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A toast: Here’s to my beloved brother, Wonga, and to all my siblings with disabilities around the world. Let’s raise a glass in celebration of our magnificence. Cheers!




“I want to live the rest of my life, however long or short, with as much sweetness as I can decently manage, loving all the people I love, and doing as much as I can of the work I still have to do. I am going to write fire until it comes out of my ears, my eyes, my noseholes—everywhere. Until it’s every breath I breathe. I’m going to go out like a fucking meteor!”


— AUDRE LORDE






In recounting the events in this memoir, chronologies have been compressed or altered and details have been changed to assist the narrative. Where dialogue appears, the intention was to re-create the essence of conversations rather than verbatim quotes. Names and identifying characteristics of some individuals have been changed.


In total, Eddie Ndopu received care from seventeen different carers in the UK. Only a few are written about in this book and their names and identifying characteristics have been changed.
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PROLOGUE


I HAD BECOME NOTHING more than a chore to my new care aide, Six. Merely a task to be ticked off on a checklist. Like the five others before him one of his deliverables was to shower me. Carefully, Six turned the faucet and, at first, a weak stream of water sputtered out of the showerhead. However, it didn’t take long for the water to become a steady flow. As I sat there on the commode chair, I watched as Six’s arm parted the running water to gauge the temperature. Given my fondness for steamy showers, we had to wait an extra minute or so for the boiler to rouse from its slumber. Although the building in which we found ourselves was the newest addition on the Somerville premises, the plumbing system was a testament to Oxford’s venerable age. Indeed, even Oxford’s fabled cobblestone walkways were laid down far before the world as we know it had taken shape.


As I waited, I struggled to keep my yawning at bay. Frankly, I could have benefited from another hour or two of sleep to bolster my endurance for the long day of back-to-back lectures and extracurricular activities that awaited me. Alas, bone-piercing exhaustion had now become a defining feature of my student life. I was used to operating on empty.


Six lowered his arm and flicked the water off of his fingertips, a sign that the temperature was perfect. He wheeled me into the shower. As soon as the warm water enveloped me, it felt like a moment of refuge from the world and its lack of concern for the pressures that had made it difficult for me to get a good night’s sleep. Under the water, the constant chatter in my mind was silenced, offering a brief but welcome respite from the anxiety of having to raise £80,000 in a matter of weeks to pay for my care, which included the premium cost of Six’s services. With my eyes closed, I savored each moment before having to deliver a speech that morning to finalize my run for student body president and make a case to the Oxford officials that I was worth the investment.


Six lumped a cold gooey blob of shampoo on top of my head. As he lathered and massaged the soapy gel through my hair and onto my scalp, his stubby fingers brushed past an itchy spot. Before I could direct him to the site of my sudden urge to be scratched, a siren unceremoniously went off.


“Jesus,” I exclaimed, taken aback. Then I remembered seeing an email from one of the college staff earlier in the week, informing students of a scheduled fire drill. “Oh, don’t worry. That’s just the fire drill. Let’s continue,” I said, trying to speak through the shampoo in my eyes.


Six abruptly turned off the water.


“What are you doing?” I asked, surprised.


“I have to take you outside,” he replied, unperturbed.


“But we’re still in the middle of my shower.”


“A member of staff told me that I have to take you outside immediately whenever I hear the fire alarm,” he explained, beginning to wheel me out of the shower.


“No, wait,” I said. “Why don’t you go outside and explain to him that I am in the middle of a shower? It will still take you some time to get me dressed. See if you can get him to let us continue.” I was sure that my request was reasonable. After all, my living quarters were designed to be inclusive, and I assumed that protocols could be adjusted to accommodate my needs. Even if it wasn’t, though, I’d assumed that Six would have at the very least sought my consent first before yanking me out like this.


Six grabbed the towel that hung from the railing against the wall and dabbed my small, nude frame, doubling down on his disregard for my autonomy. Befuddled by the fluidity, certainty, and intentionality of his movements, I considered the possibility that perhaps he hadn’t heard me clearly, so I repeated myself. But he looked right through me. Then he reached for the cabinet under the sink and retrieved another towel, the biggest one I had, and draped it over the front of my body. “Let’s go,” he said. I chuckled, convinced that this was a prank. There’s no way he’d ignore me, I thought. Surely he wouldn’t do that. It was only when he parked me in the doorway and circled his way around me to open the front door that I realized that Six was dead serious.


“I can’t go out like this,” I protested. “I still have shampoo in my hair.” I was so utterly perplexed by this intransigent behavior that the incessant stinging in my eyes eclipsed the issue of my nakedness. He wheeled me farther until we spilled out into the hallway of the dormitory. I couldn’t tell if the corridor was empty because all the other students had already bolted out of their rooms or if, because of Six’s zombie-like apparent embrace of institutional authority, I had beaten them all to it. Whatever the reason, no one was immediately there to bear witness to my forced removal. “You’re not serious! Please take me back,” I pleaded, defenseless.


“We can’t break the rules,” Six said, breaking his silence to stun me into one of my own. I couldn’t recall ever feeling more violated. My own body had suddenly become unspeakable. I found myself sinking to the bottom of a visceral culmination of all the harrowing things I had gone through over the last twelve weeks of my new academic life. I thought to myself, How the fuck did I get here?


Six swerved the commode chair to the left, rendering me powerless and emotionally drained in my seat. He charged straight down the hallway, propelling me toward the building’s main entrance, which opened up into the concourse where roll call was going to be taken. He pushed me through the doorway, down the slope, and around the corner, where a small group of students sat huddled together on the ground, awaiting further instructions. To compound matters, I spotted some of my classmates trickling in, classmates who I would soon have to face in my bid for student body president in the coming hours. They looked cozy and comfortable, wrapped up in fleece pajamas and woolen morning gowns while I shivered under a bath sheet that offered little protection from the bitter morning wind. Go figure. I was still naked.


The chill that coursed through me wasn’t just from the cold. I knew that for my upright, non-wheelchair-using counterparts this fire drill was but a minor annoyance, as they could easily make up for lost time. However, for me—a nonupright—this was a massive disruption to my morning routine, which was a complex and fixed operation that began before dawn each day. Six was well aware of this.


I had come to Oxford to bolster my credentials with an advanced degree from the world’s leading university. Yet here I was, a human rights practitioner, at the receiving end of such apparent disregard for my own rights. Cold and sobered, I dispelled any notion that my achievements would somehow inoculate me against ableism.


I couldn’t help but feel I was still merely seen as a “cripple.”


Feeling crestfallen and humiliated, I couldn’t help but contemplate the injustice of it all. As I gazed out onto the manicured grounds, I had to come to terms with the harsh reality that Oxford might never validate me in the way I hoped it would. Just when I thought my graduate experience couldn’t get any worse, I was now struggling to hold back tears, while Six—whom I’d entrusted with my well-being, from personal hygiene to my feeding and more—stood on the sideline, with his arms crossed in apparent callous detachment.




ONE


IT WAS A MID-SEPTEMBER EVENING, and the South African winter had made a final, fleeting return, driving spring into hiding. But within the walls of my friend Thandie’s opulent penthouse, overlooking the sprawling Johannesburg skyline, there was no lack of warmth to be found. Thandie, a petite yet vivacious news broadcaster, was hosting a dinner party that promised to be the talk of the town. Afro-jazz melodies wafted through the air as guests mingled and conversed.


As the atmosphere grew increasingly relaxed, Thandie plucked a fork from the tray of canapés offered by the caterer and gently clinked her champagne flute, still clutched in her other hand. “Gather ’round, friends,” she proclaimed, commanding the attention of the room. “I would like to offer a toast to our guest of honor.” With a playful wink in my direction, she gestured for me to join her at the front of the room. “Come, come, come,” she coaxed.


I flicked my joystick, guiding my wheelchair forward. Then I executed a smooth 180-degree turn as I approached Thandie. In a maneuver akin to parallel parking, I backed into place beside her, taking stock of the diverse and captivating crowd before me: septum nose rings glinting, henna tattoos on display, kente cloth overlaid with sequins, crisp white shirts and embroidered head wraps, towering platform heels. Thandie placed a delicate hand on my shoulder as she proudly raised her glass.


“Let us raise a toast to our dear friend and brother, Eddie Ndopu, for making history as the first disabled Black man to be accepted into the Masters in Public Policy program at Oxford University.”


As Thandie’s words washed over me, I was transported back to a lovely interview between Toni Morrison and Oprah Winfrey, in which Winfrey asked the legendary author how she felt upon learning of her Nobel Prize for Literature win as the first Black woman to receive the award. Morrison’s response was unforget­table: “Now is not the time to be humble.” Her words echoed in my mind, and I found myself channeling her unbridled confidence in that moment, basking in the applause and adulation of my friends and peers.


“Eddie,” Thandie said, turning to face me with a serene smile. “Do you remember the day you got the news?”


“Oh my God, yes,” I said, face flushed. “But please don’t recount this story. I’m such a drama queen.”


“You know I don’t have a problem making you blush, darling, so I’m gonna go ahead and share this with all of you,” Thandie cackled. “So when I arrived home from work one afternoon, I found Eddie sitting in my living room, alone. You know, to this day, I still don’t know why you were sitting by yourself, darling. Lucky, you weren’t doing your job,” she joked, locking eyes with my care aide, Lucky, who was standing off to the side, holding my drink in his hand. “Anyway, I see Eddie staring at the TV screen, which was off, and I’m like, ‘Is this man okay?’ So I walk over to him and ask if he’s all right. He doesn’t say a word. Now I’m starting to think something is seriously wrong.”


I chuckled softly. Thandie needn’t have worried. The scene she’d walked into was simply me reflecting deeply on how far I’d come. At some point between the intermingled years of five and seven, when my family and I were still living in the arid, lackadaisical city of Windhoek, Namibia, I’d spaced out under similar conditions. The difference then was that I could still indulge in the meditative practice of dragging myself across the floor on all fours like a puppy, which was my favorite pastime growing up. One day I plonked my pudgy little body on the linoleum floor in front of the television set with my head craned up to the blank screen. My nanny was in Mom’s room across the hall, cackling on the phone with what sounded like the voice of a man, barely registering my existence. Mom would eventually sack her like she’d sacked the others who’d made a habit of disappearing each time they’d collected their wages, returning days afterward with but a black eye as an explanation for their absence. A tragedy on all fronts. That evening, Mom found me spaced out in front of the screen. Even after several attempts to get me to say something, anything, I just sat there, mum, with my eyes fixed on a screen that only worked when its antenna was taped up. I didn’t know how to say to her that I had been feeling unstimulated sitting at home all day in the company of a detached nanny.


More than anything in the world, I longed to be like my younger brother, Wonga, who spent his days attending school. Even though he was technically only in preschool, my developing brain didn’t care about the semantics.


Whenever I accompanied Mom to pick Wonga up from school, she always asked him about his day. From his enthusiastic responses, I gathered that school was a magical place where children engaged in fun activities like learning the alphabet through song and dance, counting to ten, and befriending other kids during snack time. Wonga’s stories about making friends always struck a chord, as I listened eagerly to his school day testimonials.


I was lonely. But how to say that as a child? I didn’t yet have the words to articulate my isolation to Mom the day she found me stationed in front of the blank TV set. I remained that way for several more minutes, mulling over whether I should take Mom into confidence. That was until she hit the fail-safe. Mom lowered herself to my eye level and snuggled up next to me. I turned to her and broke my silence.


“Mommy, I want to go to school.”


With this utterance I spoke into existence the unimaginable trajectory I have since found myself on. Mom placed all bets on me from that day onward, doing everything in her power to get me into school, not accepting no for an answer when educators and perfect strangers alike told her that it couldn’t be done. The statistics were not in our favor, as the United Nations reports that only a mere fraction of children with disabilities in developing nations are able to reach their first year of schooling due to a range of factors, not least because of social stigma and structural exclusion. But my mom’s determination was unbreakable, like a towering oak that refused to bend in the face of a storm. Thanks to her, that lonely child not only achieved his dream of going to school, but he wound up exceeding everyone’s expectations of what was possible: becoming a poster child for the transformative power of inclusive education.


“So I sit beside him and hold his hands in my lap,” Thandie continued. “Then he very calmly tells me that he just got accepted to Oxford. Cool as a cucumber. I was like, ‘How are you so fucking chill about this?’ Of course, at that point, I start screaming for the both of us.” Thandie looked back at me. After pausing for a minute or so, she leaned in and said, “Come to think of it, darling, you are a bit of a drama queen.” I laughed out loud. So did everyone else.


As I sat there listening to Thandie recount the day she walked in on me spacing out in her living room, I silently marked this as a full circle moment. Over the years, I had become a global advocate for the right to education. Even as a teenager, I’d appeared on television numerous times, speaking before world leaders, urging them to open up educational opportunities for children with disabilities. The statistics I’d quoted in my speeches as a campaigner in my teens remained unchanged. But here’s the thing about data sets: they don’t account for outliers. Every so often, the data points and hypotheses fail to capture those of us with an incalculable tenacity and will to succeed. The statistics rarely capture the real-life fightbacks waged against wider, inbuilt societal prejudices. Case in point: I went from being one of only a handful of disabled kids in Namibia to be enrolled in the country’s mainstream education system in the late nineties to now joining the astonishingly small club of profoundly disabled scholars to ever be admitted to Oxford in the university’s nine-hundred-plus-year history. My imminent ascension to the pinnacle of educational success was therefore not just a personal achievement but a symbolic victory for the tens of millions of kids elbowed out of the classroom. Indeed, now was not the time to be humble. This was a fucking big deal. An occasion worthy of a toast.


“Eddie, darling, cheers to summiting the mountain,” Thandie said. “No doubt that Oxford is the ultimate stamp of approval. I want you to remember this as you get ready to leave us next week,” she said, peering down into my eyes. “You may be getting an Oxford education, but Oxford will be getting an Eddie-cation, darling, because wherever you go you always leave your mark. It’s just what you do.” Thandie raised her glass. “To Eddie,” she toasted.


“To Eddie,” echoed the entire room.




TWO


LUCKY APPROACHED ME with a glow of pride illuminating his features. He raised my champagne flute, the straw swaying within its bubbling contents, the gleam in his eyes seeming to refract the light that surrounded the sweating glass. As Lucky angled it to my lips, I took a sip of my signature drink and regarded him with newfound appreciation. It was as if I were seeing him for the first time, with his appearance resembling the iconic artist Jean-Michel Basquiat, save for the healthy cascade of his locks in comparison to the shock sprouting from the legendary American artist’s head. My gaze traced the lines of Lucky’s face, pausing on his megawatt smile before trailing down to the veins that spider-webbed across the hand that gripped the stem of the flute. In that moment, my love for him swelled to the surface, like the effervescence in my glass.


“Speech, speech, speech,” chanted the room. Thandie and Lucky stood back to give me the floor.


“Um,” I started, pausing to gather my thoughts. “This must be one of only a handful of occasions where I am truly at a loss for words. To be honest, none of this has sunk in yet. But I am so grateful to all of you for showing up tonight and showering me with love. I especially want to thank you, Thandie, my love, for organizing all of this and for hosting us in your beautiful home. You are the textbook definition of a friend. I adore you.”


“There’s one person in particular I owe a profound debt of gratitude to as I get ready to embark on this exciting journey. You, Adrian,” I said, holding his gaze as he leaned against a column at the far end of the apartment. With one leg sleekly crossed over the other, Adrian was a commanding presence, a man who filled a room with his aura. His devilish good looks were almost intimidating, with chiseled features that could have made him the envy of Ralph Lauren models. His perfectly coiffed Afro had never a hair out of place, and with his athletic build, he could have easily passed off as the sixth member of the Jackson Five in another life.


As if being gifted with good genes wasn’t sufficient, Adrian had also been gifted with a heart larger than most. He cheered me on before the ink had dried on the receipt of my acceptance, when my history-making admission to the oldest university in the English-speaking world was hanging in the balance. In the days following my offer of admission, I was awarded a full scholarship to secure my spot in the intensive one-year master’s program at the Blavatnik School of Government. It was the icing on an already scrumptious cake.


I’d read the email several times to be absolutely sure that my tuition would be taken care of. The scholarship package even included a monthly stipend for living expenses. But despite this wonderful news, my stomach was bunched up in knots by the end of the letter. Oxford had omitted in their correspondence how they intended to support the costs associated with my disability-related needs. I’d written about my disability in my application ad nauseam, delineating on almost every page how the trials and tribulations of my life as a disabled achiever had empowered and complicated my work in human rights advocacy. I even pulled from my experiences documenting human rights abuses at Amnesty International, where I’d worked for nearly two years before applying to Oxford. I had navigated the rough terrain of the places where those atrocities occur, and that position in the driver’s seat flipped the script of power relations, making me a campaigner rather than a beneficiary on the receiving end. So the school’s failure to price in the lived experience my admission came with felt like dining out at a fancy restaurant and being told by the owner of the establishment that in addition to your meal you have to pay extra for the plate on which your food is served.


The omission not only left a bitter aftertaste but also made me feel unsure of how to respond.


Fortunately, Adrian came to my aid and assisted me in composing a reply. He recognized that I had already done the heavy lifting, not only throughout the application process but through my daily endurance that culminated in this moment. He understood that what I required now was institutional support, not to be left to my own devices. To the outside world, my success breaking down barriers looked effortless. As my friend, Adrian knew that outperforming my own abilities was intrinsically taxing and arduous, even when I’d made it look somewhat easy. Oxford, therefore, needed to rise to the occasion of my historic admission and meet me halfway.


Spent and indignant, I’d often found myself wondering what more I needed to do to be embraced without qualification. Why is it that as a prerequisite for our humanity to be affirmed, we as disabled people constantly find ourselves in situations where we are required to strip ourselves bare? Why are we required to overexplain, only to be underserved in turn? Uprights, a cheeky little descriptor I coined in reference to the planet’s nondisabled ambulatory population, often require us to jump through hoops to get the support we need, wanting to know everything about our medical lives but nothing about the structures that impede our ability to survive in a world not built with our lived experiences in mind. We are required to exhibit the details of how we live in our bodies—what we look like naked, how we poop, whether we drool when we speak, if we can speak at all—to prove our need for institutional care. Simply accepting us at our word isn’t enough for them. Yet the same is never required of uprights.


It’s exhausting having to expend additional labor, especially when said labor is in psychological terms, just to be able to compete on an equal footing. That’s why I needed backup. Adrian became my upright whisperer, an ally of sorts. In my reply to the university, he gave me the words to articulate what was at stake. That the funds to meet my needs—funds that technically should be viewed as an investment in talent rather than as an irregular expenditure—was the difference between successfully attending Oxford and having an artificial limit on my ability to soar because of the limitations of my body. Compelling, certainly, but the letter needed to go further to get my point across. Rather than just highlighting the funding shortfall, Adrian and I needed to provide another layer of context by spoon-feeding the nature of my existence to the admissions officers. Either that, or I risked having the “recognition” and “accommodation” of my humanity drip-fed back to me. Adrian helped me understand that this needed to be done if I wanted to cross over into a world where so few of us had been before.


I started off by thanking Oxford for awarding me such a prestigious scholarship, expressing how humbled I was by it. Then I cut to the chase by rehashing the fundamentals about my neuromuscular condition. I reminded them that despite my brilliance they were still dealing with someone who had been diagnosed with Spinal Muscular Atrophy at age two and who had been projected not to live beyond the age of five. While I continued to outlive my prognosis, my condition remained degenerative. In other words, as I spelled it out for them, my body continued to grow weaker by the year. Therefore, the logistics associated with my disability made it essential that Lucky, as my personal care aide, accompany me to Oxford for the duration of my studies. Pressing the point further, I stressed the fact that Lucky was an intimate and very literal extension of my body and that without him, I wouldn’t be able to get dressed in the morning, eat in the cafeteria, get in and out of my wheelchair, or do any other physical activities of daily living for that matter. Though I hated how the fullness of my being had to be truncated and interpreted into language that appeased a world entirely centering the sensibilities of uprights, I’d come too far only for the biggest milestone of my career to wind up becoming nothing more than a damp squib. I made my ask. Based on the numbers Adrian had helped me crunch, I needed an additional £20,000 to plug the gap in my full scholarship.


Silence descended upon me, like a heavy shroud, as days turned into weeks following my letter’s reception. My patience was worn thin and my anxiety reached a boiling point, leading me to take matters into my own hands. With Adrian’s unwavering support and the help of my friends, I embarked on a journey to secure my place at the university through the launch of an online campaign—#OxfordEddiecated. My aim was to crowdfund the £20,000 necessary for my education.


The crowdfunding drive was infused with creativity, inspired by the old adage, “When life gives you lemons, make lemonade.” I instead chose to create a lemon meringue pie and incorporated a photo exhibit into the campaign. Being the showman I was, I couldn’t resist the opportunity to make a statement.


On a summer’s afternoon, I found myself in the back of a creaky vehicle with my entourage in tow: the photographer (a dead ringer for Lenny Kravitz), the stylist for the shoot, and the makeup artist. We roamed the streets of Johannesburg, searching for the perfect backdrop for the photoshoot, with me dressed in a voluminous purple tutu, hand-me-down Vivienne Westwood boots, and a shimmering metallic grey tank top. My hair was styled in yarn braids fashioned into an ice-cream-cone updo.


Our search led us to a park in the heart of the city, where we stumbled upon a scenic patch of land under a jacaranda tree in full bloom. It was adjacent to a dilapidated basketball court, where a group of men were playing. My entourage and I wheeled ourselves past the court, drawing the attention of the players. As I sat regally under the tree in my wheelchair, their eyes, large and piercing, looked at me admiringly, and the men shouted, “Nice fit, bro!” The photographer captured my regal pose, and I gazed down the lens with a focus that was ravenous.


The onlookers grew in number, as joggers and suburban women pushing strollers joined the amateur basketball team to bear witness to the spectacle. I basked in their gaze, looking regal and otherworldly, like the “Purple Rain” singer himself, too magnificent to be categorized or defined.


After a few more shots, I asked the photographer to show me the portraits he had taken. As he flicked through the slideshow, crouching beside me, he whispered, “There you are, the beautiful being in the purple tutu.” The images behind the lens traveled to the ends of the world and not only helped attract donations to my campaign but also showcased disability in all its bedazzled, technicolor vibrancy and vitality.


“Adrian, brother, come up here,” I said, summoning him from the back of Thandie’s sprawling living room. As he steadily made his way through all the bodies huddled together in a warm embrace, I started tearing up. I was so grateful to have had him in my corner throughout the fundraising journey.


Several months into our campaign to get me to Oxford, we exceeded our target by almost £2,000. Around the same time, I finally heard back from the university’s bureaucracy. An upright who ran the Disability Advisory Services department circled back with a lengthy email of her own. It started well enough, inquiring into the specifics of my academic accommodation needs, asking for more details about adaptive technologies like voice recognition software, and exploring whether I needed a designated notetaker during lectures to augment my learning. Crucially, she mentioned that in accordance with Oxford’s collegiate system, I had been made a member of Somerville College, only a stone’s throw away from the building housing the public policy program into which I was admitted. At Somerville College, I’d be accommodated in the dormitory building typically reserved for their doctoral students, as those rooms had been built with enclosed bathrooms and were generally more spacious than the standard dorms. The room that had been identified for me was apparently still being renovated, but it would be ready for me by the time I arrived for the first semester, referred to as Michaelmas term by the Oxonians. Additionally, she confirmed that the university would be able to procure a commode for me to allow me to shower. But despite these accommodations, the Oxford representative stressed that neither the university nor Somerville College was in a position to cover the cost of the most essential of my accommodation needs and the prerequisite for me to be able to enjoy all the other services they offered—a care aide. I was stunned. It didn’t make any sense. Oxford’s wealth, a bit like the Vatican’s, was breathtaking, the stuff of which legends were made. The history of its endowment has roots in the windfalls generated from colonial conquest. That aside, this really wasn’t a lot of money in institutional terms. There was no reason why they couldn’t adjust my scholarship to accommodate my care costs. But whatever the reasoning behind their stinginess, I was grateful I had trusted my instincts and hadn’t waited for this disappointing response before deciding to embark on a fundraising drive.
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