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‘An excellent panoramic perspective on India’s disability sector… I am sure this well-researched and deeply engaging book will enable policy makers and practitioners to serve the cause of divyangjans more effectively.’ – M. Venkaiah Naidu, Vice President of India


‘One cannot read this book without conceiving enormous admiration for the empathy the authors evoke for people with disabilities. Readers will find their constructive perspective refreshing and persuasive. You will come away with a deep appreciation for life seen through others’ eyes.’ – Vint Cerf, vice president and chief internet evangelist, Google


‘The book is timely since the focus must now shift to leveraging all workers as society opens up after the pandemic. I have personally seen the passion that Ferose brings to the issues of inclusion and how it affects not just people with disabilities but the people around them. The book will change your perspective on the disabled and how you can support this cause for creating a better society for all.’ – Kris Gopalakrishnan, vice chairman, Infosys


‘The Invisible Majority is a comprehensive and fascinating account of the story of Persons with Disabilities. I found it to be well-written, in many places even charmingly so, with endless amounts of original information. The book opened new vistas that broadened my knowledge and imagination of this universal issue.’ – Philip Zimbardo, Professor Emeritus in psychology, Stanford University, and founder, Heroic Imagination Project


‘This book is a substantial contribution to the disability sector since it is packed with information on what is contemporary and exciting in this field. The wide range of innovations and entrepreneurs documented is simply breathtaking. Indeed the book gives one much hope and optimism for the possibilities of enrichment and inclusion. A must-read.’ – Poonam Natarajan, former chairperson, National Trust, Government of India


‘This book provides a clear and accessible overview of disability and inclusion. While it focuses on India, its message is global in every way. With a sense of cautious optimism for the future, it explores how attitudes have shifted over the years and the challenges that still lie before all of us to create a truly inclusive society.’ – Christian Klein, CEO, SAP


‘Each sentence in this generous book expresses the Inclusivity of the Heart – the largest inclusivity of all.’ – Gary Zukav, author of The Seat of the Soul and Universal Human


‘An absorbing, transforming and inspiring read from start to finish. Every chapter is infused with stories from people, movements, and organizations. Anecdotal and illustrative, it is thoroughly grounded in research and offers ideas for an inclusive future. A much-needed book, a timely book, a book we cannot be without.’ – Pradeep Sebastian, author


‘It is richly comprehensive. I also like the “tell it like it is” tone of the writing. Both the format and the content lend themselves to a general reader audience as well as people who are themselves dealing with disabilities and their caregivers.’ – Rajni Bakshi, author and Gandhi scholar


‘The book reads so wonderfully, like an engaging travelogue with so many stories of the “travel” that persons with disabilities and their families have to (perforce) undertake.’ – Shekhar Seshadri, psychiatrist and professor, National Institute of Mental Health and Neurosciences


‘This book is an eye-opening narrative of an often-overlooked part of our lives and society. It allows us to enter the lives of the disabled and instils in us a deep respect for those who have forged their experiences into weapons of empowerment.’ – Malvika Iyer, disability activist
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FOREWORD


The most precious asset we human beings possess is our unique intelligence. To make full use of its extraordinary potential, it is essential that it be accompanied by a compassionate attitude towards all others.


Though we may differ from one another in minor ways, fundamentally we are all human beings who aspire to lead happy, meaningful lives. We must therefore work to cultivate a sense of the oneness of humanity and include all within our sphere of concern, irrespective of their religion, nationality, or race.


It is crucial that we recognize the capabilities of those with some form of disability. We must make effort to facilitate their proper education in order to include them in the workforce. For those who are completely dependent on others, we must show our concern both mentally and by our actions.


The Invisible Majority, by C.K. Meena and V.R. Ferose, addresses a range of issues that concern our fellow brothers and sisters experiencing a variety of challenges. I commend the authors for their hard work; I hope this book will give insight into the needs of so many of them and thereby help in providing them with our support.
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PREFACE


THIS IS A BOOK ABOUT DISABILITY. WHICH MEANS THIS IS A book about all of us.


According to the World Health Organization (WHO), Persons with Disabilities (PwDs) form the largest minority in the world – close to 1.3 billion or 15 per cent of the global population. But the numbers conceal a cold, hard fact that few of us have considered: Even if we have no disability today, we will almost inevitably acquire one tomorrow. All we have to do is live long enough.


If that sounds unbelievable to you, perhaps it’s time for a rethink. You might have to shed the stock, negative images that fill your brain when you hear the term ‘disability’, and try to fully grasp its meaning.


To understand why we say this, it’s important to first understand the meaning of the term ‘disability’. There is no single definition of disability. It is ‘an evolving concept’ according to the Convention on the Rights of Persons with Disabilities (CRPD) adopted by the United Nations (UN) in 2006. If we were born without a sense of smell, does that mean we may park our vehicle in the ‘disabled’ slot? Perhaps not. If one is unable to read without glasses, is that a disability? It appears to be so.


Simply put, we are disabled if our inability to carry out daily activities hinders us from participating fully in society. Disability covers everything from stuttering to schizophrenia; it can be mild, moderate or severe, a temporary or long-term impairment; it may be physical, mental, intellectual or sensory, the result of old age, an accident, illness, a communicable disease or a rare genetic disorder.


So now perhaps you may see the point we are trying to make: In one way or another, at some point or the other, disability touches us all. If you haven’t been a PwD and aren’t a caregiver of one, you may have at least known of or interacted with one. Just look around you. Your colleague has depression, your boss survived cancer, your neighbour is due for a cataract operation, the gardener in your block of flats is hearing impaired (HI), there’s a woman with dwarfism who sits begging on the pavement down your street, your friend’s cousin uses a wheelchair after a nasty fall, and oh, wasn’t your mother’s uncle what they called an ‘idiot’ in the previous century?


We believe that persons with disabilities form an ‘invisible majority’.


PwDs are rendered invisible because the fear of public humiliation keeps them indoors, or because an inaccessible environment forces even those who wish to venture out to remain locked in. They are also invisible when their disability is not physical. Society does not see the millions affected by ‘invisible disabilities’ – impairments and illnesses of the mind.


But PwDs are the majority because every one of us is liable to join their ranks. And also because we must include those whose lives are radically impacted and altered by being caregivers. If we assume that there are at least three family members for each PwD, 60 per cent of the world’s population is directly affected by disability – an absolute majority. Besides, every seventh person on this planet has a disability! PwDs come from every class, gender, race, religion, community and nationality. And yet we often fail to grasp the magnitude of the invisible majority.


Since disability is such an impartial benefactor, shouldn’t it be shocking that the world hasn’t recognized its worth? Far from it. Even though millions of PwDs have proudly united in their refusal to consider disability a curse, mainstream society’s mindset hasn’t changed.


But PwDs remain undeterred and have successfully created a thriving global community that claims its rights in no uncertain terms. The community insists on being represented in all decisions made about its interests. ‘Nothing about us without us’ is the slogan of the global disability movement.


Unfortunately, India does not yet have a cohesive group of PwDs – a sizeable ‘us’ who can forge a mass movement. Nonetheless, there are many individuals here who are asserting their identities – PwDs who have heaved aside mountainous obstacles to carve out a track for themselves and for others like them.


This book will introduce you to some of these empowered and empowering individuals with disabilities.


While introducing you to them, we refuse to parrot the Indian media’s pet clichés about them – warriors, champions, brave-hearts and so on. We will also resolutely avoid the word ‘inspiring’. Most PwDs we spoke to are tired of being ‘inspirational’, of being held up as exemplars for other PwDs as well as the ‘able-bodied’ and of hearing: ‘If even they can do it, why can’t you?’


But we request their permission to slip in an ‘incredible’ or an ‘astounding’ once in a while. Because what they have overcome, achieved and continue to live through can sometimes appear beyond belief. Their stories will pierce the core of your being.


As we read their stories, we must remember that it wasn’t too long ago when the world’s citizens with disabilities were considered less than human. They were hidden from public view; if they did venture outside their house or asylum, they were spurned, feared, ridiculed, demonized and even killed. It has been a gruelling, protracted journey from recognition to acceptance, integration and finally inclusion.


This is a book about disability and inclusion in India.


We tried to reach out to PwDs from as many regions of India as we could through the individuals and organizations that one of us (V.R. Ferose) had judiciously connected with, over 10 years of working towards inclusion in the country. Mostly, we were able to interview people in or from the national capital, and the capitals of Kerala, Karnataka, Tamil Nadu, Andhra Pradesh, Maharashtra, Gujarat and Rajasthan. One of us (C.K. Meena) did the work of conducting a total of 64 interviews, either in person or over the telephone, between November 2018 and December 2020. These conversations held in homes, offices, schools, parks, restaurants and hotels inevitably left her feeling hopeful and energized, and opened up a whole new universe for her. As we try to make sense of disability and inclusion in India, we hope to amplify the voices of many of these individuals, but before we do that perhaps it will help to get some key facts and figures in order.


India’s PwDs form 2.2 per cent of its population, according to the latest census – a grossly underestimated figure by all accounts. Of course, D&I (Diversity and Inclusion) has recently become a buzzword in the Indian corporate space and ‘Universal Design’ is on many people’s lips. But, as a country, we are far behind Western nations; for example, the United States has taken giant strides since its government passed the Americans with Disabilities Act (ADA) in 1990. One must keep in mind though that disability rights activists in that country kick-started the movement six decades ago. India was still speaking the language of sympathy when disability activists, such as the remarkable (late) Javed Abidi, introduced the language of rights. Indubitably, it was the fierce thrust of activism that pushed the Indian government to pass the Persons With Disabilities (Equal Opportunities, Protection of Rights and Full Participation) Act, 1995, which finally led to the current Rights of Persons with Disabilities (RPwD) Act, 2016.


This is a book about the changing attitudes towards disability in India.


While we will not gloss over the persisting myths, prejudices and superstitions about disability (many of which make us wonder whether to laugh or cry!), we will shine a light on the signposts of hope. We will mark the trends and make sense of how the disability sector is moving from a charity-based approach to a rights-based approach. We will track how the discourse has shifted from the medical model, which seeks a ‘cure’ for disability, to the social model, where society and the environment are seen as the hurdles to inclusion.


Another change we’ve noticed is that Indian companies are gradually waking up to the disability advantage. It is dawning on them that a PwD is not a liability and, if given the right skills-training, can become a priceless asset. Indian business is also growing aware that PwDs constitute a huge untapped consumer base. Globally, together with their friends and families, they control over $13 trillion in annual disposable income!1 Their purchasing power alone should motivate big businesses to support inclusion.


This book examines each of the seven pillars that support the foundation of an inclusive society (advocacy, awareness, prevention/diagnosis, education, employment, lifestyle and assisted living) and seeks to assess where India stands in relation to them.


There are countless non-governmental organizations (NGOs) operating in the disability sector and innumerable government initiatives channelled towards inclusion. But they are far away from achieving their goals. It will take a long time to remove every barrier – physical, social and attitudinal – for PwDs in India to enjoy full and equal participation in society. The RPwD Act mandates accessibility, inclusive education and job reservations, and mentions a long list of such laudable targets. On paper everything sounds hunky-dory. But when it comes to acting on the directives of the Act, much is found wanting.


This book features some of the pioneering and committed individuals and organizations that strive to bring out the abilities of those with disabilities and enrich their lives.


Their objectives, if collated, provide a cradle-to-grave vision for PwDs where they are enabled to complete their academic goals, be gainfully employed, form nourishing relationships, enjoy flourishing social lives and be assisted to live independently or inter-dependently till the end of their days.


This book also features young entrepreneurs who are finding imaginative ways to aid PwDs’ autonomy and bring about inclusion.


There is a crop of young social entrepreneurs who are contributing to the building blocks of the seven pillars. A few of the many creative projects that this generation of Indians have come up with include: inclusive art shows, inclusive sports programmes, films on disability, dolls with physical disabilities, driving lessons for wheelchair users, inclusive parks, tourism for PwDs, devices to enable people to learn Braille themselves, blind-friendly railway stations, and websites that foreground the emotional and sexual needs of PwDs. It gives us hope that their future rests in thoughtful and caring hands.


This book does not forget the caregivers.


We salute those who are directly and emotionally connected to PwDs – parents, siblings and others who often shift their own moorings to anchor the lives of their loved ones. They have known denial, anger, sorrow, frustration and guilt, and they have trekked the long road to acceptance.


A word about terminology.


New terms crop up every day in line with the latest wave of political correctness. For example, in the LGBTQIA+ (lesbian, gay, bisexual, transgender, queer, intersex and asexual plus) space the initialism has kept expanding over the last couple of decade. It is now recognized that there could be further additions, hence the plus sign. Similarly, labels for disability have changed over the centuries.


In the early twentieth century, ‘idiot’, ‘moron’ and ‘imbecile’ were not offensive terms but actual medical classifications of degrees of intellectual capacity. As time passed, they began to be used as insults. Similarly, ‘mentally retarded (MR)’ and ‘spastic’ were legitimate medical descriptions that later came to be used pejoratively.


Harvard linguist Steven Pinker coined the term ‘euphemism treadmill’ for this phenomenon. The moment you invent a polite term for something, ‘the euphemism becomes tainted by association and the new one that must be found acquires its own negative connotations’, Pinker wrote in his 1994 piece in the Op-ed page of the New York Times.2


Terminology for disability has shifted from ‘handicapped’ to ‘disabled’, then to ‘challenged’ and ‘special’ respectively, and finally now the acceptable term is ‘persons with disability’. ‘People-first language’ is the current norm: one must put the person before the disability, as in ‘student with dyslexia’ or ‘person with autism’ and not ‘dyslexic student’ or ‘autistic person’. The label of ‘differently abled’, though popular in the media, is rejected by many PwDs who point out that everybody has different abilities and so the expression is meaningless. In fact, many today have had enough of mainstream society’s pussyfooting around the subject and actually prefer to baldly call themselves ‘disabled’. After all they do live in a disabling environment, and they own their disability with pride.


Since any attempt to get off the euphemism treadmill is futile, we will decide on our own choice of terminology, presuming that PwDs know we are well-meaning. When we quote them we will of course respect each individual’s self-definition of their identity. What we will NOT use is ‘normal’; instead, it will be ‘average’, ‘typical’ or ‘neurotypical’ (NT) and occasionally, where syntax demands it, ‘non-disabled’. We will mainly use ‘PwD’ and sometimes ‘disabled’ and try not to use ‘differently abled’. The self-appointed guardians of political correctness can look the other way.


This book will offer suggestions from PwDs and those working in the disability sector on how we could build a movement that would lead to an inclusive India.


You cannot clump PwDs into a single homogenous entity. They have diverse and strong opinions, and you will hear them all. There are those who demand that the world change to suit their lives, and those who change their lives to suit the world because they don’t expect it to change. You will see or hear a multitude of voices – lively, sardonic, angry, defensive, witty, resigned, pragmatic, serene and wise. What you will not get is a faceless crowd defined by the label of disability.


While we promise that our book will spark in you several ‘wow, I didn’t know that’ and ‘oh, I hadn’t thought of that’ moments, we hope it will also give you pause to think about our collective future.


Because disability, which will touch all of our lives sooner or later, should be of concern to us all.
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THE FICTION OF NORMALCY


THE COVID-19 PANDEMIC HAS SPAWNED THE TERM ‘THE new normal’. But what was the ‘old normal’ like, if indeed it ever existed?


Before we speak about disability, we must banish the spectre of the ‘normal’. It seeps into our language; it haunts our daily lives. If we stopped to think for a moment, we would know it doesn’t really exist.


The norm is what is accepted by ‘most people’. It is the standard to which we are expected to conform. But do ‘most people’ look, behave or live the same way? Human beings differ widely from one another in their appearance, sexual orientation, behaviour, attitudes and belief systems. And yet, society prescribes an entire catalogue of social customs, practices, and codes of behaviour and morality, to which ‘normal’ people must adhere. Physical appearance also comes into the picture. Apparently, there is a prototype into which we must all fit. Any deviation results in varying degrees of exclusion.


But while the ideal of beauty and perfection (and normalcy) seems to be written in stone, there is an exquisite concept that runs contrary to it. It is wabi-sabi, the Japanese aesthetic notion of finding beauty in what is deemed imperfect. The Japanese treasure aged, cracked and well-worn objects; they consider them beautiful because such objects remind us of life’s impermanence and induce in us a melancholic joy.


Why can’t we expand the notion of wabi-sabi to embrace all manner of humanity – young and old? Why not find beauty in shortened bodies, reduced limbs, sightless eyes, contorted torsos, hunched backs, twitches and spasms, wrinkles and gummy smiles? In a rolling gait and a dragging foot, in a closed, expressionless face and a frenetically mobile one?


A child is born. You inspect her – check fingers and toes, all correct and present. She is ‘normal’. As she grows, day after day and month after month, you check the signs periodically. She can hear; she can speak. She is ‘normal’. Now all that remains is for her to go to a ‘regular’ school, get ‘acceptable’ marks in college, get a ‘regular’ job, marry an ‘acceptable’ man and have ‘normal’ children.


You can immediately see how problematic the terms ‘normal’, ‘regular,’ and ‘acceptable’ are – not to mention, how dreadfully boring they sound and how easy it is to be labelled ‘abnormal’. The one per cent is held up as the ideal to which the rest must aspire. If your newborn is missing a body part, if you discover that she can’t hear or speak, if her mind is wired differently, if she drops out of college, if she works as a long-distance lorry driver, if she doesn’t marry or marries but refuses to have children, or if she marries a woman or transitions into a man, will you have the heart to brand her ‘abnormal’? It is those who represent the fabulous diversity of the human race and the wealth of human experience that are dubbed ‘not normal’ if not ‘abnormal’.


PwDs will tell you they are just like everyone else. No less, no more.
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MYTHS AND MISCONCEPTIONS


THE RPWD ACT BLITHELY SPEAKS OF CREATING AN ‘ACCESSIBLE’ and ‘barrier-free’ environment, but even before PwDs can overcome physical barriers they have to cross an even more daunting one: the attitudinal barrier. That is, persistent negative attitudes of society towards disability.


‘Let’s Fix It’


In December 2019, villagers in some districts of Karnataka buried their children with physical disabilities neck deep in compost pits during a solar eclipse, hoping it would ‘cure’ them.3 When we sent a link of a news report on this to Prarthana and Prateek Kaul of GiftAbled foundation, which works for PwD empowerment, livelihood and inclusion, they sent us a ‘gift’ in return: a message from a stranger who suggested ‘moon phase education’ for the blind so that they could ‘have some redemption’. We never figured out what exactly this pedagogic method entailed but one thing was clear: whether it be the sun, moon or stars, every celestial object seems to hold out a false promise for parents hankering after that elusive ‘cure’ for their child’s disability.


No surprises here. Because, unfortunately, disability is seen as a problem to be fixed.


Fervent appeals are sent up to the heavens – to visible bodies and invisible beings alike – to ‘repair’, to put it bluntly, the ‘damaged goods’ delivered to them. Most of society’s attitudes towards PwDs are rooted in misconceptions. There’s the ever popular karma connection – the belief that the ‘curse’ of disability results from sins committed in one’s previous birth. Superstitions exert a rigid hold on the vulnerable.4


The hunger for cures drives parents to try alternative forms of medicine, offer prayers at temples and dargahs across the country, and approach assorted gurus, quacks and ‘godmen’. Hoping against hope that their child can become ‘normal’, they clutch at every straw however flimsy. The most frantic are often the parents of children with developmental disabilities (DD) such as autism, Intellectual Disability (ID), Cerebral Palsy (CP, ‘spastic’), Learning Disorders (LD, ‘slow learner’) and Attention-Deficit/Hyperactivity Disorder (ADHD).


Gitanjali Sarangan, founder of the Snehadhara organization that uses Arts-Based Therapy (ABT) for children and adults with DD, takes a sympathetic and non-judgmental approach to such parents. ‘Parents are resorting to so many things [like this]. There’s a Babaji who tells them what to do. He tells them black magic is why your child is like this.’ Gitanjali tells us that there was one mother who sent a laddoo every day with instructions that it be fed to her daughter at 12 o’clock. When a puzzled Gitanjali asked why the insistence on that particular time, the mother replied: ‘Do you notice how calm she becomes after she eats it?’ Later she confessed that the sweets were spiked with marijuana! She was using it as a substitute for anti-psychotic drugs.


A young mother, who doesn’t want to be identified, speaks of how distressed she was when her parents-in-law started pointing fingers at her after her son was diagnosed with autism. In her presence they would discuss amongst themselves the possible reasons for the boy’s ‘abnormality’. Was the caesarean delivery conducted at an inauspicious time (during rahu kaalam)? Perhaps the autism was hereditary and there was someone on her side of the family with a similar ‘problem’. Or maybe, they speculated, it was the result of bad parenting: she may not have paid enough attention to him and had focussed only on her neurotypical children. Her in-laws actually suggested that she take her son with autism with her to stay permanently with her parents, leaving the rest of her family behind; they feared that if she devoted time to him she wouldn’t be able to ‘look after’ their precious son, and they believed that as a result of this his job would be at risk!


‘Every parent first asks: is there a cure?’ says Prachi Deo who started Nayi Disha, which provides information resources to parents of kids with disabilities. ‘Especially for autism, when they are suddenly told the child who is apparently normally developing has autism at 15–18 months, they want to know if it can be “corrected”. They want to know what can make it “normal”. In this hunt for a cure they end up going to quacks. Like you have jhola chhaap doctors (quacks) you also have jhola chhaap therapists,’ says Prachi.


‘You’ll find people trying HBOT – hyperbaric oxygen therapy, where you put the child into an oxygen chamber. Or else, stem cell therapy. It’s not just those who have low education or poor economic background who do this, but those who have resources. Not only do they lose out on money, but also on valuable time for the child; the same time could have been spent on the right therapy for the child,’ she adds.


Priyanka Malhotra tried out many treatments all over the country for her son Nipun. He was born in Bombay (since renamed Mumbai) with the rare disease arthrogryposis, which stunted the development of the muscles in his limbs. She even consulted a doctor in Kashmir. When she took him to Jaipur for the corrective surgery of one of his hands, which ‘had a few muscles that could be saved’, they manufactured a contraption to make him stand. Watching the little fellow struggle with the device she said to herself: ‘Why am I making him go through all this pain?’ Instead of ‘correcting’ him, she felt he should make the most of what he already had.


Priyanka had instinctively made a wise decision that parents rarely do. Instead of forcing her child into the straightjacket of ‘normalcy’, she had accepted his disability. She started focussing on what he could do, instead of what he couldn’t.


And going by the Nipun Malhotra you meet today, he could do plenty! An alumnus of St. Stephen’s and of the Delhi School of Economics, this 33-year-old who ‘sits up’ for his rights has taken the government to court multiple times over accessibility issues. Besides being on various boards and committees, he is the chief executive officer of Nipman Foundation – which works towards the ‘health, dignity and happiness’ of PwDs.


When we reflect on the tremendous amount of time, energy and money that many parents have poured into the enterprise of striving to make their children ‘normal’, we can only say with a sigh: ‘Such a pity.’


Unfortunately, it is the disability and not this futile effort that is looked upon with pity by society.


Pity, Rejection, Shame


Pity and avoidance are the two primary responses of Indian society to PwDs. The sight of a person with a physical disability elicits (depending on the region) an ‘ayyo paavam’ or a ‘hai bechaara’ (both of which mean ‘poor thing’), while the ‘abnormal’ behaviour of a person with DD is generally met with averted eyes and hurried footsteps.


Disability carries such a strong social stigma that many parents either neglect their children with disabilities, believing them to be ‘useless’, or they hide them from public view. Out-and-out rejection is not unusual, especially in rural and underprivileged contexts. When the man realizes that his newborn child – particularly if it is a girl – has a disability, he disowns her and abandons his wife. The maternal instinct usually kicks in, and the mother bears the responsibility of bringing up the child. We use the term ‘bringing up’ loosely for oftentimes it involves nothing more than fulfilling bare minimum needs.


One of the most extreme cases of this kind was reported in July 2019 when Bengaluru police arrested a daily-wage labourer for hiring a man to kill his five-year-old son. The labourer had four children and allegedly wanted to get rid of his youngest, who was speech and hearing impaired. He had reportedly hired an assassin who succeeded in strangling the boy. According to the police, he said he couldn’t afford the medical treatment for the boy and therefore decided to have him murdered.5


Geetha Sridhar, principal of Sahas, the opportunity school of Bharatiya Vidya Bhavan Kodagu Vidyalaya in Madikeri (Karnataka), recounts the story of a former student – a girl with profound hearing loss. Her father, a police constable, used to beat her mother with his lathi. He would only acknowledge his NT son and rejected his daughter outright. Before he went to work every day, he used to lock up his wife and daughter. The determined mother would somehow sneak out through the window with her daughter and bring her to Sahas, making sure to return before her husband got home. In this way, she got her daughter educated. ‘The day she [the daughter] uttered her first word baa (come), the mother held my hand and cried,’ says Geetha, her voice trembling with emotion. When the girl’s father died, her mother got a government job in his place as a Class IV employee. She raised her children on her own. In the end, her daughter finished twelve years of schooling and got a diploma from JSS Polytechnic, Mysuru.


It’s not only ‘poor and ignorant villagers’ who behave in this manner. The urban and ‘educated’ are equally capable of walking out of a marriage the moment they find out that there’s ‘something wrong’ with their child. Prachi Deo has found that in most middle class families of children with disabilities, it is the mother who faces the pressure: ‘Many times mothers find themselves alone on the journey. Either the father is too busy with the job, saying he is earning for the family, and is not involved at all, so everything falls on the mother, or the father checks out – gets out of the marriage.’


Ignorance about disability cuts across classes. Neither a substantial bank balance nor a college degree makes a difference to people’s limited understanding and bizarre notions of disability. According to Manjula Kalyan, founder of Swayamkrushi in Hyderabad, which rehabilitates girls and women with ID, once an IAS (Indian Administrative Services) officer she was speaking to voiced his disturbing and completely unfounded opinion about those who are severely impaired and low functioning: ‘I believe they kill people!’


Gagandeep Singh Chandok, who has the genetic blood disorder Beta-Thalassaemia Major, works for the welfare of thalassaemics (‘thals’ as they colloquially refer to themselves). He says that people believe the disability is infectious: ‘The public is scared; they think it’s contagious, it will spread like HIV (human immunodeficiency virus)!’ He knows of many marriage proposals for siblings of thalassaemics that have fallen through because of this misconception. ‘I know of a father who abandoned the mother after the child was diagnosed. Divorce has taken place because of this. There are many ‘thals’ who don’t even tell their grandparents or their relatives about their condition. Sisters have been told not to tell their in-laws that they have ‘thal’ brothers,’ he tells us.


Marriage proposals get stymied at the tiniest whiff of any type of disability. What if the ‘defect’ is passed on to the next generation? The family tree is minutely examined and friends-turned-sleuths volunteer to scout for ‘relevant’ information. It doesn’t even need to be a sibling who has a disability for weddings to be called off; it could be some remote dead relative who was known to have had epilepsy or asthma.


Naturally then, a person with a visible physical disability faces the toughest resistance from potential in-laws. In 1993, when 22-year-old Sumathy told her parents she wanted to marry 27-year-old Suresh Vaidyanathan, they wouldn’t hear of it. It was of no consequence to them that Suresh was already a well-known ghatam artist, having played with stalwarts of Carnatic music at international concerts. His polio was the only scale by which they measured him. ‘Ours was a love marriage,’ says Ghatam Suresh (as he is popularly known). He met the ‘beautiful, intelligent’ Sumathy at the Life Insurance Corporation office where he was then employed. Suresh gallantly offered to switch seats with newbie Sumathy who was struggling to cope with her overbearing boss in the claims department. She was quite impressed by how he skilfully convinced her boss to take him in by professing a keen interest in learning the nitty-gritty of claims. An ‘office romance’ bloomed, and they tied the knot despite her parents’ disapproval.


Disability has so much shame and ridicule attached to it. Mockery is something that many PwDs have experienced, particularly during childhood. Suresh remembers going out with his mother and hearing passers-by calling him rude names. In a voice laden with emotion he relates how his (late) mother would furiously confront the perpetrators, regardless of who they were, and shower them with the choicest abuses. When they got home she would tenderly embrace him, caress his head and tell him: ‘God has given you this disability because he knows you are strong enough to handle it.’


Not all mothers are as doughty as Suresh’s. Society’s responses often induce a sense of shame in parents for having produced a child with a disability. As if that were not enough, they have to deal with anxiety about the myriad pinpricks and humiliations the child might face in the future. Which of us hasn’t seen, at one time or the other, a person with disabilities such as ID or dwarfism being teased or derided by strangers? It is such a common occurrence in our country that the RPwD Act makes a point of mentioning it. Besides punishment for abuse, violence and exploitation of PwDs, it specifies: ‘Whoever intentionally insults or intimidates with intent to humiliate a person with disability in any place within public view...shall be punishable with imprisonment for a term which shall not be less than six months but which may extend to five years and with fine.’6


There are many cases, though, where such an ‘intention’ to humiliate or insult is not there, or is hard to establish, but that does not take away from the hurt PwDs have to go through in such instances. Janaki Narayan who teaches at Brindavan Education Trust for children with LD has a son with autism, Siddharth (also known as Sid). ‘The curious and unrelenting stares are still there when we step out with Sid,’ she says. ‘Small children point and giggle, and we hear them ask: “What’s wrong with that anna (brother)?” Parents learn to swallow the hurt and move on.’


Some parents want to avoid the hurt altogether by hiding away their children with disabilities, never bringing them out in public. Mini Menon of Endeavor ELS, which runs the Special Education department of Deens Academy in Bengaluru, tells us about a student with Down Syndrome (DS) who lives with his brother and parents in a gated community. The boy’s brother is NT and a high achiever. Mini discovered that the couple had hidden their child with DS so thoroughly that even neighbours didn’t know of his existence! When the residents of the gated community held a dance night, the boy was predictably left behind at home. And Mini knows, from the activity sessions held at school, that he simply loves to dance. She says sorrowfully, ‘If only they’d taken him to the dance night… How he would have enjoyed himself!’


Prachi Deo has seen how social stigma plays a role in parental behaviour. ‘They feel isolated, not being able to go to social events,’ she says. Her own parents were the polar opposite. They took her brother Pranjan everywhere. Because they were comfortable with his diagnosis as a child with DS, she was too; their attitudes percolated down to her. ‘I never saw the need to cover up; I was never ashamed. Anyone who came to my house to meet me would interact with my brother. A lot of that comes from what my parents taught me,’ she adds.


Similarly, Smrithy Rajesh who is the mother of Advaith – a child with autism and ADHD says, ‘We take Addu (short for Advaith) everywhere. The restaurants near our house – they all know us. They take our orders first and give him his food first since he can’t wait! No one has said: Don’t make noise here. Some people stare, but when they see us laughing and enjoying ourselves, they look at us and smile.’


But not all parents are like Smrithy. The classic ‘what will people think?’ dreadfully familiar to every Indian is uppermost in the minds of many parents of kids with disabilities. And children with DD are often at the receiving end of the cruellest isolation.


People often behave as if they can’t even bear the sight of them. Manjula Kalyan, who pioneered the concept of independent living in a ‘group home’ as opposed to the ‘institution’ model in 1991, recalls the first apartment she rented for women with ID. The woman in the flat downstairs complained that they were using the common stairwell of the apartment block. And the problem was…? The ‘girls’ were going up and down the stairs in the presence of her kids. The woman had demanded that they avoid using the staircase whenever her children were in view! Attitudes did change after Manjula’s determined efforts to build awareness among the residents, but that’s a story we’ll save for later.


When Gitanjali started Snehadhara in JP Nagar (the centre has since shifted to another locality), Bengaluru, too the neighbours were against it. It wasn’t that the kids at the centre were creating a ruckus. The neighbours were offended by the very sight of a house full of ‘abnormal’ kids. Gitanjali went from door to door to talk to residents. One cited the karma theory; another asked her why she wanted to get into ‘all this’, and why she couldn’t start a beauty parlour instead. A senior citizen said, ‘It is a nuisance for us; we can’t be seeing them every day.’ After the first year, she went around with a box of sweets to each house. When she spoke to the senior citizen, she came to know that his wife was bedridden, and he had lost a son to cancer. Disability was entrenched in his own life, and that should have made him empathetic. But no, he didn’t want to ‘add to his suffering’ by witnessing what he assumed was more suffering that the children were going through. ‘Apartment complexes are also driving out families of Children with Special Needs [CWSN],’ says Gitanjali. ‘In two or three cases we had to intervene.’ And this is happening today in the ‘IT (Information Technology) City’ of Bengaluru!


Crushing Ignorance


Society is ignorant of what PwDs are actually capable of. It robs them of opportunities to extend themselves to their full potential. First, society does not know the nature of each disability – what its characteristics are, and what exactly it entails. Second, it makes assumptions that restrict what a PwD can do.


Smrithy Rajesh, who conducts workshops for mothers of children with DD, tells us about the mother of a ‘boy’ with DS; the ‘boy’ is actually a 26-year-old man. All he has ever done in his life is sit on the sofa in his living room, eat and sleep. Smrithy is appalled by the wasted years and the missed opportunities that the right intervention at the right time could have prevented.


Shanti Raghavan who is the co-founder of Enable India (EI), which works towards the economic independence of PwDs, says that a man once told her about his two blind sisters. ‘What do they do?’ she asked him, presuming they had some kind of job. ‘They sing,’ he replied. That’s the only thing they did the livelong day: sit in their house, open their mouths, and sing.


Ignorance leads to assumptions, and these assumptions can sometimes take a comic turn. In the United States Immigration Services (USIS) Programme Charcha-Cast hosted by Nick Novak, activist and blind comedian Nidhi Goyal describes a hilarious incident. Her blind friend was waiting for her by the side of the road when a ‘helpful’ stranger grabbed him by the arm and led him to the other side. He waited till they’d crossed the road and then he told her, ‘Now please take me back to the other side because I was waiting for someone there!’


Tiffany Brar, a National Award-winning community-service worker who is blind, recalls how she was waiting at a bus-stand in Kerala’s capital. An old woman selling a basket of vegetables got up, walked across to her and gave her a tenner! Despite Tiffany assuring her she was well-to-do, the vendor refused to take it back saying, ‘It will bring me punya (merit).’ She believed that charity towards a blind person, who must surely be poor and helpless as well, would earn her an extra share of divine blessings.


Pavithra Y.S. who is the founder of Vindhya e-Infomedia, which employs hundreds of PwDs, tells us about one of her staff members who used to commute to work by bus. ‘He had a master’s degree. He also had 90 per cent disability; polio had affected both his legs. He said that when he waited in the bus-stop, people would drop money near him!’


His experience bears a striking similarity to that of a prominent disability rights activist in the United States whom journalist Joseph P. Shapiro mentions in his book, No Pity: People with Disabilities Forging a New Civil Rights Movement. Mary Lou Breslin was sitting in her wheelchair and sipping a cup of coffee placed by her side. A passing woman threw a coin into the cup and it splashed all over Mary’s business suit! It didn’t matter how she was dressed. A PwD with a cup beside her meant only one thing.7


Change can only come about with awareness. Unless society becomes aware of what PwDs can do, and stops assuming what they can’t do, PwDs themselves will be hindered from visualizing how far they can go and grow.
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THE ABC OF DISABILITY


AWARENESS, LIKE CHARITY, BEGINS AT HOME. IF SOCIETY needs to be aware of disability to change its behaviour and attitudes towards PwDs, doesn’t ‘society’ include you, the reader – particularly the non-disabled reader?


You’ve probably heard this colloquial expression before, usually spoken in an irritated tone when someone is airing an opinion about a matter they know little about: ‘They don’t even know the ABC of it, and just listen to them talk!’ Well, we too didn’t know the ABC of disability before we started researching about it. (One of us had a ten-year head-start over the other though.) How about we pass on some basic gyaan (gen) to you so that you don’t make the mistakes many well-meaning others do, and so the next time someone reveals their ignorance, you know how to put them right?


Use and Invite Others to Use Correct Terminology


For a start, avoid expressions that imply a state of helplessness such as victim, sufferer or afflicted with. It’s not ‘wheelchair-bound’ or ‘confined to a wheelchair’, but ‘wheelchair user’. Those who have lost their vision completely are blind; those who have 100 per cent loss of hearing are deaf; others have low vision, or are visually impaired, hearing impaired, hard of hearing or speech and hearing impaired. Government data and documents use the initials LV, VI, HI, HOH and SHI respectively.


Never say ‘dumb’ because of its pejorative association, use ‘mute’ instead; it’s not ‘deaf and dumb’ but ‘deaf-mute’. However, there is a difference between ‘deaf’ with a capital ‘D’ and with a lower case ‘d’. The latter is used when you’re referring to deaf individuals; the former refers to the group of persons who are deaf, HI or SHI who communicate only through Sign language; they belong to the extremely tightly knit Deaf community. The Deaf say to the rest of the world: If you want to speak to us, learn our language. And this could be American Sign Language (ASL), British Sign Language (BSL) or – what is most in use in our country – Indian Sign Language (ISL).


The disability comes after the person. For example: it is a person with dwarfism – not dwarf or midget, a person with epilepsy and not an epileptic, a person with autism or Autism Spectrum Disorder (ASD) – and not an autistic person. But this usage comes with a rider, so try not to get confused. PwDs might use several other epithets to self-identify. Just as the LGBTQIA+ community reclaimed the insult ‘queer’, people with physical disabilities in the United States for example claimed ‘crip’ which stands for cripple. There are those with ASD who say they are ‘autistic’ and use it as a badge of honour. But that doesn’t give others the right to use these terms to their face. Ground rule: always find out how a PwD would like to be addressed as or referred to, and go by their preference.


One thing is for certain: No PwD wishes to be called Your Divine Highness! This is no joke. In December 2015, Prime Minister Narendra Modi spoke of the ‘divine qualities’ of PwDs in his monthly Mann Ki Baat radio programme. In May 2016, the Indian government officially changed the Hindi translation of the Department of Empowerment of Persons with Disabilities (DEPD), substituting ‘Divyangjan’ or ‘persons with divine abilities’ for the earlier ‘Viklang’ (handicapped).


There was uproar in the community. PwDs said they found the term ‘patronizing’ and described it as ‘reverse stereotyping’ – from PwDs being seen as ‘sub-normal’, they were forced into being ‘super-normal’. The National Platform for Disability Rights, which had sent a letter to the prime minister after his radio broadcast objecting to his description of the ‘divine qualities’ of PwDs, now sent another letter in which it urged the government of India to withdraw the notification about the name-change of the DEPD. In fact in September 2019, the United Nations Convention on the Rights of Persons with Disabilities (UNCRPD) itself said the term ‘divyangjan’ was ‘controversial’ and equated it to other ‘derogatory’ terms that had to be repealed.


Offer and Take Lessons on How to Behave Towards PwDs


Condescension is widespread. People often infantilize PwDs, talking down to adults with intellectual or physical disabilities as if they were children who couldn’t think for themselves. They ‘help’ them, unasked, in order to feel good about themselves. This ‘help’ is often misplaced.


The worst thing you can do is to lift and heave a wheelchair user without their consent, as if they were a sack of rice. Also, everyone should realize that a wheelchair is an extension of the user’s body just as a cane is an extension of the blind person’s arm. Don’t touch it without permission. Don’t treat the wheelchair like an obstruction in your path and push or tug at it carelessly. If (and only if) a blind person asks you to help them cross the street, never grab their hand and take away their cane. Instead, offer your arm for them to grip and match your pace to theirs as they tap/feel their way across.


Let’s say you’re at a public function during a lunch buffet and you see a blind person looking rather lost. Filled with the do-gooder spirit you offer to bring them a plate of food. Vegetarian or meat? That’s the only question you deem important. Off you go to the buffet table and pile the plate higgledy-piggledy with every dish you see. You convey the plate to where they are seated, even remembering to get a glass of water on the way. With halo firmly affixed to your head, you go back to get your own lunch.


Good deed done? No way! The blind person has no clue what’s in front of them. Do you expect them to finger, smell and sample each item? And what about the dishes they didn’t want, wanted less of or more of? What you should have done is led them to the buffet table with an empty plate, serving only what and how much they wished to eat after having named and described the items to them one by one. Oh, and don’t forget the dessert later!


When you’re speaking to a deaf person through an interpreter, make eye contact with and address the person – not the interpreter. A seasoned interpreter will simultaneously and fluidly turn their Sign into speech; your speech will be similarly transmitted into Sign, which the deaf person will absorb through quick glances at the interpreter. The conversation between you two will flow as seamlessly as if both of you were hearing each other.


Ignorance Springs from Rarely Being Conscious of Disability Despite Its Omnipresence


Generally speaking, disability is not a topic most people think about every day or idly browse online – until it impacts their kith and kin. As Prachi Deo remarks, ‘Invariably every parent [of a child with disability] I spoke to said, “I heard the word ‘autism’ or ‘Down Syndrome’ for the first time [when I discovered mine had it].”’ Of course it is not possible to know or even have heard of every type of disability, particularly when it comes to DD – an umbrella term for a diverse group of disorders caused by mental and physical impairments, of which a new variety seems to be diagnosed every day. No one, besides the person affected, would be greatly disadvantaged if they didn’t know what Crouzon Syndrome or Ehlers-Danlos Syndromes is, or that Charcot-Marie-Tooth is a form of muscular dystrophy (MD).


The RPwD Act lists 21 disabilities, where the Persons with Disabilities (PwD) Act 1995 had just seven. But merely adding the names of disabilities is a futile and endless exercise. Instead of keeping on expanding the list, it would be much wiser to go by the simple definition of disability in the ADA: ‘a physical or mental impairment that limits one or more major life activities’. The ADA provides no exclusive list of disabilities, but broadly identifies the impairments and the medical conditions that would lead to them.


The disadvantage of listing can be clearly seen in how DS got entangled in classic Indian red tape. Just because DS hasn’t been cited in the Act, it was becoming difficult to get a disability certificate from state governments. The Down Syndrome Federation of India (DSFI) had to approach the Indian government to fix this discrepancy. The Ministry of Social Justice and Empowerment (MSJE) finally issued a notice on 15 October 2019 clarifying that DS fell within the broad category of ID, which was on the list of 21. At this rate, government will have to repeatedly issue notices each time persons with a non-listed disability fail to obtain a certificate!


Acquire a General Understanding of At Least a Few Disabilities


Here’s how the RPwD Act defines a PwD: ‘a person with long-term physical, mental, intellectual or sensory impairment which, in interaction with barriers, hinders his full and effective participation in society equally with others’. Among the list of 21 – besides the more well-known conditions such as blindness, deafness, dwarfism, Parkinson’s, leprosy cured and acid attack – there are CP, ASD, MD, Multiple Sclerosis (MS), haemophilia and thalassaemia.


Muscular dystrophy is a hereditary genetic condition in which muscles progressively weaken and waste away. MS attacks the central nervous system, resulting in a whole range of physical and mental problems. Haemophilia and thalassaemia are both inherited blood disorders that are rare diseases: the former is characterized by poor blood clotting ability and the latter by low haemoglobin – necessitating continual blood transfusions.


In India, CP occurs in roughly two of every 1,000 births. It is a syndrome (i.e., a group of conditions) caused by damage in areas of the brain during pregnancy, at birth or shortly after. The most common type of CP involves spasticity, which makes muscles stiff, and can cause uncontrollable movements that make it difficult to walk. Growth retardation is common, and so are intellectual disabilities, and difficulties with speech and swallowing. Hearing and sensory impairments may be present. The person with CP is prone to sleep disturbances and seizures, for which drugs may be prescribed.


Let’s say a lay person looks at someone with CP, notices their unfocussed eyes, hears their slurred speech and observes that their body hasn’t grown to average proportions. He may immediately think, ‘Oh, mental.’ This slur (and its equivalent in local languages) is applied to anyone who fits the popular imagination of a ‘mentally retarded’ person (i.e., a person with ID). People are not aware that unless CP is accompanied by ID, that dancing body might contain a keen and sparkling mind.


‘Mental’ is a catchall term that the ignoramus also applies to someone with a mental disability. There is a difference between a mental disability and an intellectual one. We say a person has a mental disability when a psychiatric illness/mental illness interferes with their daily activities. Depression, to give a common example.


Mental disability falls in the category of invisible disability because it is not visible from the outside. Because persons with invisible disabilities ‘look normal’ they are the most misunderstood. Invisible disabilities could be physical, mental or neurological (including diabetes, chronic pain or fatigue, Irritable Bowel Syndrome (IBS), MS, personality and psychiatric disorders, and many, many more).


CP, DS and ID are all examples of DD. DS is a genetic irregularity caused by an extra chromosome. Persons with DS have varying degrees of ID. Way back in the nineteenth century, the medical term for a person with DS was ‘mongoloid’ because the English physician who described the condition was under the impression that ‘mongolism’ was a reversal of evolution since the ‘mongoloids’ of the Caucasian race had the facial features of the ‘inferior’ Oriental (Mongol) race!


Of all the developmental disabilities, the invisible disability ASD is perhaps the one that confuses a lay person the most. Autism has, of late, received much attention in the Indian media and hence has entered the public consciousness, but recognizing the word doesn’t mean comprehending its scope. The medical definition sounds deceptively simple. The American Psychiatric Association’s Diagnostic and Statistical Manual of Mental Disorders (DSM) is the global standard and DSM-V (DSM’s fifth edition) describes ASD’s criteria as: deficits in social interaction and communication, and restricted, repetitive patterns of behaviour, interests or activities. However, these criteria do not add up to a clear-cut array of ‘symptoms’. We cannot pigeonhole people with autism because – and this is important to understand – behaviour differs from individual to individual.


Noted American professor with ASD, Temple Grandin, points out in The Autistic Brain: Thinking across the Spectrum, the book she co-wrote with science author Richard Panek, that a person with autism could exhibit sensory-seeking behaviour, such as repetitive movement, but they could also be either over-responsive to sensory stimuli (hate noise and light, for example) or under-responsive (shut down completely). They could be oversensitive to touch, smell or taste.8 They literally live in an ‘alternate sensory reality’, she says, clarifying that autism is not a by-product of ‘bad’ wiring in the brain, but the product of wiring. Period – there’s no good or bad to it.


But enough of describing disabilities. We only wanted to give you a glimpse of their vast range. You can find out more about these and myriad others through an internet search. Besides, is diagnosis really the be all and end all?


Many Reject the ‘Medical Model of Disability’ in Favour of the Social Model


In the medical model, disability is seen as the result of a ‘problem’ that belongs to the individual; defining the ‘problem’ and identifying the impairments becomes the primary focus. In the social model, the problem lies with the social and environmental barriers that disable the individual.


Only by removing barriers and providing ‘reasonable accommodations’ (as the UNCRPD defines it) – making ‘necessary and appropriate modification and adjustments’ – can PwDs enjoy equal rights. Pinpointing their impairments and rating them as mild, moderate or severe is not more crucial than knowing what their challenges are and figuring out how to accommodate them. Reasonable accommodation paves the way towards inclusion.
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