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Contribute towards
water conservation...

Water conservation is not just meant for industries. Any one can
contribute towards this greater cause.

Just by closing the taps properly, we can save upto 8640 litres per
year. Leakage of just 1 drop per second in your tap will add upto this
huge quantity, which we tend to ignore easily. Next time, let's be a
little attentive and close the tap properly and contribute,

GRUNDFOS PUMPS INDIA PVT. LTD. Toll free: 1800 345 4555, SMS: 55050.

118 Old Mahabalipuram Road,

Thoraipakkam, Chennai - 600 097. N
Ph: +91 44 2456 6800. Fax +91 44 2496 5969,
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o, The. Cditos's Dest:

Friends,

Rahul Cherian. Lawyer, co-founder ‘Inclusive Planet Centre for Disability and Policy’. Policy activist in
disability law. The man whao'd taken India’s disability sector in entirety under his ambit, harnessing
everyone to work collectively towards inclusive palicy for all persons with disabilities, in all areas. Alive
& vibrant. | now stare at the torrent of blogs, messages, poems, articles, commentaries that flooded my
inbox, in honour of Rahul. Driving in the painful realisation that he is no longer alive. At age 39! In a
matter of just a few daysl And | had met him just the week beforel What a huge impact he had made in
people’s lives| How beautifully so many people had captured in their writing, the essence of what he
had meant to them. Why had | been unable to do likewise? Why had | choked over words every time |
tried? | did try, believe me... but all | could see was that nonchalant, laid-back smile of his, every time he
sat opposite to me across my office table and the incessant number of smileys he'd send every time we
chatted online. The sheer unfairness of it all... the mute anger at the powers that be... the disbelief that
something like this could really happen... that he who had grown to become the | :
maost sought after figure for the entire country’s disability sector in so short a time,
had been abruptly snatched away from us... yes, the unfaimess of it all... the anger
and the pain silenced me every time | tried. | am still trying to make sense of It all
and really, truly failing in the attempt. He used to tell everybody that | was the first
person he'd met in the disabllity sector when he decided to make his foray into it.
Alongside here we reproduce the article he wrote for us, way back in 2002, which is
still relevant today. To llve in the hearts of thase you leave behind, Is nat to die goes the popular adage...
we therefore derive comfort that Rahul lives on amongst us, perhaps prodding us on, from wherever he
Is, with that same nonchalant smile of his, to learn the lessons he taught us... veritable wise lessons from
young shoulders.

What is the magical ingredient that can wipe out unemployment and underemployment omong
disabled persons? What can help? This was a question putto me by a journalist friend recently. Well,
| do sincerely believe that this ‘magical ingredient’ has already begun to make its presence felt. Slowly,
but surely. We have attempted to bring out this flavour of this Important ingredient In our cover feature
in this issue — the “was’, the ‘is’ and the ‘ought to be' of equal opportunity employment — for you to
comment upon and as always, walt for you to give us your valuable responses.

Jayshree Raveendran
|.raveandran@abiiityfoundatlon.org



LOOKING BACK
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Rahul Cherians first article for

Success & ABILITY, published in the Jan-March 2002 issue

Law? Surely this is a strange topic for an article. But to me, it
conveys everything. It clearly shows the mysticism that is
associated with the legal institution. The frustration faced by all
and sundry when dealing with courts and elaborate legal
procedures, the “oh-come-off-it-no-law-is-so-unfair"
expression on people's faces when they are at the receiving
end of the legal machinery, and the feeling | sometimes get
when | reflect my own choice of career. In this article | have
fried to give the reader a bird's eye view of how 'law’ s made
and also some information that the reader may (hopefully}
findinteresting.

In India, law draws its 'inspiration' from the Constitution, the
document that, 'We the people of India’ have given ourselves,
The Constitution some say, is the bones and mamow to which
the Legislative, Executive and Judicial arms of the State add
flesh and skin to finally make 'living law’. In essence, the
Legislative, based on the guiding principles laid down in the
Constitution, enacts or passes an Act.

Togive you anidea of how this process works: the Constitution
requires that the State (a 'technical' term used to denote all
bodies and authorities making up the govermnment) must freat
all persons as equal under law and to provide equal
opportunity for public employment to all citizens. Based on this
constitutional objective, parliament enacted the Persons with
Disabilities (Equal Opportunities, Protection of Rights and Full
Participation)Actin 1996, The objectives of this Act include the
creation of a barrier free environment for persons with
disabilities and the making of special provisions for the
integration of persons with disabiliies into the social
mainstream. This Act requires the Union of India to appoint
a Chief Commissioner and various committees to ensure
that the objectives of the Act are fulfiled. The Executive
then makes rules and procedures as to how the Act is to be
actually implemented on ground zero. Lastly, the Judiciary
interprets the Act and rules with respect to questions as to
whether the obligations of the govemment under the Act
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are fulfilled and as to whether the Act Is in accordance with
constitutional objectives.

One of the most fascinating and consequently, frusirating,
characteristics of law is that interpretation is king, The entire
essence of a law hinges on its interpretation. The framers of a
law while |legislating (the process of framing a law) have to
keepin mind the various permutations and combinations that a
particular sentence or expression could entail, and the attempt
should be to minimise ambiguity in the framed law. While the
advocates on both sides interpret the law in favour of their
client's case, the final Interpretation is left to the Judiciary.
Great weightage Is given to judicial precedents (judgments
laid down in the past) in trying to understand what law is
applicable to a particular matter and what interpretation should
be adopted. Some of the most important laws have evolved
through the various judgmenis laid down by the courts over the
ages. This body of law, termed 'Common Law' is essentially
uncodified, (law which is not made by Legislature) and is
based on common practices that have existed and evolved
over the time,

The new modes in which business is conducted today (over
the intemet and otherwise), has led to the requirement of
lawyers who can think out-of-the-box and who can apply
existing law to the peculianties of a situation that never existed
before, A good example of this would be in the ability to
determine whether the existing law relating fo contracts is
applicable to the contracts made in cyber world, such as over
email or on websites, such as amazon.com This | believe, is
the most exciting part of law since you are in a sense creating
your own law and testing it to see whether your application of
lawwill stand up in court.

Lawyers are knows fo use jargon and also for rambling on
endlessly. | am not about to argue on this matter either way, so
let me conclude by saying “Res Ipsa Loquiter” — "the facls
speak for themselves!l”

5
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CREATING CHAMPS - rippLES chennai 2012,

The National Swimming Competition for Persons with Disabilities

here comes a prompt "Hil" from Moin Junnedi, the

youngest swimmer with a locomotive disability to have

clinched five gold medals and one silver at the 12th

4,0 Nahmal Paralympic Swimming and Water Polo Champicnships

AN hah:l at the SDAT Aquatic Stadium, Chennai from Tih-8th

_-‘:-iﬂ-“ December. Moin, the 13-year-old ‘wonder boy’, from Belgaum,

- . with over 100 fractures in his body has mastered freestyle,

— : - backstroke, butterfly and breast stroke. For his part, Moin has

el .0\ already started dreaming big — to represent his country at the

7 Intemational Paralympic swimming competitions.

Nearly 350 swimmers from 18 states with various disabilities participated in almost 150 water events litled Ripples 2012', which

was hosled by the Paralympic Swimming Association of Tamil Nadu (PSATN) under the aegis of the Paralympic Swimming

Association of India. There were nearly 75 participants from Maharashira, 60 from West Bengal, 19 from Kamataka and a

substantial amount from other parts of India. The championships were held in three categories: seniors (19 years & above),

juniors (15-18 years), and sub-juniors (below 15 years). The swimmers were classified into seven disability classes: S110 55,

SD — locomotive (physical impairment such as polio, amputation, Down's syndrome, Cerebral Palsy); §11- visually impaired
(partially and fully).

West Bengal bagged the overall champlonship with Maharashtra in the second position. “The reason behind taking up such

an event in Chennal was to create awareness among the people here about the imporiance of sports in the lives of people

with disabilities and also to bring the atiention of government and saclety towards the Importance of sports in the lives of people

who are disabled®, says Madhavi Latha, General Secrelary, PSATN. With a considerable increase in the rate of women

participants this time, Madhavi points out that the current national paralympic swimming meet could succeed to a great extent

inthis direction,

MUSIC KNOWS
NO BOUNDARIES

he Skoog - a tactile cube-shaped instrument,
when connected to a computer, produces the
sound of over 1,000 traditional instruments.
Invented by Dr. Ben Schigler and Dr. David Skulina,
the Skoog is played by touch, from the slightest tap to a firm
press of one of its brighly coloured buttons. Dynamic
sensors react to movement and create a personal experience
for each musician, using any part of the body to interact
with the instrument and produce sound. This interactive

6 Success & ABILITY = JAN - MAR 2013



instrument makes not just playing but also composing music
viable for those with low mobility, intellectual and
developmental disabilities.

From its birthplace in Scotland, the Skoog has now reached
the homeland of Camatic and Hindustani music, with two
Skoogs cumently in the country, It was in Vidya Sagar,
a Chennai-based organisation working with children and
adults with cerebral palsy and other neurological diseases,
that the first live performance of the Skoog took place.

‘The Elemenis’, a composition created solely by the students
at Vidya Sagar, marked the end of a seven day music
workshop with The Opera Circus', a UK based classical
music group facilitating musical therapy workshops for
children with disabilities. Opened by Professor Nigel Owen,
composer, inventor and specialist in neuroscience and
music, the students took us through a beautiful composition
of earth, water, fire, air and aether using the sounds of
the Skoog. By tapping, squeezing and pressing on the
Skoog, each performed their composition, varying the
instrument and pitch depending on the way it was touched.
Percussion instruments, soft vocals and atmospheric lighting
created a melodic fusion of classical Indian music with
westem influences.

This inclusive instrument has proven results in improving
communication, coordination and creativity as well as
developing motor skills amongst those with a variety of
disabilities. "Children who are completely non-verbal have
started using musical communication®, said Priyanka Devani,
trombone and piano musician and member of The Opera
Circus, calching her breath after the performance. The team
has noted that the structure of a piece of music: a calm start, a
building crescendo, falling to an end of absolute silence, has
a calming effect on the body whilst aiding concentration and
sparking new ways of self-expression,

Witnessing the positive effect that alternative forms of music
has had on the children at Vidya Sagar, Professor Osboume
and his team hopes that the introduction of the Skoog as a
way to leam and compose music, will support the sustainable
use of musical therapy for those with intellectual disabilities,
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including autism and Down's syndrome. “1 can't think of
anywhere with more potential to take this forward than here®,
Osboume told the audience, including the Disability
Commissioner and NGO representatives, referring to the
emotionally rich ragas that make Indian music so apt for
music therapy.

MIND-CONTROLLED

ROBOTIC ARM A TURNING
POINT FOR QUADRIPLEGIA

team of researchers from the University of
Pittsburgh Schoal of Medicine and UPMC have
successfully trialed a human-like robot arm,
which can be confrolled by the mind to perform motions of
everyday life. Designed for persons with quadriplegia, the
robotic arm is seven dimensional and was tested by Jan
Scheuermann, who used brain-computer inferface (BCI)
technology and training programmes fo move her arm, tum
and bend her wrist, and close her hand for the first time in
nine years.

“This is & spectacular leap toward greater function and
independence for people who are unable to move their own
arms,” said senior investigator Andrew B. Schwartz. "This
technology, which inferprets brain signals to guide a robot
arm, has enormous potential that we are continuing to
explore. Our study has shown us that it is technically
feasible to restore abllity; the participants have told us that
BCl gives them hope for the future.”

It was in 1998 that Scheuermann was diagnosed with

The prosthetic arm, designed by the John Hopkins University's Applied Physics Laboratory (JHU/APL) and funded by the

ULS. Department of Defense's Defense Advanced Research Projects Agency (DARPA). Phota credit: DARPA and JHU/APL.
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spinocerabellar degeneralion, which causes the
connections befween the brain and muscles fo siowly
deterorata. "Mow | can't move my arms and legs &t all,
| cant @ven shrug my shoulders®, she said.

After screening fasis to confirm thal she was efgible for
the study, two guarter-inch square electrode grids with 56
liny confact points wene each placed in the regions of
Schepsmann's brain thal wousd normally control righl arm
and hand movemsn

Two days afler the operafion, the two terminals that
protroded from Schevarmann's skl wene hooked up o the
computer. “Wa could aciually sea the nourons fire on the
computer screan when she thoughl about closing her
hand,” Jennifer Cofinger, assistant professor, Department
of Physical Medicing and Rahabilitation said. "Whan sha
slopped, thay stopped firing. So we thought, This & really
going fowark."”

Within & week, Scheyarmann could reach in and oud, left
and right, and up and down with tve arm, giving her hres
dimangional control. Bafore fwes months had passed,
sl alsu could Pex B wilst back and forth, moee 1L iom
side to side and motale it clockwise and counter-clockwise,
as wall s gripping objects, adding up towhat scionbsts call
70 oonfral.

The successiul results of the trial hoid axciling possibities
for the fulure, explained senior nvesfigalor Or, Michas!
Boninger, “As this i&chnology progressas i could readily
have applicalions relaled fo walking and therafora be
applicabie to paople with paraplegia. Understanding brain
signals relabed movemand can heve applicationin a numébses
of nauraiogic disonders.”

Boningar predicts that in the noxd 5 to 10 years the BCI
technology will be actively used by parsans with disabllibes.
"As Ihis fechnology progresses [ could readily have
applications related |o walking and therefore be applicabie
fo paople with paraplegia. Understanding brain signals
refated movement can have appicalion in & number of
neurologic disorders,” he said. "For this io happen we need
continued funding and continued volunbesrs e Jan."

TREATY FOR THE BLIND

TO CONCLUDE IN 2013

fler four years of negotiations, 2013 is sel 1o be the year
that a treaty to import and export accessible books for
the visually Impaired will be passed, opening up
inclusive works worldwide.

According o the Word Health Organization, there are more
than 314 million blind and visually impaired persons in the
wurld, 90 per cent of whom live in developing countries and the
largest percent of which live in India. At present, intemafional
copyright iaw prevents making accessible copies of books and
sending them 1o ofher countries which speak the same
language. Although the Beme Conveniion, the first
intemational copyright ireaty, includes exemplions in copyright
|law {shon quotations, news reporting and [llustrative use for
teaching purposas), it has generally been left fo national
govamments 1o set their regulations.

In 2006 the World Intellectual Property Organisation (WIPQ),
discovered in a survey that fewer than 60 countres make

gpacial provisions for persons with wisual impairmants,
including publication in Braille, large print of digital awdio
versions of texts. On 18th Decembes, 2012 the WIPO General
Assembly took the decision to hold a diplomatic confesence in
Morocco i Jume 2013, to complete the negotiafions and
improve access 1o lexts for those with visual impaiments
worldwide. The fate Rahul Cherian, who headed the Inclusive
Planet Cantre for Disability Law and Policy, and helped draft
the treaty had commented; “This is an mcredible development,
and after a four year strupggle we are looking forward to the
treaty being concluded next year. This Tresty will revolutionise
access o reading matenals for persons with prnd disabilities
around the workd and we in India will egely benefit from being
able to import books in accessble formats from countries
with karga libraries such as the Unied Kingdom and the
United States.”

Currenthy around 1-7% of acoessible books are produced by
emall charlties, whils! less than 1% of books are published az
pcoessible in developing countries, The passing of thes treaty
would change all this, opening up librares with accessible
texts to persons with visual impairmenis o access books in all
the signatory couniries.
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US DISABILITY ADVOCATE
AWARDED TOP HONORS

Susan Gjoimesli poses with her third Sseing Eye dog, 11-year-ofd Inez,
a flal-coated golden retriaver. “‘We're a feam, " she said. Y wouldn' be
nearly & indspendant without her. "/ Courfesy of The Sesing Eye.

I n 1966, the unemployment rate for disabled Americans,
was higher than 70 percent.

Nearly a half-century later, the jobless rate for disabled
people today is “a little better® at 67 percent, said Susan Moe
Gjolmesli, longtime director of the Belluvue College Disability
Resource Center in Bellevue, Wash, However, that's still two
outof every three disabled job seekers who cannot find work.

“They're like everybody else; they want fo get a job and
pay taxes," the former Great Falls, Montana, woman said in
aninterview.

Gjolmesli said she could not get a classroom teaching job
herself in the 1980s because of poor eyesight, and she has
afriend, a lalenled violinist and math teacher, who applied for
Jobs to teach in public schools but was turned down because
of severelyimpaired eyesight.

“He's really talented,” she said, He makes a living teaching
music privately, but she said employers often assume blind
people cannot teach or maintain control of a class.

Success Bz ABILITY w JAN - MAR 2013

“Itis frustrating,” Gjolmesii said.

Gjolmesii herself has held a variety of jobs over the years,
the last 18 at Bellevue College, where she advocates for
the disabled, combining a fim resolve with a blistering
typing speed of 80 words per minute. She uses computer
software that reads back the words fo her 0 she can edit
her documents.

Atage 64, Gjolmelsi continues to make history.

In Great Falls, she fook part in the historic first graduation
ceremonies for C.M, Russell High School.

Back then, Gjolmesli could still see well enough to recognise
her friends and relatives. Since she had a hereditary,
degenerative eye disorder called retinitis pigmentosa, her
eyesight became progressively worse and she lost her
remaining residual sight about a decade ago, following a
severe boutwithinfluenza.

Higher education for herwas partofaplan.

My grandfather insisted that | was going to college,”
she said.

A graduate of Gonzaga University in Spokane in 1870,
Gjoimelsi recently received the highest award a disabled
person can gain from the state of Washington, the
Govemnar's Trophy in Memory of Carolyn Blair Brown. “It's
a big honor," Gjolmesli said. “This s really the granddaddy
{of awards) a citizen with a disability can receive in the stale
of Washington.”

Her trophy is part of the Govemnor's Employer Awards
Program, although most of the awards go to employers. This
award goes directly to Gjolmesli, described in a Washington
state news release as "a bold, fierce advocate who can
arficulate current research and represent the disability
community with graca and poise.”

Gjolmesli, who argues that people with disabilities provide
the country with a welcome diversity, has plenty of admirers.

*Susan has simply refused to see herself or any of the people
forwhom she advocates as being unqualified tolive a full life,”

said Michael McDermott, a friend and colleague, in the news




release. It has been this single-minded focus on what each
human being has to offer that has made her one of the
premier advocates for persons living with differences in the
state of Washington.”

Recognition Gjolmesli has received over the years includes
Nordsirom's Community Leader of the Year award in 1993
and being named & "Living Treasure” at Bellevue College for
herwork to retain students with disabilities.

Richard Ecke writes a weekly column on city life. Email him
&t recke@greatfallstribune.com. Follow him on Twitter at
@GFTrib_REcke.

This article was originally printed in the Great Falls Tribune

NASA LAUNCHES
PROGRAMME TO MENTOR
STUDENTS WITH DISABILITIES

ASA's Office of Education has partnered with the

District of Columbia Public Schools (DCPS) to boost
sclence, technology, engineering and math educational
opportunities among high school students with disabilities.

This career-focused Competitive Employment Opportunities
Programme connects high school students with disabiliies in

DCPS, with professional mentors. "Our mission is to ensure

10

NASA mentor John Gagosian and his mentse Jaylen

that every DCPS student with a disability is able to
experience the world of competitive employment, prepared to
Join the workforce and inspired to strive for excellence”, said
Raymond Hutchinson, Washington DC Public School Office
of Special Education Specialist.

Although the Individuals with Disabiliies Education Act,
requires school districts in the United States fo provide
‘transition services that will reasonably enable children to
meet their post-secondary goals', “there is a persistent
achievement gap that exists between students with
disabilities and their non-disabled peers, parficularly when it
comes to post-secondary outcomes”, Raymond says.
Working to close this gap, the programme is designed to
increase confidence in students, the ability to perform soft
skills, and result in a higher rate of student employment.
Starting in the first half of 2013, roughly 20 students will
participate, with hopes to take on more next year.

NASA, leading the world in the study of the solar system, has

'more than 18,000 employees, including those with

disabilities. "NASA hires a wide range of people with different
skills, perspectives, and expertise which allows us to build a
strong workforce”, said Dr. Mamta Patel Nagaraja,
Women@NASA Project Manager and Engineer. After
meeting with DCPS "it was immediately apparent to NASA
that the programme held much promise and was targeting a
great group of students", she added.

NASA's Office of Diversity and Equal Opportunity, works to
ensure that all employees have an equitable work
environment and also provides for reasonable
accommodations, stating on its website: ‘we must view our
commitment to equal employment opportunity as a matter of
personal integrity and accountability.’

Dr. Diane Clayton, Program Associate for Valador, a contract
company supporting NASA's Office of Education added,
"NASA needs professionals with wide ranging areas of
expertise in both technical and non4echnical fields to do all
the incredible things that it does.”
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ONE STEP CLOSER TO MIND
CONTROLLED MOVEMENT
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M iguel Nicolelis, a neurcbiologist at Duke University
in North Carclina has led a research study into

the use of sensory neuro prostheses - implanted devices
to substitute a motor, cognitive or sensory role that has
beendamaged.

The study, which was published in the online joumnal,
Nature Communications, examined whether adult rats
could learn to distinguish infrared light through the use of a
sensory prosthetic device. The researchers implanted
microelectrodes in the cortical region of their brains, the
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area that processes fouch information from the animals'
facial whiskers.

The results showed that after training with the device,
the adult rats acquired a new sense, to ‘feel’ infrared light
and were able fo navigate themselves with this new
sensory function.

Beyond restoring normal neurclogical functions, the study
suggests that through the use of sensory neuro prostheses,
different parts of the brain can be trained to expand beyond
a person's naiural sensory capabilifies, so that the brain's
cortex takes over other roles, whilst retaining its original
role. “When we recorded signals from the touch cortex of
these animals, we found that although the cells had begun
responding to infrared light, they continued to respond to
whisker touch, It was almost like the cortex was dividing
itself evenly so that the neurons could process both types
of information”®, said Nicolelis.

Scientists hope that such findings will contribute fo the
successful building of an exoskeleton, a body suit that will
enable a person who has been paralysed, fo move their
limbs with their thoughts.

“Expanding sensory abiliies could also enable a new type
of feedback loop to improve the speed and accuracy of

_such exoskeletons®, said Nicolelis. The Walk Again Project,

by the Duke Center for Neuroengineering, is developing
a high performance brain-conirolled prosthetic device that
they hope will enable persons with orthopedic disabilities to
leave the wheelchair behind. The Project has received a
$20 million grant from FINEP, a Brazilian research funding
agency, to allow the development of the first brain-
controlled whole body exoskeleton.

A first demonstration of this technology is expected to
happen in the opening game of the 2014 Soccer World Cup
in Brazil.

Editor's note: In "Sencily’, published in Success & ABILITY
Oct-Dec 2012, the name of the photographer, Tim Leguijt
was inadvertenty omitted.
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Slgnﬁ Conference -

An international Conference of Sign Language Users

An intemational conference was co-organised by the Indian
Sign Language research and Training Centra [ ISLRTC] and
the Intemational Institute for Sign Languages and Desf
Studies [ISLanDS). The Academic pariner for the
conference was Indira Gandhl National Open University and
Ability Foundation supported the event by working as the
media partner, The conference venue was Neelams The
Grand, Goa. 121 National and 39 Intemational delegates
from all over participated in the conference including
delegates from Germany, China, Japan, Nepal, Czech
Republic, Netherands, UK, Iran, France, Saudi Arabia,
and Prague.

Most of the presentations were made by eminent Deaf
professionals in the field of research, linguistics, and Deaf
education. Christian Rathmann from Gemany and Soya
Mori from Japan are well known researchers and had some
impressive presentations to share. Some hearing
professionals from the field were also present to share their

expertise and knowledge.
The conference was a 5 day affair with 2 days for a

preconference workshop . This was to prepare the delegates
for the signed communication during SIGN&. This included
teaching Intamational as well as Indian Sign Language to
the delegates.

Discussions took place on; deaf empawerment, the building
of a corpus for Indian Sign Language under the Central
Instifute of Indlan Languages, Sign language research
ethics, and Deaf Peer Education: using deaf peer fuiors to
support deaf paople with English literature,

The presentations included:

Comparing Japanese Sign Language, Chinese Sign
Language and British Sign Language by Kelko Sagara.

How to find a sign in a Sign Language ontology without using
written language? by Cedric Moreau and Anee Vanbrugghe,

ninrnwlional Confe

mnen
al Sign Language Lizars

Goa, India

Age- relaled sociolinguistic variation in sign languages,
with parficular reference to Nepall Sign Language by
Upendra Khanal,

How far can developments in online sign language leaming
and feaching resources support sign language educalion
and interpreting in isolated areas? By Linda Day & Tessa
Padden, Director Signworld.

Processes of Deaf Empowerment and Deafhood in Mumbai
and India by Sujit Sahasrabudhe.

Code switching in bilingual deaf signers using Burundi Sign
Language and Indian Sign Language by Charles Njejimana,
Sibaji Panda & Ulrike Zeshan.

This kind of conference is & new experience in India.
The greatest benefit is exposure about deafness and sign
language to the general public. People around wera puzzied
at all the waving hands and deaf people in one place.
Seeing deafl people from many other countries also
was enlightening.

Ms. Atiya Hajea & Ms Merrin George

ISLRTC / BAASLS

IGNOU
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Stolen mements taken frem (ife
Shaped in too state of ambivalence
While both exists side by side
Causing theughts to churm and mix
Grief stricken in ambivalent stance

Heart, a human vital of emotions
Seeks too oppesing state

Bs love and hate at ence gain

Eniry within the boustlese heart
Thoughts chum and mix

In a tervential fix.

Toe decision stand's affrant

When bath direction valid sound
Expectation tecards beth of them bent
To form the mutual reund

Phaghits ahas ach- s
In a terrential fix,
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Like a precious stone
Yalues added to the benes
Pwui:qinb-.l'h#umn'bwy
Thowhts chur and mix
In a terrential fix,

Philanthrepic handls shake in tremor
To sign checks in faveur

OF causes divergent types

Seeking attention eternally
Theughts churn and mix

In a terrential $ix.

Ambivalent moment meolten feund
Making theughts to churn and mix
Ambling in the stolen ground

Tos stark sides burn to $ix
When in balance mest unseund
Al clecisien in uncertainty beund.
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In the whir of brands
Disayg proccts virtes
Hidling the vice frem view

Englfad within this blackhole

Phicked into ilusion of vision
The public dwell in reasen
Breadcast by brand acners
Replaced by visual (ies seonen
Visual for commercial sake.
Cast in a cask se old
Reeking of authenticity celd
Rules the brand Blackheles
Grabbing audlience’s seuls.

Brand that I sport makes me

OF attractive offers far seul B kind of persen the werd sees,
Within a state of rapture Carries the mind in delusion.
Stark reality covered in dlusion Englfed in the brand blackhele

Creating imaginary Saal geod vision Louing iclantity and aed
To box of mesmerisation pricked Lives the majerity pepulace
The mind of sleeping public tricked. In a mazy emboined lace,

Is cast en uncertain terms
Creaking here and there

The cald winter night
Cleaks the emviren in hite

In mement's splendeur The soene a gripping action Wandering all the while
Hontar and tha hunted Caught amiclet tha vt mad Ps to where i shall and
SR Rrngthing couddl happen In a feasing note
P ik bt o The rat caught in daws Ok ene of distress
Bo it s b M OF escaped frem the preclator While in fresen second's
Baakiood Booo it Life in these mements The mind wanders
OF real moments' terrer Speak of unusualness In the labyinth of pain
The raf's eyes shine That surreund's survival Seeking to find selace
Tha aula-aygas brighias Phy life liks the chase While life is just lika that
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I often wender

Why dlo peaple
ook at me with sympathy in their
eyes?

Why dlo they
subtly make me feel manged?

Whgcbnymaﬁs}wﬁdp{mm
mad\faﬁﬁamimtanﬂg?

But my laughter makes them cryy
at or gorified?
Why my wheelchair
areuses mere interest than
the small trephy in my hand?
Why my accomplishments fall
far behind
WHMMWJ
my imperfections .7
Why am I not accepted as just one
mhmnba:}ng?
Why am I either darified or
agonised T
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Weanderer
Hs a wanderer, I forever valk the earth
From today to yesterday to the day befare
From dreams to fantasy
Drifting in light and shadieo
I calk upen enclless stretches of time
I ook up to the sky and envision happiness
The ageny relieved
I am a nemad, wanderer
In a werld that was buidt frem love -

Seflections of the
Setting San

Reflections of the setting sun
Playing over sick tinted glass
The arange hue shivers
Hs the rippling waves pass
mmfbmnmu
In the besem of the water and wait
Fer the twinkling stars to
Arvive and shine till late
Sitting in my reom
Imfhac}mngingwfma‘;aday
Ch the panes of a glass windlaw
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Tt still hevis
A kiss
A hug
A dream
A werld
That was eurs alene.
Then yeu walked
Poay frem me; us all.
Toa far teo teuch
Too far to call.

Deu went your way
OFF to a new start.
M#Mgm#fa&beﬂrﬂ
Ripped me apart
The betrayal
Tha Bk, ehe far
Termenting my heart.

cMagéc in
my leveace

It is a place
I call my eon
Amidst the crend
Vet blissfully alene
When you are tired or sad
Or forlorn
Climb up the stairs
Hnd all tension is gone
Watch the deuds
Watting up there
Or the coconut trees
Saying in the air
I-Fgmmr}.‘.iﬂm
The rising sunGet up early

And it's your aon dawn

Sreccess 8 ABILITY = JAN - MAR 2013



L et’s
talk Sole
to Sole

Suolificio Chennai, in
technical collaboration with
Malaspina, Italy, makes
widely accepted soles for
transnational shoemakers
and marketers. You can
depend on Suolificio
Chennai for cost efficiency
and timely delivery.

LIFy
N
o o)

4’4LAS?\

Sle r1ole awthoiity

=



COVER FEATURE

INGLUSION
MATTERS

omplnmant -

w2 § ad |t | = J h
women : WGI'IEI'S SBI:III

@
rea
et :qﬂggg,f{@,‘,';'}n?c Services women . S

£ "propartion = inemployment t2ble
Soom b E’“““mgher.._.‘ef.‘f? fates

T o § el 'g[i m "[‘ —
p—— —.

sen'u:es



t seems a very long fime ago, 1997 in fact, that

Ability Foundation fook its first tentative steps

into the field of employment of persons with

disabiliies. Our first job seekers — a group of

hearing impaired persons trained by us in basic
computer skills and English communication. Our first
employers: family and fiends! Even then, just two years into
our existence, it was clear fo us that for an 'inclusive society'
to become a reality, employment was critical and thatit had to
be on equal terms. Elsewhere in the couniry, there was the
now legendary example of the Titan watch plant at Hosur,
which hired persons with visual impairment. That apart, the
idea of disabled persons and equal opportunity employment,
by public perception, appeared to be an incongruous one.

Cut to the year 2004 and the first edition of EmployAbility: the
first job opportunities fair for qualified persons with disability.
Organised by Ability Foundation, where placement and
inclusive employment had been included fo its spectrum
of other activities much ahead of the times, the Foundation
had been realising its vision to frain and enable qualified
people with disabiliies find jobs in varous industries.
“That evenl,* says Founder & Honorary Executive Director
Jayshree Raveendran, “kick-started a joumey in the
evolution of atfitudes of companies towards disabled people
who were qualified but had lesser opportunities for interviews
and truly opened the eyes of the corporate world. We were
really only facilitators... but our intention was, and continues
to be, to drive home the initiative of inclusion in the true sense
of the word.” Ever since, year after year, EmployAbility
has been flooded by hundreds of eager job seekers from
across the country who had travelled great distances to
participate, as did the several recruiting employers. As the
Foundation's team visited one prospective employer after
another, the Initial recurring question was: are there qualified
people with disabilities? “This was the aftitude that we
needed to change. This was the reason for our existence. As
resumes poured in however and we were able to meet every
company’s requirement, we were reassured ourselvesl
We were on the right track”, adds Jayshree.

Success & ABILITY = JAN - MAR 2013
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While it's heartening to see
the corporate sector wake
up to the potential of hiring
persons with disability in
their respective companies.
India still needs to face
many challenges before we
can boast of the country as
being 'inclusive' in its
approach,

Over the succeeding years and seven editions of
EmployAbility later, the last - at Hyderabad in 2012 - there
were remarkable and perceptible changes that occurred.
Several organisations across the country are now setup to be
aclively engaged in promoting and facilitating training and
employment for persons with disabilities. Aspiring job
seekers from across the country are now presenting
themselves more confidently, so too, are employers
representing virtually every segment of industry aware and
are wiling to take this forward. Diversity and inclusion
are foday, the flavours of the season, and qualfied,
competent people with disabilities are keenly sought out
by employers everywhere.

While it's heartening to see the corporate sector wake up to
the potential of hiring persons with disability in their
respective companies, India still needs to face many
challenges before we can boast of the country as being
inclusive’ in its approach.

Sensitising employers to look at hiring people with disabilities
as a human resource initiative, and not as part of corporate
social responsibility, has been necessary to ensure a rights
view rather than a charity view of disability. Convincing
employers that it makes business sense to hire people with
disabilies has been an important factor in ensuring
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employmanl. On the other sido of the fance, onsuring &
steady supply of treined persons with disabiies, ready,
corfident and aklled to lake on malnsirsam work, has
prasariesd & continuing challsnga,

Aldng the growth end diving the path for Indusion In
professionsl sociors, Abllty Foundation's caroer wing, for
Iresiancs, works iowerds promoding squitable empkrymedt
opporirities for persons wilh disabliles with end-io-snd
sohutions for companise and organisations, What's mors, the
smpkrymani wing locks o aducating end sansitiing the
companics In not just hirng but wleo what to epact from
porsons with dizabifes who 8re equaly qualfied, hard-
warking and takenfed

Acrass The couniry, Thens ars fodaya handfulof ongan|sations
and groups, busy acting sa fociision, creating swarsness
on tha polantiel of peaplawith disebiies and slmltanacusly,
empoaarng desbled porsone Themselees, 0 8 greaier
wxtent, 1o mest thegrowing, albelt measurad demand.

In Aprl 2010, just a3 summer was amiving In Bangalors,
Buresh Rexdy wabked im Wipro's cempun s Bectranic City.
Hin mupervisor wes at the guin to mesive him and the HR
In-charge wae bath wel-prepaned and wiling to iake Suresh
through the FRemalities sasociated with joining an
ongan|sation. Thal svaning, Suresh went homs with a sanse
of fulfimeil, 1 was ot ooly happy that | had meds it Wipra
(Tachnologlos) am an Iniructional deslgner but more
importanty, | fok finally, hem was an omgankation thet
saamed aware and rady to hands a person whh 8 lsser
capacky”, Suresh savs. Al Wipro, Suresh not only scaled up
migrificantly in terms of his work as en insiructional designas,
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hes wast &t part of the dhveraily g roup and adively inehwed in
the arganization's inkixtive iomards cresting an emvironmant
that s conchuche for dsabied parsong.

Plwying an Integml rols (n Surssh's forwy inio Wipro has been
Abllty Foundation's plecemenl wing thet facileied the
process and the possibiity of an interview. "Of course, once
you malos It 1o an organisation, & Is up i you', Suresh
derifiss, “io prova (o sveryons thal despiis baing & persan
whth dinabiBty, you uma velushia resource.” Yot the joumay o
gaining employmedt ks not sesy for & pereon wih dsabilty,
88 Suresh spedencad firet hand "You are not going o
belksva this," he says, “despite getiing this far, the momnt
imierviewers get o know | have low vision, tha fona of the
Irierviow changes. Thoy wre alihor aurprised or curous er
apprehensive, Even though the concapt of diversity In the
work envinonmant hes been around for & whils now, and s
being touted as Impertaniand aimest imparative, the truth ks,
we have & vary lang wey o go. A hudired yeams parhaps b
Crodin swarenoes and fhon galn acceplance...”

In Mumbal, Riisa Sahnl, founder of TAnayanl,
Mumbal, wha has been In the sechor for neaity
20 years, la mone postiive than Suresh. "ou |
gae, yol cannot blame non-disabled peopla,”
sha points out, “thete's a ceriain heiplessnass
that comes In the way of Understanding a
disablad parson and more often than not, if s Sah
offirt & mada, ilpﬂﬂﬂihl‘ﬂd‘laﬂlh'umci
undemstanding. IFinodusian is nrt happening in somes or meny
oryarisations, it is psthaps beceuss of ignorance. Thet &
mxacly what omanisations lia ours ame attsmpling fo do;
dinpal ignomenca in sspacts of disshiiiss, crasis sseensss
and sorsits both the copomin end the scademic
community on the possiliky and priential of the allsmyie
telent pool that s st waling 10 ba tepped.”

In the context of Trinmysnl, plecemant wes tha direct resat of
8n ecule and intense mensitisation pmcess owards peaple
wih a range of disablities. “| remember fhe time,” Ritha says,
"during one of our advocacy programmes at a mall n
humbei, we had bwo or three corpomsis professionals walking
up 1o us and giving La thedr vislting carde. Less then @ monh
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inter, wo manaped o piacs inlelackually impairsd adulls.

Today, nearly fan of them have beon emploved ecross auls
riotions across variows departments.”

ifs a slow prooees, o doubt, but superbly rewanding, says
Moom Shuroy, Founder, Youthdjobs, Hyderabed, which
helpg compenies bulld an Incluslve workfores,
ecincwladiging fhal her work In enabiing fhe numl disabled in
Andhra Pradesh, has bven o of the most fmnsfonmational

exporiancos in her (e,

That pride In lecliisng an nclusle
nervironrienl s slowty but sheadly bseming 4
matter of aspimbon smong omanebons
woss macions And Inchebbes, Thare b 2
parcaptible aifiudinal st thet & Eidng
- place”, nobes Shant] Raghean whose nok-fo-
Shed faghove:  PIOTR Intilative Enabis (ndka, Bangalom, liats

Ia m wchiithes A the ‘wrployment of peopls wilh
daabiiics, pro-amploymeni sardcos, supplamanial
wcducstion, coureeling wnd aupmorl sedvioss, oovisuliency
end fraining for othar ineltutons and MGDe end fachnology
periaes, e evmizig but ' e, Shardl says, meeuriing
ha alony of a Bangalom-based i who e soversly deabled
wiihout B et of ber bands, and by workas i an
oulscurcing firm bawad n Dolhl. Among tha st pomona that
reBus hined, the onlie bue Scketing webndie, wy 2
youngeie: wih & vimal impaimnam snd et foc, to handa s
Mamgenert nformation Systers, How waa this brught
shout? "Well, saye Sharr, e imalning ks 50 nesaanched and

That pride In facilitating an
Inclusive environment is
slowly but steadily
becoming a matter of
aspiration among
organisations ocross
sectors and industries.
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celaliad thal by e ard of H, the iralrees fesl 30 charged up
fhai fhey, In tum, Becoms agonts of change, Tha goad fhing
our panddaiss ars buying Into the vslon thal K you work
botiar, H could mathals oo fog, and thanelors we could o

wori iowards being betier indiems.”

Al this ks sl wodk-nrprognes, Toeday, qulile a
oW opganissiions ecoes comam of tha
conariry e bisoory up sngdonient ssdousty ke
and s waling i maico » isling dieronca. in :ﬁ
Guwahvatl, A All, Exesnitive Dinscicr of | g
Ehishy Barothl, recogniscs the problama that = :
sist el ot |0 dogged about b pumdt, © T
"¥rhat sleo naads ko changs ks tha wiiflede of pacols wih
disabiitios thenrashes’, he sy, Thry red o siop knldag
gt their joba ee sameathing thart nessde io come gt up ko tham
o grourds of sompeaesion o smpathy As e & aponsies
ars concamad , e time ey wolos up i tha idea of smploying
pecple with dicubilithes but not only a0 & CER Inltative of
"...l

Fa everyons Irvchad n amploymant in ta disaldBy sector
ackrenwimdgms: cmpmie need B understand and
apprciate e fact el thoss set-upa that havs absorbed
desablind parpons i ther workiona, e most dulmbly mom
wal-ri Tha Emplcymeant Engagamant Index, 8o to spesk,
i caviainly higher loday, alihough there sre still mlea i 90
Kz high time everyons realissa thet the sconar they basoma
A SEING, T oo thiry argon thi wey 1o bestaaing
(rucd Limhves e mcha plive bewda off tha country.

Accordng to Smb Bhil Marein Kacker, Secrsiary,
Dapartvwnt of Dicbilly Afials. the noed of tha hour & o
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e sensiing of people lowards the indusion of
porsans with dissbliiss, In every walk of He, inchuding
poiossional” Whie sho meym that the depariment e
gbeolutely serous aboul forging ahead with mem
parinerships with stakeholders, | ks aso expected that the
‘willng parties’ stap forwand bo creale mone goodisl(l, mone
affort fo move atmad in the right dirsction.

Sorva compearies, by be fair, are almedy manching sheed:
Cafa Cofles Dey for insiance. According to K Ramalalahnan,
Prgldant, Mariating, Calé Coflee Day, tha compamy i pmud
of Hs "sliert browrnasiars’. Accomding io him,
their disabled worldorse, “have a sense of
amiall that la 20 heightened that they penulnely
are fantsstic brow masiers, they make very
B giod cofiee. We have idandified thet sirength”,
he mmys. Café Cofles Day's wvocsiionsl
Famsiraien  treining colloga at Chlanegelur, Kamatsics,
traine youth and s mom than willng 1o bring In candidaies
with ciaabil(ties withn the fold of the com parsy. “Va dafiritely
have the nequiement 1 hine mone peopla wilh disabiltes.
| do bebave companias nead (o identy the siemgth and
NGOs nead fo step forward o farge Ses with coponies ioo”,
adde Remalcishnan,

Agk coports in the induerry and thay will 18l you that he most
citiical requiremerd i the Bymeny bebagen both corpargiea
and NGOa It 12 3 bwoway process.. § persors wih
disablikies rad io wallt that exira mila, &0 od da comporahes
erves 1t ke thei oo Baabry staes, ot the very [ssesl. This we
something thet Debass Dex leamt when he
waa pirl In chame of the Coats Coffas branch
In T Grean Park ama of New Delhl. Basitdioa
this, Das aiso made concerbad afforts to leam
sign languags and then wert on o head &
taarm of abx - all hearing impalred persons.
Todny, Das recruits and trains hearing
impelmsd peopin for Costa Coffes's fanchises
pomes Mumbal, NCR snd Bangalon.

A quick acan of the sactors and onganiaations smploying
pexaores with phrysical and inlelechal dsabiitis males way
for & memaring picture.  Asgis Lid, Eurn Able {a Euriaie
Forbes inbisthe) Lamcn Tree Holels Lid, Sun ITES
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Consulting, Wipro, Acceniurs, ans just some companias thal
heve baen notsd for thalr respactive work in the aree and
folicitaind ot varicus award inctions. Acgls Lid, for instance,
has an inciusive recrultmert policy and smploye 378 persans
wih disabiiies or 1.37 percent of lis woridonsa In the courry.
EuroAbls la atafled entirely by peopie with dsabliies. Lemon
Trea Hotels Lid has more than 100 smployess wih speach
nncd hsering) impeimrint, workdng in aneds i housaloaping,
kdtchan stevarding end food and beverage service.
Bangatore-beaed Sun [MES Consulting Pyt Lid wih 60
parcunt of ks emplovess being disabled akso trains them o
bacoma antraprensurs who cen, in tum, ki mons disshled
porsarm. According fo s Managing Dimctar,
Ritheash Y Shatly, tho company I inying I
become B corporate entily ¥ faciiete
empioyment of the largest number of disab|ed
parsona in Incia, and n the world by 2020, "W
aim o amploy 2,000 paople, nlwlmnm
ﬂm1,ﬂ!ﬂmﬂhmwﬂ1duﬁlﬂ
Hn@mrdﬁmﬂhndulnmﬂ-urhnaﬂnﬂlmh
wham thame Is 8 high concomrefion of disabled poople”,
he2ald,

Forgpst the ol CSR. policiss that allow disabled peopls
be Inciudad In cmanisstions, resasrch hee shown just how
compenioa on baneft by hking thoms with piymical or
imelieciual disablities. In an exxellent wite-up on the
prestigious Harvand Business Review blog, authors Prasad
Kalpa {eanior felow In the canine for lsadamhip, Innovation
and chinga af the Indian School of Business, Hydarabad)
and Maera Shenoy, heva sbrisd & cese shady of Gilenjl
Gama and found that the company, through He Indusion
policy' hes not only got 2 workfarce of loyel employoes,
buk also bess attition and a higher productivity compamnd ta
ofher firms. Today, 280 of the 2,500 workiorcs at Gitanjal
Bams ane disablad youth. According to Deapan Shah, Senlor
Vice Premdent - Cperefions, e plan i & hie 5000
peopis In the next fwn yeams of whom st least 1,000 ae
people with disabilties. Mot surpdsingly then, =t Glianjal
Gama, the atirtion rata of disabled youth s 1% companed i
i 10% - 16% of others. Productivty Is alsa high. S, inan 8-
hour shilt, there am 7-plua hours of productiity from the
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disabled employees, as companed to 5.5 plus
hours from the non-disabled. The 1.5 hour
Ioss per employes per day Increases cost by
roughly 10%. According fo the shudy, the
mativation and will power of disabled youth is
high; they are eager to prove that their disability is not a
deterrent to their parformance. Most months, the productivity
award s slso won by a disabled empleoyes even though they
comprize only 12% of the employess.

Yot gaining employment isnt the be all ard end all; in
an squitable workplace the opporiuniiss for canser growth,
training and promotions for parsons with disablliies must be
common practice. Simiarty, for the employee to fulf his/her
potential, reasonahls accommodations must be considered
and implemented. Without these, employment becomes
maore of a challenge. A Delhl-based hypnotheraplst ai one of
the city's leading hospltals mentionad to me how many of her
palients with mental disabilities have struggled to find jobs,
given that companies wers wary. "They are {alented but do
have some challenges to face especially the people who
suffer from mental llinesses. | have so many of such pecple
coming to me complalning of how unsedtiing thelr officas and
organisations can be®, she says, adding that some have
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come back to her for continued counselling sessions within
weoks of having found and subsaquently loet thelr jobe.

On the govemment’s part, even though concerted efforts
are being made (by the Depariment of Disabllity Affalrs, which
Is now a separate entity under the Ministry of Soclal Justice
& Empowerment; for siarters), barely 2% of persons with
disabillies are educated. Many of those who are educated
are struggling fo find decent govemmaent jobs or move up the
ladder. “"How long will | serve ust coffee? What s the growth
plan that the company has In mind for me?* wonders a young
man when | met him at one of the popular coffee outlets
in South Delhi. To be sure, the govemment's efforz at
providing job and social security for people with disabilifies
needs to have more power. Under the Eleventh Five-Year
Plan, it targeted the creation of 100,000 jobs for persons with
disabilifiss svery year in the private secor, for which it was
willing o pay the employer's confribution to the Employees
Provident Fund and Employees State Insurance for the first
three years for disabled persons who had samings below
Rs 25,000 a month. This however, has had no comesponding
Interest shown by the private secior, something that Is a
challenge for NGOs.
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Waiting in line for an interview with Spencer's Retail, llaiah
shuffles from one foot to the other, balancing on his crutches.
His big brown eyes radiate expectafion, “This is all about
improving myself’, he smiles, grasping the opportunity to be
among 21 corporate hiring teams, all looking to hire the right
persons with disabilities into theirworkplace.

Having lost the use of both legs to polio at the age of eight
months, llaiah is amid the 770 strong qualified candidates
with disabilities at Ability Foundation's EmployAbility 2012,
the annual job fair which brings together qualified job seekers
and corporates, from across India. Held in Hyderabad on 2nd
and 3rd November 2012, this time the hirng teams
represented almost all sectors, from pharmaceutical to
consultancy, finance and IT. This was Ability Foundation's
seventh EmployAbility, spanning two days of motivational
seminars, aptitude tests andinterviews.

“Being here gives
me the added

drive change internally,” Attending their first
EmployAbility, the Capgemini hiring team
interviewed around 100 candidates and
short listed 25 candidates for further
evaluation, “For us, the question is why not
hire someone with disability? You are
anyway hiring people; there is a demand for

At Capgemimi, a consultancy, technology and outsourcing
firm that recruits 40,000 people in India alone, every recruiter
has undergone a sensitisation programme. To ensure that
reasonable accommodations are provided for employees
with disabilities, extenal consultants have been hired to
make recommendations on infrastructure and
communication support in the workplace. Anil and his team
want to take this inifiative across the entire organisation.

The importance given to diversity in the workplace was
evident, with companies returning for the 4th or 5ih time to
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jobs, sowe want to fulfil that demand®, added Anil.

r & €
' o BN ' of training in

Interview

EmployAbility. "We have been pursuing this inclusive
workplace for quite some time” said Prajwal, HR Manager at

. - lechniques”, llaiah
'1 " says, with eleven

Nuﬁ interviews in fow,

f
“there are so many

corporates here, | am able to ask questions and get answers
—iflgoon to further interviews, | will be prepared.”

For many like llaiah, who has been in education for the past
18 years and remain unemployed, EmployAbility opens
doors to the private sector looking to hire on the basis of merit.
The acknowledgment that persons with disabilities are a
competent workforce, strengthening and adding expertise to
personnel, was unmistakable among the corporate
representatives who conducted the interviews.

*Hiring persons with disabilities goes beyond corporate social
responsibility”, said Anil Kumar Singh, Associate Director at
Capgemini, Mumbai, “we are very serious that we want fo
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Wipro, Mysore. Wipro's pioneering efforts include an
exclusive programme on inclusivity and diversity for all new
employees, and a mandatory certificated course in the same,
which has been running over the last six monihs.
More recently, a sign language interpreter has been hired
at Wipro to support those with hearing impairments, and
so to assistive technologies for those with low vision have
been installed.




“The more diverse the work group is, we have inevitably
found heterogeneity in our thinking”, said Prajwal, “this has
spurred a lot of things in the organisation in terms of
disruptive technologies and break through solutions, Over
and above this, itis more about collaborating and seeing how
people can be mainstreamed.”

Not all were so sure that hiring persons with disabilities was
for them. The hirng team at Mahindra Satyam, a global
information, communication and ICT company, were wary
that on paper, the candidate’s profiles did not match their
work requirements. Yet upon meeting face to face,
perceptions began fo change when the team realisad the
capabilities, qualifications and skills of the candidates in front
of them. For others, EmployAbility was an eye opener to the
talent pool available to recruiters. “We came in with
absolutely no expectations®, said Gayatri Kuppa, Staffing
Manager at Novartis, Hyderabad, "we wanted to see what it
was like and we really got a very good tumaround of pecple
who are interested in the opportunities we have. It's been a
very fruitful day for us.”

The competency of candidates was indeed shining, with a
plethora of freshers, professionals and those striving for
further career growth. “I've been working as a customer
service executive for the last one and a half years”, said
Jasper Singh, waiting in the registration, at what was his
second EmployAbility. Having attended EmployAbility 2010,
Jasper was placed at Standard Chartered Bank, and has
been impressed by the positive attitude of his employers, ‘1
have faced no difficulties, there is a good working culture and
they are co-operative, professional and sensitised
employers.” With his left leg disabled, Jasper stressed on the
importance of having a range of companies under one roof,
with openings across the country, making it easier for those
who might not be able to travel fo attend interviews.

The challenge yet remains for freshers, with years of
education under their belts, to get on the employment ladder
and to secure that first job opportunity. Sapna Lalwani
explains, “If's not easy to get interviews, employers do
not consider a disabled person is good enough for the job, or
fo do the work” she says, having just completed six interviews
at EmployAbility 2012.
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With no large companies in her native Chattishgarh, M.P,
Sapna has dreams to become a software developer,
andis pleased to have met with 50 many equal opportunity
employers who are opening their doors. “In the metros,
survival is hard”, she says. With both legs affected by
polio from the age of one and a half years, Sapna uses a
mobility aid, and is awaiting her transport as she speaks. *I've
been looking for work for the last two years via the intemet,
butitis very difficult to move here and there® she adds, stating
that the lack of ramps, access to bus stops and public
spaces make seeking work and aftending interviews
extremely difficult.

For commerce graduate, Laxmi Marayan, moving to
Hyderabad, away from his family in Medak District, AP, was
in the hope of finding employment. Laxmi believes that his
disability is the main player in preventing him gaining work.
*| feel that companies will reject me due to my disability” he
says, having lost the use of both of his legs, “they don't see
the capacity or talent of the person” he says, adding that
despite clearing his chartered accountant exam, followed by
aseparate bank exam, he has remained unemployed.

Prospective employers have told Laxmi he needs to improve
his communication skills. “There needs fo be more skill and
technical training”, he says, unaware of any govemnment
schemes in this area. For those, like Laxmi, whose perceived
disability is ranked above his capability to do the job, what
needs to change? "Much change is needed"”, he says, eyes
searching the ground for answers. After a long pause he tells
the story of a joumney he took via bus fo his home town.
Crawling, with the use of fiip fiops to protect his feet, Laxmi
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boarded the bus and headed to the seats at the front reserved
for persons with disabilities. Finding them occupied by a non-
disabled passenger, he asked them to move and allow him to
sit. Undeterred, the passenger refused to move when asked
a second time, leaving Laxmi to crawl fo the back of the
crowded bus. “The atfitude of society is like this", he says,
"this needs to change.”

Anunderstanding of the capabilities of a person with disability
is intrinsic to ensuring that their human right to work and
equality are met. Neeraja Padma, a process developer with
an MBA in finance, who also has cerebral palsy, finds that ill-
informed assumptions, and her inability to gain equal access
to work and services, are interrelated, ®| applied for a loan
under a govermment scheme, but when they saw me they
immediately fold me | was not suitable, assuming that | could
not handle the loan®, she says. Such stereotypes filter into
the work place, and not only prevent persons with disabilities
from obtaining employment, but quell a company’s chances
of hiring a skilled and valuable worker. “Communication is
very important”, Neeraja says, slowly but clearty. *l can speak
like any other person, but they will not consider me. | have

Nevertheless, slowly but surely, wheels are in motion, We
believe this a good time for disability and employment. More
than ever, employers are looking to hire people with diverse
disabilities. The aspiration levels of disabled pecple
themselves have never been higher, so too their awareness
of market needs and demands.

Sure... much still remains to be done. If one looks at statistics,
they are still dismal. But we believe that employment in the
context of disability cannot be looked at by numbers alone.
It's the qualitative dimension that is significant. A shift in
perception... small ripples making way for bigger waves...
inspiring stories paving the way for countless more... best
practices being documented for others to follow.
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knowledge, | have work experience, | have qualifications;
they areleast bit bothered about these.”

Such is the need for employment fairs for persons with
disabilities, like EmployAbility. As each year passes, we see
an ocean of talent flooding the venue and lapping at each
employer's stand. We also see the slow but steady increase
in equal opporiunity employers, who have recognised and
endorsed diversity in their workspaces - not asa 'give back to
society' inifiative, but as a drive to take society forward, with
benefits for all. "All of us talk about these issues, but it's
another thing to take it up”, says Prajwal, as a passing
candidate interrupts to hand over his resume. *EmployAbility
is one platform where we can get everyone together, see
what suits us the best, and take home the best talent.”

Importantly, there is one key differentiator foday. The
disability sector itself has tended to, thus far, work largely in
isolation. Consequently, the efforts made, laudable though
they may have been, appear to be sporadic and there is
duplicafion of efforts as well. Scaling employment up to the
next level has thus been fraught with challenges.

Significantly however, today there is a clear understanding
that reinventing the wheel is an expensive waste of time and
effort. Therefore, networking seems to be the norm with
discussions taking place at various levels and organisations
in the disability sector across the country are joining hands fo
take employment forward. This coming together augurs well.
Working together, we do believe, we are poised for a great
leap forward in the near future,

AKHILA KRISHNAMURTHY, ABHILASHA OJHA
& THE ABILITY TEAM
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PONDERINGS

"'"—--’vadway-abaanamamv&pmpagmdmmgmnng
" atrocities movement. If someone were to call out "Hey
: baaayebee® at me, | ignore and walk. If a random man
1 =1 waves atme from a car, | ook at him as if he were invisible and move
) %" on. My theory in Iife has been that these men are not worthy of my
| attention, effort, resources or cognitive reasoning and hence, | ignore.

. A small, but significant incident has
\ shattered the passivity within me and
. proven if my soclety needs to change, |
 need to be the one tostartdoingit.

{ My friend and | were followed by a man in
. his car foday. The distance was barely a )
wer lulurnaira the locality was one of the VAISHNAVI

: : ne - fanciest in the city and it was a VENKATESH
amrd'ung and crowded aﬁerrmn IhahthafadmatlnaadlnpshﬁrthamamdﬁthMMdant because | know
questions like, Was it late in the evening? Were you out in a secluded area? Were you both girls? Was it a shady locality? crop
up every time someone mentions a story like this (and | know, everyone has a story like this).

We could have ignored it. We would have ignored it, had it not been for the fact that today, the counry is finally waking up to fight
against such antics. Keeping the arrogance of not wanting to deal with such men aside, we reported it. We got the man thrown
outof the restaurant and ensured that his car details were submitted to the nearest police station.

How is this helping change anything? We have lengthy discussions about changing 'mindsets’ and teaching our children to
respect women and inculcate equality in society. 'm sorry, but my children (and those of my generation) are not going to begin
respecting women for at least another fifteen years. If we are going to start bringing about change in mindsets starting with our
children, we are going to skip an entire generation. A generation of rapes, abuse, domestic violence and honour killings. Al
because we think we can only bring about the change in our own families... which haven't even come into existence yet.

If | want a safer society, | need to build it myself. Today's eve-teaseris tomorrow's rapist. Stopping him by stepping up and taking
action might prevent many other girls from being followed in the future. | used to think that acting against eve-teasing can getme
into frouble, giving me sleepless nights. On the contrary, today Il sleep peacefully, knowing that I've done my bit, albeit a small
one, intrying to change my own society.

-f.
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SEENA RAVEENDRAN

A drive from the snow storms of Kashmir to the rough riders of
Kerala; a strong punch of excitement, exploration and experience

of a lifetime; sleepless nights, unpredictable climate changes,

tangle of winding mountain roads that lead to and fro, sometimes a

driver's rapture, but more often, a challenge...

arish Kumar loves adventure, speed and cars;in  the longest distance ever covered by a person with disability
any spare time, he vrooms in his Tata Safari  inthe country.

through the busy streets of Ahmedabad. At 41, gom with an amputated am below the elbow, quite early in
this telecom professional has successfully |fe, Harish accepted the fact, but was never disheartened.
completed the latest All India Motor Expedition in 23 days "My parents were very supportive of everything | did. They
covering 16,000kmin May 2012, and setthe record forbeing  never stopped me from doing anything; be itleaming to cycle,




tying shoe laces on my own,
getting ready for school on my
own, tying the knot of my tie or
boarding the bus or train. | used
to devise a way of doing things,
and they would support by
encouraging me to do things on
my own.” When he was rather
young, Harish displayed a
fascination for toy cars. | had a

Seana Raveandran
passion to be fiercely independent since my childhood days,
though owning a car was beyond our reach in the 80s. With
my family encouraging me to take up sports, | was drawn to a
variety of them. However, the adrenalin rush | derived from
driving overshadowed the excitement of playing anything”,
recalls Harish.

The trip involved a drive through 28 state capitals and 7 union
territories covering hundreds of iowns and cities on the way.
4~ Evefsince my childhood,
" [my passion has
& “Been driving and
my endeavour has
been to be able
to do all that a 'normal'
person could do.
This expedition wasmy __
way of telling the worldithdt" )
I'm no less than anygne. 4

u

7

=

“The journey was not just an expedition to seal some records.
It was the fulfilment of a long cherished passion. Ever since
my childhood, my passion has been driving and my endeavor
has been to be able to do all that a 'normal’ person could do.
This expedition was my way of telling the world that I'm no
less than anyone.” For most part of the frip, Harish had to curb
his instinct for speed and drive cautiously. He also had his set
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of bottlenecks on the way. "It was a test of endurance and
resilience sometimes, when | had to cover the most rugged
terrains of the country, driving with one hand.” from the heavy
rain falls in the terrorist afflicted Srinagar to the rash drivers
ofthe Kerala highway, Harish has experienced true India.

Harish had taken up the all-India driving expedition, laid out
by Limca Book of Records for the aspirants wanting fo set or
break national records. So what's the catch? The Tata Safari,
and earier the SUV that he has driven, have not been
specially modified for him. “In the initial years | fried to explore
the option of a modified vehicle, | was not able to track the
proper person, When | started leaming todrive | realised that |
could drive any car without any modifications. This increased
my confidence levels, provided me the fiexibility to drive any
car and also fulfilled my endeavor to be able to do any work
which other people can do®, Harish says.

Harish got trained in driving much later in Iife, though not from
any driving school. “Alocal taxi driver in Rajasthan taught me
the basics of driving during my tenure with a telecom
company there, executing a project for the Indian Army
in 1997 to '99", during which, Harish recalls one of the
funniest moments from his driving classes, “when | was
leaming to drive | used to honk a lot. To my embarassment
my tutor once commented, ‘Can you see that approaching
frain near the railway crossing?’ | said yes. "You don't need to
blowthe hom atit," he replied", chuckles Harish.

For Harish, life should always move, though not at the speed
of his Safari, "My next target is to take up Ahmedabad
to London drive by road. This will be a very tough expedition
covering 15 countries, and the expenses will cost
a great deal”, he says. Harish hopes to keep wracking up
miles 'single-handedly’.

Harish's expedition has been recorded as a National
Record 2013, in the Limca Book of Records for completing a
sofo-all India motor expedition in 29 days 6 hours and
20 minutes, making it the fastest expedition by a person with
orthopedic disability.




ACCESS

Mahesh Chandrasekar, currently an International Policy and Campaigns Manager
with Leonard Cheshire Disability; finds London to be an accessible city in all
respects. A strong advocate of the rights of persons with disabilities, and an avid
traveller, Mahesh, with his years of experience as a disability activist in India,
comments on his preseni job and the pmmwns made cwmlabic fﬂr hun at wun"c anu"

the quality of accessible living available

wn the city of London.

he numerous twists and turns in life's jouney lead

us fo the most unexpected destinations and

experiences. Are these one's personal choices

or destiny? Whatever it be, the uncertainty of it all, is what

makes life an adventure and an oppartunity that needs to
be explored.

A life considered 'normal’ is what | was used to, until my
youth, My life was made 'interesting’ by a virus that crept
in and chewed at the covering of my nerves, leaving
me partially paralysed and weak. From then on, | started
using a wheelchair.

| have lived and worked in various parts of India and, in the
recent past, relocated to London for work. One of the most
striking features of this city is access fo public spaces and
services. | use local buses to commute. Travelling by bus is
free for all persons with disabilities, children below 16 years
and persons who are above the age of 60. This makes it
more atiractive to travel and to go on adventures, in an
For convenience, all the bus stops are on the same level as
the pavement and there are pedestrian crossings and kerbs
to the pavement. Each bus stop has shelters to profect
against rain and sunshine. Some of the bus stops also have
a small digital sign board that continuously updates the time
of armival of the buses.
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A passenger on awﬁaﬁaicanjmtmhi&‘herharuh
the driver as the bus approaches the stand, or when the bus
halts, press the 'ramp request button that is next fo the
middle door. The driver then activates the automatic ramp
that flits out from the middle door on fo the pavement. | can
then roll into the bus and position myself in the designated
place reserved for people in wheelchairs. This place
provides a safe and comfortable position to travel. When you
approach your stop to dismount, all you need to do is press
the button with a wheelchair symbol and the driver opens up
the ramp chece again.

All the metered cabs in London have been fitted with a
ramp foo; therefore there is no need to book for a special
cab with a ramp. There is no exira fee charged if you are
awheelchair user.

All persons living in the UK are registered at the local NHS
(National Health Service) and the health services are free.
As part of this service, assistive devices and any of the
consumables that would be needed on a regular basis, such
as urinary incontinence devices, are provided too.
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Education for all children up to the age of 18 is free in state
schools, and all schools have arrangements in place to
enroll children with disabilities, as well as to recruit staff
with disabilities.

As part of 'Access to Work', a programme run by the
gavemmment, the employer is legally bound to create an
environment in which persons with disabilities can work and
make use of all facilties in the office safely and
independently. As part of this programme, an assessment of
my requirements at the office, and my commute from home
to my office was done. Initially | did not have a proper
wheelchair, so the cost of my commute to work by a local
metered cab was covered. Following this, they provided me

the kerbe on the pedestirian crossing

ACCESS

. All public spaces, both intemal and extemal, are made

accessible for persons with disabilities and senior citizens.
Hence | am able to go the park in my neighbourhood, visit the
supermarket and other places of interest such as museums,
the local library,etc.

All these services are supported by taxes from the public.
Of course all these do not come on a platter; one has to work
through the system - but it works! The aim of this article is not
fo paint a rosy picture, but to attempt to communicate the
proactive steps taken by duty bearers that help me to
seamiessly blend and be part of everyday life and live
with dignity.

| am aware of the fact that it is unfair and unreasonable to
compare the high standards evolved by a country such as
the United Kingdom with the rest of the world; however when
| am benefiting from the system, it makes me ponder about
the deprived majority.

According to the World Report on Disability, published by the
World Health Organization and the World Bank, there are an

i The aim of this article is not to paint a rosy picture,
but to attempt to communicate the proactive steps taken
by duty bearers that help me to seamlessly blend and be part of
everyday life and live with dignity. 1)

with a customised powered wheelchair, free of cost. With this
| am able to commute to work independently. When | need to
travel out of office on work, the cost of my personal assistant
is reimbursed. Similarly, appropriate support is provided to
persons with different impairments such as hearing, vision
andsoon.

While accessing any of the public services, | find that there
are specific provisions made for persons with disabilities.
These include questions on services, such as gelting a
driver's license, a parking permit or paying for utilities such
as electricity and water.

Information on the percentage of a person's disability, or a
medical certificate from a specialist doctor in a government
hospital is not asked for. The system operates transparently
and in most cases is based on self-declaration made by the
person concemed.

estimated one bilion persons with disabilities across the
globe, They face bariers to participation in society: in
accessing development programmes and funds, education,
employment, health care and transportation services.
Persons with disabiliies and their families, of whom 80% live
in developing countries, are over-represented among those
living in absolute poverty. As of October 2012, 124 countries
have signed and ratified the United Nations Convention on
the Rights of Persons with Disabilities, a legally binding
agreement to promote, protect and ensure the full and equal
enjoyment of all human rights and fundamental freedoms by
all persons with disabilities, and fo promote respect for their
inherent dignity.

Therefore, the question is: is the person with an impairment
limited due to hisfher disability, or due to the environment,
system, structure and attitudes which make up a society?




VPE:HMTRET‘ \ \

Need

Somebody

DR. VIJAY NAGASWAM[
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sking for help, an absurdly simple thing to do on the
A face of it, is perhaps one of the most difficult tasks
for many urbanised people today, ranking only next

to saying 'sorry’. Interestingly, we find it relatively easy to ask
for help or apologise for the ‘small stuff (“Could you please
hold my place in the line while | go to the loilel” or *1 am so
sorry, | didn't mean to wake you up from your siesta.”) But,
when |t comes lo things that really matter, it's really
exfraordinary how difficult we find it to say we're sorry (*I'm
really sorry that | let you down”), or ask for help ("1 simply can't
understand my wife, | need you to help me with my marriage.”)
The more usual modus operandi would be to reach for the
nearest excuse or rationalisation, at which we are usually
quite adept, and get on with our lives. While a discussion on
why we find it hard to apologise is undoubtedly interesting,

UI “"l"l

| shall confine my thoughts to help-seeking behaviour, for the
focus of this piece,

The easiest thing to do would be to dismiss this phenomenon
as being caused by 'ego problems’, a basket term that
has been gaining increasing currency in recent times.
However, when we see people who are laid-back, self-
effacing and far from egoistic, also resorting to the same
behaviour, this explanation simply does not cut ice. We need
to dig alittie deeper.

Looking back at my lengthy time in the 'healing’ profession, |
realise that | have been able to offer interventions to hundreds
of people who reguired, and were able to find the courage to
seek my services. However, | am sharply conscious that those
who actually seek services represent a miniscule minority.




There are probably millions who reguire such servicas but are
not ready to acknowledge thal they do, even fo themsalves -
lat alone take halp from a professional for problems that are as
ubiguitous &8 they are surmoentable. When | scrutinize my
career A litle more closely, | can readly come to the
conclusion that paople sought my help the easiest, when | was
a general medical practiiones, and with much more difficulty
when | became & clinical psychistist and wilh ubmosi
awkwardnass when | settled down fo the practice of ‘couples'
therapy. In other words, having a physical Biness is parfectly
acceptable when if comes to seeking help, However, when if
comes io & diagnosable mental illness, 1he stigma assocated
with having such a problem does come in the way, bul
eveniually when the problem becomes unmanageable,
A discreel visit ko the mental health professional is sfill not
llegitimate. However, when & comes to seeking heip for
‘non-llineszes’ like relationship problams, active inertia usually
sedsin,

As is well known, men find it hard lo ask for help, For instance,
how many men do you know, who, when they ane lost in an
unfamiliar locality, would stop and ask for directions? Or, lake
@ look &l gender-specific popular reading matter, Women's
magazines are full of advice and fips on a wide vanety of things
ranging from the kitchen to the boardroom. Men's magazines,
on the ather hand, usually focus on spod, technology and
politics. Put differently, it appears that one of the hallmarks of
masculinity, is the capacity 1o 'handie’ everything — emotional
or intefiectual - by taking these in one's siride; the implication
being thal, one does =0 on the strengih of whatever one
already knows or possesses. |f one doesn't know how fo
handle a situation, or one doesn'l possass the wherewilhal ko
deal with a crisés, one somehow bumbles through or'wings' it
Revealing one's inability is just unacceplabie.

Why should this be so? Whal |s wrong with axposing one's
Inabilities or disabilites? Is it nol the imperative first step in
managing one's inabilities or disabiilies, o acknowledge thal
thesa indead axist, so thal one can confrond them and daal
with them? The answers io these queslions cenire around &
major fear in contemporary life; the fear of vulnerability; and
the resultant emobional confict between dependence and
Indepandence. Tha mone vulnerable one s and the mare ang
exposesil, the more dependent one becomes on athersin lhe

emvironment and therefore, the more prone one is o anolher
person xercising conlrol and maniputating. The batier option
hence appears fo be the quest for invulnerabity and ane of
the manifiestations of this is the reluciance, even refusal, fo
ask anyone for help. Although this guest evolved as a
masculing trail, contemporary women 100 have inciuded (his
in their reperioire, as part of 8 process of having to aoquire
masculing iools to enable them to compabe in a ‘man's workd”.
The net result; everyone aims o be invulnerable and tolally
independent. Many people do indeed believe they are.

If fruth be fold, those who do believe this are deluding
themsalves. Mobody is tndy independent or imaulnarable. We
are a highly soclalised species, and as a resull, will always be
dependent on each ather, whether we like it or not, The
procass of personal growth and development demands thal
we accapl this realfy and come 1o terms with |1 the mature
person is one who seeks to ged comfortable with vulnerability,
not o efminata it. The sooner we recognize that we are all
dependant on one anather and thal we can comforiably be so,
the betler we will siart perdorming 85 & rece. Ceriainly,
interdependance does increase the risk of being at the
recalving and of ‘control games', which people in a position of
‘power' may attempt fo play, However & game will never be &
gama if wa refuse o play it For then, the ‘controller’ loses
imerest in it And for the record, all of us play these control
pames whether in our marriages, our relationships with family
and frends or in the work domain. When freatened, hueman
beings try to control each other, and if one of the parties in the
redationship stops threatening the other, the games loo stop.

S0, next firme we feal vulnerable, lel us not atlempl 1o be one of
those strong, sient ypes. Led us accept thal we are indeed
vulnerabie, asin fact, everyone iz, And let us also get on with
frying to identify resources in our emolional and social
environment, which can assisl us with solullons. To do this, we
firsl need to keam 1o ask for help, Mot indiscriminalety of
course. Let us choose our hedp-providers with care and
discemmend, and ulilize iheir experience and expertize as
best aswe can,

The wrler is 8 Chennal-based psychotherapis! and
refationships consuftant, amd is the author of many
books including, ‘Courtship and Mamege: A guide for
inavan colples’.
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On a first time visit to India, Jeffrey and Katy Davis share
their tales of adventure, exploration and where to find the

perfect lassi in beautiful Kerala...
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y wife has always wanted to visit India (she is
more adventurous than | am) and our twenty-
fifth wedding anniversary, along with the fact
that our daughter is now working there, provided us the
perfect opportunity to finally make the trip.
After a long flight from London Heathrow, we were met by our
daughter, waving furiously at Cochin Airport (not that it was
difficult to spot her - she was the only European amidst a sea
of Indian faces!} We had decided to make Fort Cachin our
base, a centre for historical interest, and easy to fravel to
other hotspots from. Steeped in colonial history, Fort Cochin
was one of the first European townships in India, from the
time the Portuguese had settled here in the 15th Century. In
1663 the Dutch gained command and then the British in
1795, leaving behind a legacy of trade, culture, architecture
and diversity. Now a popular tourist spot, Fort Cochin is
flooded with boutiques, book shops, cafes, modem art, spice
markets, temples and churches.
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Though many quaint home stays are available for
accommodation and home cooked food, thanks to the
generosity of an Indian family we know in Britain, we stayed in
palatial old colonial accommodation — a heritage house right
by a tributary of the Arabian Sea — complete with a team of
attendant staff... rather like the Indian equivalent of the British
TV series 'Downton Abbey! After trying to catch up with
sleep, we explored the local area. | was surprised how similar
India was to what | had imagined, incredibly colourful,
cullurally diverse, vibranl and warm (in every sense).

Along the sea front at Fort Cochin one could marvel at the
ancient Chinese fishing nets, in use for the last 500 years and
an extraordinary sight rather like pre-historic Pterodactyls,
and almost unigue to this area. As the days of our visit went
by, the fishermen began to recognise us and would allow us to
help them haul in the fish by pulling down on the ropes.
Remarkably for such large and complex contraptions, they
tend to bring in very few fish. Nearby too, was the church of

-
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St. Francis, which dated back to the 15005 when the Fort was
constructed under the Portuguese. Originally a wooden
structure, the church has an eclectic past and was erecled as
the Church of St. Bartholomew and in 1516, when replaced
by a mortar and bricks structure, became the church of St.
Antony. Underthe Dutch command, itwas transformed infoa
government church, until it was surmendered to the British in
1870, and came to be known as the Church of St. Francis.
Now a part of the Church of South India, the weathered
building is a tourist attraction, mainly for a site of the original
tomb of the Portuguese navigator, Vasco da Gama, who was
buried here in 1524, before his body was retumed to
Portugal. Qutside, stands the old military marching ground
where we would often take the time to sit and watch children
practising their band parades.

Coming from a Jewish background, it was especially
interesting to me fo be staying near the 'Jew Town' area of
Cochin — an extraordinary area containing a mixture of shops
(many selling antiques), warehouses and spice/auction
rooms. In Mattancherry stands a small synagogue, the oldest
one in the British Commonwealth, dating from 1568.
Stepping inside was a remarkable experience of light and
airiness, parfly due to the 18th century hand-painted blue
Cantonese ceramic floor tiles, all of them different, and the
omate chandeliers and colourful oil lamps. We wandered
bare foot across the tiles and enjoyed the adjoining exhibition
which documented the history of Jews in Cochin, through
intricate paintings.

36

An idyllic spot for
lunchjng & writing postcards

On stepping outside, we went o a riverside restaurant, where
we enjoyed appam and stew, a Kerala delicacy, and wrote our
postcards whilst overlooking a blissful glistening lake. The
calm was soon interrupted by noise in the straet and on
joining the local crowds outside we were lucky enough fo get
aglimpse of an Indian music video being filmed... in full swing
with singing and dancing... blocking the road but providing
much entertainment!

In contrast, watching a traditional Kathakali dance-drama
offered a more blood-thirsty entertainment, albeft very
effectively choreographed and performed {with men taking
bath the male and female roles, as in the Elizabethan theatre
in England). Geared up for tourists, the show began with a
make-up demonstration: half an hour of applying thick green
face paint with black, devilish eyes and red clown-like lips
with a yellow forehead. This was followed by a demonstration
of the nine facial expressions used in Kathakali, each
manipulating the facial muscles in such a way that the actor's
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face appeared to be shaking, or eyes popping out, with
each emotion.

Apart from the great wealth of history o be found in India, |
was pleasantly surprised to make another discovery — this
time food related. The visit allowed me to indulge my
predilection for the traditional Indian lassifyoghurt drink,
rmany of which had o be drunk surreptitiously due to my wife's
disapproval of them as being incompatible with my ‘weight
watchers' programme. The best lassi was the one sampled
in the appropriately named {in my case anyway) 'Loafers
Comer’ in Fort Kochin— a wonderful place to hang out, read,
or simply watch the world go by. Other recommended lassis
could be found at the Koder House and Kashi Art Gallery, the
latter also supplying delicious walnut cakes in the peaceful
midst of modem artl

Mid-week, after the numerous lassis and cummies had been
consumed, we went in search of some exercise and were
taken for a rather steep ascent (1269 Ft.) of a pilgrimage site
at Malayattoor, believed to have been visited by St. Thomas
in the Christian tradition. The ascent of the hill in the
sweltering heat was difficult enough for me, but it was worth it
for the spectacular views from the church at the top (also to
see the monkeys in the trees). We trekked with other families,

taking in the peaceful surroundings and stopped to dip our | &

hands in the ‘miracle well' for some cool relief. Our descent

provided great entertainment to the locals who had stopped |
% for lunch and to a number of curious Indian families, [§

‘ who walched this rather tubby Englishman catapulting
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Early moming trekking in the hills of Munnar
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himself down the steep mountainside, unfamiliar with the
rocky temain.

No doubt, the most beautiful view of the trip was from the
balcony of the guest house where we spent two days in the
mountainous tea-plantation area of Munnar. Nested in the
Westem Ghats, this hill station is remarkably cooler in climate
and flooded with tree estates and a countryside rich in plants
with (ayuredic) herbal properties. Munnar is an absolute must
see for anyone wanting to escape the bustling cities and
sample beautifully fresh air. Here we wandered along small
paths, through villages and enjoyed meeting with other
travellers over dinner. Watching the sun going down behind
the misty blue distant mountains was unforgettable and
worthy of a flim setting.

We had not yet sampled the trains in India — and after a visit to
the backwaters in Alleppey, we found our opportunity.
Planning to journey from Alleppey to Emakulum (actually we
got on a frain going in the opposite direction by mistake! Still,
it gave us a more extended experience of train joumeys in
India), the train set off with the doors still open and people
sitting on the fire step dangling their feet just above the rails.

Cruising along in peaceful Alleppey

In fact, feet remained a prominent feature of this joumey,
because when | looked down the camiage all | could see were
the protruding feet of other passengers, apparently asleep,
flat-out on the seats and even on the over-head luggage
racks. Yet no account of a trip to India would be complete
without a report of the terifying "Tuk-Tuk' experience, The
drivers of these flimsy vehicles appear to be without any fear.
There seems to be no road discipline whatsoever - ifthere is
a vehicle in front of you, the convention was to overtake
immediately, regardless of road conditions; so if you are
approaching a blind comer — overtake; if you are approaching
a busy dual camiageway - pull out anyway, beeping furiously
all the while! However, there did seem to be some weird type
of logic to it all, as we dodged in an out of the traffic, as we
never did collide with another vehicle and always amived
safely at our destination. My wife could not look for many of
these journeys and would often be seen laughing nervously,
head down with her hands over her eyes! When | pointed this
out to our Tuk-Tuk driver during a particularly hair-raising
journey, he simply tumed and shrugging his shoulders with a
broad toothless grin, exclaimed: ‘This is Indial




‘ Industry has a special responsibility towards society.
It has better resources and superior organizational
strengths and managerial acumen. If we can help the
world win the war on HIV/AIDS, we will be helping

society in a very special way, ,

- A. M. Naik, Chairman & Managing Director

LAT offers the community HIV/AIDS prevention and detection services, counselling and treatment.
L&T received an award from the Global Business Council (London) for Business Excellence in HIWVIAIDS.
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Svndrome

sher syndrome is the most common condition that
affects both hearing and vision. The major
symptoms of Usher syndrome are hearing loss
and an eye disorder called relinitis pigmentosa (RP).
RP causes night-blindness and a loss of peripheral vision
(side vision) through the progressive degeneration of the
retina. The retina is a light-sensitive tissue at the back of the
eye and is crucial for vision, As RP progresses, the field
of vision narmows — a condition known as ‘funnel vision' —
until only central vision (the ability to see straight ahead)
remains. Many people with Usher syndrome also have
severe balance problems.

Whois affected?

Approximately 3 to 6 percent of all children who are deaf and
another 3 o 6 percent of children who are hard-of-hearing
have Usher syndrome. In developed countries, about four
bables in every 100,000 births have Usher syndrome.

Thecauses

Usher syndrome s inherited as an autosomal recessive frait.
The term autosomal means that the mutated gene is not
located on either of the chromosomes that determine a
person's sex; in other words, both males and females can
have the disorder and can pass it along to a child. The word
recessive means that, o have Usher syndrome, a person
must receive a mutated form of the Usher syndrome gene
from each parent. If a child has a mutation in one Usher
syndrome gene but the other gene is nommal, he/she is
predicted to have normal vision and hearing. People with a
mutation in a gene that can cause an autosomal recessive

DIPTI KARNAD

disorder are called camiers because they 'carmy’ the gene with
a mutation, but show no symptoms of the disorder. If both
parents are carriers of a mutated gene for Usher syndrome,
they will have a one-in-four chance of having a child with
Usher syndrome with each birth.

Characteristics

Type 1: The child is profoundly deaf from birth. There are also
severe problems with balance, so a child may be slow to sit
unsupporied and is often late learning to walk. The child will
also have decreased night vision before the age of 10.

Type 2: The child usually has moderate to severe hearing
problems from birth. Balance, however, is normal. Decreased
night vision beginsin late childhood orteens,

Type 3: Hearing and sight are normal at birth, but both
deteriorate at a rate that varies from person to person.
Problems are usually evident by late teens, and by the time
most people with Type 3 have reached their 40s they are blind
and have complete hearing loss.

Early intervention

Since Usher syndrome affects hearing, balance, and vision,
the diagnosis usually includes the evaluation of all three
senses. Evaluation of the eyes may include a visual field test
to measure a person's peripheral vision, an
electroretinogram (ERG) to measure the electrical response
of the eye's light-sensitive cells, and a refinal examination to
observe the retina and other structures in the back of the eye.
An audiological evaluation measures how loud sounds at
arange of frequencies need to be, before a person can hear
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them. An electronysiagmagram (ENG) measures involuntary
eye movemants that could signify a balance problem.

Early dlagnosls of Usher syndrome |s very Important. The
earlier that parents know whether their child has Usher
syndrome, the sooner that child can begin targetted
educational training programmes to manage the loss of
hearing and vision.

The way forward

Early identification is critical so that educational programmeas
can begin at the soonest. The exact nature of these
programmes will depend on the severity of the hearing and
vision loss as well as the age and abilities of the person.

devices, cochlear implants, or other communication methods
such as sign languags; orlentation and maobllity training; and
communication services and independent living training
which may include Braille instruction, low-vision services, or
auditory training.

Some ophthalmologists beliave that a high dose of vitamin A
paimitate may slow, but not halt, the progression of retinitis
pigmentosa. This belief stems from the results of a long-term
clinical trial supported by the National Eye Institute and the
Foundation for Fighting Blindness. Based on these findings,
the researchers recommend that most adult patients with the
common forms of RP take a daily supplement of 15,000 IU
(international units) of vitamin A in the palmitate form under

Typically, treatment Includes hearing alds, assistive listening  the supervision of theireya care professional.

Crossing the tunnel swsesm

Hello everyone,
I'm Harsha, 2 rookiewritar, writing my first article for Success &ABILITY. Hopehully, inthe
futura Il ba back, with mora articlas for your satisfaction!

My first article, here, is about a special subjact that I'm deeply concemed with — Usher
syndrome. | found out about my condition - tha fact that my disability was even despar |
than | knew it to be, only last year. One moming, when | was casually discussing college
courses with my dad, he told ma that | had Usher syndrome and that my side-sight would 2
degrade. To llustrata this, ha mimicked binoculars with his hands, covaring hls syeswith them. |stlll didn't understand, for my
side-gight had already degraded a small bit and seemed to have stabilised. So, | decided to ge online and ask the question
{like many others) from Google. There was a page by an Ushar's expert that explained everything, from medical, to the future
of thosa affiictad.

We {my dad and I} read it together. For me, itwas horrible and intensaly painful. The author talked of other young deaf people
lke ma, who ware fold of thalr condition during Important phases of thelr Ilves — befiore taking up a hazardous job, before
marriage — their dreams tom, their futures narrowed. Before all this, | was quite ambitious and a freedom-loving persen with
dreams of studying in Cambridge. The impending loss of one of my greatest assets — my sight —was a huge set back mentally.

What of my parents? My dad spoke of all this in a causal manner... as if it was something we'd already talked aboutbefore...a
"done and dusted' matter. Ever since this discovery, I've come across blogs and forum posts dealing with Usher - the parents in
each one of them had great difficuliles In telling thelr childran about thelr condition. They would act as If the poor child had
cancer, frightening them out of their wits by the suspense alone. My own parents didn' join me in my ‘mouming’ - this simple
act cut short my somow a great deal. Many doctors — refinal specialists had assured my parents, over the years, that
braakthroughs were belng made, Retinttls Plgmentosa on Its own, was not very rare, lets of ressarch was undarway In that
field. Acureforblindness wasn'ta mere theory anymare. Actually, four plausible paths to a cure exist today - stem cells, gene
therapy, retinal chips, and bionic eve. In 2011, two women were cured of macular degeneration; more recently, a completely
blind woman saw aflash of light. Thera is indead hopa.
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(Evmasl write this, a matter of debate rises fo mind—is all this optimism unfounded? Are my parents harboring false ran-esT?\‘
As a scientific person myself, | know that science is flincy. A treatment could be promised, say for HIV - instead of the
promised decade, it takes three decades to find the cure. In addition, most treatments have their own side effects — for
instance, tumors due to stem cell therapy and infections from gene therapy. So, a certain pefiod of time has to pass after the
discovery for perfection — to ensure the treatment is absolutely safe. Along these lines, | do know that, despite all the
optimism, one has not to take things for granted.

Sometimes, | think of what people must have done in the past... on how much worse it must have been, back then. The
diagnosis would have been made. Then... that was it! The person had to go figure out how to deal with it. No computer
technology existed and most of the jobs were in the faciories, so a lonely and impoverished existence was inevitable.
Imagine a young working-class man, in his 20s about to join a great workforce — the company doctor tells him, "sory son,
you have Usher syndrome, you cannot work for long. Best spend the time of sight you have left in happiness..." In the middle
ages, people would have been affected like a bolt out from the blue - priests, scholars, peasants — maybe, even a knight.
It would be dubbed as the effect of some mysterious disease, the victims left to the mercy of quacks and their dubious
methods. Inevitably, each one of them would have been thrown out of society to lead a crippled existence with no rights
or liberties.

Ohay, so far - 've focused just on the blindness part. There are other conditions that come with the syndrome — deafness,
night blindness and lack of balance. | have Usher Type-1, which means that | was bom with all these things, That's a
significant advantage over losing them one-by-one over the years, The difficult thing about being deaf is that there is the
potential of missing out on a lot of spoken information. To make up for it, 've got to read a lot. Another thing, no less
important, is that | have to do my best fo avoid developing a 'disability complex’, that is — letting my disability determine how |
treat other people. Some of you probably have noticed that disabled people connect better with people wha have the same
disabilities. This sort of interaction can overshadow the person's connect with the normal world. For me to move forward on
this one, | just have to improve on my speech, and I'm off.

The combination of lack of balance and night blindness makes me useless in dark places. As a consequence, there are
sacrifices - friends do not call me for a night-out. Even in daytime, | have to rely on others to move around the city. Mo cars,
India isn'tAmerica where every 18+ teen owns a car. Besides, there's hardly any space to park one, soon there won't be the
fuel, he he. Bikes? Hmm?

Careerwise, | have decided not to worry too much over what the future could hold for me and simply carry on and do what I'd
been thinking of doing all along. Anyways most modem big-jobs — even flying fighter jets can be done on a computer. | was
inspired a lot when | visited CavinKare ABILITY Awards 2012 - where one of the awardees was Azeem Bolar. This man lost
his eye sight just when he passed out of college, then suffered a stroke. Yet, he found a job which needed him. This means,
that whatever the circumstances, i's certainly possible to manage. You don't have to make compromises and take the easy
way out just because of your condition. Just dowhat you can-in all possibilities, you can become the trailblazer for others...
that will be just as well, and you only live once

Tosumitall up, I'm putting here a quote from one of my favorite stories— The Last Question by Issac Asimov:

“In a universe, where every star had died out, darkness was the norm; nothing existed io be seen; it was a place of cold
chaos. A computer was all that remained — that too in hyperspace. Man used to call it the Cosmic AC. All problems, except
the problem of reversing entropy were solved by it.

Man was long gone, but AC never stopped thinking about the issue, until it finally came upon the solution. No one existed to
receive the answer, so the Cosmic AC decided lo give the answer by demonstration, before releasing his consciousness
l\:Ilmu:lJﬂlnt‘:sail;l. "LETTHERE BE LIGHT!" And there was light—




THE OUTDOORS

So you're tired. It's an effort to drag yourself out of bed in the morning. There are clear signs
you're losing your enthusiasm for your job, your hobbies and your social life. When was the

last time you could call a day your own? If you have some vacation time banked, there is only
one cure for the onset of ennui. Packup and head for the great open spaces!

1| etween budgets and busy schedules, planning a getaway Is not as easy as it sounds. Add the travel hassles of
. packing a wheelchair and accessories, the fear of being stranded because you can't hear the announcements, poor

" vision that makes it necessary for you to take someone along, and the problems double, triple or quadruple! India's
travel-worthy or even must-see places are not always disabled-friendly. Access is always poor, most places have not heard of
tactile signs and visual signboards are not in the best of conditions. About public rest-rooms and places needed for breaking
your joumney, the less said the better. Butwe know travel can do wonders for ourwell-being. We really cannot afford not to travel.

Business trips, of course, we are not likely to miss. They build our experience and exposure, and offer an opportunity to
temporarily leam other business models and practices. If it's a pleasure trip, we need to make sure we have the right travel
companion. Anagging buddy could easily tum a holiday into a stressful experience.

Sometimes going alone may be the best thing to do. Doing so will force us to make connections with others, while giving us the
freedom to do whatever we choose. Of course, the nature of the trip makes a huge difference — we must tailor it to our
preferences. What does holiday travel mean to you? Beach-combing like Salil Chaturvedi, the poet? Driving at breakneck
speed and plunging into ice-cold Himalayan waters like Navin Gulia in his hand operated car? Exploring every side of the globe
from Dusseldorf to Darjeeling like Nitin Goel? Savouring the charms of the Shataboi Express like Anjali Arora? Or checking out
every major hotel in the country like Ketna Mehta? Whether for business or pleasure, to an alkinclusive resort or a friend's
simple home, travel can offer great gains for your body and mind.
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ESSENTIALS

When you're travelling, you'll be out in the fresh air. You'll be breathing more deeply, re-oxygenating your blood. Travel can
involve additional activities. Unless you want to rest at all times during your vacation, you'll likely do more walking than you

would at home, and generally be much more active than your routine allows you, It is also likely that you'll discover the joys of
ealing variety. Have you tfied sushi, moussaka or couscous?

Once you've set out on your trip, it won't be long before you begin to gain new perspectives. Travel gives you an opportunity to
spend quality time with your spouse and children. Travelling gives you a whole new appreciation for different cultures and
lifestyles that broaden your horizons. Socialising is great therapy. As SK, our consultant put it, “the more you travel, the more
you appreciate the comforts of your home.”

In the following pages, you will find a lot of useful travel tips, your rights as a vacationer and perhaps answers to guestions you
ahyysmmﬂdhaskbmdhn‘tmm.
o

GEETA PADMANABHAN

——n 1' Vacation’ is a magic word. Use it in a

o conversation and people are likely to
momentarily spirit off to their private bit
of paradise; disappear to somewhere that
exists between fantasy and the world-as-we-know-1t. What’s
the magic formula for confuring up a charmed vacation?

SCOTT RAINS

First, open up your own personal travel style for inspection. Add a pinch of experience

from each of the Six Knows® below and you will spice your formula with the wisdom of
other travellevs with disabilities. Stir it up with a friend or travel agent. Then get out
there and see the world!

%m%&r

Socrates said, “The unexamined life is not worth living", First off, ask yourself; What would make this vacation a success
for you? Try to answer that question even before you decide on a destination, a reservation, or a fravel companion. Pare
down to the non-negotiables. Are you looking for quiet rejuvenation - or exhilaration? Do you have strict budget limits - or
room to splurge? Does success mean having sun, snow, a tropical rainstorm - or are you content with whatever comes
along? Do you have ‘must includes’ for your trip such as a food delicacy, an event or a language?

Secondly, review your physical health. Do it with your physician if necessary. How is your physical strength? Your stamina?
Your immune system? Are you in physical pain that would influence your travel plans? Are your medications working comectly
and do you have enough to bring on the trip?

What about your mental health? How is your emotional resilience? What's the recent pattem of your moods? Are your dreams
orfantasy life telling you something about how you might react to travel right now?
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X
~wi: KNOW YOUR SAFETY NET

Life is tough. (That's probably why you want to go on vacation in the first placel) Travelling with a disability can be a test of skill.
Expect the unexpected, ‘what if around worst cases, and then strategise about how to deal with what you discover.

Did you leave a copy of your itinerary with friends and family back home? Have you established a schedule for periodically
contacting people back home? Do they know what to do if they don't hear from you? If you have friends or contacts at your
destination, have you double checked to see that all contact information is up to date and comrect? Do you know how your travel
companion responds in an emergency? Have you discussed various emergency scenarios with him or her? Does your
personal insurance cover you while out of the country? Do you have travel insurance to make up the difference between what
the aiine will pay if they damage your equipment and the actual replacement cost? Do you have necessary vaccinations,
medicine, prescriptions, and letters of medical necessity? Are your money and important documents keptin a secure place?
Do you have multiple copies of information such as contact names and addresses? Do you know what to do if your credit card
is stolen? Are those copies distributed between various carmy-on and checked-in items?

Take responsibility to know your own equipment. Know their equipment too! Do
you know it as well as, if not better, than the people who sold it to you? Have you
made a toolkit with everything you need for repairs? Do you pack it in carmy-on, not
checked luggage? Have you prepared an instruction sheet, with ilustrations,
on assembly and the disassembly of your equipment? How many languages [/
isitin? Did you amange for an equipment check-up before you left? Have you '
brought along replacements for items that frequently fail? Do you know of
vendors at your destinations that can repair your equipment in an
emergency? As preventive maintenance for yourself as well as looking out for

others in the disabled community, do you know how to report equipment failures to your
vendor and the manufacturer? How to pass along any suggested solufions you may have?

There is a cafch to this category. The line between your equipment and their equipment becomes fuzzy when your comfort and
safety depends on the transportation company's vehicle. Do you know how to troubleshoot a lift on a van for an inexperienced
driver? Can you instruct the baggage crew on how to stow your wheelchair, walker, or scooter? Handle your respirator or
oxygen bottle? Have you memorised the accessibility features of various airplanes by make and model of the aircraft? Can you
show the flight attendant the location of the button to unlock movable airline seatarms?

Language teachers and travel gurus may tell you that the mostimportant first words to leam in another language are "Please” or
“Thank you™. | tend to prefer to master words like “Nyet!" ("No!": Russian), *Rollstuhl” ("wheelchair*: German), "Kaaga® ("mine":
ﬁsaurndi]. useful phrases like "De jeito nenhum!” {roughly and in context, “Don't mess with that wheelchairl": Portuguese),

Laws, policies, business practices and cultural norms change from region to region and country to country. Dont be easily
discouraged. Keeping frack of the specifics merits an advanced degree in fravelling with a disability. Be as knowledgeable
as possible.
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What responsibility do you have for knowing your rights? For effectively communicating your needs? Are you able to advocate
for your own rights in a way that leaves the person you are confronting better educated and more likely to assist the next
passenger with a disability? Do you make use of the airlines Complaints Resolution Officer (CRO)? Do you share what you
have leamed abouttravelling with others in the disabled community?

Be your own best companion first. Know what you expect out of a travel companion.

Atravel companion, especially a good friend, can sometimes be a mirror, Don't burden them with the thankless job of reflecting
back someone who you don't want to see. There is never a shortage of legitimate reasons to squabble when travelling and in
close quarters! What does he or she expect out of you? Can you honestly and clearly communicate your own limits? Do you
know each others habits with smoking, drinking, drugs? Each others sleep pattens and pet peeves? Do you have an
agreement about borrowing and lending items or money while travelling? Have you established rules for disagreeing? For
fighting? Are you comfortable discussing your disability with your potential companion? Have you dane so already? Have you
started getting to know your travel companion long enough before the trip to allow each of you to evolve a realistic set of
expectations for your travel together?

Maybe your fellow travelleris a service, companion, animal companion or a pet,

Have you amanged for the necessary health exams and vaccinations? Do you know the
companion animal policies relevant to transportation, lodging, or foreign travel? Have you [
prepared for the effect of a different climate or a different diet? Can you be certain y
that your companion will receive adequate exercise and have access to

‘ emergency medical care?

wmmm

Destination research is the least overlooked of the Six
Knows. Common holiday spots can be very effective in
communicating their image and appeal. The danger lies in
being lulled into assuming that the specific accessibility
information that you need is as easily available.

Can you read critically through marketing materials for the
facts? Have you developed successful strategies for getting the
accessibility information you need? Have you researched the accessibility of

local hotels and resorts? What about theaters, restaurants, music and sport venues? Arelocal tourist attractions independently
accessible or is accessibility available through prior arrangement? Will you be able to get what you need from car rental
agencies? Bus and rall systems and taxi companies? Have you taken the time to find a good travel agent? Can you identify
agencies like tourist boards or chambers of commerce that might be of help? Have you located and used online bulletin boards
serving people withdisabilities?

Travel can be a time of self-ransformation. You can grow in confidence and sel-esteem while gathering memories that will last
alifetime. One way toguarantee that the memaries will be positive is to prepare with the Six Knows.
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DISABILITY STUDIES:

A PERSPECTIVE

he field of academic study in disability is growing

worldwide, Disabilily studies, a relatively new

interdisciplinary academic field, focuses on people
with disabilities: how disability is viewed, defined and
represented in society. The study refers to the examination
of disability as a social, cultural and political phenomenan.
From these perspectives, disability is not a characteristic
that exists in the person so defined, but a construct that finds
its meaning in its social and cultural contexts.

No single academic discipline can claim a comprehensive
study of disability issues. The field is informed by the
scholars from different disciplines such as history, sociology,
political sciences, economics, cultural studies,

anthropology, geography, philosophy, gender studies,
media studies and more.

Sowhatis meant by ‘disability'?

The complexity of defining disability has aggravated
because of the indiscriminate and loose use of the term by
scholars. Some scholars view disability in terms of culture
and identity, whereas others see disability as a label, still
others see it as a social construct. In addition, they also use
different linguistics related fo disability. For example,
'disabled person’ is used fo focus on the centrality of
disability in individual identity, whereas ‘person with
disability’ gives the message that having a disability is
secondary to the person's identity.

Within these subgroups, the language and spelling can play
a significant role in defining the term disability. The word
'Deaf (with a capitalised D) conveys the social model and
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emphasises membership in a
cultural linguistic minority
whereas 'deaf typically refers

- o
to those who identify and ,,*;
associate themselves with the ﬂ ‘
hearing community. This is in

the US and other western  SANDHYALIMAYE
countries, whereas in India the most acceptable terminology
from right based perspectives is as 'person with disabilities’
or 'disabled person’ or 'person with hearing impaiment’
(Kama, 2009).

Thus, disability studies recognises that disability is a key
aspect of human experience, and that the study of disability
has important poliical, social, and economic implications for
society as a whole, including both disabled and non-disabled
people, as staled in the mission statement found at
www._disstudies.org.

Plenty of research, from various perspectives, has been
camied out in developed societies, and yet this still remains
unexplored in India. Disability studies are ignored in the
curricula of schools, colleges and universities. Inadequate
attention has been given to address issues related to
disability and rehabilitation policies from inter-disciplinary
paradigms. As a result, the issue of disability is being studied
and analysed as merely part of the syllabi of other
disciplines, in a piecemeal fashion.

There is also a far foo rigid comparimentalisation of
disciplines in the cumicula of Indian universities and
academicinstitutions, that has contributed to 2 reduction of
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IN FOCUS

cross-flow between various fields of research and has
obstructed progress in the field of disability. Since disability is
basically a human rights and developmental issue, its
multitudinous dimensions must be approached from
aninterdisciplinary paradigm.

Ideally, as described by the Society for Disability
Studies, that was created in mid-1990, a comprehensive
programme should:

* Beinterdisciplinary/multidisciplinary.

* Challenge the view of disability as an individual deficit or
defect that can be remedied solely through medical
intervention or rehabilitation by experts and other service
providers. Rather, the programme should explore the
various models and theories that examine social,
political, cultural, and economic factors and help
determine personal and collective responses to
differences. At the same time, should work to de-
stigmatise disease, illness, and impairment, including
those that cannot be measured or explained by
biological science, even while acknowledging that
medical research and intervention can be useful. It
should interrogate the connectionsbetween medical
practice and stigmatising disability.

Study national and intemational perspectives, policies,
literature, culture, and history with the aim of placing
current ideas in their broadest possible context. This is
important since attitudes toward disability have not been
the same across times and places, and much can be
gained by learning from these other experiences.

Actively encourage participation by disabled students
and faculty, and should also ensure physical and
intellectual access.

Make it a priority to have leadership positions held by
disabled persons and at the same time create an
environment where contributions from anyone who
shares the above goals are welcome.

However, the actual scope of disability studies differs from
country to country despite its common core. Some, such
as the United Kingdom, tend to see the field primarily as
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b Disability studies recognises
that disability is a key aspect of
human experience,
and that the study of disability
has important political, social,
and economic implications for
society as a whole,
including both disabled and
non-disabled people yy

belonging only to disabled people and the disability activism
that they might tend to promote, while in the United States,
by contrast, a much wider range of professions such as
sociology and social work that with both non-disabled and
disabled people, may be involved.

The disability studies programme has been criticised in
several ways, It is said that this study focuses on the
academic field and ignores personal experiences of
impairment. Furthermore, that the social model of disability
separates physical impairment from social disability, and in
its most rigid form does not accept that impairment can
cause disability at all. This has been argued by others that
the socialised model of disability is too restrictive.

There has however been significant growth of courses
in disability studies at both initial and postgraduate levels.
There has also been an increased number in research
centres and groupings specialising in disability research;
carrying out participatory action research on issues
of contemporary relevance to the disability sector. Therefore
increased support for the funding of disability studies
research is vital for the growth of disability studies in India.
In relation to disabled people, this means giving priority
to their voices in terms of the contexts in which
they are being expressed, the content of these voices
including their possible contradictions and the outcome of
such perspectives.
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Epilepsy
AN Invisible Disability

Epilepsy is the most common and serious neurological
condition and affects between five and seven per

thousand persons in the community.

-I- hanks to the developments in medical science,
foday, epilepsy is eminently treatable. However,
about a third of all people with epilepsy do not gain
control over seizures, despite the best treatment. Further,
the vast majority of people with epilepsy in countries like
India experience barriers to healthcare, failing the 'Four A’
test of availability, accessibility, affordability and
acceplability. Thus, it has been estimated that over 90 per
cent of people with epilepsy in developing nations like India
experience a'treatment gap'.

Like many other longstanding neurclogical conditions,
epilepsy can be a very disabling iliness. The tendency to
have recurrent seizures that often strike without waming in
the most inopportune moments, does understandably
impose many restrictions on the person thus affected.
Research from across the globe has demonstrated amply
that persons with epilepsy experience fewer opportunities
through their lifespan; being less likely to achieve normal
levels of education, find an appropriate job, eam adequate
income, get (or indeed stay) married, when compared with
her/his peers. Further, epilepsy is a highly stigmatised
condition even today, in both eastern and westem cultures.

The term 'disabling epilepsy' has therefore been adopted
by the International League Against Epilepsy and the Indian
Epilepsy Association to distinguish the condition from non-
disabling forms of epilepsy. Disabling epilepsy is defined
as a 'disorder characterised predominantly by recurrent
seizures associated with considerable medical and
psychosocial co-morbidity; with a range of adverse
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DR. ENNAPADAM

S KRISHNAMOORTHY
consequences; affecting the physical, emotional, social,
occupational and vocaticnal functioning of the person
affected.’ This emphasis, in line with the World Health
Organization's bio-psycho-social model of health, moved
from the purely medical focus on seizures, to theirimpact on
aperson's life domain.

Epilepsy is an invisible disability: in between episodes
of epilepsy, the person can function normally; yet,
unpredictable and recurrent seizures render him/her
disabled. There is a global desire for the development
of special legislation that is sensitive to the needs of people
with disabling epilepsy. For example, in German law,
epilepsy falls within the framework of disability legislation,
which is regulated as part of general social legislation
'Sozialgesetzbuch’. Even rare, mild forms of seizures
constitute 50-60 per cent disability; more frequently
occurring milder forms without loss of consciousness 60-80
per cent; and frequent seizures as 90-100 per cent disability.
Even if seizures cease, the person is considered as disabled
as long as he continues taking anti-epileptic drugs. Epilepsy
in German legislation is considered to be 'healed’ only when
the person with epilepsy is seizure-free for three years,
without medication. Some privileges accorded to persons
with disabling epilepsy in Germany include restrictions on
employers with regard to terminating services without giving
special allowance; more holidays from work, the opportunity
to seek early pension, tax reductions and breaks, social
obligation for large companies to employ persons with
disabilities, the right to adequate work, prohibition against
discrimination, the right of inquiry, special facilities and
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SPOTLIGHT

privileges for studying, etc. In the Indian setting, many of
these remain a distant dream for people with disabilities.

A problem with Indian legislation on disability is the 'disease
and diagnosis focus.’ As a consequence, members of the
epllepsy movement have had fo lobby very hard for its
inclusion as a disabling illness. Further, Indian legislation
relies heavily on subjective definifions of ‘greater than 40 per
cent' or ‘greater than 70 per cent' disability, which are difficult
to validate across clinical settings. Disabling epilepsy thus
exemplifies the problems of disability legisiation in India.
The disease-focused approach favoured by the Indian
authorities is leading to the exclusion of people with

disorders such as epilepsy. There is a need to shift to a truly
social approach using instruments like the World Health
Organization's Intemational Classification of Functioning
(ICF). Needless to say, disability measurement and the
certification for conditions like epilepsy must be voluntary
{the person should decide whether she would like to be
assessed and when) and repetitive, giving people with this
treatable condition the opportunity to become non-disabled,
thanks to advancement in medical care.

‘Disabling Epilepsy’ is thus an illustrative paradigm that the
Indian policy maker would do well fo draw upon in
developing disability legislation for generationstocome.

THE KEY FOCUS AREAS THAT RENDER EPILEPSY DISABLING WHICH ARE IGNORED IN TREATMENT:
The fear of seizures and the resfriction in activity across a person's fifespan, resulting In the denial of a range of opportunity.

Embarrassment and perceived stigma due to seizures, resulting In a self or
family-imposed restriction of social, occupational and vocational functioning

as appropriate for age and social station.

Coiebrating National Epilepsy Day
with schoof'chifdren.

Poor educational and occupational attainment across the fifespan resuliing in

significantly diminished achievement and attendant disabiity.

Diminished soclal achlevement across the lifespan: limited peer group
inferactions, lower patential for mamiage, normal family life and relationships.

Considerable financial burden of disabling epilepsy across ifespan.

Consideration of these factors should become regular practice in the .
assessment of people with epilepsy, as should intervenfions that reduce -

theirimpact.
Whatwe can dol

* Early diagnosis: suspect epilepsy not only when a person falls and shakes; think about it even when people have periodic
inattention, funny sensations or movements, odd gestures or behavioral problems.

= |nitiate treatment with anti epileptic drugs early by seeing a neurclogist. Ensure the right drug is given at the right dose.
Follow up closely with the doctor. Leam to distinguish symptoms of the iliness from side effects of medication.

* Yoga is believed to be helpful in the management of epilepsy. Counselling for the affected person and family can be most
helpful. Stress management and a healthy lifestyle - such as sleep and weight management have a role to play in
controlling seizures,

Dr. Ennapadam § Krishnamoorthy is a Senior Consufiant Neurologist at Neurokrish (www.neurokrish.com) and has founded & novel
integrative healthcare concept ciinic chain in Chennal, TRIMED {www.iimed.co.in). He is also TS Srnivasan Chalr in Neurology af

VHS Hospital. Dr. Krishnamoorthy was Chairman of the Commission on Neuropsychiatnic Aspects, infemational League Against Epifepsy
andlead the global discussion on disabling epilepsy. The views expressed here are his own. E-mail: esk@neuroknish.com
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A PICK-ME-UP BOOK
Effervescence — that is the tonal quality of The Other
Senses', a book thal is 'an inspiring true story of a visually
impaired woman and her road to success.'

Chapter One sets the mood for the book, in which the author,
Preeti Monga, speaks of not being recognised as a person with
visual impairment. In fact, the only lime we get lo hear a direct
mention of her blindness is when she think s about going
through some hard times, courtesy, her first husband.

The reader can actually gauge the mood of the pages by the
exquisite writing of the author, who does not fail to recall that
her English essay was thrown into the bin by her teacher when
shewas in school.

While one can catch the nebulous quality of her first years and
growing up in the loving arms of her parents— father Charanijit
and mother Mohini and the conditional acceptance of her
younger brother Sandeep (Sandy), whom she later comes
lo adore — one can also dream alongside her languorous
teenage years.

Then came the devastating marriage to Keith which makes you
sit up, eyes riveted on the pages, gulping down the misery of
Preeli's life, while all along wishing she would fight back. Her
graphic description of her first mamiage is the most gripping
part of the book as she pours out her heart ~for the second
time— for the sake of her memoirs and makes you go limp with
sorrow at what life means for a woman without economic
independence and who wants to give her children a betterlife,
ltis a little difficult to believe that bubbly Preeti put up with the
torturous marmiage, as she retums to herabusive husband
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more than once - he even threw her out of the house on a cold
winter night. But Preeti made the same mistake that many
women, not justin India, but world over, do: they think having a
child would somehow reverse the situation and make the
husband reform. Preeti ends up having two children who suffer
along with her, at the hands of the drunkard that Keith was. [fyou
discount the fact that Preeti is blind, her plight would be that of
many poor Indian women.

The chapters where she gains economic independence, slowly
but surely and, is able to, not just support herself, but also others
who need her support and help, elevates the reader's mood and
you are willing to join the celebrations.

LITERARY SKILLS

Itis however, not just Preeti's life of fighting against odds that
makes the book interesting, it is also the easy way it is written
and the sublie turn of phrases with which the author achieves
this. Like when she talks about showing us the ‘glorious pictures
stored away in the closet of my reminiscence’, during her
childhood, or ‘remote control parenting' and ‘penance of
separation' she talks about when her children live separately
from her after her second marriage to Ashwani.

The publishers must be commended for the neat work that they
have tumed out. The cover design by Bonita Viaz-Shimray (with
Braille lettering), the layout by Sanjeev Mathpal (chapter
numbers come in Braille script) deserve special mention,

This is a book that every regular reader would want to read,
again and again. It is a book that haunts you. Its contents refuse
to blur much afteryou have put it down.

Bl



FLIPSIDE

jEast or West:
iThe Second Leg

. Having survived the Indian summer time, Eleanor Davis takes us on

South Indian delights

strests of sugar & spice

ow quickly six months have whizzed past, and to think that all | had to come to terms with when | last wrote, was the
couniry’s obsessive consumption of buttermilk! Now that the climate is a little more pleasant, the fear of getting body
'heat'is less, which leaves me freer o concentrate on filling up my mind and soul.

In this beautiful, bustiing, ever-moving, ever-changing country, that isn't hard. The opportunities to indulge onesalfin Camatic
music, get lost in fraditional dance performances, practice the art of yoga or simply gorge the eyes on the fabrics, the temples,
the pujas and the paddy fields, are endless.

Where to start? | thought to myself, eager to get fully immersed in my new home and surroundings. ‘Communication is the key
to success', sothey say, and an obvious starting point was to get my tongue around Tamil, or perhaps, Tamlish. . alright, Inglish,
atleast! Having come from an office in the UK, which was mostly made up of sign language users, it wasn'ta shock tome fo be
surrounded by colleagues speaking another language. A room full of teachers — | thought with delight as | sat wide-eyed
practicing rolling my r's and adding in the odd "appidiya?, 'saapittiya?" or on a brave day, 'Neen-gaa ep-p-a-dee im-oo-kin-ga?
causing much amusement to my office ‘fellows’. At first | was bemused when my colleague told me her head was ‘paining’, or
she was feeling 'tensed’ but | now have fo admit that | start most sentences with 'see’and end them with 'no?', and I'm sure the
day when | pick up the phone and say 'tell me?'is just around the comer...
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her journey as she discovers the twists and turns of life in incredible India...
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Outside of the office, knowing a little of the local language

comes in handy particularly when it comes to bargaining with
auto drivers; known for tripling their prices when spotting a
foreign face. For successful bargaining to take place, | soon
realised | needed to, not only adopt the local language, but
the local fashion also. Putting it to practice one moming |
stepped out, donned in a salwer kameez, Bata sandals with
plaited hair and dupatta slung nonchalantly over my shoulder,
llooked the part, but did | sound it?

Flagging an auto is never a problem; it's avoiding getting
run down by them that's the challenge. Spotting my lily-white
skin and blonde curly hair, these drivers come bounding
towards me, honking, smiling and mounting the curb in
their enthusiasm...

"Anna! Besant Nagar beach?”

"ahh, ahh" followed by an inconclusive head wobble, engine
revving and gesturing to the back seat.

"Eviow?" deadly serious face, he won't fool me...

*100 rupees Madam...petrol price increase...traffic...evening
time...Madam*

“100 rupees??" (Fake stunned and disbelieving face), “lliey!
50only.”

And so it ensued, as it does most days, until finally | am being
bumped around in the back as the driver avoids a cow,
collides with a rubbish bin and fights his ways through two
wheelers. Making sure he knows I'm no fool, | add in the odd
“left-a", *right-a" or “straight on, Annal* for authenticity.

Once able to successfully navigate myself around town |
thought it time | engaged myself in some of the fine Indian
arts; Sanskrit poetry perhaps? Meditation? Chanting the
Vedas? | didn't have long to ponder until | found myself in
salsa dance classes, encouraged by my friend who assured
me itwas all the rage with the young Indian generation.

She was not wrong. The dance studio was filled with suave,
well built men, twisting and tuming their lean, glamorous
pariners balanced on kitten heels. In no time | was being flung
across the dance floor, desperately trying to look elegant and
'wiggle' my hips whilst reciting 1-7 to keep up with the latino
music. My partner, a good 1.5 feet taller than me, remained
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8 There is nothing more
exciting to Indian children
than running into the
middle of the road, sparkler
in one hand, bomb in the
other, and sparking a small
explosion to the delight of an
on-coming car, bike,

or goat.

stony faced when | apologised for stamping on his foot for a
second time. Either disinterested or incredibly nervous he
refused to 'look into my eyes' as we were instructed, and
remained fixated on himself in the mimor, whilst | kept
my eyes firmly on my feet, determined not to apologise for a
thirdtime...

It was soon apparent salsa wasn't for me, or perhaps | wasn't

for it.. either way | wanted something a little more
experimental, a little more... Indian.

| was alittle late for my first Bharata Natyam class, delayed by
the purchasing of the coconut, beetle leaf and the flowers that
| was instructed to buy for my dance ‘master’. Unsure of how



FLIPSIDE

Modelling Ganesha out of clay on the
streets of Chennal

to deliver the goods | balanced them tentatively in my hands,
entering the room of the beginners’ class to be met by a group
of gawping five-year-olds, all temibly amused by their new
classmate. After chanting some sort of prayer and learning
the Namaste (the five-year-olds still gawping) the lesson
began; an hour of leg bending, foot tapping and beautiful
hand gestures followed, and although it took a good 48 hours
after the class for me to regain the use of my thighs, it had me
hooked. Finally, | had found a cultural pursuit in which | could
lose myself in this big city and connect mind body and soul,
foran hour a week at least.

As we entered the festival season, | was able to feast on the
cultural delights which keep me so fascinated with India.
Ganesha Chaturthi, the birthday of the Lord Ganesha, was a
personal highlight for me. Watching the Ganesha idols
emerge from clay moulds — ranging from just a few
centimetres to a towering 10ft high, | spent the day gawping
and ‘clicking' photos of Ganeshas painted in bright pink,
yellow, black, or gold - sat on his usual carier, the rat, or a
tiger, or a throne. He was lying down, posing with sweets and
flowers and all surrounded by offerings from his followers in
the temples. A few days later, | managed to watch the
processions of devotees setting off firecrackers in Ganesha's
path as they paraded him through the streets to the ocean, to
be immersed by the waves. The whole spectacle was

remarkable, and reminded me a litle of how we celebrate
Christmas at home, when Father Christmas appears all over
the country, just for one night.

Canesha Chaturthi sparked the perfect mood for Diwal, the
second time | was celebrating the Testival of lights' in India.
With memories of the fire crackers, the smog and the war-
zone like noise pollution of last year, | made plans to visit a
children's home and spend some time playing games,
sharing gifts and lighting diyas. No sooner had | arrived, when
abox full of sparklers, flower pots, chakrams and bombs were
thrust into my arms. | soon leamed that my idea of a moming
playing organised and well-controlled games, was naivety on
my part, and there is nothing more exciting to Indian children
than running into the middle of the road, sparkler in one hand,
bomb in the other, sparking off a small explosion much to the
delight of an on-coming car, bike, or goat. Afer getting over
the initial panic of small children with fire explosives, and the
lack of any orderly queue to light the crackers, not to mention
the absence of gloves and a safety rope (essenfials in the
UK), - | relaxed, embraced the experience and thoroughly
enjoyed watching families join together on the streets undera
sky of fireworks. Lakshmi, the goddess of wealth rose up in
splendour outside the temples as the population all over,
sporting newly stitched clothes, congregated to pray for
prosperity and good fortune. Pollution politics aside, Diwali
is a unifying and electrifying occasion in India and one to
be treasured.

Entering a new year, I'm ever eager to see what the next few
months will bring. Perhaps 11l give Hindi a go? Will | make my
Bharata Natyam debut at Kalakshetra? It's safe to say that in
India, the land of diversity: the bringing together of cultures,
religions, people, food and history under one colourful roof,
has something to offer everyone and everything to offer
someone like me, who is forever leaming from this country. |
mean where else in the world can | go to work and hear Tamil,
see my friends and listen to Malayalam, amive home to be
greeted in Hindi and finally end my day practicing sign
language, or else call home speaking an eclectic mix, which |
now call English...

In India, anything is possible...
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RESOLUFIONS,

My New Year resolution was decided for me by a well-meaning friend. Jusi
as I was complimenting her on her smart New Year's Eve attire. I also
bemoaned the fact that I couldn't dream of wearing half of what I had in my
cupboard (they don't fit, you see), when she said, 'so, let that be your New

Year resolution.... lose weight!'. Asifitwas the easiest thing in the world!
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RESOLUTIONS

ent,l;uru::|11umem:lhvanrlw.'c;vuh:lir'yr just as | had promised
mysaﬂﬂwlastﬁar?years Every January it was the
same story — stand on weighing scales on the moming of the
1st, tell the daughter to check weight, scold her for pointing

and laughing, make a note of weight, and bribe daughter to
never repeat the number to anybody... ever.

Now begins the difficult part — undoing the damage of all
those slabs of plum-cakes and cups of payasams, Whatdo |
do... heaven help me... because, come December, all my
feable resolves usually brake down, or have been broken
down by others! Could it be because as per the New Year
philosophy — the logical idea Is o 'wipe the slate clean and
start afresh'? Besides, what, as | asked myself, is one more
bite of cake or one more gulp of payasam?

Apparently, they all add up. To the inches piling on around my
waist; fo the knees, when they make old-lady noises when |
sit or strefch; and to the back, which feels as stiff as a board
first thing in the moming. Now... this calls for a concerted
effort to get me back o the happy place where my weight was
its acceptable best and my fitness was robust. Thankdully,
there's enough support online; and a quick browse brings me
up to speed with healthy food stuff...

The first thing | leam is to keep one eye on nuirition and the

56
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why I'm scribbling on a 1

piece of paper as | type oo

this. I'm pencilling in >

sprouts, oats and fat free  w

milk. On another scrap, | make a note of the vegetable list for

tomormow; it reads like a conscientious rabbif's breakfast -

crisp orange things, green leafy stuff.

However, the whole dieting game, | understand, is a grand

waste of time unless if's supported by exercise. Experts say

that just going backwards on carbs will perhaps get rid of the
flab for a bit; but then again, the body will go into ‘starvation
mode' and stop buming the fat. So walk, they say, or better

still, run. | prefer Pilates, so I've begun to set the alarm for 5:45

am, hoping that | can carve out those fifteen extra minutes

from an otherwise busy mormning and spend it flat-out on mat.

The trouble though is not just the initial enthusiasm... there's

plenty of that... it's the will to sustain it beyond January. To this

effect, | receive plenty of advice from friends, and family.

Here's some of it-

*  Pin-upaslim picture of yourself on the fridge; it motivates
you; and acts as a deterrent when you want to whack the
daughter's chocolates.

= Keepafooddiary. And be honest.

* Rope in somebody; you'll motivate each other; but
remember to set realistic goals.

* Don'trely on massages to lose weight; only the masseur
does, ifat all.

= Don't skip yourwalk. Even if your legs hurt.
* Don'tskip Pilates. Yes, your buttwill hurt.

= Eat plenty of chocolates... in your dreams. When you're
awake, limit yourself to an occasional nibble.

« If it makes you feel better, tell people your weight
in stones. If they're very clever with numbers, say it
in Swahili. Whatever makes you happy—because,
sometimes, there are more important things than
being slim...
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