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To Lindsey, Macy, Maya and Jackson


Shoot for the moon. Even if you miss, you’ll land among the stars


Love always, Hubby/Daddy









Foreword


BY KEVIN SINFIELD


I’LL NEVER FORGET THE FIRST TIME I SAW ROB ON A rugby field. I was fourteen, he was twelve and we were training with Leeds Rhinos, including the first team. As you can imagine, we were both starstruck. And it was boys against men. But Rob was zipping all over the place, terrifying all these giants and making them look stupid. He looked like a mouse in a cartoon, causing absolute mayhem.


That isn’t really supposed to happen in rugby league, a sport in which big men almost always have the upper hand. But Rob was utterly unique, which meant he was able to flip the rules on their head. He might have been tiny, but he had lightning speed, all the skills, wonderful agility and was extremely fit. But most of all, he had incredible determination and courage.


I was Rob’s captain for thirteen years and never stopped feeling like his big brother. In fact, all his Rhinos teammates felt protective of him. But despite his size, he never needed looking after. Opponents would try to run over the top of him, but he was a good defender who never shirked a tackle. If an opponent took a liberty, he wasn’t afraid to stand up for himself. Even when he was playing pranks on his biggest, hardest teammates in the changing room, I knew he could handle himself. He loved caffeine, whether it was coffee or Red Bull, which meant he hardly ever shut up. But he was too likeable to get mad at. Cheeky, always making people laugh, made the place fun.


That Leeds Rhinos team won everything there was to win and Rob was integral to its success. But it wasn’t just that he scared defenders to death and produced moments of magic to win big games, time and time again. He also personified everything that was special about that side’s culture. He was a great friend, respectful, honest, selfless, loyal, worked so hard and cared so much. Even during the tough times, when things weren’t going quite as he wanted, he never stopped loving Leeds or his teammates.


People need to understand that every successful team, in whatever sport, goes through dark times. Besides the glorious victories, there are soul-destroying defeats. Players get dropped or injured. They get sick of the sight of the training field; of those dark mornings running up hills; of those gruelling pre-seasons that seem like they’ll never end and make playing rugby league feel like a very unpleasant job. But it’s during those dark times – when players are working themselves into the ground, fighting for each other tooth and nail, proving they have each other’s backs, want to get better and win more trophies – that the tightest bonds are forged and friendships taken to another level.


When we all retired from playing, we were no longer in each other’s pockets, day in and day out. But that closeness never left us. Whenever we met, there was always a twinkle in our eyes, in recognition of all the great times we had together. So when Rob was diagnosed with motor neurone disease, it wasn’t a surprise how everyone rallied. We were all floored by the news, as was everyone connected with Leeds Rhinos and rugby league in general. But as soon as that Bat-Signal went up, the call was answered by many.


We couldn’t even begin to imagine what Rob was going through. But we wanted to be the best friends possible and support him in whatever way we could. We were all certain of one thing: if it had happened to any of us, the reaction would have been the same – and Rob would have been right at the front of the queue, giving everything he had for his mate, just as he did on the rugby field.


Rugby league isn’t the biggest sport in the world, but it’s a very special one. What it’s doing now for Rob is what it’s always done and what it always will do. So many members of the rugby league family have pitched in and done wonderful things. But Rob’s courage has touched thousands of people beyond the sport we both love. He’s inspired an army, which is doing everything it can to raise money and awareness of MND, so that one day a cure will be found.


Rob’s a shy bloke, was never one for the limelight. So for him to open up his life for all to see was a remarkable thing to do. Lots of people are going through tough times at the minute, what with Covid. But I hope Rob’s story makes people reflect and provides some perspective. However dark things seem, there are people who care and want to take some of the burden. When a friend hits a rough patch, it can bring out the best in you. And time is precious, so it’s best to be positive, as nice as possible and fit in as much as you can.


Every time I talk about Rob on camera, I get emotional. But every time I see him, he’s got a big smile on his face. He still gives off so much energy and I feel like a better person for being in his company. When I remind him of some funny story, his eyes sparkle, his shoulders shake and tears of laughter stream down his face. All these years later, and despite how tough his life has become, he’s still revelling in those old pranks he played. I was lucky to have Rob as a teammate. I’ve never been prouder to call someone a friend.









Prologue


GRANDDAD BOB NEVER MISSED A GAME WHEN I WAS growing up. He’d stand on the touchline in all weather – usually grey, often raining – and clap every time I got the ball. Mum says he always thought I’d be something special. Truth be told, even if I’d ended up working in a warehouse, Granddad Bob probably would have turned up to watch. While I was stacking boxes, he’d have been cheering me on, telling everyone I was the best warehouse worker there was.


I was quick, with a wicked swerve and sidestep. When you see me in old home videos, I look like a wind-up toy, or a spinning top. If it seems like I’m slightly out of control, that’s because I was. My brain didn’t always know where my legs were taking me. Luckily, my opponents didn’t know either. I’d pop up all over the field, as if by magic, and cause mayhem. I beat a lot of tackles and scored a lot of tries. Dear old Granddad Bob did a lot of cheering.


The problem was my size. Every week, I was the smallest player on the pitch. Some kids, the real lumps, were twice as big as me. Even I thought it looked quite comical. But when I say it was a problem, it only was for other people. It wasn’t for me, and certainly not for Granddad Bob. During a game, he’d often overhear coaches and parents talking about me: ‘That Burrow lad’s very quick and very skilful, but he’ll never make it. Far too small.’ And Granddad Bob would pipe up with, ‘Just you watch, you’ll have changed your mind by the end of the game.’ After I’d scored another hat-trick, Granddad Bob would give them a big wave and a hearty cheerio, before chuckling all the way home.


Granddad Bob never doubted me, but other people continued to, throughout my career. When I was scouted by Leeds Rhinos, people said I was too small. When I joined the Rhinos academy, people said I was too small. When I made my Rhinos first-team debut, people said I was too small. When I was first picked for my country, people said I was too small (one headline writer in Australia called me a ‘Pommy squirt’!). Even after I won my eighth Grand Final with Leeds, there was probably still at least one naysayer, keeping the lack of faith. I can picture him now, sitting on his sofa, scowling at his TV and muttering, ‘How did that Rob Burrow ever make it? He’s far too small . . .’


But the funny thing is, I completely understand. If someone else my size had tried to make it in rugby league, I’d have written them off in a heartbeat: ‘Not a chance. Ridiculous. Try becoming a jockey.’ Which makes me think, it wasn’t so much that I ignored the naysayers, it’s more that I didn’t really hear them. In one ear, out the other. Because if you took it all in, you’d curl up and die. I suppose you’d call that focus. And that’s how I am now, 100 per cent focused. Every day, motor neurone disease (MND) tries to convince me to quit – tells me I’m too small, that I don’t have what it takes – but I simply refuse to listen.


You know what my dad calls me? The Black Knight, from Monty Python and the Holy Grail. When my voice started to go and he asked me how I was, it was a case of ‘Tis but a scratch!’ When I couldn’t get around on my own any more, it was a case of ‘It’s just a flesh wound!’ You know what they should stick on my headstone? ‘All right, we’ll call it a draw.’ MND picked on the wrong bloke, just like opponents on the rugby field always picked on the wrong bloke. Thought they’d run over me, trample me to dust. I can’t keep dodging the disease forever, but I won’t stop trying. I’m not thinking about the full-time hooter, I’m still out there fighting tooth and nail. That’s how it has to be.


*


From my perch on the sofa, I can see my two daughters, Macy and Maya, running riot in the garden. My little boy, Jackson, is playing by my feet. I’d say he was burbling, but that would be rich coming from me. It’s a beautiful late summer’s day, by Yorkshire standards. Sunny but not too warm, a slight breeze knocking the heat off. Just right for kicking a ball around with your son. But I’ll never kick a ball around with Jackson, like my dad did with me. I’ll never be Granddad Rob to Jackson’s kids. I can’t even reach out and touch him, let alone leap from my perch, toss him over my shoulder and charge headlong into the garden. And I can’t even burble, let alone tell him I love him.


But I don’t want to upset anyone. That’s not the idea of this book. Do you want to know the truth? I feel tremendously lucky. The other day, my wife Lindsey asked if I’d change anything about my life, if it meant not getting MND. I told her I wouldn’t change a thing. Lindsey found that comforting, powerful even, but I’m not sure she understood it. I suppose a lot of people would be racking their brains, trying to think of things they could have done differently. But how could I not feel lucky? I’ve achieved so much. I have a wonderful wife and three beautiful children. What more does a man need?


Since being diagnosed, people keep asking me about my bucket list. Do you fancy jumping out of a plane? Don’t you want to see the Grand Canyon? But this is my bucket list: watching my children grow up, for as long as I can. I’ve done everything else I need to do, now I have a responsibility to stick around. Not only to my family, but also to everyone else living with this horrible disease. I need to prove that if your doctor says you’ve only got two years left to live, you can double it. By fighting as hard as I can, I hope others can find strength. I hope they can see that there are too many reasons to live.


*


When you’re diagnosed with MND, normality suddenly becomes incredibly important. Everyday things I might otherwise have missed – like a sly smile on Jackson’s face, or seeing one of the girls from a different angle and noticing how much she’s grown – give me a tremendous lift. That’s all that counts. Not money or material things. Not what’s going on in the news. Just the kids and their happiness. As such, I try to live in the present as much as possible. Savour each moment, like swilling fine wine. But I can’t help looking back. I spend so much time sat on my perch, it would be strange not to.


Sometimes, I picture myself as I was, that speedy kid with the wicked swerve and sidestep. Almost impossibly agile, almost impossible to grab hold of, like a bar of soap on legs. And I find it difficult to comprehend that my body was ever able to do those things. The same body that struggles to get off the sofa, feed itself or send a text. And then I picture Granddad Bob. If he was still with us, he’d be cheering me on. He’d think that what I’m doing now is the most special thing I’ve ever done.









1


IT ALL STARTED WITH THE WORD ‘CONSISTENCY’. OR IT would, if you were making a film about me. It was September 2019, I was presenting an award at a Rhinos dinner and had to make a little speech. I’d never exactly been Stephen Fry on the microphone, but this was meat and drink to me. It was the sort of thing I’d done plenty of times before, with no problems whatsoever. This academy lad who’d won the award was a very consistent player, but I couldn’t get the bloody word out. I’ve always been a bit short-tongued, but this was different. The word ‘consistency’ was like a drunk on roller-skates, sliding sideways across my lips, bashing into my teeth and repeatedly failing to find the exit.


Kev Sinfield, my old captain, asked if anything was up with me. A couple of the other lads thought I’d been drinking. If I had been drinking, it would have made sense. I hadn’t, so it didn’t. But I was more embarrassed than worried. And I felt bad for the lad that I’d fluffed his special moment.


The book version of the story is a bit longer. A month or so before that awards ceremony, in August 2019, I was on holiday in Scotland, where my mum noticed I was having trouble articulating some of my words. It wasn’t obvious, probably something only a mum would spot. Then, when I went to Florida with Lindsey and the kids, I felt tired all the time, devoid of energy.


When I was still playing rugby, I needed six espressos before leaving the house in the morning and stayed topped up with regular cans of Red Bull. But that was a necessity, to get me through the grind of training. And it’s not something I started doing at the end, I was doing it from when I was a teenager. Now, I was struggling to get out of bed and nodding off on the sofa at 6 p.m., like an old fella. In between, poor Lindsey was doing all the donkey work, getting Jackson up in the morning, changing his nappies and lugging him about all day. Lindsey had always told me how useless I was, but this was something else completely.


After the awards dinner, my neighbour picked up on my slurring, asked if I was on drugs. I still didn’t think much of it, even when my arms started twitching. I was under quite a lot of stress. Things were a bit rocky with my coaching job at Leeds and we were in the process of moving, selling one house and buying a new one. I thought it might have had something to do with my medication. I’d broken two collarbones during my career and was always chopping and changing pills for the aches and pains. But when I couldn’t pronounce the word ‘solicitor’ (while I was on the phone to my solicitor, which was a bit embarrassing), Lindsey insisted I ask the Rhinos doctor about it. Kev suggested I do the same. Having been my skipper, he was now the Rhinos’ director of rugby and my boss. He had a duty of care, but he was also a friend.


I was going for a jab on my shoulder anyway, so mentioned the slurring as an aside. The doctor didn’t seem alarmed but referred me to a neurologist in Leeds. That’s when I started doing a bit of reading, because just the word ‘neurologist’ sounds serious. I’d had a lot of bangs on the head, and there had been a few stories in the news about former rugby players suffering from early onset dementia. But, according to the dreaded Dr Google, one of the illnesses that matched my symptoms most closely was motor neurone disease. Then again, the internet will tell you lots of awful things, most of them untrue.


At the clinic, I had some nerve conduction tests done and failed three of them. Lindsey thought my reflexes seemed a bit brisk, so she asked the consultant if it might be MND. Lindsey’s a physiotherapist and had treated people with MND, among lots of other horrible diseases, so knew more than most. She’d also been doing her own reading. But you know what medical people are like, they can be a bit defensive. Like cabbies when you question the route they’re taking, or rugby coaches when you question their tactics. So the consultant replied, ‘Why are you asking that? Are you a doctor?’, before telling us off for Googling. He assured us it was unlikely to be MND, because it was just so rare. Instead, he thought it might be something called myasthenia gravis, which is a treatable problem that affects the speech muscles.


When the MRI scan and blood tests came back clear, we were quite optimistic. So much so that Lindsey wasn’t going to come with me for the second consultation. The girls had a swimming lesson that night, so it would have made more sense for her to go straight home after work. But for whatever reason, she decided to come with me. I think Lindsey knew, deep down inside.


I’d been coaching that day – 12 December 2019, a date I’ll never forget – so Lindsey met me off the train in Leeds. We were laughing and joking on the way into the clinic. We expected them to say, ‘It’s nothing to worry about, Mr Burrow, here are some tablets. You’ll be right as rain in no time.’ I’d settled on it being a viral infection, which would explain the tiredness, why I felt like an old fella. But when we walked into the room, the consultant and his nurse weren’t laughing and joking, they were sat there looking very serious.


The consultant asked how I was, and I said I felt fine. Then he said, ‘It’s not good news. I’m sorry to tell you it’s motor neurone disease.’


‘Are you sure?’ I replied.


‘We wouldn’t be telling you unless we were.’


The rest of that consultation is a blur. I don’t remember Lindsey asking how long I had to live. I don’t remember the consultant saying I had a year or two. I do remember asking if Lindsey was OK. She had a bit of a cry and we cuddled. Then I said, ‘Thank God it’s me and not you or the kids.’ That wasn’t me trying to be a tough guy. I’m sure most husbands would feel the same.


When I phoned my parents to tell them the news, Dad hit the deck. My eldest sister Joanne tells me his legs gave way like fag ash. I could hear Mum sobbing uncontrollably in the background. Poor old Joanne had no choice but to keep a stiff upper lip. When me and Lindsey walked through the front door, Lindsey also collapsed in the hallway. It wasn’t a pretty scene. There’s not much pretty about MND. Then we took the girls swimming and tried to act normal.


The awards dinner where I couldn’t pronounce ‘consistency’ had been less than three months earlier. From mentioning it in passing to the Rhinos doctor to being diagnosed took three weeks. Riding high one day, shot down the next.


*


Nothing can prepare you for that moment. Nobody can tell you how you’re meant to react. But I didn’t expect things to be so vague. It was pretty much a case of, ‘You’ve got MND, there’s no treatment, no cure, and you’ve probably got a couple of years to live. Off you toddle.’ I wanted to know more. Why did I have MND? Why did some sufferers live longer than others? What about Stephen Hawking? Why the hell have I only got two years when he had fifty-odd? Who could I speak to, to find out what this disease would do to me?


As I’ve said, Lindsey knew far more than me about the devastation MND could wreak. She’d dealt with MND patients who weren’t able to get out of bed or feed themselves or breathe unaided. So she knew all too well what I was in for. And she knew what she was in for. No wonder she was in a bit of a state.


That first week or so after being diagnosed was grimly surreal. Other than my voice, which was getting more and more slurred and gravelly, I felt fit as a fiddle. I’d only just turned thirty-seven. I’d played in a Super League Grand Final only two years ago. I could still drive, run and lift the kids onto my shoulders. It didn’t make sense. I wondered if the consultant had made a terrible mistake. Maybe he was new at this stuff? Maybe he’d mixed me up with someone else?


I kept thinking about my family’s life after I’d gone. Lindsey as a widow, without a man about the house, and the kids not having a daddy. Who’d take the girls swimming? Who’d teach Jackson to catch and kick a ball?


My mum and dad are such sweet people and I worried the news might crush them. How could their dynamic little boy, who had defied all the odds on the rugby field, be reduced to this? Once he’d peeled himself off the carpet, Dad was a mixture of guilt and defiance. He wondered if rugby was responsible, blamed himself for letting me play. All those knocks on the head, which had once seemed like badges of bravery, now suddenly just seemed daft. But Dad wasn’t ready to stop believing in his little superhero. He thought I’d beat it, like nobody else had. Make the disease look foolish, like I’d made all those big, ugly men look foolish on the rugby field. I did it then, I’d do it now.


The hardest task was telling the kids. Macy was eight, Maya four and Jackson turned one a few days after my diagnosis. How do you break it to three small children that their dad has an incurable disease and won’t be around for much longer? That’s something else we weren’t told. Lindsey and I were still struggling to wrap our heads around it. We didn’t have the answers, so weren’t sure we’d be able to cope with any questions they might have.


We wanted to tell them before Christmas, in the hope that it might clear some of the gloom. When Lindsey started explaining that Daddy was ill, Maya looked up from her toys and said, ‘What are you telling us this for? It’s boring.’ With that, she went back to playing with her toys. Talk about breaking the ice. Absolutely perfect. It felt like a big weight had been lifted off my shoulders, and Lindsey felt the same. A couple of days later, Macy said to Lindsey, ‘Mummy, I feel sad that Daddy was told what he was.’ She asked a few questions and Lindsey told her that the doctors and nurses were doing everything they could but that Daddy wasn’t going to get better. There’s no textbook way of dealing with this stuff, but our policy was to be honest.


I thought telling the kids might clear the fog. It did, but it soon descended again, trailing behind me wherever I went. One evening, I gathered Macy and Maya in my arms and hugged them against my chest, harder than I’d ever done, before taking Jackson upstairs for a feed. While he chattered away contentedly in the dark bedroom, I pictured him on his first day of school, looking smiley and proud as punch in his smart new uniform. I pictured him on a rugby field, darting here and there, leaving defenders clutching at thin air. I pictured us walking hand in hand towards Headingley Stadium, both decked out in the blue and amber of Leeds. It was a collage of the impossible, my own personal movie reel of things that would never happen. Tears rolled down my cheeks as I rocked Jackson to sleep.


*


You’d think that dealing with friends would be easier, but that wasn’t really the case. My initial approach was a mixture of black humour – which probably made some people feel uncomfortable – and evasion. The day after my diagnosis, a mate texted to see how I’d got on at the clinic. My instinct was to make a joke about it. At Leeds’s training ground, there’s a big mural of club legends who have died. So I texted back, ‘Bad news. Got motor neurone disease. Save a place on the mural.’ That was probably a bit mean of me. What was he supposed to say to that? Then again, how was I supposed to tell him?


I sent long messages to a few of my closest teammates, including Kev Sinfield, Danny McGuire, Jamie Peacock, Keith Senior and Jamie Jones-Buchanan, with whom I’d shared a dressing room at Leeds for the best part of two decades. They’d already twigged that something was badly amiss. Like they say about washed-up boxers, they’re always the first to know, deep down, but the last to admit it. Meanwhile, close friends can see the stark truth.


As my boss, Kev had had a ringside seat for my deterioration, which is why he was so keen to get to the bottom of things. But I actually think my decline was easier to detect from a slight distance, that old friends I saw from time to time were better placed to gauge the changes in me. Jamie Jones-Buchanan noticed I was getting thinner. I’d always been short, but years of intensive training had thickened me up, made me almost bulbous, especially around the thighs and backside. A few weeks after the dinner where I couldn’t pronounce the word ‘consistency’, he gave me a call and I struggled to pronounce his name. Then, in November, me and Danny McGuire did a gentlemen’s evening in Cumbria, which consisted of about two hundred blokes getting leathered and wanting entertaining rugby stories. I could barely talk and Maggsy had to cover for me. We somehow managed to get through it, but that must have been quite disconcerting for him and I know he was worried.


When I met Jonesy for a coffee on the Kirkstall Road in Leeds, the questions kept coming. It wasn’t an interrogation, more an hour’s gentle probing, but Jonesy’s concern worried me. You know what it’s like when friends start making a fuss. You can bury the truth, but when mates pull out their shovels and start digging, sensors get tripped. That those sensors didn’t trigger alarm bells was down to wishful thinking, or not thinking at all.


When texts started trickling in from people I hadn’t told, I realized news of my diagnosis had leaked and started spreading through the Rhinos grapevine. One hardcore Leeds fan, a great guy called Richard Stockdale, who had seen almost every game I’d played since I was a teenager, sent me a direct message on Twitter, asking if I was OK. I said I was fine, and why was he asking? When he said he’d been told some bad news about my health, I came clean. That’s when I decided to take control of the situation. Far better to hit people with the truth, however brutal and difficult to stomach, than have them walking on eggshells around me and whispering behind my back.


*


Jamie Peacock, Rhinos teammate




I’d heard Rob was having one or two problems with his health. But I thought it was just some aches and pains, like a lot of former rugby players have to put up with. When someone told me he was slurring his words, I did wonder if it might be something more serious. But Rob was still a young man, didn’t drink, kept himself fit. There had to be an innocent explanation.


I’d been to New York for four days, drinking non-stop with a mate. Driving home from the airport, I was jet-lagged and full of the post-booze blues. That’s when I got the call from Kev. When he told me Rob had MND, I broke down behind the wheel. It felt like my heart was breaking. I already knew how bad MND was, because Sam Burgess’s dad had died of it. Sam, an old England teammate, had spoken to me about his dad’s illness a few times, how quickly it had taken hold of him, how quickly he’d deteriorated.


In 2011, I was on holiday in Florida when my dad rang to tell me he had stage four cancer and only three months to live. My world fell apart. And I had the same sense of overwhelming sadness when I heard about Rob. Rob was the world’s nicest bloke. He had three young kids. He was a great friend. I kept asking myself the same question, over and over again: Why him?





Barrie McDermott, Rhinos teammate




I’d heard something might be up with Rob from one of his assistant coaches, Jonny Wainhouse. I knew it was unlikely to be drink or drugs, because that was never Rob. Then Kev told me Rob was having conversations with his family and seeking medical advice. So I gave him a call and said, ‘Come on, Rob, let’s have a coffee. I’m worried about you.’


I remember Rob walking in and me tapping my watch and saying, ‘Come on, dickhead, you’re late.’ That man was never on time. I gave him a hug, asked him how he was and he said he was fine. When I asked him how he really was, and what was going on with his speech, he said he was going through a bit of stress, that’s all. Aside from the slurring, he was as sharp as ever. But I had this awful feeling in the pit of my stomach. I’d seen how much Rob got knocked around on the pitch. And there’d been a lot of stuff in the news about brain injuries in rugby union. So while we were drinking our coffees and eating our muffins, I was thinking, ‘God, I hope he hasn’t got something terrible like that.’ When it was time to say goodbye, I gave him another hug and said I’d see him after Christmas.


A couple of weeks later, Rob sent me a text to say he’d seen a doctor and been told it was nothing serious. Big sigh of relief. But a week or so after that, he sent me another text that I’ll never, ever forget: ‘I’ve got motor neurone disease. I don’t know how long I’ve got, but I feel great and I’m going to give it a good crack. Don’t worry.’ I was sat in a chair in my bedroom sobbing uncontrollably. I just couldn’t bring myself out of it. When I tried to tell my kids, they thought one of their granddads or grandmas had died. That’s how bad I was. They didn’t understand why I was so upset. I didn’t really understand it. I think it was the speed of it. One minute my mate was fine, the next he had a life-threatening disease. And I suppose you don’t really know how close you are to some people until something goes wrong.





*


Every time someone gets MND, it’s like a grenade going off. Yes, the person who has the disease takes the biggest hit, but it causes widespread collateral damage. Jamie Peacock (or JP to his mates) and Barrie Mac were two of the hardest lads I ever played with. They’re two of the hardest lads ever to play rugby league, full stop. I suppose I should be flattered, and I am in a way. But the thought of JP and Barrie in tears at my plight just adds to the sense of guilt. And while writing this book, I’ve discovered that they weren’t the only tough-as-teak blokes to break down on learning of my diagnosis.


Keith Senior was at a wedding when he got my text, and he tells me it hit him like a ton of bricks. Danny McGuire was in Australia, and he tells me he was overcome by a feeling of helplessness. It wasn’t just that Maggsy was at the other end of the world, which meant he couldn’t pop round, put his arm around me and offer some words of reassurance, it was also that he didn’t really know what to say anyway. When Maggsy rang, he told me he was sorry. What more could anyone offer? I was sat with my dad when my old St Helens rival Sean Long phoned, and he was very emotional. Although maybe he still hadn’t got over the three Grand Finals he lost against Leeds? Sorry, Longy, I couldn’t resist.


*


All the best books have a dashing hero, someone who comes flying to the rescue when all seems doomed. This book has loads of them. But in those early days after my diagnosis, two blokes stood out. Kev Sinfield was like a big brother to me, displaying many of the qualities that marked him out as a great captain of Leeds, including being calm in a crisis and having the organizational skills of a general.


The other one was a half-man, half-giraffe in a yellow tartan suit. Three days after my diagnosis, I was watching BBC Sports Personality of the Year and Doddie Weir was presented with an award. I didn’t know much about Doddie – I was vaguely aware he’d played rugby union for Scotland, but I’ve never really been interested in the other code – but it turned out we had a lot in common. Doddie, who had been diagnosed with MND in 2016, gave an amazing speech about his charity work and trying to find a cure for the disease. I was struck by how positive he seemed. Doddie didn’t strike me as a dead man walking, he seemed very much alive. It gave me a glimmer of hope. And when you’re groping in the dark, a glimmer can seem like a lightning bolt.


The following day, I watched a BBC documentary about Doddie and was blown away by his attitude to life. Unbeknown to me, Kev had been in touch with Bryan Redpath, a former Scotland teammate of Doddie’s, who coached Kev during his stint in union with Leeds Carnegie. And a week before Christmas, me and Kev met Doddie and his old Scotland teammate Gary Armstrong at the Holiday Inn in Carlisle. It was like a summit: me with my faithful wingman, Doddie with his. Hoping to make some sense of MND.


Just as I didn’t know much about rugby union, Doddie didn’t know much about rugby league. He certainly didn’t know much about me. But we clicked immediately. The first thing I noticed about Doddie – apart from his yellow tartan trousers, which are probably visible from the moon – was that he seemed happy, proud and serene. Doddie didn’t look beaten up, like a man who was sagging on the ropes. He looked like he was still holding his own.


Doddie’s headline lesson was that you can still live a good life despite MND. You can still do things with your family, cram lots of great memories in. He treated living with MND as an extension of his rugby career, almost as a game. If you embrace the game and play it hard, like both of us played rugby, you can win little skirmishes within the greater battle. He gave me the example of putting his shoes on: when Doddie could no longer tie his laces, he got himself some rubber no-tie laces. Every time he slipped into his shoes after that, he was putting two fingers up at MND. When he could no longer lift a glass to his lips, he got himself a long straw. Just being able to change the TV channel was a victory over MND. Unlike a game of rugby, which only lasts eighty minutes, MND has no set time limit. The battle can go on for years. But if you make each day a new game, those little victories become incredibly important.


Kev was probably dreading that meeting, thought we’d be crying in each other’s arms and shouting, ‘Woe is me!’ But we laughed a lot. It’s impossible not to in Doddie’s presence. He told us how difficult it had been to tell his mates, which struck a chord with me. Apparently, when he told Gary Armstrong, the first thing Gary said was, ‘I hope you get the potholes in your driveway filled up.’ Doddie replied, ‘Gary, I’ve just told you I’ve got a life-threatening disease and all you’re worried about are my potholes.’ And Gary shot back, ‘I don’t want a call from your wife, to say your wheelchair’s stuck.’


Doddie didn’t sugar the pill. He told me how devastating the disease had been, for him and his family. How his wife had to clothe, shower and feed him. How it was difficult for a proud, stubborn, fiercely independent former sportsman like him to accept help. How not knowing how long he had left was a constant torment. He also showed flashes of anger, especially when talking about the lack of progress in terms of treatment: there had been no major breakthroughs in the twenty-first century and no new MND medication for twenty-eight years.


But Doddie also told me how MND had made him re-evaluate life. When you’re slogging along, working all hours to save enough money for your retirement, it’s easy to forget how life should really be lived. But when Doddie got that knock on the door, followed by that terrible news – ‘Sorry, mate, you’ve got MND’ – the important things in life, principally family and friends, were brought into sharper focus, at least after the shock had worn off.


That day in Carlisle, I felt like I’d joined a new team. It’s not a team I would have chosen to play on; it picked me. But at least I had an inspirational skipper, just like in my Rhinos days. Doddie taught me the rules, showed me the path I needed to follow. No, there weren’t any drugs that could help, but the greatest weapon I had was between my ears. Yes, MND was a terrible illness, but humour and positive thinking could make it more bearable.


Doddie wasn’t embarrassed by his illness, hadn’t pulled down the shutters. Instead, he’d invited the public in and given them a ringside seat for the fight. Not because he wanted pity, but because he wanted to raise awareness and money in the fight against MND. I had a responsibility to do the same, so that they might find a cure. They might not find it tomorrow, they might not find it in time to save me and Doddie, but they’ll find it one day.


My fight with MND wasn’t all about me, it was also about the brickie, the postman, the factory worker. I never took a backward step on the rugby field, and I wasn’t going to start now. My team needed me to tackle it head on, just like I’d tackled all those eighteen-stone props in my rugby days. They needed to see that even a little fella like me could give MND a bit of a ding-dong.


I don’t think Doddie saw himself as doing anything particularly inspirational that day, he was just chatting about his experiences with someone who was desperately seeking some answers. But that meeting with the big man changed everything for me. I’m not particularly religious, and neither is Doddie. But I went into that meeting blind, and now I could see. If anyone from the Holiday Inn is reading this, stick a plaque on the front of your Carlisle hotel: ‘Doddie Weir performed a miracle here. 18 December 2019.’


*


The day after meeting Doddie, I decided it was time to face the media. Rhinos press officer Phil Daly asked BBC Look North reporter Tanya Arnold to come down to Headingley Stadium with a camera, as well as the Mirror ‘s rugby league correspondent Gareth Walker and Pete Smith from the Yorkshire Evening Post. When I walked into the executive box for the interviews, there were two cameras pointed at two chairs, placed under two blazing lights. There was no backtracking now, it was time to tell the country my secret.


I thought I did pretty well for the first few minutes, described my symptoms and told the story of my diagnosis without any hitches. But when Tanya asked about the impact the diagnosis had had on my family, Doddie’s magic momentarily wore off. A big-man hug from Kev put me back on track, before I had another wobble down the stretch. But there was never any question about the interview not being broadcast. Kev and Phil had their doubts, but I was adamant. There was no point in me going on TV and pretending MND was a bit of a breeze. People needed to see how it had affected me, physically and emotionally. Yes, Doddie had worked a miracle. But the miracle didn’t mean I was cured. The miracle didn’t mean I wasn’t going to have some wobbles. The miracle simply meant that, however devastating MND was, I was going to face up to it with spirit and dignity.


Rhinos arranged a private consultation with an MND specialist called Professor Chris McDermott, from the University of Sheffield. Professor McDermott confirmed the diagnosis but provided me with a bit more hope. He told me about trials that were taking place in the UK, which I could maybe be a part of. He told me how lucky I was to be diagnosed so early, because some people don’t find out what’s wrong with them for ages. He said that being young and fit would help me and that maybe I’d defy the initial prognosis and stick around for longer than a couple of years. I did ask Professor McDermott how it would all end, and he told me that most people with MND die in their sleep. But I wasn’t afraid of death, I was afraid of not making the most of however long I had left.


The diagnosis confirmation was another hammer blow for Lindsey. As it was, she hadn’t been eating and was having trouble sleeping. One day, she went to the bank, forgot her PIN and broke down in front of the cash machine. But that was no good for me, her or the kids. So I said to her, ‘When you’re down, you make me feel down. And if we’re both down, the kids will get upset. There’s no point asking yourself, “Why Rob? What’s he done to deserve this?” It is what it is. I haven’t done anything to deserve it, it’s just rotten luck. Getting upset isn’t going to change anything. We just have to roll our sleeves up.’


That was a big turning point for Lindsey. If I could be positive, then so could she. From that moment on, we had a strict no-crying policy at home, at least for the adults. If my dad’s bottom lip started to quiver, I’d have a little word with him, like Gary Lineker with Gazza at the 1990 World Cup. I just wanted everyone to be normal. I knew that would be difficult, because there’s nothing normal about MND. There’s nothing normal about your husband suddenly struggling to put his shoes on. There’s nothing normal about your dad suddenly struggling to kick a ball. There’s nothing normal about your mate suddenly sounding like he’s gargling gravel. But you’ve got to take the rough with the smooth. As I used to say to my Rhinos teammates: ‘If you want the rainbow, you’ve got to put up with the rain. Do you know which “philosopher” said that? Dolly Parton. And people say she’s just a big pair of tits.’*
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A FEW MONTHS AFTER MY DIAGNOSIS, MUM AND DAD were helping me to my car when this bloke drove past and waved. A couple of minutes later, while I was still parked up, this bloke wandered over, fished fifty quid from his pocket and insisted I take it, to put towards my fund. The funny thing was, he was wearing a Castleford Tigers shirt, and Castleford fans hate Leeds with a passion.


Whenever I played against Cas, their fans would spend most of the game chanting, ‘We hate Leeds scum!’ (Leeds fans would chant back, ‘There’s only one Rob Burrow! The only man in Cas who’s got a full-time job!’) So I thought what that Tigers fans did was lovely. But I shouldn’t have been surprised. That’s just what people are like round our way. Salt of the earth, would give you the shirt off their back, even if you’re a local boy who ran away to play for the Rhinos.


Me and the family live in Pontefract, an old market town in West Yorkshire. Me and my two sisters were born there, but raised in Castleford, just a few miles away. Like most rugby league players, I haven’t travelled far. Rugby league players aren’t footballers, we don’t pack up and move to a big pile in Harrogate as soon as we’ve made a few quid (I should add that a footballer’s definition of making a few quid is a bit different to ours). That’s what sets rugby league apart from other sports, its connection to the community. For the most part, professional rugby league players are no different from the fans, it’s just that we’re lucky enough to have a bit of talent.


My dad was originally from Leeds but met my mum at the Burberry factory in Castleford, just across from the station. Dad was a big Leeds fan and Mum was mad on Cas, which meant they had a few fallings-out while they were courting (back in those days, Cas were often more than a match for Leeds, winning consecutive Challenge Cups in 1969 and 1970). But Mum eventually conned Dad into marrying her and they’ve been in Castleford ever since.


Castleford was a mining town then, and there are stories about players doing a shift down the pit on a Saturday morning before playing eighty minutes in the afternoon. The pits closed in the 1980s, as they did in towns across the region. But the one thing they couldn’t take from us was rugby league.


In Yorkshire’s big cities, like Leeds, Huddersfield and Hull, rugby league has plenty of competition from football. But in the area around Wakefield – the so-called Five Towns – rugby league has always been the only sport worth knowing. Walk through Castleford town centre the day after a game and you’ll see people standing in small clusters, all of them wearing Tigers shirts, discussing what went right or wrong. And why they all still hate Leeds. And it will be the same in Wakefield and Featherstone, places you might never have heard of if it wasn’t for rugby league.


Joanne came first, followed by Claire and then me. After I arrived, Dad did a little dance around the delivery room, because he’d so wanted a boy to go with his two daughters. When a nurse gave him a voucher for the canteen, he used that as an excuse to slip out to the working men’s club. When he left the hospital it was a lovely, sunny September day. When he got back after a couple of pints he was wet through, because he’d been caught in a thunderstorm. Strangely, my mum didn’t believe his story that the canteen had sprung a leak.


I was always very sporty and determined. When I was a kid, we’d go on caravanning holidays to a place called Primrose Valley, on the North Yorkshire coast. There was a big pub there with a beer garden and some steep steps leading up to the entrance. One day, Granddad Bob nudged my dad and said, ‘Have a look at Rob.’ I was squatting and jumping up the steps, like you see proper athletes doing, or Rocky in the movies. And I was only about three. Everyone in the beer garden was chuckling away and Granddad Bob was proud as punch, wanting them all to know that I was his grandson.


Granddad Bob thought the world of me, and the feeling was mutual. He had loads of grandkids, but I was his golden grandchild. He used to say to me, ‘I think the sun shines out of your backside.’ When I got a bit older, he updated it to, ‘I’d use your shit for toothpaste.’ He was full of funny old sayings like that, a proper Yorkshire character, and like a mate as well as a granddad.


Granddad Bob loved his horseracing and was constantly studying the form. Picture one of those old fellas with a copy of the Racing Post permanently stuffed under his arm. We’d sit and watch the horses together on the telly and before every race he’d say, ‘Son, I’m gonna win big . . .’ He never did, but he had that same sunny optimism about everything. Including me.


I was a good kid, no trouble at all. Actually, that’s not entirely true. I was cheeky and a bit of a joker, always playing pranks on people. We’d play in the street a lot, and I’d constantly be knocking on doors and running away. Or hitting people on the back of the head and running away. And whenever my sisters came near me, I’d try to run away as well. And you wonder why I was so elusive on a rugby pitch. My sisters tormented me something rotten. They’d call me ‘golden boy’, because they reckoned I was the favourite child. And they soon worked out that being kissed by them was the worst thing I could possibly imagine. They’d pin me down, tickle me, pucker their lips and say, ‘Would you like us to give you a kiss, Rob?’ And I’d be wriggling and thrashing around like a fish in a net, desperately trying to escape their clutches. No word of a lie, the first time I kissed them both voluntarily was on my wedding day.


But I can’t have been that bad, because the first time my dad can remember shouting at me was when I dropped a ball on the rugby field. My first real memory of rugby league was being taken to a game between Leeds and Leigh. I don’t remember much about it, apart from being very confused. Because they sounded similar, I thought Leeds and Leigh were the same team. Dad had a season ticket seat in Headingley’s North Stand, while I didn’t have to pay. I’d sit on Dad’s knee, or on a spare seat if there was one going.


Over time, I started asking tactical questions: ‘Why did such and such player do that? Why didn’t such and such player do this instead?’ I became obsessed with Garry Schofield, the Great Britain legend who was one of the few shining lights in that Leeds team. I had posters of Garry on my wall and desperately wanted to be him.


Whenever we were at the caravan, I’d spend every waking hour playing touch and pass. I’d make all the other kids join in, whether they wanted to or not. Looking back, it probably wasn’t much fun for some of them, watching me run around for hours. Our house back in Castleford was at the top of a cul-de-sac, and all the local lads would play touch and pass until it was dark. That cul-de-sac has produced a lot of talent. Apart from me, there was Michael Shenton, who went on to captain Castleford; Ben Crooks, the son of Hull legend Lee who also became a professional; and James Clare, who went on to play for a number of Super League teams. An interviewer once asked Lee Crooks where I learned my skills and he replied, ‘I’ll tell you where he learned his bloody skills, right outside my house. I was constantly having to pick the ball out of my flower beds, because Rob kept kicking it into touch.’


I’d even play rugby against Dad in the lounge. If Mum was trying to watch something on the telly, we’d play in the kitchen instead. We’d use one of those floppy rugby balls, but otherwise it was quite full on. We’d be bouncing off doors, banging into walls, rolling around on the floor, with all sorts falling on top of us. And the whole time, Dad would be doing his best impersonation of the BBC rugby league commentator Ray French: ‘Here comes Rob Burrow, trying to make some space . . . skips past one . . . skips past two . . . he’s just got his old man to beat! He’s going to go the full length! That is a sensational try!’


When I was seven, a lad from over the road, Scott Carter, asked if I wanted to watch him play. His team was Travellers Saints, who played their games behind Featherstone Rovers’ ground and even wore the same shirts. When we turned up, the game had been cancelled, so I ended up joining in training. That’s how Travellers, or Featherstone Lions as they were later known, became my amateur team. After a few games, Scott’s dad knocked on our door and said to my parents, ‘You need to come and watch. Your lad’s pretty good.’


I was tiny, not much bigger than a speck of dust, so it’s not as if there were any thoughts of me making a career of it. The ball would look like a boulder in my hands, I’d be wearing a scrum cap that was miles too big for my head and you wouldn’t be able to see my knees, because my shorts would be almost down to my ankles. In those early days, the coach would only put me on when the team were well ahead. But there were glimpses of what was to come. I wasn’t exactly Garry Schofield (although I did wear my socks around my ankles like him), but I was always one of the quickest on the pitch. And I could naturally step off both feet, which is not something most people can do. But Mum and Dad weren’t brash, pushy parents anyway. They didn’t have stars in their eyes, they were just happy I’d found something I liked doing.


I enjoyed my time at Airedale High School, even though people kept trying to burn it down – one building was lost just after I joined and it’s been set fire to a couple of times since. I’d never been particularly academic (whenever I was asked to write a story in primary school, I’d always make it about rugby, usually accompanied with a drawing of a ball and a set of posts) but, as long as the arsonists steered clear of the rugby field and my grades were good enough to keep my sisters from taking the piss out of me, I was happy.


Airedale’s rugby coach was a Castleford scout called Mr Banks, and the school had a reputation for breeding quality players. Airedale old boys included Cas legends Bob and Kevin Beardmore, who also played for Great Britain. I was decent at cross-country and football, but rugby was always my first love. I enjoyed that feeling of running free, as well as the sense of jeopardy. I knew that if anyone caught me, I was going to get a shoeing.


Dad thought I’d get fed up with rugby when things started getting more physical. I don’t think Mum would have been too fussed if I’d jacked it in, because she found watching me quite harrowing. But I liked the rough and tumble almost as much as I liked the feeling of making a clean break. Because of my size, I had to develop good tackle technique. I learned to go low and chop people down at the legs, rather than stand in front of them and get run over.


One game for Featherstone, I started on the bench and kept badgering the coach, a fella called Bob Woodhead, to put me on. Eventually, Bob gave in. A few minutes later, the biggest lad on the other team was galloping down the wing and I came out of nowhere and tackled him into touch. Bob ran over and gave me a hug. It was like he’d had an epiphany: I wasn’t a defensive liability; I was a brave little bugger and strong with it. After that, Bob was always saying to me, ‘There’s something special about you, Rob. I think you’re going to make it.’ Bob played professionally in the 1970s, so his opinion meant something.


There were a lot of good players around at the time, and the inter-school rivalries were fierce. But I never stopped standing out. Opposition players knew I had a wicked sidestep, but there was nothing they could do about it. I didn’t know which foot I was going to step off, so what chance did they have? And if I had two or three defenders blocking my path, I’d duck underneath them instead. Whenever I got the ball, I looked like I’d been launched by the plunger of a pinball machine.


On Sundays, I played football for Featherstone Colliery. After one game, a Manchester City scout invited me along for a trial. I did pretty well, scoring three goals in two games. They also gave me a bag of coins as expenses, which I suppose was meant to impress a kid from Castleford. But I remember saying to Granddad Bob, ‘Get me away from this place, I just want to play rugby.’ I also had a trial at Leeds United, while Barnsley were very interested. But I didn’t want to be the next Billy Bremner, I wanted to be the next Garry Schofield. To be honest, I wasn’t even that good at football, just quicker than most. Luckily for me, rugby league clubs had already started sniffing around.


It was around this time, when I was eleven or twelve, that other players’ parents started raising doubts about me. They’d often say nice things followed by a ‘but’. Such as, ‘Your lad were brilliant today, Geoff, but he could do with putting some weight on.’ Or, ‘Your lad’s certainly a bag of tricks, Geoff, but it’s just a shame he’s so small.’ There was probably jealousy involved, because I was being eyed up by clubs and their lads weren’t. And Granddad Bob thought they were talking nonsense. But they were only being realistic. Just as the youth coach at Castleford was only being realistic when Mr Banks took me to see him. He took one look at me and said, ‘What’s he doing here? Too small.’


*


Danny McGuire, Leeds Rhinos teammate




I first met Rob when we were both ten, when he was playing a season for Castleford Panthers and I was playing for East Leeds. I was small for my age, but Rob was absolutely tiny. I remember him wearing every piece of protective equipment known to man: scrum cap, shin pads, shoulder pads, those thigh pads you stuck down your cycling shorts. It’s a wonder he wasn’t wearing safety goggles. He looked like the kid the coach felt sorry for and was worried might get hurt if anyone did as much as blow on him. But as soon as the whistle went, nobody could lay a finger on him. He was just so quick and elusive, like a whippet running all over the pitch.


I didn’t play against him much back then because I played up a year and he left Castleford and rejoined Featherstone, who were in a lower division. But we got to know each other when we started playing together for Yorkshire age groups. We hit it off straightaway. And I’d stand next to him in photos, so that everyone knew I wasn’t the smallest in the team.


I had a bit of a growth spurt when I was thirteen or fourteen, around the time we both signed for Leeds, but Rob stayed the same size. And that’s when it became clear that there was a lot more to his game than speed, footwork and the ability to beat people and score tries. He was very good at reading a game, but the thing that really stood out was his toughness. Every time he played, he was the smallest on the pitch. But he was also the bravest and most determined. Whenever he got whacked, he’d jump straight back up and off he’d go again.


At the same time, I think most people still had their doubts about him. You’ve got to remember that Jason Robinson, one of the best British rugby players of all time, in both codes, was rejected by Leeds for not being big enough. And Jason Robinson can’t possibly have been as small as Rob. On top of that, people were looking at Rob’s mum and dad, who were both small as well, and thinking, ‘He’s not going to get much bigger, it’s just in the genes. And if they let him play men’s rugby, he’s going to get hurt.’





*


Even before the Super League era started in 1996, rugby league was no sport for small men. Roger Millward, another Castleford lad who became a legend playing for Hull Kingston Rovers and Great Britain, was considered tiny at five foot four inches, and he was playing in the 1960s and 1970s. And Roger, great as he was, didn’t have to play against eighteen-stone wingers from Samoa, people like Wigan’s Va’aiga Tuigamala, who could run the 100 metres in eleven seconds while pulling a fridge. Great Britain scrum-half Andy Gregory and Australia’s Alan ‘Alfie’ Langer, who were both only five foot five, were stars in the 1980s and 1990s (Alfie was a guilty hero of mine, always ripping Great Britain apart despite being so small), but successful players of that size were few and far between.


One thing I had on my side was an affinity for people called Bob, and it was yet another Bob who kept the faith when others were wavering. Bob Pickles was the chief scout at Leeds and had already spotted a few of what would become the Rhinos’ ‘golden generation’, most notably Kev Sinfield. One weekend, Bob turned up to watch Featherstone play in a Cup Final. I knew he was coming and I was a bit nervous beforehand, but managed to put in a good performance. The way Bob tells the story, he started watching the game through the window of the clubhouse and all he could see was a scrum cap, bobbing up and down, disappearing and reappearing. When he came outside to take a closer look, he discovered the scrum cap was attached to me.


Bob had a chat with my dad, discovered we were both big Leeds fans and arranged for us to meet the head coach Dean Bell and his assistant Hugh McGahan. They took one look at me and thought Bob was taking the mick. That might have been that, as far as my dreams of playing for Leeds went, but Bob kept coming back. Week after week, he’d report back to Dean and Hugh, try to convince them to sign me. But their response was always the same: ‘Not big enough, Bob. Not by a long shot.’ Then Bob would have to tell my dad, ‘They keep telling me he’s too small to make it, Geoff, but I keep telling them he will.’ Bob had this incredible belief that wouldn’t be shaken.


Then, the Monday after I’d played in a Yorkshire Under-13s v. Lancashire Under-13s game, which was a curtain-raiser for Bradford–Leeds at Odsal Stadium, Dean called Bob into his office and said, ‘Me and Hugh watched that Rob Burrow on Saturday. He was bloody sensational.’


Dean and Hugh still weren’t entirely convinced and spent a lot of time agonizing over whether to sign me or not. But eventually they decided to trust Bob’s judgement and take a punt. Apparently, Dean said to Bob, ‘He’s gonna need a bloody big heart to make it.’ I don’t know whether Dean, deep down, thought my heart would be big enough in the long run. Probably not. But I have to tip my hat to him. How many gifted little kids have been thrown on the scrapheap, purely based on their size? How many gifted little kids could have been another me, if only adults making the decisions had shown more imagination? That’s the key word, imagination. Because hardly any little kids have made it in rugby league, they can’t imagine it happening. They can’t see how that little kid might offer something different. They only see the problem.
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