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			To all the children and young people in hospitals around the world.

			We see you, and we hear you. Your stories matter.
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			Introduction

			aliveness

			/əˈlaɪvnəs/

			noun

			: state of being and feeling; understanding that life is better lived when able to share even the smallest experiences with others, whether they be happy or sad

			Being alive and feeling alive. I hadn’t really appreciated the difference between the two until our seventeen-year-old son survived a brain tumor. The ripple effects of our child’s brain tumor diagnosis, treatment and survival journey spread wider than we could have imagined. It forced us all to face our own mortality, get our heads around the complexities of the brain and live life differently.

			Tumor Me is a collection of musings and reflections on life (and death) in a world where more and more young people are navigating life after surviving a life altering event. Our brain health is impacted by the quality, regularity and authenticity of our human interactions. We know this yet spend more and more time alone—living but not truly living.

			“I’m a brain tumor survivor. Some days that’s a badge of honor, other days I just can’t be bothered to be brave.”

			Leo, aged fourteen.

			I have met with Leo and other childhood brain tumor survivors at various times over the last nine years since my son’s diagnosis and treatment. I asked them all the questions I wasn’t brave enough to ask my own son. I gave them the space to share their stories, not as a parent, a therapist, or a friend, but as someone who genuinely wanted these young people to speak their truth with no agenda other than to get to the heart of what really mattered to them. If I could understand what was pivotal to them, then I could be a better mother to my son and his brother and sister.

			Writing this book, and curating the stories within it, has been a roller-coaster ride and a truly collaborative exercise. It’s taken nine years and numerous interesting twists and turns along the way. Listening to the honest, raw, ordinary, extraordinary, moving, dark, funny, and insightful stories by young people whose lives have been impacted by brain injury has been an eye-opening experience, and I felt a compelling urge to share their stories because there are lessons in here for us all.

			The names of the young people in this book have been changed to protect their identities, but every word written is real. Each has built their own collection of tactics and strategies to cope with their challenging lives, and it was only when they shared them with each other that they realized the power of their collective wisdom. The truth is that there are no magic formulae, models, or theories on how to navigate life as an adult after surviving a catastrophic childhood illness because everyone’s story is unique.

			If just one life is lived more fully or just one person dies more peacefully because of something that resonated on the pages in this book, then this venture into the unknown will have been worthwhile.

			Life is never just a straight line. It’s not even a neat, wavy one. It’s an up, down, backwards, forwards, wiggly, messy, bumpy squiggly path that is difficult to predict, except for the inevitable bit at the end (and even that is only that it will happen, not when or how).

			“We’re all going to die. So, I don’t know why we should all be so surprised. Why do grown-ups all pretend it’s not going to happen?”

			Marta, fifteen-year-old survivor

			survivor

			/səˈvʌɪvə/

			noun

			1: a person who survives; a person remaining alive after an event in which others have died

			2: the remainder of a group of people or things

			3: a person who copes well with difficulties in their life
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			Graphic by Simon Reeves

			Invisible, stuck, misunderstood: many children who survive a brain tumor and are lucky to make it into adulthood shared with me that this is how they feel a lot of the time. They also admitted feeling huge dollops of guilt and fear. Guilt about surviving when other children who shared a ward or a waiting room with them did not. Guilt that their siblings perhaps missed out on attention from their parents as they grew up. Guilt about the emotional strain on their parents. But most of all, guilt about sharing what really worried them (which often was nothing to do with their brain injury). Their greatest fears revolved largely around the tumor(s) coming back, not living their best lives, of dying young and alone.

			“‘You are not alone’ was one of the kindest things someone said to me after I went back to school after brain surgery. That was my headmaster. I’ll never forget that. Sometimes just seeing his smiling face at the bottom of the corridor would make my day.”

			Lucia, aged twelve

			loneliness

			/ˈləʊnlɪnɪs/

			noun

			: a type of sadness resulting in one feeling alone, can be experienced by those who are truly physically isolated, or even those in a crowded room.

			With so much medical progress, more and more children are surviving brain tumors, cancers, and other life-threatening illnesses that only ten years ago would have been a death sentence. Once the noise and the fanfare has died down after treatment however, a young survivor can feel alone navigating a “new normal” with their quality of life and health outcomes significantly impacted. Communication skills post-cure appear to be a massive help: the ability to frame their survival story in a realistic and helpful manner (yes, the brain is broken, and yet beautiful in its own way because of that) and the ability and openness to listen to other peoples’ perspectives and suggestions on how to dial down that pesky inner voice.

			What most connected each of the young survivors I met was that resilience alone wasn’t going to let them live their best lives. It was so much more than that.

			“I would love to know why young people aren’t taking up the therapy we’re offering them,” my son’s endocrinologist said to me one day some months after my son’s brain tumor treatment had finished.

			I was curious too. I wanted my son Sam to see a professional post-treatment, but he kept telling me he was OK. It turned out he was doing much better than I was at the time. I was (and probably still am) the queen of overthinking and ruminating so being a thinking-out-loud partner for young survivors came very naturally to me. When I heard the things the young survivors were saying out loud, often for the first time, I learned to properly, fully listen and cut out the voice in my own head that wanted to jump in and rescue them. I learned how to parent my own children differently. Now they’re parenting me!

			“Parenting in the brain-injured universe—a constant pull and push between wanting to protect our children and giving them the space to live life more freely and find more lightness….”

			Alba, mother to sixteen-year-old Tomaso

			Version one of this book was sad, full of pity and, if I’m being honest, laced with strong undercurrents of anger. I, myself, belonged to the angry-parent brigade, focusing on the brutal injustice of “why my son?,” where everything had gone wrong medically, the frustration of my son’s school, and my family and friends not fully understanding how hard life was for us all after treatment. Hospital life and “real” life are poles apart. The stories I heard shook me to the core. As I said before, many felt guilty about surviving; they struggled with being bullied or feeling excluded after going back to school post-treatment (this happened to 80 percent of the children I’ve interviewed over eight years); more than half felt sad about their parents’ separation, believing that it was their fault; and most of them, by their own admission, were stuck in negative-thought spirals. The working title of version one was Surfing the Shit!, a metaphor for navigating the relentless challenges that parents and children face on a daily basis after treatment and recovery.

			“We don’t want a self-help book. We don’t want a pity party. And we definitely don’t want a swear word on the front cover,” one of the group told me at our book-project meetup.

			They were absolutely right. As a parent, all I wanted was for my son to be happy and to spare him any pain and suffering. I had written their stories in my words and from my perspective. How very dare I.

			The project got shelved for a year and then I asked them to rewrite their stories, this time in their own words. The stories they wanted to tell bore no resemblance to the ones I had wanted to highlight. They simply didn’t see their experiences the way I did as a mother. The early drafts were difficult to read but rammed with honesty and vulnerability. Version two was called Courageous Conversations. It centered around being brave enough to have the conversations that mattered with the people that mattered. I look back now and realize there wasn’t just one elephant in the room. There was a stampeding herd.
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			“This book is meh. What is the point? Why would anyone actually want to read what we have to say? We’re just kids?” one of the group told me one day.

			The reality was that these stories were almost like writing therapy, what we affectionately look back on as “brain vomit.” They were long and unstructured with little direction or purpose. All the frustration, confusion, blame, and guilt came flooding out. They were screaming out, “Please listen to me.” I spared them that pity party. The elephants stayed in the jungle.

			Another two years passed and a friend of mine, Emily, was diagnosed with a brain tumor. I asked all the young collaborators to rewrite their stories for Emily and her family. We worked on those stories together, keeping them real but this time laced with fun, hope, and with tips and tricks that had worked for them and that they wanted to share. They were the same stories, only this time they were written for a specific person, with a name and a real need. Akeem, for example, (diagnosed with cancer at the age of three months) shared with us how he listened to Heather Small’s song “Proud” every evening, just before bed time. He loved smiling when the line “What have you done today to make you feel proud?” came up because that little trick “squashed the negative monster” in his head. Augustin (also visually impaired) shared for the first time, out loud, that he started his day by asking Alexa to tell him a fun fact. Their collective wisdom blew my mind. They had come up with their own little strategies to stop them from going down the spiral of doom. We called that version of the book The Day I Changed My Brain because we all recognized that none of us could change the brain injury, but we could change how we thought about the brain injury.

			“This version is just way too toxically positive,” said Lizzie, aged seventeen. “It’s way too happy. Trying too hard to see the bright side of life. Sometimes that’s annoying. It’s not real.”

			Emily tragically passed away before we completed that version.

			The original brain tumor brigade are full-blown adults by now, and Emily’s story prompted them to confess that many of them lived with the permanent fear of the tumor coming back—of dying before their parents. The biggest elephant in the room was now visible to us all.

			“No one wants to talk to us kids about death, so I imagine all kinds of things. What do you reckon it’s actually like?” nineteen-year-old Oscar asked me over a frothy coffee one day as if we were talking about the weather.

			 

			“Now we’ve got the C-word [cancer] and the D-word [death] in there; haven’t we all been avoiding the S-word? ” Rob asked me in our group get-together.

			“What’s the S-word?” I asked.

			“Sex,” he said. “Chemotherapy as a child messes up your urges, your functions, your ability to have kids—and we’re all avoiding that subject too. Also, having missed so much school, and being seen as different, means I don’t have many friends really, and I’ve missed out on…you know…well…the love thing.”

			So here you have it: version seventeen of the original book we started eight years ago. It’s got cancer, death, and sex in there. Well, not a lot of sex. Not yet at least. And that revelation was illuminating in itself.

			These are the real stories the young survivors wanted to tell. We are all locked inside our own narratives, and they keep changing until we press the pause button. Is it the story we want to hold onto? Or could we tell a different one?

			We managed to put our anger to good use through the story-sharing exercise, and I even scripted myself out completely a few months ago to give the floor totally to the young survivors. However, I was persuaded that the book needed a “responsible” adult and my own story as it relates to my son. So, I’m back in, just at the start, and then leaving the floor to the young survivors who, I was pleased to report back to my son’s endocrinologist, are now prepared to go and see a therapist, coach, or mentor. Once they felt seen and heard, they were open to asking for help.

			Not every child I’ve interviewed for this book had a great prognosis; not every child will live to old age. Some never made it to their twenty-first birthday like Martin, a patient at St. Jude Children’s Hospital, who passed away aged nineteen. We met him during our son’s treatment, when he had been given a year to live back in the spring of 2014. Having been sick for most of his life, he felt he had missed out on lots of simple, everyday things, and so he made himself his own bucket list like no bucket list I’d ever seen. It was filled with small everyday things many of us would probably take for granted. One day, he asked me if I’d take him to a grocery store to see and smell all the fruits and vegetables. He had spent most of his life on a diet of pizzas, burgers, and tacos. He’d never smelt a real tomato before. We watched him hold a large, ripe tomato in his cupped hands for the very first time, bring it up to his nose and with his eyes tightly closed, watched him savor the fresh aroma of a freshly picked tomato.

			“Dying’s not that scary when you accept that it’s the only sure thing,” I overheard him tell my youngest son Tom, who was just ten at the time. “You start noticing normal things differently.”

			“The tomatoes smell more tomatoey; the sky is definitely more blue. I dunno. You kind of stop wasting time waiting for this or that to happen. You just get on with it.”
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			The last time we saw Martin we promised we would keep his name alive. It’s taken us nine years, but that young man has been with us every step of the way.

			“Do we live life as if we would live forever…or as if we could die tomorrow?”

			Martin, superhero, aged nineteen.

			I will leave you to read on. Our survivors probably have the best way of explaining how the challenges rarely finish after the hospital doors, so allow then to humor *cough*, “tumor” you.

			Please Listen

			When I ask you to listen to me

			and you start giving me advice,

			You have not done what I asked.

			 

			When I ask you to listen to me

			and you begin to tell me why

			I shouldn’t feel that way,

			you are trampling on my feelings.

			 

			When I ask you to listen to me

			and you feel you have to do something

			to solve my problem,

			you have failed me,

			strange as that may seem.

			 

			Listen! All I ask is that you listen.

			Don’t talk or do—just hear me…

			 

			And I can do for myself; I am not helpless.

			Maybe discouraged and faltering,

			but not helpless.

			 

			When you do something for me that I can and need to do for myself,

			you contribute to my fear and

			inadequacy.

			 

			But when you accept as a simple fact

			That I feel what I feel,

			No matter how irrational,

			Then I can stop trying to convince

			You and get about this business

			Of understanding what’s behind

			This irrational feeling.

			 

			And when that’s clear, the answers are obvious and I don’t need advice.

			Irrational feelings make sense when

			we understand what’s behind them.

			 

			So please listen, and just hear me.

			And if you want to talk, wait a minute

			for your turn—and I will listen to you.

			 

			Leo Buscaglia
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			MONICA: 
Mothering
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			The brain image above belongs to my then seventeen-year-old son, Sam. When we first saw the image of his brain together on the doctor’s screen back in February 2014, it was both fascinating and terrifying. Neither of us had ever seen an fMRI (functional magnetic resonance image) of a brain. In fact, I don’t think I’d ever given the brain a lot of thought up until that moment.

			The doctor took us on a voyage of the brain, its intricacies, and the way in which its different parts managed our every living, breathing moment. The frightening part was when she pointed out the 5.5 cm (about 2.17 in) tumor that was growing in my son’s beautiful brain.

			“The tumor has wrapped itself around the pituitary gland, right here,” the doctor told us, her finger resting on the large white spot in the fMRI scan. Then, directing her comment to Sam, she said, “It’s between both optic nerves, so that’s why you have been losing your peripheral vision.” She looked straight at him with calm compassion. I’m glad she looked at him and not at me.

			“It’s a fast growing one, so we must make some quick decisions…”

			It’s only really now, nine years after that appointment, my son’s “tumorversary,” that I can start to remember the details of that meeting: what was said, why it was said, what it all meant. So many new terms, new words, new concepts were all hitting us at the same time that day and throughout the experience: a brain bomb that would wreak havoc on my life for the next eight years. I just didn’t know at the time that it would take that long to defuse.

			“Well, that explains the headaches, and why I’ve been so tired all the time. I knew there had to be a reason,” my son said to me with a broad smile after our meeting with the doctor.

			I was so caught up in my son’s upbeat response to the news that I left the clinic and sent a text to my husband.

			“It’s great news,” I wrote. “Sam has a brain tumor. Finally, we now know why he’s not been himself all these years.” I even added a happy face emoji at the end of the message.

			Shock makes us do strange things.

			We would have given anything to have spared our son the trauma of the next few months. How he smiled his way through all the brain surgery and the radiation sessions, being strapped down to a table with a tight face mask day after day, I’ll never know. He projected positivity the whole way through. He didn’t complain, and never once did he admit to feeling scared or anxious. Not once. He was brave beyond words. He certainly handled the whole six-month treatment far better than I know I would have done. I smiled because he did, but underneath I felt so much guilt, sadness, regret, and grief. As mama bear, aren’t I meant to protect him from pain and suffering?

			The first six months or so after treatment was a period of elation, celebrations that the treatment was over, and that the tumor was behaving. Sam was alive, and everyone was happy and relieved we were back home.

			“How are you? Now be honest. How are you really doing? How’s Sam?” they would ask.

			“What do you need?” The pause was long enough to give the question some serious thought, not that I really considered at the time what a great question that was.

			“You will tell me if there’s anything I can do for you? Promise.”

			We mattered to so many people. As a family, we felt very privileged to have so much support and connection. People genuinely cared.

			Then, almost overnight, the intensity of that support seemingly disappeared, and the enormity of what we had gone through crashed down on me. Ugly, messy thoughts would creep in, and there would be days when I just didn’t function.

			Sam survived a life/death situation. He was just a child.

			What if?

			What if?

			What if?

			I would ruminate over and over and over again on the fact that he nearly died. Only he didn’t. He was alive. We all were. We just didn’t feel alive. At least I didn’t, not for years. It made no sense. How can you grieve someone or something that’s still living?

			Then on a random Thursday morning in February 2021, seven years after the brain bomb, I met Billie. I’d first seen him ten months before when I was at a clinic appointment with my son. His mother was quiet and teary-eyed, and he sat quietly beside her looking pretty miserable. Both sat in silence in the waiting room lost in their thoughts. Although he had survived a brain tumor, he was having a hard time readjusting to school, suffered seizures, could barely walk, and was alive thanks to a cocktail of medication he had to take throughout the day. He was thirteen years old.

			Here he was, less than a year later, looking like a totally different child.

			“Wow Billie. You look so well,” I told him.

			“That’s because I’m feeling proud of myself,” he said.

			“What did you do?” I asked.

			“Well, the doctor asked me what I cared about most, and I told her my BMX. I was angry that I couldn’t ride it anymore. But she told me to get on it every single day for a year and that I’d probably surprise myself. So, every day I would get on it and fall off. Get on it and fall off. Get on it and fall off. Until one day I didn’t fall off. And then it got easier and easier. Now I am riding my BMX again, but I don’t think I’ll do competitions for a bit…I can’t wait to tell the doctor.”

			I’d been reading about this thing called neuroplasticity, but I didn’t really get it. Now I did. This young lad had gone from being unable to put one leg in front of another to being able to ride his BMX in under a year. He was beaming and radiant and joyful. It was contagious. All of us in that waiting room beamed too.

			neuroplasticity

			/ˌnjʊərəʊplaˈstɪsɪti/

			noun

			: the brain’s ability to reform and reorganize nerve connections to develop new skills, or even to re-adapt after trauma or injury

			“How are you? Really?” I finally had the courage to ask my son in the car on the way home.

			“Right now, I don’t think it’s possible to be any happier, Mom,” he answered, without a moment’s hesitation.

			He’s brain-injured, on medication for life, will never be completely “fine” (whatever “fine” or “normal” means), and yet at the tender age of just twenty-four, he’s wiser than I’ll ever be.
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			The sensible thing to do right now would be to stop the chapter there. Boy gets brain tumor, he survives. Mom is sad, guilty, depressed, angry, detached, and lonely. She hits a brick wall, but gets better. So does the boy. Boy manages to see the happy despite living a challenging life. Mom is inspired to live her life more fully. Only, no one’s story is ever that Disney.

			There is no manual for parenthood. We make most of it up as we go along, do the best with what we know, and then hope we don’t screw up our children too much. There are no yearly appraisals or feedback loops; no “Mom, your carrots were on point tonight—a huge improvement on last week’s” validation-boosting moments. We want our children to be happy and avoid pain and suffering, so when your seventeen-year-old is forced to face his own mortality, yet works through that and tells you he feels happy, there can be no greater feeling of joy for any mother. I want all mums and dads to know that this parenting thing is hard. Really, really hard. We are all making it up as we go along. We really should cut ourselves some slack now and again!
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			St. Jude experience

			Elephants are symbolic to us and to all of the families who have been unlucky/lucky enough to have experienced life at St. Jude Children’s Hospital in Memphis, Tennessee. If your child is diagnosed with a life-threatening condition, it’s hard to find a safer, kinder, and more joyful place in the world to be.
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			The first time I walked down the corridors at Target House (St. Jude’s long term accommodation center) with Sam and the family was in June 2014, a few months after his brain tumor diagnosis. We expected to feel sadness and pity but instead we had experiences and felt things that have been hard to recreate back in “normal land.” We have never felt as alive as we did during that time—there were no such things as good moments or bad moments. They were just moments that we lived. Fully.

			The first thing that struck us as we walked into Target House was the row upon row upon row of framed elephant images that lined the corridor walls. They were all the same simple elephant drawing, yet every one of them was unique and different in the way people had colored them in: each one with a quote, a phrase, a word, or a comment written to all the children who lived and died during their time there. There are elephants everywhere at St. Jude—it’s the hospital’s symbol of strength, hope, and connection.

			a small/big thing

			/ ɐ smˈɔːl / bˈɪɡ θˈɪŋ/

			: a seemingly small event, thing, or moment that has a disproportionately big impact on how you feel, live, interact

			Everyone has their favorite elephant image from St. Jude. Mine was one that was filled with all the colors of the rainbow and in very simple capital letters across the bottom was the handwritten message: “You are not alone. Remember that. Always.”

			It was given to me by a local Memphis mom called Meri a couple of weeks after our time began at St. Jude. “Moms in it together lunch” said a sign at the entrance of the accommodation dining area. My heart missed a beat. I really didn’t want to be part of that. I wanted to run a mile and then I saw Meri. With the widest, broadest smile, she handed me her elephant drawing, we locked eyes, and she knew. She knew that what I most wanted at that moment was a hug. It was one of those “bring it in, hold on tight, feel the other person’s heartbeat, and don’t let go or move or talk for twenty seconds” kind of hug.

			“Come on in,” she said, squeezing my hand. “Enjoy the women-friendly feast.”

			I looked around the room, and there were bright colors everywhere, funky gift bags, balloons, banners, and the smell and taste of lovingly prepared finger food. About thirty minutes after we arrived, four middle-aged women got out a clunky, old CD player and played Queen’s “I Want to Break Free” at full volume. They sang into vacuum cleaners, hairbrushes, and broomsticks. For those brief three minutes and nineteen seconds of the song, a roomful of moms with their children were up on their feet. We all temporarily forgot about scans, chemotherapy pumps, blood tests. We put fear, guilt, worry on hold.

			[image: ]

			The women’s playfulness and spirit were contagious. One by one, everyone was dancing and whizzing around in wheelchairs, arms in the air, all singing at the tops of our voices.

			“What organization do you all belong to?” I asked one of the women after the singing and merriment subsided.

			“None
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