
Morgan Atkinson is living 
testament to the importance 
of keeping fit after cancer 
treatment and he is using his 
experience and expertise to 
enhance recovery for blood 
cancer patients.

Diagnosed with acute 
lymphoblastic leukaemia at the 
age of 16, Morgan, now 27, has 
been in remission since late-
2001. He is physically active, 
competes in sport at a high 
level and works full-time as an 
exercise physiologist.

ÒAlthough I endure some minor 
complications related to my 
transplant, I now live a normal 
life,Ó said Morgan.

Back in November 1998, he 
was studying for his Year 11 final 
exams when he was stopped in 
his tracks by leukaemia. 

He played football with the 
Norwood football club in 
Adelaide, and having just been 
selected by the Australian 
Institute of Sport / Australian 
Football League football 
academy, he was in peak 
physical condition, training up to 
seven times a week.

At a training camp in Melbourne he was 
put through a series of strenuous fitness 
tests when he found it increasingly difficult 
to eat solids because of a sore throat. 
When he got home to Adelaide and 
returned to school, he felt extremely tired 
and lethargic.

After a myriad of blood tests and a bone 
marrow biopsy he was diagnosed with a 
highly aggressive form of leukaemia.

ÒI was told that without treatment I would 
be dead in two to four weeks,Ó said 
Morgan. 

Receiving this news was devastating: ÒIt all 
happened so quicklyÉ I went from an elite 
level athlete to a cancer patient. Not only 
was I forced to miss exams, the doctors 
told me I might never play football again 
which I found difficult to accept.Ó

Morgan went through two and a half years 
of treatment, including chemotherapy and 
radiation therapy, then relapsed. He then 
had a life-saving stem cell transplant and 
his sister, Stacey, was his donor.

ÒI went through the transplant with 
relatively few complications,Ó Morgan said.

LEUKAEMIA SURVIVOR IMPROVES PATIENTSÕ 
RECOVERY AFTER TRANSPLANTATION
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Morgan Atkinson - using his experience 
 and knowledge to assist patients

Continued on page 2

1800 620 420
www.leukaemia.org.au

About acute 
lymphoblastic  
leukaemia 
Acute lymphoblastic 
leukaemia (ALL), 
also known as acute 
lymphocytic leukaemia, 
is a rare disease. While it 
can occur at any age, ALL 
is the most common type 
of childhood cancer and 
accounts for 75% of child 
cancer cases. It is more 
common in males than in 
females. 

Each year in Australia, 
around 304 people are 
diagnosed with ALL and 
60% of all cases are aged 
0 – 14 years at diagnosis.

Although the survival rates 
for childhood ALL have 
improved dramatically over 
the past 20 to 30 years, 
transplantation offers the 
best chance of cure for a 
proportion of patients. 



More people than ever signed up to be 
part of the Leukaemia Foundation’s WorldÕs 
Greatest Shave in 2009, raising over $12.4 
million for blood cancer research and 
patient care. 

This yearÕs top 30 fundraisers contributed 
$1.3 million to the overall total and it is great 
to see individuals and family teams among 
the list that also includes some of AustraliaÕs 
most recognised corporations.

This yearÕs participants came from across 
Australia and beyond including one 
registration from Antarctica! We thank 
everyone who generously shaved, coloured 
and donated to our biggest fundraiser.

BRAVE SHAVERS RAISE $12.4 MILLION

ÒAfter the transplant I became interested in the lived 
experiences of other people who were recovering from 
their transplants.Ó

This shaped the course of MorganÕs university studies and 
was the subject of his Bachelor of Health Science Honours 
thesis in 2006. 

From his research, carried out with support from the 
Leukaemia Foundation, Morgan concluded that the 
physical burden that resulted from transplantation 
contributed to various social, emotional and psychological 
problems and intervention programs were needed to assist 
patients through this physical and emotional rollercoaster. 

In September 2006 Morgan started an exercise and 
cancer program at the Hampstead Rehabilitation Centre, 
which is part of the Royal Adelaide Hospital. The next 
step was to take the program out to transplant patients at 
other hospitals and to that end Morgan wanted to look at 
different cancer and exercise programs around the world.
He applied for a Churchill Fellowship which he was 
awarded in October last year. 

ÒIt was a fantastic learning experience,Ó said Morgan who 
spent three months investigating exercise rehabilitation 
interventions for cancer patients in the U.S., Canada, Spain 
and Germany.

ÒIn Australia weÕre falling behind in this area because we 
donÕt have that much in the way of support systems in 
the clinical setting. People are left to their own devices to 
recover,Ó he concluded. 

ÒThere needs to be a facility within a hospital to help these 
people recover physically, and a survivorship program to 
help their recovery from a social standpoint,Ó explained 
Morgan.

In the last 12 months nearly 100 people have been 
through MorganÕs exercise program. ÒWeÕre getting really 
good feedback and there is some amazing improvement 
physically, especially by myeloma patients.Ó 

During treatment, Morgan used the Leukaemia FoundationÕs 
free patient transport service to travel to and from medical 
appointments. He also supports the Foundation education 
program as a speaker.
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1 BHP Billiton

2 Rio Tinto

3 Suncorp GIO

4 Xstrata

5 Mitchell & Partners (Qld)
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7 Medicare Australia

8 Dr Steven Lee

9 Emergency Crew Cut
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11 St Marys Rugby League Club

12 Worsley Alumina Pty Ltd

13 Aon

14 NT Defence

15 Westpac
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21   Commonwealth Bank of Australia

22 Freehills
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24 ANZ

25 ESS

26 State Street Clean Skins

27 ResMed
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30 MelÕs Fan Club
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Receiving the award for highest World’s Greatest Shave fundraiser in Australia, from left, BMA Peak Downs representative, Paul Shaw;  
Leukaemia Foundation of Qld Board Vice President, Don Perrett; BHP Billiton Brisbane representative, Maria McDonnell-Staff; 

Leukaemia Foundation of Qld Board Treasurer, Darren Laarhoven; and BMA Blackwater representative, Pam McGorrery
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A new purpose-designed accommodation and support 
village for rural and interstate blood cancer patients 
will begin construction in South Australia next year.

This Ôhome away from homeÕ for people who travel to 
Adelaide for intensive blood cancer treatment will almost 
triple the stateÕs current patient accommodation capacity.  

The South Australian Government has provided a land 
grant of 0.7 hectares at the Hampstead Rehabilitation 
Centre at Northfield and Studio Nine has been appointed 
as the project architect. 

Simon Matthias, General Manager of the Leukaemia 
Foundation SA/NT said the SA GovernmentÕs support 
would significantly increase the FoundationÕs services for 
the thousands of people impacted by blood cancers and 
related disorders who are treated in South Australia. This 
includes many Territorians who are required to travel to 
Adelaide for treatment.

ÒWe thank Minister Hill and the SA Government for 
their generous support of the Leukaemia Foundation, 
and their response to current and future needs of those 
impacted by blood cancers,Ó Simon said.

ÒThe Leukaemia Foundation currently provides  
eight apartments to accommodate patients and  
their families in Adelaide but these are being used at 
100% capacity and there is a constant waiting list.

ÒDevelopment of the new patient village will help to 
address this continuing demand. It is estimated that 
40,000 Australians are currently living with blood cancers 

and related blood disorders and this number is expected 
to rise by 30% rise over the next decade,Ó he said. 

The plans for the village include at least 15 self-contained, 
fully furnished two and three-bedroom apartments. 
Other facilities include an education auditorium, 
gymnasium, childrenÕs playground, meditation area, spa, 
recreation room, garaging for courtesy patient transport 
service vehicles and a new administration centre for 
the Leukaemia FoundationÕs South Australian office.

To kickstart the project, the Leukaemia Foundation will 
hold Swing into Action - a black tie fundraising ball, in 
October, featuring cabaret performer Tom Burlinson and 
the South Australian Police Band. 

For more information on how you can support the 
patient village, contact the the Leukaemia Foundation 
on 08 8273 3555.

PROVIDING A PLACE TO CALL HOME

¥  The Leukaemia Foundation provides 128 fully 
furnished accommodation units across Australia for 
regional patients and families who are required to 
relocate to capital cities for treatment.

¥  These are provided free of charge and all utility, rate 
and maintenance costs are borne by the Foundation.

¥  In the last 12 months, 1149 families stayed for 

43,135 nights free-of-charge in the FoundationÕs 
Ôhome away from homeÕ accommodation.

¥  On average, treatment for leukaemia is the  
longest and most expensive of cancer treatments.

¥  The Foundation provides patient and family 
accommodation in Perth, Adelaide, Melbourne, 
Sydney, Newcastle, Brisbane and Townsville.

NEW SOUTH AUSTRALIAN PATIENT VILLAGE  
IN PIPELINE

Artist’s impression of the Foundation’s new patient village in Adelaide

At the announcement of the new patient village development, 
from left, Peter Cox, Leukaemia Foundation CEO; The Hon. 

John Hill MP, Minister for Health; Simon Matthias, Leukaemia 
Foundation General Manager SA/NT; and Robyn Geraghty MP, 

Member for Torrens
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Promising results continue for stem cell transplant 
patients taking part in a pioneering immunotherapy 
treatment clinical trial.

Leukaemia Foundation-funded researchers at the 
Westmead Institute for Cancer Research in Sydney have 
been trialling the delivery of anti-viral donor white blood 
cells to post-transplant patients.

While a stem cell transplant is the only potentially 
curable treatment avenue open to many blood cancer 
patients, the procedure leaves the patientÕs immune 
system severely weakened.  Following a transplant, 
normally harmless viral infections can cause serious 
illness and even death.

In two clinical trials, patients have been infused with 
donor white blood cells specific for one of the most 
common post-transplant viruses, cytomegalovirus (CMV).

The anti-CMV immune cells were taken from the bone 
marrow donors, isolated and grown in the laboratory 
before being injected into the patient.

Preliminary results from the second trial, run by the 
FoundationÕs National Research Program Clinical Fellows, 
Dr Ken Micklethwaite and Dr Emily Blyth, were recently 
published in the prestigious journal, Blood.

ÒInitial results from the trial showed that patients infused 
with CMV immune cells didnÕt require therapy with 
intravenous antiviral drugs for the virus, suggesting that 

the cells were effectively 
fighting the virus,Ó said  
Dr Blyth.

ÒOverall these results were 
promising for the provision 
of a new treatment 
method for blood cancer 
patients undergoing stem 
cell transplant. 

ÒOur challenge is to develop 
methods that are less time consuming and expensive,  
to allow wider access to this treatment,Ó she said.

Over the next two years, Dr Blyth aims to develop 
the treatment method to produce white blood cells 
specific for five viruses which commonly occur in the 
community: CMV, Adenovirus, Epstein-Barr, Varicella 
and BK.

Currently, 14 patients have been recruited for the trial and 
plans are underway to open the trial at The ChildrenÕs 
Hospital at Westmead to increase the recruitment rate.

The immunotherapy treatment was developed by Dr 
Kenneth Micklethwaite who successfully trialled the 
anti-CMV treatment in 21 patients. Dr Micklethwaite has 
undertaken a two-year research scholarship at the Centre 
for Cell and Gene Therapy, Baylor College of Medicine, 
Houston Texas. 

Dr Emily Blyth

DONOR WHITE BLOOD CELLS IMPROVE  
TRANSPLANT SURVIVAL

Leukaemia Foundation ambassador, 
James Reyne, together with Channel 
9 Melbourne recorded a Community 
Service Announcement (CSA) for the 
Foundation in March.

In the CSA, James speaks about the 
FoundationÕs support services and 
encourages viewers to help the fight 
against cancer. 

The CSA also features a Leukaemia 
Foundation volunteer driver with a GM 
Holden-sponsored car. 

Since 2002, GM Holden has been a 
strong supporter of the FoundationÕs 
work, primarily through the provision of 
12 patient transport vehicles. These have 
supplied millions of kilometres of safe 
transport for patients and their families 
across Australia. 

In 2008, these vehicles travelled 
approximately 400,000 kilometres and 
supported almost 3000 patients and 
families. 

Leukaemia Foundation 
ambassador, James Reyne 

A Foundation patient transport 
vehicle and volunteer driver 

FOUNDATION AMBASSADOR JAMES REYNE APPEARS 
IN CSA 
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PAULÕS DRIVEN TO HELPING OTHERS

At the age of 20, the only thing Paul Emmeriks knew 
about leukaemia was that people died from it. 

Little did he know that being diagnosed with acute 
lymphoblastic leukaemia would put him in touch with 
his Òreal parentsÓ, introduce him to his future wife, 
Vicki, and that despite the odds and a range of serious 
complications, he would survive and go on to help 
other patients. 

In 1993 PaulÕs life changed dramatically when as a fit, 
young athlete, who played representative hockey for 
the North Sydney Bears, he went to his GP because 
he was feeling tired during training and not up to his 
usual fitness.

After a blood test, PaulÕs GP said he was a bit anaemic 
and referred him to a specialist. 

ÒI still hadnÕt got my head around what anaemia was,Ó 
said Paul, who was told the following day that he had 
leukaemia.

ÒIt was a bit of a shock. It ended my hockey career 
and I had to stop work.Ó

Paul immediately began chemotherapy and 
radiotherapy treatment. 

ÒThey said it looked like things were going well,Ó  
said Paul after heÕd completed eight months of 
treatment. But shortly afterwards, Paul relapsed and his 
only option was a bone marrow transplant. This was 
complicated because Paul was adopted.

The search began to find PaulÕs parents and other 
suitable donors. His parents were found and they agreed 
to be tested along with PaulÕs two sisters that he didnÕt 
know he had. They were all living near Newcastle. 

In a stroke of luck for Paul it turned out that his mother 
and both his sisters were all an exact match, which he 
said Òis pretty rareÓ.

In November 1994 Paul had a transplant and his sister 
Dianne was the donor. 

ÒIt started out well and I got graft versus host disease 
which they like to see but then for some reason the GVH 
kept going and got worse and attacked my bowel,Ó Paul 
explained.

He got Òvery very sickÓ, had to have part of his small 
bowel removed and at one stage was told they didnÕt 
think heÕd make it through the night.

But Paul survived that fateful night although a host of 
complications since have seen him in and out of hospital 
40 times. He has a colostomy bag, has had all his teeth 
removed, both knees replaced and regularly suffers from 
kidney stones.

Paul first met Vicki, a haematology nurse, when she 
looked after him in hospital in 1994. They Ògot togetherÓ 
the following year and married in 1997. 

ÒSheÕs still a nurse in the same ward and sheÕs still 
looking after me,Ó said Paul. 

When Paul first developed leukaemia he was working 
with a pharmaceutical company and over the next 10 
years he was in and out of work. 

ÒI hate sitting at home doing nothing and like to be 
occupied,Ó said Paul.

When he moved to Newcastle in 1995 he started work 
as a courier, delivering and picking up blood.

ÒBut every time I went back to work my body didnÕt like 
it,Ó said Paul, 37, who hasnÕt worked since 2005. 

ÒWhen I was looking for a hobby, Vicki, who works at 
the Mater Hospital, told me the Leukaemia Foundation 
had a transport program so I started volunteering as a 
driver in 2004.Ó

Last year he was offered a full-time volunteering role 
as co-ordinator of the patient transport service, which 
has 13 volunteer drivers in the Hunter region. He liaises 
with patients, arranging for them to be picked up from 
their homes, taken to their medical appointments and 
returned home again. 

ÒI do it from home and the Foundation set me up with a 
fax machine and a laptop computer. I get to speak with 
the patients and I still drive from time to time when I 
canÕt get a volunteer.Ó

Paul also meets and speaks to patients, who are going 
through what heÕs been through, at the patient morning 
teas held by the Foundation.

ÒI like helping people and it puts a bit of life and spirit 
into them to see there is light at the end of a tunnel.Ó

Paul Emmeriks as a volunteer driver for the Foundation in a Bridgestone - 
sponsored car, top, and with Vicki and their dogs, which Paul classifies  

as “their kids”



Julie Craig (left) describes 
the result she’s had so far 
from the “experimental 
treatment” she’s receiving 
for lymphoma as 
“miraculous”.

After the second of five 
planned treatments over 
12 months, a PET scan in 
February showed that JulieÕs 
lymphoma had disappeared.

ÒMy haematologist was so happy and said, Ôyou donÕt 
need a lotto ticket Ð youÕve already wonÕ Ó, said Julie, 52, 
of Brunswick, two hours south of Perth.

In April last year, Julie started noticing lumps on the right-
hand side of her neck. These kept getting bigger and she 
had a persistent cough.

After six months travelling back and forth to Fremantle 
for a battery of blood tests, scans, X-rays and biopsies 
last year, Julie was finally diagnosed with follicular B-cell 
lymphoma in September 2008. 

ÒThe day I found out I had lymphoma, I had the best 
nightÕs sleep in six months because IÕd finally found out 
what was wrong with me,Ó said Julie, although the rest of 
her family was devastated. 

After further testing, JulieÕs lymphoma was described as 
Stage 3 as it had affected the lymph nodes in her neck, 
through to the bottom of her diaphragm. 

In addition to her work as a part-time cook at Dardanup 
Heritage Park, Julie has been a full-time carer for her 
husband, Ron, for several years. He has a number of 
chronic health problems including a rare genetic blood 
disorder Ð dysfibrinogemaemia Ð that also affects one of 
their four daughters, Amanda. 

ÒI was lucky to be referred to their haematologist and he 
was working with the nuclear medicine department in 
Fremantle so I got the opportunity to have experimental 
treatment as my first treatment,Ó explained Julie.

In November last year, Julie began receiving MabThera¨ , 
followed by iodine-131 plus rituximab. Her next 
treatments were in January and May this year and two 
more are scheduled.

ÒSomebody has to try them and be the guinea pig,Ó said 
Julie about the new radio immunotherapy treatment.

ÒIt mightnÕt have worked, but it did. It was miraculous.Ó 

While delighted with her results, Julie said she also feels 
a degree of guilt because she has had so few side-effects.

ÒIf only everybody could have that sort of treatment and 
the same non side-effects, for all forms of cancer,Ó she said. 

ÒThe only time IÕve been sick throughout the whole 
treatment was some headaches in May. 

ÒIÕve seen everyone else having all the nasty chemicals. 
I still feel guilty and itÕs going to take a long time to get 
over that.  

ÒMy immediate family had been absolutely fantastic and 
my friends and the people I work with were so great and 
it makes such a big difference.Ó

Julie said the Leukaemia Foundation had helped too, 
Òjust by being there to talk toÓ and by providing fuel 
vouchers and transport to Fremantle.

ÒWeÕve been offered accommodation but havenÕt 
needed it and theyÕve paid a phone bill,Ó she said of the 
FoundationÕs support.

Julie returned to work in February after taking three 
months off. 

ÒI still get tired because I donÕt stop and I have a 17-year 
old at home who is doing her final year exams.Ó 
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JULIE WISHES EVERYONE COULD HAVE THE 
TREATMENT SHE HAD 

A comprehensive range of fact sheets, produced by 
the Leukaemia Foundation, is available to patients, 
families, health professionals and the general public  
on the following subjects:

¥ Specific disease information

¥ Stem cell transplants
¥ Where the money goes
¥ Patient support services
¥ The impact
¥ National Research Program
¥ Blood donation
¥ Workplace giving
¥ Key financials
¥ PwC Tissue Bank.

In addition, there are position statements on:
¥  Animal research  ¥ Hair dyes  ¥ Powerlines.
The most recent additions to this series are: a fact sheet 
on Becoming a Bone Marrow Donor, and Commonly 
Asked Questions Regarding Clinical Trials.

The fact sheets and position statements can be 
downloaded from http://www.leukaemia.org.au/web/
news/factsheets.php

FACT SHEETS AVAILABLE ONLINE
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Two Australian research groups 
are undertaking ground-breaking 
studies into the causes of leukaemia, 
potentially leading to patients receiving 
new drug treatments as early as next 
year.

Led by Dr Andrew Wei* and Professor 
Shaun Jackson from The Australian 
Centre for Blood Diseases/Alfred 
Hospital, and Dr Louise Purton and  
Dr Maria Askmyr from St VincentÕs 
Institute, the groups are among a 
handful world-wide investigating 
the impact of the bone marrow 
microenvironment on leukaemia 
development and progression. This  
is a relatively new field of study.

All blood cells develop in the 
bone marrow space, in specialised 
ÔmicroenvironmentsÕ which help to 
regulate the production of billions of 
blood cells per day. It now appears 
that the microenvironment plays 
an important role in cancers such as 
leukaemia, breast and prostate cancer.

Dr WeiÕs team plans to investigate how a new class of 
drugs, called PI3 kinase inhibitors, can overcome the 
role of the microenvironment in protecting leukaemic 
cells from the effects of chemotherapy and other anti-
leukaemia drugs.

ÒWe hope to explain these mechanisms at a molecular 
level and to use PI3K-inhibitors to block the effect of the 
microenvironment on leukaemic cells.  Armed with our 
understanding weÕre planning to be among the first in 
the world to use these exciting drugs to treat leukaemia 
patients.Ó

Dr Louise Purton also has been working closely with 
clinicians in Australia, the U.S. and Sweden to fast 
track her research findings in the microenvironment to 
improve treatments for leukaemia patients.  

ÒClinical applications for studies such as ours can take 
a long time to develop, however, weÕre fortunate to 
have a lot of interest from clinicians internationally who 
recognise the research we are doing may provide an 
important new way to treat patients whose diseases are 
currently poorly understood,Ó said Dr Purton.

ÒI think the future holds a very new way for diagnosing 
and treating patients based on the status of their bone 
marrow microenvironment in addition to their blood 
cancer.Ó 

Dr Purton and her research team have an international 
reputation for pioneering research demonstrating that 
the microenvironment causes blood disorders, having 
recently reported these findings in the prestigious journal 
Cell.  Their ongoing studies could explain why the 

microenvironment causes leukaemia and other cancers to 
develop, as well as lead to new treatments and diagnostics.

Both Dr Purton and Dr Wei were adamant their 
research would have been very difficult to undertake 
without Leukaemia Foundation funding, demonstrating 
the important role the Foundation plays in supporting 
Australian leukaemia research.

*  Dr Wei’s grant was funded by a donation from the Harvey 
Norman Media Charity Challenge.

AUSTRALIAN RESEARCH LEADS THE WAY FOR NEW 
LEUKAEMIA TREATMENT

Dr Louise Purton, right, with her research partner, Dr Maria Askmyr

Dr Andrew Wei
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Valerie Volk describes  
In Due Season (left) – the 
poetry book she recently 
published – as a chronicle 
of the year her husband, 
Noel, was diagnosed with 
‘smouldering myeloma’. 

The 31 poems in the book, 
sub-titled Poems of Love and 

Loss, were written during and covering the period of his 
dying and his death, from January to September 2008.

ÒIt was my way of coping when emotions became 
overwhelming,Ó explained Valerie who was studying 
creative writing at the time.

ÒWe were given to believe that Noel would have 
around 10 years,Ó she said, speaking about his diagnosis 
following a routine annual medical check-up.

ÒWe were told he would need to have chemo in the 
future and thereÕd be periods of remission but for the 
moment he wouldnÕt need to do anything. After three 
months heÕd be monitored.  

ÒWe felt that we had a long time ahead of us, years to 
look forward to.Ó

Noel, a former headmaster of Immanuel College in 
Adelaide, was still working as an education consultant 
and Valerie was an Australian director of the Future 
Problem Solving Program.

ÒWe both had planned to retire at the end of 2008 and 
this crystallized our feelings.Ó

As Noel didnÕt initially need any formal treatment, he 
decided to try alternate therapy Ð vitamin supplements 
and infusions.

ÒIt had worked for a friend and so, as he said, he might 
as well have a bob each way,Ó explained Valerie.

But by the end of March, Noel was admitted to the 
intensive care ward at Ashford Hospital with acute liver 
damage and kidney failure. The Volks were told it was 
not a by-product of his myeloma and that the two organs 
had been Òperfectly healthyÓ three months earlier. 

ÒIt may have been entirely coincidental,Ó Valerie said, 
and described his survival and gradual recovery from 
both these potentially fatal conditions as Òa minor 
miracleÓ.

Then Noel developed a staph infection. Slowly he 
recovered and was able to spend four weeks at home 
in the middle of the year, but suddenly deteriorated and 
returned to Ashford Hospital with shingles. Again, he 
gradually got through that, and began a rehabilitation 
program, but found he was suffering acute pain.

Following an ECG, the cardiologist told the Volks that 
there was Òa bit of vegetation growing on his heartÓ.

ÒNoelÕs response was characteristically stoic: ÔWell, I 
guess itÕs the heartÕs turn this time!Õ We actually both 
laughed,Ó said Valerie. 

Now she looks back incredulously at their black humour: 
ÒAt the time it seemed just one more problem to 
overcome.Ó

But Noel deteriorated rapidly and there was no 
possibility of pursuing his only option - a heart transplant. 
ThatÕs when he was told there was nothing more that 
could be done.

Valerie moved into the hospital to be with Noel 
constantly, as she had been every day during his six 
monthsÕ hospitalisation.

POEMS OF LOVE AND LOSS THAT CHRONICLE A YEAR OF GRIEF AND JOY

LATEST WORLD-CLASS RESEARCH FINDINGS 
PRESENTED TO PATIENTS 
First-hand information on current research by the West 
Australian Institute of Medical Research (WAIMR) will 
be presented to patients and carers at a Leukaemia 
Foundation education session in Perth.

WAIMR director, Professor Peter Klinken, and Research 
Fellow, Louise Winteringham, are keynote speakers 
at the St John of God Hospital Conference Centre on 
August 20. 

They will explain their findings on the development 
of molecular medicine for the treatment of myeloid 
leukaemia. Molecular medicine utilises research findings 
at the cellular and molecular level to design treatments 
for known diseases such as leukaemia.

Professor Klinken and Dr WinteringhamÕs research focuses 
on how abnormal blood stem cells might be involved in 
the relapse of leukaemia patients following treatment. 

The Foundation provided a grant to fund this study as 
part of its ÔVision to CureÕ and on-going commitment to 
research. 

This education session gives patients and carers the 
opportunity to hear from world-class researchers in  
their field and findings into the latest research. For further 
information and session times, contact the Support 
Services Coordinator in the Perth office on  
08 6241 1000.

Dr Louise Winteringham and Professor Peter Klinken
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ÒAs long as he was able, we did the crosswords 
together every day. In the afternoon IÕd go home and 
cook a meal and bring it back to his room and weÕd 
have dinner together,Ó said Valerie. 

Somehow she managed to continue working and 
writing throughout the time Noel was in hospital. 

The poems were not written for public readership  
but Noel, who was an extremely competent editor,  
had encouraged Valerie to accept when a magazine 
asked to use an early piece. 

This led her to feel that he would have approved the 
production of the book, when a publisher came to her 
after his death.  

ÒThe poems are very is easy to read. They are painful 
because it is very personal emotional grief poetry Ð 
but it is also joyful. At times it is even funny and often 
involved in the trivia of life,Ó Valerie said.

ÒI sometimes think of the writing of the poetry as a 
consolation gift for me. The book is not a memorial Ð 
itÕs a way of keeping Noel alive.Ó

Valerie praised the support of the Leukaemia Foundation 
and said she was happy for In Due Season to be 
incorporated in its grief and bereavement program. 

ÒSince its publication many people have found the 
book a comfort. It has offered them a way of having 
their own feelings of love and loss expressed. The 
letters and emails I have received have made me feel 
that its publication was worthwhile,Ó said Valerie.

In Due Season is available at selected bookshops and 
can be ordered online at: www.valerievolk.com.au.

Epilogue
These days I sit and do the crossword on my own.
I make the ritual comments,
look over at your empty chair
and smile, the way we always did.
ÒToo easy!Ó when we raced through the first one.
ÒItÕs always so predictable.Ó
(Life’s not, you know.)
And frown in consternation as we did the ÔhardÕ.
ÒUnfair!Ó weÕd say, when nutting out some clue
so devious in obscurity that one could scarce believe it.
ÒUnfair!Ó
(But life’s like that, you know.)
Yet when, some days, no matter how I try
I still canÕt find the answer,
I simply hear again your words, my love:
ÒTomorrow weÕll see what it was.Ó 

POEMS OF LOVE AND LOSS THAT CHRONICLE A YEAR OF GRIEF AND JOY

Noel and Valerie Volk 

FIRST TASMANIAN CELEBRATION OF 
LIFE MEMORIAL SERVICE
The first Celebration of Life memorial service to 
be held in Tasmania was attended by 35 people at 
Campbell Town in May. 

The service gave families the opportunity to remember, 
honour and reflect on the life of a loved one they had 
lost to blood cancer. 

The Leukaemia Foundation is committed to developing its 
Grief and Bereavement Program of which Celebration of 
Life is an integral component. Support Services Manager, 
Samantha Schembri, and Dr Graham Fulton flew from 
Melbourne to Tasmania to take part in the service. 

The sun shone over the picturesque central Tasmanian 
location, creating an atmosphere of warmth and support 
for family members of all ages who came together 
to remember. Powerful and uplifting readings were 
complemented by music and symbols of remembrance. 

Guests were invited to drop a pebble into a bowl of 
water and to take a moment to reflect on the ripples 

caused by the 
pebble / as a 
symbol of the many 
ways their loved 
one had touched 
their lives. 

Each guest also 
received a native 
plant to take home 
and plant as a symbol of resilience, new life and growth. 

The service, planned and facilitated by Jo Beams, 
Support Services - Northern Tasmania and Jane 
Anderson, Support Services - Southern Tasmania was 
successful and highlighted the value and importance of 
providing support for bereaved families. 

“Life is not measured by the number of breaths we take, 
but by the moments that take our breath away.”   
  Anonymous

Jo Beams at the first Tasmanian 
Celebration of Life service
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Julieann Miller was 37 weeks pregnant when her 11-
year old son, Llewyn, was diagnosed with leukaemia in 
May 2007.

After completing his first week of chemotherapy in 
Melbourne, the family had made the four-hour trip home 
to Sale when two days later Llewyn had a reaction to the 
drugs and had to return to Melbourne.

ÒI stayed and had my daughter, Summar,Ó said Julieann. 
ÒI only had one night in hospital in Sale, then drove to 
Melbourne with my newborn baby.Ó 

Eight months prior, Llewyn, who has Down Syndrome, 
had started getting sick with a succession of ongoing 
chest and throat infections and viruses. 

ÒHe just couldnÕt get on top of them,Ó said Julieann. 

ÒThen he got a fever that he just couldnÕt shake and after 
a blood test we were told he had acute lymphoblastic 
leukaemia.Ó

That weekend Julieann had plans to go to Melbourne to 
say good-bye to her aunty who had cancer, but instead 
she took Llewyn to emergency at the Royal ChildrenÕs in 
Melbourne.

He was admitted that Saturday and began intense 
chemotherapy the following Monday. Now in remission, 
Llewyn has been on maintenance treatment since 
January. This program of oral chemotherapy daily and 
intravenous chemo once a month, finishes in September 
next year.

ÒBecause Llewyn has Down Syndrome we have 
struggled,Ó said Julieann.

ÒFinding someone to talk to whoÕs been through the 
same thing is really hard.Ó 

Julieann said Llewyn was unable to communicate and 
used sign language and because of his disability she was 
not sure how much he took in.

ÒI still have to explain that he has to have medicine every 
day because his blood is sick.

ÒHe doesnÕt feel pain, so we have to pick up on changes 
in his body language regarding the affects of the chemo,Ó 
she said.

ÒWeÕve made many emergency trips by ambulance to 
Melbourne because the local hospital couldnÕt treat him 
through his first 18 months of treatment. 

ÒApparently itÕs very common for Down Syndrome 
children to get leukaemia which I didnÕt know until 
Llewyn was diagnosed. But normally they are aged 
between three and five, rather than 11.Ó

Julieann said the treatment plan for children like Llewyn 
was different.

ÒTheir immune system is different and they are more 
sensitive to the drugs.

ÒWe were initially on a study plan but Llewyn kept 
having reactions to the drugs so we had to go off the 
plan.Ó

Julieann said LlewynÕs speech had deteriorated since 
he began treatment, as had his sight. And he has gone 
backwards with his toileting and mobility. 

ÒWe are working at building his confidence and getting 
him back to a normal life. 

ÒWe have had to go back and teach him life skills like 
how to cross the road.Ó

Earlier this year, Llewyn, 13, returned to the Sale 
Specialist School but Julieann said he was still struggling 
with the full days.

ÒHe gets very tired and moody and is having trouble 
communicating with the other children.

ÒThe school has noticed his level of academic skills 
has dropped. He was at a high reading level before his 
diagnosis, then dropped to a low reading level, and his 
overall comprehension has dropped.     

ÒWeÕre all starting to get a grip on living normally again Ð 
doing what we like and family outings.Ó

Llewyn loves the movies and shopping for new Wii 
games.

ÒWhen heÕs well enough he rides his tricycle when 
we go for a walk and he loves the challenge of tenpin 
bowling,Ó said Julieann.  

LLEWYNÕS MUM EXPLAINS THAT HIS ÒBLOODÕS SICKÓ 

Llewyn Miller, his mum, Julieann, and sister, Summar 



Join us at Light the Night, the Leukaemia Foundation’s 
inspiring night to remember, celebrate and give 
hope to patients and families living with leukaemias, 
lymphomas, myeloma and related blood disorders.

This Spring, teams of families, friends and colleagues will 
gather across the country at twilight, to carry coloured 
balloons with a tiny light inside:

 Gold to REMEMBER a loved one lost
 White to CELEBRATE being a blood cancer survivor
 Blue to GIVE HOPE and show support.
It will be a night to remember as local ambassadors tell 
their stories and hundreds of people take a gentle walk 
with their balloons to Light the Night.

The event began a decade ago in North America and 
was held for the first time in Australia last year with pilot 
events in Adelaide, Brisbane, Cairns and Perth.

ÒLight the Night was a very special time for thousands 
of people last September,Ó said Peter Cox, CEO of the 
Leukaemia Foundation of Australia.

ÒSurvivors celebrated with their families and friends 
and it was a beautiful way for others to gather to 
remember loved ones lost. Light the Night also provided 
an opportunity for supporters, including researchers, 
health professionals, corporate partners and the general 
public to show their support 
and raise funds to 
further the Leukaemia 
FoundationÕs Vision 
to Cure and 
Mission to Care. 

ÒThis year at 
Light the Night, 
we expect many 
thousands to attend 
one of 20 events 
across Australia, 
some taking place on 
the same night,Ó he said.  
The Leukaemia Foundation 

aims to raise $1.8 million through Light the Night 
to fund blood cancer research and free services to 
support patients and their families.

Register at www.lightthenight.org.au 
or call 1800 500 088.

LIGHT THE NIGHT FOR BLOOD CANCER

View our TV commercial at  
www.lightthenight.org.au 

2008 Perth Light the Night pilot event

2008 Adelaide Light the Night pilot event
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Two of the Leukaemia Foundation’s online support 
programs were showcased to attendees of Health 
Beyond.

The aim of the Melbourne event was to show how 
consumers can improve their health and general 
wellbeing through the better use of information and 
communication technologies. 

Support Services Coordinator, Anita Edwards, said the 
FoundationÕs display stand featured Revive and Talk 
Blood Cancer, two web-based programs that were 
specifically developed for patients and families living 
with blood cancers.

Health Beyond provided the Foundation with a new 
audience and the opportunity for increased awareness of 
its array of support services. 

Revive is a peer support website designed for young 
adults with blood cancer, aged 18 Ð 35, and is aimed at 
helping to empower them to confront life positively. 

Talk Blood Cancer is a blood cancer forum which is 
a vital conduit for accessing information, support and 
resources for patients and their families. 

Both websites are important virtual support mechanisms, 
particularly for regional and remote people.  For more 
information, visit www.teamrevive.com and  
www.talkbloodcancer.com. 

SHOWCASING ONLINE SUPPORT PROGRAMS TO A 
NEW AUDIENCE AT HEALTH BEYOND

In the eight years Simone Skalic has been in 
remission, she has married again, had a third child 
and is finishing her degree as a registered nurse.

ÒLymphoma is a distant memory and thatÕs how IÕd like 
it to stay,Ó said Simone, 34, of Wodonga.

ÒIÕm cured, healthy and happy - lifeÕs good and I 
couldnÕt ask for more than that.Ó

Back in mid-2000, when Simone was living in 
Melbourne with her two children, Mitchell, six, and 
Maddison, four, she went backwards and forwards to 
her GP over a seven-week period with many concerns. 
She didnÕt have an appetite, had rapidly lost 10kgs, felt 
tired constantly and had a lump on the left side of her 
neck. 

ÒI thought I had glandular fever,Ó said Simone, but 
several tests, including full bloods and a glandular fever 
serology screen all came back normal. She was still left 
undiagnosed.

ÒI was told I was being a typical nurse who was self-
diagnosing and to go away and get better.

ÒI was also in a rotten relationship at the time and 
bringing up two little kids on my own as well as 
working full-time,Ó she said. ÒMy only thought was to 
get better for my kids.Ó

Simone then spoke to a doctor at the hospital where 
she worked and was diagnosed within 24 hours 
following a fine needle aspirate of the lump in her neck 
and a CT scan. 

She had Stage 2 non-Hodgkin lymphoma and after 
treatment the tumour reduced by 75% over that period, 
so she went on to have a second eight-week treatment 
course of the same drug.

At this time a CT scan 
showed no evidence 
of the lymphoma.

ÒIt had completely 
gone but I decided to 
have another six-week 
course of MabThera 
out of concern that 
it (lymphoma) would 
come back,Ó Simone 
explained.

Her treatment finished 
in February 2001 and 
she had regular routine 
blood tests and annual CT scans until 2007, when she 
was given the all clear. 

In June 2003 Simone moved back to Wodonga and 
lived with her parents for eight months to recover. In 
October that year she returned to work as a nurse at 
the Albury/Wodonga Private Hospital where she soon 
met her husband-to-be, Adam Skalic, also a nurse at 
the same hospital. 

They married in 2006 and have since had a child 
together, Benjamin, aged two.

Simone sacrificed her long, black, curly hair, in March 
when she took part in the Leukaemia FoundationÕs 
annual fundraising event, World’s Greatest Shave.

ÒItÕs time for me to give back to the community -  
IÕm mentally ready.

ÒI didnÕt lose my hair during my treatment although  
it thinned quite a bit. Luckily I had a lot of strands  
to lose.Ó

LYMPHOMA NOW A DISTANT MEMORY FOR SIMONE

Simone Skalic with her family

Anita Edwards at the Foundation’s stand at Health Beyond 
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The Leukaemia Foundation is delighted to announce 
the addition of the Phillip Desbrow Senior Research 
Fellowship to the National Research Program for 2010. 
The Phillip Desbrow Senior Research Fellowship is 
the most prestigious of the Leukaemia FoundationÕs 
personal awards. This opportunity is valued at $1 million 
over five years and will be awarded to an outstanding 
young researcher who will be expected to establish an 
innovative new program of research in blood cancer or 
related blood disorders in an Australian institution.

This award is named in honour of the late Phillip 
Desbrow who steered the Leukaemia Foundation from 
1984 until 2003. During this time PhillipÕs achievements 
were significant and included establishing the Leukaemia 
Foundation Research Unit at the Queensland Institute of 
Medical Research and significantly developing patient 
and family support infrastructure. Sadly in February 
2003, Phillip died of cancer whilst CEO of the Leukaemia 
Foundation of Australia. 

ÒNaming this outstanding research opportunity after  
the late Phillip Desbrow was a natural choice,Ó said  
Peter Cox, CEO of the Leukaemia Foundation of 
Australia. ÒPhillipÕs legacy is still very much alive in the 
Leukaemia Foundation today. This is our way to thank 
him for his passion and link him to our future work to 

further our Vision to Cure,Ó he said. For more  
information regarding the National Research Program, 
visit www.leukaemia.org.au. 

Coffee mornings are a new support service which 
enable regional patients, carers and their families to 
get together informally for coffee and a chat.
Held by the Support Services team across Australia, 
the coffee mornings have been well attended and have 
resonated with chronic patients who often fly under the 
radar for support.

This service, which is in addition to the disease-specific 
and general education programs held throughout 
Australia, is tailored to meet the needs of regional 
patients, carers and families who do not have the same 
infrastructure and professional support networks as their 
metropolitan counterparts.

The Leukaemia Foundation recognises that there are 
fewer health professionals on hand in regional Australia 
to look after a population that is increasing in size and 
age. As well, clinical services are geared more towards 
acute illness, with less emphasis on chronic and age-
related illnesses in the community. 

Meeting the needs of the chronic patient has become 
paramount to the Foundation and according to Helen 
Snodgrass, Support Services Coordinator, Central West: 
ÒA good relationship with the local hospital, out-patient 
clinics, the treating team and haematologists are essential 
to identifying these patients.Ó

ÒMost of the people I approached via the haematology 
clinics had chronic leukaemias and blood disorders and 
most of them wanted to talk about their disease,Ó Helen 
explained.

ÒThese support morning coffees are the first step in 
testing the FoundationÕs assumptions of how we offer 
support to patients in regional areas, particularly those 
with chronic diseases.Ó

Held regularly in several locations, the support coffee 
mornings offer a flexible and informal session for chronic 
patients to bring along anyone they wish and to spend an 
hour and a half enjoying coffee and a chat.  

Helen Moore, Support Service Coordinator, Hunter 
Valley, said this less formal environment gives people 
more time to socialise.

ÒWe held the first three at a local coffee shop,Ó said 
Helen. ÒIt was then decided by the attendees that 
they would like to have an educational session every 
second month, so on those occasions we meet at the 
FoundationÕs office and start with a DVD.Ó

The flexibility of the content 
and structure of these get-
togethers is defined by local 
needs and the Foundation 
is always looking at new 
opportunities to support 
people in their own 
communities.

Coffee mornings are held  
across Australia. Visit  
www.leukaemia.org.au for  
details of meetings in your area.

PRESTIGIOUS NEW RESEARCH AWARD

INFORMAL COFFEE MORNINGS HELP MEET NEEDS 
OF REGIONAL PATIENTS 

The new research fellowship is named in honour of the late 
Phillip Desbrow 



When someone has a life-threatening disease, there  
is a natural outpouring of sympathy and concern. 
Their carer, usually a partner or close family member, 
also needs care says Julie Claessens 

“My partner, John, is now considered cured from 
chronic myeloid leukaemia after a bone marrow 
transplant. Without this procedure his original 
prognosis was two to five years.

We were both working a 60-hour week at our own 
food business when he was diagnosed. Nobody is ever 
prepared to hear this devastating news. I wasnÕt. I was 
taking a break in our cafŽ when John told me the news. 
ItÕs like being punched, but the pain never goes away. 
The initial pain is sharp and intense, then the healing 
begins with days of aching, and then terrible bruising.  

You feel concussed. You donÕt feel real. You question 
your whole life and its intent and you go through the 
worst emotions all in one hit: disbelief, and Ôwhy us?Õ 
first, followed by hurt, crying, blame, guilt and finally 
anger, just before acceptance. Then something kicks in. 
It is the will to live, to get through it, to soldier on.

As a partner of someone with cancer, I emerged as the 
postman, delivering the news of JohnÕs illness face to face 
in the cafŽ, on the telephone and through emails.

I became the invisible staple in his life, juggling work, 
support for him and keeping our 12-year old son, Nick, 
happy and not too affected by the unfolding events. My 
close friends were very supportive and my sister was my 
counsel. If it wasnÕt for them and email communication, 
and also my son Josh in Japan (who was removed 
from the day-to-day activities at home and became my 
sounding board), I think I may have ended up needing a 
great deal of psychological assistance down the road.

As it was, I soldiered on without counselling, only once 
going to a spiritual healer who took me through a Òrocks 
and meditationÓ process which allowed me to release all 
pent-up emotions.

Sometimes I wanted to have a placard around my neck 
which read: ÓDonÕt ask, heÕs doing OKÓ. I got so tired of 
the questions and a few saying, Òpoor youÓ. I even got 
to the stage of feeling real dislike for John and at times I 
would Ôtune outÕ when he talked about what pills to take 
when or whether heÕd remembered to take them. I just 
got sick of the whole illness merry-go-round. I wanted 
my life back the way it used to be.    

Only people whoÕve experienced something similar 
know that the carer needs more support than ever. The 
person with the condition has the support of the system 
and is immersed in their cancer journey. In my husbandÕs 
case, he stopped work while I kept the business going. 
This put tremendous pressure on me. I would come 
home exhausted. The only positive was that John, being 
into food, would have a glass of wine ready and a meal 
cooked. I sometimes, misguidedly, thought I was lucky.

Our lives changed over that period. John was on a 
clinical trial which made him very tired, lacking in 
energy, and not at all inclined towards sex. From having 
a vibrant walking partner, I walked alone, sat watching 
TV alone and didnÕt have sex very often. I didnÕt like his 
smell anymore due to the drugs. And I found it hard to 
talk to him about my feelings because I was meant to 
be strong. When he cried, I wouldnÕt.

I cried long and hard alone at night when John had 
gone to bed. I felt abandoned and angry that this had 
happened to us.

Initially, I dealt with it like anyone would. There is 
little choice but to keep searching for the next new 
treatment, hoping, researching and gaining knowledge 
by just talking to people. I am lucky to have the type of 
temperament that allows me to be open with my friends 
about my feelings. One of my girlfriends had had breast 
cancer and would not discuss her feelings. This made it 
very difficult for me to help her emotionally.

Exercise became my outlet. IÕd been going to gym for 
about 10 years and I continued every day to sweat 
out my frustrations.  Exercise in any form, be it weight 
training, yoga, pilates or aerobic activities like jogging 
or walking, is now highly recommended not only for 
people with cancer but also for people caring for and 
supporting people with cancer.

I also had a glass or two of red wine at night and 
started a vitamin and juice program in line with what 
John and I had researched about diet and nutrition. The  
whole family benefited in lots of ways from this new 
diet and lifestyle. We are still juicing and eating food as 
close to its natural state as possible.

As a person supporting a partner with cancer the one 
thing I didnÕt think about was the possibility of long-
term emotional effects. Even with a cure, the trauma 
can hit years later. I went through an early menopause 
due to stress, and five years later suddenly found it very 
difficult to cope.
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John Stubbs and Julie Claessens

A CARERÕS PERSPECTIVE 
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Everyone thinks you are over it and should easily slot 
back into normal, everyday life. Friends and family 
too, have gone through the journey with you and are 
probably quite exhausted by it. But they donÕt realise 
that dealing with a partner with cancer changes you. 
I have now only recently sought counselling with a 
clinical psychologist who has helped immensely with 
depression and negative thoughts.

During our ordeal I told myself that I could cope with 
anything and that talking to a professional was a sign of 
weakness. This is so far from the truth and thinking this 
way can be very damaging.

I firmly believe that people caring for others with 
cancer need to be especially kind to themselves: a 
pampering massage once a week, lots of fresh fruit and 
vegetables and even a dose of B vitamins and spirulina 
(a natural algae which gives energy and boosts the 
immune system).

A night away from cancer is also a good idea. Just 
going to a Ôfeel goodÕ movie is therapeutic. As a carer, 
you need to be strong and healthy and you canÕt afford 
to get ill, so get plenty of rest.

These days, our only discussion about illness is someone 
elseÕs. John is healthy and working in the cancer arena 
for a national advocacy group. He talks at national and 
international conferences about his cancer journey, and 
one of the priorities for his organisation is to focus on 
care for the carers, to develop and promote support 
groups for carers. I will be an important participant.

I have walked the walk with John, and now feel 
confident to talk the talk as well.Ó

Julie Claessens is a nutritionist and freelance writer. 
She wrote the Leukaemia Foundation’s booklet, Eating 
Well. Her husband, John Stubbs, is Executive Officer of 
Cancer Voices Australia. They live in Sydney. 

The largest-ever clinical trials in chronic 
lymphocytic leukaemia (CLL) show MabThera® 
(rituximab) enables leukaemia patients to live longer 
without their disease progressing. 

Significant new data from two pivotal phase III 
trials, presented at the 2008 American Society of 
Hematology (ASH) meeting last December in San 
Francisco, show CLL patients treated with MabThera 
in combination with chemotherapy live Ôconsiderably 
longerÕ without their disease progressing, compared 
to patients treated with chemotherapy alone.

MabThera has already revolutionised the treatment of 
people living with non-Hodgkin lymphoma according 
the Professor Tadeusz Robak, Medical University 
of Lodz, Poland, and principle investigator for the 
REACH study Ð a randomised international study that 
included 552 patients with relapsed or refractory CLL 
that was conducted across 17 countries. 

ÒThese results add to a growing body of evidence that 
underscores the important role MabThera has to play in 
the management of CLL, which currently remains a life-
threatening and incurable disease,Ó Professor Robak said.

Professor Michael Hallek, University Hospital Cologne, 
Germany, who led the German CLL Study Group in 
conducting the CLL8 trials said: ÒWith new therapies 
emerging, the management of CLL is set to change 
markedly, with physicians having more options and 
greater treatment expectations for their patients. These 
data, which come from the largest randomised clinical 
trials ever reported in CLL, suggest that MabThera used 
in combination with chemotherapy has the potential to 
become the new standard of care for CLL patients.Ó 

The international CLL8 study, conducted across 11 

countries, included 817 patients with CLL receiving first-
line treatment. In the randomised study, patients received 
either MabThera in combination with chemotherapy 
(fludarabine and cyclophosphamide) or chemotherapy 
alone. 

CLL is the most common type of leukaemia in adults and 
accounts for 25-30% of all forms of leukaemia. It mainly 
affects the elderly with 95% of patients diagnosed after 
the age of 55.

MabThera is a therapeutic antibody that binds to a 
particular protein Ð the CD20 antigen Ð on the surface  
of normal and malignant B-cells. It then recruits the 
bodyÕs natural defences to attack and kill the marked 
B-cells. Stem cells (B-cell progenitors) in bone marrow 
lack the CD20 antigen which allows healthy B-cells to 
regenerate after treatment and return to normal levels 
within several months.

PIVOTAL PHASE III RESULTS SHOW CLL PATIENTS 
LIVE LONGER 

Professor Tadeusz Robak Professor Michael Hallek

A CARERÕS PERSPECTIVE 



WESTERN SYDNEY COMMUNITY RAISES $93,000 AT 
SAHYOUN FAMILY EVENT
When North Parramatta resident, 
Sylvana SahyounÕs granddaughter, 
Anita Semaan, was diagnosed with 
leukaemia at the age of 21, her 
familyÕs world was turned upside 
down. Thanks to the support 
of the Leukaemia Foundation, 
AnitaÕs difficult journey through 
diagnosis and treatment was 
made easier. Well known in her 
community, Sylvana (pictured) decided to call upon family 
and friends and host a fundraising dinner to give back to the 
Foundation that assisted her granddaughter, now aged 22 
and doing well. More than 400 guests attended the formal 
event at the Grande Royale Reception Hall in Granville last 
November, including Professor Kenneth Bradstock, Head of 
Blood & Marrow Transplant Services, Westmead Hospital; 
The Hon. Barbara Perry MP, Minister for Local Government 
and Minister Assisting the Minister for Health; Tony Issa, Lord 
Mayor of Parramatta; and Anthony Khouri, Consul General of 
Bangladesh. The event raised more than $93,000. A range of 
prizes donated by the Western Sydney community included 
accommodation packages at Crowne Plaza Terrigal and 
the Four Seasons Hotel, a signed Parramatta Eels football, 
jewellery, gift and restaurant vouchers. ÒThe communityÕs 
response to the Sahyoun FamilyÕs need is a testament to the 
Sahyouns and the Western Sydney residents and businesses,Ó 
said Stuart Allen, Leukaemia Foundation General Manager 
NSW/ACT.  ÒThe resulting funds will ensure the Foundation 
can improve patientsÕ quality of life through personalised and 
practical care which includes our Courtesy Transport Program 
in western and southern Sydney, located at Liverpool and 
Westmead, and our Ôhome away from homeÕ accommodation 
close to Westmead Hospital.Ó

TRISTAN WAIGHT AND GIRL VS. GHOST RAISE 
AWARENESS OF BLOOD CANCER
Tristan Waight (pictured), 
20, of Ballarat was touring 
Australia with his band Girl 
vs. Ghost when he received 
a life-changing diagnosis Ð 
Stage 4 Hodgkin lymphoma. 
For the prior 12 months 
Tristan had experienced 
excruciating pain in his back, 
neck and shoulders and 
despite many trips to doctors, 
including physiotherapists and 
osteopaths, nobody could 
tell him why he was in pain. When enlarged lymph nodes 
appeared on his collarbone, he was prompted to seek another 
medical opinion. Tristan believes his blood cancer diagnosis 
opened his eyes and made him love and appreciate his life 
more. He is turning his experience into Ôa positiveÕ by raising 
awareness of blood cancer and fundraising for the Leukaemia 
Foundation at Girl vs. Ghost concerts around Australia. Tristan 
and his girlfriend, Amber Morris, are both members of the 
pop/rock band, along with Jason Shiong and Dylan Jones. 
Girl vs. Ghost has recorded a song called ÔNightmaresÕ that is 
about TristanÕs diagnosis and the band hopes to use it to help 
raise awareness of blood cancer. To listen to Girl vs. Ghost 
visit www.girlvsghost.com.au.  

New research funding: The Leukaemia Foundation is 
delighted to announce the addition of two new initiatives to 
its National Research Program (NRP) for 2010. The Phillip 
Desbrow Senior Research Fellowship, valued at $1million 
over five years, will be awarded to an outstanding early-
career scientist, allowing them to establish a new blood 
cancer research program. While, thanks to the generosity 
of both a private donor ($300,000) and Roche Products 
Pty Ltd ($200,000), an additional $500,000 in funding will 
be available for CLL research in all categories of funding 
offered by the Foundation (Grants-in-Aid, Fellowships and 
Scholarships).  For more information on the NRP, please visit  
www.leukaemia.org.au. 

MDS gene found: A gene believed to be involved in 
myelodysplastic syndrome (MDS) and acute myeloid 
leukaemias has been identified. Funded by the Leukaemia 
Foundation, Dr Ruth MacKinnon, Associate Professor Lynda 
Campbell and Associate Professor Harshal Nandurkar used 
advanced genetic technology to identify the gene, known as 
Haemopoietic Cell Kinase (Hck). The researchers, who are 
based at St VincentÕs Hospital Melbourne, showed that the 
amount of Hck is increased in cells with genetic alterations 
common in MDS.  They now hope to further analyse HckÕs 
leukaemia-causing potential. 

Therapeutic compound for childhood leukaemia:  A new 
compound with therapeutic potential for an aggressive 
type of infant leukaemia has been identified. Funded by the 
Leukaemia Foundation, ChildrenÕs Cancer Institute Australia 
for Medical Research scientists, Dr Michelle Henderson,  
Dr Rosemary Sutton, Professor Murray Norris and Professor 
Michelle Haber have confirmed the compound is very 
effective in killing infant leukaemia cells carrying an abnormal 
gene. The compound caused very little harm to healthy 
cells.  The researchers have begun working with chemists to 
design a range of active compounds which can be tested in 
the clinic. They expect this strategy will maximise their ability 
to find the most effective, and specific treatment for infant 
leukaemia.
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