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For my mummy,


You truly are the wind beneath my wings.


Despite insurmountable odds and devastation,


your support, love, and faith in me and God never wavered.


You are my hero, always have been and always will be.


It’s been quite the journey and it’s only just the beginning.


I love you more than you will ever know.


Thank you for never giving up on me.




“Father, forgive them, for they know not what they do.”


—LUKE 23:34





FOREWORD



BY VALENTIN CHMERKOVSKIY


“You have a very special young woman as your partner this season,” said my executive producers on Dancing with the Stars. “It’s going to be a little different for you, and we’re very excited.” I was about to walk into a small ballroom dance studio in Beverly Hills to meet my Season 25 celebrity partner for the reality TV show where I’m a professional dancer. I had no idea what to expect.


As much as I love the show and everyone I work with, I also know that Hollywood doesn’t always get “excited” for the same reasons I do. I nervously nodded a simple “awesome” to the producers, but in my head I was asking a million questions. “What do they mean, ‘different’? Different how? What is so different about this partner that I haven’t seen during the twelve seasons I’ve been on the show?” I would quickly find out.


I walked through the door, stepped onto the wooden parquet of the humble little ole dance studio, and caught my first sight of a beautiful young woman who stood in the center of the room. She was obviously excited with anticipation and glowing with enthusiasm.


“Hi, I’m Val,” I said, starting things off as simply as I could.


“I’m Victoria,” she replied.


“So tell me a little about yourself,” I said. “We’ll be spending quite a bit of time together in the next few months.”


That was putting it mildly. On DWTS the celebrities and professional partners train almost daily for three months even before the show begins. My style of coaching can be quite intense, with a very challenging rehearsal regimen. Nothing about what was to come would be easy for any celebrity.


“Well, I’m a Paralympic gold medalist,” she replied, with a mix of pride and humility that was really very touching.


“Para-lympian?!” I thought to myself, more than slightly baffled. Where was the “para”? In front of me stood a perfectly healthy, strong, vibrant girl, no different from any other twenty-three-year-old I’ve danced with before. What I had never seen before were Victoria’s huge, extremely expressive, deep brown eyes—they were really quite exceptional.


“I don’t mean to come across as rude,” I said, “but why ‘para’?”


The conversation that ensued and the experience I would go on to share with Victoria Arlen would change my life forever. I soon came to understand what was so special about her. It wasn’t just her ability to rise above any challenge placed in front of her, including the years of paralysis that hit her beginning at age eleven, with loss of speech, loss of hearing, and finally loss of consciousness. What made Victoria special was her response to those early challenges, when someone with a less fierce sense of determination might have been tempted to give up. She never did, and neither did her strong, amazing parents.


Well, even though she still had not fully recovered feeling in her legs, Victoria had just signed on for yet another challenge, which was learning to do the Argentine tango with me. Over the course of the months we rehearsed and performed together, I discovered the source of this young woman’s strength, which was quite simply her unquenchable love of life. She loved life so much that it amounted to her particular superpower. She simply refused to be defeated, no matter what obstacles were thrown in her way. Victoria’s one-of-a-kind perspective on life taught me the greatest lesson anyone could ever teach someone: “Don’t take a single breath for granted.”


In this book, you will get to know a girl from an ordinary family who was placed in the most extraordinary circumstances imaginable. Instead of giving up, Victoria, her mother, and her father chose to fight on for dear life, literally. She is not just an American hero for her medals in the Paralympics. She’s a human hero for her triumphs over something that universally unites us, our mortality and the fight for life. There’s no greater example of the human spirit than that, no better demonstration of strength in family and faith. Victoria’s story will inspire you with a sense of purpose, helping to ignite a passion and appreciation for life that you may never have thought possible.


I’m incredibly grateful to have been Victoria’s partner on DWTS, thankful to her family for sharing her with me, and actually indebted to the whole wide universe for putting us together. Victoria allowed me to be a small part of her incredible story, one that will certainly leave a mark on the world. Reading her story, I think you’ll come to respect, honor, and love this woman just as I did, and cherish the opportunity to get to know her.


—Valentin Chmerkovskiy
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HOW DID I GET HERE?


January 2009


I hear commotion in the darkness. I gasp for air, but I feel like I’m drowning. A strong pressure crushes my chest, forcing my lungs to contract against my will.


Air!


I need air!


I need to breathe!


Somebody, please help me!


Machines urgently ping. Panicked voices shout all around me. Suddenly, bright light blinds me as I struggle to grab whatever is down my throat. I realize my arms are strapped down and can’t move. Multiple hands hold down my convulsing body, and my bed is being quickly pushed through a white-walled hallway at an alarmingly fast speed.


“You are okay, Victoria,” I hear over and over again. I’m confused. All I can think is BREATHE! And then, I plunge again into total darkness.


•  •  •


My eyes open to searing bright light, and I hear a loud, screeching noise. My body begins to shake uncontrollably, and a painful electricity surges through my body, causing it to convulse and thrash about. I see strangers running into the room, yelling. Their voices sound scared; their hands push me down.


As the seizure subsides, I try to get my bearings.


Where am I?


Brightly colored balloons are tied to my bed, and several stuffed animals are around the room. My vision is blurry, but as I focus my eyes, I see cheery cards and posters on the wall, saying, “We love you. Get well. We miss you. Stay strong.”


Why would anyone say they miss me?


Where have I been?


Get well?


Stay strong?


What’s wrong with me?


I feel fine.


I don’t get it.


Where am I?


What is going on?


Am I in the hospital?


Why?


How long have I been out of it?


I hear my mom in the background. Surely, she can tell me what’s going on. “Mom, Mom!” I shout, but she doesn’t react.


HELLO!


Why can’t she hear me?!


Can anyone hear me?


I quickly realize I have no control of my body, not even my eyes. I can see, but only what’s directly in front of me. When I try to sit up, I feel disconnected from my body. I can’t move or make any sound.


I am literally locked inside my own body.


This can’t be happening.


This can’t be happening!


Help!


Somebody, please help me!


My heart races and my head spins. I try to make sense of what’s going on. I have so many questions.


What year is it?


I think, 2006? But I’m not certain.


How long have I been here?


I hope not long.


What happened?


My memory is fuzzy.


Am I going to be okay?


I’m not sure.


I’m overcome with panic. I want to scream for help. I try to calm down, but that only makes things worse. I’m lost and confused. Why won’t someone just please tell me what is going on.


I’m scared.


I’m really, really scared.


I can’t move a single muscle. No matter how hard I try to scream for help, nothing comes out. I want to breathe and scream and speak. I have so many questions, and I have no memory of how I got here.


I gotta get outta here!


Help!


Somebody, help!


Claustrophobia creeps in, and my panic escalates. I have to find something—anything—to keep my brain sane and ease the panic that’s overtaking me.


Think, Victoria.


Wait . . .


You can think—


clear as day.


My body refuses to function, but my brain is somehow operating normally. Completely normally.


How can this be?


My brain.


My memories.


My knowledge. It’s all here.


You’re still here, Victoria.


You’re still you.


My mind is the only reassurance and calm I have. It is the only thing I can control. And then it dawns on me that my ability to think is the most important function of all. The thought of literally losing my mind is beyond terrifying. Thankfully, I can think and understand.


Sanity check . . .


Okay . . .


My name is Victoria Arlen.


I am the daughter of Larry and Jacqueline Arlen.


My brothers are LJ, William, and Cameron.


I enjoy swimming, dancing, and hockey.


I love my fluffy dog, Jasmine.


My favorite color is pink.


Okay, let’s make it a little more challenging:


What’s two plus two?


Four.


Four times four?


Sixteen.


You’re good, Victoria.


Your brain is okay.


Thank you, God.


I have my mind and my memories, and as far as I know, I have my sanity. I’m still here—I remind myself of that over and over again.


But, how did I get here?


Nothing comes to mind. I remember an absolutely excruciating head pain, and I remember being rushed into an ambulance, and then everything goes dark. Now, I’m alive and can think. But I have no memory of how I got here or why I can’t move or talk.


I try so hard to remember.


Think, Victoria.


Remember.


When I try to think back before the headaches and the seizures, all I can remember is being healthy. I’d always been healthy. In fact, I was probably the healthiest of the Arlen bunch (although we were a relatively healthy family). I’d always had a crazy amount of energy and would go and go and go until my mum made me go to bed. I craved adventure and always allowed my imagination to go for miles and miles. I loved running around with my brothers, and I played every sport my parents would allow. There were never enough hours in the day to do all I wanted to do. Even then, I’d wanted to change the world and make a difference.


How could I lose all of that?


How could the girl who could do everything not even be able to wiggle a finger?


I keep forcing myself to think. Since I can’t work any other muscle in my body, I might as well use the one that works, my brain. I remember back to the summer before fifth grade, when I was ten. My mummy took me to the doctor with what seemed to be a bug bite in my left ear. The doctor hadn’t been concerned about it, but then I started getting ear infections, which continued throughout the entire summer. The doctors diagnosed me with swimmer’s ear, but that didn’t make sense because I had swum for years without any problems.


I remember that I’d developed asthma in the fall. Then, I had several rounds of pneumonia alternating with what the doctor called the “flu.” These episodes often included fainting spells. It seemed I’d have one or two good weeks, but then I’d come down with something.


I still did well in school and sports, but somehow, as my mummy would say, “it was as if the stars were misaligned.” But no one was too awfully concerned because I always bounced back and went back to my normal routine.


But about a year later, on April 29, 2006, I do not bounce back . . .
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IT’S ALL IN YOUR HEAD


April to July 2006


Ouch!


It feels as if a knife is piercing my right side. I try to sit up, but I’m met with excruciating pain, unlike anything I’ve ever felt before. I slowly get out of bed and make my way downstairs. “Mummy, something doesn’t feel right.”


Assuming it’s another flu-like episode, my mum guides me to the couch and tucks me in. It’s a Sunday. We had just gotten back from a magical Disney trip the day before. All I can think about is going back to school and seeing my friends. I am in fifth grade and almost done with my first year at middle school. The first day back to school from vacation is always fun.


But instead of going to school the next day, I end up in the emergency room, being poked and prodded and questioned. The needles scare me, and the “juice” (dye) I have to drink for the CT scan makes me vomit. My family has a history of appendicitis, and since the pain is on my right side, it seems the likely cause. After an overnight in the hospital with no reprieve from the pain, doctors decide to remove my appendix. My parents and I hope that this is the fix, so we can go home the next day and resume our happy lives.


But the pain doesn’t go away, even after the surgery scars are healed. I find myself again in the emergency room, this time at a world-renowned children’s hospital—“best in the world”—an hour away from our home. After a CT scan and blood work, the doctors have no definitive answer other than post-surgical pain. Unconcerned, they send me home.


It still hurts.


Two weeks pass, and the pain in my side has gotten increasingly worse. I now have regular flu-like symptoms, and I’m losing weight fast. No matter how much I eat, the weight will not stay on. I was slim to start with, but now, I’m way too skinny. The pain is so bad, I can barely function. I can’t sleep, and I don’t even have the energy to get off the couch. Which is unlike healthy Victoria. I was NEVER on the couch. I can’t go to school or play sports or hang with my friends. I am a prisoner to this suffering, and it is slowly but surely taking over my life.


The only “relief” the doctors offer is recommendations to see other doctors, who prescribe heavy-duty pain meds and send me on my way. Pain meds don’t help and the reactions to the medications only make it worse.


Along with the pain comes overwhelming weakness. Getting out of bed and down the stairs is a challenging task. I can remember the days when I ran up and down the stairs; now each step is like climbing a steep mountain. Fighting to stay upright is an all-consuming chore.


No.


No.


No.


Just when I think the pain in my side can’t get worse, it begins to spread, starting in my toes and slowly working its way up my leg. My right foot has been asleep for two days. I try to walk, but it drags beside me like an anchor. My mum takes me to my primary-care doctor who has known me since birth. She explains that I am still in extreme pain even after having my appendix removed, that I’ve lost a lot of weight, and that now, I’m having trouble walking. The doctor just nods his head and says, “I don’t know. She is a triplet. Maybe she is doing it for attention.” Instead of referring me to a neurologist, he insists that I see a psychologist and “snap out of it.” How could being a triplet cause this? Attention is the last thing I want. Needing “help” frustrates me beyond belief. Besides, what eleven-year-old can make all of this up?


We’ve all heard someone say, “It’s all in your head.” Most of the time, it’s a lighthearted way to say, “toughen up” or “get a grip.” I never thought it held any serious meaning. But the doctors I see use phrases like that or words like psychosomatic as fancy ways of saying, “You’re doing it for attention” or “We have no idea.” Basically, they don’t believe me.


I start hearing things like, “The pain you think you feel doesn’t really exist, Victoria. Yes, the reflex in your right leg is gone and you’re having trouble walking, but don’t worry, it’s all in your head. Just snap out of it, and you’ll be okay,” or “You’re not feeling well? You’re a triplet. You just want attention. Nothing seems to be medically wrong. You’re fine.”


I’m not fine.


Can somebody help me?


Or tell me what’s going on?


Please?


Please.


Something is seriously wrong—I know it—but no doctor seems to care. I am fading fast . . .


Please.


Please believe me.


Please help me.


I feel that doctor after doctor has failed me. After a visit to a prominent children’s hospital in Massachusetts, it seemed that I had been labeled a “crazy person” and that no doctor would take me seriously.


But . . . I’m in pain.


So much pain.


Why won’t you listen to me?


Something is seriously wrong!


I’m not crazy.


Please.


I’m not crazy.


My family and I don’t know it at the time, but we’ve just begun a long road of misdiagnoses.


•  •  •


It is now June, summer is quickly approaching, and all I want is to play with my friends and finish the school year. I pray every night to be okay and get stronger. I can take the pain—I’ve gotten used to it—but I can’t take the weakness in my legs. Without my legs, I’m quickly losing my independence. I’ve already missed out on so much. I just want to go back to living my life.


Both feet are beginning to burn like I am walking on hot coals. Sharp pain shoots up my legs. Every day, the pain creeps higher and higher, becoming more and more intense. The pain in my legs is the same kind of pain I feel in my right side. My right foot continues to drag, and now, my knees are buckling. Every time I stand, they give out right from under me, and I drop to the floor. I am determined not to have anyone help me, so I grab on to furniture and walls just to stay upright.


Surely this is going to pass.


Wrong.


My legs are getting weaker and weaker. I no longer can wiggle my toes. The pain continues to escalate. And then, abruptly, one morning the pain is gone. As much as I want to celebrate being pain free, I’d rather take the pain than what was left after the pain . . . nothing.


No more movement. No more function. Nothing. Deep down, I know . . .


Something is seriously wrong.


By late June, doctors in two major Massachusetts hospitals had labeled my condition as “psychological.” Unable to explain what is wrong the doctors use the label “psychological” to put some sort of label to my condition. The doctors continue to write me off and refuse to believe me or help me. In a desperate attempt for answers, my mummy takes me to an alternative healer in Connecticut. The healer is incredibly concerned and quickly makes a phone call. Before we know it, we are on our way to yet another major hospital, this time in New York City. At first, the doctors are genuinely concerned and run a series of tests. But as test after test comes back inconclusive, they scratch their heads. What causes a normal eleven-year-old girl to go from active and healthy . . . to this?


After about a week of tests and failed physical therapy, one of the top doctors walks in, holds her hands up, and says, “I don’t know.” And then, she walks out, leaving us with nothing except a prescription for more physical therapy—and a wheelchair.


Wheelchair?


This is only temporary, right?


My only experience with wheelchairs was when one of my fourth-grade friends broke his leg in a motorcycle accident. He had a really cool yellow chair, and I remember wondering what it was like for him to sit all day. I never, ever imagined that I would one day sit in a wheelchair, and that it would be the only way I’d get around for a very long time.


This is when I truly begin to comprehend that my legs are not working. I cannot fathom or process the disconnect.


Why can’t I walk?


Why can’t I feel my legs?


Wiggle, toe.


Wiggle, please!


All my life, I had been active. I’d run around and danced without any issues. And now? I can’t even wiggle my toes. I spend hours looking at my feet, desperately searching for any sign of life. Each passing minute creates more anxiety and confusion.


HELP!


If I could just be better in time for field hockey camp in July. I am determined to be a starter in sixth grade. But you have to be able to walk to go to field hockey camp . . .


•  •  •


The fireworks light up the sky, and people around the lake are cheering. It is July Fourth weekend. I am sitting in my wheelchair at my family’s lake house, confused and sad. I can’t run around with the other kids, and I am so sick that even sitting in my wheelchair is exhausting. Just last summer, I was running around with everyone and watching the fireworks, not a worry in the world. Now, I hold on to that memory like a lifeline. My sparkle and joy are slowly slipping from my fingertips. My world is imploding . . .


What is happening to me?


Where have you gone, Victoria?


Why is nobody giving me any answers?


Why won’t the doctors believe me?


Am I really crazy?


I know I’m not crazy and that what I’m feeling is real, but I feel let down by the medical world that keeps saying it is “all in my head.” I am getting worse, but the “experts” don’t believe me and don’t help me.


My mummy is my constant source of hope. She refuses to accept that “nothing could be done.” Her faith in me keeps me sane and strong. But even she can’t stop what happens next.


After that July Fourth weekend, my entire body begins to shut down, bit by bit.


It’s as if the “circuits” that control my bodily functions are “clicking off” one by one. Like the circuits of the house that keep all the electronic functions working—the lights, the fridge, the TV—the switches to my internal circuit board are slowly shutting off. Function after function becomes increasingly difficult, until each one just shuts off.


I, I, I can’t swallow.


The food is getting stuck, Mummy.


Eating has never been an issue for me. For as long as I can remember, I’ve had a never-ending appetite. Suddenly, eating is physically challenging. I try to swallow, but it feels like something is blocking my throat. Each swallow becomes harder and harder.


Cough. Food is still there.


Try again.


Cough, cough, cough.


Food is stuck.


One more time, come on, Victoria.


Cough!


Cough!


Starting to choke, help!


These episodes become more and more frequent. The muscles in my throat and mouth become weaker and weaker. Until . . .


The muscles in my throat no longer work . . . click.


My ability to move my legs and toes was already gone, but now the ability to use my arms and fingers is dwindling.


It’s like when a baby struggles to grab something. She knows she wants the object or toy, but she can’t find the coordination to get her little arm to the right place. She tries and tries until eventually, she finds her way, and movement becomes second nature.


But I am moving in the opposite direction. Simple things like grabbing a cup of water become harder and harder. I want to move my hands and fingers, but they won’t cooperate. The connection is slowly disappearing—until . . .


I can no longer control my hands and fingers . . . click.


I’m requiring more and more help, and holding on to my independence becomes harder and harder. I exert all the energy I have to take care of myself. I fight for control and to stay the driver of this car, but it’s spinning out of control and flying down the highway at speeds I can’t control. It seems that each morning, I wake up to terrifying revelations that make me more dependent than ever.


I lose my independence . . . click.


Then, my greatest fear starts becoming a reality. I have moments when I can’t recall simple things, like who I am and where I am and who my family members are. It feels like my mind is short-circuiting, going in and out.


These moments become increasingly frequent, and when they strike, my ability to speak becomes difficult. I know what I want to say, but I can’t find the right word or make the connection between my brain and mouth. Then I snap out of it, and I’m fine. One minute, I know who my mummy is, and the next I don’t. I keep going in and out of lucidity, and every time, I pray that I’ll snap out of it.


My name is Victoria Arlen.


My name is Victoria Arlen.


My name is Victoria Arlen.


My name . . .


is . . .


?


What’s my name?!


What’s my name?!


No.


No.


Please, no.


Make it stop, please!


My mental stability . . . click.


In my rarer lucid moments, at least I have my voice. I can still communicate with my family and let them know what I’m experiencing. But then, one day . . .


Can anyone hear me?


Hello!


My voice!


My voice!


Where is my voice?!


Completely gone. I try to make words but can only produce strained, nonsensical mumbles and groans.


My ability to communicate is gone . . . click.


•  •  •


In my fifth-grade art class, we used a vise, which would crank two metal slabs together to hold our artwork in place. It looked like something out of a Viking movie. And it looked painful for the poor piece of paper.


And now, that’s how I feel—like my head is being squeezed in a vise, and the pressure keeps getting stronger and stronger until it is unbearable. I lose consciousness because of the pain, and I want to throw up. No reprieve and no relief, just squeezing and constricting my brain. This headache goes on for what seemed like a century (but in fact was two days). Then it all goes dark.


The final switch—lights out . . . click.


Floating into a black hole, I am trapped in this darkened state, but I don’t even realize it. I’ve slipped away from myself, my family, and all that I know. I am trapped in a ghost of a mind, locked inside a body that does not connect with me.


The Victoria my friends knew and my family loved is nonexistent. The lights are off and there is nothing left that works. Everything that made me, me. Gone.


Victoria Catherine Arlen, born September 26, 1994, in Boston, Massachusetts, to Larry and Jacqueline Arlen . . . erased.


Entering hell.
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HELL


Early August 2006


After I lose my cognitive function, my parents again take me to the emergency room at a prominent children’s hospital in Massachusetts, where I am immediately admitted. While in the hospital, I once again have another battery of painful tests . . . with, once again, no answers. After a few days, my parents were taken to a conference room in the hospital and told about a “pain management and rehab facility,” which the doctors say could “help me.” My parents are desperate to get help for me, and there is concern that if I came home, I would surely die. At the time, they feel they had little choice but to agree or risk being charged with not properly taking care of me.


The “pain management” facility is actually an older, run-down section of the children’s hospital. The rooms are similar to dorm rooms, and the walls are white and bare. My parents are initially unaware that it is actually an unmarked psychiatric facility, where visitation is restricted, and clearance is required to get in.


During this time, I go in and out of cognitive awareness. But I have many memories of that time—most of which I wish more than anything that I could forget.


In Sunday school, I learned about heaven and hell. Heaven was described as a beautiful place where God lived—a place full of love and light. Hell, on the other hand, was described as a very bad place where bad people go, where there is fire and torment, and lots of very bad things happen. But I learn during my time here that there are forms of hell on this earth.


As I am wheeled into my new “living” quarters, I am disoriented and confused—but I have enough awareness to know that my parents are leaving me. They tell me over and over again that they love me and that they will see me again soon. I try to scream and cry out as my parents say good-bye, but the sound refuses to come out of my mouth.


Please don’t leave me here.


Please.


After they leave, rough hands grab my shoulders, and I hear an aggressive-sounding male voice say, “Your parents are not coming back until you snap out of it. You can’t fool us like you’ve fooled them.” That is when I know that this is not a place of healing and help.


They are not going to help me.


They think I’m crazy.


Please, let me out of here.


Let me go home.


I’m not crazy.


I’m not crazy.


I’m not crazy.


I learn later that my mummy has a type of nervous breakdown on the drive home. Then after arriving home, she begins to research the place that is supposedly going to “help” her daughter. But she quickly realizes that I am not in a “pain management and rehab facility”—it is actually a psychiatric ward. My parents immediately begin searching for a way to get me out of there.


I’m trapped.


And they are gonna kill me.


I remember them taunting me and telling me over and over again:


“We don’t believe you.”


“Snap out of it!”


“Aw, your mommy isn’t here to help you now, is she?”


It seems they are trying to inflict pain to “break me” to “snap me out of it.”


I’m NOT pretending!


Somebody help me!


Please.


Many of the nurses and nursing assistants are rough with me, but one in particular is the worst. I remember her being in her mid-fifties, heavyset, wearing big glasses, with blond-gray hair and a bowl-style haircut. Let’s call her “F.”
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