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a survivor’s story
From the Australian Cancer Survivorship Centre

‘time may change me’
(David Bowie – Changes 1971)
She was too young to actually
remember the beginning – she was
only three years old. Her parents,
both grateful that she survived, have
fleshed out the early memories.
Sarah Tarr is 38 years old. She works
at the Peter MacCallum Cancer
Centre as a laboratory assistant. We
met recently and she told me the
story of her cancer journey.

Sarah Tarr’s
story, as told by
Meg Rynderman,
a consumer
representative
for the Australian
Cancer Survivorship
Centre
Interviewed:
March 2017

Sarah was born, prematurely at 28
weeks, in Nambour on the Sunshine
Coast. In late-1981, Sarah’s mother
suspected that something “wasn’t
quite right”. Sarah had been unwell
and complaining of sore legs.
“My parents spent that Christmas in
hospital just finding out what had
happened. Apparently I had bone
marrow biopsies and things like that
and they said ‘your child has acute
lymphoblastic leukaemia’.”
Tests indicated that some
cancer cells had migrated into
Sarah’s brain stem. High-dose
chemotherapy and intensive
radiotherapy, over a period of three
to four years, was the accepted
treatment regime.
Nambour hospital was not
equipped to treat Sarah.
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“My poor mother had to take the
two-hour journey each time from
Nambour to Brisbane hospital and
back. And a lot of the times I’d be
sick and tired …
I remember going in to the
Queensland Radium Institute [which
closed in 1991]. And you would just
be sat in a room … It’s basically,
‘OK, just look at the light’. You’d see
a big glass screen and I’d have my
little Bugs Bunny thing with me and
I had no idea what was going on
and this was ‘either you do this or
your child may not make it’.”
At the age of seven, Sarah moved
on to a maintenance program that
continued over the next five years.
“I remember taking pills because
Mum would crush them up in
chocolate sauce. I used to hate
taking them; [Sarah’s mum would
say] ‘Oh, come on, it tastes nice
with chocolate sauce’.”
There were also “checkups,
monitoring; I do remember being
put to sleep for various procedures.
This was to assess the success of
the radiotherapy and chemo and, I
guess, determine the next steps that
were to be taken”.
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“It was a lengthy list, all
negative things, and you
go to the doctors and they
would say the same things
– you won’t be able to do
this, you won’t be able to
do that...”

why is Sarah getting all these
presents?’.

Sarah recalled that she and her
mother spent a great deal of time
travelling to and often staying
overnight in Brisbane when the
treatment demanded. She reflected
on the strain that the travel placed
on her family and the impact it had
on her younger sister.

Today, patients are routinely offered
psychosocial support and screened
for anxiety and distress at various
points along their cancer journey.
Sarah vividly remembered being
bullied at school during the 1980s
and ‘90s.

“My grandmother passed away two
years ago and at the funeral my
father did a speech saying that my
grandmother was predominantly
the mother to my sister Katie,
because Mum was with me, like,
almost 24/7 because of where the
hospital was. So, I think my sister
and I aren’t as close as we should
be, because she got very jealous:
‘Why is Sarah getting the attention;
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She was young as well; she
didn’t really understand when
she couldn’t come and be with
me, because I often would be in
isolation or under oxygen tents.”

“I just had to deal with the bullying
at school because there was hardly
any information about children
going through cancer treatment,
no Internet, books were fairly
primitive in the library and kids
are kids. They didn’t understand,
they see someone is different, so of
course they ask questions – they’re
cruel. Unfortunately, teachers don’t
know how to deal with it. Especially

being in a rural school and I know
I’d miss[ed] a lot of schooling. They
didn’t have support groups back
then like Canteen and Camp Quality
have.”
The oncologists warned Sarah’s
parents of the possible side
effects of her treatment: a list that
included impaired cognitive and
reproductive function. She was
monitored throughout her teenage
years.
“It was a lengthy list, all negative
things, and you go to the doctors
and they would say the same
things – you won’t be able to do
this, you won’t be able to do that,
you won’t get to uni, you won’t
get to TAFE – because of what the
treatment that they’d given me
had basically caused. And that
was really difficult to try and fight
through, especially with school; I
had problems because they didn’t
have the learning facilities to help
children like myself. Not then.”
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“I was just thinking, ‘OK, I
just want to defy the odds,
I want to do what the
doctors told me not to...”
Sarah’s father was not willing to
accept that she would not be
able to succeed. She recalls him
explaining that he believed that the
brain could re-adapt and that he
believed in her and her abilities.
“So he really pushed me. It was
really difficult, but with his support
I did maths, physics and chemistry
with a tutor. It was really hard
trying to get my brain to sort
of try and function with all this
calculation and stuff like that. But
I ended up passing everything at a
high school level.”
Accepted into nursing at the
University of Southern Queensland,
Sarah decided not to tell anyone of
her cancer experiences as a child.
“I could be free of that bullying,
free of that label ‘you can’t do
this’ and I thought, ‘Now here’s
an opportunity, I’m here, what
can I do?’ and that was fantastic.
Because I felt so free, accepted and
happy, my marks went up … I did
really well.”
But her real love was music;
Sarah became a David Bowie fan,
listening to his Labyrinth album on
her lengthy journeys to and from
Brisbane for treatment.

to defy the odds, I want to do what
the doctors told me not to … I’m
going to do this and I’m going to
be an inspiration to others, because
they can’t put me in this box’. It
was amazing and I felt alive really
for the first time in my life that I
could actually do this.”
Transferring to Melbourne to
continue her studies, Sarah took
a part-time job at Peter Mac to
fund her course, taking time off
to follow her beloved Bowie on
his 2004 European tour. Further
study followed over the next few
years until one day in class, “All of
a sudden, I realised I just couldn’t
speak; I just opened my mouth and
literally something in my brain had
turned off – it’s like, ‘Where’s my
speech?’.”
Sarah had suffered a seizure and
was taken by ambulance to the
Alfred Hospital where, after a
battery of tests and investigations,
she was diagnosed with a radiationinduced meningioma deemed
to be too large for radiotherapy,
requiring a craniotomy.
Her mother responded emotionally:
“No-one told us that this could
happen”. Sarah recalled feeling let
down by the system as she had no
follow-up since she was 13 years
old.

She transferred to a creative
industry course at Queensland
University of Technology.
Determined not to be hampered
by possible side effects, such as
impaired motor skills, she enrolled
in dance, music and sound.

“I was really angry and I thought,
‘If there was that correct followup, someone could have given
me a brain scan and this wouldn’t
have happened. Rather than my
head opened and 60 staples put
in and four big mesh plates and
the continual problems that I now
have’.”

“I was just thinking, ‘OK, I just want

“They knew that this was a heavy
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dose of radiotherapy and especially
no shields, no nothing; you
would have thought, ‘Well, this
could cause problems later on’.”
(shielding is used to protect other
areas of the body not intended to
receive radiotherapy treatment.)
Sarah’s parents, accompanied by
her sister, who had flown from
London, were by her bedside as
she awoke from an operation to
remove the meningioma. She was
devastated to awake in pain and
find herself unable to move.
“I woke up and I’m lying there
willing my left leg to move – and it
wouldn’t and I’m telling my brain
‘leg move, leg move’ and it just
wouldn’t. I’m thinking, ‘I don’t
want to live my life as a paralysed
person. I’ve worked so hard to
overcome all this cancer stuff and
now to have this happen’. It was
just heartbreaking.”
After 10 days in hospital, Sarah
went home to the Sunshine Coast
to undergo intensive rehabilitation.
“I had Mum and Dad come and
see me all the time. Sometimes I
could go home for part of the night
and I had supportive people there,
which was really good. And then
they got me learning to walk again,
to grip things, and helped me get
back to something like my previous
mobility.”
Sarah was concerned that others of
her own age may have had similar
treatment for childhood cancers
– and acted on her concerns. She
approached Channel 7 on the
Sunshine Coast and was invited to
appear.
“I did a little program and said,
‘Listen, anybody else who’s had my
Page 3

Australian C

A Richard Pratt Legac

a survivor’s story
From the Australian Cancer Survivorship Centre

type of treatment, please push with
your GPs to go and get an MRI just
to make sure that you don’t have
any of these tumors happening’.”
She reflected on her church and
her faith.
“When I started to talk to one of the
late effects doctors, she said it was
OK to have these fears, OK to be
able to talk about it. And that’s the
first time anybody had given me
any support in the entire time of
when I was sick as a child, through
my brain tumour. But I have my
faith and my church, which has
been there through all of that. And
for me that’s fantastic, it’s been my
strength, my positivity.”
Sarah now regularly attends
the Late Effects Clinic at Peter
Mac, where her condition is
monitored. She has become a
staunch advocate of follow-ups,
where necessary, for the late
effects of cancer treatment. She
incorporates that advocacy into her
understanding of survivorship.
“There is another journey after your
cancer treatment. After people
survive, there needs to be that sort
of support, that next thing: ‘We’re
going to be here for you, what
effects are you going to have after?
When you want to get back to your
life, how can we help you get back
as best as possible to where you
were before?’.”

“When I started to talk to
one of the late effects
doctors, she said it was OK
to have these fears, OK to
be able to talk about it.
And that’s the first time
anybody had given me any
support in the entire time
of when I was sick…”
In time, Sarah returned to
Melbourne, to her friends and her
work. Slowly she has managed to
resume her regular activities while
undergoing further rehabilitation
and regular check-ups. She
battles continual weakness and is
determined that she will not accept
this “new normal”.
“They measure neuro (neurological)
rehab in years. One of the
neurosurgeons said, ‘This could
possibly be permanent’. You hear
all these stories of people who’ll
never walk again and they do and
it’s like, ‘What if you could?’.
“I remember what my life used to
be like and I want that old life back
and if I have to fight to get it, then
that’s what I’m going to do. I’ve
done it once before and it’s been
tough but I’m pretty sure I can do it
again. Because if I can get out there
and do it, that surely shows other
people what can be done and gives
them hope for their own journey.”

Further information:
•

Leukaemia Foundation
http://www.leukaemia.org.au/
Support and advice, phone:
1800 620 420
- Understanding acute
lymphoblastic leukaemia
(ALL) in children – a guide for
parents and families

•

Cancer Council Victoria
http://www.cancervic.org.au/
Information & support services,
phone: 13 11 20
- T alking to kids about cancer
– a guide for people with
cancer, their families and
friends
- Understanding brain tumours
– a guide for people with
brain or spinal cord tumours
and their families and friends
-C
 ancer Services – A guide to
support services for Victorians
affected by cancer

•

BrainLink
http://www.brainlink.org.au/
Victorian service dedicated
to improving quality of life of
people affected by acquired
disorders of the brain.

•

American Cancer Society
https://www.cancer.org/
- L ate and Long-term Effects
of Treatment of Childhood
Leukemia.

Locked Bag 1, A’Beckett Street, Melbourne VIC 8006
Email: contactacsc@petermac.org
www.petermac.org/cancersurvivorship
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