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Having the enormous advantage of being integrated within a world class teaching paediatric 
hospital, the Tumour Bank has the ability to engage in a face-to-face interaction with the families 
of patients whose tissue samples we would like to store for cancer research. This approach has 
given our biobank an opportunity to gauge public attitudes towards tissue donation for future 
cancer research. Anecdotal evidence suggests that even though a high proportion of families 
consent to use of their child’s residual tissue for research, they may not be aware of the research 
taking place at The Children’s Hospital at Westmead. They may also not be aware that the 
Tumour Bank exists, let alone the important role it plays in supporting research that improves 
health outcomes for cancer patients. Being aware of this gap, the Tumour Bank has initiated 
exploration of the public perception of biobanking and consent practices. 
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The Tumour Bank is currently conducting a 
survey at the Cancer Centre for Children at The 
Children’s Hospital at Westmead. We invite 
families at the clinic or in the inpatient wards 
to complete a short anonymous questionnaire 
at their own leisure. This questionnaire aims 
to find out the attitudes families have toward 
contributing to research through donating a 
sample of their child’s blood, tissue or any 
other biological material to the Tumour Bank. 

We would like to learn what influences families’ 
decision to be involved in research or not, and 
what is their overall experience of research 
at this hospital. The survey will also give us 
a better insight into practical considerations 
relating to informed consent interviews, 
enabling us to streamline current approach 
and improve the outcome of consenting. The 
survey will also help us determine how we 
can improve public awareness of biobanking, 
and how we can increase sustained public 
interest in supporting translational cancer 
research amongst the current and future 
biobank participants.

Meanwhile, to learn about one of cancer 
research projects currently underway 
that utilise biospecimens donated by The 
Children Hospital at Westmead oncology 
patients and collected by The Tumour Bank, 
please read the article by Dr Todd Druley 
from Washington University School of 
Medicine on page two.

Important research such as this would 
progress much slower without donated 
specimens and philanthropic support of 
charities that ensure our biobank continues 
its work and researchers are able to advance 
knowledge of cancer. In this issue on page four 
we highlight one of such generous charities. 
Please read very personal and inspiring piece 
from Braver Stronger Smarter Inc.

If you would like to assist the Tumour Bank 
in this project by filling out the survey,  
please contact the Tumour Bank office on 
(02) 9845 1214 and we will provide you 
with a copy of the questionnaire and a  
reply-paid envelope. Alternatively, please 
mention the survey to a staff member at  
the Cancer Centre for Children.

The Tumour Bank Staff: Ms Oksana Markovych, Mr Aedan Roberts, 
Ms Aysen Yuksel, A/Prof Dan Catchpoole, Ms Natalie Gabrael



US researchers target Infant 
Leukaemia and Leukaemia in 
Children with Down Syndrome.
By Dr Todd Druley MD, PhD 
Assistant Professor of Pediatrics and Genetics  
Division of Pediatric Hematology and Oncology 
Center for Genome Sciences and Systems Biology 
Washington University School of Medicine

I am a pediatric oncologist at Washington 
University in St. Louis, USA with a laboratory 
focused on understanding mechanisms of 
children’s cancer. 

Working with The Tumour Bank at The 
Children’s Hospital of Westmead has been a 
tremendous asset for our research. 

Our first project focuses on infant leukemia, 
which is a blood cancer with the highest 
mortality of any childhood leukemia (>50%) 
but with the fewest acquired mutations of 
any cancer studied to date. Infant leukemia 
arises before these children are born and the 
genetic drivers of this disease are unknown. 
We have sequenced all genes from healthy 
DNA samples from dozens of infant leukemia 
cases banked at Westmead, which are 
extremely valuable because the collection 
consists of multiple ethnicities – black, 
white and Asian – where our US collection 
is almost exclusively white. We find a very 
consistent inherited genetic signature in a 
gene involved in normal blood development 
across all ethnicities. 

We have now established stem cell models 
in the lab to understand exactly how normal 
blood development during pregnancy is 
disrupted and leads to infant leukemia.

The long-term goal of research 
into childhood malignancies is  
to reduce the incidence of cancer 
and to improve the outlook of 
children suffering from this 
disease. It is through research 
we will gain the knowledge 
about cancer that will eventually 
lead to new approaches in therapy. 
However, such research is 
dependent upon the availability 
of cancer specimens for the 
scientists to study.

Histological stains used to demonstrate  
anatomical structures on a light microscope
Photos by Nicole Mackie and Albert Chetcuti

Our second project is also focused on 
childhood leukemia, but is a very specific 
type of leukemia in children with Down 
Syndrome. These children get leukemia 
much more frequently than children without 
Down Syndrome, and their leukemias  
almost universally involve a single gene 
called GATA1. 

Because of this unique genetic signature in 
Down Syndrome leukemia, the leukemia 
cells don’t look too different from normal 
blood cells, which is why there’s never been 
a good method for tracking any remaining 
disease following treatment. 

Our lab has developed a new DNA 
sequencing technique that allows us to track 
mutations 100 times better than existing 
methods. We are using this technology with 
collaborators in Canada and the Children’s 
Oncology Group to specifically track GATA1 
mutations after treatment and improve 
outcomes for these children.

Dr Todd Druley (far right) and his research group at Washington University School of Medicine

“Working with the Tumour 
Bank at The Children’s 
Hospital of Westmead (CHW) 
has been a tremendous 
asset for our research.”



about

The Tumour Bank
The Children’s Hospital at Westmead’s 
Tumour Bank is a collection of cancer 
specimens, contributed by patients and 
obtained through the normal course of 
treatment. These samples are placed in long-
term storage and made available to research 
scientists, both nationally and internationally, 
for future investigations into the improvement 
in the diagnosis and treatment of children 
with cancer.

Since 1998, the Tumour Bank has stored 
more than 30,897 samples from 3,071 
patients, representing 50 different  
types of cancers.

The aim of the Tumour Bank is to encourage 
and facilitate research to improve prevention, 
diagnosis and treatment of childhood cancer. 
By providing samples to research groups, the 
Tumour Bank is a valuable resource as  
it helps us to:

•  Understand the molecular mechanisms 
which lead to cancers in children

•  Develop tests that enable screening  
for those children at an increased risk  
of cancer

•  Aid the establishment of new molecular-
based diagnostic tests which will  
assist in the selection of the most 
appropriate treatments

•  Identify targets for potential new  
cancer remedies

The Tumour Bank has already provided 
tumour specimens to many research  
groups both nationally and internationally.

Many people and departments throughout 
the Hospital play a role in the activities of the 
Tumour Bank. In particular, the Tumour Bank 
is supported by:

•  Children’s Cancer Research Unit
• Cancer Centre for Children
•  Histopathology and  

Haematology Departments
• Medical Records Department
• Information Technology
• Public Relations
• Fundraising

Consent
Many patients and parents support the 
Tumour Bank through the donation of tumour 
tissue, blood and bone marrow samples. 
These samples are removed from patients in 
the operating theatre or in the clinic during 
the normal course of treatment.

A consent form tells patients and parents 
about the Tumour Bank. This form, once 
signed, gives permission for samples to be 
stored in the Tumour Bank and later given to 
scientists studying childhood cancers.

“The decision to give us 
permission to collect samples 
from your child for the purpose 
of research is voluntary.”

If a patient or parent decides not to give 
permission, or to withdraw it at a later time, 
the child’s care will not be affected in any way.

Collection and storage 
The Tumour Bank receives resected tumours 
and biopsies as well as blood, bone marrow 
and cerebral spinal fluid specimens that 
have been removed for diagnostic purposes 
from patients in the operating theatre or in 
the clinics. Once the diagnostic process is 
complete, the residual tissue specimens 
are transferred to special low-temperature 
cryogenic vials and immediately snap-frozen  
in liquid nitrogen. This freezes the samples 
very quickly and preserves proteins and 
genetic material within the sample. Once 
frozen, the samples are placed in numbered 
boxes and stored in a freezer at -80ºC.

In some circumstances, specimens stored 
within other Hospital departments may be 
requested by the Tumour Bank to further 
support research applications.

Database
Once stored, each sample is recorded on  
the Tumour Bank database. Information 
recorded includes:

•  Age of the patient and age at diagnosis
• Type of cancer
• History of the cancer
• Results of pathology tests
• Type of treatment received

Privacy
When the samples are provided for research, 
the child’s name will not appear on the 
sample. At no time will any personal contact 
details (address, phone number) be issued 
with the specimens. The child and family  
will therefore remain entirely anonymous  
to the researchers who receive any Tumour  
Bank specimen.

However, if the findings of the research could 
help us with a child’s treatment, the coding on 
the sample will allow the Tumour Bank staff to 
forward the results to the doctor who is caring 
for the child.

the tumour bank

Clinical Research Associate, Natalie Gabrael, discussing consent with parent

More information  
Our website address is tumourbank.schn.health.nsw.gov.au  
or you can email us on tumourbankchw.schn@health.nsw.gov.au



At the beginning there was only a little 
pain. Nothing obvious. The sort of little pain 
parents associate with the rough and tumble 
play with older siblings. There was no sign 
that anything sinister was lurking. 

Two weeks later my baby-soft four year old 
daughter was diagnosed with a soft tissue 
cancer called rhabdomyosarcoma. We were 
told there was no cure. Eva had a lump 
on her left arm that was growing rapidly 
every day. With silent speed the cancer had 
invaded the bone adjacent to it and had 
spread to her lungs. We were forced through 
the door of a very cruel world. 

Hope became our fuel for survival.

Eva underwent debilitating chemotherapy 
and radiation for almost 12 months. Her 
entire year of kindergarten. She had to live 
400km from her home and community to be 
treated at the closest specialist hospital. This 
was extremely difficult, but like all families 
faced with serious illness, we made the best 
of a very bad situation. We had no choice. 

After treatment ended we returned home. We 
lived with the nauseating fear that the cancer 
would return, and six months later that fear 
was horrifically realised. Relapse was even 
more traumatic than the original diagnosis. 
The big guns had been fired at the cancer 
and there were few options left. 

We placed our hope in science.

We sent tumour tissue samples to the United 
States for profiling and possible connection 
to new drugs, and we trawled the internet for 
research connected to molecular anomalies 
of Eva’s disease. After failed surgery and 
chemotherapies, Eva’s doctor identified a 
potential drug which gave us a fun-filled four 
months with our little girl. A parent should 
never have to feel grateful for only four 
months extra life with their child. We wanted 
her with us forever. 
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Braver. Stronger. Smarter. 
Eva’s legacy.

The Tumour Bank would like to 
thank The Kids Cancer Project 
(TKCP) for their ongoing financial 
support. TKCP have been long term 
supporters of the Tumour Bank and 
childhood cancer research. 

thekidscancerproject.org.au

Kids! Please send us your artwork and it may 
appear in the next newsletter

With extraordinary resilience, humour 
and bravery my Eva underwent extensive 
chemotherapy, radiation, surgery, and 
eventually amputation. This was horrific 
for a parent to watch. Nothing stopped the 
cancer’s advance. My precious Eva took her 
last breath exactly 32 months after we first 
heard the word ‘rhabdomyosarcoma’.

Our baby is gone and our lives are 
shattered, yet our hope continues to be 
fuelled by science. Our belief that science 
can unlock the answers to prevent such 
suffering in others drives us forward.

In honour of Eva and all of the children 
who have fought so hard for their lives we 
established the charity ‘Braver Stronger 
Smarter Inc’ to raise money to help support 
our scientists and raise awareness of 
childhood cancer issues in the community. 
Through our own experiences, we firmly 
believe in supporting efforts to unlock 
molecular secrets of childhood cancers which 
are hidden within tumour tissue. Finding 
these secrets is the foundation to building 
a path forward in finding the desperately 
needed treatments to reduce suffering and 
find cures for our children. 

 
Tissue samples are the precious gift 
which provide hope for children now  
and in the future.  

We are proud to support the Tumour Bank 
at The Children’s Hospital at Westmead for 
this critical part they play in improving the 
lives of children.


