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Last days of little

LENA

A poignant journal kept by two™ °

parents of their little daughter’s
___battle with brain cancer has been
 turned into a book of touching
memories - especially the notes in

. achildlike hand that Elena left
“*__ behind for her parents to find

v |

‘ MAIN ?ICTURE: Elena Dessefich wis
I!ttIe gifl beforqshe was.
i‘ with'cancer. ABOVE

The family in happier days.
5" the back are mom Brooke and
. "dad Keith and in front Elena (right)
and Her unger sister, Gragie. v

/  URIGHT: Sorne notes Elena
. Injthe house and which were found .
N5 aftershe'd died,
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LENA Des-
serich was diag-
nosed with
brain cancer
when she was
five. She began to hide litle
notes around the house — in
sock drawers, backpacks and
tucked between books on the
shelves — for her parents,
Brooke and Keith, to find af-
ter she was gone. In Notes
Ieft Behind her parents share
the journal entries they kept
during her bartle, as well as
some of the notes Elena left.
This is an excerpt.

From Part 1: The beginning
Day 1 — 29 November

It began early. We called it
“binner’. With her IV surgery
scheduled for 7 am. the last
time she could eat was one in
the morning. So at midnight
I woke her up to a breakfast-
dinner of yoghurt — excepr the
nurse forgot to order yoghurt
before the kitchen closed and
we ended up with a meal of
pudding and apple sauce in-
stead. From 1 am to dawn we
talked abour Alice in Wonder-
land, her new discovery of the
TV remore and what she
always wanrted to do, And
although I couldnt alwavs un-
derstand her words because of
the rumour | could usually
understand her drawings.

First came a circle with
squiggly lines. This was where
she wanted to go — the only
problem was that I did nort
know what she was relling me.
After several rries and more
than enough frustration on
her part 1 figured out thar she
was talking about the “litte
restaurant” — the chilli parlour
a mile from our house. With
this her face lic up as she rold
me she wanted spagherti and
cheese. This was a remarkably
simple request and we added
it to the list.

The next one was a bit hard-
er: the Eiftel Tower. To this
day 1 still don't know where
she came up with this one.
Regardless. this was the list
and whar we needed to ac-
complish. From there the list
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‘Would I awake tomorrow and the
tumour would simply be gone?’

continued to the “street of
dresses” which I immediately
recognised as a wedding dress
districr in our rown, but I
feigned ignorance. Ir was the
same streer | had deliberately
driven down on the way home
with the girls for the past five
vears while relling them ro
pick out their dresses. Now
she was asking me to take her
to the same shops that 1 had
always envisioned taking her
to when she was engaged.
Now I questioned if she would
ever make it char far. Seill, it
went on the list.

As the night wenr on we con-
tinued to talk. She wanted to
talk and I wanted to listen.
Sleep was not as important as
it was three days ago. I watched
her face illuminared by the
lights on the heart monitor
wondering if [ would remem-
ber every detail: the softness
of her cheeks, the dancing
glow af her eyes, the inno-
cence of her thoughes.

Bur was it all a nightmare?
Would I awake tomorrow and
the cumour would simply be
gone?

Maybe this was justa lesson
from life and by tomorrow
the rumour would miracu-
lously disappear. 1 could only

hope.

OR the first fime Elena

has now lost sensation

in her thighs. Now she
has a limp in her right leg. no
gag reflex. limired ability in
her right arm, loss of left-eye
peripheral vision and reduced
sensation in her legs. [ know
this because in an artrempr to
raise a smile [ rried to tickle
her most ticklish pare: her
knees. It used to be thar
all 1 needed to do was mo-
tion toward her knees and |
would instantaneously ger a
wide-mouth smile. Now
she simply looks ar me
with annoyance. | miss
tickling my lirtle girl.
For a dad ir's always
about more than
horseplay — it's a way
of expressing my love.
Il just have to find an-
other way to make her
smile.

Day 5 — 3 December
A horse-drawn carriage ride
was her third choice atter the
“little restaurant” and the Eif-
fel Tower. (I think parr of it
was because when we read
Alice in Wonderland that first
night we skipped past Cin-
derella and an illuseration of
the pumpkin carriage.) Luck-
ily Memphis had plenty of
them. So in the face of minus
6.5 °C wind chills we made
our way downrown ro catch a
horse-drawn carriage ride. In-
stantly the smile came back
through the strain of anxiety
that had recently robbed my
little girl's face. It was back
and I telr like a father again as
we roamed the streets. In the
face of cancer | could make
her smile and 1 could give her
back the childhood that she
was about to lose. And while
it was bitterly cold, Elena’s
smile was enough to warm all
of our hearts. | hope this will
be a lasting memory.

(Turn over)
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(From previous page)

From there we went 1o the
stufted animal i:ﬂcmr)f [0 cre-
ate a bear of her choosing.
Although one of her requests
this was far less satistying for
both of us in the Christmas
rush. Packed into a store we
tound nearly 100 Christmas
shoppers vying for first place
in the commercialised race
against time. And for che first
time | was jealous. I was jeal-
ous of their joy. jealous of
their ignorance, jealous of
their rushing. I wanted to be
the one more concerned abour
getring to the next store rath-
er than struggling ro lock away
every memory of a conceiv-
ably limited future.

Bur chen [ realised that my
family and I were the ones
who truly appreciated the sea-

-

son and all thar it meant. You
see, Elenas illness has raught
us 1o squeeze the very last sun-
light out of every day and to
see our children as more than
just a Christmas list. And
while I certainly still don't de-
sire this lesson [ will never
squander amother day again. |
think Elena also realised this
and instead asked to leave the
mall and ger an ice-cream
cone. We proceeded to leave
of course afrer having con-
vinced Gracie, who dlready
had her eyes on a ballerina
outhit for her stuffed poodle.

Whar does all of this mean?
I don't know and [ don't think
that every moment demands
a lesson. All 1 know is chat
these memories need 1o last.
Whether we go o the Eiffel
Tower or to the grocery store
they both can be treasured
moments if you make the

\mmt of them

A Day 6 — 4 December
Today was Elena’s birth-
A day. Not really bur close
'\ enought With the radia-
\ gon rreatments and
h biopsy happening
this We rwid ay,
‘ today was close
' cnuugh for her
\ _1,.!-3mip.lrc:nt..~

and us. So afrer her morning
appointments we all he: 1ded
off to lunch and then back ro
the room for presents. There
she ()puncd a guitar from her
aunt and a digital camera from
Grandma and Gr: mdpl Now
we have pumrcs from her

point of view. Too bad that
every plcrur-c she takes is from
the waist down

Day 8 — 6 December

Last night we faced one big
hearc- wrcndum.. decision. In
the end we decided thar the
two-week l‘1c|;1}' in treating
Elena's cumour was more than

gerting very quier. | asked her
what was wrong and she told
me she was gerting mad thar
everyone was talking abour
her and around her and no
one was talking ro her.

This is the new challenge.
So I asked the docrors and
nurses to ralk directly o her,
all while not going too far. We
explained what will happen
with radiarion and how every-
thing we are doing now will
help her to get home and back
to normal.

We have a long six weeks
ahead of us bue | think as the
radiation begins we will sectle

‘I've noticed she can no
longer make a kissing sound’

we were willing ro risk. With
her mouth now paralysed and
her inability to sw allow we
feared that waiting anocher
two weeks for a biopsy would
just be too much. Our hopes
are that in treating this now
with radiation we will be able
to recover many of her normal
funcrions for the recovery
period.

About midway through the
day today I noticed Elena was

into our routine and she will
start feeling berrer.

The prognosis has not
cha nged .uuila“c are still look-
ing for a miracle but we have
found tenrative comforr in
making a decision and moving
forward to make Elena betrer.
ﬂ]oui_h we still feel the anger
and sadness we force ourselves

to stay positive.

| am pretty sure that it there



is any child who can bear this
disease it’s Elena.

Day 9 — 7 December
I guess you could call it regret
— possibly remorse. Bur with-
our a conclusion it doesn't
quite feel like cither. Today
while waiting for a procedure
with Elena [ saw a mother and
a son sitting across from us.
He was about 11 years old and
was obviously a brain cancer
patient. Although in very good
spirits he had undergone just
about every surgery and pro-
cedure thar you could imag-
ine. He had lost his hair from
aggressive chemotherapy. was
undergoing his last MRI and
radiation treatments and had
a scar from the front of his
brow to the back of his head
with a shunr placed under the
skin.

Still, he had his personality
and his sense of humour 1o go

with the characteristic limp
and facial paralysis that often
come with brain surgery.

Was this what my daughter
wotild have looked like if we
had chosen the biopsy, the sur-
gery and the chemotherapy?
And even if we had this option
with the type of tumour she
has, could the outcome have
been worse?

[ guess we'll never know but
the one question | can't avoid
is whether our decision to
trear this as a glioma [type of
tumor that starts in the brain
or spine and called a glioma
because ir arises from glial
cells] racher than performing
the biopsy chears her aof a
completé cure. Sure, the odds
are overwhelming and brain
stem surgery almost never
ends with a perfect conclu-
sion. But then again, what are
the odds of gerting this rype
of tumour in the first place, in

BELOW FAR LEFT: Elena
before she was diagnosed
with cancer. FAR LEFT: A
tired Elena with her dad in
hospital after one of her

many treatments. LEFT:
Elena with Keith. The can-
cer was in an advanced
stage, leaving her face
puffy. BELOW: A carefree
Elena with sister Gracie
before she becameill.

the worst possible place with
one of the worst tu-
mours out there? |
guess ultimarely it
comes down to making
the very best decision
possible in enough
time to prevent the in-
evitable complications
that come with us ex-
plaring every option
and doing every rest.
Still, these are ques-
tions thar as a dad [
will never escape.
Although she has
had very few invasive
rocedures Elena has
Ead increasing diffi-
culty with walking,
talking and moving
her right arm. For
the first time I've also
noticed thar she can
no longer make the
kissing sound when
she presses her lips
up against my cheek, I'm go-
ing to miss that the most.

At least her spirit is strong
and her punch is as well. Right
now she wants Mom more
than Dad: after all, Dad reas-
es and tickles while Mom cud-
dles and cares. And right now
she needs more cuddling than
reasing.

Still, I manage to get a smile
every now and then. abourt as
much as | get a punch from
her still strong left arm w
she wants me o
quit bothering
her. That's when
I tell her that if
she wants to
punch and kick
me she has to do
it with her right
side — the side
that has the partial
paralysis. [ figure
there's more than
one way o ap-
proach therapy.

V

” M..pz# ' =

1eft

With the rumour progress-
ing her speech is now very
limired and you can see her
actively counting the amount
of times she chews her food so
she doesn’t choke. I think she's
as much aware of her situation
as we are. Her tongue and pal-
are paralysis are also making
it very difficulr to understand
her words. She's getting visibly
fruscrared now and with her
right hand almost complerely
immobilised she has difficulty
in helping convey her thoughts
with Eand morions.

Brooke and I are now trying
to teach her sign language in
the event that she loses speech
altogether as well as her sight.
Hopefully she will never have
to use it but we are painfully
aware thar this might be her
only connection to the outside
world.

She already knows the al-
phabet A—E and knows the
signs for “mother”, “father”,
"tﬁank you'", “tree”, “thirsty”,
“hungry” and “proud”. We use
the sign for “proud” the most
throughout the day. Brooke is
teaching her rhe sign for
“bulls—t" so ar least she can
curse when she gets frustrared.
I don't think “shucks™ has a
sign.

I keep telling her that as

long as she keeps trying to tell
us things we'll keep working
to understand; that way we'll
never give up talking.
m Elena fell into a coma and
died peacefully in her sleep on
Day 256, 11 August 2007, at
home and surrounded by her
family. ©

Edited excerpt from
Notes Left Behind.
Reprinted by permis-
sion of the publisher,
William Morrow, an
imprint of Harper-
Collins. To learn
more about the Des-
organisation go to
notesleftbehind.
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