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Dedicated to my uncle Andrew and his family

And all those pursuing a world free

of motor neurone disease





FOREWORD

In my daily work as the chief executive of Motor Neurone Disease Association I never cease to be amazed by the acts of courage and determination shown by people living with this horrible illness.

MND is a particularly cruel condition, for which there is currently no cure. Although not common, it kills around five people every day in the UK – a third within a year of diagnosis. It can affect people in a variety of ways, including progressive weakness of limbs and eventually total loss of movement. Almost all will lose the ability to speak, meaning that communication of even one’s most basic needs is impossible without the use of assistive technologies.

For people with fast progression they can notice worsening of symptoms every few days and this can have a significant impact on people’s mental wellbeing as more and more of their former life is taken away from them.

Of course this inevitably affects the people around them, who find their caring responsibilities increase as they are trying to come to terms with the deterioration of their loved one. We know all too well the devastating impact MND has on families.

And yet. And yet.

In the face of this adversity – or perhaps in spite of it – people find a way to cope, carry on and see the positives. To find unusual and heart-warming ways to fight back.

Which brings me to Chris and his uncle Andrew.

This book tells the story of their sheer determination not to be beaten by MND and how a shared love of running created a very positive focus in both of their lives.

As a runner and a cyclist myself, I found this story both inspiring and uplifting. If you are a runner or you know someone living with MND or if you just need a good story about courage and the fight to live your life to the full, this is a book for you.

People with MND tell us they want more people to know about the disease. Help Chris and Andrew spread their vital message by reading this book and sharing their story: a story of hope and determination.

 

Sally Light

Chief Executive

Motor Neurone Disease Association
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I realise this is it! My feet on the puddled road, my hands clenching the wheelchair. I hear the sound of my breath, rasping and keen; and the sea, clawing at pebbles, sucking them back into itself. This is our moment, our chance. This is what we came here for. I grip my uncle’s shoulder and say it as loudly as I can, above the chanting sea and the cheering crowds, ‘This is it, Uncle Andrew, THIS IS IT!’

 

Brighton Marathon, 14 April 2013





FALLING…
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I collapse to the ground. A lady at my side gasps. A child points his finger at me. I look up and see the digital clock ticking… ticking… The finish line of the Beachy Head Marathon is within sight, at the bottom of a steep 60-metre hill. Beyond that are more Sussex cliffs with October sunshine spilling gold upon them, the horizon, and then who knows what? My uncle Andrew inspired me to attempt this race.

‘It’s one of the toughest in England,’ he’d told me earlier in the year. It used to be his favourite race when he could still run. Right now it looks as if I won’t quite make it.

Just a few weeks before today’s race, an ambulance had rushed me from home to Warwick Hospital, its sirens waking my neighbours. That’s when a doctor told me I might never run marathons again.

‘We need to work out what’s going on with your heart, Mr Spriggs.’

I may have looked over my shoulder to check with whom he was talking. This wasn’t a conversation on first-name terms. It was serious.

‘We think you may have had a mild heart attack,’ he said, his hands lost deep in his pockets.

It appeared, from the electrocardiogram readings the paramedics had taken at my bedside, I had some sort of ‘right bundle branch block’. It sounded like tree surgery, but it was my heart that was under examination. Apparently it wasn’t ticking… ticking… like clockwork. The doctor stared at me as if listing in his head all the scans and procedures I was about to go through, and the kit list he would have to summon. The needles and swabs, the pads with wires, the pumps on trolleys. He sucked his lips, keeping some knowledge back, then turned abruptly and walked away. Then with a practised flick of his wrist he wrenched the cubicle curtains, causing them to screech along the metal pole like an impending car crash. He was putting me away for another time. I felt scared. I confess I was mostly scared my marathon-running days were over. I decided I shouldn’t tell him I had ‘one of the toughest in England’ coming up within the next month, not until I knew more. Not until I knew what he kept in those pockets.

Lying here on the crumbling turf of the descent toward the finish line, my mind and body are in argument, millions of neurones gossiping possibilities about what is happening. The internal interrogation escalates: Why have you hit the ground? What’s this about? Do you have the strength to continue? What’s going on with your heart? Will you reach the finish?

Life is full of the unexpected. Not everything is as it seems.

So I have written this story. It’s not ‘Seven Steps to the Easy Life’, neither is it a philosophy textbook, it’s a story, and I accept it’s my version of real events. Let me explain.

One day not so long ago my uncle Andrew was a marathon runner. It was part of Who He Was and What He Did. He ran distances longer than marathons, too, as if the finish line came too soon, so he’d go the extra miles. Literally, he’d just keep running. But then the lights went out on that phase of his life when something happened called motor neurone disease (MND). MND is a devastating life-limiting illness with no known cause or cure. Once it begins, there is no rewind button. The ability to move limbs and fingers and even control the tongue just fades. The strength to speak often closes down, until finally the body can’t breathe. The end is coming way too early for him.

Uncle Andrew and I are ordinary men, easy to miss if you walked past us on the high street. We are not talented or spectacular runners, but we know the gifts that running brings. Our attempt at a marathon together, my uncle in the driving seat of a standard NHS wheelchair (because the illness means he can no longer run), and me behind him, pushing all the way, is the golden thread throughout this story. Our pursuit of ‘one last marathon’ for him became a joy for us in the context of unexpected and unwanted news.

One last marathon. But it didn’t turn out that way.

So, who is this story for? It’s for those who run, whether for a bus, or from the rain, those who huff and puff around the block, or are perhaps training for a marathon, or something else. There is a ridiculous pleasure to be found in escaping from under the duvet and daring to step out into the world. A strange metamorphosis occurs when you put one foot in front of the other, even when the way ahead seems unclear or beyond your capability. Running is hard; it can feel so alien in a comfort-obsessed society, but it often brings unexpected gifts. When you run, you change. Your world turns differently.

Running is one way that many people have reset their paradigm, their set of beliefs about themselves, learning to think differently about the chaotic and colourful circumstances in their lives. To begin to make sense of a world which is fragile, complex and sometimes nuts. Of course, running is not the only way you unfurl your sense of who you are in the world – perhaps walking up a mountain clarifies your perspective, or cycling restores your momentum, or swimming helps you reach for more. Whatever you most readily relate to, running is an activity most of us have done at some point, even if years ago down school corridors when no one was looking.

When you think about it, our language is rich with running idioms: the human race; pace yourself; the finish line; go the extra mile; hit the ground running; emotions running high; when your luck runs out.

Running is on our lips even if it’s not in our legs.

This story is also for anyone who has ever faced a struggle that’s threatened to squeeze the joy out of them. A loss, a heartbreak, a full stop in life where they’ve felt S.T.U.C.K. One of the messages of this story is that, however stuck you are, life is always moving, you are always changing. Your mind, body, surroundings, none of it is on pause. Amid struggle, you can find stillness. From stillness, flows clarity, then determination. And from determination, hope can be rekindled. With hope everything becomes possible.

There are questions woven into this story: Why do people run and what does it mean to them? What does coping with difficulty look like? How do people come together when tragedy tries to tear them apart? How do people start to make sense of the difficulties they encounter?

As philosopher Albert Camus wrote in L’Étranger, ‘I finally learned that in the depths of winter there was in me an invincible summer.’ To reach towards this ‘invincible summer’, we will listen to French firemen singing on the run, hijack a stranger from his seat during lunch hour, and race a Great Grandma at top speed around a medieval castle courtyard. We will search for a blacksmith in the snowfall of winter, chase after lorries in torrential rain and sprint along a wind-battered coastline with an air horn.

Why? Because now is not the time to give up.





THE SINGING FIREMEN
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Although the world is full of suffering, it is also full of the overcoming of it.

Helen Keller

It happens at 3 a.m. on a June night. It’s too warm to sleep. I’ve wriggled so much the duvet looks like a massive reef knot. News of my uncle’s diagnosis has been on my mind for a few months, but what happens in the night is not rational. It’s like this: one moment the idea is not there, the next it consumes me. It arrives like an axe splitting a tree, sudden, with no chance of reversal. I suddenly see that Uncle Andrew’s running days are over but his racing days do not have to be.

Lying in bed, staring at the ceiling, a solitary moment comes back to my mind, an experience which stands out from all the others the day I ran the Paris Marathon 2 years before. A moment more prominent than the exuberance of the start with 31,000 others on the Champs-Élysées, or the wine-quaffing relief at the finish.

Six miles into the race, as we entered the greenery of the Bois de Vincennes, I was overtaken by a group of firefighters. They were in full uniform, helmets reflecting the sun, running in a regimented way. In their midst they carried someone sitting in a wheelchair, strapped to poles either side and raised aloft, as if carrying royalty in centuries gone by. As they ran, they sang something happy, in French, all baritones sounding like an anthem of resilience. It was captivating, melodic and entirely unexpected. I didn’t know the story of the young lady in the wheelchair, with physical disabilities that would prevent her from running in a playground, let alone 26.2 miles through Paris. I wondered what it must be like to be her, leading a life that could so easily be defined by what she couldn’t do, and where she couldn’t go, because of her condition and the inconvenience of a wheelchair. I didn’t know the story, but it resonated.

‘I realised as I looked down on the earth,’ said Chris Hadfield, commander of the International Space Station, upon returning from 6 months of orbiting the earth and reflecting on what he’d learned, ‘that there was no line between us and them. Just us.’

Is that what I witnessed in that French park? An erasing of the line between them and us, between can and cannot? Inspired by her and the firemen carrying her, I made a decision at that moment in the park. ‘One day,’ I said to myself, ‘one day you’re going to run for someone else like that.’ Just without the uniform, big boots and jovial Gaelic singing. Then the moment of clarity was gone. The singing pompiers ploughed onward through the sea of runners, like a steamship determined on its course, and I was left in its musical wake, waves of runners lapping me up. I had no way of knowing then what that thought would become, when it would germinate, or the sad context in which it would come to life.

I forgot about that brief encounter in 2010 for the next couple of years; it had been like a whiff of fine perfume in a busy street, a passing revelation amid the pain of a marathon.

Now, it is nearly dawn, a riot of birdsong tells me. In my mind I see the singing firemen again, and although their anthem has faded, the charged emotion of the memory comes to the surface. I have no chance of sleeping now. I count down the hours until I can email my uncle with a suggestion. Although it’s not a suggestion, it’s a compulsion. A necessity, not a possibility, like how my wife, Hannah, feels about Ben and Jerry’s Cookie Dough ice cream. I know how hard a marathon on two legs can be, but the seed of an idea sown on the run has penetrated my awareness in the middle of the night. I remind myself: my uncle’s running days are over, but his racing days do not have to be. Each time I go over those words, determination sinks deeper, an anchor plunging into my depths.

I don’t plan my email very well. I write it, delete it, rewrite it, the cursor dancing backwards and forwards. I am indirect and apologetic in tone. Thinking about what we’ve talked about together before, it’s always been the everyday stuff. We’ve talked about life, not the flip side, not the reality of what his illness now means. I walk around the lounge, doing tiny circuits on the rug in case there is a message hidden in the weave.


Dear Uncle Andrew,

 

I hope you won’t mind me venturing this thought. I was awake at 3 a.m. and it went round and round in my head!! If it’s not something you want to consider then I fully accept that – and I at least wanted to ask, although I do feel a bit embarrassed asking… I wondered what it would be like if we both entered a marathon near to you (e.g. Brighton), and I pushed you round in a wheelchair, and we raised money for either the MND Association or Martlets Hospice, which I believe is near to you. OK, I know it’s a bit mad, quite personal too, maybe it’s far too early to contemplate it… I just wondered if you fancied a final marathon experience. I don’t even know if Brighton allows such a thing.

Like I say, it was an idea at 3 a.m. and I’ve not been able to get it out of my head. Please do forgive me if I’ve stepped over a line with that suggestion. I just think there are more people for you to inspire, to hear your story, how far you’ve come and your resilience.

Have a think – and absolutely no obligation to give in to the idea.



Somehow the presence of the illness has interrupted the dynamic, unsettled the rhythm of a family relationship built on running. It wouldn’t just be two runners: if he says yes, there will be a wheelchair to consider. Two’s company, three’s a crowd, but four wheels could cause mayhem.

I mention the Brighton Marathon for geographical purposes, just a 40-minute drive from his house, and there might be a chance the race organisers will allow wheelchair entrants. I also know my uncle has run the Rottingdean Off-road Marathon and the Downland Trail (30 miles), both local to Brighton. His decline in mobility coincided with the arrival of the first Brighton Marathon on the race scene in 2010, so it now hangs there, teasingly, as a major race he’s never had the chance to take part in.

I give no consideration to factors like his mobility in 10 months’ time. How about the comfort of sitting in a wheelchair for hours upon end? What about transport logistics? When is the closing date for the Brighton Marathon? (Less than a week away, as it happens.) Plus there’s the small fact I haven’t pushed an adult in a wheelchair more than 30 metres in over 30 years. Wonky shopping trolleys are my only reference point, and they didn’t have adults in them either.

But I’m a big fan of Hope. Hope isn’t dependent on what’s going on out there, determined by fluctuations in the stock market, favourable sports results or evening news headlines. Hope needs a body to live in and a mind to nurture it. Those little sparks of light in our thoughts need looking after, need sharing with others who will fan them into flame, whatever time of the night they arrive. Hope isn’t like daydreaming; it’s dangerous when you act on it, because it changes you. And when you change, everything around you changes.

How do you prepare to race with a wheelchair for 26.2 miles? What does the body go through? What does the mind contend with attempting something you’ve never done before? Where are the limits? Maybe they’re not where we think they are.

Time is not on our side. It’s been a few months since I saw my uncle last, when the clues of his illness were evident in what he said, as we stood for a family photo in a restaurant car park.

My finger hesitates over the computer mouse. I press ‘Send’, put my hands behind my head, and sigh. The chair creaks at my back. I don’t hear from him for 2 weeks.
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