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for you all
Wouldn’t have written this,
But for you, Badshah, my son
Thank destiny for it, and you,
One, just one – and only one.
And for you, Princess,
The promised fiction, upon I’ll swoon
Get you the long-awaited doonikul*,
I swear – very, very soon.
On arduous life, weak and weary,
When no song we ever heard
Your hope and faith, Bulbul,
Thankfully is – what I heard.
*Doonikul: Kashmiri name for a walnut tree

PREFACE
This is the first book of its kind in India, which sets a direct tone with
parents of children with special needs and guides them such that can relieve
them of their anxiety.
It is a long story about why I wrote this book. But that would need another
book to tell. If I am destined to, I would. If I don’t, let’s hope someone else
would eventually write one on a similar story. By someone, I assume a parent
of a child with special needs. They only know what it means to raise a child
with special needs, and at times, how difficult and desperate it can get.
Particularly in a country that has no appropriate mechanism to guide
such parents away from fear and anxiety; so compounded by each passing
day that more often than not the domestic clutter that follows begins to take
its toll on almost everything else – their personal life and health, their social
life, their sense of security; both for them and their child, attention towards
the second child, personal and family mobility, and participation in family or
community oriented gatherings. Then, as if it was not enough, there are these
volley of questions from a society which is grossly ill-informed about problems
faced by this population group.
This is just the tip of the iceberg. You only need to be the parent of a
special child or a well-wisher of such a parent to understand the anguish and
pain. The pain is immense, and if not handled well, it can turn into a ticking
time bomb of grief, sinking both parents into an abysmal state of emotional
upheaval. This, in no case, should happen – as you are not alone.
Out there in this small world, there are 93 million plus children who
have special needs. But, they have special parents, too. Special because destiny
very well knows the resilience of a parent in whose lap such a child it brings.
Affirmative attitude and patience are the keys to bringing up and caring for
such children. If you as a parent wouldn’t, who would? You have a greater
responsibility to shoulder than an average parent.
I started meeting such parents in 2009. Most of them were initially reluctant
to speak; many whom I meet now, are still – a scenario that must change. If

such parents don’t speak to each other or with parents who do not have
children with special needs, how can the latter be informed about the needs
of such children, and even the needs of such parents.
In an inclusive society, everyone must know; because keeping children
with special needs in isolation is further damaging their physical and mental
health. Never do it.
Issues related to such children need to be discussed openly; both among
their parents and society at large to find ways and means of providing them
with better and effective care while sensitising the society about its responsibility
towards children with special needs.
During the course of my interactions with these parents, many startling
observations emerged. The most disturbing one was that right from the birth
of the child, with or without a diagnosis, parents ran from pillar to post in
search of the right guidance.
Most of the parents, as they revealed, ended up being clueless about
almost everything – the medical specialists to consult for an accurate diagnosis,
the school they must consider or which would take in the child, the type of
education that must be imparted to the child, and the type of education which
he would actually be receptive to, role of clinical psychologists, parents’
own responsibility, their rights, and general dos and don’ts.
Problems these parents faced outnumbered solutions in hand. And there
was no let up in their day-to-day anxiety. Anxiety was palpable when I would
track parents and come to know that they were changing schools of their
children quite too often. The reason is that no sooner did they admit their
child in a particular school than did they realise they had made the wrong
choice. Too many wrongs in succession in a year, while the child grew,
compounded their worry further. That was another aspect to probe.
In one instance, I came in touch with a speech therapist, who had in her
school children from almost all impairments, charging hefty money in cash
from hapless parents. No parent questioned her or asked for her degrees,
approvals to run the school in her gully, not to speak of confronting her with
a query or concern regarding any child. If at all someone dared to ask, her
replies would be vague and unscientific.

Then, there were this motley group of teachers, trained or not in special
education, who came together, established yet another ‘shop’, created artificial
scarcity of ‘seats’ in their two-room school, and then finally admitted one
and all. To make the set-up appear out of this world, and the best in the town,
they had pegged their fee slabs higher than the ones parents were previously
distraught with. For a parent, it was like falling willingly in a vicious circle
and trying to finding some panacea in what was otherwise an inexorably
painful cascade of a fresh set of negative events.
Most of the parents didn’t even know about some not-for-profit organisations
running different types of school for children with special needs and doing
genuine work, so as to make an informed decision right from the start.
Parents didn’t even know about the laws that existed in their favour and
the ones which they could use to fight for their cause and concern. This book
has included all four laws as annexures at the end for parents to go through
and understand the rights which they have as parents of children with special
needs.
In all, I could conclude that each parent resented having lost precious
time in being clueless. I realised there existed a huge information gap, which
required to be bridged – one reason why you are reading this book now.
While the Government of India has taken certain proactive decisions
with regard to children with special needs in recent years, there is a lot which
parents are also supposed to do and accomplish. Parents need to form a support
group, which can take up their issues with the government bodies, media,
and other groups, within and outside the country, for better reach and impact.
If you are a parent, a support group, a special school, a not-for-profit
organisation, or even a common man with a noble cause, and you feel you, I
and many more can team up for the cause, I would love to hear from you.
Vasudhaiva Kutumbakam.
DR SANJAY PARVA
(iknowparva@gmail.com)
New Delhi, June 28, 2019
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They
Discovered
Their Ability
in Their
Disability

Only the wearer knows where the shoe pinches. If you are the parent of a
child with a disability; only you know what it means to be one, and how it
feels. But, you are not alone. You are a parent of one of those 93 million plus
children in the world who have some or other form of disability. These children,
and also their parents live with their disabilities every single hour of the day.
And they are moving on — some bravely, some weakly and some have even
discovered new life and meanings in their disabilities. The latter includes
many who have made a difference in this world irrespective of their disabilities.
For the sake of infusing hope in you, this book would like you to meet some.
Here we go.

 Stephen Hawking
What would you do if the doctors gave you just two years to live?
Sulk in silence! All the dreams and aspirations will crumble in a wink. The
clock ticking on the wall would seem like an internal alarm hijacking your
mind and leaving you helpless waiting for your end.
This would have been his destiny too if he hadn’t been inspired by a child
suffering from cancer. “My condition is far better than him,” the renowned
scientist Stephen Hawking had once told himself.
Hawking chose to overcome his disability rather than be a slave to it. In fact,
he defeated his disability and kept moving. Despite his disability, he was
destined to contribute to the scientific world in the major way that he did.
He was diagnosed with a neurological disease at a young age of 21 years that
left him paralysed and bound to a wheelchair for his entire life. As if that was
not enough, he needed a speech synthesiser to communicate what he intended
to speak, but couldn’t.
Hawking didn’t make his disability come in his way of success and today and
in future, the world would remember him as a great physicist.
At one point his remark on disability was this: “Concentrate on things your
disability doesn’t prevent you from doing well and don’t regret the things it
interferes with. Don’t be disabled in spirit.”

 Tom Cruise
Below average height, not particularly handsome and described as a ‘functionally
illiterate’ person, this Hollywood actor from America is now a heartth-rob of
every movie buff. But, at one point no one would have expected him to
deliver his lines as flawlessly as in Top Gun or Mission Impossible.
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Winner of three Golden Globe Awards, he was diagnosed with dyslexia at
the age of seven and struggled with reading at his school and even in his
earliest roles as an actor.
Most of the time during his childhood, he would hide his disability from
others, fearing being ridiculed. But, as it goes, “everything is easy when you
are crazy.” Tom was crazy about acting despite his dyslexia; which though
being an obstacle failed to work as one.
Tom accepted his disability and joined a programme to overcome his reading
and learning problems. He refused to let dyslexia stand in his way of a successful
career. And here he is.

 Albert Einstein
Best known for his theory of relativity which forms one of the pillars of modern
physics, Albert Einstein is worshipped as god by the modern scientists and
physicists.
People view him as a person with some extraordinary skills and above average
intelligence. But, rarely does anyone know that he had a learning disability
and could not speak until the age of three years. He was labelled as dull,
dyslexic, and even autistic. Isn’t that difficult to believe? It is. But it is true.
Einstein never paid heed to his learning disability; rather focused on his interest
in physics and inquisitiveness to learn.
And today this dyslexic personality has given valuable contributions to the
field of science.

 Thomas Alva Edison
“To invent, you need a good imagination and a pile of junk.” These are the
words of the greatest American inventor, Thomas Alva Edison. He was a prolific
inventor holding more than 1,000 patents in his name.
He is mostly known as an inventor of the electric bulb. But, he also invented
a phonograph and the motion picture camera.
‘Brilliant’ and ‘genius’ are the words anyone would rhyme with Edison. “Must
have been a man with a sharp mind,” you may say.
But, this sharpness of mind was not reflected in his early years. He was diagnosed
with a learning disability and could not read until the age of 12 years.
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Recurrent untreated ear infections in childhood and a hard blow by the train
conductor caused him to lose his sense of hearing at an early age.
However, this could not dampen his spirits. Indeed, they were considered as
an asset by Edison that allowed him to concentrate on his experiments and
research.
Edison was not only a renowned inventor but also a proficient businessman
who earned fame through merchandising his inventions.

KFEK
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