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DURING 2016, WE PROUDLY CELEBRATED
25 YEARS OF HELPING PATIENTS

25 YEARS

OF THE REGISTRY

250,089
donors have joined the ABMDR
(including retired donors)

37,247
cord blood units have been made searchable
(including shipped and withdrawn cord blood units)

4,279

Australian patients transplanted
through the ABMDR
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CHAIR’S
WELCOME
Over the past year the ABMDR and the National Cord Blood Collection Network have
achieved some amazing things through the hard work of everyone involved in finding
solutions for people in need of a Haemopoetic Stem Cell (HSC) transplant.
People come first – people in need and people prepared to help – recipients and
donors. We achieve a successful search and are able to proceed to transplantation
in about half of the approximately 800 Australians who search for a donor through
the ABMDR. The pages of this report tell you some of their stories and provide some
of the statistics about donation and transplantation success.
Thinking back to the start of the registry we believed that, if we were successful,
the ABMDR might find a donor for about 100 of the expected 200 Australians who
would search the system. The success in the hospital haematology units has led to
four times that estimate. In 1990 the idea of transplanting anyone over the age of
about 45 or 50 was not considered sensible, but today the transplant units are able
to undertake successful HSC transplants in people in their 70s.
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We were optimistic in those early days that we would be able to find matched donors
for half of those searching. Two opposite things have happened since then: firstly, it is
much harder to find a match now that the match definition is much more enhanced
and we have the technology to test this; but secondly and fortunately the number
of donors we have available globally has risen to more than 30 million and we have
been also able to use cord blood stem cells to increase still further the availability of
HSCs. The result is that today we can find donors for about half of the much larger
number of those in need.
The results today would have been impossible to contemplate without the global
registries we work with and the complex computer systems we have to share the
information and to undertake the searches. The ABMDR has continued to build our
specialised information systems to hold all our data and to search the world on behalf
of Australians.
There are challenges ahead for the ABMDR. The average age of our donors is
getting older and the majority have been tissue typed using old technology. We are
developing plans for new and effective ways to recruit and tissue type the donors
most needed for the recipients of the future.
JEREMY CHAPMAN
CHAIR

On behalf of the National Board of the ABMDR, I want to thank all the
donors and all the teams who have connected them to provide a second
chance for so many fellow Australians – thank you.

EXECUTIVE’S
WELCOME
This year, the ABMDR celebrated 25 years of providing a service that gives life-saving
opportunities to patients in Australia and the world. Any anniversary is a time for
reflection, and we have looked at the achievements of the registry and the network
– most importantly the 4,279 Australian patients that have received a transplant
through the generosity of donors and cord blood donors.
In 2016-17, the ABMDR has had a year of consolidation, focussing on building the
teams and expertise to take the ABMDR into the next 25 years. At the end of 2017,
the ABMDR had a budgeted staff of 20 people: 3 in the National Coordination Unit,
5 in Operation (reporting, analysis, contract management etc.), 3 in Finance, 6 in
Information Services, a Medical Director (0.4 FTE) and an Executive team of 2. This
team works with the hundreds of people in the Australian network and international
registries to deliver the services of unrelated bone marrow transplantation.
The key services provided by the ABMDR are:
• search, transplant and matching services to provide unrelated HPC donors for
patients in need anywhere in the world
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• standards publication and accreditation services for Australian centres (incorporating
donor welfare and continuous improvement)
• logistics support to Australian and overseas transplant, cord blood bank and
collection centres
• development, support and enhancement of information systems to support the
above activities (including the support of other countries in the region)
• strategy and sector leadership for unrelated HPC sourcing in Australia
• effective management of funding agreements to ensure provision of services under
the National Cord Blood Collection Network, International Searches Program and
Bone Marrow Transplant Program
We hope that you find this year’s Annual Report informative and interesting. We
have included a timeline of the 25 years as well as recent statistics. I would also
like to extend my thanks to Tom, Julia, Catherine and Emily for sharing their stories
as a donor, as patients and as a donor coordinator – I hope these wonderful stories
provide insight into the experiences of bone marrow transplantation.
ANTHONY MONTAGUE
NATIONAL EXECUTIVE OFFICER

2016-2017
AT A GLANCE
6,669
new donors

607

donors had verification typing*
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6,591

donors retired from the registry at age 60

$1.8m

patient funding for search activities

96

Australian patients transplanted
from ABMDR donors

227

Australian patients transplanted
from international donors

*Provision of verification typing sample is the final test of compatability
and verification of a potential donor

ABOUT
US
WHO WE ARE

ABMDR NETWORK

The ABMDR is a public company limited by guarantee and a
registered charity under the Australian Charities and Not-forprofits Commission.

The ABMDR relies on its nationwide network to help patients
and donors.

We are the only organisation responsible for the recruitment
of volunteer bone marrow/blood stem cell donors and the
administrative management of the National Cord Blood
Collection Network of public cord blood banks in Australia.
The ABMDR, including cord blood operations, is funded by
the Commonwealth, State and Territory governments through
a variety of funding agreements.

WHERE WE ARE
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The ABMDR National Office is based in Sydney where the staff work
in close association with the Australian Red Cross Blood Service.
The donor and search centres can be found in the state capital
cities and they serve metropolitan and country areas in Australia.
The National Cord Blood Collection Network (AusCord) cord
blood banks are located in Sydney, Melbourne and Brisbane
with collection centres in these cities in addition to an Indigenous
collection centre in Darwin.

WHO WE HELP
Australian and international patients who are in need of a stem
cell transplant and have not found a donor among their relatives.
Volunteer bone marrow donors and umbilical cord blood donors
who are willing to help any person in the world in need of a
transplant join the ABMDR.

Australian Red Cross Blood Service bone marrow donor centres:
The donor centres are responsible for the management of the
donor panel including recruitment, counselling and advocacy
for donors at all stages of the donation process.
Tissue typing laboratories: The tissue typing centres provide
HLA typing services for patients and donors. They provide
expert advice on tissue typing matters and a dedicated search
coordinator to manage searches on behalf of patients requiring
family and unrelated donor searches.
Transplant centres: The transplant centres provide transplant
services for Australian patients needing bone marrow
transplantation. They care for the patients and via the local
search coordinator initiate the search for suitably matched
donors through the ABMDR.
Collection and apheresis centres: The collection and apheresis
centres collect the blood stem cells from the volunteer ABMDR
donors prior to transplant. In collaboration with the donor centres,
the staff counsel the donors before the collection, perform a
physical assessment and look afer the donor’s welfare.
AusCord cord blood banks: AusCord cord blood banks manage
the donation of umbilical cord blood units. They counsel the
volunteer mothers, collect, process, store and release cord blood
units for public use. The cord blood banks operate within a strict
Therapeutics Goods Administration (TGA) regulatory framework.

WHAT WE DO
WE GIVE PATIENTS A CHANCE OF LIFE Bone marrow and umbilical cord blood transplants are an option for the medical
treatment of patients with blood and immune disorders.
WE FACILITATE THE SEARCH FOR DONORS ON BEHALF OF PATIENTS IN NEED OF TRANSPLANTS We search for suitably
matched donors and umbilical cord blood units. We provide guidelines for the search, collection and care of the donor before
and after the donation.
WE COORDINATE FINANCIAL ASSISTANCE FOR AUSTRALIAN PATIENTS The ABMDR coordinates financial assistance
provided by the Australian government for Australian patients searching for a suitable donor.
WE EDUCATE THE COMMUNITY The ABMDR raises awareness about the importance of becoming a bone marrow donor
or donating umbilical cord blood. When a person joins the registry, that person joins more than 30 million people around the
world who are willing to help anyone in need.
WE SUPPORT RESEARCH We provide the scientific community access to the ABMDR tissue repository and donors for research,
when approved by the ABMDR Research Governance Committee.

TOM’S
STORY
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Joining the registry is just the first step of what could be a life-altering
experience. Having donated, I can’t fully explain how great it feels like
to do so and if I should I get the call again in the future I would say yes
in a heartbeat.

It’s what you know. Knowledge is king throughout the bone marrow donation
process. Here’s how information played a role in the decision making for
communications professional turned donor Tom.
Saving someone’s life isn’t something most people will think
about. It’s hardly a topic that comes up in conversation and it’s
not a feat that will cross your mind until the chance to do so
takes place.

and his videos documented the whole journey from when he
was diagnosed to announcing he was cancer free. This really
hit home and helped me realise what a few hours of my time
could do.

Like so many others, I signed up for the ABMDR one day
while donating blood. It was as simple as signing another
form, and the phlebotomist taking an extra sample tube at
the start of the donation.

One of the assumptions that the majority of people make is that
a big needle in the hip is the only way to collect bone marrow.
But the reality is that a lot of donations collected in Australia are
done through apheresis – like mine.

At the time, I was dating a nursing student and it was something
we’d both spoken about doing. I knew little about what was
involved and had no particular reason for signing up, other than
knowing that one day I might be able to help someone who
needed it.

The confirmation that I was the best suited donor was incredibly
exciting and daunting.

I knew nothing about the process, how the marrow was collected
or what was involved. I’d heard rumours and speculation that it
was painful and big needles were a feature but my approach was
to cross that bridge when it came to it, not knowing if it ever would.
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Years passed before anything came of my registration. I’d
forgotten I’d ever signed up so when I got the phone call and
the person on the other end said the words “from the Australian
Bone Marrow Donor Registry…” my first thought was, ‘Oh cool.
So, you’ve got a raffle or something going on?’
Well, it turned out they did have one going on – only I was the
prize. She went on to explain that I was a potential match for a
patient and they’d like me to have another blood test.
I spoke to my family about the prospect of me donating bone
marrow and it was met with mixed feelings. Some members
were excited, some had reservations and others didn’t know
what to think. By now the concept was on the forefront of my
mind, but there was still a chance I wouldn’t be a match.
My family played a huge role in the decision-making process, as
did the wonderful staff at ABMDR. Although there were some
reservations, we kept thinking that if it was one of us who needed
the transplant we’d donate. What if my nephews got sick and
none of us were a match? Of course we’d want someone to give
up their time and donate.
I knew that I needed to make a decision about whether I would
go through with the donation if I was called up for it. The ABMDR
website is a wealth of information. Between information sheets
about the process, donor and recipient stories and the annual
report, there are pages of answers to questions.
During the physical exam the nurse and the haematologist
also explained everything and a catch up with the ABMDR
coordinator also gave me the chance to ask further questions.
Education is key and I would encourage anyone who gets the
phone call to ask as many questions as you can think of. The
more you know, the easier it is to make an informed decision.
In my independent research I stumbled across a video series
about a patient who was fit and healthy before getting cancer. He
was a similar age to me and needed a bone marrow transplant

It was a bit of a sleepless night ahead of the donation. My mind
was working overtime and I couldn’t get comfortable. I was
nervous and excited. Just hours later I would be doing something
that could help save a life. I knew nothing about the recipient
other than he was an Aussie male, yet I felt so connected to him.
The apheresis method is pretty simple. You’re given a hormone
to boost stem cell production then you sit for a couple of hours
on the machine to separate the stem cells from the circulating
red cells. No more invasive than a plasma or platelets donation.
The donation day felt long. I arrived at the donation centre at
8am and the collection started. The whole process took around
six hours and then I had a chance to have a good lunch while
the all-important cell count took place. They needed more than
5 million but they managed to collect 7.5 million from me.
Anyone who has given blood will know there is an unexplainable
buzz following a donation. When you donate bone marrow
though, it’s a whole new level, it’s an incredible feeling. Some
people think you’re a hero – and in some ways, you are – but
I didn’t feel like it. I had just done something astonishing but I
felt like it was nothing major. It was a sense of humble pride. I
became invested in a total stranger and I find myself wondering
how they are – even months later.
When I tell people about what I’ve done, their response is always
“isn’t that painful and invasive?” but when I explain the process
they realise it’s not as bad as they think.
I feel its misconceptions and a lack of information that prevents
people from signing up to the ABMDR or going through with a
donation, but we can all make a difference – even those who
haven’t donated.
Knowledge is power, and the knowledge my friends gained
from my experience empowered them to sign up to the registry.
It’s a conversation all registered donors should have with their
families and friends.
Joining the registry is just the first step of what could be a lifealtering experience. Having donated, I can’t fully explain how
great it feels like to do so and if I should I get the call again in the
future I would say yes in a heartbeat.

REGISTRY
ACTIVITY
DONORS ON THE REGISTRY AS AT 30 JUNE 2017
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The most common disease affecting young children is Acute Lymphoblastic Leukaemia (ALL).
For children aged 0 to 4 years, 52% of transplants are for non-malignant indications.
In older adults, the prevalent diagnoses are Acute Myeloid Leukaemia (AML) and other malignancies.
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• In 2016-17, 292 Australian patients received a stem cell transplant from an adult donor; this represents a 32% growth from
2010-11.
• Thirty one patients received a cord blood transplant (10%).
• Transplants involving HPC(M) have remained relatively steady over the last five years while transplants involving HPC(CB) are
declining; this is consistent with the patterns of usage seen internationally.

REGISTRY ACTIVITY
CONTINUED
400
350

AUSTRALIAN PATIENTS RECEIVING AN UNRELATED TRANSPLANT BY DONOR LOCATION
400
300
400
350
250
350
300
200
300
250
150
250
200
100
200
150
50
150
100
1000
501998

International donors

International donors
International donors
ABMDR donors

1999

2000

2001

2002

2003

50
0
01998

1999

2000

2001

2002

2003

1998

1999

2000

2001

2002

2003

2004

2005

2006

2007

2008

2009

2004

2005

Financial Year ending 30 June
2006
2007
2008
2009

2004

2005

2006
2007
2008
2009
Financial Year ending 30 June

2010

2011

2012

2013

2014

2015 ABMDR
2016
donors2017
ABMDR donors

2010

2011

2012

2013

2014

2015

2016

2017

2010

2011

2012

2013

2014

2015

2016

2017

Financial Year ending 30 June

• Since 2014, Australian patients have been increasingly receiving HPC products from international donors.
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• Cord blood banking commenced in 1995 and has
since grown to over 34,000 searchable units on the
ABMDR.
• The number of searchable cord blood units (CBUs)
added to the registry fluctuates from year to year in
line with resource availability and funding targets.
• Over time, the molecular sequencing and typing of
the CBUs has improved and also quality of the units
being made searchable has improved.
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NUMBER OF CELLS PER CBU OVER TIME
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• The number of cells required for a cord blood
transplant is dependent on the patient weight.
The heavier the patient, the more cells required.
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SEARCHABLE AUSTRALIAN CORD BLOOD UNITS (CUMULATIVE)

• The number of cells in a CBU is one of the
parameters used by Transplant Programs in their
decision to select a suitable CBU for their patient.
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• The median number of cells per CBU has increased
over time as a result of changes and improvements
in cord blood banking.
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AUSCORD
REPORT
2016-17 was a year of improvements for AusCord cord blood banks.
OPERATIONAL ALIGNMENT
2016-17 saw achievement of a major milestone and
the culmination of a major undertaking for AusCord: the
government-funded project for the operational alignment of the
three cord blood banks. Extensive validation studies of the cord
blood manufacturing process were successfully completed, and
a common processing methodology was implemented on 3 July
2017. Aligned procedures include:
• cord blood separation and isolation of blood progenitor cells
on the MacoPress® SMART system

3

aligned public cord blood banks

• controlled freezing of the cord blood unit
• microbiologic testing to verify lack of contamination and
product quality testing.
The AusCord banks have now aligned cord blood manufacturing
methodologies, and standardised both the interface with donors
and with Clinical Transplant Programs. Mothers across all ten
collection sites in QLD, NSW and VIC wishing to donate their
baby’s cord blood are provided with the same information
about public cord blood banking. Common consent forms and
documentation, donor assessment methods and criteria are
employed. Common forms are also used for provision of cord
blood unit reports to Transplant Centres and for obtaining cord
blood transplantation outcome data.
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EMDIS CORD

1,293
cord blood units as potential life-saving
therapy for patients requiring a stem cell transplant

from its frozen repository of

34,801
cord blood units

AusCord and ABMDR continue to work together on the
implementation of EMDIS Cord, a communications tool to
enhance the sharing of cord blood inventory across international
registries. The goal is to optimise access to information on
Australian cord blood units for Transplant Centre Search
Coordinators. To date, EMDIS Cord links have been established
with France and Spain.
As a component of alignment and EMDIS Cord projects, the
ABMDR CordPoint Information System will hold a common
and more extensive dataset and information on units banked
by AusCord. To enable this, the BMDI Cord Blood Bank and
the Sydney Cord Blood Bank began the configuration of a new
manufacturing software database (TCS by MAK-System) to
facilitate the fast and secure recording, storage and transfer of
information from the banks to the registry. Acquisition of the
software was possible thanks to contributions from the Lions Cord
Blood Foundation and the Australian Cord Blood Foundation. The
Queensland Cord Blood Bank At the Mater since its inception has
employed the Kestral (Mater Pathology) Laboratory Information
System customised for use in routine cord blood banking and the
transfer of data to the CordPoint application.

IMPROVED METHODOLOGY
Immunological matching of patients and cord blood units is
critical to the success of cord blood transplantation. During
2016-2017, improved methodology for routine tissue typing of
cord blood units was implemented by the AusCord contracted
testing laboratories. The Australian Red Closs Blood Service
(the testing laboratory for the Sydney Cord Blood Bank and the
BMDI Cord Blood Bank) implemented HLA typing based on
the “Common and Well-documented Alleles” technology and
Pathology Queensland (the testing laboratory for the Queensland
Cord Blood Bank at The Mater) implemented high resolution
HLA typing. Both testing laboratories continue to validate “Next
Generation Sequencing”. These technologies provide extended
molecular information on cord blood units to ensure better
matching with patients.
Several factors in addition to the level of HLA matching between
the donor and recipient contribute to the quality of a cord blood
unit. These include the cell content and viability of the unit
and the accreditation status of the cord blood bank. All three
banks are licensed by the Therapeutic Goods Administration
(TGA) and are regularly reaccredited by the Foundation for the
Accreditation of Cellular Therapy (FACT).

DR NGAIRE ELWOOD AND DR KARIN TIEDEMANN AT ISCT ANNUAL
MEETING, MAY 2017

INTERNATIONAL REPRESENTATION
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AusCord continues to be represented at an international level
with membership of the Board of FACT and the World Marrow
Donor Association Cord Blood Working (WMDA) Group and
attendance at key international conferences. The three AusCord
Directors attended the WMDA Spring Meeting and the WMDA
NetCord Cord Blood Banking Day held at the Palais du Pharo
in Marseille in March, 2017. AusCord was also well represented
among the 1,586 international delegates representing over 60
countries who converged in London in May to attend the 2017
Annual Meeting of the International Society for Cellular Therapy
(ISCT) and to celebrate the Society’s 25th anniversary. AusCord
members gave seven invited presentations across the ISCT
meeting and the FACT Accreditation and Inspection workshop
and Quality Boot Camp; four posters including two related to the
AusCord Operational Alignment Project were also presented.
AusCord was also represented at the 15th International Cord
Blood Symposium in San Diego.

DR ROBYN RODWELL AT ISCT ANNUAL MEETING, MAY 2017

BMDI CBB 2OTH ANNIVERSARY
The BMDI Cord Blood Bank celebrated its 20th anniversary in
November 2016 with a seminar entitled ‘From transplants to
cellular therapies: 20 years of cord blood banking’ presented by
Drs Tiedemann and Elwood.
Dr Robyn Rodwell
Director Queensland Cord Blood Bank at the Mater
& Chair of AusCord
Dr Ngaire Elwood
Director BMDI Cord Blood Bank
Dr Joanna M Youngson
Director Sydney Cord Blood Bank

L-R: DR JOANNA YOUNGSON, ANTHONY MONTAGUE AND DR. NGAIRE
ELWOOD AT BMDI CBB’S 20TH ANNIVERSARY CELEBRATIONS

JULIA’S
STORY
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A silver lining to all this is an appreciation of life – recognising how fragile
and brief our life really is pushes you to make the most of every day.
To focus on the important things, like your family, and to enjoy the sunshine
even while you’re hanging out the washing!

I was diagnosed with Acute Lymphoblastic Leukaemia following a routine
glucose challenge when I was 28 weeks pregnant with my son Jack.
Looking back there had been signs that I was unwell – fatigue,
ongoing cold sores, bleeding – but I had attributed them all to
pregnancy and just being a busy mum. I had two young children
Hannah, 4 and Lucy 2, worked and volunteered for kindi, so
when I received a phone call to attend the day clinic at the Alfred
because there were some anomalies with my blood sample it
came as a complete surprise.
The word leukaemia wasn’t mentioned on the phone but my
brother had just lost a good friend to leukaemia so the mention
of white blood cells set off alarm bells in my head. I remember
getting off the phone and just blurting out to my husband “I think
they think I have leukaemia”. We went to hospital that afternoon.
It seemed like one minute I was fine, thinking I might have
gestational diabetes, to the next minute in hospital being told I
had leukaemia. That was the start of a long and bumpy ride.
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I began my treatment at The Alfred but was soon transferred
to the Royal Melbourne Hospital because of its proximity to
the Royal Women’s. The two hospitals worked together to take
care of me while monitoring my baby. I was put on a modified
paediatric profile to control the leukaemia while I was pregnant
and Jack was given steroids to promote his growth and lung
development. I had a planned Caesarean at 34 weeks and Jack
was born. He came out screaming which was huge relief.
I remember the cast of thousands that were there for the delivery.
I felt very well cared for and Jack was taken to the special care
nursery to be looked after. Following a week’s break where I
could focus on Jack and recover from the Caesarean I began
‘proper’ treatment – three rounds of hyper-CVAD. I spent a lot of
time in hospital and missed my family immensely. Fortunately I
could walk over to the women’s hospital to see Jack for the first
little while. He went home after three weeks in the special care
nursery and was cared for by his Dad, Scott.
We were very fortunate to have a hugely supportive family who
helped us to keep the girls at home in their regular routines,
while Scott and Jack spent a lot of time in hospital with me.
Unfortunately my leukaemia wasn’t responding to the treatment
as well as had been hoped and a bone marrow transplant was
identified as my best chance of a cure.
Disappointingly, my brothers were not a match, so the bone
marrow registry was my only option. I was fortunate to be
matched with a donor – a 28 year old male from overseas. I
was very aware of the risks involved with this procedure so I was
extremely anxious about the prospect of a transplant and being
away from my family for such a lengthy amount of time.
I finished my chemo regime and after a short break was
admitted for a week of total body radiation in preparation for my
transplant. This was one of the most challenging stages of my
treatment. I was away from familiar medical staff and radiation
meant I had to stay away from the kids – the whole process was
very isolating. The looming bone marrow transplant didn’t help.

I began my bone marrow transplant procedure straight after. I
don’t remember a lot about this time, just snippets. I listened
to audio books to stay sane, slept a lot and wrote a song with
the music therapist which was very cathartic. I had an advent
calendar that I used to count down the days. My stay proved to
be long. I was in hospital for seven weeks and was plagued by
ongoing low grade fever. I was eventually released from hospital
in time for my son’s christening. Unfortunately at the 100 day
check I was found to have minimal residual disease. This was
probably my lowest point and I started to think that this disease
would beat me... but I was determined to go out fighting.
I received more donor cells as well as medication to stimulate my
new bone marrow and trigger graft versus host disease to fight
the leukaemia cells, a process called graft versus leukaemia
effect. The leukaemia responded – it was down to 1% and stayed
there – stubborn. Then, nearly one year after being diagnosed,
I got the unbelievable news that I was in remission. I had given
up hope of hearing those words. I think I cried more then than
at any other time in my treatment. It was the best early birthday
present I could have hoped for.
Since that day I have clawed my way back to health. There
have been setbacks. I had severe liver disease brought on
by the treatment that cured me. However, I have managed to
steadily regain my strength and physical and mental health.
I feel extremely blessed today as I am essentially back to my
pre-leukaemia health. I am mum to my three kids, I work parttime in special-education, I work out four days a week to keep
my body healthy and I like to volunteer at Royal Melbourne,
particularly with music therapy. I have also become a blood
buddy for the leukaemia foundation. I realise I am extremely
fortunate to be here today and try to give back by supporting
others who are going through treatment now.
While my treatment was extremely tough and frightening l met
many amazing people along the way. Medical and nursing
staff as well as my bone marrow buddies. We celebrate each
anniversary of our transplant like a second birthday. I am turning
five this year!
For anyone who might be contemplating becoming a bone
marrow donor, please do! Unfortunately there are patients out
there who do not find a match. This is devastating. It is not as
invasive a procedure as people fear it to be, it can be as simple
as giving blood. Please be a life-saving superhero. You can be
the cure! My brother has been a donor for another leukaemia
patient and I am extremely proud of him for his gift. As for my
donor, I have written to him to say thank you! It was a really
tough letter to write. How do you thank someone for giving you
a second chance at life?
A silver lining to all this is an appreciation of life – recognising
how fragile and brief our life really is pushes you to make the
most of every day. To focus on the important things, like your
family, and to enjoy the sunshine even while you’re hanging out
the washing!

WORLD MARROW
DONOR DAY 2016
17 September 2016 marked the second annual World Marrow Donor Day, an international
day of thanks to honour volunteer unrelated stem cell, marrow and cord blood unit donors
around the world.
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The ABMDR celebrated this day
by sending a special e-message to
donors on the Australian registry,
thanking their commitment to being
a donor, and willingness to donate to
any patient in need, whether here in
Australia or elsewhere in the world.

25TH BIRTHDAY
In September 2016, we commemorated 25 years of the Australian
Registry. The ABMDR was honoured to be joined by supporters from
across our network, including past donors, patients, hospital transplant
teams, cord blood bank staff, state and commonwealth government
representatives, Gift of Life Australia and Australian Red Cross Blood
Service staff.
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The Australian Bone Marrow Donor Registry (ABMDR) was
established in 1991 to create a local donor pool of volunteer
donors for patients in need of stem cell transplant who could
not find a match in their immediate family. With two in three
patients unable to find a suitable match within their family, the
new registry of anonymous strangers gave hope to many.

Throughout the past 25 years the primary focus of the registry
has never changed. We have been very successful in our
journey to improve patient access to donors both in Australia
and overseas. In 2017, we are focusing on the ways we recruit
donors to the registry which will lead to an improved donor pool
and better outcomes for patients.

The impact of the ABMDR on patients’ lives has been enormous.
Before the ABMDR, patients relied solely on donations from
overseas donors. In its first year of existence the ABMDR
facilitated transplants for just over 20 Australian patients. Now,
a quarter of a century later, the registry facilitates transplants
for over 300 patients every year. Connected to a global network
of 30 million willing donors and cord blood units, doctors can
search across the world for a potential match for their patient.
An Australian patient is transplanted with a volunteer donor
every day of the year.

I wish to thank everyone who helped celebrate 25 years of
ABMDR. Thank you to all within our network who contribute so
greatly to donor and patient care, and lastly, thank you to our
wonderful donors. Your willingness to donate to any patient in
need, whether here in Australia or anywhere around the world,
means you are someone’s chance for a cure.
Anthony Montague
ABMDR National Executive Officer

TIMELINE
ABMDR implements the STAR
(Search, Transplant and Registry)
database system from the US
giving search coordinators access
to thousands of donors
on registries worldwide

THE FIRST ABMDR matched
unrelated donor provides a bone
marrow donation to a patient in VIC

The ABMDR and the National Marrow
Donor Program (NMDP) in the US SIGN
A HISTORIC FORMAL AGREEMENT
enabling the two registries to more easily
exchange donors and better serve both
US and Australian patients in need of a
bone marrow transplant

INTERESTING FACT
The first nine bone marrow donations
came from France, the UK and the US.
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1991

1992

The SYDNEY CORD
BLOOD BANK is
established and
commences operations

VIC donor becomes the
FIRST AUSTRALIAN TO
BE MATCHED with a patient
outside Australia; the bone
marrow cells are couriered to
a patient in the US

1993

1994

1995

1996

The BMDI CORD BLOOD BANK
is established and commences
operations in Melbourne
Australian Bone Marrow Donor
Registry is ESTABLISHED and
commences operations

ABMDR acquires a NEW $17,000
PCR DNA MACHINE which reduces
the time taken to test a donor’s
tissue type from months to days

The INTERNATIONAL SEARCHES PROGRAM
(ISP) is launched by the Australian Federal
Government, providing funding for Australian
patients to search for a matched donor
overseas, facilitated by the ABMDR
1990: 80-100 patients were receiving BMT in Australia
each year. 30% were matched with sibling donors, unrelated
donors were sourced entirely through the Anthony Nolan in
the UK.
2017: 1700 patients receive a BMT in Australia each year.
Over 350 of these Australian patients receive cells from local
and international matched unrelated donors.

INTERESTING FACT
In 1991 international donor data was
uploaded by floppy disc once a month.

By the end of the first 12 months of ABMDR operations: over 17,000 donors had enrolled, approximately 150 Australian
patients and 90 international patients used the ABMDR to search for a potential matched donor, and 6 Australian patients
received marrow from ABMDR donors.

INTERESTING FACT

ABMDR celebrates its
10 YEAR ANNIVERSARY

ABMDR donor recruitment was heavily
championed by the Bone Marrow Donor Institute
(BMDI) in Victoria – recruiting more than 40% of
the registry’s donors by 1995.

An INDIGENOUS AUSTRALIAN
RECRUITMENT PROGRAM is
established to provide community
education and to encourage the
recruitment of Indigenous Australian
donors to the ABMDR

The FIRST EXPORT of an
Australian cord blood unit to
an international patient

The three cord blood
banks come together
under the National
Cord Blood Collection
Network, collectively
operating as AUSCORD

The QUEENSLAND CORD
BLOOD BANK at the
Mater is established and
commences operations
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1997

1998

1999

INTERESTING FACT
In 1997, the ABMDR achieved its initial
recruitment goal of 100,000 Australian donors.

HOW ARE INTERNATIONAL DONOR
SEARCHES FUNDED?
Past: Before the International Searches Program
funding was established patients needed to provide
the initial funding ($5000) to enable the search and
testing of international donors. Local service clubs,
councils and individual patient support groups
supported many patients in the early days. Lions
Club, Rotary Club and the David Collins Leukaemia
Trust provided hundreds of thousands of dollars to
help patients search for donors overseas.
Present: Now the International Searches Program
is funded by the Commonwealth Government,
which enables all Medicare eligible patients’ access
to overseas donors.

2000

2001

2002

2003

ABMDR approves the new G-CSF
PROTOCOL for donors – a medication
permitting peripheral blood stem cell
donations to be collected via apheresis,
in addition to the traditional bone
marrow harvest collections

The World Marrow Donor Association
(WMDA) celebrates 10 MILLION
REGISTERED DONORS listed on
international registries!

ABMDR begins to tissue-type all new
donors at HIGHER LEVELS OF HLA
RESOLUTION, making it easier and
faster for physicians to find potential
matches for their patients

INTERESTING FACT
In 2001, after 10 years of ABMDR operations, over
158,500 donors were registered, 484 donations had been
collected and over 30 cord blood units had been released
by AusCord to treat patients in need.

TIMELINE
CONTINUED

2012: After 21 years of ABMDR operations: over 170,000 donors were
registered, 1300 donations had been collected and over 200 cord blood
units had been released by AusCord to treat patients in need.

ABMDR launches its website WWW.ABMDR.ORG.AU a
platform to directly inform with donors, patients and the
medical professionals within the HPC network

INDIGENOUS DONOR DRIVES are
carried out in Broome and Darwin.

Australia connects to the EUROPEAN
MARROW DONOR INFORMATION
SYSTEM (EMDIS) allowing electronic
exchange of data and a more efficient
search process between registries worldwide

22

2004

2005

2006

2007

2008

2009

An INDIGENOUS CORD BLOOD PROGRAM is
established. This is a joint venture between the
Northern Territory Health (based at Royal Darwin
Hospital), Sydney Cord Blood Bank and the
ABMDR, funded through the NCBCN.

The FIRST INDIGENOUS
CORD BLOOD UNIT is
collected in Darwin

The ABMDR’s age of donor retirement policy
is revised and extended from age 56 to
60 years, allowing approximately 20,000
DONORS to be reinstated to the registry

Queen Elizabeth II visited the Sydney Cord
Blood Bank to show her support for the
lifesaving cord blood program in 2000

INTERESTING FACT
Prior to utilising commercial couriers, every bone
marrow donation was transported by hand from
volunteers affiliated with the Australian BMT network.

TIMELINE
CONTINUED

COMMERCIAL COURIERS are
accredited by the ABMDR to transport
the precious cargo of cell donations
across the globe
The ABMDR hosts a twoday PATIENT SEARCH
SEMINAR with over 70
participants gathering
to discuss the latest
developments in patient
search strategies

ABMDR celebrates its
21ST ANNIVERSARY

An AusCord strategy is established
emphasizing increased DIVERSITY
IN CORD BLOOD DONATIONS
The WMDA reports
30 MILLION DONORS and
cord blood units listed on
the world’s registries
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2010

2011

2012

2013

2014

2015

2016

The ABMDR celebrates its
25TH ANNIVERSARY
MATCHPOINT IS LAUNCHED and
goes live to users in registries in
Australia, New Zealand and Thailand
ABMDR begins building
MATCHPOINT – its own
electronic database system for
donor and patient matching
The ABMDR hosts the
9TH ANNUAL INTERNATIONAL
DONOR REGISTRIES
CONFERENCE in Sydney with
over 300 delegates attending from
across 33 different countries

INTERESTING FACT
2014: BMDI CBB celebrates the release of their 500th
cord blood unit! These units were released to 153 Australian
patients and 347 international patients across 22 countries.

The WMDA celebrates
25 MILLION DONORS
and cord blood units listed
on the world’s registries!

The INAUGURAL WORLD
MARROW DONOR DAY
is held by WMDA – an
international day of
celebration to be held
on the 3rd Saturday of
September to recognise and
thank all bone marrow and
stem cell donors for their
valuable gift

CATHERINE’S
STORY
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I discovered out of the blue I had cancer just after Easter. I had a strange and
incredibly large bruise and was suffering from nosebleeds. It was a huge shock
because I had been very fit at the time of diagnosis, learning to row surfboats
and I’d just finished overseeing a total renovation of our home and loved my
work as a book editor. Life was busy and full.
They sent me immediately to hospital the day I had my blood
test. My boys were still at school and I didn’t get to say goodbye
to them or tell them in person I had cancer. It was really hard
on my youngest son because he was only 11 at the time and he
was not allowed to even visit me in the ward.
It was an even bigger shock when I was told I had a rare form
of Leukaemia and that a bone marrow transplant was the only
treatment option… it was something I had to have to survive! I
was very scared, but knew I had to face these fears for the sake
of my children. In a way I was relieved that the decision was
taken out of my hands and I was so incredibly grateful that a
transplant was an option for me because I knew it gave me the
best chance of long term survival.
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It was such a huge relief when I found out I had a matched
donor. They had tested my brother first, but he wasn’t a match
for me, and then they searched Australia, but there still wasn’t
a match! I didn’t know about the bone marrow registry before
this experience and I was amazed at what was involved in
testing for compatibility and searching for a donor. I was so
incredibly grateful and surprised to discover that an unrelated
male from the other side of the world not only matched me
perfectly, but was also willing to go through the donation
process for a total stranger!

I have a renewed appreciation of just how important my friends
and family are, and just how much they love me.
I’ve also realised I don’t have to say yes to everything all the time
now. It’s okay just to sit and think or dream or have a little nana
nap on a Sunday arvo. I’m making more time for exercise and
meditation and trying to eat more cleanly. And I also realise now
I can actually do things I never thought would be possible. At
the moment I’m training to run 10km (a distance I never thought
I’d be able to run) and raising money for cancer research via a
CanToo running group.
To anyone thinking of joining the registry, just do it! For a small
amount of your own time and inconvenience you are giving
someone the greatest gift anyone can give – a second chance
at life. You may never be matched to a recipient, but if you are a
match you have the opportunity to save someone’s life and that’s
a pretty awesome thing to be able to do.

The first round of chemotherapy took weeks. I was in hospital
for nearly three months before I finally came home. For the
second round of chemotherapy I went into the cancer centre
for treatment as an outpatient and came home at night. That
went on for several months. The third round of chemotherapy
consisted of having treatment as in inpatient for four to five
days, then returning home for another four to five days and then
back in again etc., for a month or so. After this I was finally in
remission and ready for the transplant.
My transplant nurse was just incredible…she actually flew to the
US to collect my new bone marrow and then flew back the very
next day with the precious cargo.
I went back and had radiation twice a day for three days, as
well as more chemotherapy to make sure I did not have a single
stem cell left in my bone marrow. The transplant itself was a
relatively minor procedure. It took about 30 minutes all up and
then we waited for the stem cells to take hold in my body.
At the end of this year I turn 50. Four years ago I didn’t dare
dream that I would make it to 50. To celebrate my birthday my
family is having a holiday in America. I just cannot wait!
I’ve always been a fairly positive, “glass half full” person; however
any life experience as big as surviving cancer of course changes
your perspective. I try not to sweat the little things so much now,

The quilt I made while in hospital
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Hi there,
n my wife needed a donor five
I heard about the register whe
to find a highly suitable match
years ago. She was lucky enough
who we refer to as ‘Klaus’.
with a generous young German man
gnosed, we weren’t given a
When my wife’s lymphoma was dia
eterred, Kere made a promise
very optimistic prognosis. Und
would win this fight and we
to our daughter and I that she
with a trip to Hawaii.
would celebrate in five years
to visit.
Somewhere she had always wanted
room in Waikiki, where we have
I write this note from our hotel
WiFi and received your email.
just checked in, switched on the
t you played in making this
Thank you ABMDR for the huge par
t saved a life, but he has
possible. Not only has Klaus’ gif
kept a family intact.
With my deepest gratitude,
Adrian

BMDC
REPORT
2016-2017 was a year of consolidation, and also of innovation for the Bone
Marrow Donor Centres (BMDCs). With over 6,000 donors recruited to the
registry, a continued focus on improving the ethnic diversity of the donor panel,
and the embracing of new technologies and partner organisations, the year
was characterised by both the reinforcement of existing practices and also the
rollout of some exciting new initiatives.
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STRATEGIC PARTNERSHIPS: AMSA AND GIFT OF LIFE

BMDC ANNUAL MEETING

In September 2016 and again in April 2017, the BMDCs
partnered with the Australian Medical Students Association
(AMSA) to recruit over 350 very motivated and passionate
medical students to the ABMDR. Recruitment drives were
held at medical schools around the country, and in an exciting
Australian first, saliva samples replaced blood as the source of
DNA to recruit these donors. Feedback from all involved was
that this new process holds great promise for the future.

In September 2016 the national team of Bone Marrow Donor
Coordinators travelled to Sydney for their annual team meeting.
This was a two day event, comprised of a one day BMDC
workshop, and one day at the Blood and Marrow Transplant
Network Symposium, held by the NSW Agency for Clinical
Innovation. The BMDC team meeting was an extremely beneficial
exercise which allowed all Donor Coordinators to come together
and brainstorm ideas, review processes, and to generally ensure
that the BMDCs are providing as valuable a service as possible
to the bone marrow transplant network.

The partnership with AMSA was initially born out of their very
successful “Vampire Cup” blood drive, which encourages
medical students and their friends and family to donate blood.
After some initial success in including ABMDR registration in
this blood drive, both organisations were encouraged to take
this partnership to the next level by holding standalone ABMDR
recruitment drives. The success of this partnership during
2016-17 indicates that this will be a valuable addition to donor
recruitment for years to come.
Throughout the year, the BMDCs continued the established
strategy of focussing on young, healthy and ethnically diverse
donors for recruitment, in order to build a registry that best
serves the needs of the Australian patient population. A critical
element in the execution of this plan is the work of the BMDCs
in partnering with organisations such as the Gift of Life Australia.
This long-standing partnership was as strong as ever during
2016-17, resulting in the recruitment of 220 donors in Sydney
and Melbourne. As has been the case over many years, Gift
of Life Australia again played an instrumental role in efforts
to increase the representation of the Jewish and other ethnic
minority groups on the registry.

MOVING FORWARD
Overall, 2016-17 provided an opportunity for the BMDCs to build
upon the work of previous years, whilst also creating a platform
for future changes to the way donors are recruited. Fostering
strategic partnerships with organisations such as AMSA and the
Gift of Life Australia, and the adoption of new practices such
as saliva-based recruitment have laid the groundwork for an
exciting time ahead.
Paul Berghofer
National BMDC Operations Manager

GIFT OF LIFE
AUSTRALIA
In 1991 Jay Feinberg of New York was diagnosed with Acute Myeloid Leukaemia.
His only hope for a cure was a bone marrow transplant, but a matched donor
was not found for him amongst his small family, or on the American and
European donor registries.
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JAY FEINBERG AND SHULA ENDREY-WALDER

His now late parents, Arlene and Jack sold up everything in New
York, and hit the road to find an Ashkenazi Jewish match in
the USA to prevent their son from dying. Jay’s parents had over
60,000 potential donors tested, of which 25 were matched with
other patients, before finally finding a match for their son. Jay
was successfully transplanted in 1995.
Prior to his transplant, Jay came across the name of Shula
Endrey-Walder; one of the authors of a journal article about
human genetics that he was reading. Jay reached out across
the world to Australia, to ask Shula if she knew why there were
so few Jewish volunteer bone marrow donors in Australia. Shula
promised to investigate and soon began to recruit potential
donors at Wolper Jewish Hospital.

In late 1995 after recovering from his transplant, Jay founded
an organisation called “Gift of Life” in order to continue the work
of his parents in increasing awareness of the need for volunteer
Jewish stem cell and bone marrow donors. In the same year,
Shula also established Gift of Life Australia, in order to increase
the representation of ethnically diverse donors on the ABMDR.
Today, with the support of transplant physicians, Rabbi Dr
Dovid Slavin, Wolper Jewish Hospital and a committed group
of volunteers, thousands of donors of Jewish and other minority
ethnicities have joined the ABMDR through Gift of Life Australia.
In 2010 Shula was honoured with the Order of Australia Medal
for her recruitment of ethnically diverse donors from within the
Australian community.

EMILY WAINWRIGHT
WA BONE MARROW DONOR CENTRE
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A DAY IN THE LIFE OF A

BMDC COORDINATOR
Q. HOW DID YOU COME TO WORK AS A WA BONE
MARROW DONOR COORDINATOR?
I finished my nursing training in 2012, and began working
for the Australian Red Cross Blood Service in donor blood
and apheresis collections in 2013. I had been with the Blood
Service for around 12 months when the WA Bone Marrow
Donor Coordinator position became vacant; lucky timing, as
my predecessor had filled the role for almost 25 years prior
to that! I had been interested in bone marrow donation since
I started working at the Blood Service, and had shown a keen
interest to the team before the role came up (probably being a
bit irritating by firing questions at them constantly), so it all felt
very fortuitous.

Q. WHAT IS INVOLVED IN COORDINATING A BONE
MARROW/STEM CELL DONATION FROM A DONOR?
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We are responsible for almost every step in the donor life
cycle – recruitment and enrolment; counselling donors who
have matched with a patient; arranging sample collections
and testing; recalling and supporting donors who are selected
to donate their bone marrow or peripheral blood stem cells;
arranging appointments; ensuring all paperwork is completed;
and following up the donors for ten years post-donation –
basically, everything except the collection itself.
We also field a lot of questions from the general public about
what is involved in becoming a bone marrow donor and
occasionally spend time speaking with the families of patients
who require a transplant, enabling them to hold community
events and recruitment drives with our support.

Q. WHAT IS A TYPICAL DAY LIKE FOR YOU?
This can vary quite a lot depending on the level of donor activity.
Typically my colleague Sue Jackson and I start the day checking
for and actioning any new donor requests that have arrived
overnight. We also continue to pursue donors from the previous
day if we haven’t been successful in contacting them already.
Another task that needs to be done early is processing blood
samples that have arrived at Perth Processing Centre overnight
from the WA Blood Service donor centres. Samples that arrive
from newly enrolled donors need to be checked for eligibility
and assigned National IDs before being sent to our tissue typing
lab, which is in the PathWest Immunology Department at Fiona
Stanley Hospital. Samples from donors who have actually
matched with a patient could be sent absolutely anywhere –
most often to the eastern states of Australia, but also frequently
to the US, Europe and beyond. Much of our day is spent on the
phone to donors, counselling them on the donation process,
and we meet donors face to face at their hospital medical review,
as well as visiting them on the day of donation.

Q. WHAT SKILLS ARE REQUIRED FOR YOU
AND OTHER STAFF WORKING AS DONOR
COORDINATORS? HOW DO YOU BUILD AND
MAINTAIN THESE?
As Donor Coordinators the most crucial skill we need to possess
is good communication. It’s important to be able to adapt our
communication style, as we could be interacting with anyone
from a teenager to a health professional, an emotional family
member of a patient currently looking for a donor, other
colleagues within different divisions of the Blood Service, courier
companies, laboratories… anybody and everybody. It’s also
important for us to be able to communicate appropriately when
delivering sensitive or potentially upsetting news to donors,
which is something that only becomes easier with experience.

Q. WHO ELSE IS INVOLVED IN THE DONATION PROCESS?
We work closely with the physicians, transplant coordinator,
nursing and laboratory staff at Fiona Stanley Hospital, who all
have very important roles to play in the donation process here in
WA. It is crucially important that we maintain regular and clear
communication with these parties to ensure that every donation
is organised efficiently, and any problems are dealt with swiftly.
We greatly value the strong working relationship we have with
our collection centre, and the positive impact that this has on
our donors and their anonymous bone marrow recipients.

Q. WHAT SUPPORT DO YOU RECEIVE FROM
THE ABMDR AND OTHER ORGANISATIONS YOU
COLLABORATE WITH THROUGHOUT THE PROCESS?
We collaborate with the ABMDR all day, every day! It’s important
that we maintain very clear lines of communication with the
ABMDR National Coordination Unit in NSW, as they are our
“link” to the transplant centres requesting our donors, and
they ensure that all relevant communication is passed on. Any
time we have a concern about a particular donor or a particular
request, we are able to liaise with the ABMDR to reach a decision
together, with the input of the transplant centre where necessary.
We receive direct support from BMDC Operations Manager Paul
Berghofer, and specific advice about donor medical eligibility
from our WA Blood Service Medical Manager Dr Peter Bentley,
as well as the national ABMDR Medical Manager Dr Hung Yang.
We’re assisted in the physical collection of our donor samples by
the WA Blood Service donor centres. Finally, we frequently refer
to the medical and laboratory teams at our collection centre for
input and advice about particular donors and donation requests.

A DAY IN THE LIFE OF A BDMC COORDINATOR
CONTINUED
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Q. HOW BUSY DOES IT GET COORDINATING
DONATIONS IN WA?

Q. WHAT DO YOU FIND MOST FULFILLING ABOUT
YOUR ROLE?

We do get very busy in WA, but thankfully my fellow coordinator
Sue is very cool, calm, collected and has almost 25 years of
experience in the job, so I couldn’t ask for a better teammate!

I’m fortunate enough to have a job that is fulfilling on a number
of levels, so to narrow it down is difficult. It’s always a great
feeling to visit a donor on the day of their donation, knowing
that their job is done, and that the cells will soon be on their
way to a patient in need. We also love receiving and passing
on communication between donors and recipients, which is
anonymous for the first two years after transplant. It’s hard not
to shed a sneaky tear when we receive something particularly
heartfelt from a grateful patient to their amazing donor!

Q. HOW MANY DONATIONS ARE COLLECTED
MONTHLY?
Donor collections here can vary quite a lot from month to month
– anywhere from 1 to 8 donations per month – but annually we
collect just under 40 donations from unrelated donors in WA,
from a donor pool of approximately 28,000.

Q. HOW OFTEN DO YOU CARRY OUT PATIENTDRIVEN COMMUNITY DONOR DRIVES? WHAT DO
THESE INVOLVE?
We carry out external recruitment drives as often as a couple
of times a month – time permitting – and the patient-driven
community drives are generally the largest recruitment drives
that we do. We thoroughly enjoy getting out into the community,
reaching donors who would never normally choose to donate
blood, and who we would miss out on recruiting otherwise.
One area of particular focus is recruiting donors from diverse
ethnic backgrounds, as we strive to have a donor pool that more
accurately reflects Australia’s cultural diversity, thereby increasing
the likelihood that all patients have the chance of a cure.

Q. WHAT ARE SOME OF YOUR BIGGEST
CHALLENGES?
Specifically here in WA, distance is definitely one of our biggest
challenges. Our donor population is spread out across the entire
state, as far north as Kununurra (some 2200km from Perth).
Organising sample collections and donations from donors
in remote areas of WA can be a logistical challenge, but the
hard work always pays off; it’s very satisfying when everything
finally comes together. Another challenge that we face regularly
is locating matched donors who registered many years ago,
however we have developed pretty solid detective skills that we
employ when necessary!

Q. DO YOU HAVE A VISION FOR THE FUTURE?
I look forward to bone marrow donation being more widely
understood by the Australian public, and the recruitment
program evolving to a point where trained volunteers are
able to recruit donors without the direct assistance of Donor
Coordinators. In years to come, I look forward to Australia having
a larger, younger and more diverse registry than ever before, to
better service the needs of patients worldwide.

FROM BONE MARROW DONOR TO

ABMDR DIRECTOR

Twenty-five years ago regular blood donor Brian Farmer decided to join the
fledgling ABMDR. This fateful decision changed his life and the life of the
recipient who received his gift of stem cells.
his trepidation at spending the night in the hospital ward before
his donation.
The process of bone marrow donation has evolved significantly
in the 25 years since Brian’s donation and hospital stays are
no longer standard practice. Bone marrow collections under
surgery have also decreased over the years to make way for
the more easily accessible peripheral blood stem cell donations
collected via apheresis, which means donating has become less
invasive and easier for donors.
When his recipient’s family voluntarily disclosed their contact
details, Brian later met his wife and son.
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“It is humbling when family and others thank you, albeit initially
as an anonymous donor, for giving someone else the opportunity
to live a longer or healthier life,” Brian said.
“I realise that it is not everyone who has the opportunity to do
this. And I am grateful that I had the ability to do so.”
In 1995 Brian was asked to join the ABMDR Human Research
Ethics Committee to provide the donor’s perspective on the
Registry’s ethical review process.

In 2016-2017 the Australian Bone Marrow Donor Registry
celebrated its 25th anniversary. The Registry began enrolling
donors in 1991, and Brian joined soon after in 1992.
It wasn’t very long before Brian was asked to help a patient in need.
“I received a phone call from the NSW Donor Coordinator
advising that I had been deemed a match for a marrow
donation — a MUD I was called, a Matched Unrelated Donor,”
Brian recalled.
Initially, bone marrow collected from the hip was the only way to
donate the stem cells necessary for transplant. Brian remembers

“There I met face-to-face more of the extraordinary people
behind the public face of the Registry — extremely competent
and caring people giving of their time and expertise for the
benefit of people in dire medical need but whom they often
never meet. Their generosity and support was inspiring.”
In 2004 Brian was approached by the Chair of the Board,
Jeremy Chapman, to join the National Management Board.
Brian has watched the ABMDR grow from infancy to maturity
and played an active role in that journey. “The strength of the
Registry reflects the vision of its founders and all those who have
worked for it and with it over the years. Caring people dedicated
to meeting the needs of others. May it continue to meet those
needs into the future,” Brian said.

“I realise that it is not everyone who has the opportunity to do this. And I
am grateful that I had the ability to do so.”

NATIONAL
MANAGEMENT BOARD
PROFESSOR JEREMY CHAPMAN AC – CHAIR
Clinical Director of Medicine and Cancer, Westmead Hospital and Director of Western
Renal Services. Deputy Chair Western Sydney Local Health District Board.
Jeremy has been involved with the Tissue Typing Laboratories and the Australian Organ
Donation program for the past thirty years. He chaired the creation of the Australian
Bone Marrow Donor Registry from 1991 onwards.
Jeremy’s current interests involve research and teaching at the University of Sydney.
He is Editor in Chief of the journals Transplantation and Transplantation Direct.
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ASSOCIATE PROFESSOR PETER BARDY
Associate Professor Peter Bardy trained in Clinical, Laboratory and Research
Haematology at the IMVS (1987) and subsequently the Vancouver General Hospital
and Terry Fox Laboratories in Vancouver Canada from 1992-1995.
His first consultant position was as a clinical haematologist in the Leukaemia and Bone
Marrow Transplantation service at the Royal Melbourne Hospital from 1995 to 1997.
Since returning to Adelaide in 1997, he has held positions at Australian Red Cross
Blood Service and clinical positions at both the Royal Adelaide Hospital and The Queen
Elizabeth Hospital.
Since 2005 he has held leadership roles in the Public Health sector including; Medical
Head of the Division of Medicine at The Queen Elizabeth Hospital (2006-2008), Chief
Medical Officer in the Central Northern Adelaide Health Service (August 2008-July
2010), Chair of the South Australian Clinical Senate (2010 and 2011), Interim Clinical
Director Cancer Centre Royal Adelaide Hospital since October 2010 and appointed
Clinical Director of Cancer Services in Central Adelaide Local Health Network from 1st
November 2012. He also chairs the State Blood Management Council.

EXECUTIVE’S WELCOME
CONTINUED

PROFESSOR JOHN CROUCHER AM
Professor John Croucher has been an outstanding figure in the Higher Education
sector for many years, having played a significant role on both the national and
international stage. He received the prestigious inaugural Distinguished Alumni Award
from Macquarie University for exceptional achievements and remarkable qualities,
locally and abroad, and outstanding contributions to the Mathematics and Statistics
professions. In January 2015 John was honoured by being made a Member of the
Order of Australia (AM) for “significant service to mathematical science in the field of
statistics, as an academic, author and mentor and to professional organisations”.
John has won more national outstanding learning and teaching awards than any other
academic in the country and in 2013 received the prestigious Prime Minister’s Award
for Australian University Teacher of the Year. As a leading researcher he has published
over 120 refereed research journal and 25 refereed conference papers in areas of
interest to educators, statisticians, lawyers, medical practitioners, mathematicians,
computer analysts, historians, scientists and managers. These involve a rich blend
of publications in both Australia and overseas, with 70% of his papers appearing in
international journals in the USA, New Zealand, Asia and the UK.
He is also one of Australia’s most prolific authors with 30 published books both nationally
and abroad. John is an elected Fellow of both the Royal Society of the Arts and the
Australian Mathematical Society with his world class research leading to numerous
invitations both national and internationally as a keynote speaker.
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In March 2013 John was diagnosed with Acute Myeloid Leukaemia (AML) and
underwent a bone marrow transplant from an unrelated donor 2015. This was very
successful, thanks largely to the wonderful work of his medical team and the ABMDR.
As a result, he brings a unique perspective to the Board. He is currently a Professor in
the Macquarie Graduate School of Management at Macquarie University.

BRIAN FARMER
Brian is a bone marrow donor (donating in 1993) and was a member of the ABMDR’s
Ethics Committee. Brian is an engineer by training and a project manager by profession.
He is a Churchill Fellow, has been Chairman of the Sydney University International
House Council and Chairman of Standards Australia’s Contracts Committee which
produced the AS2124/AS4000 suites of contracts. He is a past Managing Director of
Capital Insight Pty Ltd.

NATIONAL MANAGEMENT BOARD
CONTINUED

SALLY GORDON
Sally Gordon is a registered nurse whose career was in the field of transplantation for
twenty eight years in the areas of solid organ, tissue and bone marrow donation. During
that time she was one of two state organ donor coordinators at the Red Cross Blood
Transfusion Service. She was also seconded to the NSW Department of Health on a
project investigating the feasibility of a state-wide tissue banking service. In 1991 she
was appointed the first Executive Officer of the Australian Bone Marrow Donor Registry
when it was established. Sally retired from this position in 2013 but remains on the
National Management Board.

DR ANTHONY KELLER AM
Tony Keller is the current chair of the Donor Centre Advisory Committee of the ABMDR.
After qualifying and training in internal medicine in Sydney, he spent seven years in
Edinburgh, initially doing research in endocrine immunology and immunodeficiency,
and then moving into the transfusion service to continue training in immunohematology
and transfusion medicine.
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He has Fellowships from the Royal Australian College of Physicians and the Royal
College of Physicians (Edinburgh) and is a member of the Royal College of Pathologists
(London). He was Director of the Hunter Region Blood Transfusion Service in Australia
in the early 1980s, and moved to Perth as Director of the Western Australian Blood
Transfusion Service in 1984 and continued in this role during the change to the
Australian Red Cross Blood Service.
Since 2003, he has held the position of National Donor and Product Safety Specialist for
the Australian Red Cross Blood Service. He is also an external expert on the Council of
Europe’s Committee of Experts on Quality Assurance in Blood Transfusion Services.

ANTHONY MONTAGUE
Anthony Montague is the National Executive Officer of the ABMDR. Previously, he
was the National Cord Blood Network Operations Manager, a role he held for eight
years. Anthony’s original training is in engineering, and he has 25 years experience
in development, quality systems, project management and business management.
In the last ten years he has directed his attention to healthcare management, in
particular to bone marrow transplantation and the systems for delivering health
information. His qualifications include an engineering degree, an MBA and a Master
of Public Health.

NATIONAL MANAGEMENT BOARD
CONTINUED

PROFESSOR JEFF SZER AM
Jeff was the foundation Professor/Director of the Department of Clinical
Haematology & Bone marrow Transplant Service of the Royal Melbourne Hospital
until August 2016 when the Victorian Comprehensive Cancer Centre integration
with Peter MacCallum Cancer Centre Haematology service was completed. He
continues as a Disease Group Lead in the Parkville Integrated Haematology
Service and with his appointment in the University of Melbourne Department of
Medicine.
He was the foundation President of the Bone Marrow Transplant Society of
Australia and New Zealand and remains a member of the steering committee
of the Australasian Bone Marrow Transplant Recipient Registry. He is currently
President of the Worldwide Network for Blood and Marrow Transplantation and
Chair of the Medical Working Committee and President-Elect of the World Marrow
Donor Association. He is a member of the Advisory Committee of the Center for
International Blood and Marrow Transplantation.
Jeff is Editor in Chief of the Internal Medicine Journal and a member of editorial
boards of Bone Marrow Transplantation, Blood Reviews and BioMed Central. He
has published more than 300 papers in the field of marrow transplantation and
blood disorders.

LEONIE WALSH
36

In addition to Leonie ‘s role as Non-Executive Director on the ABMDR, Leonie is the
President and Chairman of the Fight Cancer Foundation, on the Board and Co-Chair
of the Patient Advisory and Advocacy Committee for the World Network of Blood and
Marrow Transplantation.
Leonie Walsh is an experienced leader and adviser in technological innovation with a
background that spans more than 30 years of experience both locally and internationally
across a diverse range of industries and applications. Leonie continues to focus on
strategic science and technology issues including innovation efficiency, technology
commercialisation, the future skilled workforce and women in science through a range
of related boards, advisory and advocacy activities.
More recently Leonie completed a three-year term as Victoria’s inaugural Lead Scientist.
In this capacity Leonie was a contributing member on the Future Industries Ministerial
Advisory Council, provided contributions to the Education State activities and STEM
plan via the Tech Schools STEM Future Industries Advisory Panel and the STEM
advisory committee, represented Victoria on the Forum of Australian Chief Scientists
and participated on a range of advisory committees and funding assessment panels
spanning innovation, education and advanced manufacturing.
Leonie Walsh has received a BSc and an MSc from Swinburne University, an MBA
(Exec) from the Australian Graduate School of Management and is a Fellow of the
Academy of Technological Sciences and Engineering. In 2014 Leonie received
an Honorary Doctorate (HonDUniv) from Swinburne University of Technology for
contributions and leadership in scientific enterprises, innovation and the community.
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