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  Imagine…


  …being locked inside your own body, unable to move at will, unable to speak your mind.


  Born prematurely and with complications at birth, twenty-three-year-old Matthew Walker is neurologically injured and diagnosed with severe cerebral palsy. Unable to speak or voluntarily move his limbs, Matt depends on around-the-clock care and has never said a word—most people, including his mother, assume he never will. Then one day, Timmy, a new assistant to Matt’s care team, is sitting at the breakfast table with Matt when he notices a couple of regular taps from Matt’s right big toe. Has Matt finally found a way to break out of his involuntary prison?


  Matt: More Than Words is the story of a life without that which most of us take for granted: the ability to communicate. It is a story of suffering, abuse, loneliness, family, friendship, love, hope, and—finally—a green light, a future.


  Foreword


  “If all my possessions were taken from me with one exception, I would choose to keep the power of communication, for by it I would soon regain all the rest.”


  —Daniel Webster (1782-1852)


  Wise words that were said a long time ago, words that Matt certainly would agree with. Because even if I were to have great difficulties—maybe I can’t move the way I want to, I can’t walk, and I might not be able to do my daily chores by myself (things like getting dressed, shower, cook, etc.)—with the ability to communicate, I still have control over what is happening to me and how I want things done. We communicate in order to express what we want, but also to talk about what we do not want, to express needs and desires, to give and disseminate information. Communication is also about conversing or just chatting in general, e.g. talking about what happened during the day, what we should do the coming weekend, to convey politeness and social phrases. Being able to communicate and express ourselves, and thus influence our surroundings, is a prerequisite for being involved in various contexts. On the other hand, the way we express ourselves and what we can convey may vary greatly.


  It is certainly daunting to walk in Matt’s shoes. You might not know anyone or ever have met anyone who has difficulty communicating to the extent Matt has. But…these people exist. Many get help, but some can also end up in the same situation as Matt: they see and understand but struggle to express themselves. We can barely comprehend what a horrible experience that would be. Additionally, we also know that people with disabilities, especially if they also have difficulties communicating and talking about what happened, are unfortunately more prone to being victims of violence and abuse than the rest of us, which, of course, makes their life situation even worse.


  I am very pleased to see that a book like this one has been written, highlighting the situation of someone who has been unlucky to suffer such great difficulties with his body. We also learn that there are good role models in people with love, compassion, and the right attitude, who believe in and do not denigrate others, even if they do not really know how much the other person is capable of and understands. And we also learn that there is help to be found with communication support and tools to enable communication.


  Eva Holmqvist


  MSc, reg Occupational Therapist, Council Certified Specialist in Occupational Therapy, Sahlgrenska University Hospital, DART – Centre for Augmentative and Alternative Communication and Assistive Technology, http://www.dart-gbg.org/english/


  Chapter 1 – Matt


  “Good morning, sunshine!”


  Those were usually the first words he heard every morning. Timmy was his primary caretaker, or personal assistant, during the day while his mother worked, and most mornings, he would walk into the room, draw the curtains, and wake him up with his cheerful greeting. He’d open the window a tad to let in some fresh air before approaching the bed to see if he had already woken up.


  Timmy would lower the bed’s guardrails, sit by his bedside and look at him. Matt usually slept like a log, on his back, and given his condition, he would often end up with an open mouth. Matthew Walker was born twenty-three years ago, son to Martha and Dominic Walker, who had divorced some time after his birth. Dominic, who had always been a restless soul, had left just weeks after Matt was born, never to be seen or heard of again.


  Martha, working as a cashier at a local mini-mart, moved back in with her parents to look after Matt—or Matthew, as she insisted on calling him. She did not appreciate it when people called her son anything else. Timmy didn’t care. He had become part of Matt’s care team five months ago, and to him, Matt was Matt, not Matthew, much like he was Timmy, not Timothy. Matt was lucky to live in a society where he was entitled to some personal assistance, compliments of the government. After the end of her parental leave, Martha had returned to working full-time. She still cared for Matt after work and overnight, but she also had to pay the bills, put food on the table, and buy clothing for Matthew. Besides, he needed a lot more help than any one person alone would have been able to provide him.


  In the beginning, it had been his mother and his grandparents, John and Inga, who had cared for him. Right after birth, it had been clear that Matt was not like the other newborn babies on the maternity ward of the university hospital where he’d been born prematurely. He barely moved, and even after several weeks, his eyes simply stared ahead and never sought out his mother’s loving gaze and voice. There were no smiles and rarely any tears. Matt had been, as Martha once told him, like a soulless being, alive yet not.


  Later, he had been diagnosed with cerebral palsy, and that was when society was able to help Matt more appropriately. But even now, twenty-three years later, he was unable to speak. He was trapped inside his mind, and even though his mom thought she knew him, she really did not. Matt was right there, thinking, feeling, sensing, but due to his physical disabilities, he was unable to express language or vocalize beyond a gurgle, a groan or a moan, a scream or wail—the latter if he was unhappy.


  Timmy was usually the only one who could get Matt to express anything that resembled happiness—a gurgly kind of giggle. It was difficult for the people around Matt to make sense of his sounds, as his facial features usually did not respond in kind. His face might be contorted by muscle spasms while he was happy, and he could be miserable but his face would be relaxed. Matt had no control over his body. It did what it did for no apparent reason.


  Matt was unable to speak, but he wasn’t stupid. He was not intellectually challenged, despite what people might have thought when they saw him being wheeled through the streets by his mother or his assistants. He’d seen the looks on their faces all right. The pity. The disgust. The fear even. His condition simply made it impossible for him to talk—even the simplest things like a yes or a no.


  Society and the medical profession had long ago given up on him. His other personal assistants mostly treated him as a living body bag, a useless sack of flesh, bones, blood, and skin. Even his own mother had all but given up hope on him. But not Timmy. Not yet anyway. For some inexplicable reason, Timmy seemed to see something no one else saw. Matt sometimes wondered if it was only a matter of time before Timmy, too, gave up on him. The prospect scared him.


  Timmy bowed down over Matt’s face and used a small towel to dab away some dribble from the corner of his mouth. “Time to get up. Would you like a warm shower today?” Timmy smiled and looked Matt straight in the eyes. As always—and Timmy knew this—there would be no “Yes, please!” no nod, no confirmation of any kind. But Matt managed a gurgle, which Timmy interpreted as a yes.


  “I’ll be right back. I’ll just get things ready.” He got up and walked over to the bathroom. Matt still lived with his mother in what had once been his grandparents’ house. She had wanted to provide Matt with the best possible care and felt that with her, he’d get that, rather than being institutionalized. The ground floor of the house had been converted for the purpose, a former study made accessible for Matt’s large wheelchair. There was a small couch in a corner for the assistants to rest, a table with a couple of chairs, and a small desk to make notes in Matt’s medical journal. Matt’s bed, which was a standard hospital-type bed with guardrails and electric maneuverability, stood against the wall. Off to the side was a roomy bathroom with a large area for him to shower. Everything was fully accessible.


  Given his lack of control over his body, he still required diapers, and he barely ever got to actually use the toilet, even though Timmy would always seat him there in the morning as a matter of principle. Matt was grateful for this gesture and would thank him with one of his gurgly giggles if he managed to get one out. The other staff would simply change his diapers while he was still lying in bed, often without speaking to him or even looking at him. The latter he had gotten used to. People would speak about him, over his head, even though they were speaking to him, but never really with him. It was as if he were air or a piece of furniture. His mom and Timmy were the only ones who always talked to him.


  In the shower, there was a chair of sorts, with belts to secure his body so he wouldn’t fall over, and from the ceiling hung a lift to help the assistants move him in and out of his wheelchair. Timmy was tall and muscular and able to carry Matt’s small, lithe frame. But some of the other assistants couldn’t, and besides, none of them were supposed to, for safety and ergonomic reasons. The lift, which had a rail reaching from the bathroom ceiling all the way to his bed, was for their own protection from overexerting themselves but also to minimize the risk of dropping Matt and injuring him. Timmy would’ve gotten in a world of trouble with his manager had they known he always carried Matt.


  Secretly, Matt looked forward to the intimacy of being carried and the physical contact with another human being. Being unable to move at will, he wasn’t capable of lifting an arm to reach out and touch someone, and very few people ever touched him unless they had to—to dress him, feed him, change him, wash him and so on. That touch usually had something mechanical to it; there was no tenderness, no intimacy. Timmy and his mom were the exceptions. The way Timmy had dabbed away the dribbles from his mouth seemed almost erotic, and it made Matt feel all warm and fuzzy inside, and he loved it when his mom would kiss him on the forehead, simply hold his hands or pat him gently on a cheek or stroke it. There was this warmth spreading through his body, making him feel good, at peace with himself and the world. With Timmy, the emotions were even stronger, and every time the man picked him up and held him in his arms, Matt wished the moment would never end.


  Most people Matt had met in his life were either grossed out by his appearance, the often contorted facial expressions due to the strain the cerebral palsy put on his muscles, the tightness of his jaw, his wandering eyes, the fact that his mouth was often a little open—just the sight of him, strapped into a chair to keep his spastic limbs still, his head in a headrest with the same purpose. Yes, disgusted was how most people looked when they saw him. Some had pity in their eyes, which—from Matt’s point of view—might have been even worse. Some were afraid to even look at him, while others would stare unabashed, point fingers at him, especially children with their unbridled curiosity.


  But to touch him? Something deep in the human brain simply kept people from it. They instinctively shied away from him, as if he were contagious somehow, keeping him at a safe distance. As if his cerebral palsy were an infection, something they could catch from merely touching him. Touch was not something that came naturally in Matt’s world. Yet he longed for physical contact; he longed for intimacy, like any other human being. He simply couldn’t ask for it, couldn’t even express how grateful he was when he received it. But long for it he did, and grateful he was.


  People automatically assumed he was intellectually impaired or disabled—stupid, a freak, a cretin, a simpleton, a dullard, an idiot, a retard, a vegetable. There were a great many words used behind Matt’s and his mother’s back, sometimes loudly, often whispered, usually a thought in passing. Several of his assistants weren’t as delicate when they were alone with him, simply assuming he wouldn’t understand. Even some of the doctors had come to the conclusion that Matt’s intellectual capacity was greatly reduced, most taking the fact that he was unable to communicate as a confirmation thereof.


  Some had tried to label him as a severe case on the autism spectrum, while a few reserved judgment, claiming they couldn’t really tell if it was indeed a case of autism or simply the neurological effects of the cerebral palsy. Matt’s mother and grandparents had held on to hope for the longest time, but he could tell his mother had eventually lost hope that he would ever be able to speak.


  What nobody except Matt knew was that behind his wandering eyes, there was a curious and bright young mind, eager to learn, soaking up stories read to him, watching TV shows and movies, learning from documentaries and conversations around him.


  With no way to express his own thoughts and ideas, Matt had become an astute observer of human behavior, focusing most of his mental abilities on learning and remembering. There just was no way to express any of it. For twenty-three years, learning had been a one-way street, and with no questions to ask, Matt had also needed to learn to be his own teacher, compartmentalizing questions he had until such day as the answers presented themselves, often in a very different setting. But there were plenty of things Matt still wanted to know and wished he could ask. Or to just idly chitchat. Like everyone else did.


  When Timmy came back, Matt was wide awake.


  “Are you ready?” Timmy began to remove his pajama top, being careful not to hurt him. Matt was unable to sit up on his own, so undressing him was always a bit tricky, but it was a lot easier while Matt was lying in his bed. Timmy had to lift up Matt’s upper body, hold it with one arm and pull the top up to his neck before gently lowering him down on the bed again. Once he was able to work with both arms, he’d lift each in turn and pull them out of the garment before he carefully pulled it over Matt’s head.


  Getting him out of his pajama pants was even trickier, but over time, Timmy had developed a method that involved lifting each of Matt’s hips and slowly pulling off the pajama pants. He’d brought a wet cloth, some soap, and a towel, just in case he needed to clean his private area from any feces, but Matt had only peed during the night. Once he was completely undressed, Timmy put one arm under Matt’s back and the other under his thighs, scooped him up and carried him to the bathroom where he sat Matt on the chair in the shower. This was no regular chair. Picture a contraption with restraining belts to tie Matt’s upper body to the chair’s back to make sure he sat upright. Given his lack of motor control and the erratic movements of his limbs, there would’ve been a serious risk of him falling out and injuring himself otherwise.


  To be so close to Timmy was exhilarating yet at the same time very unsettling, given the task at hand. The chair’s seat had a large hole in it, making it look more like a toilet seat than a chair. The legs were set on wheels to enable easy movement. Two of the wheels could be locked in place. Once Timmy had secured Matt, he moved him over the toilet and positioned him right on top of it.


  “Okay, here we are. You know the drill, buddy.” Timmy smiled encouragingly at him, knowing that this was the most difficult part for Matt. Nobody really wanted to go to the bathroom with someone else, let alone someone watching you, but for Matt, this was normal. He did it every day, had done so his entire life. He knew no other way, and his body had grown accustomed to the routine. Yet today he was unable to do his business, even though Timmy had given him more than enough time to do so. Matt’s bathroom was equipped with underfloor heating, so it was comfortably warm in the room, which was a good thing given he could be sitting there for ten minutes without anything happening.


  Realizing today wasn’t one of those days, Timmy moved the chair back to the shower corner, put on a plastic apron and rubber boots and turned on the water, making sure it was nice and warm, just the way Matt liked it. Not only did the hot water feel great on his body, but it also eased some of the tension in his muscles. Most of Matt’s other assistants would also put on gloves when washing him, but not Timmy. Matt was infinitely grateful for that, as it gave him that physical touch he so desperately yearned for.


  As Timmy began to wash and clean his body, Matt allowed himself to drift and relaxed enough to close his eyes; the only thing to be heard from him was the occasional gurgle or moan. Matt loved his morning showers with Timmy. He often dreamed of being able to get up from his chair and kiss Timmy, of undressing him and taking a long hot shower together, returning the favor for the countless times his assistant had helped him. Alas, there would never be such a thing; Timmy signaled he was finished all too soon, turned off the shower, and took off his apron.


  “All done, buddy. I’ll just get the towel and we’ll get you dried up in no time.” He grabbed a towel from a rack on the wall and quickly proceeded to wrap Matt in it, making sure he didn’t get cold. When Timmy felt Matt was dry enough, he released the straps and carried him back to the bed, where he put on a diaper. From a drawer in Matt’s nightstand, Timmy produced a deodorant and applied that before putting on a fresh T-shirt he’d grabbed from the closet. Then he made sure to dry Matt’s feet properly, and his calves, ready for socks and a pair of loose-fitting jeans. Once Matt was dressed, Timmy picked him up again and carried him over to his wheelchair, where he put him down gently before strapping him in.


  Finally, Timmy went to fetch an electric razor, taking great care as he shaved Matt’s face and applied a moisturizing cream. It was another one of Matt’s favorite moments, a final intimate instant before being rolled into the kitchen for breakfast. After that, Matt’s days were fairly routine: an outing somewhere or watching a movie or documentary on TV, lunch, a long nap—usually less for Matt’s benefit than to give the assistant a break—followed by another outing, depending on the weather, or more TV or reading before his mom came home from work and took over for the evening and night. Same, same, but Matt didn’t really mind. He had nothing to compare it to, had not lived any other life, had no reason to be envious of any exciting adventures or travels. All he knew was that he was different in that he could not move or talk.


  Chapter 2 – Martha


  “Matthew, are you awake?” Martha arrived home from her shift, took off her coat, and peeked into her son’s room to see if he was up.


  He liked sticking to his regular routine. Once, a couple of years ago, she’d been so sick with the flu that she couldn’t get out of bed, and Matthew’s assistants had called her downstairs that evening to tell her he’d been very unruly, twisting and turning in bed, moaning loudly. They assumed he was upset because his mother hadn’t come by to see him all day, as she always would before going to work and upon returning home. She’d had to force herself out of bed, despite the queasiness, headache, and muscle pains, to go visit with him and was terrified in anticipation of the day she would no longer be around. How would Matthew cope? Who would look after him? Would he be okay?


  Today was a regular day. She had finished her shift an hour ago. Soon, she’d relieve the assistants and take over for the evening and night. She couldn’t even remember when she’d last been on a vacation or had a day off. Not that she minded. She loved Matthew more than anything and never questioned why she had been handed this challenge, seeing it as a calling of sorts. There had been complications during Matthew’s premature birth, a short time when the blood flow to his brain had been interrupted or slowed, causing brain damage, which had been how he’d “contracted” cerebral palsy.


  It was not something that Martha liked to recall. She approached her life with equanimity, accepting this was her lot. She’d seen other families struggle with much worse outcomes, from stillborn children to those who only lived for a few weeks or months before leaving their parents in lifelong grief. At least she had Matthew in her life, and there was nothing to indicate he wouldn’t outlive her. Still, dying before Matthew was always a worrying thought.


  Martha’s mind often filled with notions and worries about Matthew’s quality of life. As he was unable to move on his own, had no spoken language and no other way to communicate, she was unsure how aware he was of his surroundings. Through the years, assistants had excitedly reported apparent signs of communication from him, signs that never reasserted themselves when she or any of the many specialists her son had seen were present. Her hopes had been raised far too many times, only to be crushed by the reality that Matthew really had no way of communication. Yes, he’d gurgle and moan, and she and any assistant sticking around long enough had learned how to interpret those sounds as signals of approval or disapproval, but it was no different from how a newborn communicates with their parents. It wasn’t so much the sound itself that was an approval, but the volume, the intensity of it. Only years and years of being with him had taught her to read them, but they never functioned as answers to questions she’d ask. And she could never really be sure that she’d interpreted him correctly. There was always that unpleasant and frustrating, lingering doubt.


  Martha had to struggle with the constant change in people who helped her to look after Matthew. She was lucky to live in a society where even the most severely disabled were given a shot at a happy and fulfilled life, with personal assistants helping parents so that they, too, could go on living their lives. People with less severe impairments would in time move out and start a life of their own, independently from their parents; some held jobs and lived fully productive lives, while others spent time in crafts groups or other daily activities to fit their personal challenges.


  Matthew was in no position for any of that, and it fell to Martha to speak on his behalf, even though her son had been a grown-up for some time. When she was gone, he’d have to live independently, a terrifying thought, most likely stowed away in an institution, like a forgotten or undesired potted plant, left in a corner to slowly wither away.


  Martha was tired when she walked into his room. Asking him if he was awake was a routine they’d established long ago. She knew, of course, he wouldn’t, couldn’t, respond. But she was respectful of her son nonetheless. As always, there was no response, this time because Matthew wasn’t in his room, and Martha assumed he was out for a stroll with one of his substitute assistants—she couldn’t remember their name, as they had just recently started. Stacey or Tracey? The changes in assistants weren’t just an issue for her but for her son as well. Matthew didn’t much care for any change in his daily life, and he’d become restless, with few ways to show his frustration.


  Then there was Timmy, who’d stuck around longer than most, a tall, handsome young man who had moved to the city from the rural town where he’d grown up. He seemed to genuinely care for Matthew, and the few months he had been working with her son as his regular assistant had been the most quiet and uneventful ones in a very long time. In Martha’s world, quiet and uneventful were quite valuable commodities. But reviewing the staff schedule, Martha noticed Timmy was off this afternoon, and she was unsure which of the substitutes had taken on the afternoon shift with Matthew. There was no name on the schedule.


  The company that supplied the personal assistants for Matthew had recently changed hands, and as always in such circumstances, new policies, budgets, and routines had led to a steady stream of employees jumping ship, finding their fortunes elsewhere. New staff had come aboard, many of whom were young, largely untrained, and, sadly, unsuitable for the task. This was a cutthroat competitive market, and cities and towns were looking almost exclusively at the hourly rate charged when purchasing care contracts for the people in need thereof. For close relatives such as Martha, these ongoing changes were exasperating. Matthew reacted badly to new people in his life, strangers being introduced into his daily routines, who would touch him, lift him around, wash him, clothe him, feed him. Had it been her, she’d have gone insane, and she thanked her lucky stars her son was so patient.


  More than anything, Martha knew that Matthew only wanted stability, preferably only her. But no human being could be there twenty-four seven for anyone, regardless. Particularly not when that person was in need of as much help as Matthew was. When he was a baby, it had all been simpler. Sleeping as much as infants do, Martha still had time to focus on other aspects of her life. Her parents were also there to offer assistance and help out. But as Matthew grew older and stayed awake for longer periods, and as his severe disabilities manifested themselves, the more difficult it became for Martha to care for him on her own. The first assistants were brought on board after social services had probed and prodded Martha and her household for weeks on end. After her parents passed away, the assistants became a vital part of her life.


  Things had been better then. Legislation in support of people with disabilities had been passed a few years earlier, and society was going to help their weakest in earnest, investing a lot of money, allowing them to live up to the letter of the law. Over time and with economic times turning for the worse, things had slowly but gradually changed for the worse, and the financial crisis a few years ago had accelerated the downward trend. Quality requirements became less rigid, and the almighty dollar became even more important in how the city’s decisions were made. The turnover in assistants increased; they stayed for shorter and shorter periods, and they cared less and less about the people they worked with, seeing such jobs as merely a stepping-stone on their way to a better position elsewhere or before heading to college.


  Timmy was a welcome exception. He’d joined Matthew’s care team about five months ago, and Martha could tell he’d developed a special rapport with Matthew. She felt at ease every time she saw his name on the coming week’s duty roster. Unfortunately, he only worked eight hours a day, five times per week, just like everybody else. She barely remembered the names of the other assistants on Matthew’s team. She was often upset and on long phone calls with the dispatcher about yet another last-minute change in staffing, with all the frustration and anger on Matthew’s part. While all attempts to find alternative forms of communication for Matthew had failed, he was, of course, able to express emotions, in their rawest form. He’d thrash his head from side to side when he was upset or sad, the grunts and moans coming from him distinct from how he’d groan and gurgle whenever he was content, happy, or pleased. They’d tried all kinds of things, from letting him use his fingers to tap a simple binary code to indicate things on a board and even the latest laser technology. But his eyes never seemed able to focus on anything for any length of time, and his fingers were simply too spastic in their motion for anyone to make sense of the signals.


  Who knew, maybe Matthew just wasn’t capable of any coherent thought. Maybe his mental abilities were too limited. The likelihood of that was pretty high, based on what Martha had read over the years about severe cerebral palsy, as was the likelihood of autism, especially after the complications during his birth. But she wasn’t sure, not entirely, and she simply couldn’t give up. That was out of the question. She held on to a sliver of hope that one day she’d be able to break through to him, freeing him from whatever prison had locked up her son inside his own body or mind. Although, after every round of specialist visits, after every evaluation by speech and communication experts, after every report that labeled Matthew’s intelligence at preschool levels, Martha’s hope seemed to slowly but invariably retreat in on itself, like a glacier in an ever-warming climate.


  But where was he now? What was he up to? Where had his assistant taken him? The daily outings were part of his routine, but this late? It was early spring and still quite chilly outside. Martha began to worry, and she turned around, put her coat back on and headed out. She was going to find him.


  Martha walked the short way down to the beach. It was one of the places where Matthew felt most at ease. Whether it was the regular noise of the waves coming ashore and the lapping sound the water made as it crept up along the sand or if it was the view out into the open sea, she had no idea, but he seemed calmer whenever she’d taken him down to the boardwalk and pushed his wheelchair along the beach.


  Ten minutes later, she’d reached the boardwalk and was contemplating which way to go. On a whim, she turned right. It made more sense, as she’d have the slowly sinking sun behind her. Matthew would be more comfortable if he wasn’t stuck staring at the blinding, unforgiving light of a setting sun. However, after walking for another fifteen minutes, there was no sign of Matthew. She dialed the number of the personal assistant’s cell phone, a phone they all shared, but it went straight to voicemail.


  Increasingly worried, she turned around and headed back. Quickening her pace, panting more and more, she was back at her starting point before long and proceeded in the other direction. Before her, the sun was already dipping her corona into the sea, having turned beautiful hues of ever darker yellows and orange. But still no sign of Matthew. Martha had no time to behold the beauty of the quickly setting sun.


  By now, she was almost jogging, and her heart was racing in equal parts because of the physical exertion and the worry for her son. Turning a corner, just as the sun had finally disappeared behind the horizon of the vast, open sea, she saw him, his wheelchair turned toward the ocean, staring blankly out to sea. His mouth hung open and a dribble of saliva ran down his chin.


  “Oh my God, Matthew! I’m so glad you are okay. I was worried sick. Where’s your assistant?” She would always ask him, even if she ended up answering her own questions, feeling it was rude to speak over someone else’s head. But who would leave him alone like this? Once again, she’d be facing yet another call to yet another manager, who would tell her that they were sorry, that they would investigate the incident, and blah, blah, blah. In the end, the only consequence would be for yet another assistant being replaced by someone else who couldn’t care less.


  Resolutely, Martha walked up behind the wheelchair, released the brakes—at least they hadn’t forgotten those—and began to push Matthew homeward, engaging him in conversation, yet another one of those talks where she would speak and be greeted by silence or unintelligible sounds, until such time as she responded herself.


  Chapter 3 – Matt


  Matt had been looking forward to the late-afternoon walk. It was the highlight of his day, regardless of whether there was rain or shine. Sure, the sunshine was more pleasant. He absolutely loved to feel the warming rays of the sun on his face, but raindrops were also fun, making him all giddy with the funny sensations they’d evoke in him. Sometimes they’d be like needles, almost piercing his skin, and that was an incredible prickle. At other times, the raindrops would be plump, large, and soft, and they’d roll down his cheeks and make him feel as if Mother Nature herself was gently caressing his face.


  Caresses. He loved those. He never got enough of them. He remembered every intentional instance of physical touch on his body since childhood. His mother was one of the people who would stroke his cheeks or move a strand of hair out of his face, her hand on his scalp evoking the weirdest of fuzzy feelings in him. When she did so intentionally, Matt noticed how different it felt compared to the on-the-fly touch, the lazy, haphazard pats as she was coming from or going to work.


  He craved physical contact but didn’t get much. Most of his assistants would only touch him if they had to, and they would do so in a mechanical way, as if they were moving a piece of furniture. Being lifted out of bed or out of his chair just wasn’t the same thing, particularly not when done with the lift hanging from the ceiling. It felt invasive, uncomfortable. Yet Matt knew he had no choice. His own body was incapable of doing all the things he saw people around him do. So he endured it, equanimously.


  No control over his limbs. He couldn’t even move his hands or feet, at least, not when he wanted to, needed to, and not the way he expected. He also knew that he had let people down around him. Matt remembered Jessica, an assistant who had worked with him a few years ago, and how hard she had tried to find ways to get him to communicate with the outside world. Matt was trapped. His head was full of thoughts, emotions, things he wanted to share and say, but he could not. And after a while, even Jessica had given up. He was incapable of moving his fingers to even tap on command, his tremors too much of an interference to allow him to make any sense to those around him.


  Jessica had tried everything—using his mouth and tongue, his hands, his arms, legs, and feet. But nothing had worked. She had even tried to use modern laser technology that followed the movement of his eyes and a directional pointer attached to his forehead, but to no avail. Matt simply wasn’t able to will his limbs to obey his desire to communicate and point at a symbol when he was asked to.


  Oh, how he wished he could talk, like his mother did whenever she was with him. He’d just witnessed the worry on her face when she’d come up to him as he was watching the setting sun. Matt didn’t know where the girl had gone, whether it was only to have a smoke or if she’d gone to run an errand. His mother hadn’t stayed to wait for her and instead had taken him home, but at least he’d been able to witness the sunset.


  It had been a beautiful and warm spring day. Yet as his mother was talking to him about this or that, he realized when she’d mentioned food that he was hungry. More so, he felt how badly he needed to go to the bathroom, and he wasn’t able to hold it. His bladder certainly had a mind of its own and he had little control over it. He peed into the diapers he wore underneath his pants. Matt felt ashamed. He had learned early on that soiling himself was a bad thing. His mind held countless memories of soiling, of his mother’s face wrinkling as she would have to change him, of the shame he’d felt as he’d grown older and the first assistants had come into his life, the feeling of being so exposed to a complete stranger, the distorted faces he’d witness every time they had to change one of his used diapers, the stench…


  It had been strange for Matt to learn that “down there” was bad and filthy, and he’d internalized the shame his mother felt at changing his diapers as he’d reached puberty and manhood. For Matt, his inability to hold it and his soiling were a source of constant humiliation, but more so, something that made everyone around him uneasy. And when others were uncomfortable, so was he, picking up on other people’s moods and reflecting them right back at the world around him. His mood got even worse now he knew his mother was upset at his assistant, and he realized she was unhappy because of him. He could almost physically feel her anger as she walked behind him, steaming with fury, forcefully pushing his chair homeward.
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