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twins, and even a brother and a sister. How
come, a second MR child when the first was
an MR? Ignorance of parents, about the pos-
sibility of mental retardation, its prevention,
or the need for early intervention.

Mental retardation is genetic. If there isa
history of mental retardation in the family,
it islikely to recur. Especially when the mar-
riage is consanguinous. Even when delivery
is ata late age, the possibility of genetic
flaws can occur. Hence the need for genetic
testing to detect chromosome defects. In this
test the blood of the couple is taken and the
chromosomes are examined to detect

mutant chromsomes or other flaws.

This test costs around Rs 800 per couple
and it is being set up in Kochi now. Current-
1y the blood is sent to Mumbai by courier
and tested and the result communicated.

In the case of successive mental retarda-
tion, the next birth can be avoided through
amniocentesis. Amniotic fluid of the child is
aspirated and taken, and cells examined to
detect chromosome pattern. If a foetus is
found to be vulnerable to genetic abnormali-
ty it can be aborted.

In many cases brain damage is caused by
problems caused at birth like oxygen defis

child is subj
under which,

ty of a mentally retarded or

0 runs Shilpa along

“ d Dr Hari Mohan, has a
tS of fun with her children

es the parents have tolive

ted child. But early interven-

e ‘mean by early intervention?

ally not aware of mental
.child. Ifa child does not
or crawl, that child is suffer-
rm of retardation. Mental

an be diagnosed at birth if the

to a neonatological test
undergoes a complete neuro-

logical examination.
“Developmentally at-risk babies should
undergo sucha test. It should be followed up

atregular inf
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Parents need counselling as well. “Paedia-
tricians do not give time to parents. If a child
is mentally retarded, the paediatrician does
notdisclose it. He is ina hurry to go to the
next patient. He just soothes the parent, giv-
ing him falseassurance that everything
would be OK?, Prameela said.

Having been the mother of an MR she

should know,

‘What lends a horrific dimension to this
neglect is thefact that such children fre-
quently suffer from fits because of brain
damage. They are also prone to other illness-

esas their immunity power is low. They can
develop behavioural problems, like
tantrums. Knowledge of the pattern of
‘behaviour and counselling can help parents.
A mother should be taught exercises that
can stimulate the brain, especially in early «
childhood. “The synapsis between brain
cells or the neuronal connection is impor-
tant as it gives memory to the child. A child
absorbs 80 per cent of knowledge in the first
three years”. Shilpa School has over 40 chil-
dren, all collected from the impoverished
neighbourhood, to be given behavioural
training and physiotherapy and when the
retardation is minimal, occupational thera-
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IGHT a candle, says an

adage, rather than cursing

ithe darkness. Six years ago
Dr.Prameela did precisely that.
She lit a candle when her life
was left in the abyss of
darkness, following the untimely
death of her child, Ms. Shilpa.

Today, the candle she lit has
not only dispelled the darkness
from her life but also sheds light
on many grappling in the dark
to fiixd a ray of hope for their
mentally challenged children.

For the families of more, than
75 mentally disabled children
hailing from Palluruthy and its
neighbouring areas, the candle
she lit, an NGO she and her
oncologist husband started in
memory of their deceased
daughter, Ms Shilpa, still
remains a beacon of hope.

Baby Shilpa was the first child
born to Dr. Harimohan, 41, and
Dr. Prameela, 38, a
Palakkad-based doctors couple
settled at Palluruthy in Kochi. A
beautiful little girl born with a
congenital ventricular defect
(hole in the heart), Ms Shilpa
suffered frequent attacks of fits
right from her birth. As the days
passed by, the Harimohans
realised that something was
crucially amiss with their child.
She could not cry, turn around
or crawl. No one-could tell them
what was wrong, Finally, an
expert diagnosed that Ms Shilpa
was severely mentally retarded
with an 1Q below 20.

“Prameela refused to believe
it at first"; recalts-Dr——
Harimohan. “But, we had to
accept the shocking truth and
we began our uphill quest to
make Shilpa as normal as any
child,” he says.

Dr. Prameela gave up her
medical practice and spent six
months working intensively with
Ms Shilpa in Velloor. Back in
Kochi, she put her child in
Raksha, a special school for
mentally retarded children in
Kochi. Dr Prameela spent her
whole day looking after her
daughter and other children at
Raksha. The special schooling
helped Dr Prameela turn Ms.
Shilpa into a story of triumph.
Ms Shilpa showed signs of
improvement and could say a
few words. She, at the age of
four, began to walk on her own.
However, her heart condition
emained a growing threat.

The Harimohans took her to

he Christians Medical College
n Velloor for an open-heart
iurgery. “We still remember
w~hat a senior doctor at CMC
old us,"” says Dr. Harimohan.
‘He simply asked us, ‘why do
you want fo spend money when
jour child is a hopeless case?’
For them, a heart surgery on
Shilpa was not cost productive’’,
cues the doctor.

But they never gave up. The
successful open-heart surgery
conducted by one of India’s
leading cardiologists, Dr Cherian
corrected Ms Shilpa’s ventricular
defect. However, increasingly
frequent bouts of fits haunted
her. At the age of 11, after one

daughter were never forgettable.
She decided to mitigate the
untold plight of mentally
challenged children destined to
suffer in silence. On the first
death anniversary of her
daughter, December 1, 1996, the
aching sense of loss she left
behind blossomed into ‘Shilpa’,
the society for mentally
handicapped.

Started in a small way at Dr
Prameela’s house, with three
children and one teacher, with a
mission to provide free, selfless
service to the mentally disabled,
‘Shilpa’ today has over 75
mentallK challenged children
and eighteen staff, including six
specially trained teachers, two
full-time physiotherapists, two
ayahs, one hand master, dance
master and driver, all housed
under the society’s own
three-storied building built last
year on an eight-cent plot at
Palluruthy. Registered as a

—charitable soclety in 1997, -
‘Shilpa’ has a well-equipped
special school, an early
detection and intervention
clinic, parents’ counselling
centre, vocational rehabilitation
centre, and a centre for
physiotherapy, speech therapy
and occupational therapy. Today
parents of mentally disabled
children from far-flung areas
have begun to pour in. Little
surprise then, that ‘Shilpa’ too
has a waiting list.

“The beginning was not so
easy,” recalls Dr. Prameela, who
has undergone special training
on mental retardation at CMC,
Velloor. “Initially the
like-minded parents who shared
our plights funded according to
their financial abilities. Then we
got sponsors for some children.
Now we survive on occasional
donations from rich
individuals”.

But starting from scratch how
could she construct a three
storeyed building? "For a better
cause, help comes from
unexpected corners,” says Dr.
Harimohan. “Recognising the
society’s mission many good
people helped us in meeting the
cost of land and building
construction,” he says. A
German priest who came to
know about the society donated
Rs 2 lakhs for its construction. A
Parsi philanthropist and a
Chennai-based businessman
also helped the society to build
its second and third floors. Help

also poured in by way of
Sl A T A A R

an 1Q of a nine-year old. Every
morning she forces her mother
to take her to Shilpa, says her
mother. “She enjoys the
company of her friends here”.
The child’s condition has
improved a lot ever since she
began to attend training at
Shilpa, she says. “Last month
she had her first period,” says
Dr. Prameela. "Her mother
spent here the whole day
crying”. To cope with adulthood
issues, ‘Shilpa” provides toilet
training to its grown up
students. Thirty-eight-year-old
Ms Leena from Perumpadappu
is a bubbling mentally
challenged student with an IQ of
13-year old. Busy making covers
at Shilpa’s vocational unit, she
enjoys talking to others despite
her stammering.

The money they all earn
working at Shilpa's vocational
units is divided among them.
“They all get a share of it. The,
balance is used for taking them
to the movies and picnics,” says
Ms. Sudha, 38, a teacher from
Perumpadappu.

Of course, Dr. Prameela takes
them for weekly outings. And
Ms Leena could remember the
name ‘Veegaland' she visited
recently. Mr. Danesh, 18, Mr.
Rafeeq, 20, are friends working
in harmony at Shilpa’s
vocational unit. To take care of
these innocent victims of fate,
Shilpa has a dedicated team of
staff working with sheer sense of
selfless motivation.

Shilpa’s early detection and
intervention clinic screens
infants with suspected
abnormality. It brings such
children to the clinic at regular
intervals and provides early
stimulation programmes
including physiotherapy. *

‘Barly

intervention can definitely
improve the condition of
mentally retarded children,”
says Dr. Harimohan. “Eighty per
cent of brain cells’ growth is

o

completed by three years of age.
Hence early detection and
treatment can improve the lot of
such children,” he adds.

But how can the mentally
disabled be detected at an early
stage? According to
Dr.Harimohan, if a child does
not cry, turn over or crawl, its
development can be suspected
to be abnormal with some sort
of mental retardation. They can
be diagnosed early if subjected
to a neonatological test in time.

Today, the causes of mental
retardation are not entirely
clear, However infection during
pregnancy, birth traumas like
oxygen deprivation, medicines
for seizures, head injuries;
consan%uineous marriages and
genital factors are said to be its
possible reasons. Shilpa also
conducts social awareness,
seminars and researches in this
field. But in spite of a well
equipped building today
Dr.Prameela is a sad woman.

The organisation today
survives on a meager fund from
sponsorships alone. According
to Dr Prameela the society has
57 sponsors who pay Rs 2,000
each for a child’s annual
sponsorship. With no other
income the society finds itself
on a sticky wicket, unable to pay
its staff's salary. “We dont know
how we will keep this going,”
she says. “We knocked all the
doors for a government grant. In

fact we're eligible to get a grant, ™

at least, to meet the salary of
our staff but no one is
listening,” laments Dr.
Prameela.

According to her, a request for
a grant was submitted to Union
Minister, Mr O. Rajagopal some
time ago. Though he promised
to move the Ministry nothing
has materialised till date.
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American Naval
interlude in Kochi

AWAZ WAS most

thrilled to see’so

much activity

around the school
and his friend Tony could
not help teasing him. Priya..
told the doctor that her hand
is quite all right now but her
mother’s blood pressure
needs to be checked.

These children from the
Shilpa Society for the.
Mentally Handicapped at
Palluruthy were delighted to
receive their guests from
America. About 30 U.S. Navy
sailors from the USS Sides
(FFG-14) a warship which
has docked at Kochi, came
for a community interaction
to the school.

As a gesture of their
participation in the school’s
activities, ‘the sailors offered
to paint the swings and
other railings which needed
paint and helped the school
in shifting the equipment
around for reorganising and
some renovation which was

Helping hand.

being undertaken by the
school.

The US Navy sailors got
paint from the ship and
painted the swings blue, red,
yellow and white after
scrubbing these with sand
paper. Some were seen
cleaning up the premises
while some took up the job
of shifting the equipment
around for reorganising,

For almost all the sailors,
India was the land of Gandhi
and Mother Teresa. The
interaction with local people
was most interesting for
many felt it is a different
world here.

Brad Walker from Chicago
wants to take home some
small sculptures of the
interesting Hindu Gods he
saw here. “You know, the
one who has an elephant
head and Shiva”. He said
he's happy to participate in
this school's activities and
will remember the people’s
friendliness here and also the

hot climate. Mr. Walker
wants to take home some
spices and spice oils too.

David Dagostino from New
York felt that he is happy to
have come to India. On the
ship for about 10 years who
has been to most of the
Asian ports, Mr. Dagostino
said he loves the ‘“chicken
curry” here. Victor Tapia
from California echoes the
same sentiments about
chicken curry. So do many
others who felt it is hot like
the climate but most
enjoyable.

Mr. Tapia would like take
home some jewellery for his
wife. He had been collecting
these small trinkets from
every place he visits. “I
joined the Navy because it
takes you around the world,”
he added.

Bob Stokes says that it is
good to visit a place which
is historic. Jorge Paz from
California with Spanish
lineage feels that people
generally look happy and
cheerful. Mr. Stokes felt the
same. “It is a different
culture altogether”.

Khammay Norkeo from
Dallas, who is originally from
Laos, was working diligently
on the railings and felt
happy that he could
participate in a programme
like this. For him India is
quite an alien land.

The school which has 115
students on its rolls and 15
staff played the school band
for their visitors. Returning
the gesture the Americans
sang “Acres Away” and their
national anthem before
joining in together for saying
“Nanni”.

Dr. N. Hari Mohan and his
wife Dr. Pramila had started
the school in 1996 in
memory of their mentally
handicapped child Shilpa
who died in 1995 at the age
of 11.

By Shyama Rajagopal
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brings to a family is at times

devastated when the child is not
ormal. The future of such children
s bleak in the past, but times have

ed and today the revolutionary

ncept of early detection and
ition of disabilities holds a ray

f hope in giving them a better quality

THE HAPPINESS that a newborn
b

Developmental delay includes a
vide spectrum of conditions, which,
n one end, involves at risk (of
leveloping future disabilities) babies
vho could become normal with
yroper and timely intervention, to
‘hildren with severe mental, physical
ind sensory disabilities (deaf and
jumb, blind, mentally handicapped,
cerebral palsy, etc). The big question
s, why does all this happen?

Causes vary from hereditary, and
genetic conditions, to infections and
abuse of pregnant women in the form
of harmful drugs, radiation and at
times to severe stress and
complications during delivery that
deprive the child of vital oxygen or
nourishment, and later after birth, by
head injuries, malnutrition and
infections.

Tests like karyotyping, amniotic
testing can, to a certain extent, predict
genetic malformations, and genetic
counselling for ‘at risk couples’ helps
in prevention, but in a country like
India, with rampant poverty and lack
of sophisticated equipment, such tests
are a luxury and for a chosen few.

Modern medical advancement saves
many a child born premature and
with multiple problems, but has this
contributed to an increase in children
with developmental disabilities? The
present concept is to start
rehabilitation at the earliest for
maximum benefits for ‘at risk’ infants.
. Barly intervention provides
educational, therapeutic, preventive,
and supportive services for children
with developmental delays and
guidance for their parents. “The early
period where the brain is receptive to
a positive change is called as the
critical period”, says Dr. Premila, who
has done a post graduate diploma in
Early Intervention.

She also runs the Shilpa Special
School in Cochin (Email ID
~shyammenon@eth.net), started in
memory of her daughter, 6 years ago.

earlier, the better

There are four major milestones in the development of a
child’s faculties. If, for any reason, they do not occur on
time, the child is at risk of lifelong disability. Early
detection and intervention can go a long way in
correcting the situation. In fact, there is hope in it for the
child and the hapless parents. DR. HARIMOHAN dwells
on this informative aspect in mental health.

She adds that 75 per cent of brain
growth takes place in the last three
months before delivery and first two
years of life, when there is intense
activity in the brain. This is the period
where interconnection of neurons
takes place, which is facilitated by
stimulation of the cells by experiences
from outside.

It is called plasticity of the brain ie.
the brain can be moulded by external
experiences. Millions of neurons,
when not stimulated by experiences,
wither off and most of us are leading
our lives as intelligent beings with a
mere fraction of the cells we would
have had.

Early intervention for children with
developmental disabilities is based on
this fact that stimulatory experiences
at an early age will help the child have
a better functioning cells which could
compensate for the damaged ones. In

children with cerebral palsy, abnormal
and exaggerated muscular activity
could result in permanent disabilities.
If proper intervention is given during
this period, it can be corrected before
permanent deformities result.

Nature is what brings a child to the
world and nurture is what affects him
after birth. Professor M.K.C. Nair,
Professor of Paediatrics and Director
,Child Development Centre,
Thiruvanathpuram Medical College,
who has been doing pioneering work
in this field for many years and is an
authority in the field, emphasises the
importance of timely detection and
intervention.

Any delay in the four important
milestones of normal development
like, 1. Smiling (by 2 months), 2.Neck
holding (by 4 months), and 3. Sitting
independently (by 8 months) and
4.Standing alone (by 1 yr) should ring
a bell and the child must be assessed
by an expert.

‘At risk’ babies are given

intervention by visua (colour, light)
auditory (musical toy, cooing, talki;
mothers, and recordd voice), tactilg
(cuddling, massaging and rubbing)
and vestibulo- kineti stimulation
(sense of balance, lik putting on a
balance board, watened etc.)
methods. Prof Nair stesses on the
need to develop a prventive strateg
through adolescent ad prenatal cai
Dr. Abraham Paul, pediatrician,
Cochin Hospital agres, and says th
even learning disabily (a condition
backwardness in schol going
children), which is uaally detected
after the age of 4, caibe improved
early intervention. e ;

With the increase {detection of
developmental disabities the need
earls in every
district is an urgent 2cessity. At
present, parents of ahild with
delayed developmentun from pilla
to post for guidancend help. Quac
exploit their helplessss and promi
wonder cures, whicteads to waste
money and time, un it is too late,
Intervention by corrtion of visual,
auditory and motor (uscular activ
senses prevents furtlr deterioratior
and helps the child trespond bette
to external stimuli, vich in turn,
enhances their faculs.

“Devika used to julie down and
could not crawl at 9pnths. After ¢
months of physiothepy she can n
walk independently.er vision has
been corrected by les and sh
is a happier child ncwith better
social acceptance”, s Darshana,
Murugan, whose dauter never cri
at birth and had deled developme

She is happy abouer child’s
progress since last yt and a half.
Kartika, a one and allf year old w
slow progress, showgreat
improvement after tely interventi
Lishma, Sando, Joel,ay, and other
children of the earlytervention ur
of Shilpa special schl have benefi
much. $

C.J.Kavi, who is a ysiotherapist
Faith India, Puthenc, emphasise
the need to spread tword on eatl
detection and intervion among
society at large. Whaer be the
faculties, an infant iorn with the
concept of early detion and
intervention can go yng way in
helping the mentallyallenged.
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‘Oppana’ to near

perfection. Later, when
six of them danced to the tune
of ‘Chingamasam vannu
chernnaal...,’ a peppy film
song, they had everyone
gathered in the hall gazing in
virtual disbelief. A fancy dress
show was to follow. There was
Lord Krishna, who looked a bit
irked with all those attention
he was receiving, a Punjabi
couple, not dancing ‘balle,
balle,” for a change perhaps,
and a tennis player, with his
racquet on stage. And then,
Hanuman, Ravana and Sita
were the main characters of a
ballet that followed.

Well, everything that is
customary in a school’s annual
day was there on stage. But the
difference was that the
performers were the mentally
challenged students of Shilpa
Special School, Palluruthy.
They were celebrating their
sixth annual day. And the
children, who perhaps had
special minds and bodies,
proved that they had the
potential to entertain,
presenting their talents and
capabilities.

Noted drama director
Dharman Master who had
trained the students to perform
in the ballet titled ‘Bhakta
Hanuman’ was evidently
delighted to do so as his
students were “almost as
enthusiastic as any kid of their
age.” "I was not that convinced
at the beginning when some of
the students did not respond
to my directions well," he says.
"And.a few of them reacted
violently when they were not
comfortable with the
proceedings.” He had
rehearsed the students for

Something
really special

almost a month. the director
feels that the toughest part for
the students was to recollect
the lines. Most of the students
could not pronounce the
dialogues legibly either. His
eyes tend to get moist on the
mention of a girl who was
aged thirty but had the
mental growth of a four year
old. One of the students could
not sit properly. The hands of
another were stiff and could
not be moved well.

"But they really amazed me
with their timing," smiles
Dharman master.

Of all the students, he felt
that the boy who enacted
Hanuman’s role stood apart.
"Ravana was also really good,"

Pics. by Vijay George >

he smiles.

To make it easier for the
actors, the dialogues were
recorded earlier and they were
only needed to concentrate on
their lip movement and timing,
which they did much better
than everyone had expected
them to. They were particularly
interested to enact a
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mythological theme.

"I was sure that the children
are going to surprise everyone
with their performances. I
could sense it from the interest
they had shown while doing
the practice sessions," he.
explains. And he remembers
with great satisfaction that
everyday the children received

him happily. "I am going to
‘miss all this for a while from
now”, he says.

Dance master Rasheed and
music teacher Thresiamma,
who were also actively involved
in getting the students perform
on that 'special day’, feel that
the children are happy to "take
the efforts when they are made
to feel important".

The school, started by Dr.
Harimohan and his wife Dr.
Premila, in memory of their
daughter Shilpa, have around
120 students now. The couple
is fully involved in the
functioning of the school. The
teachers, the well wishers who
trained the students for the
various activities, and the
driver of the school van, who
has never been on leave for a
single day, were commended
for their efforts in taking care
of the children in the school.
According to some of the
parents, there was considerable
improvement in the response
of their wards after the training
imparted to them in the
school.

The packed hall assembled
to witness the children
exhibiting their talents could
be an acknowledgment to the
efforts taken'there.

If the kids felt elated at the
end of the day, they had every
reason to be so. It was a day
when they behaved just like
any other child of their age
and everyone who watched
them perform felt touched.
And one thing was for sure,
anyone who watched them
there, would névet-complain
about what one does not have
and instead, feel privileged just
for being normal. M
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