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Sickness will surely take the mind

Where minds can’t usually go.

Come on the amazing journey

And learn all you should know.

The Who, ‘Amazing Journey’, from the album,

Tommy
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There is no greater agony than bearing an untold story inside you.

Maya Angelou





I have a clear recollection of the day I first set eyes on Neema. It was late March, a time when we were enjoying the last of the clement weather. Within a month – when Neema would reach his first birthday – New Delhi would become a cauldron, to be acutely experienced in our rooftop ‘barsati’. Not for us, Anil and me, the luxury of an air conditioner. Though we lived in one of the most coveted areas in the city, ours was a life of relative simplicity, born partly of necessity and partly of choice. Anil was an artist, as uncompromising in life as in his work. I was striving to become a writer on art, supplementing our income as an English and drama teacher. There were just the two of us and we’d decided it was wise to keep it that way. Since most of our space was occupied by Anil’s studio, our numerous books and my cumbersome desk, there was hardly room to swing a cat, never mind raise a family. Moreover, our financial situation was most unstable. Under these circumstances, the very thought of a child was disquieting.

Childlessness wasn’t a prospect that troubled me a great deal, if at all. I’d always rebelled against the notion that unless a woman embraced motherhood she would remain incomplete. Nonetheless, when the hormonal ebb and flow had affected my brain, I did sometimes reflect on the ‘miracle of birth’ and harbour a desire to experience it. Then I would come back to normality and rant and rave about the selfishness of people – apparently the majority – who have a child because they want it, never considering that the child might not want them. Aside from my ideological stance on childbearing, I had never been a person to coo over babies; in fact, I found them quite frightening. Small children tended to irritate me, and my defence was to ignore them as far as possible. But I did admire and take notice of those exceptional children who could hold their own in an adult world, intelligent and poised beyond their years.

From the very first, Neema struck me as exceptional though in a very different way than I had remarked before. There was, of course, no inkling that he would become a central part of our life, but there was something so beguiling about him that I took an unusual interest in his tiny person. For one thing, his physical beauty was remarkable. He had a sweetly solemn face, round like a full moon, framed with a healthy growth of deep-brown hair. Poonam, his mother, had dressed him up to meet us in a sparkling white jacket with matching leggings, an ensemble that enhanced the glow of his golden complexion; together with his high cheekbones and narrow-set eyes, this colouring clearly identified him as a child of the eastern Himalayas.

In addition to the appeal of his face, Neema had a finely structured, long-limbed body, its perfection marred only by his misshapen little feet. He also had unusually elongated, tapering fingers which occupied much of his attention. Years later, when I would come to learn about autism, it would dawn on me that baby Neema’s constant play with his fingers and his utter absorption in the act were early symptoms of the baffling condition that has come to be defined as an ‘epidemic of our times’.

As I would also come to realize, Neema’s autism had already marked its presence in his soundlessness. Poonam told us that he hardly ever cried, that he was not at all demanding, traits that defined him as an exemplary baby, a boon for any mother, especially a working one as she was. Ignorant of the signs of neurological damage, our discussion that day was focused on Neema’s only visible imperfection and Poonam’s desire to have it remedied. I had never taken cognizance of a case of clubfoot before; I was vaguely aware of the condition through my reading on Claudius, the Roman emperor, and on the great poet and philanderer, Lord Byron, whose famous limp had heightened his romantic image. In Neema, both feet were affected, as they are in about half of those who suffer this condition. It was clear to Anil and me that without treatment he would never be able to walk properly or even to walk at all.

Clubfoot, as I now know, is one of the most common of birth defects, afflicting about one in every thousand babies. In medical terms the condition is defined as talipes equinovarus, which translated from the Latin signifies ‘inward-turning ankle and foot shaped like a horse-hoof’. The known causes of clubfoot include genetic influences, breech birth, smoking and other substance abuse; environmental toxins may play a role, as they almost certainly do in autism. A great deal of research currently indicates that autism arises through the combined factors of genetic vulnerability and environmental triggers, and it appears likely the same is true of clubfoot. Moreover, as in autism, this defect occurs in males more often than in females; the ratio is estimated at two to one; among the autistic, males outnumber females by double that ratio. However, despite their commonalities, clubfoot and autism are not linked. Although the former is quite common in people with neuromuscular disorders like cerebral palsy and spina bifida, it is not usual among the autistic. Neema seems to have presented an isolated case.

We had known Poonam for a number of years before the birth of Neema. She had appeared on the horizon not long after Anil and I had begun living together, several years before we formalized our marriage. At that particular juncture she was working part time for a young Frenchwoman called Sylvie with whom we had struck up a firm friendship. Sylvie was a warm, generous person, intelligent, well read and unconventional; like me, she had come to India to explore the country’s many fascinations and to expand her cultural perspectives. An amateur musician, she played the oboe, and in India she had begun to play the shehnai. Sylvie also loved art, responding to it with insight and sensitivity, and she would later collect some fine works by Anil. She and I were colleagues as well as friends, teaching our respective mother tongues to the offspring of diplomats and other expatriates posted in New Delhi. The two of us conversed in French but she communicated with Anil in an English he found charming and often very amusing, especially when she translated idioms literally from the French. How she and Poonam communicated was something of a mystery. Having roots in Nepal, Poonam spoke Nepali as well as Hindi, but her English was virtually non-existent. Of course, Sylvie’s demands of Poonam were few, consisting of the cleaning of a small flat and a little cooking and shopping. It was evident they got by with a few words and gestures, as well as a strong mutual liking.

Barely a couple of months into their relationship, an anxious Sylvie came to tell us that Poonam was pregnant and was appalled at the prospects of motherhood. We too were perturbed; we ascertained that Poonam had a husband and lived with her extended family, but that she could ill afford a child, not only economically but also physically. When Sylvie brought her to meet us to discuss a solution, she admitted to being just sixteen. Anil suspected her to be even younger, a suspicion that turned out to be only too real. Poonam later told me that prior to Sylvie’s and our involvement, her pregnancy had been confirmed at the mammoth, state-run Safdarjang Hospital where she had been escorted by her sisters-in-law, Shanti and Champa. The examining gynaecologist had thrown a fit, accusing the two older women of criminal irresponsibility; the gynaecologist had discovered that the pregnant girl was so underdeveloped that she didn’t have a single pubic hair. The possibility of an abortion wasn’t even discussed.

Although a Bengali by birth, Anil had a flawless command of Hindi, a language in which I then communicated with enormous difficulty. He also had a strong sense of justice and a great empathy with the underdog. He was particularly understanding of the trials of women, and women invariably felt they could tell him anything. It was hence quite natural that under the circumstances in which Poonam found herself, Anil would become her mentor and spokesperson. Unaware of what had transpired at Safdarjang Hospital, he suggested that we accompany her to New Delhi’s biggest hospital devoted to gynaecology and obstetrics, where she might be able to avail of India’s liberal abortion laws. I agreed that this was the logical course of action.

The morning of our visit to the hospital, the Out Patients Department was as bustling and chaotic as expected, with scores of women and their escorts forming disorderly queues or rushing from pillar to post to complete formalities. Poonam’s face, usually pretty as a fresh flower, was puckered with anxiety as she awaited her turn. When the time came for her to be examined, she was summoned into a cubicle by a young woman doctor in a detached, businesslike manner. I don’t recall how many minutes passed before they re-emerged but I do recollect the doctor’s firmness as she addressed me and Anil. Poonam, she explained, was an unfit candidate for a termination of pregnancy. For one thing, she was already well into her second trimester. For another, she was far too young; the doctor reckoned she was hardly fourteen. The combination of these facts, the doctor continued, meant that an abortion would probably render her sterile and could even be fatal. We accepted without hesitation that the risks were too great. Poonam tried to digest what this implied for her life.

Thus it was that Neema’s half brother, Amit, was born. Hours after the delivery, a jubilant Sylvie arrived in the heaving maternity ward of Safdarjang Hospital laden with fruit and other nutritious offerings, including a packet of butter melting in the heat. Poonam was both amused and touched by this kindness and she often remembered it in later years.

In those days, before developments in her life had wrecked her psyche, Poonam had an ability to laugh and to respond in a positive way to people concerned with her well-being. She was always wilful and stubborn, but it would be several years on before the hand fate had dealt her – matched with her complicated character – would impel her towards a spiral of self-destruction. Yet, after the birth of Amit, all seemed quite well. She adjusted to motherhood with maturity and she was soon back at work with her customary diligence. Poonam was and would remain to be an excellent worker, efficient and quick to learn; best of all, she was willing to tackle any chore, from minding children, to cleaning loos, to preparing simple meals. Later in her career she would become a much sought after cook.

Amit was only a few months old when Sylvie decided to settle back in Paris, and Poonam began to work for us for a few hours a day. Since he worked at home, Anil saw much more of her than I did, and because of her chirpiness he liked having her around. Ever at ease with working class people, he derived great satisfaction when they responded to his art, though he never solicited their comments. Sometimes Poonam would react to what he was doing in surprising ways. For instance, she more than once expressed a liking for drawings, most unusual for a person with little education and no aesthetic initiation, and perhaps all the more unusual in the Indian subcontinent where colour is the supreme element of cultural expression.

One fine afternoon, as I came home from teaching, I was greeted with a piece of unexpected news. Shanti had come to tell us that Poonam had taken off with another man, leaving behind her husband, Bhim Bahadur and her baby son. This was news that hardly pleased me; in the main, I admit, my grounds were selfish, for I had begun to take for granted the comforts she provided. But like Anil I also questioned the sagacity of her action, regarding it as impetuous to say the least. She had never discussed with us her unhappiness or deep frustration with her husband, but it didn’t take a crack psychologist to guess this. We knew it had been an arranged marriage for which she was grossly underage, according to both common sense and the law. Now still in her mid-teens, her judgement would be poor. There was no guarantee that the man of her choice would turn out to be better than the one who’d been forced upon her. Further, she had abandoned the two things that had given her a degree of stability: her baby and her job. We worried about the prospects for poor little Amit, now in the care of an extended family that had proved anything but trustworthy.

The first fallout of Poonam’s elopement that was brought to our attention was the birth of another boy, an event that was celebrated but also looked upon as worrisome on account of the baby’s defective lower extremities. This news was announced in a letter from Poonam to Anil, written in a Hindi he described as being hugely influenced by Bombay or ‘Bollywood’ cinema; a language characterized by declamatory and stylized dialogue, bearing little relation to the Hindi people speak in everyday life. The letter had been posted in the Sikkimese capital, Gangtok. As we would later learn when perusing his birth certificate, it was here on April the 24th, 1983 at 12.25 a.m. that Neema made his entrance into the world. Describing him as a ‘clubfoot baby’, the document notes that his delivery was normal and that he weighed in at a healthy 3 kilos and 200 grams. In conformity with official India’s patriarchal norms, it names the father, ‘Pusan Sherpani’, but it fails to mention the existence of Poonam, as though she had been superfluous to the whole process.

The name Sherpani indicates that Neema’s father was ethnically a Sherpa, a clan celebrated throughout the world for its mountaineering feats. The Sherpas had originated in eastern Tibet and their language is classified as a dialect of Tibetan. While a large number of them have belonged to Nepal or Sikkim for many generations, others have settled in West Bengal, mainly in and around Kalimpong and Darjeeling. The great majority of Sherpas, like Neema’s father, are Buddhist according to the Tibetan tradition.

Soon after his birth, Neema was presented at one of the Buddhist monasteries for which Gangtok is celebrated. Recalling this event, Poonam told us that it was the lamas who decided what her baby would be called and that they opted for a name I can best transliterate as Ngma Dorji. Given the very diverse phonetics of Tibetan and English and even Tibetan and Nepali, Ngma Dorji became Neema Dorche. Everyone in Poonam’s family pronounced it this way, and Neema otherwise appears to be a quite common name among Nepalis. Similarly, the pronunciation of Pusan is closer to Pasang, with the final consonant very lightly articulated to produce a nasal twang. At any rate, Pasang is how I shall refer to Neema’s father from now on.

A curious recollection of Poonam’s relating to Neema’s presentation at the monastery was that the lamas recognized him as a special child. Whether this was prompted by his clubfeet she does not recall, but she told us of their prediction that the newborn child would grow up to be either a great saint or a great sinner. She also remembers that, on the basis of this prediction, Pasang expressed keenness to place Neema at the monastery at a later date; Pasang must have hoped that his son would grow up to be an eminent lama, perhaps next in line to the Dalai Lama, thereby circumventing the possibility of his becoming a kingpin mobster or a serial assassin. However, today when I contemplate Neema’s rather irreverent character, I feel the lamas of Gangtok had a lucky escape with the abandonment of this scheme. Irreverence apart, they would hardly have been able to handle his autism even if he’d turned out to be at the mildest end of the autism spectrum. Some autistic traits might well suit the monastic life: a rigid adherence to and need for routine; an obsessive focus on details; repetitive behaviour patterns; a detachment from other people and the outside world. But on the other side of the autism coin are characteristics that would defy the very notion of a Buddhist monk: extreme restlessness or hyperactivity; eccentricity and unpredictable behaviour; a tendency to throw tantrums; self-centredness; wilfulness and a staunch resistance to authority.

For Poonam, the prospect of Neema’s sainthood or devilry did not strike serious chords. She was never much inclined to religion and, from what I observed, nor was her family. On important occasions like a marriage or the birth of a child, when a naming ceremony would take place, they would call for a pandit. Like the majority of Nepalis, the family was Hindu, unorthodox in their cultural habits: among Nepalis, the consumption of meat, including buffalo or beef, is accepted practice, as is the intake of alcohol, by both women and men; a liberal attitude to sex is also a part of their ethos. As Poonam’s ethnic group – the Tamang – is largely Buddhist, families like hers must have embraced Hinduism when they descended from their villages in the mountainous heights to settle or work in the valleys and plains of Nepal and India.

Like the Sherpas, the Tamangs originated in Tibet. According to one version of Tamang history, their name signifies ‘horse warrior’ and they can be traced back to the middle of the 8th century, when they were border police commanded by the king of Tibet. Rather less gloriously, another version states that while the Tamangs form one of the major Tibeto-Burman speaking communities in Nepal, their name was attached to them because they were ‘horse traders’. But whatever their origins, since the days of the British Raj, many Tamangs have served in Gurkha regiments, ever renowned for their valour. The Tamangs are also outstanding mountaineers and trekking guides, though not as famously as the Sherpas.

What all this signifies with respect to Neema is that his forebears on both sides were of proud and supremely hardy stock, bolstered on the maternal side with a streak of ferocity and even shrewdness. Such ancestry or genes might explain in part why Neema would turn out to be such a survivor.

Several months subsequent to her flight with Pasang – well prior to Neema’s birth – Poonam had appeared unannounced in Delhi to give us her news and to tell us of her resolve to take Amit to Sikkim to live with her and her new Sherpa family. Amit’s father, a Tamang, as well as Poonam’s own family with whom he shared quarters, were staunchly opposed to this move, she told us, and she was thus devising a plan to get round them. It would only be after the plan had been accomplished that we realized how daring she was and how much cleverer than they were. Exploiting their great appetite for Bollywood films, she had invited them all, at her expense, to view the latest blockbuster at the local cinema. The children in the family, including the older ones, had stayed at home and were babysitting Amit. At what point during the film Poonam made her move I do not recall. All I can say with certainty is that when her ‘guests’ were happily absorbed in the melodrama, she took off stealthily down the aisles, across the foyer and into the street. Then, in an auto-rickshaw, she rushed home and scooped up Amit in her arms. By the time the film was over and her absence had been noticed, the driver had deposited mother and son at the bus terminus, far across the city; soon they were well on their way to Gangtok.

Needless to say, the Tamang family was livid at Poonam’s ruse. Her brother, Man Bahadur, a macho fellow prone to violence, was particularly enraged that his much younger sister had made so great a fool of him. However, as things transpired, this whole incident would backfire on Poonam, as so many of her headstrong actions would in the future. Life in Gangtok soon became unbearably hard, economically and in her relations with Pasang. In so many ways, theirs was a typical story of developing world poverty, but it was perhaps the most degrading kind of poverty as neither Pasang nor Poonam were born into privation.

An only child, Pasang had been raised in comfortable circumstances: his father had been in government service, while his mother was a business woman who ran three shops. But tragedy had struck when Pasang was young: his father was killed in an accident, and his mother in reaction took to the bottle. Her alcoholism would escalate as time progressed; by the time Poonam had made her entrance on the stage, a bottle of local Sikkim brandy was a normal day’s consumption. Mother and son fought fiercely and constantly.

Pasang was nine years Poonam’s senior and had completed his school education. His working life had started as a canteen assistant in Nirman Bhavan, a well-known building in the Indian capital housing several ministries. When he first met Poonam, Pasang had been running his own dhaba in busy suburban Okhla. Prior to their elopement he’d sold the eatery, and once back in Gangtok he invested his capital in a lottery business. Initially this flourished, allowing the couple to separate from Pasang’s quarrelsome, bibulous mother. Pasang up till now was an occasional drinker, but when his business began to decline, he too took refuge in the bottle. Before long he was imbibing cheap, fiery local liquor from morning to night. I suspect that the misery produced by this situation may also have encouraged the now pregnant Poonam to drink, not as heavily as Pasang, but perhaps enough to inflict damage on her developing foetus. There were other environmental factors that could have been a trigger for Neema’s disabilities; for instance, at a crucial early stage of the pregnancy, Poonam remembers coming down with high fever for which she was prescribed a range of pharmaceutical drugs; the consumption of these may well have exceeded the limits of safety.

On the face of it, Poonam’s decision to leave Gangtok and return to Delhi with both her sons was motivated by her desire to have Neema treated for his clubfeet. But underlying her resolve were the dire economic straits in which she’d found herself and her fast deteriorating relations with Pasang.

When she brought Neema to meet us for the first time that day, she must have believed she’d left Pasang forever, even if she didn’t say so at the time. What she did make clear to us is that she’d reluctantly been forced to relinquish Amit. Unable to care for him properly, she’d placed him back in the hands of his father, Bhim Bahadur. This was a more satisfactory solution than might have been expected: Bhim Bahadur had found himself a new wife, an older childless woman, overjoyed to achieve instant motherhood and able to offer Amit a stability that Poonam would never have been able to match.

As Poonam well knew, the straightening of Neema’s feet was an undertaking that would require many visits to the hospital, so what now remained to her was to find a well-paid job with an understanding employer. Anil and I were not in a position to offer her such a situation. During her absence we had employed Champa, junior wife of Poonam’s unspeakable brother; despite being slow-witted, Champa was an excellent worker and we would have been disinclined to let her go. More importantly, Poonam needed a job with a quarter, a safe haven for her and Neema, which Anil and I were unable to provide. But to compensate I promised to help her in her search, and luckily we didn’t have to wait very long. Soon after her visit, one of my teaching colleagues told me of an American acquaintance with a Japanese husband, newly arrived in India with the United Nations; the family was in need of an all-round worker who could clean and cook, a fairly difficult proposition in India where tasks are still divided on the basis of caste. This was one of the great advantages of hiring Nepalis as they were willing to undertake all kinds of work. In general Poonam’s cleaning skills were irreproachable so I had no compunctions in recommending her for what promised to be a decently paid post. At the same time, her cooking repertoire was very limited, still confined to basic Indian vegetarian fare and one or two preparations of spicy meat, none of which would appeal to the American or Japanese palate. Despite this, after interviewing Poonam, the American expressed readiness to try her out.

And so Poonam moved to a new life, a life that offered her a change for the better, a life without her tiresome family, without Pasang or any other man, and with a chance to secure the best possible treatment for Neema. Instead, she would soon be confronted with more of the same. And Neema would begin a cycle of suffering that no child should have to endure.
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“We have moved away from the idea that there are people
with autism and the rest of us. There is a spectrum, and
we are all on that continuum.” Sinon Baron-Coben
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