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To Hugo, Eloise and Sebastien, for always helping me to find rebellious hope, even when I thought I had none left.




Foreword

There are times in your life when you meet someone who you know, deep down inside, will make the world a better place. Who will do anything to make you feel happier and more hopeful and fill every day with joy. Deborah is one of those people. Deborah is my friend.

We first met when she was a guest on my radio show. It was clear to me that she had so much to offer, so I asked her if she would like to come on the programme as often as she could. She said that due to her bowel cancer she couldn’t commit to anything, as she was living day to day not week to week. But aided by medical treatments, her zest for life and, of course, her fighting spirit, she came back again and again. She phoned in live from her 10ks and marathons, she brought her family along, she joined us at the men’s singles final at Wimbledon, but, most importantly, we became friends.

Since then, we have had lots of memorable chats. One that I vividly remember is when she told me how joyous it was for her to have things written in her diary for future dates, as she never imagined she’d be able to do that again. We’ve often discussed her treatments, how she’s coping, the different things she’s being asked to do on TV and radio, but she’s mostly wanted to talk about her family. They were, and continue to be, her life. They bring her joy, and she wants to make every single second with them count. For them and for herself. But despite her own problems, she never forgets to ask about my father, who has survived bowel cancer. She always tells me to send him her love.

Deborah loves to dance. She always wanted to be on Strictly Come Dancing, but she didn’t need to do that to be able to show everyone that music and dance fill her with happiness and help her get through her treatments. It’s never just been about her; it’s always been about making sure that we all feel that hope and happiness too.

Since being diagnosed, Deborah has been desperate to get the word out about bowel cancer and to tell anyone who will listen that it can affect you at any age. She has openly discussed all the issues surrounding her illness, and she has helped lift some of the taboos around talking about bowel cancer. For far too many years, broadcasters would creep around the subject of bowels and poo and bottoms and symptoms, but not Deborah. She’s loud and wants everyone to listen and take notice. She’s changed awareness. She’s changed perceptions. And she’s changed people’s thoughts and beliefs.

Deborah has also created a cancer community through her social media, which has helped people to feel that they are not alone. That they no longer need to feel so scared. That they can have ‘rebellious hope’ – and she has been the one holding everyone together.

The last phone call we had was on a beautiful sunny day. We laughed about trying to work out what song we would dance to together in one of our gardens in the sun to embarrass our husbands. She shared with me how ill she really was. I was heartbroken, yet she still made me feel hope. The fact that she has wrung every last ounce out of life is testament to her determination to make every second count – her fashion range, the rose being named after her and, of course, this book are all testament to that.

As someone who adores the bones of this magnificent woman, I cannot tell you how difficult this has been to write, but also what an honour it was to be asked by Deborah to do it. Her laughter and light will live on in us all for a very long time. Let none of us forget to keep hope in our hearts and joy in our days, because that’s what she has always wanted. So, Deborah, I promise I will always shout about you from the rooftops. In fact, who needs shouting? I am going to sing loudly and dance around with a huge smile on my face every time I think about my darling, beautiful friend.

Gaby Roslin

June 2022




Author’s Note

I started to write this book when I was still feeling relatively healthy and my cancer was progressing slowly. However, as I came to the end of the writing process, my health had deteriorated, and I realised that I probably wouldn’t be around to see it published. Rather than go back and change what I’ve written, I’ve decided to leave things as they are. This means that, on occasion, what I say comes from the perspective of thinking that I still had a significant amount of time ahead of me. I have done this because I still believe in the lessons I learned and share in this book, even now when I know my time is coming to an end. I am, of course, incredibly sad that I likely won’t be around when the book comes out, but I take great comfort in hoping that some of you might find it helpful.

Deborah James

June 2022
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I’m alive when I should be dead. In another movie, I missed the sliding door and departed this wondrous life long ago. Like so many others living with an incurable condition, I’ve had to learn to live not knowing if I have a tomorrow, because, statistically, I shouldn’t have.

At the age of 35, at the tail end of 2016 on a dark, rainy Friday evening just before Christmas, I was blindsided by a diagnosis of incurable cancer. My change in bowel habits turned out to be a 6.5-cm tumour and, as each month progressed, so too did my cancer. Lung tumours, liver tumours, inoperable tumours – Tumour Whack-a-mole is the worst game ever invented.


The way I approach adversity is my greatest weapon.



I was initially given a less than 8 per cent chance of surviving five years. Writing this book, more than five years later, I have no choice but to live in the now. To value one day at a time, just one, because my tomorrows aren’t guaranteed. And neither are yours.

I’m a teacher. I always have been, both in my soul and in my career, which cancer has also taken from me. I’ve now been out of the classroom for more than five years since that life-changing, world-crumbling diagnosis, but, during that time, I have faced the steepest learning curve of my life. And the drive to learn, to educate, to inspire has become even stronger – it’s now just via different platforms: my ‘Bowelbabe’ blog, national TV appearances, the BBC Radio 5 Live podcast You, Me and the Big C, a column in the Sun, charity work and, of course, all of the efforts I’ve made to raise awareness of bowel cancer via my social media channels.

I spend most of my life wanting to escape my incurable bowel cancer, yet there isn’t a day that goes by when it’s not on my mind. I have loved harder and lost harder than I ever knew possible. I have said goodbye to too many loved ones I’ve met on this journey – those who wanted just one more second, like Rachael Bland, my wonderful co-host on the podcast who became a true friend and someone I cherished, even though I wish it wasn’t cancer that brought us together. It is in their names that I choose to be positive when it would be so easy to give up, and it is because of this that I feel totally alive. I live knowing they would give anything for more life. And so would I.

Every day, I stand at a crossroads: down one path is depression, mind-fuckery, fear of the unknown, heartbreak and mourning – all out of my control; down the other, the one I choose to travel the most (though not always), is positivity and agency. I can’t change what’s happened or what will happen, but what I am in control of is how I react to my circumstances – that’s 100 per cent in my control. Like all of us, I have the ability to make my feelings about my situation, right now, today, anything I want them to be, regardless of the final outcome. The way I approach adversity is my greatest weapon. It’s a game changer, and it’s all I need – it’s all any of us really need.

Each of us faces challenges, large and small, on a daily basis: from relationships ending, moving house or starting new jobs to incurable diagnoses, bereavements or severe traumas. These challenges are, for the most part, out of our control – life seldom unfolds according to a neat and straightforward plan. But what we can change is how we approach the difficulties we face, and in this book I’ll show you how I have managed not just to cope with adversity but to live with purpose and laughter and a sense of fulfilment that I did not think was possible when I was first diagnosed.

To begin with, we need to stop focusing on ‘Why me?’ and realise that ‘Why not me?’ is just as valid a question. How we learn to respond to any given situation empowers us or destroys us – it’s how we react to the things on our journey that makes or breaks us. That’s why I want to encourage you to question your life as if you didn’t have a tomorrow and live it in the way you want today. Being positive isn’t keeping me alive, but it’s helping me to pick myself up and put myself back together over and over and over again. And the way I have learned to deal with my illness has helped me to live a life full of joy and purpose when I could indeed be dead.

I understand that we are all different, and the things I have found to help me carry on when I am in danger of becoming overwhelmed won’t work for everyone, but I hope that sharing some of the more practical things I do might be useful and inspiring for some. I’ll explain how instead of admitting defeat in the face of supposedly insurmountable odds, I’ve embraced positivity. I’ll show you how I’ve harnessed the power of hope even when it seemed like there was nothing to be hopeful about, and how I’ve learned to value my time and use it more wisely by refining the goals in my life and continuing to create new ones, then implementing the structure and routines to help make them happen. I’ll show you how reframing your thoughts can change the prism through which you see things, and that every single thing that happens to you has a lesson in it if you’re willing to look for it. I’ll demonstrate that grit is a key ingredient of coping with adversity and that we are all more courageous than we realise. Throughout my illness, I’ve continued to laugh and find the joy in life, and I’ll show why this has been so beneficial too. And I’ll remind you that, when push comes to shove, it is the little things in life that we are most grateful for.

Whether you’ve bought this book because you’ve undergone a traumatic life event, such as an incurable diagnosis, or whether you want to live the life you really want and change the way you respond to challenges, I hope that some of the lessons I’ve learned will help you to deal with all that life throws at you. I’m living life to the full because I could be dead, and I know you can live your best life too, whatever you might be facing.


The way I have learned to deal with my illness has helped me to live a life full of joy and purpose when I could indeed be dead.
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how hope can help you sleep at night


‘We must accept finite disappointment, but never lose infinite hope’

Martin Luther King, Jr



I hope. I hope a lot. I hope cancer won’t shorten my life. I hope I continue to be successful and happy in my work. I hope a cure for cancer comes in my lifetime. These are some of my big hopes, but I also hope my kids tidy their rooms and get their homework done. Hope comes in all shapes and sizes, but if you can hold on to it tightly, it will help you to face adversity and even make you more likely to succeed at the things you try. Every time you hit the mat or a bump in the road, hope will help you to pick yourself up again.

Hope is one of the most powerful human emotions we have. When we hear tales of people who have survived being lost in the jungle after a plane crash or adrift in a boat in the middle of the ocean, the survivors often say they never gave up hope – in such extreme situations, it can literally be the difference between living and dying. But it applies to all aspects of life.

When I was first diagnosed in 2016, I was told that I had stage 3 cancer and was given a 64 per cent chance of survival. At the time, it was the worst news I’d ever had, but right now I’d give anything, and I mean anything, for a 64 per cent chance of survival. Then my cancer progressed to stage 4 and was classed as incurable. At this point I didn’t see a future, and it took time to regather my thoughts and process the news I had been given. I had to mourn the loss of so much I had taken for granted and somehow pick myself up off the floor and re-evaluate so many things. And one of those was hope – how do you hold on to hope in the face of terrible news and diminishing odds?

But somehow I have managed to remain hopeful, for the most part at least, and I have been kept alive far longer than was expected, in part by drugs that didn’t exist when I was first being treated. I just hoped I’d still be here, and I am. I’ve been incredibly lucky to be able to ride on the coat-tails of science in a way I couldn’t have dreamed possible when I was first diagnosed.

I turned to Google when I was initially told I had cancer, hoping to find someone who’d beaten the odds and been cured. I didn’t find them, of course, but it didn’t stop me from hoping that I might be that person. And it’s this kind of rebellious hope that has kept me going. From the beginning, I’ve flipped the way I view my situation from ‘You’re going to die’ to ‘You still have a life to lead. You have a chance of living.’ I call it rebellious hope because it goes against what the statistics say about people with my disease. I’m rebelling against expectations of how someone in my position should act, and I’m choosing to remain hopeful despite it perhaps seeming as though there’s nothing to be hopeful for. It’s my mantra.

I don’t claim that it is easy to keep hoping in the face of horrible odds. At those times when life has blindsided you – maybe you, like me, are really unwell, or you have lost your job, or you are going through a difficult break-up – it can often seem like the small glimmers of hope that used to come along of their own accord and that you previously relied on to see you through fade and disappear. So how do you regain or hold on to your remaining hope when things seem so bleak? It’s incredibly hard, especially against a backdrop of feeling so lost and weak. You feel that there’s not a way through and that you’re caught in a vicious circle. You feel like you just can’t fathom normal life again.


Rebellious hope has kept me going.



There have been moments when I’ve been overwhelmed with pain and by what was happening to me. I’ve found myself thinking at times that life was not worth living any more. I’ve even said it out loud sometimes, which I know was so hard to hear for the people I loved. But those were fleeting, irrational moments. I didn’t really want to die. Dying was the last thing I wanted to do.

It’s times like those that have made me realise hope isn’t something that just happens to you – it’s something you have to actively reach for, to cultivate and to doggedly hang on to when you find even the smallest handhold, especially in the darkest times. When I received my cancer diagnosis, I was really scared, and I was constantly looking for experts – whether that was Macmillan, my GP or an oncologist – to tell me what to do and how best to cope. And, of course, they were full of good advice. But every individual’s experience of the illness is unique, and I soon realised that I had to work things out for myself or with the help of my peers. If I was really struggling with the side effects of a treatment, the best approach might not be the stock medical answer; my friend who was also working through a similar problem might have insights that were more relevant to me. Even if I ended up in the same place, there was more value in working out the answer for myself, as I benefitted from full ownership of the solution as well as the knowledge of how to approach similar problems in the future. And being fully invested and believing in the answers I had found for myself only made me feel more hopeful.

I absolutely believe that hope brings strength; the more you have hope, the more likely you are to keep getting back up again when the wind is knocked out of your sails. And it’s not just my experience that bears that out; psychologists agree and many scientific studies have demonstrated the important role that hope can play in our lives. The evidence is clear: if you are hopeful, you’re more likely to be happy, healthy and successful than if you aren’t.


Finding the answers for myself only made me feel more hopeful.



Don’t get me wrong, hope in isolation won’t make things better. I can spend as long as I like hoping I can run a marathon, but unless I lace up my kicks and train, hoping will get me nowhere. But research studies have shown that people with high levels of hope fare better at times of major life transition and also have better psychological flexibility than their non-hopeful counterparts. In other words, what it really boils down to is that the more hope you have, the more likely you are to find a solution, to keep going, to get round whatever obstacle is in front of you. Ultimately, hope means staying positive and refusing to let yourself be overwhelmed by darkness and defeat.


‘The optimist sees the rose and not its thorns; the pessimist stares at the thorns, oblivious to the rose’

Kahlil Gibran



Throughout my illness, I’ve thought a lot about whether there is any difference between ‘hope’ and ‘optimism’. They are definitely similar in many ways, and people often use the words interchangeably in everyday life, but they can also be thought of as different traits. On the one hand, optimism is an attitude that things tend to turn out all right in general, even if we have no control over them, whereas hope is the belief that we have a hand in ensuring that things will turn out for the best. So, optimism might mean that you’ll always look on the bright side, but hope allows you to find and create a bright side for yourself, even when things are at their most bleak. Although rebellious hope became my mantra, and remaining hopeful has been central to me feeling that I have some control over my response to cancer, I also benefitted at times from a more general sense of optimism and putting my situation in perspective.

A good case in point relates to something in psychology called ‘explanatory style’. If you’ve never heard of this before, don’t be put off by the jargon – it simply refers to the way in which people view and interpret the world and their experiences of it, both positive and negative. In other words, it’s the stories we tell ourselves to explain what happens to us and why. An optimist doesn’t take things personally and tends to think that major events happen because of things outside of their control – if something went wrong, it might be down to bad luck, for example. But they don’t see their situation as being permanent or fixed. So if you don’t achieve something you had been working towards, it can be the difference between thinking that you didn’t practise enough – which is something you can work on – as opposed to a belief that you’re just not talented enough. And optimists tend to concentrate on the current circumstances, not leaning towards large-scale, all-pervasive explanations – an optimist who fell victim to a scam would be more likely to come to the conclusion that they had encountered one bad person, whereas a pessimist might surmise that the world is full of dishonest people.

My blog, ‘Bowelbabe’, became a big part of my own explanatory style. Bowelbabe is my alter ego, in a way, and it allows me to work out a positive but realistic perspective on my situation. I use her to remind myself that cancer isn’t personal, that when I hit rock bottom and find myself crying at three in the morning there is a way out, and that when something goes wrong – with my treatment, for example – it’s only a small part of my life as a whole. I often get asked if I am faking being optimistic, and I suppose that’s one way to think about it: you fake it till you make it. But Bowelbabe is a part of me, and the story I am able to tell myself and others through her is not fake – it’s a conscious decision to switch the narrative into something positive and therefore more hopeful.


‘If you were allowed one wish for your child, seriously consider wishing him or her optimism. Optimists are normally cheerful and happy, and therefore popular; they are resilient in adapting to failures and hardships, their chances of clinical depression are reduced, their immune system is stronger, they take better care of their health, they feel healthier than others and are in fact likely to live longer’

Daniel Kahneman



When it comes to hope, on the other hand, I’m not referring to an unequivocal belief that you’ll succeed – I believe real hope is always grounded in a strong work ethic. You feel like you’re going to succeed because you have a plan, a road map and a refusal to yield – and it’s these that you can rely on to keep you going. It’s about being the force that makes the change. It’s not hoping you get the job you applied for because the person who interviews you might like you. It’s hoping you get the job you applied for because you prepared so well for the interview and were so focused that you know you’re in with a good shot. The right type of hope is dynamic because it gets you moving towards your goal, not











































EBURY

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

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

[image: Penguin Random House UK]
First published by Vermilion in 2022

Copyright © Deborah James, 2022
Editorial consultancy and additional writing by Paul Murphy

The moral right of the author has been asserted

Cover Design: Studio Nic&Lou

Page design by Nic&Lou and Ed Pickford

ISBN: 978-1-473-58785-4

This ebook is copyright material and must not be copied, reproduced, transferred, distributed, leased, licensed or publicly performed or used in any way except as specifically permitted in writing by the publishers, as allowed under the terms and conditions under which it was purchased or as strictly permitted by applicable copyright law. Any unauthorized distribution or use of this text may be a direct infringement of the author’s and publisher’s rights and those responsible may be liable in law accordingly.


EPUB/images/pg001.png
introduction





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













EPUB/images/pgiii.png
Deborah James

how

to livw/
when you
could be

OOOOOO





EPUB/images/cover.jpg
ésold |\'\““

to llve&/

when you
could be

-
=
m
=
o
»n
c
2
>
>
<
=
2
m
)
W
m
(%]
-
(7]
m
-
-
m
A

dead

‘An inspiration  ‘Brave, bright, ‘Debs shines on

to us all’ beautiful’ every page’
Davina Lorraine Bryony

MecCall Kelly Gordon
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