BestReporter

Living with the timebomb
of a childhood cancer

Award for article on a mother confronting her worst nightmare

Don’t bury your head in the sand — being alert to early signs of cancer gives the best chance of

survival. This is the message the mother of one very young cancer patient wanted to pass on.

Silja Paavle, reporter on the Estonian daily Ohtuleht, helped her do so in this article, which

won her a Best Cancer Reporter merit award.

ne shouldn’t walk through life
O with one’s eyes closed and,

when you hear about terrible
things, think that they cannot happen to
you. Even the most terrible things hap-
pen somewhere. You simply have to learn
to live with them.” So says the mother of
a girl who has been diagnosed twice
with a brain tumour.

Karin, the mother of the eight-year-old
Karmen (the names have been changed),
admits that, somewhere in her subcon-
scious, the awareness of a brain tumour
ticks away like a timebomb. When the
time approaches to call the doctor for an
appointment, she gets very nervous. Her
family certainly don’t miss the nerve-
wracking days they went through during
the treatment of their little girl's twice-
diagnosed brain tumour.

Karmen was an ordinary, lively little
girl from Tallinn who could walk and
talk by the time she was around a year
old. She was not prone to illness until one
morning, when she had a seizure. “We
went straight to the hospital, where she
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was given treatment and examined. A
head scan showed that she had a brain
tumour. According to the initial assess-
ment, it was the size of a baseball.” This
is how Karin describes the news, which
came as a major shock to the girl’s par-
ents. “I cried for days,” she admits.

The doctors” hopes that the tumour
was benign was some consolation —
malignant tumours usually announce

themselves beforehand through some
ailment or general poor health.

Having gone to the hospital due to a
seizure, Karmen was not allowed to go
home. A week later, she underwent brain
surgery, and afterwards the doctor told
the girl's mother that the tumour was
suspicious. “I was terribly shocked —
how can anyone say something like this
to a mother until they are absolutely
certain? But I suppose doctors have
experience,” sighs Karin. It did give her
time to get used to the bad news — the
tumour was larger than the doctors had
at first thought, and it turned out to be
malignant as well.

When Karmen’s doctor, Karin Orgu-
las, informed her, Karin decided it was
time to fight and move on. “I under-
stood that it was not the worst type of
brain tumour, but it could grow
extremely fast,” she says.

The child received chemotherapy
and, fortunately, coped well.

Silja Paavle
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Ohtuleht

When it comes to childhood cancers,
coverage in the popular press tends to
score higher on quantity than quality.
This particular story gave readers
important information as well as an
unsentimental insight into the stresses,
hopes and fears associated with having
your child diagnosed with cancer

This was a difficult time for the whole
family: Karin had just started a job, but
now she had to take her daughter to the
doctor every 10 days. During the day,
when Karin was at work, Karmen’s
grandmother stayed in hospital with
her. In the evenings and at nights, Karin
took over.

Karmen would only eat food pre-
pared by her grandmother, which she
cooked after returning home from the
hospital. “If my mother had not helped
us, it would have been extremely diffi-
cult,” says Karin gratefully.

The first period of treatment lasted
a year, after which Karmen, as with all
cancer patients, remained under obser-
vation; she had to be examined every
three months. When the family returned
for her head scan, several unfortunate
incidents occurred — one time the
machine was out of order, another time
the doctor was on holiday.

When the procedure was finally car-
ried out, it became evident that the
malignant tumour had returned to the
three-year-old’s brain.

“I was horrified to think what might
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have happened if we had succeeded in
getting the scan at the first attempt.
Since the tumour grew very fast, it
might have gone unnoticed the first
time, and early discovery is essential for
success,” says Karin.

This time the doctors considered
surgery too dangerous, so radiation and
chemotherapy had to be used to fight the
tumour. First, Karmen received 30 ses-
sions of radiotherapy.

“In five weeks, she was under anaes-
thesia 30 times in all. During radiother-

apy, she had to lie completely still and flat
on her stomach under a machine — with-
out a full anaesthetic. This is difficult for
small children,” says her mother.

The chemotherapy lasted a year. The
family spent their days going to the Chil-
dren’s Hospital, then to the Oncology
Clinic in Hiiu, and then back to the
Children’s Hospital.

There were times when the whole
family was at the hospital — Karmen’s lit-
tle brother suffered from laryngitis, and
it was not rare for the mother to be in the

“During radiotherapy, she had to lie completely still and
flat on her stomach. This is difficult for small children”
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“Once Karmen shouted at a grown-up: What are

you staring at? Never seen anyone like me before?”

oncology ward with their daughter, while
the father was in the infectious diseases
ward a few floors below with their son.
Karmen experienced no serious side-
effects from chemo- and radiotherapy,
though Karin spits three times over her
shoulder for luck when she says so. “She
coped with the treatment very well.”
Between each period of treatment,
Karmen had to be taken to hospital for
blood tests. During breaks between the
chemotherapy sessions, the family had to

was awful —in the end, she even had dif-
ficulty walking. A child that young can-
not understand why she is not allowed to
eat. She only feels hungry and cries
about it,” sighs Karin, adding that they no
longer have problems with excess
weight.

Karmen is now eight years old and
there is nothing to show that she has suf-
fered a serious illness. She takes her
disease with childlike levity and knows

that, however bad it is, doctors can help.

Karmen now has to have a brain scan
at regular intervals; she also has to be
injected with growth hormones, as the
radiotherapy interfered with her growth.
“At first, we feared that growth hor-

visit the hospital a couple of times —
Karmen suffered terribly from vomiting.

Due to the hormone treatment
accompanying radiotherapy, Karmen’s
appetite and weight increased. “This

ALL BRAIN TUMOURS ARE DANGEROUS
|

“In essence, all brain tumours are malignant, but their speed of growth and level of
malignancy differ,” says Karin Orgulas, a doctor in the oncology ward of the Tallinn Children’s
Hospital. She was also Karmen'’s doctor.

Like the principal character in the recently published book ‘Regina: Mu imekaunis voitlejanna’
(‘Regina: My beautiful fighter’), Karmen was diagnosed with a primitive tumour in the upper
part of the brain, which always develops very rapidly. Orgulas adds that brain tumours can
occur in all parts of the brain.

In Estonia, around 8-10 children undergo brain tumour surgery every year, and brain tumours
make up one-third of all childhood malignant tumours. While all other malignant tumours also
require medical treatment, i.e. chemotherapy, only a quarter of the most malignant brain
tumours receive this treatment. “With brain tumours, the important question is whether the
tumour can be entirely removed or if this is impossible because of its location and extent,”
says Orgulas. On average, three children a year need chemotherapy.

Early diagnosis is of the utmost importance in brain tumours. Orgulas advises that parents
should consult a doctor at once if their child is experiencing headaches, vomiting and
problems with balance.

A brain tumour diagnosis is extremely serious and, in the early stages of the disease, it is
very difficult to say whether the child will recover or not, because so many different factors
are involved. In some cases, children may have to remain under observation for the rest of
their lives and live with the knowledge that the disease could return at any time.
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mones would make the cancer grow
again, but the endocrinologist reassured
us, telling us that the body usually pro-
duces its own growth hormones and
therefore they will not cause the tumour
to grow back,” says the mother.

Karmen must also avoid being hit on
the head; having lost her hair during
chemotherapy; she is used to wearing a hat.

Karin remembers that when the four-
year-old Karmen lost all her hair and
was unusually chubby due to hormone
therapy, people would often stare at her.
“Once Karmen shouted at a grown-up:
what are you staring at? Never seen any-
one like me before?” she laughs.

Karin says that, although Karmen’s
difficult disease, which took up so
much of their energy, did put a strain on
relationships within the family, they
coped relatively well. Throughout the
course of treatment Karmen was utterly
positive and responded well. “However,
there were several children with cancer
at the hospital who never recovered.
Each of these stories was very sad,”
sighs Karin.

Whenever she heard sad news, she
told herself that every tumour is different
and each child’s disease is different.

Karin is very grateful to her GP as well
as to the doctors and nurses at the Chil-
dren’s Hospital, who are highly committed
to their work and answer all the parents’
questions, in spite of the difficulties.

When things get tough, they are
always there for their patients — even
at night.

This article was first published in Ohtuleht, on 31 August
2010, under the title The mother of a girl suffering from a
brain tumour: awareness of cancer ticks away like a time-
bomb'. It is reprinted here with permission. ©SL Ohtuleht AS



