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=There may be no cure for ihe
sandition, bt over the Bast couple of
years wie harve seen Uhat a healthy diet
and lifeseyle chasgres can enhasce the
life expectancy amd #s qualing” says
Chattopadhyay, Traditionally, not
masy progeria victima live beyond
their early 20s. “We have been able
wo mainesin the children's welght
and enswre that the loss of bome
point width and skin-fold thickness
s minimal” g Dr Ajay Mukhesjee,
physsalogin and senior feseascher
with the project.

Bet, lide is ifar firom normal for the
boys, Hashes and bodls are a recur-
riog problem, while the total sbsence
ol Fat makes their besdies suscoptible

regular problems associared wink
old age such as osteoporosis, archri-
tis and pigmentation af the skin
BBareuver, they sre s fragile thag if
e fan s b Fall speed, it i deffieulr
for them to maintsin their balance
And they need help for even simple
activities like changing clothes.” s
Chastopadinoay
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Twinkle in
wrinkle

Despite advances in medicine, India's only
'progeria family' continues to suffer

By lisha Krishnss

Iver rwo pairs of protrading

alien-like eves unnerve me.

Oneafthe boyslaughs, reveal

inga secons row of unaligned
reeth. Somewhsere in the background,
1 barely hear the boys' mother, Razia
Khan, speak of the nightmarish life
the family was forced 1o lead a1 thelr
village in Chapra, Bihar; “The chil-
diren were calbed all sorts of namss—
bhoot (gheast), shaitan (devil) and
what not! Nobody wanted to talk
1o them. They used o sit locked up
within the house 4l day, no school,
o play, nothing.”

They are unique. They are scary.
And, at that point In time, just 100
chose for comfoe. Flanked by Tkramul
Khan, 22, ansd his brether Al Hussein,
11, im their Kolkata residence, | stneg-
e ok to nake my diseomBort obvi-
ouis. What 1 need is seme distraction,
1 devide, But there's just too much to
frail bodies with not an iota of fas,
thinning hair, weind-looking flagers..

After what seems like an eternity,
| muster enoagh courage to start o
pulste conversation. All isvivacious. In
o time, we pnchange views about thi
importance of a good pair of denims
i nee's wardrobe, *I don's quite fafcy
these formal trousers,” he says, refer:
ring o what be is wearing. He sounds
muee like the enthusiastic 11-vear-ald
that he is than the sexagenarian in
whrse body e hais boen trapped.

But thes, there's no agility in his

movements, rather a marked caution
n the wary he sits bn the chairor moves
slowhy actoss the corridar. His bones
e too britthe and joints too stiff,
severely impalring his movements.
Tkrasnuld Is reclusive, Hi speaks only
wiien spoken 1a, mostly in monosyl-
lables. He s yet to recover from a
depression he fell inso after the death
of his sister Rehana lust year, “They
wete of the same age group and were
really close. He probably knows that
e s mewt” says Razia.

Tkramul keeps dabbing his eyes
frequenily, “Is he crying® | ask. “Ne,
it's just that his eyes keep water-
ing because of his age” explains
Raria According to mwedical reports,
Tkramul's body is like that of an
#5-year-old's, Rehana was 23 when
she died o ‘natural death’ last year
and her physical condition was that
of a #0-year-old.

Bisal Khar, 45, and his wife, Razia,
40, hiadd seven children in afl, Five of
therm were born with progeria, which
Is characterised by premature ageing.
e died prematurely and amother
died of prcumenia 31 the age of 16,
Their daughter Sanjeeda, 20, Is o
progeria carrier and thelr younges:
child, Chanida, s heslthy.

Theonuggh the first cases of progeria,
which means prematurely old in
Greek, were identified more than a
oentury ago, only 48 cases have been
reported worldwide. More people
will camse 1o knaow of progeria with

the releaseof the Amitahh Bachchan-
starrer Pad in which he plays the role
of a progeria patient, Inerestingly,
Abhishek Bachehas and Vidya Balan
play the role of Amitabh's pasents.
The Khans are the caly family in
India where mose than one member
suffers from progeria. Uniil shout
skx vears ago, e fansily bud no clue
about their medical conditlon. “We
took the children e a bot of doctars—
from child spocialists o skin speetal-

ists and homoeapathy practitioners.




| But mo ome knew what the problem
wad, If someone had explained the
condition o uws, we woaldn't have
biad sa many children” says Bisul,
whi works as a securlty guard in
Keldkata, On msore than one oceasion,
the family contemplaned suicide.
It wats & chamoe meeting with pae-
diatrician Chandan Chattopadhyay
| at the Institute of Child Health
in Kalkata in 2002 that made the
Khans sware of progeria. Until then,
researchers had believed that the

codition was non-hereditary. But a
two-year shidy of the family proved
that progeria was actually an inheris-
ed and recessive conditlon, About two
v agn, the UK Chanmel 4 sired 2
docamentary on the family entitled,
Bochyshock: The 80-year-old childron.
Ateam led by Dy Chagtapadhyay ar
the University af Basel, Switzerland,
has been constantly monitoring
the progress of the family, Besides
understanding the intricacies of the
candition, researchers sre hopeful

that by studying the ageing process in
this unusual ferm they may pet new
insights into how osdinary human
beings grow ald

“These are children of average
intelligenes, in whom the sgeing
proceds is normal wp to the age of
seven. After that, it's a dowshilljour-
ney. Life zooms past in a fast forward
mode and soon they Andthemselves
grappling with old age” says Sekhar
Chattopadhyay. general secretary
i 5.8. Devi Charity Home, Kolkaes,







