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For Macy, Maya and Jackson – love lives forever x

In loving memory of my husband, Rob, who continues to inspire me every day.




Foreword by HRH Prince William

Like many people, I became aware of Rob Burrow’s heartbreaking diagnosis with motor neurone disease through the incredible fundraising efforts being carried out by Rob and his loved ones, including his friend and former teammate Kevin Sinfield. The phenomenal support given to this legend of the rugby league world was powerful and moving to witness.

I was delighted when Rob and Kevin were awarded their CBEs at the end of 2023, in recognition of their raising £15 million and invaluable levels of awareness to help fight such a terrible disease. I was so honoured to go to Leeds to present their honours in a place that meant so much to both of them: Headingley Stadium.

During that visit, the love and admiration for Rob and all that he had achieved – both on and off the pitch – was evident. Although after hearing about the pranks he used to play on his teammates, I’m sure there were moments when his targets might have had a few choice words to say about him!

Despite the advanced nature of Rob’s condition, I was struck by the incredible strength, positivity and resilience of Lindsey. Rob told me that Lindsey was far tougher than any of the men he had played with, or against, over the years. I know that I am not alone in feeling great admiration for how she has kept going in the face of such adversity.

Coming to terms with such a horrific diagnosis, delivered at a time when the family were looking forward to the next chapter of their lives following Rob’s retirement, must have been almost too much to bear.

Lindsey’s unwavering love for and dedication to her husband has been plain to see, both throughout his illness and following his tragic passing. Her immediate response to the devastating news of Rob’s diagnosis was to do everything she could to look after and support him, eventually providing round-the-clock care and tending to his every need.

Alongside this she continued to work while raising their three young children and, crucially, supporting them to understand and process such difficult and life-changing news.

Those caring for family members themselves shoulder unimaginable burdens. Their selflessness, kindness and compassion for others dramatically reduces pressure on our services, but the work they carry out is often behind closed doors and therefore sadly under-recognised.

Throughout Rob’s illness, the family’s openness about their experiences will have helped countless others, not only through raising the profile of MND and the funds to fight it, but also by helping those going through similar situations to know that they are not alone.

These pages contain Lindsey’s story of compassion, perseverance and love. By sharing her story, she is shining a light on those who are dealing with incredibly difficult situations, putting others’ needs before their own, and making great personal sacrifices every day.

I hope this book provides all those going through their own challenges with some comfort and optimism, and that it inspires us all to look out for one another.




PROLOGUE

The Last Goodbye

Sunday 7 July 2024, Pontefract

The hearse, which carries my husband Rob, is due to arrive in fifteen minutes. The children and I are ready and waiting in the front room at twelve-thirty. My mum and dad and my brother, Mark, as well as Rob’s parents and sisters, are with us. We will fill the two big black cars that follow the hearse at the head of the cortege. This is an excruciating time and the wait feels endless. Macy, Maya and Jackson are already upset and I’m trying hard to hold us all together.

Lesley, the humanist celebrant we have chosen to lead the service, has been attentive and thoughtful. She has visited our family twice to hear our memories of Rob as well as our wishes for the funeral. I knew we had made the right choice when Lesley said it sounded to her as if the funeral should be a celebration of how Rob lived, rather than a lamentation of how he died. This is exactly what we need now.

But I am still anxious and can’t quite fulfil Rob’s example of living in the moment. I desperately want the service to go well and to do justice to Rob. Most of all, I am worried about the children and how they might be affected. Macy is twelve, Maya is nine and Jackson is just five. They have never been to a funeral before: when my Nana Nancy died in 2020, we couldn’t attend because of Covid.

We took the kids to the crematorium yesterday afternoon. It felt important to show them what to expect and to give the girls a chance to practise their short eulogies. Macy and Maya are determined to read the words I’ve helped them write for their dad. But I’m afraid the enormity of the occasion, and our grief, might be too much for them as they will be the first two speakers.

I slept terribly knowing that we are about to say our final goodbye to Rob.

At last the undertakers, a few minutes early, drive up our little road and slow to a stop outside the front door. I go out to meet them and Eddie, the senior funeral director, is sombre but lovely. He makes sure that we are ready but moves very slowly. I just want to get going but Eddie is almost ninety and there is no rushing him.

Before we climb into the cars Eddie suggests that he could walk ahead of the cortege for some of the route – perhaps both at the start and then at the end of the two-and-a-half-mile journey to the crematorium. It is a kind gesture because it would add to the dignified solemnity of the occasion (although I privately wonder if we will ever get there if a walking Eddie leads the way). But the more serious thought is that extending the agony for the children will be almost unbearable. As tactfully as I can, I suggest to Eddie that it would be best if we just get there as the funeral is meant to start at 1pm. He nods and suggests that he will save his walk for the moment when we enter the grounds of the crematorium on Wakefield Road.

‘Thank you, Eddie,’ I say as I usher the children into the lead car with Rob’s mum and dad, Irene and Geoff. Mark and my parents, Sharon and Graham, and Rob’s two sisters, Joanne and Claire, climb into the second car.

Macy and Maya look drawn and pale, while Jackson is just uncertain. He clutches the worry worm that the nurses gave him the night before we lost Rob. It was a strangely beautiful night, with the children showing Rob such love. He had been in the grip of motor neurone disease for four and a half years and he couldn’t talk or move. Trapped in his ravaged body, totally paralysed and at a point where he could hardly swallow while also struggling to breathe, Rob was a ghostly shadow of the man he had once been. At just five foot five, Rob had been a giant of rugby league and a key member of the brilliant Leeds Rhinos team, which dominated the game for many years. His teammates rallied round him, and Barrie McDermott and Kevin Sinfield visited him in hospital in his final days, while admitting that they had been blown away by Rob’s positivity and courage throughout his long battle with MND.

Rob’s character is so evident in our children and, moving beyond the profound sadness of his last night alive, Macy, Maya and Jackson were brave and uplifting. They had painted their dad’s fragile fingers so that they could make prints for our memory box and he had watched, drowsy with morphine, as they held his hands with such care. The last photograph I ever took of Rob captures him smiling in his hospital bed, surrounded by love and our three children.

Our memories of that night sustain us now. Each of the children received a little knitted worm from the hospital staff, and Jackson takes so much comfort from this gift. It’s almost as if his worry worm will protect him because he now won’t leave home without it. Although it looks a little threadbare after five weeks, his worry worm retains its magical powers. Jackson holds it tightly now as he looks calmly out of the window.

Maya always goes to bed with the knitted heart that she had placed in her dad’s hands in hospital, and sleeps with it under her pillow every night. Macy, meanwhile, treasures the lock of her dad’s hair that she had cut, so tenderly, before he slipped away. It is her most important keepsake.

For me, different memories help me through the pain. Of course the more recent images in my head are sometimes harrowing, as I cared for Rob for years when he could no longer feed himself or go to the toilet. But I loved him beyond measure. I had first gone out with Rob when we were fifteen and we’d lived together for more than half of our forty-one years of life. There are so many snapshots of our sunlit joy in my head. Even death cannot dent, let alone erase, my love for Rob.

The cortege crawls through Pontefract. We take nearly an hour, rather than the expected fifteen minutes, to make the short drive. The roads are thronged on either side by thousands of people who have come to pay their respects. They wear rugby shirts of all colours to show how much Rob means to everyone in the game. I am just as moved when I see elderly people and teenage girls and boys, as well as mothers and their children, waiting patiently for the hearse to pass. They do not look like rugby supporters – just ordinary people, spanning the generations, who want to say thank you and goodbye to Rob.

People step forward and touch the hearse, or leave flowers on its shiny black surface. Others stand and applaud with heartfelt warmth. I feel choked up, seeing all these people, as well as the respectful expressions on individual faces. I sometimes feel like I should wave in gratitude, but I don’t want anyone to think we regard ourselves as famous or special.

We are as ordinary as everyone standing on these streets. We come from the same community and share the same history. Rob never forgot this simple truth. He was born in Pontefract, raised in Castleford (where he started playing rugby before his junior career flourished at Featherstone Lions) and then joined the Academy at Leeds. He was revered for so many of the twenty years he spent at the Rhinos, first as a player and then as a coach.

Since his public battle with MND, Rob has become far more famous for a deeper cause. There have been so many tributes to his strength and humour and the way he raised awareness of MND as well as many millions of pounds to help fight the disease. In the wake of his death on 2 June 2024, famous sportsmen and -women, actors and politicians, and tens of thousands of unknown people, took to social media to say that Rob had touched their lives.

Prince William posted a message on X: A legend of Rugby League, Rob Burrow had a huge heart. He taught us, ‘in a world full of adversity, we must dare to dream.’ Catherine and I send our love to Lindsey, Jackson, Maya and Macy. W

The prime minister, Rishi Sunak, went on X too: Rob was an inspiration to everyone who met him or who heard his incredible story. I was honoured to spend some time with him last year. He drove a fundraising campaign that supports vital new research improving the care for others – not least through the creation of The Rob Burrow Centre for Motor Neurone Disease in Leeds. He leaves behind an amazing legacy and my thoughts are with his friends and family.

Rob would have been amused, rather than boastful, that the prime minister was talking about him. He once said in an interview that Kevin Sinfield would make a far better prime minister than Boris Johnson (or Bo-Jo, as he called him). I wish I could hear the joke Rob would have dreamed up if he had known that, on the day he died, all the major party leaders echoed each other as they spoke about him. He would also have been amazed, while hiding his modesty behind a cheeky quip.

Keir Starmer, locked in an election battle and just a month away from becoming the new prime minister, wrote on X: Extremely sad news. Rob leaves behind an incredible legacy in his work to raise awareness and advocate for those with Motor Neurone Disease. My thoughts are with his family and friends through this time.

Many people had picked up on Kev Sinfield’s generous words: ‘Rob shows us how to live and Lindsey shows us how to love.’

I believe that we can all draw valuable lessons from Rob who, amid brutal suffering, still found light and laughter in life. Rob made the most of every minute he had left after he was diagnosed with MND and, rather than crying about his misfortune, he savoured his time with the children, me, all his family and his friends. And, instead of wailing about the horrors of his disease, he was the face of a campaign that has raised over £20 million for research into MND, while helping the world understand what the illness meant.

So I endorsed Kev, absolutely, in believing that Rob taught us the importance of setting aside our – often trivial – daily worries, our insecurities and jealousies, while concentrating on all that truly matters in life. As Rob always said, when he could still talk, ‘Life is for living.’ It didn’t matter to him that he was doubted or tested. When he was dismissed as being too small to play rugby and, later, when he was told at the outset of his diagnosis that he had just a year to live, Rob just tried harder and enjoyed as much of life as he could.

I had resolved to try and be a little more like Rob and draw on previously untapped reserves of courage and joy.

So while it meant a lot to be praised by Kev, and his words about me were humbling, I didn’t feel I had done anything different to what almost anyone else would do in my situation. Who wouldn’t want to care for the person they had loved for so many years? Who wouldn’t do as much as they could to try and ease the agony of their husband or wife, son or daughter? I think we would all try to care compassionately for those we love most.

Rather than being remarkable, I believe that the care and love I showed to Rob was just an example of the same dedication and empathy that tens of thousands of people offer to loved ones who are facing illness, disability or a terminal disease every day. We are all the same, in trying our very best in arduous and draining situations. We all sometimes feel bereft and lonely, helpless and sad, as we battle against often impossible odds.

I’m well aware that I am so much more fortunate than most carers in this country. Rob’s sporting renown gave us a platform where we could be showered with love and support, emotionally and financially, which few other families in similar circumstances would ever receive. The last years have been bruising for me, but I often wonder: how would I have coped without such help? I doubt that I could have matched the quiet and solitary heroism of all those carers who do just as much as I did – and more, without having the backing of the Leeds Rhinos, the BBC, the wider media and sporting worlds, and the unstinting support of the public.

Those unheralded carers deserve the plaudits far more than I do.

All these contrasting thoughts tumble through me in the car as we gaze at the sea of love for Rob. Twenty thousand people have turned out to line the streets. I remind the kids how their dad was admired and even adored.

But Macy speaks for all of us when, softly, she asks this question of Rob’s illness and death: ‘Why did it have to be my dad?’

There is no answer to such a raw question and so I try to explain how much their dad did for so many people. It’s right to feel sad, but we should feel proud too.

Eventually, we turn in to the grounds of the crematorium. The summer rain has eased and watery sunshine makes the gardens glisten.

We step out of the car and I feel the eyes of our sixty guests drawn to me and the children. I lead them to the front entrance where Lesley smiles and takes my hand. I remind Macy, Maya and Jackson that we need to wait – we can only enter the crematorium after the pall-bearers have carried Rob to the altar.

A knot of anxiety twists in my gut. This is it. The moment of our final goodbye is almost here.

We see the coffin and the flowers and it suddenly hits us with fresh force. I gather all three of my children around me and hold them close. Despite this devastation we will find a way. We will go on together. I feel this so clearly. Even if we cry again about the loss of their cherished dad, and my beloved Rob, we won’t let him down. We will try and make sure that, if he could look down on Pontefract now, Rob would feel so proud of us.




1

Shell Shock

Thursday 12 December 2019, Leeds

Our lives will be blown apart today, but I feel the same old beautiful thrill as my train rumbles into Leeds. I know Rob will be waiting inside the station and, despite the worry of the past weeks, happiness ripples through me at the thought of seeing him.

We still feel young, at thirty-seven, and Rob has been my one and only love since we were fifteen. A month ago we moved our gorgeous family into our dream home. Life seems almost perfect.

The girls brim with life and creativity, showing such spark and ambition. Macy is eight years old and imagining a future where she plays the lead role in a musical theatre smash hit in the West End. Maya is still only four but she already fancies the idea of becoming a movie star. They laugh shyly whenever they tell me their grand plans because they know that all that really matters to their chatterbox of a mum is that they are happy and kind to everyone they meet.

My good mood is sealed by the fact that their little brother, our baby boy, Jackson, will turn one this Saturday. Our preparations for a special birthday party are in place and family and friends will make it a celebration to remember.

I know that Rob secretly dreams of Jackson following him and playing rugby league for Leeds Rhinos one day but, right now, my husband is more excited by the party. We believe that, before long, Rob will have the simple pleasure of passing a ball back and forth to his boy, before taking Jackson to a game when he is old enough to care about sport.

Rob, like me, just wants the kids to have joyful and fulfilled lives and so smiled when I once joked that I would like it more if Jackson became a ballet dancer. I’ve had enough dread to last me a lifetime after all the times I’ve been so concerned seeing Rob, at just five foot five, facing so many hulking giants and hard men.

The fact that Rob played almost 500 games for Leeds and won eight Super League Grand Finals and eighteen international caps helps me believe he is going to be okay. Of course I know he’s not indestructible – I was there on that frightening day when he was knocked out badly in a World Cup match. The sight of Rob looking lifeless shook me to the core. I was also upset at all the other times he left the field with concussion or a broken collarbone.

But Rob was so tough, mentally and physically, that the brutal hits never fazed him. You need that resilience when you’re up against men twice your size. Rob seemed fearless but, as a physiotherapist and his wife, I saw the impact on his body season after season.

It was a relief that he had played his last game, in a winning Grand Final, two years earlier. There was another little dash of romance because, in that 2017 match at Old Trafford, Rob helped Leeds beat Castleford Tigers, the club that my family once supported so passionately. Pontefract, our home town, is just three miles from Castleford.

Leeds became our team, however, because of Rob. After his family and me, the Rhinos were the love of Rob’s life. He joined their Academy in 1999 and spent the next eighteen years, and his entire professional career, at Leeds. Rob played alongside his great friends – amazing men including Barrie McDermott, Jamie Jones-Buchanan, Danny McGuire, Kevin Sinfield and Jamie Peacock.

Rugby league, like real life, is a harsh business. For all the titles and plaudits, Rob had his share of disappointments. In his final years, despite playing better than ever, he was often left on the bench by head coach Brian McDermott. He would come on and change the course of a match and, while the demand to start him grew louder, McDermott argued that his decision was vindicated because Rob always tore through the exhausted opposition with deadly effect.

Even his most unforgettable performance, in the 2011 Grand Final against St Helens, had been as a first-half substitute. The score was locked at 6–6, in a bruising game played in sheeting rain, when Rob came on earlier than usual. I normally watched quietly, willing Rob to just finish the match safely in one piece, but even I jumped up and screamed as he popped up like a jack-in-a-box, ran like a whippet and danced like a spinning top through the helpless Saints defence.

He received a pass just over the halfway line and the brilliance burst out of him. Rob stepped off his left foot and arrowed towards one of the big Saints forwards, before zipping around him. He avoided another heavy tackle, sidestepped their fullback Paul Wellens, putting him on his backside, and skipped past an attempted tap-tackle. Four defenders closed on him from various angles, but Rob flew towards the line and dived over.

It was one of the great Grand Final tries and he was swamped by his jubilant teammates, who could barely believe what he had just done. Rob’s dancing feet and electric pace then set up Ryan Hall’s try and, after Leeds cruised to victory, he was awarded the Harry Sunderland Trophy, for a second time, as Man of the Match.

He is a little superman. When he holds me close and tells me that everything will be all right, it’s easy to believe him. I feel strangely sure that our visit to the specialist this afternoon will resolve the few problems that have emerged in recent months. Rob is convinced that the occasional slur in his speech is a side effect of the painkillers he is taking to help him cope with an old shoulder injury. He tells me he will be prescribed some new medication and that he’ll be as right as rain within a week.

It’s not raining, for once, on a mild December day in Leeds. Rob is waiting for me, full of smiles and good cheer as always, and I feel his strength and fitness surging through him as we hug. How could anything be wrong when he looks so well, and his body is still as lean and muscled as it was at the end of his rugby career?

Rob sounds happy after another enjoyable morning with the young Rhinos he is helping so much. It seems as if, after some testing times in his transition as a coach at the Leeds Academy, he has found his place. When he makes me laugh, I think how surreal it is that we are on our way to a medical consultation. As soon as we receive the all-clear, ordinary life can resume.

Our happiness had been dented during the October half-term break when we had taken the kids and my parents to our holiday home in Davenport, Florida. It was then that I first noticed how fatigued Rob had become.

We bought the villa – a twenty-minute drive from Disney World – soon after his testimonial season. Rob loves Disney, so much so that he proposed to me at a restaurant in Disneyland, Paris. I was so embarrassed that I spoilt it by ordering him to get up off his knee and sit down again. Rob was mortified and it took him another day to summon the courage to ask me in the more private setting of our hotel room. I loved that more discreet proposal and said an immediate ‘yes’.

Even being told off by me did not curb Rob’s Disney fairy tale and in 2012 he convinced me that the Davenport villa would be the ideal spot for future family holidays. We have since spoken about the possibility that, when we become old and grey together, we might even retire to the villa.

But all his usual zest for life was missing when we were in Davenport a few months ago. Rob was exhausted and I could tell how much it took for him to get out of bed and play with the kids. Sometimes I tried to persuade him to rest but Rob insisted he would be fine. He was able to summon some fresh energy and I decided that he was just worn out after the stress of his new job and preparing to move house.

His mum, Irene, and his former teammates had noticed a slight slur in his speech. Earlier that summer, when we were with his parents in Scotland, Irene had picked up on the way he stumbled over certain words. But she didn’t say anything to me – and nor did Rob after an awards dinner for the Rhinos. He had gone up on stage that night in September and, before handing out a prize to one of the rising young stars from the Academy, had struggled to say ‘consistency’. Kev Sinfield and others at the club were worried because they know that Rob is no drinker, so it was not a case of him having had a few too many beers. Understandably, they chose not to tell me.

I became aware of the problem when I heard how hard it was for Rob to say the word ‘solicitor’. We were close to exchanging contracts on the sale of our house on Banbury Road and the purchase of our new home, not too far away in Pontefract. Rob was actually speaking to our solicitor when he kept tripping over that suddenly tricky word. It was then that I persuaded Rob to talk to the club doctor.

He already had an appointment to see the doctor because he was having considerable shoulder pain. Rob had broken his collarbone (or clavicle, to us physios), and had had a surgical procedure called an ORIF, or open reduction internal fixation. Screws and bolts kept the clavicle fixed in place, but, years later, the surgeons decided to remove the metalwork as his pain had intensified. As he was booked in to see the doctor for an injection, he agreed to also mention his speech problems.

I was worried when the doctor referred him to Nuffield Hospital in Leeds for an appointment with Dr Jeremy Cosgrove, a neurologist. The links between rugby and head trauma are well established and I understood why the club wanted to check for any early signs of dementia. The thought of Rob suffering from that slow yet terrible condition was distressing and, because the club had moved quickly in arranging a private consultation with an eminent neurologist, I went with him to Nuffield that Saturday morning.

The tests were thorough: after his bloodwork had been done, Rob underwent an MRI scan. The results would only be known in a week, but he also had numerous nerve conduction tests. I felt unsettled when, while sitting in on the consultation, it seemed to me that Rob’s reflexes were a bit too brisk. A brisk reflex is never a good sign as it can indicate an upper motor neurone lesion. I tried to stay rational as it was just as likely that Rob was extremely anxious during the tests and was reacting with unnatural speed.

But, as a physio, I had treated patients with motor neurone disease before, so I asked Dr Cosgrove if it was possible that Rob had MND. He looked surprised and asked what gave me that idea. Had I been googling too much? I didn’t bombard him with details of my professional experience with MND but listened instead as he reassured us that this was a very unlikely outcome. Motor neurone disease, he said, is a rare condition and he also thought Rob’s age and fitness protected him. Dr Cosgrove suggested that Rob might be suffering from myasthenia gravis, which commonly affects the speech muscles, but he stressed that it was a treatable condition.

We felt relieved and Rob only began to worry when we heard nothing for more than a week. I decided to call the doctor’s office and Dr Cosgrove’s secretary quickly gave me good news: the MRI and bloodwork had all come back clear. They were just waiting for definitive results from the nerve conduction tests.

It had seemed to Rob and me that the MRI scan was the crucial examination. Once that came back free of any markers of neurological damage or trauma, relief flooded through us. Rob was so confident that everything would be okay, after he was prescribed the right medication, that he tried to persuade me that there was no need to disrupt my time with the kids. He suggested that he would see Dr Cosgrove in Leeds on his own while I picked up the girls from school and, early that evening, took them to their Thursday-evening swimming lessons.

It’s obviously too important for me not to join Rob and, as my mum and dad are seeing a show in Manchester, my Auntie Sue has happily agreed to take care of the children this afternoon. So, rather than being filled with apprehension, I’m able to treat the idea of seeing the consultant as a positive. Once we get the appointment out of the way there will be an opportunity to spend a little time with Rob. Instead of changing Jackson’s nappies or being a taxi driver for the girls, I will get to spend two or three hours with my husband.

Rob keeps up the wisecracks as we arrive at the hospital. We walk past Dr Cosgrove and, while he acknowledges us briefly, he avoids talking. I don’t think too much about it and just assume he is busy and needs to start his appointments. In the waiting room, Rob keeps making me smile and I still feel hugely optimistic that everything will be resolved soon.

Our assumption comes to a shuddering halt a few minutes later. The doctor has been joined by a nurse and they look very sombre when we walk into his office. I feel sudden trepidation as I see their expressions. After he has introduced us to the nurse and listened to Rob’s cheerful reply as to how well he is feeling, Dr Cosgrove speaks gravely.

He says how sorry he is to tell us that the news is not good. The doctor looks steadily at Rob, maintaining eye contact now, and says the fateful words. He thinks Rob has motor neurone disease because of the abnormal findings from the nerve conduction studies.

Rob looks at him blankly, because he has no idea of the severity of this sentence. It’s very different for me. As soon as I hear the words ‘motor neurone disease’, it’s as if a bomb has fallen from the sky and blown me wide apart. The bomb detonates deep inside me but, rather than erupting in an explosion of fire and noise, it spreads a far more terrifying silence. I know instantly that our glorious life together is over.

I find it difficult to look at Rob, the man I love and adore, because I understand far too clearly what it means. Rob will be buried alive in his own body. He will be trapped and paralysed beneath the rubble of MND.

The devastation will be so complete that, soon, he’ll no longer be able to dress or feed himself or go to the toilet on his own. Even while his brain remains alert, and capable of deep cognitive thinking, a time will come when he can no longer talk or move. He will eventually struggle to breathe and be unable to swallow. An oxygen mask and an intravenous feeding tube will be the only ways to keep him alive – if such an existence can be called a life.

In a daze I listen as the doctor explains to Rob that MND is a progressive neurological condition that affects the brain and spinal cord. Messages from the brain to the rest of the body basically stop working, resulting in muscle weakness and then, ultimately, paralysis. Breathing and swallowing difficulties develop and, as the neurologist says with catastrophic finality, there is no cure.

He does not underline the fact that it is probably the cruellest disease of all but speaks instead about MND being such a complex affliction at cellular level. It is hard to comprehend why it affects only a small percentage of the population. I have since learned that an average of six people a day are diagnosed with MND in the UK – but the comparative rarity of the disease can be attributed to the fact that life expectancy is so drastically reduced.

For me it’s the worst possible news. I am so distressed that I say silently to myself: Please, no. Please, not this.

I remember how many medical professionals have told me that MND is the one condition you need to avoid at all costs. Motor neurone disease locks you inside a body that doesn’t function. I have seen such devastation with my own eyes on various hospital respiratory wards.

MND is a living death.

Rob, my husband and the sweetest, most loving man I have ever known, is about to enter the world of the living dead. I know there is no point in asking what can be done, because to do so will leave me furious with the initially evasive but ultimately futile answer: nothing. So I dredge up the residue of my shattered courage and ask about Rob’s life expectancy.

Dr Cosgrove responds cautiously, because it is hard to make an exact prediction. But he then draws in a small breath and continues. Considering the test results, and the average statistics of similar cases, his honest prognosis is that Rob has eighteen months to two years of life left.

‘I am so sorry,’ he says quietly, before asking if we would like to talk in more detail with the nurse as we address our terminal future.

Rob is silent and so I shake my head. ‘I just want to go,’ I say bleakly.

We talk some more but I hear little of our desperate exchange. I am too busy clutching Rob’s hand as I try to withstand the aftershocks of the bomb that has all but obliterated us. But, in my shell-shocked mind, the same questions rise up again and again.

How are we going to tell the children? What are we going to tell the children?

It’s still light outside as we walk to the car, which Rob parked an hour earlier, when life still seemed full of hope and endless possibility. Everything has since changed. Rob puts his arm around me and, in his typical way, says: ‘Thank God it’s me – and not you or the children.’

This will always stay with me because Rob doesn’t say: ‘Why me?’

There is no self-pity and, as I am far more traumatised, he tries to lift me up. Rob looks at me soon after we get in the car. He has yet to turn on the ignition and he stretches out his hand to hold mine. ‘It will be okay, Lindsey,’ he says. ‘We’ll get through this.’

I squeeze his hand. I even try to smile but, on the inside, I think: No, it’s not going to be okay.

I know what’s coming and it feels as if my heart is about to crack into a thousand little pieces, bleeding shards of tissue and muscle, of broken love and shattered lives. Looking at Rob worrying about me, I nod. On the surface he is still glowing with health, but I have a sudden premonition of my incredible husband withered inside an immobile body.

I feel frightened for Rob. I see myself spooning mashed-up food into his mouth and struggling to wash him in the shower. I imagine lifting him up in my arms as I carry the dead weight of his body to bed. I hear myself chatting away to Rob even though, eventually, he will be as mute as I am now.

Tears roll down my cheeks and I allow myself to cry a little more as Rob holds me. When I eventually compose myself I see that his eyes are also glistening. But he’s strong and he does not cry openly.

As we look helplessly at each other I feel a new surge of love. My heart is not broken after all. It’s still pumping, for Rob, and I know that I am ready to care for him, tenderly and constantly, for however long we have left.

I lean over and kiss him, softly, on the cheek. Rob kisses me back.

The closeness between us helps, but then we bump into the ruins suddenly strewn around us. We talk of the kids and our parents. We will spare the children for as long as possible, but Rob is so worried about how his mum, and especially his dad, Geoff, might react to the news.

Rob means the world to his parents. Geoff, in particular, feels such pride in the way his tiny son shrugged aside the doubters who always dogged him. From his earliest junior years right the way through to all those Grand Finals, Rob ripped up presumptions that he was too small to ever make it. Instead, he has left a huge mark on rugby league and become one of the most cherished players in the country. Geoff has lived through each and every stage of Rob’s struggles and triumphs. We know how crushed he will be to hear that we now face MND.

Geoff has recently had heart problems and Rob says: ‘This could kill my dad.’

I drag myself out of the fog and point out that his parents had asked Claire and Joanne, Rob’s sisters, to be with them as they waited for news. They will support Geoff and Irene.

‘Your dad will be okay,’ I say, trying to sound confident.

‘You’re right,’ Rob says. ‘I’ve got to tell them now.’

I can see how hard it is for Rob because he knows that a simple phone call will change his parents’ lives for ever. Nothing can ever be the same again for them either.

Rob waits until we are out of the city and on the motorway. And then, when it’s safe to make a hands-free call while driving, Rob hits the little green button to call his parents. I stare out of the window as we pass the darkening countryside. I love Yorkshire, and it’s very beautiful, but it seems flat and featureless in the late-afternoon gloom.

On speakerphone we hear the phone ringing in Rob’s family home. His parents have just a few seconds of peace left before the bombshell destroys them too.

Geoff answers and I am moved as I hear how carefully Rob speaks to his dad. He is extraordinarily calm as he explains the bad news. But the shock in Geoff’s voice fills our car. We hear him talking to Irene and she starts crying. Geoff is so distraught that it sounds as if he has collapsed.

Claire comes on the line and Rob takes charge. He tries to reassure his sister and his parents. Rob tells them everything is going to be okay and that we will see them in another forty minutes. He also makes sure that his dad is all right.

I am just numb with grief.

But after Rob hangs up, I tell him how well he has done and that we will feel better once we are home. We then focus on the children and agree that we will not say anything to them until a few days after Jackson’s birthday party on Saturday.

Rob says that we’ll press ahead and make it the best possible party for Jackson, and the girls. We will also try to act as normally as possible. He’s right and so I insist that I will take the girls to swimming this evening – which will give Rob more time with his parents.

I want to speak to my mum and dad but they have only just left Manchester – where they’ve been to the theatre to see The Bodyguard. It will be horrible for them to hear the news on a crowded train, so I decide to spare them a little longer.

The rest of the journey passes in a blur until we turn in to the drive of the Burrow family home. We have just got out of the car when Rob’s parents and sisters come running out of the house. They hug us and, through a veil of tears and pain, Claire tells us not to worry. They will look after us and the children.

I am used to Claire and her big sister, Joanne, teasing Rob mercilessly. They have done this all his life because he is their little brother. It doesn’t matter that they are proud beyond words that he became a rugby league superstar. They usually joke and kid around with Rob, and he is just as chirpy and cheeky in return. But this all stops now. Love and compassion pour from them, and from Geoff and Irene, and they can’t stop crying and holding us.

Soon, it is time for me to drive across to my Auntie Sue. Slipping into practicality mode soothes me. Rob





















PENGUIN BOOKS

UK | USA | Canada | Ireland | Australia
New Zealand | India | South Africa

Penguin Books is part of the Penguin Random House group of companies whose addresses can be found at global.penguinrandomhouse.com.

www.penguin.co.uk

[image: Penguin Random House UK]
First published by Century in 2025
 Published in Penguin Books 2026

Copyright © Lindsey Burrow, 2025

The moral right of the author has been asserted

Cover Images: Bruce Adams/dmgmedia, Author’s own
 Cover Design by Emma Grey Gelder

ISBN: 978-1-804-95246-7

Penguin Random House values and supports copyright. Copyright fuels creativity, encourages diverse voices, promotes freedom of expression and supports a vibrant culture. Thank you for purchasing an authorized edition of this book and for respecting intellectual property laws by not reproducing, scanning or distributing any part of it by any means without permission. You are supporting authors and enabling Penguin Random House to continue to publish books for everyone. No part of this book may be used or reproduced in any manner for the purpose of training artificial intelligence technologies or systems. In accordance with Article 4(3) of the DSM Directive 2019/790, Penguin Random House expressly reserves this work from the text and data mining exception.

The authorized representative in the EEA is Penguin Random House Ireland, Morrison Chambers, 32 Nassau Street, Dublin D02 YH68

A CIP catalogue record for this book is available from the British Library


All correspondence to:

Penguin Books

Penguin Random House

One Embassy Gardens, 8 Viaduct Gardens, London SW11 7BW



EPUB/xhtml/prh_core_assets/images/prh_uk_logo.jpg
Penguin
Random Houge
UK





EPUB/xhtml/prh_core_assets/fonts/symbola.otf


EPUB/xhtml/prh_core_assets/fonts/avantgarde-regular.otf


EPUB/images/cover.jpg
‘Inspires us all to look out for one another’
HRH Prince William

Take Care

‘A heart-opening book that gives light and hope
when we need it’
Julia Samuel, author of This Too Shall Pass

A Memoir of Love, Family and Never Giving Up

Lindsey
Burrow





EPUB/xhtml/prh_core_assets/images/title_page_logo.png





EPUB/xhtml/prh_core_assets/fonts/avantgarde-bold.otf


