
In 2009, at 33 years of age, 
Carl James was living the dream 
he had imagined for himself. 
Climbing the corporate ladder, 
he worked in a job he loved 
with an international company, 
flying to Sydney for work four 
days a week, and was happily 
married with four beautiful 
children. 

When I met him recently and heard 
his story I came to understand how 
his dreams and the aspirations he had 
for his life were suddenly changed.

Carl remembers the moment he 
learned that he had squamous cell 
carcinoma of the tongue. The 
diagnosis had to be delivered over 
the telephone while he was on one 
of his interstate trips.

“It’s amazing how we remember the 
date so exactly. I found it because 
I had a secondary lump in the lymph 
node, here [in the neck], and that 
had been there for eight or 12 weeks. 
Various doctors had told me it was 
viral and nothing to worry about. 
Finally they did a biopsy. I knew it 
was something serious at that stage, 
prior to hearing the words, ‘there are 
abnormal cells’ – I don’t think there’s 

any way I can describe the emptiness 
that I felt at that point.”

A diagnosis over the Christmas/New 
Year holiday period can lead to 
frustrating delays obtaining referrals 
and appointments, but allows time 
to prepare for news before it is 
delivered.

“By the time I finally got the 
diagnosis, I’d come to terms with the 
fact that there was something serious, 
because there’d been all these tests 
back and forwards and they hadn’t 
told me anything.”

It also allows time to come to 
understand the system.

“I went into the doctor the next 
morning and sat down and read the 
report and the doctor turned to me 
and said, ‘well, you need to go and 
see an oncologist. Who would you 
like to see?’ I actually said, ‘well, I’m 
not sure, I’ve not had cancer before, 
so maybe you could suggest one’.”

Through a series of referrals, Carl 
found himself at Peter MacCallum 
in the care of the Head & Neck 
Cancer Service. In the days following 
diagnosis, he was busy with 
pre-radiotherapy procedures, fittings 
for the moulds to protect his head 
and batteries of tests.  Then, nothing 
for five weeks.

‘Life goes on, you know, you just 
cope with it’

a survivor’s story
From the Ausralian Cancer Survivorship Centre
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“The first six weeks pre starting 
treatment were just awful, because I 
knew I was sick and I felt like I was 
doing nothing about it. So the levels 
of anxiety just got higher and higher, 
the tumour in my neck was getting 
bigger and bigger and I felt awful.”

The treatment protocol called for 
seven weeks of daily radiotherapy, 
five days a week, along with weekly 
chemotherapy. 

Carl recalls beginning treatment. 
“From the very next day, I just put 
my faith in the hands of my doctors: 
I didn’t question the diagnosis,

I didn’t question the treatment. I just 
committed myself to the fact that 
I was in the right hands and kept 
a positive outlook and didn’t look 
back. From the very first radiotherapy 
session, I felt as though I was getting 
better.”

That faith was tested as the side 
effects of intensive treatment 
impacted. His eyesight was affected 
and he found himself unable to read; 
entertainment came from ‘mindless 
TV sitcoms’. Carl was allowed only a 
5% loss of body weight during 
treatment or would be required to 
have a nasogastric feeding tube 

inserted. He was determined to 
manage his own feeding, availing 
himself of pain-relieving medication 
to soothe his throat.

“Psychologically, I didn’t want a tube, 
I didn’t want to be fed, so I’d 
force-feed myself even though I’d be 
sitting down and crying while I was 
trying to get this smoothie down.”

More difficult was the effect on his 
sense of taste.

“The very worst thing from the whole 
treatment was what it did to my taste. 
I think it was after my third radio 
session or fourth radio session: I sat 
down to eat a salad roll – I remember 
exactly what I was eating – and took a 
bite and went, ‘I can’t taste anything: 
what’s going on?’”

Able to eat normally again 
post-treatment, it took almost 18 
months before Carl’s taste reverted 
to what it had been before.

Carl feels strongly that the support he 
received from his wife, his family and 
friends played a major role for him 
during this time of treatment and 
recovery.

“From the moment I told her [my 
wife] it was cancer, she just flipped 
into this strong, resolute, amazing 
person who put up with all sorts of 
crap for the next 15, 16, 17 weeks, 
including horrible mood swings and 
bad behaviour from me. She reacted 
amazingly; it was basically: ‘What do 
we have to do? What do you need?’

“It’s amazing how everyone else’s 
behaviour around you changes. One 
friend just came and sat with me 
every week during chemo. I didn’t ask 
him to. He works around the corner: 
he’d find out when I was here and 
he’d just come and sit with me. Not 
the whole time but an hour or two 
and we’d talk.”

Alongside these supports, Carl 
regards his state of mind and outlook 
as critical elements of his journey.
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“From the moment I knew what it 
was, I knew that I had to make 
positive, self-affirming choices to 
get me through it and help guide 
my thinking throughout the journey. 
I knew that if I didn’t make good 
choices, I’d end up in a different 
place mentally. So I was able to guide 
myself to a place of, not happiness 
exactly, but positive mindframe.”

His positive frame of mind would be 
the only area over which Carl felt he 
had any control during this time. The 
sense of handing over the reins of his 
life affected him enormously.

“The only level of control that I had 
during that 12 weeks was turn up to 
your appointments on time, manage 
your own mindset and a couple of 
other little things. Everything else is 
kind of out of your hands, including 
the outcome. It’s the loss of control 
that impacted the most.”

Treatment completed, Carl returned 
to his life. Prior to restarting work, 
he was distressed to find his 

positivity tested and a sense of 
desolation overcome him. He had 
read in a brochure about feelings 
around the end of treatment.

“It was just awful, because being 
here [at Peter Mac] was what had 
been making me better. Every day 
I’d come in and it was the one thing 
I was in control of and to go from 
being sick to being well … I actually 
read the pamphlet that said ‘when 
you leave treatment you might feel 
unsupported, you might feel lonely, 
empty’, and the very next day, I didn’t 
know what it was, but it was an 
unusual depression came across me 
and I couldn’t work out what it was.”

Carl instinctively understood that 
his recovery, both physical and 
psychological, would require the 
full support and closeness of his 
family and friends. With the help of 
his employer, he re-arranged his life; 
no longer commuting to Sydney, 
he reduced the demands of his 
workplace.

“I assess what’s important to me 
differently now. While I still want to 
have a good career and I want to 
have money and I want to have all 
those things, it’s not the number one.

“I filter things differently, more even 
and calmly I think, rather than being 
influenced by what society expects or 
what expectations I place on myself.”

Carl reflects on the sort of advice he 
would give to others and would have 
liked to receive himself at the time of 
his diagnosis.

“I think you get lots of advice about 
the treatment and what doctors to 
see and what to eat and all of that 
sort of stuff. You don’t get a lot of 
advice about how to manage your 
mental state.

“I think that’s the advice I’d give: it 
would be get in touch with your-
self, with your emotions and your 
thoughts and be prepared that 
they’re going to be all over the place 
and that’s OK. 



Three years post-treatment, 
Carl attends regular six-monthly 
check-ups with his doctors at the 
hospital and quietly anticipates his 
five-year ‘congratulations you’re 
cured’ visit. He looks fit and well, 
with no visible trace of his cancer 
experience.

Carl’s responses to the events and 
the challenges of his life have shifted; 
he has chosen to make changes to 
his working life and to spend more 
meaningful time surrounded by his 
wife and children.

“I’m far more tolerant [of my 
children] and understanding of their 
needs and why they’re behaving the 
way they are.”

He looks forward to continuing his 
life’s journey and pursuing his new 
dreams. 

“I think of myself as a survivor 
because it changed me, so it’s had 
an impact on who I am and how I 
behave; therefore, I have to recognise 
that it’s a part of my life forever.

“Life goes on, you know – you just 
cope with it. Stuff happens and you’ll 
still wake up in the morning hopefully 
and you’ll get on with it. That’s the 
approach I take.

“The world didn’t end the last time 
I had cancer; it won’t end if I get it 
again: it’ll suck, it’ll hurt, but there’ll 
be life after it.”

For information and resources 
regarding cancer survivorship and 
self-care see www.petermac.org/ 
cancersurvivorshipandinformation
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