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The 2015-2016 period has been a time of celebrations and milestones for the South
African Bone Marrow Registry (SABMR). Our organisation, which exists to find matched
unrelated bone marrow donors for critically ill South African children and adults, has seen
the retirement of its pioneering co-founder and Medical Director, Professor Ernette du
Toit, and the appointment of Dr Charlotte Ingram as Medical Director.
In September 2016 we marked the 25th anniversary of the founding of the SABMR with
an event at the V&A Waterfront and the publication of a book, An Uncommon Gift: The
story of the South African Bone Marrow Registry and the lives changed by stem cell donation.
In January 2016, the SABMR achieved
Qualification Status with the World
Marrow Donor Association (WMDA).
The is the first step in the process of
becoming accredited with the WMDA.
Discovery Health are thanked for
providing the funding to enable us to
achieve this goal.
We also paused to acknowledge the
success of our recruitment partners,
led by The Sunflower Fund, in
increasing the number of donors on
the registry. As of December 2016 the
donors listed on the SABMR numbered
73,413 – proof that we are climbing
steadily towards Dr Ingram's initial
target to have a South African donor
base of 100,000 people.
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her personal tragedy The Sunflower Fund was established. This
organisation has grown and flourished, and continues to make an
extraordinary contribution to the recruitment of donors onto the Registry,
raising funds for HLA testing of donors as well as
providing financial support to facilitate transplants
for indigent patients.

Message from the Chairman
Dr Robert Crookes

With regard to the funding of SABMR projects, I
would like to make special mention of Discovery
Health, who made a substantial grant which funded
the SABMR’s International Accreditation
Programme and led, earlier in 2016, to the Registry
being awarded Qualification Status by the World
Marrow Donor Association.

It is my honour and pleasure to introduce the South
African Bone Marrow Registry’s 2015-2016 Biennial
Report. The Registry marked its twenty-fifth
anniversary in September 2016 and I would like to
highlight a few key milestones and mention a few
particularly significant contributions of individuals,
institutions and organisations.

Also in 2016, the Registry welcomed Dr Charlotte
Ingram as CEO and Medical Director after the
retirement of Professor du Toit. My thanks and
deep appreciation to the SABMR Board. You are all
volunteers and I thank you for your time, expertise
and professional input in dealing with the
challenges and enhancing the governance of the
Registry.

The point that the Registry is at now is the result of the foresight,
dedication and hard work of individuals who have given of their intellect,
skill and time, usually with extreme enthusiasm, because of their belief in
and commitment to the cause, but sometimes with tears and heartache.
Flashback to 1991: 25 years is a small ripple in the context of time but the
year was a seminal one for haematopoietic stem cell transplantation in
South Africa. In that year, two youthful, enthusiastic and energetic
clinicians, Peter Jacobs and Ernette du Toit, had the insight and foresight to
initiate a registry of volunteer bone marrow donors in South Africa. Sadly,
Professor Peter Jacobs is no longer with us, but I would like to take this
opportunity to pay tribute to his extraordinary contribution – from cofounding the South African Bone Marrow Registry to his subsequent
invaluable input to the Registry in his role as a transplant physician and as
a member of the SABMR Board. Similarly, with profound admiration, we
recognize Professor Ernette du Toit’s extraordinary role and contribution to
the fields of histocompatibility, immunogenics and transplantation. We pay
tribute to her role in co-founding the Registry and for her tireless efforts at
the helm, guiding, growing and maintaining the Registry over its first 25
years.

'We salute those
donors who
have travelled
the donation
journey'

No brief word of thanks or expression of appreciation can do justice to the
SABMR’s full-time and volunteer staff whose expertise and commitment,
since inception, have been the foundation of the Registry’s success and
who have continued to enhance the good standing and high esteem in
which the Registry is held, both locally and internationally.
Donating bone marrow or peripheral blood stem cells is not without a
degree of inconvenience and discomfort and we salute those donors who
have travelled the donation journey. In conclusion, I wish the Registry
every success as it continues to strive to fulfil its vision and mission of
saving lives and providing hope for all patients who need a bone marrow
stem cell transplant.

I would also take this opportunity to pay a special tribute to The Sunflower
Fund. Tina Botha, its founder, lost a son to leukaemia in 2000 and out of
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Dr Charlotte Ingram

To save lives and provide hope for all
patients in need of bone marrow stem cell
transplantation and future therapies, by
creating awareness, expanding the
Registry, embracing evolving technology
and enhancing stakeholder relationships to
the benefit of the community.

I took up the post of CEO and Medical Director of the SABMR in April
2016. It seems a long time ago and I am indebted to the previous
CEO/Medical Director, Professor Ernette Du Toit, for a smooth handover
period and assistance in my early days, as well as to past and present
directors, management, staff and the donors.

We saw several milestone events during the
period covered by this report. They include
achieving WMDA qualification accreditation
status, the 25th anniversary of the SABMR, and
the launch of the book An Uncommon Gift, to
name but a few.

Message from the
Medical Director & CEO

This report is our first attempt at a more
integrated report that we hope speaks to the
patients we serve, our stem cell donors, the
community and our financial sponsors. Being a
non-profit organisation and receiving no
funding from state, we are reliant on the
generosity of our loyal sponsors and funders,
and on the medical aids, without whom we
would not be able to continue to offer this
high-quality service.

The donors are literally and figuratively the life-blood of the SABMR;
many lives are saved through the selfless donations from our
committed donors. Producing red cells to carry oxygen, white cells to
fight infection and platelets to prevent bleeding, bone marrow stem
cells are the tissue we cannot survive without. Since using an overseas
donor is expensive, many patients who cannot find a local donor will
not have the opportunity to be cured. We need more South Africans to
register as donors so that we can give hope to more patients.
In particular, we are in need of a more ethnic representation with more
Black donors to better represent the South African demographics.
Although many patients may never get to transplant for various
reasons, a large factor relates to the lack of an available matched local
donor. In 2016, there were 181 preliminary donor search requests for
patients needing bone marrow transplants. Fifty percent of the
referrals were for patients who are Black, Coloured or Asian, while only
four out of the 22 transplanted patients during that year were in this
group.

'We need more
South Africans to
register as
donors so that
we can give hope
to more patients'

Considering the hope that has been offered to so many patients along
the way, we are extremely pleased to have celebrated 25 years of
finding unrelated donors for South African as well as international
patients in need of a bone marrow transplant.
Our goal, together with our recruitment partner, The Sunflower Fund, is
to continue growing our database in order to help save more patients'
lives. As such, we encourage each eligible South African in our rainbow
nation to register to become a donor and offer someone an uncommon
but life-saving gift.

This key priority remains in line with our new vision:
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Celebrating 25 Years
The highlight of our social year was our
twenty-fifth birthday, marked by a wellattended event at the V&A Waterfront.
On a beautiful Cape Town evening,
guests were welcomed with a drink on
the terrace of the Atlantic Imbizo in the
Clocktower precinct while drummers
entertained us. SABMR staff past and
present, transplant patients, donors,
doctors, medical staff, fundraisers,
patrons, government dignitaries and
other supporters met, mingled, and
toasted the SABMR's quarter-century.
Dr Rob Crookes, Chairman of the
Board, served as the evening's master
of ceremonies. Speeches were made, a
few tears shed, and Cape Town
musician Lionel Bastos performed a
song written specially for the event.
Our stem cell donors and patients were
each presented with a copy of the
SABMR's newly published book, An
Uncommon Gift.
Among the guests were SABMR cofounder and former Medical Director
Professor Ernette du Toit; Di Jacobs,
widow of co-founder Professor Peter
Jacobs; and Alana James, CEO of The

Sunflower Fund, the SABMR's key
recruitment partner which, along with
Igazi Foundation and Isipho Gift of Life
Fund, works to increase the number of
donors on the Registry.
We were delighted to be joined by
German donor Maximilian Klausing,
who flew to South Africa on a flight
sponsored by DKMS registry in
Germany to meet face-to-face with the
patient whose life he changed forever,
Joshua King; and Chris Schutte, the
local donor for An-Louise Louw, whom
he met for the first time that day.
In her address, SABMR Medical
Director Dr Charlotte Ingram thanked
the SABMR's circle of support. 'This
circle includes all the transplant and
collection centres and their dedicated
staff, the doctors, the couriers, the
testing laboratories, the blood
transfusion services, and Jerry Coetzee
of ITdottCom, the company which
enables the SABMR's IT, and has
provided voluntary support for many
years, without which the SABMR would
not be able to deliver,' she said.
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As Dr Ingram reminded guests, the
SABMR is a non-profit organisation
which receives no financial
assistance from the state. It relies
largely on medical aid funding of
patient-incurred costs and other
non-governmental sponsorship,
community-driven initiatives and
corporate sponsorship. 'Special
mention must go to Discovery
Health for sponsoring our
international global accreditation,
and Sizwe Medical Fund for
sponsoring this evening’s function.
Voluntary staff further ease our
financial burden,' she said.
Finally, she acknowledged the
donors and patients. 'Thank you to
our bone marrow donors, who so
unselfishly give of themselves to
make a difference to someone, and
their families out there; and to our
patients for your patience,
appreciation and recognition
shown to all our staff. You will
never know how much this means
to us and how it motivates us.'

An Uncommon Gift
A BOOK TO INSPIRE
In September 2016, a beautifully produced book was published to mark
25 years of the SABMR. An Uncommon Gift: The story of the South African
Bone Marrow Registry and the lives changed by stem cell donation was
created by a team who met regularly throughout 2016 to compile and
showcase the history, achievements and stories of the SABMR.
At the book launch, September 2016, from left: Glenda Thorpe,
Megan Coetzee, Ilhaam Noordien, Gill Bohlmann.

As Medical Director Dr Charlotte Ingram said, 'We believe that our stories
and the knowledge and experience we’ve developed over the years
should be shared with other organisations working in the non-profit
sector, as well as within the South African civil community. By sharing our
history and our patient and donor stories, we believe we will engage with
many more South Africans who will be encouraged to become donors and
help us grow our reach, both locally and internationally. This book,
showcasing the SABMR’s two-and-a-half decades of commitment and
work, gives us the opportunity to do just that.'

from those involved in a bone marrow transplant: donors, stem cell
couriers, doctors and nurses, the staff of the SABMR, their network of
international registries, fundraisers and recruiters such as The Sunflower
Fund, the SABMR's key recruitment partner.
This inspiring book shares many moving stories of the SABMR's patients,
including men and women who are grateful to be seeing their children
and grandchildren grow up, teenagers who recovered and are living their
dreams, and little children who defied medical odds and are now thriving
at school.

Zolani Mahola, lead singer of Freshlyground and a supporter of the
SABMR, lent her voice to the book. 'I registered as a donor after a friend
was diagnosed with a bone marrow disorder,' she said. 'If we can help
each other, why not? I feel it's almost a civic duty: there are so many
things we could do to assist others that might put us way too far out of
our comfort zones, but this is something we can do and we should do. It
would be an honour for me to have even a chance of saving someone's
life. That's not something you get every day. That's really being of service.'

Close to our hearts is the selection of letters written by bone marrow
recipients to their anonymous donors. As one wrote, 'He has given my
siblings a brother, my children a father, and my wife a husband.' 'I have a
future again, I can make plans again, I can again allow myself to dream, I
now notice and appreciate things that I previously took for granted,'
wrote another.

An Uncommon Gift includes the SABMR's history, information on the donor
search process, the medical aspects of stem cell donation, and comment
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Thank you (for this uncommon gift)

A family wrote, 'There are not enough words to describe how
eternally grateful we are for your unselfish act of kindness, to give
some of yourself to save a life you don't even know.'

I don't have the words to say
What you mean to me
Cos feelings get in the way
That's the way it's always going to be

As a patient summarised the process in a thank-you letter to his
donor, 'bone marrow transplantation is much more than a physical
miracle. It is a bonding of humanity.'

An Uncommon Gift is available

Lionel Bastos performs
at the 25th anniversary
event in September 2016.

for sale for R200 (including postage).
Write to admin@sabmr.co.za.

I'm here because of you
Cos you were there for me
One and one always makes two
But we'll be one eternally
Thank you for this uncommon gift
Thank you, thank you.
Thank you for the lives we got to lift
Thank you. Thank you
All the doctors, all the love
All the help along the way
People giving from the bottom of their hearts
Brought us here, today
I'm here because of you
Cos you were there for me
One and one always makes two
But we'll be one eternally
Thank you for this uncommon gift
Thank you, thank you.
Thank you for the lives we got to lift
Thank you. Thank you

The SABMR is
based at Groote
Schuur Hospital
on the slopes of
Devil's Peak and
Table Mountain,
Cape Town.
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Words will never be enough
Words will never be enough
Words will never be enough
But I just want to say ...
Thank you for this uncommon gift
Thank you, thank you.
Thank you for the lives we got to lift
Thank you. Thank you
Lionel Bastos

SABMR Governance
SABMR Board

SABMR Board Members (as at December 2016)
Dr Robert Crookes (Chairman)
Dr Charlotte Ingram (Medical Director & CEO)
Mrs T Schlaphoff (Deputy Director)
Mr D Auret
Mr D Cohen
Mrs C Kotzenberg
Dr SD Moodley
Professor N Novitzky
Ms R Saitowitz
Dr J Thomson

Finance:
Annual Audit

National
Department of
Health

WMDA

Department
of Social
Development

Dr M Vaithilingum

SABMR participation in the WMDA Accreditation
programme was made possible by a generous
grant from Discovery Fund.

South African
Stem Cell
Transplantation
Society
Michael Boo, President of the WMDA, Terry Schlaphoff and Veronica
Borrill (SABMR), and Nicoletta Sacchi, WMDA Accreditation Committee
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Finance & Sustainability
Extract of SABMR AFS as at 31 March 2016
Assets
Current Assets (Excluding Cash)
Cash
Long-term Investments
Property, Plant and Equipment
Current liabilities
Net Assets

Funding sources

2016
1,694,457
792,006
15,276,687
1,888,082

(8,660,753)
14,378,716

(4,523,917)
15,127,315

2015
2,883,307
783,942
1,134,651

2016
2,447,927
668,441
1,086,809

Operating and Value Distribution

2015

2016

Management, Public Liaison and Fundraising
Medical Services
Recruitment
Registry Development

2,253,123
1,590,261
72,614
318,399

2,587,111
1,554,077
89,303
249,921

Programme Services
Sponsorships and donations
Investment income

Reinvested to further Registry's Mission /
(Utilised from capital reserves)
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2015
1,239,680
3,102,796
16,501,084
2,195,909

567,503

(277,235)

Fundraising

IMPI CHALLENGE

We would like to express our gratitude to the organisations and individuals who have so loyally
supported us during the past two years: Anne Kreitzner Will Trust, Gareth Hassell, Zwanepoel
Family, Wildner Foundation, Discovery Health Trust, Hazel Adamstein Will Trust, Ruth and Anita
Wise Trust and Hester Olivier, the RUN4LIFE campaign and participants in Impi Challenges.
We would also like to thank the doctors who donated their Cryosave fee to the SABMR.

POCKET MONEY

RUN4LIFE

Patient Craig Banks and his family
visited the SABMR to hand over pocket
money collected by his daughters 'for
the people who made Daddy better'.

Inspired by the
journey to health
of his friend Craig
Banks, Nic
Misplon set up the
RUN4LIFE
challenge to raise
funds for the
SABMR. The
number of donors
who made contributions are too
numerous to mention! Pictured above
is Nic, during one of his marathons,
and relaxing after the event with his
wife Katherine and their family.

When asked what it felt like to have
given away all her pocket money, Noa
said, "it feels like butterflies are
dancing in my heart'.

Two patients took part in Impi
Challenges to raise funds for
the SABMR.

GIVE A LITTLE,
SAVE A LIFE
Together with PR, marketing and
communications agency Dei Gratia,
the SABMR ran a fundraising drive
with lucky-draw prizes for qualifying
donors.

THANK YOU

Amrith Singh, left, who
received stem cells from a
Taiwanese donor, participated
in an event in Gauteng with his
son.

to everyone involved, especially the
sponsors for providing the prizes
and to the many, many participants.
The real winners, though, are the
patients who will benefit from the
outcome of this project.

Kerry Abrahams, right, took
part in the Western Cape event
with her son.
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A Circle of Support

TSF Chairman James Sedgewick and CEO Alana James
with Dr Charlotte Ingram and Dr Robert Crookes of the SABMR

The Sunflower Fund
No-one should die because there is no match. That's what drives The Sunflower Fund, whose
mission is to educate and recruit stem cell donors throughout the country, raise the funds to
cover the recruitment costs, and grow an ethnically diverse registry of healthy, committed
donors. Every prospective donor recruited by The Sunflower Fund brings hope to someone’s
child, someone’s parent, someone’s friend.

'The diagnosis of a dread disease like leukaemia is not only devastating to the individual, but is
equally traumatising for family, friends and colleagues,' says Alana James, current CEO of The
Sunflower Fund. 'It leaves no-one untouched and our job is to reach out to this community,
supporting it the best way we know – through our expertise in increasing donor numbers for the
SABMR.'

Inspired by heroic struggles
The formation of The Sunflower Fund in May 2000 in support of the South African Bone Marrow
Registry was inspired by the struggle against leukaemia of two brave young men, Darren
Serebro (who passed away in 1997) and Chris Corlett (in 2000). Friends of the South African Bone
Marrow Registry Foundation was started by a group of concerned parents whose children had
contracted leukaemia, and sadly, in some cases had lost their battle against it.
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'As the primary donor recruitment
organisation in South Africa, The Sunflower
Fund is a vital and valued player in stem cell
transplantation. It is largely thanks to this
team of passionate, committed staff
members, volunteers and supporters that
the SABMR's donor base has increased to
where it is and continues to grow from
strength to strength. The SABMR pays
tribute to this non-profit organisation and
looks forward to a bright future working
hand in hand towards the common goal of
saving lives. Sunflowers, we salute you.'
Dr Robert Crookes, Chairman SABMR

The original 'Sunflowers of Hope' painting was completed by 17year-old Chris Corlett while he was being treated for acute
lymphoblastic leukaemia. This was founder patron Tina Botha’s
main inspiration for the name change to The Sunflower Fund.
Tina’s commitment to building the South African Bone Marrow
Registry meant that she turned the loss of her son into
something powerful and positive. She held the role of CEO of The
Sunflower Fund for 13 years and made the transition to founder
patron in 2013. Tina’s daughter, Tarryn Corlett, assumed the role
of CEO until August 2015.
Sunflowers of Hope: the painting that inspired
The Sunflower Fund's name, painted by Chris
Corlett (1982-2000)

Front: Archbishop Emeritus Desmond Tutu, Patron
of The Sunflower Fund, with his daughter Reverend
Canon Mpho Tutu van Furth.
Back: Dr Charlotte Ingram, Medical Director SABMR
and Alana James, CEO of The Sunflower Fund.

Laboratory for
Tissue Immunology

NHLS Staff at SABMR 25th Anniversary
The Laboratory for Tissue Immunology (LTI) is a key
partner to the SABMR, providing the international
standard of HLA typing required for donor-recipient
matching.

From left: Dr Denise Roditi, James Bank, Begum Pillay, Shireen Maart (Laboratory Manager),
Nomonde Femela, Gita Shiba, Lucille Human, Professor Clive Gray (Professor, Chair and Head
of Immunology, University of Cape Town, Director, Laboratory of Tissue Immunology, National
Health Laboratory Services and Groote Schuur Hospital.
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South African
National Blood Service
SANBS supports the SABMR by taking blood samples from donors who have
been found to be potential matches for patients, and has been associated
with the SABMR since our founding in 1991. SANBS also performs HLA typing
at two testing sites, Pinetown, KwaZulu-Natal, and Constantia Kloof Gauteng. Both laboratories,
which are accredited by SANAS (South African Nationa Accreditation System), are equipped
with state-of-the-art equipment and highly skilled staff.
Further, peripheral blood stem cell collections are attentively carried out by SANBS staff at
private hospitals in the Gauteng area, once donors have been identified as a potential match.

PathCare is very proud to be associated with the
South African Bone Marrow Registry (SABMR)
through our venesection sites and staff being
available to take blood and transport this to the
laboratories at no cost to the patient.
We also have been pleased to be able to provide
HLA typing for donors in the Western Cape and The
Sunflower Fund on a not-for-profit basis over many
years.
PathCare will continue to support the South African
Bone Marrow Registry and The Sunflower Fund in
the future.

SANBS Staff at SABMR 25th Anniversary
Pictured with Dr Robert Crookes (Chairman SABMR, formerly with SANBS), left in back row, and Dr
Charlotte Ingram (Medical Director SABMR, formerly with SANBS), far right:
From left: Shelagh Kavonic, Ute Jensch, Esmé van Wyk, Dr Jackie Thomson, Medical Director SANBS,
Debbie Anley and Debbie Mc Linden
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Sr Ursula Love and team at PathCare, Kingsbury

The Transplant Journey
perform a bone marrow biopsy as her doctors in South Africa would
perform their own.

Ricki-Lee Hamman was
about to start matric as head
girl of her school when her
plans were derailed. Now
age 21, she's a
physiotherapy student and
her life is back on track.

A nurse was sent from South Africa to accompany Ricki-Lee and her
mother during the flight home, after which Ricki-Lee was taken directly
to the bone marrow unit at Constantiaberg MediClinic. 'For my parents I
think it was more traumatic than it was for me,' she laughs. I handled it
all quite well for some reason.'
Her condition was indeed aplastic anaemia, and a bone marrow
transplant was the best treatment option, according to her specialist, Dr
Mike du Toit. The SABMR was contacted and the Hamman family was
tested. Although Ricki-Lee's father was found to be a match for her sister
Shanade, nobody was a match for Ricki-Lee. With her mixed ethnic
heritage – Filipino genes from her mother's side, German from her
father, plus English and Italian blood– the search for a match was likely
to take longer than average. Yet during the course of that year, the
SABMR identified two possible matches overseas. One, however, was
unavailable, and the other unable to donate.

An end-of-year holiday in Asia
ended dramatically for Ricki-Lee
Hamman and her family. At first
she thought she was having a
particularly bad menstrual
cycle; then came headaches,
fatigue and weakness, followed
by a sore throat that made her
suspect she had flu.

Meanwhile, Ricki-Lee stayed home from school for treatment. Although
she was head girl of St Joseph's Marist College, she was unable to
complete her service at the school owing to the illness. Her treatment
involved weekly platelet and blood transfusions in hospital, and she
succeeded in keeping her spirits up. 'I was tired a lot of the time but I
watched lots of sport on TV, read and kept a journal: I'd been told it
would really help and it did. I'd print pictures and make collages in my
journal. And I had lots of visitors.'

During an island-hopping day
trip on a boat with her parents,
Ricki-Lee began feeling faint
and at one point blacked out.
Back at the hotel, her parents
called a doctor. After one look
at Ricki-Lee, the doctor ordered an ambulance to take her to hospital.
She spent ten days in an 'amazing' hospital in Phuket, where doctors
narrowed her condition down to either leukaemia or, possibly more
likely, aplastic anaemia, both life-threatening conditions, but did not
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Finally, the SABMR found the perfect match, a male two years her senior,
in the US. 'I was shocked to hear it was someone so young! I thought
that was very cool,' she says.

Timeline for a bone
marrow transplant

Ricki-Lee and her mother organised a ceremony in the hospital on the
day of her transplant. Their priest officiated, saying prayers to the
assembled gathering of family, nurses and other staff. 'I slept through
my transplant. It was just like getting blood through a drip. It was a
good experience; it was shared.' She wrote a letter to her donor: 'I said
thank you as much as I could. I also sent him a postcard of Cape Town
so he can see how beautiful the city is.'

The SABMR has found a
match!
The donor

Back home after a month's recovery in hospital, she felt the boost in her
energy levels and could gradually work her way up to doing exercise on
a treadmill.
Though she wrote matric the following year, she attended her school
matric ball with her former classmates after her transplant. Ricki-Lee is
now studying physiotherapy at the University of Cape Town, and she
and her mother do yoga classes together. 'I hardly see a hospital at the
moment, unless it's for lectures!' she laughs. 'Everything has turned out
the way I hoped it would, only it's a year delayed.' Yet her experience has
changed her: 'I was quite shy before everything happened. Now I'm a lot
more confident because I realise that anything can happen to anyone at
any time.'



For 5 days before donation: the donor receives daily
injections of Neupogen, a growth hormone that
stimulates the bone marrow to produce extra stem
cells.



1 day before: The donor is transported to hospital,
and an SABMR staff member accompanies him or her
throughout the collection, which takes approximately
six hours.



The donor is linked to a machine with an intravenous
line and the stem cells are filtered out of his or her
blood.

The recipient
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7 to 10 days before transplant: the recipient is
admitted to hospital for chemotherapy. This destroys
the immune system in preparation for the transplant.



The transplant ‒ effectively a transfusion, where the
stem cells are trickled into an intravenous line ‒ is
performed.

'I am alive... because you chose
to be a hero!'

My dearest, dearest Donor,
I can't tell you how many times I have revised this letter in my
head over the past year... I have rewritten it so many times, and
yet I still don't know how to say what I want to say. But here goes.

At the SABMR's 25th anniversary event, recipient Ricki-Lee Hamman
read this letter, written by an anonymous bone marrow recipient to
a donor.

If there is one thing I have learnt in the past 12 months, it is that
the word 'thank you' are two very empty words when it comes to
what you did! They portray no feeling, no emotion, no thankfulness
and no relief! I have wondered how I could ever tell you just how
grateful I am for what you did but no spoken words could ever be
enough!
What you did was give me a second chance at life, and not just any
life, but a healthy one as well... Something I have not had in many
years.
It still amazes me that the way I feel now is actually the way a
normal person should feel all the time...and then it makes me think
of all those years that I was not 10% of what I am now!!!
I can be a parent for my child again... A spouse again... A child to
my parents again... An employee again... A friend again... And I can
be all these at 100%!
You are the reason for my future memories!
Ones I never would have made...
I am alive... because you chose to be a hero!

BMT Recipient Ricki-Lee Hamman at the SABMR 25th Anniversary

I am ALIVE!!!
And then, I have not words. Except...
THANK YOU!
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Donor-Recipient Meetings
Patients and donors may request to meet each other five years
after a transplant, and if certain criteria are met and their
respective registries and physicians give their approval, a
meeting may be arranged. For these people and their families,
the event is often the highlight of a lifetime.

was his only chance of survival. As no match was identified within his
family, the SABMR began searching and found a match from Germany
within two months.
Joshua missed 18 months of school but kept up with the curriculum, and
after recovering from his transplant, rejoined Grade 7 with his peers.
Now a healthy 19-year-old, he's taking a gap year to decide on his future
studies and career. He says he's extremely grateful that a stranger from
Germany saved his life. 'Always try and keep your mind occupied with
things that you enjoy,' he says. 'Take one day at a time. Trust that the
treatment you are receiving is going to work, and that this is just a stage
in your life that you need to overcome.'

As part of the SABMR 25th anniversary celebrations, two
local patients met their donors at the SABMR offices.
Local patient Joshua King met his German donor,
Max Klausing.

Maximilian Klausing, from a village in Essen, Germany, registered with
DKMS (Germany's bone marrow registry) when the principal of his
primary school was diagnosed with leukaemia and a campaign was
organised to tissue-type the community. Unfortunately no match was
found for the principal, but some years later eight people from Essen
were matched to donate bone marrow to recipients worldwide.
Maximilian only discovered his recipient was from South Africa when he
arrived at hospital for his donation: 'I could not envisage that my bone
marrow would be a match to someone so far away.' He says the donation
procedure wasn't as daunting as one would imagine as it is similar to
dialysis, and there was no pain during the procedure.

Tissue twins from different hemispheres: German donor Max Klausing (left)
and his South African recipient, Joshua King, on the day they met, during the
SABMR's 25th anniversary celebrations in 2016. They are seen indicating
their home towns on the SABMR logo's world map.

A month after the donation, Maximilian received an email from Joshua,
saying he was on his way to recovery. 'I was very happy to hear that,
especially because he was a child who still had his whole life ahead of
him,' he says. 'I've kept his first letter to help me remember the
difference I made in the life of this young boy.'

Joshua, 19, from Durbanville, Cape Town, was diagnosed with Burkitt's
lymphoma, a cancer of the lymphatic system, at age 10. After
chemotherapy he went into remission, but a bone marrow transplant
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At the meeting, held at the SABMR's offices, An-Louise's mother
expressed her heartfelt gratitude to Chris through tears. 'I wish you
could know the thankfulness that's in me. The thank-you is so big that I
don't know how to say it. You gave me something money couldn't buy:
my child.'

Local patient An-Louise Louw met her local donor,
Chris Schutte
When An-Louise Louw, 25, a student from Stellenbosch, was diagnosed
with severe aplastic anaemia, a bone marrow transplant was the only
possible cure. In the absence of a match among her family, the SABMR
identified Chris Schutte as a possibly donor. Chris, from the Garden
Route, had registered as a donor after a friend was diagnosed with
leukaemia, although his friend, sadly, passed away. 'A few years later, I
got a call out of the blue from the Registry,' says Chris. 'I felt proud. I was
ready. I never had a doubt in my head that I would try to help.'

'The little inconvenience that a man endures is worth it for the beautiful
work that stands here,' Chris responded, indicating a smiling An-Louise.
'We have to say it was divine intervention. It was an honour and a
pleasure. Really, I'm happy that she is healthy.'
An-Louise said afterwards, 'To realise that some stranger can help me – I
think you made me more thankful for life. Chris will always be a very
special person to me. I could have just died if it wasn't for him. What can
you say? Just “dankie. Baie dankie.”'

'The day I found out he would be my donor, I was so excited,' An-Louise
recalled just before meeting Chris. 'My mom was crying. I had this
amazing feeling. All I know is that a man saved my life. He doesn't know
me at all, so he's a hero.'
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It is an honour when the SABMR is
able to help international registries.
Although small compared with registries in Germany
and the USA, the SABMR contributes significantly to the
world database of stem cell donors in terms of phenotype,
thanks to our ethnically diverse population.

Local donor Brenda Masuku met her
American recipient, Ashley Wilder.
Brenda, 36, an administrator from Springs,
registered as a donor on the SABMR in 1999
when friends at work urged her to participate in
a bone marrow drive for a South African boy with
leukaemia.
All stem cell donors registered on the SABMR are
listed on a worldwide database – Bone Marrow
Donors Worldwide. This search tool was used by
transplant co-ordinators in the USA to identify
Brenda as a match for a very ill young girl, Ashley
Wilder from Lancaster, California.

In March 2003, the SABMR was urgently
contacted. Ashley’s condition had deteriorated
rapidly and she needed an immediate bone
marrow transplant. On 26 May 2003, Brenda
donated stem cells, becoming the first black
South African to become an unrelated stem cell
donor. In 2004, Brenda was invited to attend a
'Celebration of Life' event where she met Ashley.
'You never know how your actions will come back
to you,' Brenda said. 'I hope that my experience
inspires other South Africans to become donors. I
feel a deeper sense of achievement in my life as a
result of a quick decision made one afternoon.'

Brenda Masuku (right) meets her recipient
Ashley Wilder, in California.
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Global Collaboration
Bone Marrow Donors
Worldwide (BMDW)

World Marrow Donor
Association

Established in 1988, BMDW is a
universal resource which can be used
by coordinators worldwide to search
for potential donors for patients in need of an unrelated stem cell
donor for bone marrow transplantation. SABMR submitted its first
datafile to BMDW in 1999.

Established in 1994, WMDA is an
international association that is
viewed as the de-facto organisation overseeing the global exchange of
blood stem cells and promoting the interests of volunteer donors.
In 2003, WMDA established an accreditation programme for HSC donor
registries. Accreditation of individual registries by the World Marrow
Donor Association (WMDA) is an indication that these registries are
committed to following WMDA Standards. In 2016, the SABMR
achieved Qualification Status with the WMDA, the first step towards full
accreditation.

The aim of BMDW is to build, provide, maintain, and optimise an
electronic databank with centralised data on HLA (human leucocyte
antigen) phenotypes and other relevant data of volunteer stem cell
donors and cryopreserved cord blood products and make this data
accessible to the physicians, search coordinators, and other parties
worldwide who search for a potential match for their patient.

The mission of the WMDA is to foster international collaboration to
facilitate the exchange of high quality blood stem cells for clinical
transplantation worldwide and to promote the interests of donors.

The vision of BMDW is to create a comprehensive, fair and equitable
global list of unrelated stem cell donors and cord blood products that
shall allow fast determination of whether a matched donor is available
for a patient in need of a haematopoietic stem cell transplant.

The vision of WMDA is to work towards the goal that high quality and
secure stem cell products are available for all patients worldwide while
maintaining the health and welfare of the blood stem cell donors.

Note: The synergy between these organisations
resulted in BMDW becoming a service of the WMDA in January 2017.
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World Marrow Donor Day (WMDD) is celebrated globally on the third
Saturday of September. The campaign, originally held as a European event
in Italy, Spain, France and Belgium, was expanded by the WMDA to a
worldwide celebration in 2015. In 2016, there were more than 340 events in
more than 40 countries.
The main objective of WMDD is to thank all donors worldwide: unrelated
donors, family donors, cord blood donors, donors who have already donated
and those who are on the global registry waiting to donate.

The secondary objective is to raise awareness among the general public and decisionmakers about being a stem cell donor and the impact of blood stem cell
transplantation on patients’ lives. Despite a global registry of 30 million donors, we are
unable to find a match for many children and adults who are in need of
transplantation.
In 2016, South Africa observed WMDD with a collage representing different facets of
the South African Bone Marrow Registry and The SunflowerFund.
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Sources of Donors
for South African Patients

To date, the SABMR has facilitated
collections, from both unrelated and
family donors, for international
patients in these countries:
Austria

1

France

1

Germany

2

India

1

Italy

2

Portugal

1

Spain

1

Sweden

1

The Netherlands

1

United Kingdom

3

USA

7
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Registry
Statistics
Growth of the Database
1999-2016

Just a drop in the ocean ... never enough
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Assisting Family Donors
Occasionally donor registries – the SABMR included – are asked to help families by stepping in
when needed to facilitate a local stem cell donation for an overseas relative who is ill.
Sometimes such arrangements can prove trying, and the ultimate success of providing a product for a
patient at the correct time is testament to the exceptional collaborative effort between international
registries. As SABMR International Search and Harvest Co-ordinator Veronica Borrill notes, 'The spirit of
teamwork is appreciated by all involved and, we believe, is based on the relationships our staff members
have forged with their international counterparts while attending international meetings such as the
annual National Marrow Donor Program (NMDP) Council Meeting in Minneapolis.'

Stem cells crossing borders:
Maryann Hamilton's story
Maryann Hamilton's brother Solomon, a pharmacist living in New Jersey, United States, had been
diagnosed with Non-Hodgkin's Lymphoma and urgently needed a stem cell transplant.
While his wife was having their third child in September 2016, Solomon was hospitalized for his fifth cycle
of chemotherapy. Even though his wife was hopeful and optimistic, she feared that Solomon might not
see his newborn son if he didn't undergo a transplant.
After tests of his six siblings identified Maryann as a match, the problem of location arose: Maryann was
in Ghana. Unfortunately she was not granted a visa to enter the US and donate stem cells for her brother
there.
The National Marrow Donor Program (NMDP) in the US then contacted the SABMR to help Maryann
obtain a visa to enter South Africa and donate here. After many anxious moments, Maryann, whose
husband and son live in London, flew to Cape Town in November 2016 where she was met by SABMR
Deputy Director Terry Schlaphoff and hosted by the SABMR. It was an emotional time for Maryann, whose
mother had died recently and whose funeral she was missing in order to donate stem cells for Solomon.
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Maryann with Sr Olivia Palm (above)
and with Veronica Borrill (below)

After an uncomplicated donation at UCT Private Academic Hospital, the bag of stem cells
was flown with an NMDP courier to the US, where Solomon was awaiting transplant. He
engrafted successfully and Maryann reported back that the whole family was overjoyed.
'Receiving the stem cell transplant from me and engrafting successfully enabled Solomon
to come home and spend precious time bonding with his new baby and other two kids for
another month on an outpatient basis. He visited the hospital, New York Presbyterian,
every other day for his medications and monitoring,' Maryann says. Solomon seemed to be
recovering fully. He drove to the hospital in New York from New Jersey; the hair he lost
during chemo started growing back. 'His kids said to him, "Daddy, you look good!" He
picked his children up from school every day and helped them with their homework, after
which he had a special study session with his kids, dubbed 'Daddy's Academy', whose
objective was to keep the kids at least 20% ahead of the class academically. He enjoyed
these moments immensely. He was very happy, full of gratitude and appreciated life. Both
families, immediate and extended, were happy and hopeful.'
Veronica, who had the honour of acting as Maryann's 'Cape Town mom' during her twoweek stay, kept in touch with Maryann, and received a worrying message from her in midMarch 2017. Solomon was back in hospital – the news was bad: his disease had returned.
Although Maryann and the rest of the family hoped for a miracle, he passed away in April
2017.
'The last image his kids had of him as he returned almost to pre-lymphoma stage was
priceless,' Maryann says. 'He was deeply touched and forever grateful to God, and then
there was the gift of having been a recipient of my stem cells. His wife, kids, siblings and
extended family are thankful. The extra time, although short in his case, meant so much to
his wife as well as him.'
Says Maryann, 'I feel privileged and grateful for everything. My only regret, pain and grief
come from not being there physically to care for him and be with him in his final moments
of life. I feel robbed. However, I'm extremely thankful to SAMBR for excellent work.
Veronica, Terry and the team, what can I say? The love and care shown to me is special and
something I will never forget. I feel blessed that I was able to donate for Solomon. Would I
do it again? ABSOLUTELY! It’s an amazing thing to be a donor.'
Solomon with his children
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Meet the Staf
Professor Ernette du Toit
retires from the SABMR

Dr Charlotte Ingram is appointed
Medical Director of the SABMR

On 31 March 2016, Professor Ernette
du Toit retired from her position as
Medical Director of the SABMR, a few
days before her eightieth birthday.
Prof du Toit co-founded the
organisation in 1991 with the late
Professor Peter Jacobs and headed
the organisation for 25 years.

In April 2016, Dr Charlotte Ingram became Medical
Director of the SABMR. A haematologist, Dr Ingram served
as Medical Director of the South African National Blood
Transfusion Service (SANBS) for five years prior to this
appointment. Describing tissue typing as one of her
passions, she has served on the boards of both the SABMR
and the South African Tissue Bank Association, a group
that compiled standards for stem cells, and is a member of
the SANBS HREC (Human Research and Ethics) committee. She was CEO for the
clinical trial laboratory division of the Wits Health Consortium, a division of the
University of Witwatersrand, and previously headed up a molecular diagnostics
unit for a business initiative for the sub-Saharan African region.

A farmer's daughter from the small town of Montagu in the
Western Cape, Professor du Toit graduated with an MBChB
from the University of Cape Town in 1960. She worked as an
assistant at the Laboratory for Tissue Immunology (LTI) at
Groote Schuur Hospital, which performed the tissue matching
for the world's first heart transplant, and was later appointed
head of the LTI. She worked in the fields of tissue matching for
organ transplantation, genetic factors and disease associations,
forensic case work and paternity testing.
The fact that she has helped save lives is Professor du Toit's
most valued achievement. 'To me, it's magical what we can
achieve,' she said shortly before her retirement. 'Former
patients have fulfilled their dreams – one is now a yacht captain
who sails round the world – and we were able to help with that.'

Dr Ingram's qualifications include both laboratory and clinical haematology –
MMed (Haem) Wits – and haematopathology: FCPathHaem (Wits) and a registered
HPCSA Haematology clinical sub-speciality. For many years she was actively
involved in HIV research and management of HIV disease and anaemia in the
antenatal units of the Johannesburg hospital complex, including Chris Hani
Baragwanath Hospital.
'The SABMR can make a difference to people's lives, to children's lives. In this
position I can give back,' says Dr Ingram, whose initial target is to increase the
donor base from just over 73,000 to 100,000. 'South Africa is a very diverse nation,
and ultimately we need about 400,000 donors on our database,' she says.
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2016 End of Year Function
Back row, from left: Veronica Borrill, Ilhaam Noordien, Alicia Louw, Yvonne Lewin,
Terry Schlaphoff, Nicolette Hendricks, Dr Charlotte Ingram, Glenda Thorpe, Gill Bohlmann.
In front, from left: Maria Bester, Hazel Cohen, Jane Ward
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We asked our staf...
During the past two years, what has been
your personal highlight at work? What has
been your greatest challenge? Do you
have a motto or mantra that keeps you
inspired or simply keeps you going during
challenging times?

Terry Schlaphoff,
Deputy Director

Dr Charlotte Ingram,
Medical Director

Highlights The best
highlight, after hosting the
WMDA meeting back in
2006, was SABMR achieving
WMDA Qualification Status.
For me, the most meaningful aspect of this
work is the amazing trust between the patient
and the unknown donor, often in another
country.

Highlight The highlight for
me was joining the SABMR.

Motto Find joy every day and remember that
the Truth is closest to the Why.

Challenge I joined just at the
time of the SABMR's 25th
anniversary and the writing
of the book, An Uncommon Gift. Not only did
this serve to enlighten me on the functioning of
the organisation, its wonderful history, the
dedication and hard work of our staff, all
focused on one goal: that of helping a patient;
it also brought me up to speed in a jiffy, with no
option but to jump in and start swimming.
When I decided to join the SABMR I knew
instinctively that I was doing the right thing,
but this experience reinforced it and made me
even more aware that this was the right place
for me.

Hazel Cohen,
Donor Welfare Officer
Highlight Donors who
thank us for helping them
through their emotional
and physical journeys on
the day of the collection.
Challenge It's an emotional
challenge when at times a donor needs to told
bad news; for example, to tell them they are
not a match for a patient after further testing.
Motto Every problem has a solution – we just
have to work through and find it.
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Veronica Borrill,
International Search &
Harvest Coordinator
Highlight Being part of the
SABMR's qualification
process has, for me, been a
special highlight and
privilege.
Challenge Staying calm in the midst of turmoil.
(From Desiderata: 'in the noisy confusion of life,
keep peace with your soul.')
Mottos
'Our prime purpose in this life is to help others.
And if you can't help them, at least don't hurt
them.' — The Dalai Lama
'Generosity is giving more than you can, and
pride is taking less than you need.' — Kahlil
Gibran.
Gill Bohlmann,
Accounts Administrator
Mottos 'Be impeccable
with your word. Don't take
anything personally. Don't
make assumptions. Always
do your best.' — Don
Miguel Ruiz

Ilhaam Noordien,
Office Administrator

Alicia Venter,
Search Coordinator

Glenda Thorpe,
File Assessor

Highlight Our 25th
anniversary: it's not always
that the staff have the
opportunity to meet the
patients and donors and
hear about their life
journeys.

Highlight Identifying
more and more potential
donors for local black
patients as the Registry
grows.

Highlight Bringing down
the patient file assessment
time to an average of four
months.

Challenge To always try and keep things up to
date and in order from my side so the work of
others can run smoothly.
Motto Always see/find the silver lining.
Jane Ward,
Assistant Harvest
Coordinator
Highlight Completing the
WMDA (World Marrow Donor
Association) Search
Coordinator Certificate
Training Programme - Advanced Level.
Challenge Assisting the Nigerian registry
(BMRN) with their first collection. Timing was
tight and the donor, who was accompanied by
his brother, almost did not make it to South
Africa as they only received their visas the
evening before departure.

Challenge Developing
donor search and testing
strategies based on the
sometimes limited funding made available to
patients.
Motto If something is worth doing, it is worth
doing well.

Maria Bester,
Search Assistant
Highlight Meeting patient
Zivile Nkato and his lovely
mother Nello.
Motto Not my circus, not my
monkeys.

Motto Your life can change in a moment; make
every second count.
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Motto At work, as in my life:
be fair, be considerate and,
above all else, keep smiling.

Nicolette Hendricks,
Secretary
Highlight Working behind
the scenes with dedicated
people who all have the
same vision.
Challenge Completing the
Impi Challenge.
Motto Love, laugh and learn.

Volunteering with passion:
Thank you to those volunteers who generously give of their time to help the SABMR.

Yvonne Lewin assists the team in loading details of
new donors onto the SABMR database and
retrieving data from the archives to update
information of existing donors. She has also acted
as a stem cell courier for the SABMR, transporting a
bag of stem cells for a patient about to undergo a
bone marrow transplant.
After retiring from her successful career as a travel
agent in 2000, Yvonne was approached by a former
client, Professor Ernette du Toit, former Medical
Director of the SABMR, about possibly doing
voluntary work. 'I'm not someone who is able to sit
idly, so when Prof du Toit mentioned that the
SABMR could use a spare pair of hands, I jumped at
the opportunity,' she says.

Jerry Coetzee: Faithful,
generous and patient, Jerry
of ITDottComm has been
attending to SABMR’s IT
needs since 2006. Jerry is
integral to our IT
infrastructure and keeps
SABMR abreast of
developments.
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Selwyn Furman: Our
consulting accountant,
Selwyn assists with any
financial queries. He is
always ready with a joke,
and always brightens up
our day.

We also pay tribute to
Caroline Robertson:
Formerly the SABMR's
bookkeeper, Caroline is an
ever-willing, capable locum in
the donor liaison section who
also acts as a stem cell
courier from time to time.

Celebrate Life / Give Life

Recipient Stephan Fourie

Donor Johan Weyers

Donor Brenda Masuku with her recipient Ashley Wilder

Donor Rosselli Ruiters
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Recipient Taahirah Msami

How Can You Help?
Register as a donor with the SABMR. Any healthy person between the ages of 18 and 45 can register. Contact The
Sunflower Fund, the organisation which manages the donor recruitment process for the SABMR: 0800 121082,
www.sunflowerfund.org.za.
If you are a registered donor, keep us updated. If you are a registered with the SABMR as a donor, please keep us
updated with your contact details and other relevant information. We cannot predict when you will be potential match
for someone, but when that magical day arrives we want to be able to contact you. If you move away from South Africa,
please let us know. The SABMR will provide you with information to transfer your HLA typing to a registry in your new
home country. Update by calling our office on 021 447 8638 or via www.sabmr.co.za.
Donate money to the SABMR. As a non-profit organisation, we rely on donations to continue our life-saving work. In
particular, the SABMR needs funds for its Registry Development programme. This programme has the aim of providing
the patient with a more informative donor search. The SABMR is registered as a Public Benefit Organisation. For
donations of more than R100 per annum, a section 18A tax certificate will be issued upon request. To make a financial
contribution, see www.sabmr.co.za and click the 'Donate' button.
Like our Facebook page. Please take the time to read the patient and donor stories featured in our Celebrating Life
series, and share this page with others.

Become a fundraiser. If you would like to host a fundraising event for the SABMR, please email admin@sabmr.co.za.

Contact the
SABMR:

PO Box 13353
Mowbray 7705
Cape Town
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Phone: 021 447 8638
Email: admin@sabmr.co.za
www.sabmr.co.za

