Working together with differences intact




As an act of solidarity, on the 14th of November ‘98, as SSNI turned twenty, students, family
members, staff, volunteers and well wishers got together to create a family tree. Each one of us
depicted, with a thumb impression, the reasons why we are here. Different colours were chosen to
represent the different reasons :-

Light orange : Spirit of togetherness, trust and joy
Dark orange : Dynanism and openness to change
Yellow : Sense of service and giving

Green : Practising deep rooted values

Dark Green : High professional standards with development of self potential
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The reality and the vision represented by the Spastics Society of Northern India today is a
result of the dreams and the sheer hard toil of the growing band of people who made this Society
an articulation of their mission.

The SSNI was started by a handful of people, filled with a need to work for children with
neurological disorders. As the years grew, their vision expanded. From the initial aim of reaching
specialised services to persons with cerebral palsy, today it encompasses the aspirations, needs,
rights of the persons with disability, it recognises the right of self-advocacy.

What started as a school has become a movement. And the small group of individuals has
grown into a veritable army of revolutionaries.

Essentially, the SSNI is a kaleidoscope of people, representing different ideas, different ap-
proaches, different disciplines. It is an institution built by the people, for the people. It represents
the poet's dream of a society where people co-exist and flourish in peace, working together for a
common objective with all their differences intact.

The 20th anniversary of SSNI was thought to be best commemorated by SSNIPPETS as a
celebration of people, a celebration of the true spirit of SSNI.

The following pages seek to represent the different experiences, the different perceptions,
the common vision shared by SSNIANS, as all of us - connected directly or indirectly with this
living body - call ourselves. With malice towards none and the ability to laugh at ourselves firmly
in place.

Editor
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How it all began.....

In November 1978 services in Delhi were first launched
under the umbrella of the Spastics Society of India, Bombay.
It was a daunting challenge. Four trained dedicated women,
amongst them Mita Nundy and Minu Jalan, did an immense
amount of leg-work: the initial public awareness-raising
through medical conferences; the locating of 16 cerebral
palsied children through posters in rehabilitation
departments in hospitals, word of mouth, announcements
in different geographical areas of Delhi using megaphones;
finding suitable premises; raising the necessary funds for
equipment and transport; applying for grants for capital and
recurring expenses; finding trained therapists.

A 4-bedroom flat in Safdarjung Development Area
served as our premises for the first 5 years. The number of
admissions grew by leaps and bounds. The bedrooms
functioned as classrooms, the drawing and dining rooms
became office space, the kitchen was the speech-therapy
room, the garage was for physio-therapy, a bathroom served
as a store. Later, a shack put up in the aangan served as the
occupational therapy room. Gross motor activities spilled
onto the driveway and the small patch of lawn, and later, to
the park across the street. In the five years we spent here,
our numbers grew so much that the Home Management
Programme was slated in the afternoon shift. Meanwhile,
the Dayalpur Rural Project had already been launched.
Necessary staff-training courses were conducted in borrowed
premises of NCERT. It was a time of such dizzying growth
that Bombay suggested we register as a separate Society. In
1982 we were formally registered as The Spastics Society of
Northern India.

Simultaneously, an energetic drive was initiated, not
only to fund the recurring and much-needed capital
expenditure (such as vans), but also to find land on which to
build a centre. We found that our work and the children’s
achievements evoked in everyone who visited the centre a
great desire to help. Thus, Delhi Administration generously
granted us a 1.25-acre plot of prime land in Hauz Khas, with
an adjoining 0.75-acre area designated as ours to use
specifically as a playground. When we despaired of raising
the large resources required for building purposes, friends
raised unexpected large chunks of money for us. Rs. 5 lakhs
was donated by Kuwait-based friends, Aruna and Ghazi
Sultan, Rs. 13.5 lakhs was unexpectedly gifted to us by the
Sheikha of Abu Dhabi who attended a bazaar organised by
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Children laying the first bricks in the year 1983

Nasima Aziz, the Indian Ambassador’s wife. (The modest
purpose of this bazaar had been to raise funds for a van!)
NORAD granted another Rs. 12 lakhs, and with this corpus
we began the first phase of the building.

In 1983, on Baisakhi day the construction commenced
with a bhoomi-puja, followed by some children laying the
first few bricks. By the summer of 1984, in record time, we
had moved, lock stock and barrel, into our new premises.

Anita Shourie
Staff member
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The green room supporters

Itis 20 years of SSNI - a lot of hard work and dedication
put in by hundreds of people who have worked or are still
working at SSNL

There are, however, many supporters who by choice
remain in the background. Behind every successful staff of
SSNI stands a tolerating and supporting spouse,
understanding sons, sons-in-law, daughters, daughters-in-
law, thoughtful in-laws and parents accommodating
grandfathers-in law and ever obliging friends.

This article is dedicated to those ‘Green Room’ people
without whom the show would never have gone on, and,
the staff drop out rate would have doubled.

Their support starts at the time of the nerve-racking
yet challenging BDT and TTC course. Not only obliging by
numbering pages or colouring pictures of various kinds,
the family is generous enough to disappear on Sundays so
that “Mummy dear” can finish her reading,.

Renu Singh, (batch of '96-'97) is ever grateful to her Man
Friday for holding the family together and providing hot

so that he would be there when their kids got back from
school. Taking elderly parents to the hospital was done by
Nirmaldi’s husband since she could not take off . One
husband who deserves special mention is Bharathy’s who
was left high and dry on their wedding anniversary this year,
while Bharathy went off for a night vigil for solidarity on
disability issues.

All our families have heard each and every detail of
the children of SSNI, be it Mithul’s swimming, Divya’s
success in learning French, Mithun’s volunteer problems
or Anand Deep Singh’s wheelchair-bound mother whom
he had to take care of. I don’t think there is a single family
who does not feel emotionally involved with our kids.
Sanjuktadi’s husband had tears in his eyes as he listened
to the plight of a fatherless child with CP. It is his
encouragement and appreciation that has helped
Sanjuktadi to relearn driving at the young age of 58 and
now she proudly brings their ca r to school every day.
Well done! Age is certainly no barrier to learning.

meals while she attended long lectures.
Sonali’s (batch '94-'95) husband would
drop her every morning from Gurgaon
and then drive back to his place 5 km
beyond Gurgaon. What stamina!Vinita
Rawat (who, incidentally, completes her
20 years with S55NIin "99) gave her usual
wicked grin and said that for years she
has hogged all the credit for doing up
the stage at every fund raising event, yet
itis her husband and son who do all the
actual running around to the various
tent houses and florists. She recalls an
incident when her student Hemant and
his family were caught in a fire 11 years
ago. It was her son Suneel who sat
holding Hemant’s hand while Vinitadi
was with his mother. Nirmaldi recalls
not an isolated incident but the
everyday support of her husband and
family. He adjusted his day and work

Now, Bahadur Bhaiya, Chandadi and Veeravatidi need




special mentioning. They too are about to complete 20 years
with SSNI. When they joined years back they were offered
jobs as domestic help with hefty pay packets. Yet they stuck
out with the sum of RS. 150/- pm. As they put it - “These are
our kids, we cannot abandon them.” Were they not depriving
their own families of certain necessities, maybe a few
luxuries? Their families supported them and stood by them
because they believed in their cause. The same sentiment is
echoed by Ghansham Bhaiya and Vidyasagar Bhaiya - the
two drivers - and Nandlal Bhaiya who works as a carpenter.
They give all the credit to their families and despite their
pay being low their families have never cribbed, allowing
them to pursue their dreams and aspirations.Abig thank you
to all the families of helpers, drivers and carpenters who may
not get the same recognition as teachers and therapists from
the outside world. Yet, their families made the same, if not
greater adjustments.

It is this commitment to the cause that helps therapists
Mansoor, Sudesh, Rohit, Kalicharan, Sandeep and Ranjan to
keep going. Sandeep, who is married, stays on the S5SNI
premises away from his family. Sudesh’s wife willingly took
a dip in the income and waited patiently for her husband to
complete the BDT course to fulfil his dream. I wish she had
come to the convocation to see how proud we are of her and
her husband. Hats off to all the mothers-in-law who manage
the house, or cook and pack hot meals for their daughters-
in-law, look after grand children or grand teenagers. Bhawna
talks of her téte-a-téte that her mother-in-law and she have
every evening over a cup of tea. All joys and sorrows of the
day at their respective jobs are discussed. Bhawna proudly
told us that it was her father-in-law who had arranged a
visit to the ice cream factory for the CSE children. [ hope you
had a cool time, kids.

“Mom, you are never here” is a statement mothers have
to hear constantly. However, kids also say - “Don’t worry
about me - I will take Crocin. You must not miss school as
yours kids will suffer”. Duplicate toys, colour pens, books -
yes, the kids know where they all go to. Their mother 's kids
at school. Their families have got used to statements like -
“My child, my child’s father does not have a job, my child’s
mother is seriously ill, my child has had a baby brother ??7!!”

Anita joined SSNI as a volunteer 5 years ago. Today
she is an assistant teacher. She comes from a family where
daughters are not encouraged to work. Now her father is so
proud of her and her work that he feels that she should
continue in this line. Smiling shyly she said her fiancé also
did not object. In fact, he feels proud of her work. Renuisa
special educator at Dayalpur Project near Faridabad. Her
home is at Ghaziabad. When I asked her about the support
given to her by her family, she thought for some time and
then said - “My God, T had never thought about it. It is taken
for granted that my husband and brother will drop me at
and pick me from the Ashram Chowk at whatever time
required so that I can catch the school van. They have
adjusted their day so that they can pick me up at odd hours.
Both men and my mother-in-law are not demanding and in
fact help me around the house quite a lot.” When I had
spoken to Renu she was being dropped at 5.30 a.m. for a
week for a special workshop at Dayalpur.

Rachna Sharma joined as a secretary a month after her
marriage. Initially she was very disturbed to see our kids
and wanted to resign. It was her husband who told her not
to feel upset but appreciate the children and their parents.
She is still going strong and is soon going to be the mother
of their second child.

Friends also need a big pat on the back - their support
comes in various shades - from volunteering at school, to
buying SSNI cards to giving donations or sponsorships.
Relatives visiting from outside or abroad know their mother,
sister, brother, aunt, sister-in-law cannot take off to show
them around - well, they accept this and are still proud of
us. God bless our extended family for their evergreen
support!

Madhumati Bose
Staff member

P.S. Iwish I could have written about each and every staff member’s

family, since we appreciate every gesture of solidarity - but lack of

space, time and energy prevented me from doing so.




Chanda didi remembers...

When I came to the Spastics Society for the first
time, (in 1980) my heart was a little disturbed. I saw
all these children and thought to myself ‘God, what
have you done to them?” On the second day, Mita
(Nundy) introduced me to the children. My body was
rather heavy, I was very fat then, and all the children
started laughing.. They said,’What is this person going
to do to help us?” When they said that, I told them,
‘Don’t you worry, I'll do everything you want.” I picked
up one child and helped take him to the toilet. The
children were surprised.

In those days, the school was in someone’s house
and we only had one van. So we had to take taxis to
transport the children to school. I got so attached to
them that at night I couldn’t sleep properly, thinking I
might be late and no one would be there to help the
child get out of the taxi. The children were small, and
we used to take 8 or 10 at a time in the taxi, because it
was too expensive. [ had them on my lap, and
sometimes they would accidentally ‘toilet” in the taxi,
and my clothes would be dirty. But didn’t bother,
and just waited to the end to take the child into the
school.

The work was easy then, but it was hard to
understand the children’s speech. It took a long time,
but as I came to know them I started understanding
what they wanted. There are some who speak with
gestures. Others speak with their eyes.

The school has grown much bigger now, and the
children are bigger too, so there is more work and
heavier physical labour. I have been here for 18 years
now, and as I get older, I wish for some financial
security when I have to retire. But these have been my
best years. And now, when there are new staff
members, [ help them understand how to take care of
the children. They are my children. Whatever needs
to be done for them, I do with happiness.

(As told to Renee Burgard)

Our “Chanda didi” who has worked here for 18 years
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