Trapped in
a body that has

failed

CHRIS BARRON

HIS eyes are alive with humour
and lig bul the ragt of
him Is, for all intents and pur-

pases, dead.

Except for lis band, which he
can barely move — just enough
&npa.tn.ta.tlz’lterxa{th:;l;hm
printed on a plece of board
on his lap. Commuriicating this
weay is agonisingly slow.

His month hange open Bvery
now and then he tries to speak,

diagnosed with motor neuron
disease is pathetically little, but
evel this s slippng away al-
musl a5 one watches
Justin Varian, 58, lived for
wtﬂepluyedmdy%
petitive tennis un 2
thelikzsntﬁmgwm-
o finalist Kevin Curren.
He didn't bave the discipling
or focus (o turn

nie and swimming n th
and early ‘908 He and his dou-
bles i ;!'I‘! I-:nuwuhn
mmg and Smokey Robins
son, he says. His nicotine-
atained leave po doubt
aboul who Stiuley wa.

1l was born in Johannesburg
and attended Bishops in Cape
Town for deveral yoars. [t wos
an uneasy ft and be matrie-
ulated af Woodbihilge College
cutside Purt Hlizabeth, whare
b learmt rock olimbing, swam
for tha provincial schools tearn
il worked a3 3 lifesaver

After leaving school, he be
came 4 bramee wlectrician and
mhmmn_m gﬂm the Sonth African
Navy i) VEATS.

:Kemards he worked as a
buyer in the fpotwear business,
@ sports and suciul manager ol
Sun City and & general handy.
man His choioes of work, and
indeed love (he had many girl-
Triends bul redisted marriagel,
were informed by a fear of com-
mitment and a refusal to com:

VITAL SIGNS: Justin Varian led
a life of vigour before he was
struck by a nerve disease

They allow
| abortion. But
 don't allow
people like me
to decide when
I want to die

promisge his independence.

The only resson he worked,
he says, was fo make enough o
tndulge his passion for travel-
Ting anil m{:anlﬂnni‘l‘m%

- Ve years
Ml.'n‘m and Nepal. For &
while he lived in Hong Kong.
where s girifriend was a pro-
fessional dancer He climbed in
the yas and the Atlas
anm_f.aim in Ill:nmlc;n‘ and

ungee fumped from the 216m-
b Bloukrans bridge, the high-
Jump in the workd.

Although he pever drank, he
loved parties and being with
friends, he says He was gre.
garious almost (o o faalt Never
could stop alking The soul of

its owner

party, say his friends.
Tennyson's eg, he
‘was determined to life to
the Jees.

Four yewrs sgo he had what
appeared to be a stroke but was

His hospital plan dossn't cov-

&r him for motor neuron dis-

cage. He relies on his brother

thoroughly liquidi i
mﬁsgeuu il

e thought of not heing ahle
ta hreathe on panic at-

tscks which paralyse him so
that he really can’t breathe. He
has to foeos his enlire heing an
controlling the panic enough to
Lake a breath, and then another,
wintil composure retarns

The worat thing about
up in realising ha s siil alive

“I ghress out when | wake up
and kmow | am sl alive” he
says, his chopstick moving fee-
bly from letier to letter “T've
had enough.”

What is the hardest thing for
him. { ask

Under the letters of the al-
phabe| is the word “tailet” This
saves him having to spell il out
Lo hig earer when he needs to go.
He potnts Lo,

“Loss of dignity the hardest
for me," he elaborates.

“No secrets. No privacy ™ Af

HEAVY WORDS: Justin Varian uses a list of letters to communicate

ter a pause the stioh moven
sgain “Lonely, Isolation.”

Priends come arownd, but be
couse of the conumunicailon
barries thair visizs only enhanes
his sense of isolatlon,

He hos had enough, he saye
He wanly to die

“My body 15 of no use lo me
Useless. | am tired of being mis-
erable”

Varian nursed s neighbow
who alse had motor neuron dis-
ease, so he has no dlusious
about the road ahead He h
decided to preempt i
evitable and ivave the
lived so fully, on ¥
while he can stili comar

I stress out
when | wake up
and know tam
still alive. I've

had enocugh
New Zealand-born professor of
biota and founder of

B SA, to assist him.
sted mwicide s illegal In

South Africa. A court judgment
I May this year which allowed o
doctar to assist & terminally il
man to dis 18 being nppenked by
the government

Vartan's eves fauh angrily.

0! allow sbortion. Byt
don't allow people like me to
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du&nﬂd%w!mu | want to dic.”
ag notime for argumaents
AgRins assisted dymg.

‘;llic! e rr’;lue can % off
and get o lifs," he sayn

He doesa't believe in God or
an aftarfife. “There eonld be |
ot know ~

What if Davisan ends up fac-
ing & murder rap like he did in
New Zealand for i ter-
minally ill mother to die?

“Sean must think aboul it
suys Variay, “f den'l want any-
thing Lo bappen to im. Tle his &
youmg family "

We say goodbye. His eyes
amtle “1 hape you understand
iny feelings,” he saye.

Wive days fater he 18 dead
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