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CHARLOTTE’S STORY – PATIENT

Charlotte was nine months old when she was diagnosed with leukaemia. Her treatment included a life-saving stem
cell transplant. Charlotte is in remission and wants to be either a doctor or ballet teacher when she grows up.
Her family will be forever grateful to the donor who helped her survive cancer before she was even able to walk.

CHARLOTTE TODAY
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EXECUTIVE’S WELCOME
At the ABMDR, we like to think that we are the vital link between a patient
and donor – both of whom are valuable people with dreams, hopes and
ambitions. In this annual report we have highlighted some of our donors and
patients, and they have provided an insight into their emotional journeys
and why the work that the ABMDR network provides is so important. Thank
you to Craig, Jack and Mariciel who have not only donated bone marrow but
have also been willing to share their donation stories. A big thank you also
to Maggie, Eric, Charlotte, Bridget and their families – for letting us into their
lives and sharing the experience of a bone marrow transplant. In all their
stories, you will see how important family is to our patients and how many
people and organisations support patients through their transplants.
To best support patients and to look after donors’ welfare the ABMDR is
always monitoring the environment and adjusting how we work. In 20152016 we initiated one of our biggest changes ever – to look at the whole
recruitment process and how we can improve the donor pool to best provide
for patients. The work is constantly growing, and the Registry Activity shows
that we are now organising a transplant for an Australian patient every day
of the year.
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It is also important that we adequately acknowledge and thank the selfless
commitment of ABMDR’s donors – in 2015-2016 we helped celebrate the
first ever World Marrow Donor Day, which not only allowed us to say thank
you to donors in Australia, but connected us through the World Marrow
Donor Association with hundreds of activities around the world thanking the
international donor community.
Thank you to all our donors, to the whole network, both within Australia and
overseas and all the other people who make transplant a success. And a big
thank you to all the contributors to this year’s report.
ANTHONY MONTAGUE
NATIONAL EXECUTIVE OFFICER

Thank you to Craig, Jack and Mariciel who have not only donated
bone marrow but have also been willing to share their donation stories.

CHAIR’S WELCOME
The buzz words in healthcare these days include things like: patient or
person-centred care; translational healthcare; stem cell therapy; digital
healthcare; genetic medicine… the list goes on and on – all about things
that are the future ‘benchmarks’ – there goes another buzz word!
The pages of our annual report are all about these things – not for the future
but for today. Not for some theoretical person but for real people, and not
in case but in reality. You will read about the people at the centre of all
that the ABMDR does – people big and small, younger and older, all with
a critical need for a transplant of haematological stem cells also known as
haemopoietic progenitor cells (HPC) – the seeds from which blood cells and
the immune system grow. You will not see what lies see behind these pages,
which is an enormous revolution the team have engineered in the digital
world that supports the search for that ‘needle in a hay stack full of needles’
– the person who matches. Search of the 200,000 or so Australian HPC
donors, including 33,000 donated cord blood units, and of course the close
to 30 million potential donors globally, takes a digital tour de force. What are
the matching criteria? This is where we use genetic testing most frequently
in healthcare today – the HLA system which represents the molecules that
are most critical to match between donor and recipient.
‘Translational healthcare’ describes the translation of discoveries in the
laboratory to the clinic as rapidly as possible. The revolution that we have
seen in the source of HPC – no longer just bone marrow, but now including
peripheral blood cells – retrieved from blood after a mobilising injection – and
cord blood stored after delivery of a baby, are examples of such advances.
Do we have more ahead? It is likely that we will be able to combat certain
virus infections in transplant recipients using specialised donor cells taught
in the test tube how to fight the viruses, perhaps soon we will have cells we
can teach in the test tube to fight the underlying leukaemia. The brief of the
ABMDR is to keep ahead of the curve and make sure we are ready for the
next miracle to come out of the experimental laboratories.
For the record then – the AMBDR is solely focused on people – the recipient
and the donor, using the best and most current technologies to provide stem
cell therapy to the highest global standards. About 350 people benefitted
from the generosity of Australians and others around the world caring for
each other irrespective of boundaries.
The stories of the people at the centre of this effort speak for themselves in
the pages ahead.
JEREMY CHAPMAN
CHAIR
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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.

WHERE WE ARE

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.

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 state capital cities and they serve metropolitan and country
areas in Australia.

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.

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.

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.

The ABMDR, including cord blood operations, is funded by
the Commonwealth, State and Territory governments through
a variety of funding agreements.
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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.

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.

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 29 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.

JACK’S STORY – DONOR
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When the Bone Marrow Donor Centre called and said I had been matched I felt like I had a unique opportunity to
really help someone in need. It’s not often you get that sort of call. The recipient didn’t need just anyone’s cells but
specifically my cells because these had the best chance of success. I think this appeals to the little bit of vanity
in all of us – almost as if donors have special powers in a time of need. But it also meant I was 100% committed
to making the donation and I did not begrudge the minor aches and pains that came with it. When I think about it
now I know I was in a wonderfully privileged position to help the recipient, and I wholeheartedly hope they are well.

REGISTRY ACTIVITY
AUSTRALIAN PATIENTS RECEIVING UNRELATED HPC TRANSPLANTS
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The number of Australian patients receiving an unrelated HPC transplant continues to grow, with 346 patients receiving a
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in 2015-16. The growth over the last five years is approximately 5.1% year-on-year.
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Since the introduction of cord blood as an alternative cell source in the mid-1990s, it has served an important role in
transplantation in Australia. In recent years the increase in the number of optimal adult donors on the world’s registries as well
as the re-introduction of haplo-identical transplantation has led to a decline in the use of cord blood units. This trend is seen
internationally, and in Australia 12% of patients received a cord blood transplant (down from 23% five years ago).
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In the 2015-16 financial year, the ABMDR facilitated transplants for the following patients:
TRANSPLANT CENTRE
Australian

International

Total

HPC(M)

48

2

50

HPC(A)

266

18

284

HPC(CB)

32

21

53

346

41

387

Total

HPC(M) haemopoietic progenitor cell (marrow) – bone marrow donation
HPC(A) haemopoietic progenitor cell (apheresis) – peripheral blood stem cell donation
HPC(CB) haemopoietic progenitor cell (cord blood) – cord blood unit donation

MAGGIE’S STORY – PATIENT
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Our little girl was two years old when diagnosed with severe aplastic anaemia. Life involved regular blood transfusions
and keeping away from the public so as not to catch infections. By age three she was in need of a bone marrow
transplant. The set back of a sibling non-match was quickly overcome with the news that an unrelated matched
donor had been found. We are forever grateful to the donor and to all persons listed on donor registries worldwide.
You have given our daughter life. The transplant was a success and our little girl now lives a normal life. Thank you.
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10TH BIRTHDAY CELEBRATIONS FOR
INDIGENOUS CORD BLOOD COLLECTION
Over 12 to 13 May 2016, the Indigenous cord blood collection program, a joint
venture between Northern Territory Health (based at Royal Darwin Hospital),
Sydney Cord Blood Bank and the ABMDR, celebrated 10 years of operation.
A special celebration occurred at the Indigenous Medical
Service, Danila Dilba, Palmerston Clinic in Darwin
acknowledging the important relationships the program
has with Danila Dilba and thanking them for the huge
contribution to the program. Danila Dilba is a leading provider
of indigenous health in the Top End.

The formal celebration was held at Royal Darwin Hospital
with invited guests and supporters from Maningrida, Tiwi
Islands, Indigenous Community of Darwin, Gunbalanya,
Nightcliff Lions Club, Aboriginal Liaison Workers (RDH),
Sydney Cord Blood Bank and ABMDR. The following is the
welcome speech given at this event:
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MUNDULLULU KOOPS , EDWINA FEJO,
LEEANNE MILLEN STRONG WOMEN
COORDINATOR , TERESIA PORTAMINNI
STRONG WOMEN WORKER (TIWI
ISLANDS), MONICA PILAKUI STRONG
WOMEN WORKER (TIWI ISLANDS)
KAREN BOURKE, GUEST AND ALISA
LEW FATT CO-ORDINATOR INDIGENOUS
MUMS AND BUBS HOSTEL.

This hospital here, is built on Larrakia Land; this land is where our spirit comes from. This land gives us belonging
and this belonging has helped maintain peace and balance in our environments since the beginning. My name is
Edwina Fejo. I am a descendant of the salt water people from my father and my grandfather. This is ‘grandfather law’.
Nungalinya (Old Man Rock), an ancestral being and protector of the Larrakia, can be sighted from every window of the
Royal Darwin Hospital that faces to the sea. Nungalinya has a beautiful open view of you as we have of him. We human
beings today, we all have a shared responsibility to care for our country, tomorrow and into the future. At the very heart
of our responsibilities to our land is to also take care of our people, their health and their wellbeing. I commend the
work that everyone in this room shares in. My family are proud to have done our part – we have a number of donor
mums and bubs who are descendants of Nungalinya. We want to help other families who need help. My beloved
Uncle – Reverend Wally Fejo wrote:

‘You have come by way of Larrakia Land; while you are here you will hear
the voices of our ancestors. When you leave, you will take the Larrakia
message with you.’
It is my honour to welcome each and every one of you here this day, to celebrate and commend your 10 years of
Indigenous cord blood donation and collection – may our ancestors watch, guide and protect you always. Thank you.
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AUSCORD ACTIVITY
At 30 June 2016, the National Cord Blood Collection Network (AusCord) had
provided 1,266 cord blood units as potential life-saving therapy for patients
requiring a stem cell transplant from its frozen repository of 33,263 cord
blood units.
The Cord Blood banks continue to focus on strategies
to enhance the visibility, ethnic diversity and quality
of the Australian cord blood inventory, to improve the
likelihood of patients obtaining a suitably matched and
high quality product.
It is easier to find a suitably matched cord blood unit for
Caucasian patients than for individuals from ethnic minority
groups. Thus, AusCord continues to increase the ethnic
diversity of the donor pool and the HLA repertoire of the units
in the inventory. In 2015-2016, 66% of cord blood donors
were from ethnic minority groups. Furthermore, the quality of
the units banked was enhanced by increasing the acceptable
cell dose for banking.
Once a Transplant Centre has identified a suitably matched
HLA compatible cord blood unit for a patient, the quality of
the unit is assessed based on its cell content and viability,
as well as the accreditation status of the cord blood bank.
All three banks are licensed by the Therapeutic Goods
Administration and in 2015-2016 were reaccredited by the
Foundation for the Accreditation of Cellular Therapy (FACT).
Ultimately the quality of cord blood units is verified by the
clinical outcome of the transplant.
AusCord is collaborating with the ABMDR on the
implementation of EMDIS Cord, a communications tool that
will enhance the visibility of the AusCord inventory across
international registries and optimise access to information
on Australian cord blood units for Transplant Centre Search
Coordinators. The BMDI Cord Blood Bank and the Sydney
Cord Blood Bank also received funding from the Lions Cord
Blood Foundation and the Australian Cord Blood Foundation
to install a new manufacturing software database in 20162017. This will facilitate the fast and secure recording, storage
and transfer of information from the banks to the registry.
Major advances towards operational alignment of the
AusCord cord blood banks were achieved in 2015-2016.
Common processing equipment is now in place and
extensive validation studies of the cord blood manufacturing
process have occurred. This includes validation of the

processes for volume reduction process on the MacoPress®
SMART system, cryopreservation and microbiologic testing
to verify lack of contamination. Other studies to fully align
the manufacturing process are ongoing. Relevant staff from
the three AusCord banks meet face-to-face each quarter to
work on aligned processes; between these meetings regular
interaction takes place via email, teleconference and webex.
A major milestone was achieved in 2015-2016 with the
implementation of an AusCord common consent for cord
blood collection and banking across the network. This
means the banks have now aligned the donor interface with
common documents for consenting of donors, recording of
the medical and family history and assessment of donors.
Donor mothers across all ten collection sites in QLD, NSW
and VIC are now provided with the same information about
public cord blood donation, ensuring a higher level of
standardisation and informed consent.
AusCord is represented at an international level with
Ngaire on the Board of FACT and she and others on
FACT committees and members of the cord blood bank
international inspectorate. Robyn is on the World Marrow
Donor Association Cord Blood Working Group and in
2016 led the sub-group that developed a harmonised unit
search report.
The Sydney Cord Blood Bank underwent extensive
refurbishment during the year and celebrated its 20th
anniversary. The team are now enjoying working in the much
improved facilities.
Dr Robyn Rodwell
Director Queensland Cord Blood Bank At The Mater
& Chair of AusCord
Dr Ngaire Elwood
Director BMDI Cord Blood Bank
Dr Joanna Youngson
Director Sydney Cord Blood Bank
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MARICIEL’S STORY – DONOR
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It was almost nine years ago when I received that first phone call from ABMDR advising me that I could be a potential
match. I actually forgot that I was a donor but I was glad to receive that call. I remember thinking ‘I hope I would be a
match’ as I really would like the opportunity to help someone in need. The process was easy – I came in for a blood
test soon after that phone call, received confirmation that I was definitely a match days later and within a few weeks I
was donating. On donation day, I arrived at the collection centre as scheduled and within minutes was getting ready to
donate. The donation itself took about four hours and after that, I was in a cab home with my thank you fruit basket.
The donation process was painless and easy. Knowing that I helped someone made every minute of the experience
worth it, and given the chance I would do it all again.
The staff at ABMDR were there along the way and provided me with all the information I needed. They were there
afterwards too with follow up phone calls. Being a donor has been extremely rewarding – I don’t think I’ve ever felt this
good about having helped anyone. I will always remember that experience.

A DAY IN THE LIFE OF A HOSPITAL
TRANSPLANT COORDINATOR
MAUREEN O’BRIEN, STEM CELL TRANSPLANT
COORDINATOR, THE ALFRED HOSPITAL

It was at this time that our service began to grow and there
was a need for two full time transplant coordinators – one
recipient and one donor. I accepted the role of Donor Search
Coordinator. Predominantly my role was in donor searches
however with the expansion of the unit my role is now all
encompassing.

Q. WHAT IS INVOLVED IN COORDINATING A STEM
CELL TRANSPLANT FOR A PATIENT?
The stem cell transplantation service at The Alfred performs
both autologous and allogeneic peripheral blood stem cell
transplants. We have weekly Bone Marrow Transplant (BMT)
meetings to discuss patient suitability for transplant. Criteria
include: indication for transplant, patient’s clinical condition,
donor availability and curative potential.
The coordination starts by finding the patient a donor. At
diagnosis I meet with the patient and their family to discuss
HLA tissue typing and the steps that we take to find a
donor. This starts by developing a family tree to determine
appropriate siblings to approach. If siblings do not match we
undertake an unrelated donor search through the ABMDR.
Once the patient has been deemed suitable and scheduled
for transplant I need to establish donor availability by placing
a donor prescription with the ABMDR
The care co-ordination of the transplant recipient includes:
• Various medical tests including a BMAT, blood tests,
heart scans, CTs, PETs, lung function assessment, dental
assessment, and chest x-rays.

Q. HOW DID YOU COME TO WORK AS A BONE
MARROW AND STEM CELL TRANSPLANT
COORDINATOR IN A HOSPITAL?
I have been a nurse for the past 25 years (right when
the ABMDR was established). I had worked in various
medical units before one day being sent to help out in the
Haematology Ward. It was busy, complex and I had no idea
(what I was doing) but knew this was the area that I wanted
to be a part of. Despite what these patients are faced with
and the complexities of their individual journeys, they are the
most challenging, yet rewarding, group of people I have ever
had the pleasure of caring for.
I made the move to the Alfred Hospital to work in the
relatively new combined Haematology Oncology clinic. The
unit was staffed with very experienced oncology nurses and
I was fortunate to be allocated haematology patients which
included transplant recipients.

• Referral to other health care professionals and specialist
services as required post-BMT including psychology,
social work and so on.
• Patient education regarding all aspects of pre/peri/posttransplant and survivorship.
When both patient and donor are “worked up”, we collate
the information by creating an individual protocol for the
patient which guides management of care when the patient
is admitted.
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A DAY IN THE LIFE OF A HOSPITAL TRANSPLANT
COORDINATOR CONTINUED

Q. WHAT SKILLS ARE REQUIRED FOR YOU
AND OTHER STAFF WORKING AS TRANSPLANT
COORDINATORS? HOW DO YOU BUILD AND
MAINTAIN THESE?
Patients are at the heart of what we do and so I believe it’s
integral to have a broad understanding and knowledge of
blood diseases and the ever changing treatment plans and
expected journeys. Good interpersonal skills and efficient
clinical practices are also very important. Most importantly
you need to have empathy and compassion.
In my position I have embraced the responsibilities and
challenges of both donor and patient transplant co-ordinator
roles. Managing several tasks simultaneously requires me
to communicate effectively with a multidisciplinary hospital
team and also with national and international organisations.
These include, just to name a few, our search coordinators
at VTIS, ABMDR nurses (for our ABMDR workups), ABMDR
National Office and Bone Marrow Transplant Program
representatives in Canberra.
18

Q. WHAT SUPPORT DO YOU RECEIVE FROM
THE ABMDR AND OTHER ORGANISATIONS
YOU COLLABORATE WITH THROUGHOUT THE
PROCESS?
The ABMDR and its international associates provide
exceptional support for all involved in the transplant process.
As family sizes reduce so too does the chance of having a
sibling donor. Therefore without the ABMDR more than half
of our patients would be without a donor and face limited
options to treat their disease.

Q. WHAT IS A TYPICAL WORK DAY LIKE FOR YOU?
I play a direct role in the life of a patient requiring a BMT, a
donor willing to donate for their sibling or an ABMDR donor
for someone they don’t know.
It’s difficult to describe a typical day as it is very busy with
many phone calls/emails and face to face contact, all
achieved if I get my morning coffee. I might run a family
search for a new patient one minute, organise a pretransplant workup for a patient the next and then carry out
an unrelated donor workup.
Another aspect to the role is requesting funding for a patient,
placing prescriptions, answering phone calls from patients,
their family and sibling and unrelated donors, going to clinic
and making sure all post-transplant tests and vaccinations
are up to date.

Q. HOW BUSY DOES IT GET COORDINATING
TRANSPLANTS FOR PATIENTS? HOW MANY
TRANSPLANTS ARE PERFORMED MONTHLY?
Due to expanded eligibility criteria like an increased age for
transplant and referrals our unit is ever growing. On average
we schedule for four to six inpatient allografts and two to four
outpatient allografts per month. We sometimes do more and
sometimes less. Either way it’s very busy.

Q. HOW OFTEN DO YOU TRANSPLANT PATIENTS
WITH CELLS FROM ABMDR DONORS?
Approximately a quarter of our unrelated donors are
Australian ABMDR donors. A large number of our unrelated
donor cells come from overseas (mostly Germany).
About 25% of our transplant patients have sibling donors.

Q. WHAT DO YOU FIND MOST FULFILLING ABOUT
YOUR ROLE?
The rewards that come from my role as a Stem Cell Transplant
coordinator are many.
Most of the patients continue to get followed up with us so
running into patients, many years post-transplant happens
on a daily basis and is really fulfilling.
It’s also pretty special to meet and look after the ABMDR
donors as they “save a life” for someone they don’t know. I
really enjoy meeting the donors and hearing their story as to
how and why they became an ABMDR donor. The donors
are very special people and it gives me great pleasure in
highlighting to them how special they are.

Q. WHAT ARE SOME OF YOUR BIGGEST
CHALLENGES?
Workload can be a challenge and on occasion impacts the
amount of time I have with patients and their donors.

Q. DO YOU HAVE A VISION FOR THE FUTURE?
Whilst haematologists around the world continue to work
very hard at finding a cure for blood diseases, my vision
is that every patient requiring a transplant finds a fully
matched donor and is cured from a transplant with minimal
complications which enables a good quality of life.
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19 September 2015 marked the inaugural World Marrow Donor Day
– an international day of thanks to honour and recognise the selfless
generosity and incredible commitment of volunteer bone marrow
donors across the world.
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WORLD MARROW DONOR DAY 2015

The ABMDR celebrated this day with a collection of videos that captured the
stories of real people who have saved lives and whose lives have been saved
by bone marrow or cord blood donation. Special messages of thanks were sent
to every Australian donor who had donated their cells in the last ten years.
Click here to see the video.
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On behalf of all patients and the transplant community worldwide,
thank you donors!

22

BRIDGET’S STORY – PATIENT
WHAT WAS LIFE LIKE BEFORE BRIDGET’S
DIAGNOSIS?

WERE YOUR FAMILY TESTED AS POTENTIAL
DONORS?

Bridget was first diagnosed with acute myeloid leukaemia
(AML) when she was three. She received a cord blood
transplant that same year and was doing great – two and
a half years in remission with few side effects, an energetic
return to life, school, dancing, gymnastics, swimming,
watching Daddy play football, playing with friends, learning
the keyboard and just being a kid with her younger brother,
Lawson. My husband and I were starting to ‘relax’.

Our family was tested the first time Bridget was diagnosed.
Soon after, we registered with the Australian Bone Marrow
Donor Registry and have continued to encourage all of our
friends, family and Bridget’s supporters in the community to
do the same.

HOW DID YOU FIND OUT ABOUT BRIDGET’S
ILLNESS?
Bridget had been sick for a couple of days with what everyone
thought was a virus. I thought I had the same bug as we were
both extremely ill. When it got to the point where neither of
us could keep anything down, we spoke with our GP and
Bridget’s oncologist and all agreed for Bridget and I to receive
fluids at our local hospital. Upon admission to Emergency
the decision was made to transport Bridget to the Paediatric
Hospital. I remained in our local rural hospital to receive
fluids with a plan to be discharged the next day. This was
the Sunday evening and I was booked in to have our third
baby on the Tuesday. Unfortunately a blood test revealed that
Bridget’s AML had relapsed. She began chemotherapy the
same day we welcomed Lucy into our family.
It was a horribly scary time – especially being separated from
Bridget as I was in a different hospital for almost a week. My
husband and I told Bridget that her cancer had returned, and
she was instantly upset, as she knew what that meant. She
asked if she would lose her hair again. When we confirmed
that she would, Bridget had a little cry and then determinedly
declared she hoped it would grow back brown and curly this
time! All we could do was remind her that she had done
absolutely nothing wrong for the cancer to return and that
we would be with her every step of the way. Bridget mourned
with the knowledge that she would be isolated, once again,
from her friends, family, beloved animals, school and all the
other activities she loves.

WHEN DID YOU DISCOVER THAT BRIDGET
NEEDED A BONE MARROW TRANSPLANT?
Bridget’s paediatric oncologist knew from the outset of her
relapse that a bone marrow transplant would be the next
course of treatment as the AML had relapsed identically to
the first time – with her specific genetic marker.

HOW DID YOU FEEL KNOWING YOU HAD FOUND
AN UNRELATED MATCHED DONOR FOR BRIDGET?
Relieved and grateful – overwhelmingly grateful. This was
our little girl’s only chance of a lifesaving treatment and a
complete stranger was selflessly providing that for her and
our family … again.

WHAT WAS INVOLVED WITH THE TRANSPLANT?
Prior to the transplant, chemotherapy was required, which
saw complications arise for Bridget. We ensured that Bridget
had as much information as possible about what was going
to be happening in the near future and why – this involved
occupational therapy, social work, music therapy, and lots
of Q&A sessions with her doctors. For my husband and I it
meant lots of practical planning as best we could – arranging
immediate relocation to be by her side at every turn, arranging
secondary care for our other children, getting activities and
supplies ready for the transplant period of isolation.

HOW LONG WAS THE RECOVERY PROCESS?
After Bridget’s bone marrow transplant she had to remain
in isolation for two months, the doors to her room were
able to be opened just in time for her seventh birthday. She
was then ‘isolated’ at the Leukaemia Foundation patient
accommodation with us, under the same roof as a family
again. It was another six months before we were permitted
to return home. Bridget was able to begin grade two at her
school and really hasn’t looked back since!

HOW WERE YOUR FAMILY AFFECTED?
Bridget’s relapse was devastating. I don’t think Wayne or I
have really come up for air yet – we are still in disbelief that
she had to endure the horrors of treatment all over again.

23

WHAT SUPPORT DID YOU RECEIVE THROUGHOUT
THIS PROCESS?
We were fortunate to have unwavering, unconditional support
from Bridget’s maternal grandparents who helped care for
Bridget’s brother Lawson and newborn sister Lucy while
Wayne and I were at the hospital 24/7 with Bridget. Lawson
experienced a high level of anxiety with being separated from
his beloved big sister. He still gets anxious today if Bridget
has to attend a hospital appointment. Wayne and I both
missed significant milestones and precious moments with all
of our children, but we were where we were needed most –
by Bridget’s side.

WHAT WOULD YOU SAY TO SOMEONE WHO
IS CONSIDERING JOINING THE REGISTRY
AS A DONOR?
What are you waiting for? Please register to save a life today!
You can make the biggest possible difference to a stranger’s
life by joining the registry. It is simple, easy and the assistance
you receive and staff you encounter are wonderful.
Leigh, Bridget’s mother.

We received unwavering support from the Leukaemia
Foundation who provided accommodation for us at such
a crucial time. Bridget also received social worker support,
occupational therapy and music therapy at her paediatric
hospital which was absolutely invaluable. Her caring treating
team and medical staff were amazing, in particular Bridget’s
paediatric oncologist who we refer to as the bone marrow guru!

WHAT IS BRIDGET’S LIFE LIKE POSTTRANSPLANT?

24

Bridget has done magnificently post-transplant. She has
some mild graft-versus-host-disease and some other ongoing
issues but otherwise all her results are returning positively
and she is back to everyday life. She has a wonderful support
system at her school and she has returned to swimming and
gymnastics and is now learning the violin. She is riding her
bike, playing with friends and has a new puppy.

DO YOU HAVE A MESSAGE FOR BRIDGET’S DONOR?
THANK YOU! Without your selfless and generous bone
marrow donation we wouldn’t have our bright, brilliant,
brave and tenacious little girl with us today. She is sure to
accomplish great things – as she already has! We celebrate
her new bone marrow birthday with a big chocolate cake and
say a prayer of thanks to Bridget’s donor!

WHAT ADVICE WOULD YOU GIVE TO OTHER
PATIENTS AND THEIR FAMILIES UNDERGOING A
BONE MARROW TRANSPLANT?
Don’t let fear be the driver. Take all of the information given
to you and make a conscious decision to let the doctor worry
about the numbers while you focus on making the most
of every moment and every day with your loved one. Take
the help that is offered to you. Most importantly be the key
advocate for yourself, your patient and your family – you are
the ones experiencing all of it.

Please register to save a life today! You can make the biggest possible
difference to a stranger’s life by joining the registry. It is simple, easy
and the assistance you receive and staff you encounter are wonderful.
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BMDCs AND DONOR RECRUITMENT
The successful provision of volunteer unrelated donors for patients in need
of a potentially life-saving stem cell transplant is dependent on many factors.
Central to this is the effective engagement and communication with these
donors throughout the process.
This direct relationship with donors is critical, as a high level
of service, the supply of comprehensive information, and a
genuine feeling of support are the very least a donor deserves
in return for their truly altruistic act. This role is performed for
the ABMDR by the Bone Marrow Donor Centres (BMDCs) of
the Australian Red Cross Blood Service.
Donor liaison takes the form of fielding enquiries from people
who wish to join the registry, as well as contacting registered
donors if they are requested for further testing. The BMDCs
make arrangements to ensure donor appointments run
smoothly and efficiently, and provide the appropriate
information and support the donor needs in order for them to
make an informed decision to proceed to donation. They also
provide follow-up to donors to ensure they remain healthy
and free of any complications post-donation. However, none
of these stages would eventuate without the very first step in
the process; that of donor recruitment.
The BMDCs recruit donors to the ABMDR in two ways;
through the Blood Service donor centres at the time of a
blood donation, and at designated donor recruitment drives
external to the Blood Service. At present, the majority of
ABMDR donors are recruited through the blood donor
centres, and this strategy has provided the foundation for the
establishment of the current ABMDR donor panel. Motivated
and collaborative staff in the Blood Service donor centres
have been central in building a registry which currently
consists of over 170,000 donors nationally.
External recruitment drives also play a valuable role in
diversifying the ABMDR donor panel. Such recruitment drives
are coordinated by the BMDCs, and may come about in various
ways. This can include a request by the family or friends of
a patient that requires, or has recently had a transplant, a
request by an organisation or member of the community that
wishes to contribute to the ABMDR in some way, or perhaps a
response to a call to action to increase the representation of a
particular ethnic group on the registry. External drives give the
BMDCs and the ABMDR an ideal means by which to respond
to these requests in an effective and targeted way, and as such
they bring great value to the Registry.

With these benefits in mind, 2015–2016 represented a
period of increased external recruitment drive activity for
the BMDCs. This year saw several requests from within
Australia’s Indian community to increase the representation
of this particular ethnic group on the Registry. The BMDCs
were willing and able to accommodate these requests,
liaising with interested members of the Indian community
to hold several successful recruitment drives around the
country. One drive held in Brentwood in Perth added 230
donors to the registry, while another held in Toongabbie in
Sydney added a further 90 donors.
When considering that the above drives were in addition to
several other targeted recruitment drives held around the
country throughout the year, it becomes clear that this is a
highly valuable tool by which to continuously improve the
make-up of the ABMDR donor pool. Ultimately, this allows
the ABMDR and BMDCs to better serve patients and the
community. This will continue to be an integral part of our
combined strategy moving forward.
Paul Berghofer
National BMDC Operations Manager
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CRAIG’S STORY – DONOR
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It is without hesitation I would donate again. Working closely
with all personnel associated with Australian Bone Marrow Donor
Registry – they made the experience as comfortable as possible.
Their integrity, compassion and understanding are without
question. An amazing experience working with amazing people.

FUTURE RECRUITMENT STRATEGY
The ABMDR was established to create a local pool of volunteer donors willing
to donate for patients in need of a stem cell transplant, who could not find a
match in their immediate family.
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 in Australia
and overseas.
Fortunately, due to the stability and reliability of our current
processes, the ABMDR is now in a position to review the
way in which we recruit donors to the registry. Over the past
year we have visited transplant centres across Australia and
have spoken to physicians to get a thorough understanding
of their needs in the ever changing world of stem cell
transplant. We spoke to them about the hurdles they face in
searching for matches for their patients and learned about
their preferences for treatment and transplant options.
The reports were consistent across the country, matching
criteria is now more advanced than ever before and the
ethnic diversity of patients is continuously evolving. This
means the ABMDR needs to ensure that the ethnicity of
our donors match the ethnicity of the patients who are
searching for a donor. We also spoke about the clinically

proven importance of young donors and how transplants
are more successful and patients are doing better when
they receive a donation from a young healthy donor. Most
importantly, physicians and coordinators stressed the need
for committed donors who are ready and willing to donate
for their patient when requested.
As the primary goal of the registry has always been to
facilitate patient access to volunteer donors, the ABMDR has
developed a new strategy to focus on these three essential
criteria, young, ethnically diverse, committed donors. The
strategy is structured around meeting the needs of Australian
patients while engaging international best practices as
defined by leading registries around the world. We have
incorporated a variety of components that will enable the
registry to enhance education initiatives, improve ease of
registration and create a donor pool composed of life-long
committed donors.
Lauren Bosco
Project Manager

The ABMDR has developed a new strategy to focus on these three
essential criteria, young, ethnically diverse, committed donors.

ERIC’S STORY – PATIENT
Each morning as I take my morning walk along the beach, I
give thanks to all the medical staff who saved me by finding
me a young man who donated his stem cells to give me
a new immune system. When my blood type changed to
his, I knew that it would work. Four wonderful years have
passed. The time I spend with my family reminds me that
every day is precious and should be appreciated with joy!

29

ABMDR NATIONAL
MANAGEMENT BOARD
PROFESSOR JEREMY CHAPMAN AC – CHAIR
Clinical Director Division of Medicine and Cancer, Westmead Hospital and Director
of Western Renal Services, Chair of the Westmead Research Committee.
Jeremy has guided the NSW Tissue Typing Laboratory at the Australian Red Cross
Blood Service, developed the Centre for Organ and Tissue Donation, NSW/ACT, at
the Australian Red Cross Blood Service and chaired the creation of the Australian
Bone Marrow Donor Registry.
Jeremy’s current interests involve researching and teaching at the University of
Sydney; he is the Editor-in-Chief for Transplantation 2015-2020.
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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.
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.

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 from1992-1995.
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 (20062008), 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.
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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 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 270 papers in the field of marrow
transplantation and blood disorders.

ABMDR NATIONAL MANAGEMENT BOARD CONTINUED
LEONIE WALSH
In addition to Leonie ‘s role as Non-Executive Director on the ABMDR, Leonie is
the President and Chairman of the Fight Cancer Foundation 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 commercialization, the future skilled workforce and women
in science through a range of related boards, advisory and advocacy activities.
More recently Leonie completed a 3-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.
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Complementary to the Lead Scientists role Leonie Walsh held the honorary role
of President of the Australasian Industrial Research Group (AIRG) from 2011 to
2015. In this position Leonie established international collaborations through a
new World Federation of Industrial Research Associations and as a partner of
the Australian Governments SME to Researcher collaboration (CAESIE) between
Australia and the European Union.
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.

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.

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.
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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.

THANK YOU
The following groups have all played an important part in providing
the services of the ABMDR:
Registered bone marrow donors
Cord blood donors
Transplant centres
Collection centres
Cord blood banks
International registries and partners
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The Australian Red Cross Blood Service
ABMDR committees
On behalf of our patients, thank you to these organisations and their staff.
The ABMDR is funded by the Australian Government.

THE ABMDR TEAM

FROM LEFT TO RIGHT
Jenna Schurmeier, Ming Zhang, Catherine Bischof, Lauren Bosco, Garth Healey, Julia Lovegrove, Hannah Langman,
Hermia Yam, Sue Wei, Claire Harper, Anthony Montague, Jimmy Zhu, Tommy Yau, Venkata Karra.

Thank you from all the staff at the AMBDR.
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