivery of evidence-based nursing practice and patient-
family centred care as part of her nursing care duties, Mei Ling is 
passionate about working in paediatric oncology and palliative 

care, especially in the treatment and nursing management 
of haemopoietic stem cell transplant (HSCT). She believes 
that patient-family centred care can be enhanced by giving 
due consideration to variation in cultural dynamics, that 
differentiate in sensitivity and understanding. Given her 
experience in working with patients and families from diverse 
multicultural backgrounds from around the globe, and her 
own background as a Taiwanese-Australian, she promotes 
awareness of cultural diversity.

Mei Ling upholds the purposes of ‘we care, we listen, we 
understand, and we can assist’ and is determined to 
deliver our telehealth nurse consultation service to benefit, 

Our Telehealth Nurse is part of a national Patient 
Pathways pilot program, an initiative funded by the 
Australian Department of Health and co-ordinated by 
the Centre for Community-Driven Research (CCDR).

Centre for Community-Driven 
Research (CCDR)

support, assist and connect anyone who is physically and 
emotionally affected by both acquired and inherited Bone Marrow 
Failure Syndromes.

Mei Ling not only brings a wealth of experience and expertise, 
but a warm and sympathetic heart. She is available to 
support patients and families Australia-wide dealing with 
Bone Marrow Failure Syndromes on Mondays and Wednesdays 
during business hours, or outside this time by appointment. 
She can be contacted by telenurse@mrv.org.au or 0477 884 955.

Research
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As we all are aware, 2020 has been a 
challenging year with the spread of Covid-19 
throughout our country. We, as an organisation, 
have looked at ways to continue to raise much 
needed funds for our research projects, as well 
as protecting the community. By partnering with 
La Clinica, we have been able to produce for 
sale an all-purpose, fast acting hand sanitiser. 
By purchasing our sanitiser, you will be helping 
to continue our fundraising efforts. 

Thank you to La Clinica for their support, 
enabling us to continue to raise funds for 
medical research.

For more details please view our website  
www.mrv.org.au/store. 

Maddie’s Vision 
Hand Sanitiser

Major events

Maddie’s Vision House and Land Auction 
Saturday 6th July 2019 

Fairhaven Homes, along with an army of tradespeople and 
suppliers, built a fabulous four-bedroom home, which was sold 
on Saturday 6th July 2019, at a no-reserve auction, with the 
proceeds going to Maddie Riewoldt’s Vision. 

A huge thank you to Fairhaven Homes General Manager of Sales 
and Marketing, Jake Munday, who said the idea of raising funds 
for Maddie Riewoldt’s Vision via a home auction, can be traced 
back six years, when he shaved his friend’s hair for charity. That 
friend was Maddie Riewoldt’s brother, Alex. 

We are also immensely grateful to Rod Radings, Director of 
Fairhaven Homes for his extraordinarily generous gesture 
and believing in our cause. He jumped on board and worked 
tirelessly to ensure that the project came to life.

The four-bedroom Fairhaven home that was built by around 
100 tradespeople and suppliers who generously donated their 
labour, sold for an incredible $736,000. 

Huge thanks to Fairhaven Homes and Satterley Property Group 
whose Upper Point Cook community was the perfect location 
for this home. Upper Point Cook, a recent Urban Development 
Institute of Australia award winner, for best residential 
development over 250 lots, is one of Satterley’s most popular 
residential communities. 

Special thanks to Megan Hustwaite our emcee, Enpointe Events, 
Eric Bartz and Hocking Stuart. The Satterley staff were also 
looking fabulous thanks to Project Clothing Company tops 
and hats.

The family day attracted a wonderful crowd and street party 
atmosphere. The auction was the main attraction of the day 
along with a footy clinic hosted by Hawthorn's Jaeger O'Meara 

An expression of thanks to our committees

We are indebted to all committees who drive our major 
events. Please see the full listing of committee members 
and volunteers who have made such a wonderful 
contribution to Maddie’s Vision on page 76.

From left: Alex Riewoldt holding son George, Megan Hustwaite, Nicky Long (CEO) 
Jake Munday, Rod Radings (Fairhaven Homes), Joe Riewoldt, Fiona Riewoldt, Roxy 
Riewoldt, Oscar (Maddie's dog).

Fundraising
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and Collingwood's Mason Cox, as well as free food and music 
to entertain by the 2013 winner of The Voice, Harrison Craig. 
Thank you to Cameron Roughead at TLA and their talent, who all 
generously donated their time to this fabulous cause.

After fierce bidding, the home was finally purchased by a Point 
Cook family, who were thrilled with their new home. Not only did 
they purchase the house and land, thanks to Fairhaven Homes, 
they are now the owners of a Mercedes Benz A180 Hatch, valued 
at $49,250, which parks very neatly into their garage. All the 
furniture on display was donated by a furniture company. Even a 
Foxtel subscription was also included!

The funds from the sale of the home has allowed Maddie’s 
Vision to establish a world first National Bone Marrow Biobank, 
creating the only national biobank in the world that will collect 
all tissues, blood and genetic material to store and analyse in 
one place.

Thank you to the suppliers

A&L Windows, AAA Trusses, Alder, ARC, B&D Plumbing, 
Beaumont Tiles, B-Linked, Bluescope, Boardpro, Boral, Bowens, 
BPI Group, Canterbury Windows, Chris Groenhout Photography, 
Chalcot, Chromagen, Civic Outdoor, Computer Talk, Corinthian, 
Creativa, Creative Image Landscapes, Crystal Interior Concepts, 
CSR Bradford, D-Fence Force, Dinsan Nursery, Domain Media, 
En Pointe Events, EZYPole, Floorway, FM Home Tech, GCQ 
Bricklaying, Green Haze Garden Design, Guest Group, Hatched 
Media, Herald Sun, Hardings, Hocking Stuart, iBuildNew, 
JCDeaux, Kick&Co, L&O Technologies, Legrand, Lovelight,  
Maklin Concrete, Nassar's Painting, Omer's Tiling, Polytec, 
Project Clothing, ROCKIT Media, Rodansar, Satterley, Seima, 
Select Tippers, Selkirk Bricks, Sky High Safety, Stoddarts, 
Taubmans, TD Cabinets, Technika, The Time-Lapse Company, 
Unitex, VB Granite, Vision Signs , Warners Nurseries,  
WK Stone, Zain Digital.

Remembering Jane Barnes #janesarmy

Auctioneer Eric Bartz gets the auction underway.

Making the Day Purple in honour of Jane and Maddie.

On Saturday 17th August 2019, the St Bede’s Mentone Tigers 
Football Club hosted a brilliant fundraising family day, to honour 
the life of our dear friend, Jane Barnes. This amazing community 
raised a whopping $10,568.40! The day featured many football 
teams coming together in a sea of purple, selling merchandise, 
raffle tickets and also putting on a spectacular game and lunch. 

We at Maddie’s Vision miss Jane as she was our friend and a 
great supporter. We know that she was looking over us at yet 
another emotional day, where her family and friends came 
together in her honour. All proceeds from this fabulous day were 
kindly donated to Maddie’s Vision.

We thank all involved in the day, the VAFA HQ Clubs, St Bede’s 
Mentone Tigers, Ormond AFC, Parkdale Vultures AFC, De La Salle 
FC, Hampton Rovers AFC, Wilson Storage Southern Saints, VAFA 
HQ, Star Ceiling, Red Truck Foods and the St Bede’s Mentone 
Tigers Senior Womens as well as all the family and friends who 
attended this wonderful event.

Mercedes Benz Brighton—Purple Ladies 
Lunch

Above: Mercedes Benz Brighton Purple Ladies Lunch. Below: Committee from 
left: Liz Zamanis-Robinson, Annabel Banks, (back) Fiona O'Day, Baci Hillyer, Nick 
Riewoldt, Jane Bunn, Anni Hinze (Mercedes Benz Brighton), Elaine Mastos and 
Lynne Williams (absent from photo: Megan Federman and Katherine Wallis).

Jane Bunn keeping the ladies entertained for the afternoon.

On Friday 11th October 2019, we were overwhelmed by the 
support of over 180 ladies (many wearing purple!) who came 
together to fundraise and to enjoy lunch. Supported by 
Mercedes Benz Brighton, it was a wonderful afternoon full of 
delicious food from Blakes Feast, entertainment by a panel of 
exceptional guest speakers (thank you Fifi Box, Alex Fevola, The 
Hon. Jill Hennessy MP and Darcy Vescio) and Emcee’d by the 
fabulous Jane Bunn. With huge thanks to our Auctioneer Kaine 
Lanyon, Mercedes Benz Brighton, Canvas House, Blakes Feast, 
and all the generous donors of prizes, beverages, flowers and 
goody bags, the event raised over $46,000. 

Thank you to our incredible committee and 
volunteers, who worked tirelessly to ensure the 
event was such a success.

Donors: Acorn, Adidas, Antoinette Ferwerda, Blakes Feast, 
By Studio Zee, Cabee, Canvas House, Carman's, Rachel 
Castle, Chef’s Hat, Collingwood Football Club, Cotton On, 
Crown, Design Stuff, Elektra, Entrecote, Etra, Flawless Skin 
Rejuvenation, Flight Activewear, Fox FM, Fyna Foods, Gazi, 
Genovese Coffee, Gills Landscape, Griffith Brothers, Gumtree 
Foods, Hello Consulting Group, Hotel Sorento, Jaggard, Jessie 
Breakwell, Kallure, Kip and Co, Kookai, Linen House, Lorne 
Hotel, Lucy Liu, Madam Flavour, Marshall White, Mecca Brands, 
Melbourne Racing Club, Mercedes Benz Brighton, Monique, Mr 
Jason Jones, My Best Friend is a Bag, Nicolades, ParkView Hotel, 
Peggy, Peninsula Hot Springs, Philippa’s, Pink Lady, Pizzini, Point 
Leo Estate, Poltergiest Gin, PWC, Qdos, The Runway Room, 
Sarah Schembri Ceramics, Site Society, Smooth FM, Space, St 
Albans, Sticks and Sparrow, Tennis Australia, That Print Shop, 
Amazing Graze Flowers, The Cupcake Queens, The Market Bag 
Co, The Spectrum Group, Windsor Smith, Witchery, Wonderpies.
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Melbourne Boomers Purple Power.

Melbourne Boomers
On Saturday 20th November 2019, the formidable Melbourne 
Boomers got their purple on and joined forces with Maddie 
Riewoldt’s Vision to present a family match day, raising awareness 
of BMFS.

The Melbourne Boomers played Sydney University Flames at the 
State Basketball Centre in Melbourne. There is a wonderful story 
behind the power of this purple partnership. Maddie Riewoldt 
was an avid player and sports fan. She played soccer, AFL 
and basketball but was frustrated by the lack of pathways for 
talented sports women. It is for this reason that we could not be 
happier with our involvement with the Melbourne Boomers.

It is fitting that the Melbourne Boomers club’s colours include 
purple, Maddie’s favourite colour, and we are connected to their 
drive to increase the profile of women’s elite sporting talent.

Big thanks to the Melbourne Boomers players, Tony Hallam 
(Chair) and General Manager Christine Collier.

Chef Raymond Capaldi working his magic with Flavorite tomatoes.

Maddie’s Month—Flavorite
November 2019

For the fourth consecutive year Maddie’s Month was held 
in November 2019 and was launched by the talented chefs, 
Raymond Capaldi from Wonder Pies and Sophie Storen from 
Cookes Food. They both generously created their ‘Flavorite’ 
recipe, to inspire home cooking during Maddie’s Month. 

As part of Maddie’s Month, leading glasshouse fresh producer 
Flavorite donated 10 cents to Maddie Riewoldt’s Vision, for 
each specially marked pack of Cherry Burst and Cherry Vine 
Tomatoes, that were sold exclusively through Coles nationally. 
Flavorite raised an exceptional $100,000 during Maddie’s Month, 
to support the First National Aplastic Anaemia & Bone Marrow 
Failure Syndromes (BMFS) Biobank Project.

Flavorite co-founder Mark Millis lost his battle to blood cancer in 
early 2019, so their family knows from personal experience how 
critical medical research is to finding better patient outcomes.

Mark’s son Chris Millis said: “Bringing these popular chefs 
together to create an easy and delicious recipe with the sweet 
Flavorite tomatoes, encourages families to consume a healthy 
fruit in different ways but also helps support this great cause by 
donating money towards much needed research. We are grateful 
to Coles for partnering with us and supporting this great cause.”

Thank you to Wonder Pies, Worksmith, Lauren Bamford 
Photography, Raymond Capaldi, Jodi Crocker, Sophie Storen 
and George Calombaris. Thank you to St Kilda Football Club who 
hosted our month end event.

Receiving the cheque; from left: Glenn Maxwell, Nick Riewoldt, Nicky Long (CEO) 
Jack Riewoldt and Marcus Harris.

Above: Jonathon Brown walks from the ground with a big smile. Below: Volunteers 
Monica Sidhu and Danelle Greenwood at the entrance gate for VIP guests.

Big Bash League 
Whilst many were on holidays, 2020 started with the excitement 
of Maddie’s Vision once again partnering with Melbourne Stars 
and Melbourne Renegades, for the Melbourne Big Bash League 
(BBL) Derbies. The derbies were held on January 4 at the 
Melbourne Cricket Ground and on January 10 at Marvel Stadium. 
Both stadiums came alive, as excited fans raced in to watch their 
favourite teams battle it out for a great cause.

Acting as hydration officers at Derby One were our Ambassadors 
Emma Inglis and Alana King, while Derby two featured the 
efforts of Nick Riewoldt and Jack Riewoldt. They all did an 
amazing job of keeping both Melbourne Stars and Melbourne 
Renegades players well refreshed across both match days and 
providing some additional entertainment.

We sincerely thank Flavorite, our Maddie's Vision partner, for 
their generous support towards these events, sponsoring $1,000 
for all 4s hit across both the MCG and Marvel Stadium derbies.

A fantastic fundraising result of $50,000 across both derbies 
was raised this year, leaving us both proud and very thankful to 
the BBL community. The money raised at these BBL Derbies will 
go towards the Bone Marrow Failure Syndromes Biobank Project.

BBL fans can be proud of their contribution to the work of 
Maddie Riewoldt's Vision and we look forward to the opportunity 
to join you all again. 

Thank you to Melbourne Stars and Melbourne Renegades, 
Flavorite, MCG, Marvel Stadium, Cricket Victoria, Cricket 
Australia, Dan Christian, Glen Maxwell and Marcus Harris. 

Maddie’s Shield #4 
On Sunday 16th February 2020, Maddie’s Shield #4 took place 
at Toorak Park in Melbourne. This is the fourth year the celebrity 
T20 cricket match has been held in partnership with the Prahran 
Cricket Club.

Thank you to everyone who joined us on the day, along with 
KPMG families who joined us for their family day. With incredible 
weather, a terrific display of T20 cricketing talent and a 
supportive community, we were able to raise an outstanding 
$80,000. Huge thanks to our army of volunteers, all helping to 
make this a truly memorable day. Thank you.

Thanks to the Maddie’s Shield Committee, The Prahran Cricket 
Club, all our celebrity sportspeople, Ground Emcee Drew Jones, 
East Malvern Community Bank, Jansz Tasmania, Mitchelton 
Wines, IOOF Holdings, Goldman Sachs, Asahi Beer, Cricket 
Australia, Cricket Victoria, Holman Industries, Fox Sports 
Australia, Fox Footy, St Kilda Football Club, City of Stonnington, 

Fundraising
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Kookaburra Cricket, Wilson Security, Loud Days Agency, 
Abercromby’s Real Estate, KPMG Australia, Carman’s Kitchen, 
T20 World Cup, catering and staff from The Little Grocer, My 
Sport Live, String Theory, Wired 4 Sound, Wow Structures, 
Ball Park Croc Media, Emcee Russel Howcroft, Guest speakers 
Belinda Clark, Sarah Jones, David Hussey and Gerard Whateley, 
Mike Tarr Photography and all our event day volunteers. 

Maddie’s Match #5 2020 – five years 
The fifth instalment of the annual Maddie’s Match was held 
on Saturday 27th June 2020. It was an incredible afternoon of 
football at Marvel Stadium, with a great win to St Kilda. In what 
has been such a difficult year, we were disappointed not to be 
able to see and be part of the usually strong crowd in a sea of 
purple, as St Kilda and Richmond fans historically join together. 
Even so we have been in awe of the way in which the human spirit 
has prevailed and the wonderful support we received. 

We thank the St Kilda Football Club for partnering with us over 
the past five years. This partnership has ensured that we have 
been able to continue to honour Maddie’s legacy and establish 
an entire national medical research program for BMFS.

With a Federal Government Grant announced at this event, we 
are able to support the first RESELECT clinical trial for high-risk 
patients. Other funds raised from the event will go towards our 
national Biobank facility. Both of these projects have previously 
been identified as part of our strategic national program of 
critical projects towards finding a cure.

This game has given us an incredible platform to engage with 
many stakeholders to support our mission. These exceptional 
results have allowed us to now be funding 24 medical research 
projects under a National Centre of Research Excellence towards 
a cure. All of this would not be possible without the match 
sponsors: Marvel Stadium, St Kilda Football Club, Dare Iced 
Coffee, McDonald’s, Pepper Money and RSEA.

We would also like to acknowledge the ongoing yearly support of 
Chris Chisholm from Taylor M Security and Delaware North.

Thank you to St Kilda who assisted us and produced a replica of 
Maddie’s dog Oscar. For more details on how to purchase, visit 
our website www.mrv.org.au/store

Thank you to our Ambassadors who participated in the game 
day challenges at the matches over the years: Josh Bruce who 
has been our Maddie’s Match Ambassador, Luke Ball, Nick Dal 
Santo, Brendon Goddard, Brendan Fevola, Leigh Montagna, Bob 
Murphy and Darcy Vescio.

Thank you to the Swan Hotel, Richmond who hosted the Riewoldt 
family for a Covid-19 safe afternoon watching the match live.

We wanted to make special mention of the absence of our dear 
friend Danny Frawley. Maddie’s Match will not be the same 
without the light, humour and fun that he brought. 

We look forward to partnering with everyone again in 2021, to 
hold the sixth annual Maddie’s Match, including working with 
Adventure Abroad and Coles on the Ride for Maddie (postponed 
due to Covid-19 restrictions).

Above: Commentating 2020 social distancing style; from left: Sarah Jones,  
Nick Riewoldt and Jason Dunstall. Below, from left: beloved friend of Maddie's 
Vision Danny "Spud" Frawley and Nick Riewoldt at the 2019 Maddie's Match.

Fundraising

The third annual Maddie’s Day on the Purple was held on Sunday 
2nd February 2020 at the Clifton Springs Golf Club in Victoria. 
This year’s event raised $101,959 for Maddie Riewoldt’s Vision. 
What an unbelievable community at Clifton Springs, as this 
brings the total funds raised from Clifton Springs Golf Club to 
$188,875 in three years.

Our Chair Nick Riewoldt was joined by fabulously talented 
sportsmen and women with many supporting this event over 
the years: Brendon Goddard, Tiffany Cherry, Harry Taylor, 
Lehmo, Sam Newman, Dilruk Jayashina, Ash Williams, Adam 
Rozenbachs, Adam D’Sylva and Bree Laughlin, who all thoroughly 
enjoyed playing in the competitive round of golf. Thank you for 
your time and joining this fabulous day of golf.

Maddie’s Day on 
the Purple

Fundraising

The team at Clifton Springs Golf Club have followed the Riewoldt 
family’s journey and always admired the work they do in driving 
awareness for Aplastic Anaemia (AA) through the media and 
across metropolitan Melbourne. One of Clifton Springs’ valued 
members has a daughter with AA and it sparked an idea in 
General Manager Danny Zernich to support Maddie’s Vision from 
a grass roots level and host Maddie's Day on The Purple. 

The community at Clifton Springs is very tight-knit and 
supportive. They also absolutely love sport, so the foundations 
were there to create something pretty special and involve the 
whole community. From day one, Clifton Springs were blown 
away by the generosity they received from local businesses and 
residents who wanted to help in any way they could. 

The Riewoldt Family receiving the incredibly generous cheque from Clifton Springs 
Golf Club.
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Other community 
fundraisers 
2019/2020

 • Malvern Primary School held purple fundraising days. 
Thank you to Malvern Primary School and a special thanks 
to Will, Grace and their amazing mum, Katherine Wallis.

 • Jane’s Match, Bupa Victorian Netball Competition.

 • Shane Warne SW23 Launch, with proceeds generously 
donated from the sale of their cap.

 • Tribeca Financial, Nicky Long, guest speaker.

 • St Kevin’s Row-a-thon.

 • Rabbit’s Hop, Alex Rance. Proceeds from the sale of the 
book. Thank you to TLA, Allen and Unwin and Alex Rance 
for their generous support and believing in our cause. 

 • Oakleigh Grammar School, Fathers’ Day Breakfast, 
Nicholas Riewoldt guest speaker.

 • Isabella Karolewicz, Bayside Art Show.

 • Camberwell Grammar School fundraising social. 

 • Putting for a Cause Patterson River Golf Club led by 
Michael from Sonmec Electrical. 

 • Purple Paddle Moco Dragon Boat Festival Tasmania. We 
thank them for many years of support and a special thank 
you to their President Ann Collidge.

 • Mercedes Benz Brighton St Kilda Past Players Annual 
Golf Day.

 • Mercedes Benz Annual Golf Day.

 • Hamilton Kangaroos’ Football and Netball Club.

 • Ryan’s Movie Night.
Above: Students from Malvern primary school #fightinglikemaddie in Purple.
Below: Alex Rance with his book Rabbit's Hop.

Clifton Springs Golf Club is a small, local golf club and it took an 
incredibly committed year of fundraising and planning from their 
committed team to achieve amazing fundraising year on year. A 
special thanks to their Operations Manager, Mel Lomas, who was 
responsible for the majority of fundraising initiatives throughout 
the year, hosting everything from community sausage sizzles 
to weekly raffle draws and then securing local sponsors and 
donations. Other initiatives included a Sportsman's Night in the 
lead up, with all funds raised going towards the exceptional 
fundraising pool for Maddie's Day on The Purple. 

Jenny Brookes noted that it is hard to put in writing and ensure 
that they don’t miss anyone who has volunteered their time over 
the years, so a big thank you to all the volunteers and staff from 
Clifton Springs Golf Club, especially Mel Lomas and Danny, for 
their dedication and hard work to ensure that this special day is 
always such a success. 

Sponsors
Delre National Food Group

Drysdale Clinic

Trentham Estate

Easy Waste

Bayshore Electrical & Air Conditioning 
Services

Jenkins & Son Fresh Seafood

Pearce Geotech

Pretty Prime Cuts

Drysdale Mowers

Schweppes

NAB

Carlton United Breweries

Curiosity Hampers

Coca Cola Amatil

JT Gas & Plumbing

Glynn Harvey Pty Ltd

Drysdale Physiotherapy and 
Sports Injury Clinic

We at Maddie’s Vision would like to thank Jenny Brookes and 
Jayden Zernich particularly for their commitment behind the 
scenes, which includes the recruitment of the fabulous golfers. 
Thank you to the other sportspeople who have also supported 
this event over the years: Marcus Fraser, Corey McKernan, Leigh 
Montagna, Geoff Ogilvy, Ang Christou, Cam Guthrie, Mitch 
Duncan, Mark 'Robbo' Robinson and David King.

Thank you also to the amazing support from the incredible local 
community and sponsors. We thank you all!

Bellarine Springs

City and Coast Cleaning

Hazy Tales Pottery Studio

Yamaha

Matthew Payton Podiatry Drysdale

Driscoll Construction & Maintenance

Jetty Rd Fish & Chips

William Sheahan Funerals

Tavids Print Group

Dimo’s Mechanical Repairs

Paragon Embroidery & Clothing

Neville Richards Real Estate

Surf Junction

Fyan’s Street Panels

Merv Jennings Signs

Ocean Grove and Drysdale Denture 
Services

Café Zoo

323 on Jetty

Eco Choice Heating and Cooling

Miss Lillypilly

Hommy’s Quality Meats

Iconic Poker Supplies

Mortimer Petroleum

Harvey Norman Geelong (Corio)

Affordable Cleaning Services

Tasmanian Bakery’s National Pies

Tabcorp

Saputo Dairy Australia

JP Air

Priestley’s Gourmet Delights

Bellarine Flooring

Peter’s Ice Cream

Helloworld Travel Drysdale

Signoz

Drysdale Community Bank

Jump to it Castle and Event Hire



Maddie Riewoldt’s Vision Annual Report 2019/2020 64 65Fundraising

Tasmanian news  
and events

Patron Will Hodgman
We are delighted to welcome The Hon. Will Hodgman as 
Patron of Maddie Riewoldt’s Vision. Will has been passionately 
involved with Maddie’s Vision, particularly in supporting the 
establishment of the Alex Gadomski Fellowship for medical 
graduates to undertake study towards a PhD, through the 
Menzies Institute for Medical Research at the University of 
Tasmania. Will was the 45th Premier of Tasmania and an 
energetic, hardworking member of the Tasmanian Parliament 
from 2002 to 2020. Will is very proud to know the Riewoldt 
family and to be part of the mission to deliver Maddie’s wish 
of finding a cure for Bone Marrow Failure Syndromes. We 
congratulate Will on his recent appointment as the Chair of the 
Australian Business Growth Fund.

Alex Gadomski Fellowship
In 2017 the Gadomski family first approached Maddie’s Vision, 
with monies collected In Memory of their son, Alex, who died of 
Aplastic Anaemia. The Alex Gadomski Fellowship, in conjunction 
with Maddie Riewoldt's Vision, is a Tasmanian research fellowship 
with a goal to find better treatments and a cure for Bone Marrow 
Failure. Alex was only 21 when he died. His family have worked 
tirelessly through the Tasmanian community to raise funds and 
awareness through lunches, runs and the Live Life Gala Ball. The 
funds raised support the Alex Gadomski Fellowship, currently 
being undertaken at the Menzies Institute for Medical Research, 
University of Tasmania.

Gadomski Riewoldt Trophy 
On Saturday 17 August 2019, the emotions ran high in the 
penultimate round of the Tasmanian State Football League, 
as both sides, the Tigers Football Club and the Clarence Roos 
Football Club battled out for the first Gadomski Riewoldt Trophy, 
honouring Alex Gadomski and Maddie Riewoldt’s fight.

Congratulations to the Clarence Roos who claimed the trophy, 
along with Ryan Matthews and Ryan Bailey claiming the Alex 
Gadomski Medals of Courage. Thank you to the Tasmanian State 
League, the Tigers Football Club Tasmania and the Clarence 
Roos Football Club.

TasTAFE Drysdale Purple Fundraiser
On Friday 30th August 2019, the generous community of 
TasTAFE Drysdale, in Hobart, held a purple party fundraising 
event. The guests were encouraged to wear a splash of purple to 
enjoy an evening of cocktails, live entertainment, raffles, auctions 
and more. Our CEO Nicky Long was the guest speaker for the 
evening. We are thankful to Larissa and the TasTAFE Drysdale 
Hobart community for organising such a wonderful event.

Live Life Gala Ball #2
On Saturday 31st August 2019, our Patron and the former 
Premier of Tasmania The Hon. Will Hodgman and wife Nikki 
joined the Gadomski family, at the Live Life Gala Ball #2, to 
celebrate the life of Alex Gadomski. The funds raised from the 
Live Life Gala Ball assists with the funding of the Alex Gadomski 
Fellowship for research into Bone Marrow Failure Syndromes. 
The second Live Life Gala Ball was an incredible success, raising 
$162,144. This wonderful community have raised $426,953 which 
includes all small fundraising events in Tasmania under the 
banner of the Alex Gadomski Fellowship.

Alex's family at the Live Life Gala Ball; from left: Jordan,Nicky Long (CEO), Paul, 
Janet, Professor David Ritchie (Director MRV) and Lachlan.

The Hon. Will Hodgman (Patron) and wife Nikki Hodgman. Photo of Alex Gadomski along with the trophy that carries his name.

Tasmania is a place of childhood memories and strong 
connections for the Riewoldt family. The Tasmanian 
community has been incredible with its support of 
Maddie’s Vision since inception. 
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New York Marathon 
On 4th November 2019, Matthew Howell travelled from Tasmania 
to New York and ran the New York Marathon. Matt was a great 
friend of Alex Gadomski. He ran the Marathon to continue Alex’s 
legacy, together with Maddie’s Vision and the Gadomski family. 
Matt had never run a marathon before and was well aware of the 
battle he would face. We congratulate Matt on such an incredible 
personal effort and for raising an amazing $13,087 through 
generous donations from friends and family. This was to support 
the Alex Gadomski Fellowship for research in Tasmania. Thank 
you to Oceania Hobart and the Thomas Davies Café.

Judi Kearsley
In 2018 Judi raised funds for the Alex Gadomski Fellowship by 
fundraising and competing in the Bruny Island 64-kilometre Ultra 
Marathon. In 2018 her goal was to raise awareness and funds for 
The Alex Gadomski Fellowship. It was Alex’s dream to complete 
his Medical Degree at UTAS, and become involved in research to 
find a cure for the disease that ultimately cut his life short at the 
age of 21.

Judi lives in Hobart and is very generous, fundraising in her 
spare time. She volunteered with us at Maddie’s Match #4 2019 
in Melbourne. Judi’s son has had a bone marrow transplant, so 
raising funds and raising awareness is very close to her heart.

Community news 
2019/2020

Koala Kids
Maddie’s Vision works closely with our friends at Koala Kids. This 
is a volunteer driven organisation that provides small things that 
make a difference to the lives of children and young people (from 
birth to 25 years), who are undergoing cancer treatment, and to 
their families and staff who care for them in hospital.

Koala Kids is able to help us identify and connect with 
patients, allowing them to receive support from one another’s 
organisations.

Snowdome Foundation
Snowdome’s mission is to accelerate next-generation treatments 
for Australian Blood Cancer patients to help them live longer 
and better lives. Maddie’s Vision continues to work closely with 
Snowdome throughout the year and especially in the joint hosting 
of the Bloody Good Dinner.

We congratulate Snowdome on their ten years of making hope 
real for Blood Cancer patients.

We are proud to be co-funding the 2018 Gunn National 
Fellowship for Career Development in Research – Women in 
Haematology Fellowship. Please see the link to the Snowdome 
Annual Review.

www.snowdome.org.au/about-us/#annual-reports

Work Experience – Connecting with a 
supportive community
In 2019, Maddie’s Vision hosted three work experience students 
from Sacre Coeur, a girl’s school in Glen Iris, Victoria. Kate, Olivia 
and Lucy helped in the office, did a stocktake, helped with the 
website content and also went on field visits, one being to the St 
Kilda Football Club and the other to the Australian Regenerative 
Medical Institute (ARMI). Their visit ended up in the ARMI News. 

We thank all three students who showed themselves to be 
incredible, curious young women and we wish them well in their 
future endeavours.

From left: Kate, Lucy, Olivia and Dr Vahid Pazhakh, postdoctoral research fellow at 
the Australian Regenerative Medicine Institute, Monash University.

Top: Matt Howell at the finish line after running the New York marathon. 
Below: Annabel Banks of Maddie's Vision along with wonderful supporter 
Judi Kearsley.
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Oscar
Oscar was welcomed to Maddie’s Vision family shortly before 
Maddie’s Match #5 in June 2020. He is a fabulous representation 
of Maddie’s own dog, Oscar, who lives with Maddie’s parents 
Fiona and Joe. This fabulous plush toy has become company 
for not only our patients, but for our supporters and their often 
look-a-like pets. Thank you to the St Kilda Football Club for 
supplying this toy for us to use in fundraising. Thank you to one 
of our generous supporters, Mary Marko, who purchased thirty 
Oscar dogs and then donated them back to us so that we may 
gift them to some of the young BMFS patients in our Maddie’s 
Vision community.

Nick Miller 

Prue Stark minus her beautiful locks.

The amazing artwork of Nick Miller.

Nick was just 19 years old when he was diagnosed with Aplastic 
Anaemia. To help manage and cope with his five-year fight, Nick 
created a spectacular expression of his experience through art. 
The artwork that he created shares his very personal and private 
insight into his fight. We thank Nick for his bravery in sharing this 
incredible experience. The artwork was a way to help us all fully 
understand how challenging treatment is and why we are on a 
mission to find better treatments, with less side effects, so that 
young people can gain more certainty about their futures. Thank 
you Nick.

Kayla Mahoney from the Otway Motor Inn
There have been some great community fundraising efforts 
leading up to Maddie’s Match 2020. We are so inspired by the 
many pubs, hotels, cafes and restaurants that have helped. It has 
not been an easy year in Victoria. The community at the Otway 
Motor Inn decided to hold a fundraiser for Maddie’s Vision. The 
fundraising was all in support of Kayla, the owner and proprietor, 
who has been personally fighting Aplastic Anaemia. The Otway 
Motor Inn has purchased our hand sanitiser, they also put 
together a raffle and even used the good old-fashioned spin the 
wheel. We at Maddie’s Vision thank you for all of your heart and 
soul, to think of us when your industry has had so much going on.

Meet Prue Stark 
Can you notice her lovely long hair? This beautiful young woman 
decided to shave her hair in support of Maddie Riewoldt’s Vision. 

She wrote, “I chose to do this for Maddie’s Vision, mainly because 
things are so different this year. I am assuming because there 
is no footy on, that Maddie’s Match is not going ahead, so I 
wanted to keep the momentum even if only in this small way. The 
work that you have been doing for Maddie’s Vision has been so 
inspiring and it is such important work, so I felt it was the right 
cause for me to support. I have been a St Kilda supporter since 
the day I was born. I remember Maddie and the work that she 
started and the impact that she made while she was alive.”

Prue shaved her head on 16 May 2020. Her brother was wielding 
the clippers. He has also been a Saints supporter since the day he 
was born and was one of Prue’s first donors. Thank you, Prue, for 
your support of us at Maddie’s Vision and special mention to your 
family for all the support that they have given and the ongoing 
connection with your mum Jan Shepherd.
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Major donors over  
five years

Snowdome Foundation

AFL Players Care Program 

Kristeen & Ian Urquhart

True Believers

ABN Foundation

Anthony Shadforth

Southport Sharks

Lobster Cave

Summa Danos

Fox Family Foundation  
& Mrs Paula Fox

Taxi Express 

Gerry Ryan

Richmond Football Club

AV Jennings

Mark Wizel CBRE

TasTAFE Drysdale

Fairhaven Homes

Albury SS & A Club

Jane’s Army

View Melbourne

Leukaemia Foundation

Moose Enterprises

Lend Lease

Clifton Springs Golf Club

Sports Bet

Marshall White 

St Kilda Football Club

Dare Iced Coffee

Pepper Money

Converse

Tasmanian Sportsman’s Lunch

Live Life Gala/Alex Gadomski 
Fellowship

Allen & Unwin

IOOF

ALI Group

MoneyQuest

McDonald’s 

RSEA

Flavorite

Brighton Rotary

Michael Gudinski

AFL—AFLX

East Malvern Community Branch, 
Bendigo Bank

Holman Industries

Evans Dixon

BBB Partners

Clearly Frameless/Andrew Lilley

Sorrento Sharks Football & Netball 
Club

Irvine Lunch

Larry & Carolyn Heard

Pratt Foundation

Ray and Peter Gunn Family 
Foundation 

Smart Group 

Goldman Sachs Gives

Capricorn Foundation

KPMG 

Leo & Ann Browne

Sher Wagyu

Acknowledgements 
and thank you

Platinum Founding Partners

Partners

Sponsors
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Our Patron and 
Ambassadors

We are delighted to welcome our Patron and 
Ambassadors to the Maddie Riewoldt’s Vision family. 
Taking on a role as Patron or an Ambassador enables 
Maddie’s Vision to continue to raise brand awareness 
and to provide memorable face-to-face experiences 
for our Maddie’s Vision Community. 

We thank our Patron and our Ambassadors for all that 
they do, to help us fight and to raise awareness for 
Bone Marrow Failure Syndromes.

Patron

Ambassadors

The Hon. Will Hodgman

Government relations
Tasmanian community support
MarrowThon
Tasmanian Sportsman’s lunch
Live Life Gala Ball
Bloody Good Dinner

Luke Ball

Art of Football
ALI Breakfast Speaker
Converse Influencer
Hand Sanitiser
Flavorite
Maddie’s Shield Player
Maddie’s Match Challenges

Josh Bruce

Flavorite
Converse Influencer
Maddie's Match Player, 
Speaker and Ambassador
Maddie’s Shield Player

Fifi Box

Mercedes Benz Brighton 
Purple Ladies Lunch Guest 
Speaker
Flavorite
Hand Sanitiser

Nick Dal Santo

Converse Influencer
Hand Sanitiser
Flavorite
Maddie’s Shield Player
Maddie’s Match Challenges

Dee Dee Dunleavy

Converse Influencer
Mercedes Benz Brighton 
Purple Ladies Lunch Guest 
Speaker
Hand Sanitiser
Flavorite
Maddie’s Shield
Maddie’s Match

Brendon Goddard

Converse Influencer
Art of Football
Hand Sanitiser
Flavorite
Maddie’s Shield Player
Maddie’s Match Challenges
Day on the Purple—Clifton 
Springs

Brendan Fevola

Flavorite
Converse Influencer
MBB Victoria Golf Day
Hand Sanitiser
Maddie’s Shield Player and 
Cake Judge
Sorrento Sharks Football Match
Maddie’s Match 

Alex Fevola and Mia, Leni, 
Lulu and Tobi 

Flavorite
Hand Sanitiser
Donation of Runway Room 
Products
Mercedes Benz Brighton 
Purple Ladies Lunch Guest 
Speaker

Emma Inglis

WBBL
Maddie’s Shield Player
Hand sanitiser
Flavorite
2020 BBL Drinks Carrier

Alana King

WBBL
Maddie’s MarrowThon
Maddie's Shield Player
2020 BBL Drinks Carrier

Leigh Montagna

ALI Breakfast Speaker
Maddie’s Match
Bloody Good Dinner
Day on the Purple—Clifton 
Springs

Bob Murphy

ALI breakfast Speaker
Guest Speaker
Converse Influencer
Maddie’s Shield Player
Maddie’s Match Challenges

Darcy Vescio

Flavorite
Art of Football
Special K Australia 
Challenge
Maddie’s Match Challenges
Mercedes Benz Brighton 
Purple Ladies Lunch Guest 
Speaker 
Local Football Days 
Hand Sanitiser

Sam Wood

Maddie’s MarrowThon 
Ambassador/Spokesperson
Hand Sanitiser
Converse Influencer
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Jane SadlerAdvisors and 
committees

What do you do professionally?

I am the Managing Director of 
Hello Consulting Group which is a 
Management Consultancy specialising 
in Board Leadership and Organisational 
Effectiveness. We primarily work with 
businesses who are going through large 
scale transformation and/or growth.

What motivated you to offer to 
support Maddie’s Vision?

Peter Summers CEO of AV Jennings and 
ex-President of my beloved Saints invited 
me to the Bloody Good Dinner in 2018. 
I knew a little bit about Maddie’s Vision 
but had never stopped to think about 
what they do. In the lead up to the dinner 
and on the night, I researched Aplastic 
Anaemia and connected the dots to my 
own experience of having lost two friends 
who had been bone marrow transplant 
recipients. One of them, my best friend, 
died when he was 39. He had had multiple 
health challenges and one of them had 
been living with challenging host-donor 
issues post-transplant. So, I guess you 
could say I had a ‘moment’ and realised 
I wanted to help. I wrote a note to Nicky 
Long on the back of my donation page 
pledging pro-bono consulting support 
and she called me a few weeks later. Since 
then I have been part of the Maddie’s 
Vision family.

What are you most proud of 
contributing to?

My contribution behind the scenes is to 
help Nicky build a sustainable, highly 

effective and innovative team to find the 
cure. I have done this in multiple ways: 
Board Review, CEO sounding board, team 
development and attending Strategy 
Days. What I love about Maddie’s Vision 
is whatever you do, it is with the single 
focus of finding a cure for Bone Marrow 
Failure Syndrome. 

How do you think people can best 
contribute in the future?

I think contribution comes from 
understanding so I would encourage 
anyone to read about Bone Marrow 
Failure Syndromes and watch some of 
the videos and articles that Maddie’s 
Vision post. 

We all have resources of some value 
– time, money, products or services. 
Reach out to Maddie’s Vision and offer 
what you can. This year in particular, I 
would encourage anyone who needs hand 
sanitiser to buy an essential product with 
a great purpose. 

Anything else you would like to 
mention?

One thing that has impressed me greatly 
about Maddie’s Vision is their cost 
management (the last time I looked the 
figures suggested that only 17c in every 
$1 was spent on running Maddie’s Vision). 
For those of you who are not familiar with 
cost ratios for not-for-profits, this is truly 
impressive, and indicative of the highly 
effective organisation and culture Nick 
and Nicky have built. 

The other thing you might wonder is, 
how does being a footballer translate to 
becoming a Chair? Well, in many cases 
I am not so sure this transition would 
work, but we are not talking about just 
any footballer, are we? Nick’s tenacity and 
smarts on the field translate effortlessly 
to the Boardroom. His media smarts are 
evident in his Board communication. His 
focus on organisational values and culture 
is evident in every aspect of Maddie’s 
Vision's operation. Nick has surrounded 
himself with a first-class CEO, Director of 
Operations, Centre of Research Excellence 
in Bone Marrow Biology, staff and strong 
Directors. Maddie’s Vision is in safe hands.
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Our Committees

With thanks to everyone who donates their valuable time to Maddie’s Vision.

Purple Ladies Lunch 
2019

Liz Zamanis-Robinson 
(Chair)

Annabel Banks

Anni Hinze

Lynne Williams

Megan Federman

Katherine Wallis

Baci Hillyer

Elaine Mastos

Fiona O’Day

Bloody Good Dinner 
2019

Annabel Banks

Charlotte Barnaby

Gian Blundo

Suzie Bratuskins

Pennie Callaghan

Vanessa Cohen

Jodi Crocker

Julian Eimutis

Lauren Frazer

Helen Gandel

Jackie Haintz

Tim Hurst 

Lou Johns

Stephen Jolson

Christine Lester

Nicky Long (Chair) 

Maggie Lynch

Gina McNamara

Andrew Pascoe

Georgie Tandy

Kasey Thompson

Jen Trethewey

Liz Zamanis-Robinson

Live Life Gala Ball 
Les Gardner

Sarah Gardner

Olivia McGow

Janet Gadomski

Paul Gadomski

Maddie’s Shield 2020

Iain Giles (Chair)

Annabel Banks

Peter Di Venuto

Kirsten Eabry

Elana Hariri

Nick Hulett

Nicky Long

Maggie Lynch

Michael Neill

Mike Ronchi 

David Stevenson

Heidi Sutherland

Jo Utting

Bid for Maddie 2019

Jake Munday 
(Joint Chair)

Sally Tkacz  
(Joint Chair)

Rod Radings

Alex Riewoldt

Nicky Long

Jodi Crocker

Liz Zamanis-Robinson

Jasmin Wilkinson

Emily Fielding

Maddie’s Match 
June 2020
Nicky Long

Scott Kavanagh

Kelley Musster

Eray Saban

Stephanie McFarlane

Mim Waterman

Jono Coyne (Chair)

Lisa Laing

Melissa Wilkinson

Allan Williams

David O’Neill

Maggie Lynch

Calzak Bowen

Clare Murray

Maddie’s Month 
November 2019

Jodi Crocker

Rruta Narula

Nicky Long

Sam Kisvarda

Liz Zamanis-Robinson

Richard Moshinsky

Robynne Sanders 

Richard is a Partner at SBA Law, a leading 
commercial law firm in Melbourne. SBA 
Law has provided pro bono legal advice 
and support to Maddie’s Vision over many 
years. We are incredibly appreciative and 
grateful to Richard and his colleagues, who 
play an integral role in the execution of all 
funding agreements with our collaborative 
research institutions, through their expert 
advice, review and input.

Robynne is a leading intellectual property 
lawyer and patent litigator. Robynne's 
focus is on intellectual property issues for 
clients in the life sciences and engineering 
sectors and a commitment to providing 
pro bono assistance to Australian 
organisations committed to furthering 
Australia’s medical research. Robynne 
has been assisting Maddie Riewoldt’s 
Vision for some time with their intellectual 
property needs. She says, “it is such 
a pleasure to be able to assist Maddie 
Riewoldt’s Vision with their IP issues, so 
they can focus on the important work they 
do furthering research into Bone Marrow 
Failure”. We thank Robynne for her legal 
expertise and willingness to assist us 
at Maddie’s Vision.

Thank you to One Small Step Collective
We could not have found better partners than James, John and 
their team at One Small Step Collective, who helped us build a 
brand to represent Maddie’s Legacy. We have deep gratitude for 
five years of the best design and brand building and pro bono 
professionalism. 

Maddie’s Vision was also lucky to call the One Small Step 
Collective's office in South Yarra home for over two years. During 
that time both teams were able to share many experiences and 
work closely together. 

The team at One Small Step Collective are smart, responsive, 
generous and respectful. We are proud to have them as part of 
our family and we thank them for their support.

Directors of One Small Step Collective; from left: John Williams and James Proctor 
with Chair Nick Riewoldt.

Amazing design idea for the 2019 Bloody Good Dinner from Town Square.

We welcome Town Square 
In 2020, Town Square creative agency was appointed by Maddie 
Riewoldt’s Vision to work with us to manage brand, campaign 
creative, strategy, digital, web design and development as we 
embark on a period of evolution and growth.

This independent Melbourne agency has worked with Maddie’s 
Vision since 2017 on The Bloody Good Dinner, a joint venture 
annual charity event between Maddie’s Vision and the 
Snowdome Foundation. 

Town Square founder and director Danielle Moeller said: “Maddie 
Riewoldt’s Vision is doing outstanding work to raise awareness 
and funds to help those suffering from this rare disease and 
research that will hopefully one day lead to a cure. We have been 
working with the team for a number of years now as part of The 
Bloody Good Dinner and now we look forward to bringing our 
creative expertise to help support their efforts further”.
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Volunteers

Maddie Riewoldt’s Vision Volunteers 
Our volunteers are the backbone of our charity. They enable us to 
raise extra funds for vital medical research as they do not come to 
us with an expectation of payment for what they do for us. They 
generously give their time and labour to help us achieve more. 
From helping out in the office, to attending our large events 
and doing whatever we ask, our volunteers never complain and 
always greet us with a big smile. 

We have such a wide variety of age groups, families and groups 
of friends who regularly support us through volunteering. Our 
volunteers always leave us with a thank you and a smile and 
we have a massive amount of gratitude for them. They have all 
become part of the Maddie’s Vision family and so many of our 
volunteers return time and time again. We sincerely thank our 
volunteers, for all that they do.

Shannon Slade and Sarah Medcraft busy working at Maddie's Shield.
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Can you tell us who Lynne Williams is?

I spent my working life involved in various roles in education and 
am now happily retired and focusing on pursuits I seldom had 
time to enjoy during my work life. My life revolves around my 
husband and two adult children, friends, travel and reading with 
some volunteering thrown in. 

Why have you chosen Maddie’s Vision as a charity you 
would like to support?

As a Saints supporter and member there is a synergy of interest. 
As a family who attends most matches, we had great admiration 
for Nick Riewoldt and how he played the game. Then I met Nicky 
Long through a mutual friend and my commitment to Maddie’s 
Vision developed. Maddie’s story and the impact on the Riewoldt 
family made an impact and motivated me to be involved.

What activities have you volunteered for?

I have had the pleasure of working on education resources for 
Maddie’s MarrowThon, then more recently at Maddie’s Shield 
and Big Bash League cricket matches and with the organising 
group for the annual Purple Ladies Luncheon. I sat with Alex 
Rance and assisted during his book signings at last year’s 
Maddie’s Match, welcomed guests as they entered for the Bloody 
Good Dinner, packed, unpacked and cleaned the storeroom 
at the office and rattled the tins from golf courses to football 
arenas.

Why are you motivated to continue to volunteer for 
Maddie Riewoldt’s Vision?

There comes a time when giving back to the community 
becomes important. I am in awe of the commitment, energy and 
focus Maddie’s Vision has on raising funds to support research 
into new treatments for BMFS and this keeps me connected to 
the cause.

What aspect of volunteering for Maddie Riewoldt’s Vision 
have you enjoyed?

Life is about enjoying quality relationships and it is this aspect 
that keeps me involved with Maddie’s Vision – it is the people 
who make volunteering so enjoyable and the hope that research 
will find an effective treatment.

Lynne (Left) attending St Kilda's Past Players Golf Day along with Georgie Day and 
Maggie Lynch.

Q&A with Lynne Williams,  
regular volunteer

We would like to make special mention of our regular 
volunteers, who have turned up in the office and to every 
event that we held over the last five years. We cannot 
thank them enough for their support and leadership.

 • Paul & Andrea Owen

 • Shannon Slade

 • Sarah Medcraft

 • Lynne Williams

 • Jack & Judi Coffey

 • Ronnii Meyers

Thank you also to Mr John Fox, father of Dr Lucy Fox, for 
his time and effort proof reading this report, under tight 
time frame.

Top left, from left: Martin Hoffman (NAB), Peter Williams, Ronni Meyers, Nick 
Riewoldt, Andrea Owen (front) Janet Yuan, Donna Chalmers, Danelle Greenwood 
and Paul Owen. Top right: Shannon Slade and Maggie Lynch. Below, from left: Paul 
Lynch and Chris Chisolm (Taylor M Security).
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Maddie’s Match #4

Olivia Adrian

Sarah Ali

Catherine Allan

Jasmine Allan

Natasha Allan

Brooke Armstrong

Mirella Baeza

Emma Bainbridge

Eva Bainbridge

Jodi Ball

Sage Ball

Annabel Banks

James Banks

Amelia Banks

Zara Banks

Charlotte Barnaby

Dave Barnaby

Sofia Barnaby

George Barnaby

Edward Barnaby

Isla Barnard

Tracy Barnes

Peter Baumgartner

Nicola Baumgartner

Matthew Bennie

Suzie Bratuskins

Cam Bratuskins

Sophie Bratuskins

Elliot Brenner

Bianca Broad

Natalie Butler

Harry Calder

Jude Carnes

Donna Chalmers

Peter Chalmers

Catherine Chinery

Judi Coffey

Jack Coffey

Natalie Corrigan

Jane Cowan 

Alysha Crawford

Rosalee Crowder

Colette Custerson

Natalie Davis

Adam Davy 

Ellie Dowling

Maddie Dowling

Isaac Dowling

Michelle Evans

Marnie Ewinger

Vincent Farrelly

Isabella Forbes

Suzanne Geissel

Miles Miles

Dianne Gleeson

Kathy Grace

Danelle Greenwood

Sophia Gretton-Watson

Alannah Hayes

Thomas Hayes

Rachelle Heathcote

Trish Herbstreit

Sharyn Hicks

Kyle James

Kellie Jones

Judi Kearsley

Sean Kehoe

Sandra Kehoe

Connor Kehoe

Brianna Kehoe

Ethan Kehoe

Zak Kennedy

Nicola Krebs

Pascal lacarruba

Ryker Lakey

Lisa Lutgens

James Lynch

Paul Lynch

Maggie Lynch

Sienna Malia

Caitlin Mann

Pat Martin

Michaela Martz

Simone Mcalley

Sarah Medcraft

Faith Miller

Chris Montague

Rachel Muraca

Ronni Myers

Jessica Nawrocki

Jack Nawrocki

Simonne Neil

Sam Nicholls

Lili Nicholson

Yukl Nomura

Merri O'Halloran

Cerry O'Hara

Coby O'Hara

Cailtin O'Hara

Debra O'Kearney

Iona O'Toole

Paul Owen

Olivia Adrian

2019/2020 
Over these 12 months we held some very successful events. We 
could not have had that success without our amazing volunteers 
who happily put up their hands to come and help us:

Marie Pain

Wendy Patterson

Michael Patterson

Will Perry

Luke Perry

Rhiannon Pettit

Stephany Price

Barb Putamorsi

Scarlett Putamorsi

Elijah Putamorsi

David Putamorsi

Blake Randall

Rebecca Ravenscroft

Amanda Reid

Jennifer Roberts 

Mandi Robertson

Alison Robinson

Tess Robinson

Marilena Saliba

Jamiee Sheridan

Ian Shirley

Giancarlo Siclari

Monica Sidhu

Debbie Simmons

Carly Simmons

Brooke Sinnett

Chloe Sinnett

Shannon Slade

Pamela Snow

Jerome Stewart

Kristen Thomas

Siena Thomas

Madison Torres-Davy

Macy Torres-Davy

Sue Tyquin

Gerald Villena

Josh Wallace

Leanne Wauhop

Samuel Wenckowski

Alicia Weston

Lynne Williams

Brianna Williams

Carrie Wood

Janet Yuan

Purple Ladies Lunch 2019

Donna Chalmers

Wendy Garside

Danelle Greenwood

Martin Hoffman

Sarah Medcraft

Ronni Meyers

Deb O'Kearney

Andrea Owen

Paul Owen

Jenna Ross

Lynne Williams

Janet Yuan

Maddie’s Shield 2020

Jasmine Allen

Catherine Allen

Tash Allen

Trudy Ambler

Donna Chalmers

Cat Chinery

Chris Chisholm

Belinda Clark

Alysha Crawford

Cathal Crawford

Neha Goyal

Danelle Greenwood

Mayank Gupta

Roger Harrison

Yvette Hollings

Drew Jones

Sarah Jones

San Kansal

Natasha La Rosa

James Lynch

Paddy Lynch

Brian Lynch

Paul Lynch

Caitlin Mann

Luke McClean

Janine McGinness

Rachel Muraca

Paul Owen

Andrea Owen

Sophie Potts

Jenny Quan

Monica Sidhu

Amritdeep Singh

Yen-Hsun Wang

Gerard Whateley

Deborah White

Lynne Williams

Pete Williams

Charith Witharanage

Evonne Yue

Elyse Zoungas

Poli Zoungas
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Five years of our volunteers 
2015–2020
From the very first Maddie’s Match we were overwhelmed with the support we received 
from our wonderful volunteer community. Friends, families and singles looking to help, 
they all gave up their precious time to help us run successful events over the last five 
years such as Maddie’s Match, Maddie’s Shield, Bloody Good Dinner, Purple Ladies 
Lunch, and Irvine Lunch. Volunteers have also come into the office and packed orders, 
helped out with administration and even a working bee to set up our storeroom. Behind 
every successful charity there is an army of volunteers and we here at Maddie’s Vision 
want to thank all our volunteers for being part of our family.

We miss their bright smiles and look forward to the time we can all be together again.

We would like to personally thank:

Faridha Abduljabbar

Grace Adams

Amanda Adderley

Olivia Adrian

Ronnie Albanis

Nicole Alexiades

Sarah Ali

Catherine Allan

Jasmine Allan

Natasha Allan

Angela Allardyce

Harry Allardyce

Maddy Allardyce

Mick Allardyce

Gino Allerite

Daniele Alverez

Trudy Ambler

Praveen Amujuri
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M Riewoldt Holdings is registered with the Australian 
Charities and Not-for-profits Commission (ACNC) as a 
DGR Type 1 organisation (Health promotion charity). 

Here is the link to the ACNC website:

www.acnc.gov.au/charity

Structure and 
management

Governance

Centre of Research Excellence 
in Bone Marrow Biology: 

Executive oversight across  
Five Pillars of Research 

Innovation

Governance and Strategy:  
Board

Operations Executive: Fundraising, 
research grants, patient, partnership 

and ambassador liaison.

CEO, Director of Operations (CRE), 
Administration — Fundraising and 

Research, Telehealth
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Governance
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Reflections from 
Board Alumni

Our CEO Nicky Long had a conversation 
with one of our Board Alumni and 
personal family friend of the Riewoldt’s, 
Mr Tony Shadforth.
Tony, please tell us a little about your background, work 
and family.

I was born and lived my whole life in Hobart.

I left when I was 21 to work in Sydney on the Sydney Stock 
Exchange trading floor. I worked there for three years and then 
went off to work for an English broker in London for three years, 
returning in 1979. I then joined my family business that became 
a listed ASX company. Ten years ago, I left the business and now 
spend time on the golf course and running a small corporate 
stockbroking business. I focus on helping small companies 
grow in the food and beverage sector. I have had a great life 
in Tasmania and wide range of interests including football, 
attempting to play golf, as well as travelling.

Tell us about your wife Susan and your family.

We were married in 1984, we have three children one living in 
New York, one in Melbourne and one here in Hobart. And now 
we are grandparents to three grandchildren.

How did you meet the Riewoldt family?

I first met Joerg when I came back from overseas and was 
playing football with Hutchins Old Boys. We became very 
good friends and shared a lot of time together with a bunch of 
families. In recent years, there has been a tyranny of distance, 
but we have always found a way to keep in touch.

You were godfather to Maddie, tell us how you 
remember her.

Maddie was the youngest and I remember her extreme 
blondeness, she always wanted to be involved with her brothers. 
She was very engaging and attractive in her character. She 
changed from the little girl to an absolutely sports-driven 
teenager (especially with her passion for the St Kilda Football 
Club and Melbourne Victory); she had a very competitive, 
independent streak. 

Fast forward a little to when she was 21 and her diagnosis, 
walk us through what you saw.

The Riewoldt family had moved to Melbourne. When Maddie 
was 21, she wasn’t feeling well and often lacked energy. Joe and 
Fiona were very concerned, they felt that there was something 
wrong with Maddie. She looked unwell, totally lacking any 
enthusiasm and she slept a lot. It was the start of this dreadful 
journey for the whole family which was such a roller coaster. 

We would like to share with you our Board Alumni 
reflections on their involvement with Maddie 
Riewoldt’s Vision over the last five years. We thank 
them for their dedication to our cause and their 
generosity of time and expertise.

Governance

There were new drugs, new regimens, she was fantastic at one 
time, and then she would spiral downhill. This continued to 
happen until her illness was diagnosed. At first it was thought to 
be Leukaemia which was not great news but then it was Aplastic 
Anaemia. We had not heard of it and I guess we felt it may be 
worse news once you understood how little was known and the 
few medical options. 

That said, the medical team were fantastic. A search for a bone 
marrow donor was made and when a bone marrow donor was 
found, it was a wonderful development. Maddie was a fighter! 
BMFS is an unusual, rare and complicated disease.

Was it difficult to know what your and Susan's roles were 
during that time, being such close friends of the family? Did 
you take on a particular role? 

We tried to be available for the family, particularly for Fiona and 
Joe. We were riding the emotions with them. It is quite a burden 
that is not often acknowledged, knowing so well the people 
closest to you and the helplessness that they feel and also your 
own feelings when your dearest friends are going through such 
a battle.

What propelled you when the family approached you, with 
Maddie’s passing, to do something in her honour. Walk me 
through this time, the formation of Maddie’s Vision and 
your motivation to be part of it.

I have been involved in charity work before, so that gave me 
some background. We were talking about whether we should 
do something in Maddie’s memory. This was as much for us 
as a collective, as for her. Clearly the key was to raise money. 
There were early morning meetings, trying to work out what the 
structure would look like and how to launch our plans. The initial 
group was made up of so many optimistic, like-minded friends, 
all wanting to give back. It was a very good environment, 
everybody was quick to do what they needed to do, and to get it 
to a point where the foundations were strong. 

We then had the chance to make it stronger by bringing in 
some external thinking, with the new CEO (Nicky Long). There 
were good people involved, with enthusiasm, emotion and 
determination to believe the organisation was going to be 
a success story. This is what started Maddie’s Vision and it 
has been a huge success. The family are all so proud of the 
organisation, it is financially healthy, so that is an amazing 
achievement.

Your involvement was a strong connection to the family. 
There had been a deep relationship between Maddie and 
your own family, your children and Susan. You were part of 
the transitioning to ensure Maddie’s legacy was kept but also 
that it became a result orientated organisation having a real 
impact. Your involvement was not only as an active board 
member, getting so much done, you personally brought funds 
to the table, you were always there, you were a person who 
contributed to how we could see things through. 

• You have also contributed a huge amount with 
donations to the Bloody Good Dinner of Forty Spotted 
Gin and Whiskey. As well as combining great prize 
packages together through your network. 

• You contributed to the trust and confidence of the 
Menzies Institute in partnering with us and helped 
continue to grow that relationship. 

• You also contributed a lot to the Tasmanian 
Sportsman's Lunch and the Live Life Gala Ball, not just 
connection but underwriting, so that it didn't become 
a cost to the organisation. 

• I think your business experience has contributed 
to decisions along the way. The initial start-up, the 
structure, asking some of the personal questions 
around risk management. 

• You understand relationships particularly when we 
were uncertain navigating our way. You assisted 
in reaching positive outcomes in many scenarios. 
Thank you. 

We are celebrating five years and I would like to stop, to 
reflect and to acknowledge that you have been a huge 
contributor. I know that you remain personally connected 
and you are doing things in the background in Tasmania. 
We are so grateful for that, but also, it is part of the 
personality and the culture of the organisation that it lives 
on in the present, drawing from our founders. We would 
welcome any contribution from afar, so please do not ever 
hesitate to jump in because we would appreciate it. 

I think my decision to step down from the board was at the right 
time. I am very pleased to have contributed and enjoy now being 
in the background, rather than being involved directly with the 
board. Not wanting to be the last dancer, there comes a time 
and the time was right.

Maddie on the right with Tony's son Ben.
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What do you do professionally? 

I am the owner and Managing Director of Salters Hire, a large 
event hire company in Tasmania. 

Your work with Maddie’s Vision goes right back to the start, 
why did you join the organisation and what was your role? 

Yes, I have a family connection to the Riewoldt’s and we started 
discussing Maddie’s Vision shortly after her sad passing. It 
started with a coffee around the table at Nick’s house, a few 
drinks on our deck and some initial meetings at a South Yarra 
restaurant. I was the founding Chairman and was committed to 
helping the family move their immense grief and sorrow into a 
purposeful enterprise which strived to achieve Maddie’s wish of 
finding a cure. I retired from the role in 2019 when I relocated 
from Melbourne to Tasmania.

What are you most proud of contributing to?

Helping establish the foundations for success through the 
formation of the board, committees, partnerships, CEO 
recruitment, brand strategy and fundraising activities. 
Transforming an idea into a sustainable enterprise is very 
rewarding. 

If you had one message or piece of advice for anyone 
getting involved with Maddie’s Vision in the future, what 
would it be? 

As I have said in many forums, working with not-for-profits 
needs to be done on a no reward basis – be prepared to roll 
up your sleeves, use your networks, take time to understand 
issues without any expectation of recognition personally or 
professionally. Maddie’s Vision is full of life and wonderful 
people.

How do you think people can best contribute in the future?

Everyone can contribute to the success of Maddie’s Vision 
– whether it is a conversation, a donation, an idea, or a 
relationship that leverages the ultimate outcome of Maddie’s 
Vision – finding a cure for Bone Marrow Failure Syndromes.

Jarrod Nation Michael Russell

What do you do professionally? 

I am the Managing Director of MoneyQuest Australia. 

You were a Board member from 2016-2018, why did you join 
the organisation and what was your role?

I joined to help the Riewoldt family find solace in helping to find 
a cure for Bone Marrow Failure. 

If you had one message or piece of advice for anyone 
getting involved with Maddie’s Vision in the future, what 
would it be? 

Your contribution, whatever it may be, will always be warmly 
and gratefully welcomed. 

How do you think people can best contribute in the future? 

Whether it be money or time, just give Nicky a call!

Governance

Jennifer Trethewey

What do you do professionally? 

I am a consultant of change and internal culture. 

You were a Board member from 2015-2019, why did you join 
the organisation? 

I was invited by the Chair, Jarrod Nation, to utilise my marketing 
and events expertise and wanted to support my dearest friends, 
Fiona and Joerg (Maddie’s parents), to deliver Maddie’s wish and 
be a part of a legacy that Maddie would be so proud of.

What are you most proud of contributing to?

Helping to start the Maddie’s Vision journey – knowing that many 
beautiful kids and adults will benefit, while also supporting and 
assisting in the building of the framework of what is now a highly 
successful and high-profile, not-for-profit organisation.

If you had one message or piece of advice for anyone 
getting involved with Maddie’s Vision in the future, what 
would it be? 

Enjoy wearing purple!! Open your heart and allow the Maddie’s 
Vision family to embrace you. Everybody has a skill that can be 
utilised in some way that will support and grow this wonderful 
organisation.

How do you think people can best contribute in the future? 

Volunteer their time. Volunteer a special skill or expertise. 
Contribute financially. Keep the discussion moving forward 
around BMFS and Maddie’s Vision.

What do you do professionally? 

I am a Solicitor. 

Your involvement was from inception to 2019, why did you 
join the organisation and what was your role?

It was Maddie’s wish as she was friendly with my family, in 
particular my daughters, who were also sick. Nick asked me,  
as he believed we needed something to focus on.

What are you most proud of contributing to?

The first $1,000,000 raised.

If you had one message or piece of advice for anyone 
getting involved with Maddie’s Vision in the future, what 
would it be? 

Do it!

How do you think people can best contribute in the future? 

Fundraising, it’s all about finding a cure.

John Gdanski
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What do you do professionally? 

I work for a sports marketing agency called 4FRONT. We work 
with leagues and teams around the world to help them unearth 
incremental revenue opportunities.

When did you commence as a board member of 
Maddie’s Vision? 

I started in 2016 and finished up in August 2019 when I relocated 
from Melbourne to the USA.

Why did you join the organisation and what was your role? 

I was really proud to be asked to join the board by Nick, Alex 
and Jarrod Nation (actually one of my proudest achievements 
to date). I always wanted to help as I had become friends with 
Maddie via my friendship with both Alex and Nick, whom I met 
when I started out at the Saints as a marketing assistant. My 
role on the board was to use my marketing expertise to help 
with a couple of our major events: The Bloody Good Dinner and 
Maddie’s Match.

What are you most proud of contributing to? 

It would have to be the creation of the two events I mentioned 
above. I was lucky to chair the committee of the first ever 
Maddie’s Match and to see that grow to become a fixture on the 
AFL Calendar. This is a testament to the passion and dedication 
of so many people. That and the Bloody Good Dinner continue 
to be our two biggest consumer-facing events. These help not 
only to raise significant monies for research into BMFS but also 
help to keep the Maddie’s Vision brand relevant in the minds and 
hearts of Australians.

If you had one message or piece of advice for anyone 
getting involved with Maddie’s Vision in the future, what 
would it be? 

Do it. One of the things I loved about it was it gave me such great 
perspective into what was important. If I ever had a bad day at 
work about something nondescript, I only had to turn my mind 
to the struggles of our Maddie’s Vision friends, like young Elliott, 
which helped to show me what was really important in life.

How do you think people can best contribute in the future? 

With their time. We need volunteers to help continue 
spreading the message and raising much needed funds. 
Be it at our marquee events or in the office, we can never 
have too many volunteers and they are the real unsung 
heroes of Maddie’s Vision.

Tim Hirst

Governance

Financial report
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Directors’ Report 
For the year ended  
30 June 2020

1. Directors
The directors of the Company at any time during or since the end of the financial year are:

Name Experience and Special Responsibilities

Nicholas Riewoldt Chair. Nick is a former AFL Champion: St Kilda Football Club star 
forward and longest serving Captain, now a media personality, 
keynote speaker, brand ambassador and leadership consultant.

Jack Riewoldt Jack is a forward line player and Vice Captain for the Richmond 
Football Club, with a proud professional and personal 
involvement working alongside the Saint Kilda Football Club for 
the biennial 'Maddie's Match' between the two clubs – raising 
important funds for Maddie's Vision.

Professor David Ritchie David is a Haematologist and Bone Marrow transplant specialist 
at the Royal Melbourne Hospital. He is the immediate past 
president of the Haematology Society of Australia and New 
Zealand and is heavily involved in training young Haematologists 
and medical researchers.

Geoffrey Quirk Geoff has held the position of Dealer Principal of Mercedes-Benz 
Brighton for the past eight years. Geoff's career, spanning over 
30 years in the Automotive retail sector has seen him work with 
brands such as Mazda, BMW and now Mercedes-Benz Brighton, 
one of Australia's largest and most successful Dealerships. 
He holds a position of Director of the Mercedes-Benz Dealer 
Association, a volunteer role that acts on behalf of all franchised 
MB Dealers.

The directors present their report together with the financial report 
of M Riewoldt Holdings Limited (“the Company”) for the year ended 
30 June 2020 and the auditor’s report thereon.

Governance

Kieran O’Brien  
Appointed 18 July 2019

Kieran is a partner at DLA Piper, and heads up the Melbourne 
office Litigation & Regulatory Group, the Australian Product 
Liability Practice, and is International Co-Chair of DLA Piper's 
Class Actions and Collective Redress Group. Kieran's client-
focus includes the life sciences (pharmaceutical and medical 
device companies), manufacturing, sports, food & beverages 
and insurance sectors. Kieran is also an active participant in 
DLA Piper's pro bono program.

Amanda Stevens  
Appointed 18 July 2019

Amanda is a corporate governance lawyer with over 18 years’ 
experience, Amanda has held a number of executive leadership 
roles in federal, state and local government, including three 
consecutive years as the Mayor of the City of Port Phillip. She 
is a highly experienced board member serving on numerous 
boards including chairing the South Melbourne Market for four 
years, member Audit and Risk Committee City of Port Phillip, 
member Gasworks Arts Park board, and member We Ride, a 
national not-for-profit.

Edward Kemp  
Appointed 18 July 2019

Edward has extensive experience advising high-net-worth 
individuals, not-for-profit organisations and family groups and 
also has first-hand knowledge of family businesses, having held 
a number of executive and non-executive positions in his own 
fourth generation family business. Edward is also a Director of 
Cricket Tasmania, Chairman of the major donor committee for 
Maddie Riewoldt’s Vision and a former Chairman of the Victorian 
division of The Primary Club of Australia.

Ann Peacock  
Resigned 16 December 2019

Ann is General Manager of Community and Charity at Crown. 
Her role as the face and voice of Crown, both to the public 
and to the business people of Melbourne, is the culmination 
of 30 years of PR and marketing industry experience. Ann’s 
high-profile association with Crown has cemented her as an 
influential and connected PR practitioner and she continues to 
raise the profile of Crown as the entertainment venue of choice. 
Her valuable contribution includes a role as Chairperson of the 
Crown Charity and Sponsorship Committee and she is also a 
passionate board member of the Crown Resorts Foundation and 
sits on the CSR Committee.

Ann also raises much-needed money for the Children’s Cancer 
Foundation, through her role as an inaugural committee 
member of the Million Dollar Lunch, is proud to be an Ovarian 
Cancer Australia Ambassador and is also a lifetime Victorian 
Australia Day Ambassador.

Tim Hirst  
Resigned 22 July 2019

Tim has a degree from Monash University in marketing & 
management. He has over 10 years’ experience within the brand 
& marketing space having held roles within some of Australia’s 
most well respected sporting and corporate organisations.

Currently the Marketing Manager for the AFL, Tim is  
responsible for the strategy and implementation of the  
league’s major marketing initiatives as well as working  
with clubs to maximise attendance.
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Anthony Shadforth 
Resigned 1 July 2019

Tony Shadforth is a stockbroker with over 30 years’  
experience. Tony returned to Hobart in 1979 after having worked 
in Sydney and London. He became a member of the Hobart 
Stock Exchange in 1979 and a member of the ASX in April 1987. 
Tony retired from Shadforth Financial Group in early 2011 and 
is now a Director with Castray Capital Pty Limited. Tony is a 
Fellow of the Australian Institute of Company Directors and a 
practitioner member of the Master Stockbroking Securities and 
Derivatives Industry Association. Tony was an original Director 
of Maddie Riewoldt’s Vision. His connection is that he was 
Maddie’s godfather.

Jarrod Nation 
Resigned 1 July 2019

Jarrod is currently Managing Director of Salters Hire and has 
owned several hugely successful start-ups across the globe and 
has extensive experience in business and corporate governance, 
large and small. Jarrod has been organising events, parties 
and conferences across Australia and Tasmania for over 20 
years. Jarrod is a former Chairman of Maddie Riewoldt’s Vision, 
a current national board member and is a member of several 
professional and sporting organisatons across Australia. 
Having grown up in Hobart and lived in Melbourne for well 
over a decade, he enjoys the Tasmanian lifestyle with his wife 
Madeleine and children Thomas & Rosie.

Jennifer Trethewey 
Resigned 1 July 2019

Jennifer is a Global Change Agent who assists business all  
over the world achieve their vision to attain higher levels of 
growth by realigning business procedures. Jennifer is author 
of “Change or Choke” She began her career in the Coles Myer 
Group where she trained in marketing. She has been a national 
facilitator, keynote speaker, MC, panellist and judge for global 
and national organisations and companies. Jennifer was an 
original Director of Maddie Riewoldt’s Vision and is very close 
friend of Maddie’s parents.

John Gdanski 
Resigned 1 July 2019

John is a lawyer at SLF lawyers with strong links to the AFL and 
hospitality industries, as well as organisations such as Maddie 
Riewoldt’s Vision where he was a Legal Director, the Starlight 
Foundation as well as the Make A Wish Foundation. He has 
served on the board or committee of tens of private companies, 
St Kilda Football Club and national not-for-profit organisations.

John has demonstrable success in providing strategic advice 
on a wide range of legal matters specifically: Commercial/
Corporate Law, Government matters, multinational public law, 
tax matters and corporate reconstructions and banking and 
finance matters through his work with clients across the private, 
public and not-for-profit sectors (property, finance, hospitality, 
sport and charity). He has developed and maintained significant 
contacts in these industries that can be leveraged at board 
level. He is also actively involved in the following charities: 
Sacred Heart Mission, Starlight Foundation, Five Chefs Dinner 
and Wheelchair Sports.

Governance

2. Directors Meetings
The following table sets out the number of Directors’ meetings held during the financial year and the 
number of meetings attended by each Director (while they were a Director).

Director Eligible to attend Attended

Nicholas Riewoldt 9 8

Jack Riewoldt 9 5

Professor David Ritchie 9 8

Geoffrey Quirk 9 6

Kieran O’Brien – Appointed 18 July 2019 9 7

Amanda Stevens – Appointed 18 July 2019 9 8

Edward Kemp – Appointed 18 July 2019 9 7

Ann Peacock – Resigned December 2019 4 1

Tim Hirst – Resigned 22 July 2019 1 1

Anthony Shadforth – Resigned July 2019 0 0

Jarrod Nation – Resigned July 2019 0 0

Jennifer Trethewey – Resigned July 2019 0 0

John Gdanski – Resigned July 2019 0 0

3. Principal Activities
The principal activities of the Company are to fund medical research into finding a cure for Bone 
Marrow Failure Syndromes (BMFS).
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4. Results
The operations of the Company for the year resulted in a $248,290 surplus (2019: $168,771 surplus).

Volunteer and pro bono services 
The Company has elected not to record volunteer and pro bono services in the financial statements. 
Volunteer services received but not recorded relate to event planning and execution. The Company 
also received but not recorded the following services on a pro bono basis:

2020 2019

Accounting fees $30,000 –

Audit fees $25,000 $25,000

Branding & marketing $206,160 –

Legal expenses $20,000 –

Rent $31,200 –

$312,360 $25,000

5. Review of Operations
The company continued to fund medical research into finding a cure for Bone Marrow Failure 
Syndromes (BMFS).

6. Short and Long-Term Objectives
The short and long-term objectives of the company are:

 • promoting greater awareness and understanding of Aplastic Anaemia and BMFS;

 • raising funds from donors, the Government and the public through partnerships and 
fundraising events and activities; and

 • granting funds to support clinical trials in Australia to accelerate finding new treatments  
for patients suffering with Aplastic Anaemia and other blood cancers associated with BMFS,  
to support a cure for Aplastic Anaemia and other BMFS blood cancers.

Strategy for achieving these objectives:

 • Build a (credible & professional) national profile;

 • Build a sustainable funding & operational base;

 • Develop a national research strategy; and

 • Develop a governance framework to manage risk.

Performance measures:

 • Fundraising of $1.5 million with operational expenses no greater than 20%

 • Twice yearly call for grants and funds committed to at least 2 x Grant in Aid and 2 x Fellowship 
opportunities

 • Establishment of a program grant opportunity for up to $1million

 • Call for tender for establishment of National Biobank

 • Maintain & strengthen all partnership and sponsorships

 • Enlist a volunteer willing and motivated to co-ordinate a patient engagement and 
communication program.

7. Likely Developments
In 2020/21 the Company will continue to fundraise in order to fund research and pursue its objectives. 
The impact of Covid-19 may impact the ability to meet all objectives.

8. Environmental Regulation
The Company's operations are not subject to significant environmental regulations under both 
Commonwealth and State legislation.

9. Lead Auditor’s Independence Declaration
The Lead Auditor’s Independence Declaration is set out on page 7 and forms part of the Directors’ 
Report for the year ended 30 June 2020.

10. Indemnification of Officers
The Company has agreed to indemnify the current and former Directors and senior officers against 
all liabilities to another person (other than the Company or a related body corporate) that may arise 
from their position in the Company, except where the liability arises out of conduct involving a lack 
of good faith. The agreement stipulates that the Company will meet the full amount of any such 
liabilities, including legal fees, costs and expenses.

Since the end of the previous financial year, the Company has not indemnified or made a  
relevant agreement for indemnifying against a liability any person who is or has been an auditor  
of the Company.

11. Members’ Funds
The liability of the members of the Company is a limited guarantee. Every member of the Company 
undertakes to contribute to the assets of the Company in the event of it being wound up while 
they are a member, or within one year thereafter, for the payment of the liabilities of the Company 
(obligations entered into before ceasing to be a member) and of the costs, charges and expenses of 
winding up. In any such case, each member’s contributions will be limited to a maximum of $100. 
There are two members of the company at 30 June 2020 (2019: two members).
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12. Events Subsequent to Balance Date
There has not arisen, in the interval between the end of the financial year and the date of this report, 
any item, transaction or event of a material and unusual nature likely, in the opinion of the Directors of 
the Company, to affect significantly the operations of the Company, the results of those operations, or 
the state of affairs of the Company in future financial years.

Signed in accordance with a resolution of the Directors.

Nicholas Riewoldt  
Director

7 October 2020  
Melbourne

Auditor’s Independence 
Declaration under subdivision 
60-C section 60-40 of 
Australian Charities and  
Not-for-profits Commission 
Act 2012

To: the Directors of M Riewoldt Holdings Limited

I declare that, to the best of my knowledge and belief, in relation to the audit for the financial year 
ended 30 June 2020 there have been:

i. no contraventions of the auditor independence requirements as set out in the Australian 
 Charities and Not-for-profits Commission Act 2012 in relation to the audit; and

ii. no contraventions of any applicable code of professional conduct in relation to the audit.

KPMG Adrian Nathaniels
Partner

Melbourne
7 October 2020

KPMG, an Australian partnership and a member firm of the KPMG global organisation of 
independent member firms affiliated with KPMG International Limited, a private English 
company limited by guarantee.

Liability limited by a scheme approved under Professional Standards Legislation.
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Statement of Surplus or Deficit and Other Comprehensive Income 
for the year ended 30 June 2020 

Note  30 June 2020 30 June 2019

Revenue 4(a) $2,063,738 $579,316

Other income 4(b) $64,011 -

Total income $2,127,749 $579,316

Research grant expenses $1,319,402 $227,884

Centre of Research Excellence costs $24,055 $34,822

Employee expenses – research $130,464 $33,692

Employee expenses – administration $269,128 $81,958

Fundraising costs $8,921 $5,676

Merchandise costs $12,246 $11,637

Other expenses $115,243 $14,876 

Total Expenses $1,879,459 $410,545

Surplus before tax $248,290 $168,771

Income tax expense - -

Surplus $248,290 $168,771

Other comprehensive income

Total other comprehensive income - -

Total comprehensive income $248,290 $168,771

The Statement of Surplus or Deficit and Other Comprehensive Income is to be read in conjunction 
with the accompanying Notes to the Financial Statements.

Statement of Financial Position 
as at 30 June 2020 

Note  30 June 2020 30 June 2019

Current assets

Cash and cash equivalents 5 $4,448,075 $3,151,450

Receivables 6 $118,524 $155,529

Inventories $13,625 $15,120

Total current assets $4,580,224 $3,322,099

Non-current assets

Plant and equipment 7 $4,401 $6,567

Intangible assets 8 $2,242 $8,438

Total non-current assets $6,643 $15,005

Total assets $4,586,867 $3,337,104

Current liabilities

Payables 9 $90,917 $306,760

Employee entitlements 10 $17,661 $20,650

Deferred grant revenue $749,796 $380,000

Total current liabilities $858,374 $707,410

Non-current liabilities

Employee entitlements 10 $14,629 $10,507

Deferred grant revenue $749,387 -

Total non-current liabilities $764,016 $10,507

Total liabilities $1,622,390 $717,917

Net assets $2,964,477 $2,619,187

Equity

Retained earnings $2,964,477 $2,619,187

Total equity $2,964,477 $2,619,187

 
The Statement of Financial Position is to be read in conjunction with the accompanying Notes to the 
Financial Statements.
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Statement of Cash Flows 
for the year ended 30 June 2020 

Note  30 June 2020 30 June 2019

Cash flows from operating activities

Receipts from customers $3,976,298 $803,787

Payments to suppliers and employees ($2,777,173) ($133,965)

Net cash from operating activities 11 $1,199,125 $669,822

Cash flows from financing activities

Transfer from Snowdome Foundation 16 $97,500 $2,481,628

Net cash from financing activities $97,500 $2,481,628

Net increase in cash and cash equivalents $1,296,625 $3,151,450

Cash at the beginning of the financial year $3,151,450 -

Cash at the end of the financial year 5 $4,448,075 $3,151,450

The Statement of Cash Flows is to be read in conjunction with the accompanying Notes to the 
Financial Statements.

Statement of Changes in Equity 
for the year ended 30 June 2020 

Note  Retained earnings Total equity

Balance at 1 July 2018 – –

Surplus $168,771 $168,771

Total comprehensive income $168,771 $168,771

Snowdome transfer 16 $2,450,416 $2,450,416

Balance at 30 June 2019 $2,619,187 $2,619,187

Balance at 1 July 2019 $2,619,187 $2,619,187

Surplus $248,290 $248,290

Total comprehensive income $248,290 $248,290

Snowdome transfer 16 $97,000 $97,000

Balance at 30 June 2019 $2,964,477 $2,964,477

The Statement of Changes in Equity is to be read in conjunction with the accompanying Notes to the 
Financial Statements.
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Notes to the Financial Statements  
for the year ended 30 June 2020

1. Reporting Entity
M Riewoldt Holdings Limited (“the Company”) is domiciled in Australia. The address of the Company’s 
registered office is 11 Hume Street, Huntingdale VIC 3166.

The Company was registered as a Company under the Corporations Act 2001 on 15 June 2016 and 
was registered as a charity with the ACNC on 4 February 2019. This Company is a company limited 
by guarantee and is a not-for-profit organisation established to fund medical research into finding a 
cure for Bone Marrow Failure Syndromes.

In the opinion of the Directors, the Company is not publicly accountable, nor is it a reporting 
entity. The financial statements of the Company have been drawn up as special purpose financial 
statements for distribution to the members and for the purpose of fulfilling the requirements of the 
Australian Charities and Not-for-profits Commission Act 2012.

2. Basis of Preparation
a. Basis of accounting

The special purpose financial statements have been prepared in accordance with the requirements of 
the Australian Charities and Not-for-profits Commission Act 2012 and the recognition, measurement 
and classification aspects of all applicable Australian Accounting Standards (AASBs) adopted by the 
Australian Accounting Standards Board (AASB).

The special purpose financial statements include only the disclosure requirements of the following 
AASBs and those disclosures considered necessary by the Director to meet the needs of members:

AASB 101 Presentation of Financial Statements 

AASB 107 Statement of Cash Flows

AASB 108 Accounting Policies, Changes in Accounting Estimates and Errors 

AASB 1048 Interpretation of Standards

AASB 1054 Australian Additional Disclosure

The financial statements were approved by the Board of Directors on 17 September 2020.

b. Basis of measurement

The financial report has been prepared on the basis of historical cost.

c. Functional currency

These financial statements are presented in Australian dollars, which is the Company’s functional 
currency.

Foreign currency transactions are translated into the functional currency using the exchange rates 
at the dates of the transactions. Foreign exchange gains and losses resulting from the settlement of 
such transactions and from the translation of monetary assets and liabilities denominated in foreign 
currencies at year end exchange rates are in profit or loss.

d. Use of judgments and estimates

There were no material areas where judgements and estimates were used as the basis for the 
preparation of accounts.

3. Significant Accounting Policies
The principal accounting policies adopted in the preparation of the financial report are set out below. 
These policies have been consistently applied to all the periods presented, unless otherwise stated. 
The Company has no significant leases, accordingly AASB 16 Leases has no material impact on the 
Company’s accounting policies.

a. Revenue

Grant revenue

AASB 15 requires grant revenue arising from an agreement which contains enforceable and 
sufficiently specific performance obligations is recognised when control of each performance 
obligation is satisfied. This is generally the case for the monies from the Government and the 
performance obligations are varied based on the agreement.

Within grant agreements there may be some performance obligations where control transfers at 
a point in time and others which have continuous transfer of control over the life of the contract. 
Where control is transferred over time, generally the revenue is recognised based on either cost or 
time incurred which best reflects the transfer of control.

If a grant agreement is either not enforceable or does not have sufficiently specific performance 
obligations, assets arising from such grants are in the scope of AASB 1058 and recognised at their 
fair value when the asset is received. These assets are generally cash but may be property which 
has been donated or sold to the Company significantly below its fair value. Once the asset has been 
recognised, the Company recognises any related liability amounts. Once the assets and liabilities 
have been recognised, income is recognised for any difference between the recorded asset and 
liability.

Donations, fundraising and sponsorships

Revenue from donations, fundraising, and sponsorships received from third parties are recognised 
when they are unconditional and the Company is presently entitled to receive them.

Merchandise sales

Revenue from merchandise sales is recognised when the control of goods passes to the customer, 
which is at the time that the goods are physically transferred, and is recognised at the fair value 
of the consideration received.

Interest income

Interest income is recognised as it accrues using the effective interest method.

b. Taxation

(i) Goods and Services Tax

Revenues, expenses and assets are recognised net of the amount of goods and services tax (GST), 
except where the amount of GST incurred is not recoverable from the Australian Tax Office (ATO). 
In these circumstances, the GST is recognised as part of the cost of acquisition of the asset or as  
part of the expense.

Receivables and payables are recognised inclusive of GST. The net amount of GST recoverable from, 
or payable to the ATO is included as a current asset or liability in the balance sheet.

Cash flows are included in the statement of cash flows on a gross basis. The GST components of cash 
flows arising from investing and financing activities which are recoverable from or payable to the ATO 
are classified as operating cash flows.
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3.  Significant Accounting Policies (continued)
b. Taxation (continued)

(ii) Income Tax

The Company is a charitable institution for the purposes of Australian taxation legislation and is 
therefore exempt from income tax.

c. Financial Assets

Trade receivables and debt securities issued are initially recognised when they are originated.

The Company initially recognizes receivables on the date that they originate. All other financial 
assets (including assets designated at fair value through profit or loss) are recognised initially on the 
trade date at which the Company becomes a party to the contractual provisions of the instrument.

The Company initially derecognises a financial asset when the contractual rights to the cash flows 
from the asset expire, or it transfers the rights to receive the contractual cash flows on the financial 
asset in a transaction in which substantially all the risks and rewards of ownership of the financial 
asset are transferred. Any interest in transferred financial assets that is created or retained by the 
Company is recognized as a separate asset or liability.

Financial assets and liabilities are offset and the net amount presented in the statement of financial 
position when, and only when, the Company has a legal right to offset the amounts and intends 
either to settle on a net basis or to realise the asset and settle the liability simultaneously.

The Company has the following non-derivative financial assets: cash and cash equivalents, and trade 
and other receivables.

(i) Cash and Cash Equivalents

Cash and cash equivalents comprise of cash balances and call deposits with original maturities of 
less than three months from the acquisition date that are subject to an insignificant risk of changes in 
their fair value, and are used by the Company in the management of its short term commitments.

(ii) Receivables

Trade receivables are initially recognised when they are originated. A trade receivable without a 
significant financing component is initially measured at the transaction price.

(iii) Impairment

The Company recognises loss allowances for “expected credit loss” ECLs on financial assets 
measured at amortised cost. The Company measures loss allowances on trade receivables at an 
amount equal to lifetime ECLs.

When determining whether the credit risk of a financial asset has increased significantly since 
initial recognition and when estimating ECLs, the Company considers reasonable and supportable 
information that is relevant and available without undue cost or effort. The Company assumes that 
the credit risk on a financial asset has increased significantly if it is more than 30 days past due. The 
Company considers a financial asset to be in default when the borrower is unlikely to pay its credit 
obligations to the Company in full, or the financial asset is more than 90 days past due.

c. Inventories

Inventories consist of merchandise which are measured at cost less any provision for obsolescence. 
Cost includes all expenses directly related to the purchase of the inventory.

d. Plant and Equipment

Plant and equipment are measured at cost less accumulated depreciation and accumulated 
impairment losses. The carrying amounts of fixed assets are reviewed on a regular basis to ensure 
that they are not in excess of the recoverable amount. In assessing recoverable amounts of non-
current assets, the relevant cash flows have been discounted to their present value.

Depreciation is recognised in the profit and loss on a straight-line basis over the estimated  
useful life for each item of plant and equipment. The estimated useful life for plant and equipment  
is four to five years. Depreciation methods, useful lives and residual values are reassessed at  
the reporting date.

e. Intangibles Assets

Website development expenditure is carried forward as an asset when its future recoverability can be 
reasonably regarded as assured and the expenditure can be reliably measured. Costs are amortised 
on a straight line basis over their estimated useful life of five years. Amortisation methods, useful 
lives and residual values are reviewed each year and adjusted if appropriate.

f. Impairment of non-financial assets

At each reporting date, the Directors review a number of factors effecting non-current assets 
including their carrying values, to determine if these assets, grouped into cash-generating units,  
may be impaired. If an impairment indicator exists, the recoverable amount of the asset, being the 
higher of the asset's "fair value less costs to sell" and "value in use" is compared to the carrying 
value. Any excess of the asset's carrying value over its recoverable value is expensed in the profit  
and loss as an impairment loss.

As the future economic benefits of the Company's assets are not primarily dependent on their 
ability to generate cash inflows, and if deprived of the asset, the Company would replace the asset's 
remaining future economic benefits, with "value in use" determined as the depreciated replacement 
cost of the asset, rather than by using discounted future cash flows.

g. Employee Entitlements

Employee entitlements comprise wages and salaries, annual leave, long service leave and 
contributions to superannuation plans provided up to the reporting date. The provision for long 
service leave has been calculated at a discounted amount based on remuneration wages and salary 
rates that the Company expects to pay as at the reporting date, including related on-costs.

The Company pays contributions to certain defined contribution superannuation plans.  
Contributions are recognised in profit or loss when they are due.

The Company holds a policy whereby no employee will carry over any annual leave from one year  
to the next, so no annual leave can be accrued beyond the current financial year.

h. Payables

Payables represent liabilities for goods and services provided to the Company prior to the end of the 
financial year that are unpaid.
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3.  Significant Accounting Policies (continued) 
i. Leases as a lessee

At inception of a contract, the Company assesses whether a contract is, or contains, a lease. 
A contract is, or contains, a lease if the contract conveys the right to control the use of an identified 
asset for a period of time in exchange for consideration. To assess whether a contract conveys the 
right to control the use of an identified asset, the Association uses the definition of a lease in AASB 16.

The Company recognises a right-of-use asset and a lease liability at the lease commencement date. 
The right-of-use asset is initially measured at cost, which comprises the initial amount of the lease 
liability adjusted for any lease payments made at or before the commencement date, plus any initial 
direct costs incurred and an estimate of costs to dismantle and remove the underlying asset or to 
restore the underlying asset or the site on which it is located, less any lease incentives received.

Leases with significantly below-market terms and conditions

The Company has the right to use office space for $1 per month consideration. This office space is 
used for the Company’s administration office. The lease is on monthly rolling terms. The Company 
has elected to measure the right-of-use asset arising from this lease at cost (i.e. nil), which is based 
on the lease liability. The Company has no other leases.

j. Members funds

The liability of the members of the Company is a limited guarantee. Every member of the Company 
undertakes to contribute to the assets of the Company in the event of it being wound up while 
they are a member, or within one year thereafter, for the payment of the liabilities of the Company 
(obligations entered into before ceasing to be a member) and of the costs, charges and expenses of 
winding up. In any such case, each member’s contributions will be limited to a maximum of $100. 
There are two members of the Company at 30 June 2020 (2019: two members).

k. Standards and Interpretations in issue not yet adopted

A number of new standards are effective for annual periods beginning after 1 July 2019 and earlier 
application is permitted; however the Company has not early adopted the new or amended 
standards in preparing these financial statements. The new standards are not expected to have a 
significant impact on the Company's financial statements, apart from:

 • AASB 2020-2 Amendments to Australian Accounting Standards — Removal of Special Purpose 
Financial Statements for Certain For Profit Private Sector Entities

 • AASB 1060 General Purpose Financial Statements Disclosures for For-Profit and Not- for- 
Profit Tier 2 Entities.

These standards remove the ability of the Company to prepare special purpose financial statements 
and will require the Company to prepare general purpose financial statements.

- Tier 2; and apply the disclosures set out in AASB 1060. As the Company applies all the recognition 
and measurement requirements of all Australian Accounting Standards, there will be no impact 
on the amounts recognised in the financial statements however more disclosure will be required than 
is currently provided. Both standards will apply to the Company from the financial year beginning 
1 July 2021; i.e. for the year ended 30 Jung 2022.

4.  Income

 30 June 2020 30 June 2019

(a) Revenue

Revenue from contracts with customers:

Grant revenue $836,333 $10,000

Merchandise sales $40,399 $7,479

Other revenue:

Fundraising events $537,069 $487,955

Sponsorships and donations $615,987 $73,882

Interest income $33,950 -

Balance at 30 June 2019 $2,063,738 $579,316

(b) Other income

JobKeeper $27,000 –

Other Covid-19 related government stimulus $37,011 –

$64,011 –

(c) Volunteer and pro bono services

The Company has elected not to record volunteer and pro bono services in the financial statements. 
Volunteer services received but not recorded relate to event planning and execution. The Company 
also received but not recorded the following services on a pro-bono basis: accounting, audit, 
branding & marketing, legal, and rent. 

5. Cash and Cash Equivalents

Cash at bank 4,448,075 3,151,450

4,448,075 3,151,450

6.  Receivables

Accounts receivable $115,224 $133,197

Prepayments $3,300 –

GST receivable – $22,332

$118,524 $155,529
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7. Plant and Equipment

 30 June 2020 30 June 2019

Computer Equipment:

Cost $10,085 $10,085

Less: Accumulated Depreciation ($5,743) ($3,606)

$4,342 $6,479

Office Equipment:

Cost $215 $215

Less: Accumulated Depreciation ($156) ($127)

$59 $88

Total Plant and Equipment $4,401 $6,567

8. Intangible Assets

Intellectual Property

Cost $1,800 $1,800

Less: Accumulated Amortisation ($1,062) ($878)

$738 $922

Website

Cost $30,056 $30,056

Less: Accumulated Amortisation ($28,552) ($22,540)

$1,504 $7,516

Total Intangible Assets $2,242 $8,438

9. Payables

Trade and other creditors $24,635 $306,760

GST payable $66,282 –

$90,917 $306,760

10. Employee Entitlements

 30 June 2020 30 June 2019

Current

Provision for annual leave $17,540 $19,265

Superannuation payable $121 $1,385

$17,661 $20,650

Non-current

Provision for long service leave $14,629 $10,507

$14,629 $10,507

11. Notes to the Statement of Cash Flows
 
Reconciliation of surplus to net cash from operating activities

Surplus for the year $248,290 $168,771

Depreciation expense $8,362 –

Changes in operating assets and liabilities:

Decrease in Receivables $37,005 ($155,529)

Decrease in Inventories $1,495 –

(Decrease) in Payables ($216,343) $268,127

Increase in Employee entitlements $1,133 $8,453

Increase in Deferred revenue $1,119,183 $380,000

Net cash used in operating activities $1,199,125 $669,822

12. Commitments 
 
As at 30 June 2020, the Company has committed to paying research grants which are payable  
as follows:

Not later than one year $848,023 $1,421,224

Later than one year by not later than five years $923,969 $1,221,268

$1,771,992 $2,642,492

13. Contingent Liabilities 
 
As at 30 June 2020, the Company had no contingent liabilities (2019: Nil).
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14. Auditor’s Remuneration 
 
The auditor of the Company is KPMG, who provide their services on a pro-bono basis to the Company.

15. Subsequent Events 
 
There has not arisen, in the interval between the end of the financial year and the date of this 
report, any item, transaction or event of a material and unusual nature likely, in the opinion of the 
Directors of the Company, to affect significantly the operations of the Company, the results of those 
operations, or the state of affairs of the Company in future financial years.

16. Transfer of Net Assets from Snowdome Foundation
On 23 July 2018, the Snowdome Foundation agreed plans for Maddie Riewoldt’s Vision to act 
independently from Snowdome. As such, the Company was established as a Health Promotion Charity 
and registered with the ACNC on 4 February 2019.

A memorandum of agreement between Snowdome Foundation and the Company outlining the terms and 
conditions of the transfer was signed on 18 June 2019 and the transfer was effective from 27 June 2019.

On completion:

 • the funds allocated to MRV held by Snowdome Foundation and held in cash were transferred  
to the bank account of the Company;

 • any contracts for government grants and research contracts previously entered into were 
novated to the Company (where possible);

 • relevant employees and their leave provisions were transferred to the Company; and

 • settlement was made for various statutory amounts (including GST) and insurance on  
a pro-rata basis.

In financial year 2020, an additional transfer was made upon review and finalisation of the separation.

A summary of the net assets transferred into the Company is:

 30 June 2020 30 June 2019

Cash $97,500 $2,481,628

Inventories – $15,120

Plant and equipment – $6,567

Intangibles – $8,438

Trade and other creditors ($500) ($38,633)

Employee entitlements – ($22,704)

Net assets transferred in $97,000 $2,450,416

Directors’ Declaration
In the opinion of the Directors of M Riewoldt Holdings Limited (the Company):

(a) the Company is not publicly accountable nor a reporting entity;

(b)  the financial statements and notes are in accordance with the Australian Charities and Not-
for-profits Commission Act 2012, including:

 (i)  presents fairly in all material respects of the financial position of the Company 
as at 30 June 2020 and of its performance, as represented by the results of its 
operations for the financial year ended on that date in accordance with the basis of 
preparation described in Note 1; and

 (ii)  complying with Australian Accounting Standards (including the Australian 
Accounting Interpretations) to the extent described in Note 1, and the Australian 
Charities and Not-for-profits Commission Regulation 2013; and

 (c)  there are reasonable grounds to believe that the Company will be able to pay its 
debts as and when they become due and payable.

Signed in accordance with a resolution of the directors:

Nicholas Riewoldt 
Director

7 October 2020  
Melbourne
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Independent Auditor's Report

To the members of M Riewoldt Holdings Limited.

Opinion
We have audited the Financial Report, of M Riewoldt Holdings Limited (the Company).

In our opinion, the accompanying Financial Report of the Company is in accordance with Division 60 
of the Australian Charities and Not-for-profits Commission (ACNC) Act 2012, including:

i.  giving a true and fair view of the Company’s financial position as at 30 June 2020, and of its 
financial  performance and its cash flows for the year ended on that date; 

and 

i.  complying with Australian Accounting Standards to the extent described in Note 2 and 
Division 60 of the Australian Charities and Not-for-profits Commission Regulation 2013. 

The Financial Report comprises:

i. Statement of Financial Position as at 30 June 2020.

ii.  Statement of Surplus or Deficit and Other Comprehensive Income, Statement of Changes in 
Equity, and Statement of Cash Flows for the year then ended.

iii.  Notes including a summary of significant accounting policies.

iv. Directors’ Declaration of the Company.

KPMG, an Australian partnership and a member firm of the KPMG global organisation of 
independent member firms affiliated with KPMG International Limited, a private English 
company limited by guarantee.

Liability limited by a scheme approved under Professional Standards Legislation.

Basis for Opinion
We conducted our audit in accordance with Australian Auditing Standards. We believe that the audit 
evidence we have obtained is sufficient and appropriate to provide a basis for our opinion.

Our responsibilities under those standards are further described in the Auditor’s responsibilities for 
the audit of the Financial Report section of our report.

We are independent of the Company in accordance with the auditor independence requirements of 
the ACNC Act 2012 and the ethical requirements of the Accounting Professional and Ethical Standards 
Board’s APES 110 Code of Ethics for Professional Accountants (including Independence Standards) (the 
Code) that are relevant to our audit of the Financial Report in Australia. We have fulfilled our other 
ethical responsibilities in accordance with the Code.

Emphasis of Matter – Basis of Preparation and Restriction on Use
We draw attention to Notes 1 to 3 to the Financial Report, which describes the basis of preparation.

The Financial Report has been prepared for the purpose of fulfilling the Directors’ financial reporting 
responsibilities under the ACNC Act 2012. As a result, the Financial Report and this Auditor’s Report 
may not be suitable for another purpose. Our opinion is not modified in respect of this matter.

Our report is intended solely for the members of the Company and ACNC and should not be used 
by any other party. We disclaim any assumption of responsibility for any reliance on this Auditor’s 
Report, or on the Financial Report to which it relates to any person other than the members of the 
Company and ACNC.

Other information
Other Information is financial and non-financial information in M Riewoldt Holdings Limited’s  
annual reporting which is provided in addition to the Financial Report and the Auditor’s Report.  
The Directors are responsible for the Other Information.

The Other Information we obtained prior to the date of this Auditor’s Report was the 
Directors’ Report.

Our opinion on the Financial Report does not cover the Other Information and, accordingly,  
we do not express any form of assurance conclusion thereon.

In connection with our audit of the Financial Report, our responsibility is to read the Other 
Information. In doing so, we consider whether the Other Information is materially inconsistent  
with the Financial Report or our knowledge obtained in the audit, or otherwise appears to be 
materially misstated.

We are required to report if we conclude that there is a material misstatement of this Other 
Information, and based on the work we have performed on the Other Information that we obtained 
prior to the date of this Auditor’s Report we have nothing to report.
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Responsibilities of the Directors for the Financial Report
The Directors are responsible for:

i.  Preparing the Financial Report that gives a true and fair view in accordance with Australian 
Accounting Standards and the ACNC.

ii.  Determining that the basis of preparation described in Notes 1 to 3 to the Financial Report 
is appropriate to meet the requirements of the ACNC. The basis of preparation is also 
appropriate to meet the needs of the members.

iii.  Implementing necessary internal control to enable the preparation of a Financial Report  
that gives a true and fair view and is free from material misstatement, whether due to fraud 
or error.

iv.  Assessing the Company’s ability to continue as a going concern and whether the use of the 
going concern basis of accounting is appropriate. This includes disclosing, as applicable, 
matters related to going concern and using the going concern basis of accounting unless 
they either intend to liquidate Company or to cease operations, or have no realistic 
alternative but to do so.

Auditor’s Responsibilities for the Audit of the Financial Report
Our objective is:

i.  to obtain reasonable assurance about whether the Financial Report as a whole is free  
from material misstatement, whether due to fraud or error; and

ii. to issue an Auditor’s Report that includes our opinion.

Reasonable assurance is a high level of assurance, but is not a guarantee that an audit conducted  
in accordance with Australian Auditing Standards will always detect a material misstatement when  
it exists.

Misstatements can arise from fraud or error. They are considered material if, individually or in the 
aggregate, they could reasonably be expected to influence the economic decisions of users taken on 
the basis of this Financial Report.

As part of an audit in accordance with Australian Auditing Standards, we exercise professional 
judgement and maintain professional scepticism throughout the audit.

We also:

i.  Identify and assess the risks of material misstatement of the Financial Report, whether 
due to fraud or error, design and perform audit procedures responsive to those risks, and 
obtain audit evidence that is sufficient and appropriate to provide a basis for our opinion. 
The risk of not detecting a material misstatement resulting from fraud is higher than for 
one resulting from error, as fraud may involve collusion, forgery, intentional omissions, 
misrepresentations, or the override of internal control.

ii.  Obtain an understanding of internal control relevant to the Audit in order to design audit 
procedures that are appropriate in the circumstances, but not for the purpose of expressing 
an opinion on the effectiveness of the registered Company’s internal control.

iii.  Evaluate the appropriateness of accounting policies used and the reasonableness of 
accounting estimates and related disclosures made by the Directors.

iv.  Conclude on the appropriateness of the Directors’ use of the going concern basis of 
accounting and, based on the audit evidence obtained, whether a material uncertainty 
exists related to events or conditions that may cast significant doubt on the registered 

Company’s ability to continue as a going concern. If we conclude that a material uncertainty exists, 
we are required to draw attention in our Auditor’s Report to the related disclosures in the Financial 
Report or, if such disclosures are inadequate, to modify our opinion. Our conclusions are based 
on the audit evidence obtained up to the date of our Auditor’s Report. However, future events or 
conditions may cause the Company to cease to continue as a going concern.

v.  Evaluate the overall presentation, structure and content of the Financial Report, including 
the disclosures, and whether the Financial Report represents the underlying transactions 
and events in a manner that achieves fair presentation.

We communicate with the Directors of the registered Company regarding, among other matters, 
the planned scope and timing of the audit and significant audit findings, including any significant 
deficiencies in internal control that we identify during our audit

KPMG Adrian Nathaniels
Partner

Melbourne
7 October 2020
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Looking to 
the future5.
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Final note

The collation and presentation of five years of work and 
highlights have been a time to reflect but also celebrate. There 
are tangible, rational measures of all that’s been achieved. 
Our work began with everything being fuelled by an emotion 
of saving lives and we are also aware of the spirituality of the 
connectedness and raw humanness within the community 
that rallies behind us. In fact, creative numerology's 'Five 
Life Path’ number claims that it is one of resourcefulness, 
discovery, choice, change, freedom and the physical aspects 
of life. Fittingly, this seems to describe our five years perfectly; 
the Riewoldt family's choice to do everything possible to fulfil 
Maddie's vision and change the future for Bone Marrow Failure 
sufferers forever; the resourcefulness of every single volunteer, 
donor, researcher, staff member, board and committee member, 
pro-bono advisor and supporter involved in realising Maddie's 
vision; and the talented medical clinicians and researchers 
who are hard at work discovering information and choosing 
to collaborate with their peers to bring wider awareness and 
understanding of BMFS. 

On February 24th, 2015 the Riewoldt family were faced with 
a pain and depth of grief unimaginable. They are a close knit, 
strong family and from this came something truly magical; a 
legacy for a remarkable young woman was forged. Maddie, with 
the help of determined leadership and a passionate community, 
your vision of a world where good support and a thorough 
knowledge of Bone Marrow Failure diseases is steadily becoming 
realised and we will never forget what you had to go through 
to create this. 

Looking to the future, we are immensely proud to be realising one 
of Maddie's parent's, Fiona & Joe, long-held wishes – a patient 
and family connection. Together with our medical research and 
telehealth nurse support, BMFS patients and families will be 
provided with access to information and support services that 
will not only provide them with invaluable support but also assist 
us with how we can further shape our work for their needs. 
Importantly, a platform for ensuring the steps to accessing new 
treatments and clinical trial participation are linear. 

The challenges that Covid-19 has brought this year have put a 
pause on some of our events but also created an opportunity 
for us to stop and realise, with a great amount of positivity, 
what we have achieved. We are excited to see what the next five 
years bring and remain steadfast in our commitment and belief 
that the research projects and people we fund will lead to the 
breakthroughs that the complexities of Bone Marrow Failure 
Syndromes so urgently need. We ask you to keep joining with 
us and send our appreciation for the way in which your ongoing 
support has created the impact we have achieved to date.

Looking to the Future

Thank you for reading our Annual Report. 
Your interest and time to review five years 
alongside us is deeply appreciated. 
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How you can help

Volunteer your time
Not all support of Maddie’s Vision is 
monetary. Volunteering your time, 
effort and expertise is also an incredibly 
valuable way to contribute. We regularly 
need volunteers to help us at our many 
events and at busy times in our Melbourne 
office. Some of the opportunities to 
volunteer include assisting us to sell 
merchandise, man a stall, registering 
guests at our events, or assisting in 
the office with general administration. 
We also welcome the opportunity to 
work with volunteers who have special 
skill sets, such as web development, 
accounting or design. 

Make a donation 
Our vital research relies on generous 
donations from our community. There 
are many ways you can help make a 
difference, by making a singular donation, 
or more regularly with monthly or 
quarterly donations.

Give ‘In Loving Memory’
We have many families approach us 
regarding donations instead of sending 
flowers in memory of a loved one. We can 
assist you to create an In Loving Memory 
website page for friends and family who 
wish to honour their loved one’s memory 
by making a donation online. 

Support an event or 
fundraising activity
Getting involved and being part of an 
upcoming event is a great way to support 
and contribute to Maddie Riewoldt’s 
Vision in its mission to fund a cure 
for Bone Marrow Failure Syndromes. 
Throughout the year we have several 
events and welcome you to attend, 
volunteer or host your own fundraiser 
linked with these events.

Become a corporate 
partner 
The workplace is a great place to begin 
your fundraising efforts. Chat to your 
staff about hosting a casual clothes day, 
sponsor a morning tea, the ideas are 
endless. This is a great way to raise funds, 
be corporately and socially responsible,  
as well as creating great workplace 
morale. Employers can be very 
accommodating when it comes 
to supporting charity initiatives. Chat to 
your employer about arranging your event.

Visit our Maddie’s Vision 
store 
For all our merchandise please visit our 
website www.mrv.org.au/store

To get in touch about the many ways you 
can support us at Maddie's Vision, please 
contact us at admin@mrv.org.au

Looking to the Future

Top left: Elliot showing how he supports Maddie's 
Vision. Top right: Maddie Riewoldt and her dog Oscar. 
Below: Maddie's Vision Hand Sanitiser.
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With thanks to 
the Riewoldt 
family, we are 
now supporting 
and giving hope 
to the future.

Left page: Maddie Riewoldt. Right page, top left: Zak Oliver with parents Liam and 
Crystal along with Nick Riewoldt. Top right: Elliot Vanderland. Centre left: Larry 
Tan. Centre right: Carter & Skye Savage along with their mum Karen at Maddie's 
Match. Below left: Alex Gadomski. Below right: Blake Dridan.

Looking to the Future
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Top left: Indyanna Harper and the crew from Cars and Coffee Drysdale 
fundraiser. Top right: Nick Miller at his art exhibition. Centre left: Jeff Freestone. 
Centre right: Indyanna Harper at the Melbourne Boomer Purple game. Below 
left: Quinn Snow being supported by Nick Riewoldt (left) and Jack Riewoldt 
(right). Below right: Maddy Allardyce wearing her Converse sneakers.

Contact

Maddie Riewoldt’s Vision
ABN 20 613 016 765

 
Phone: 0477 003 940
Website: www.mrv.org.au
Email: admin@mrv.org.au

Facebook: Maddie Riewoldt’s Vision
Twitter: @MaddiesVision
Instagram: MaddiesVision 

To get in touch about the many ways you can 
donate to Maddie’s Vision please contact us: 
admin@mrv.org.au
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#fightlikemaddie


