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PREFACE

STILL ALIVE

I have thought a lot about why I am sharing my story and I can tell you it’s not for personal glory, or for being told I am inspirational, or for money. Let’s face it, publishing ain’t what it used to be! And all my proceeds are going to Bowel Cancer UK anyway.

I’m sharing this because I know stories are powerful, give hope and might possibly help anyone reading this feel a little less alone. And hope and a search for a purpose to make this final wake-up call stick is why I wrote this book. While I can never claim my survival is down to anything I did or didn’t do, I know from my own experience that picturing someone who has actually come out the other side makes all the difference to the 3 am “voices in your head”. There is so much said and misunderstood about survival and cancer that being honest about the complex feelings that lie beneath the surface helps us all find a new language to discuss the pain we might, quite naturally, still be carrying.

The last thing my friend Kate said to me as we walked in opposite directions after what was to be our last lunch together before she died was that I had to live to tell the full tale. My original book published in 2013, The C List: How I Survived Bowel Cancer (written under my then name Rachel Bown), focused on documenting, in as humorous a way as I could, my experiences. I have condensed some of the material into Part One – my physical survival.

But what happened next was unexpected and life-changing, and has become the inspiration for writing this follow-up book – the nature of psychological survival and what it did to me.

Six months before Kate died, I was living what I thought was my best life. I was tentatively starting out on the road to recovery. I had just kicked the bad man out and met a good man. I was in a high-powered job with responsibility. I was the mother of two teenagers and had a dog. I was a published author. And I had a new protective badge, that of advanced cancer survivor. Too smug maybe …

But my original book had ended on a cliff-hanger. A postscript slipped in at the back just before the book was published: “The cancer came back.” And so much that followed was left unsaid and unprocessed.

So many people have died of their cancer since that book was published, many more are facing the prospect. The responsibility of telling the honest truth of what lies beneath survival in all its vulnerability and being respectful of those who have died, while avoiding any hint of ingratitude, is a hard one to pull off.

But the urge to make sense of everything wouldn’t go away. It took me some time and courage to find my voice though.

Cancer has done its best to train my eye and my writing. I’m now using it to train my mind.

It might feel like I have a mortality complex, obsessed with the passing of time, and you probably fear you’ve just opened a book so gloomy you suddenly want to regress to childhood, grab that soft teddy and sing a nursery rhyme. But actually, far from being gloomy, these thoughts have become the thorn in my side that pushed me into recognizing the gifts I have been given.

“I see dead people,” I remember Cole Sear in The Sixth Sense (1999) claiming. I wouldn’t go that far, although I am learning to see the difference living among the dying has made to the way I live.

Like most people I thought I had the luxury of time and options and where possible I would put off till tomorrow what I should have done today.

But all that changed when the overwhelming urge to live for my children was planted in me the second I heard the words: “We are not sure if there is anything we can do.” It would take all of my energy and many years to get close to finding out how to turn that urge to live into a way to live.

One mentor I met along the way was Dan Buettner, a renowned National Geographic fellow, scientist and founder of Blue Zones, who identified five regions in the world where people live the longest happiest lives. I bumped into him at a wellness festival in Kaplankaya, Turkey, last year where I was researching speakers for a client event. Unaware of my unreliable cell history, he ambled over to me and asked me if I wanted to know how long I was predicted to live.

Naturally, I was taken aback. He asked me to put my hand up every time I could answer yes to any one of the following nine questions:


	Do you sleep over 7.5 hours a night?

	Do you walk more than a mile and a half every day?

	Do you belong to a faith-based religion? And do you turn up more than four times a month?

	Have you never had unprotected sex with a stranger in your lifetime?

	Do you have the vocabulary to be able to articulate your sense of purpose?

	Do you have three good friends you can count on when having a bad day? (And the criteria for calling them good friends is being able to have a meaningful conversation, calling them up when you have a problem and they actually care, and finally, that you like them!)

	Have you never smoked or given up over five years ago?

	Do you eat mainly a plant-based diet?

	Do you have the health or desire to want to live over 90? 



If you answered yes to all of these, congratulations you’re on your way to living to 100! And no, I’m not going to let you in on how many I answered yes to yet. You’ll have to read on.


PART ONE

PHYSICAL SURVIVAL


CHAPTER 1

RACING FOR LIFE

Thirty-two minutes was all it took. Well, that, a nagging inner voice and maybe a year or so in delay tactics. I finished Cancer Research UK’s five-kilometre Race for Life in June 2011 on the Rye in High Wycombe in 32 minutes. Yes, I promised my mother and daughter, who were also running, that I would walk it as the doubling-up pain from somewhere unknown inside me was getting worse. But as I was dragging my body around the sea of pink shirts again for the third year running in memory of my auntie Naomi, who had died of bowel cancer at the age of 50 a few years previously, the emotion and adrenaline of the event overtook me, and I decided it would be gutless to walk (just notice how many synonyms for cowardice relate to the body: lily-livered, yellow-bellied, spineless, chicken-hearted, weak-kneed, having the willies). It was also true that I would rather admit to a double homicide than concede to being outrun by my poor mother! So I ran sandwiched in between my 11-year-old daughter and my 65-year-old mother. I knew, as I finished, that something was wrong. You might sensibly wonder why it did not occur to me before in a field hosed down with memories and experiences of cancer that I would also be carrying this disease. But all I can say is that humanity is divided by two great beliefs: it will never happen to me, and everything always happens to me.

I certainly belong to the “it will never happen to me” camp. At the time of my diagnosis, just after the Race for Life, I was a busy and working single mum with a son of 13 called Joseph and the aforementioned daughter, Lois. My daughter is uncannily like me, something which she welcomes on a pick-and-mix basis, but she is certainly happy with the being chatty and blonde part. My son, on the other hand, has more of his father in him and has suffered from anxiety all his life, resulting in many conversations held late into the night about the safety of me, the house, the dog, the car and just about anything that could only be protected by a round-the-clock Special Forces squad posted outside our door. Lois doesn’t see Stop or Caution signs and believes everything will get out of her way or will be less painful when she hits it, whereas Joseph would be far happier preparing for everything that can go wrong and alarming himself and me in the process.

I had never looked further ahead than the end of a sentence or felt I had a firm grip of anything in my life. My mind is just not wired like that. It works a bit like how I imagine flying a helicopter while mixing a cocktail would feel. Distracted, to say the least. But while I have never yet met or expected to meet anyone who felt in control and prepared for what was about to hit them – “Cancer? Yep, I saw that one coming. Did not surprise me in the least” – I certainly could not have felt less ready or primed.

Before I turned up for my doctor’s appointment a couple of days after the Race for Life, I allowed myself a spot of Googling and checked “ulcerative colitis” which I thought explained my worsening symptoms. A friend of mine suffered badly with this condition, and from her descriptive updates I thought this explained mine as well.

I still did not think for a minute I had cancer. If my auntie’s death a few years earlier from bowel cancer had not alerted me to the possibility, what, you might ask, would? She had lost weight fast and continued the spiral downward. It was extremely painful to revisit or even talk about. In fact, I remember her illness being characterized by silence, only to be broken on occasions when we would see her at family gatherings looking vulnerable. Her husband and sons locked around her protectively.

We all cope differently in times of crisis, and auntie Naomi chose to suffer quietly and with dignity. That is not to say she was not emotional, but she simply did not like talking openly about her feelings or symptoms. She certainly was not the blabbermouth I have always been. So I was anxious not to be overly sentimental or question her too much.

We were close, not just in age but in humour, too. She had a lively wit, and I have fond memories of driving in the car with her and her husband Guy, witnessing the sarcastic banter and good humour between them. They were my coolest relatives when I was growing up.

I had started a new job as head of marketing for a software company, and I remember talking a lot about her quick decline with a sense of disbelief. It was only my second experience of death. But it set off a domino effect, and our close-knit family was to suffer further deaths before I was finally diagnosed three years later. I was uncomfortable with the heat of a thousand light bulbs about any subject relating to death, so these years were one hell of a test.

My mother, however, was becoming more practised. She had lost her baby sister, Naomi, who was more of a daughter to her, followed quickly by her father, then her mother and, finally, her mother-in-law. She had nursed them all in their final years. No sooner had she buried them than my father was diagnosed with early-stage bladder cancer (which was luckily cured). Our family became accustomed to meeting up regularly at funerals.

Every year we would ask optimistically: “Please let this year be gentler on us.” And we would pray that our most important decision in the coming year would be something like: “Should we risk eating an apple without first washing it?”

So I was not in denial or even living in wilful ignorance. No, it was the most common of reasons; while the flare-ups were irritating and, at times, painful, in no way did they equate in my mind to what it must feel like to have cancer.


CHAPTER 2

KNOCK KNOCK, WHO’S THERE, ME AGAIN

I had visited my doctor twice before. The first time, I tentatively asked if bowel cancer could be a possibility and mentioned that my auntie had recently died of it and was around my age when diagnosed. My concerns were dismissed. I was told that it was irritable bowel syndrome (IBS). When my symptoms showed no signs of going away and I was beginning to get worried about the number of times I was going to the toilet, I went back again. This time, interestingly enough, I was told that it could be the early onset of the menopause. Apparently, the menopause can also play havoc with your bowels.

When I turned up for the third time at my doctor’s surgery, I did so without any hint of nervousness. But instead of seeing my regular doctor, there was a locum sitting in her chair. I remember being disappointed, thinking she did not know me, and this was going to be embarrassing discussing bowel movements with a complete stranger! How wrong I was. She was sharp, direct and asked me all the right questions. Questions I had avoided asking myself. And facts I would have shared less willingly than the pin number of my bank account.

She examined me, giving me a rectal examination and prodding along the length of my colon with her fingers, asking me what hurt and where. My stomach clenched and knotted, but I tried to focus on the absurdity of everything and moronically cracked jokes throughout the examination. She did not join in. This was getting more uncomfortable by the minute.

She returned to her desk and began questioning me in depth while writing up a referral. I had answered yes to all of what I now realize are the red-flag questions, making me an urgent case for hospital referral. Despite this, she was calm and composed.

“Right, I’m going to refer you for a colonoscopy, which, according to the Government’s targets, needs to happen within 14 days.”

“But I’m going to Cornwall with my children in two days’ time and will be away a week,” I complained.

Without looking up, she enquired, “Do you need to go? Can you change your plans?”

“No, I really need to go. Can you just ask for my colonoscopy to be scheduled after I get back? Does it need to happen so quickly?”

I mean, I had already squandered a year since the first symptoms. Surely another week would not be a problem?

“Unfortunately, it doesn’t work like that. The appointment has to happen within 14 days. If the appointment comes through for the week you are on holiday, I’ll have to start the referral process again, and I wouldn’t recommend delaying it any further.” She paused. “Do you have any private healthcare? They may be able to be more flexible with dates. You could try and get an appointment as soon as you come back from holiday.”

Luckily, I did have medical insurance.

Next followed a hectic few hours in which I told my mother, and we had the first of many conversations entitled “What if …” to prepare us both, as I later realized, for the likely eventuality of cancer being discovered. Unlike me, my mother had obviously already considered this possibility and was calm despite what must have been her worst nightmare, with the recent loss of her baby sister from the same disease still unbearably raw.

And then I hit the phones. What colorectal surgeons operate at the Chiltern Hospital? When are they available? I am ashamed to say that, at this stage, I did not think of checking their records or specialism, still not quite believing I would need them.

I found my surgeon, Mr H, more by luck than judgement as he was one of the few who was not on holiday in August and happened to be free the week after next. My father, however, not being one to trust to luck, had read every paper tucked away in the darkest corners of the internet referring to my surgeon and considered him an excellent choice. I booked the appointment and filed it under “Unpleasant things to do when I come back from holiday”.

The important bit I was prompted to remember is that my mother, father, brother and children will go through worse fears than me and will feel helpless. I always believed it was my duty to put them at ease and raise a smile or two. This is not the time for wallowing in self-pity. My friend Kate reminded me of some unsolicited advice she was offered when going through the same cancer treatment: “Come on, love, wipe your tears dry and stop crying. We are mothers! So slap on your lipstick, pin a smile to your face and sling on a killer pair of heels!”

Now, if any doctors are reading this, please underline this bit! Never rely on your patients to be open about what is going on in their bowels. It is like the adult equivalent of teenage boys attempting to buy their first condoms. If you cannot blurt it out in the first few minutes, you are likely to leave the surgery with a prescription for happy pills.

I had no idea that such a thing as the Bristol Stool Chart existed, but it would have been a useful visual prompt. It certainly caused my dad to sweat and dab his brow at the shock of seeing so many “jobbies” on a screen the first time he saw it.


CHAPTER 3

PREPARING FOR WHAT’S TO COME – NO TIME FOR FEAR

I tried to pack my worries away underneath the holiday paraphernalia and busied the children ready for our week in the area we all pretend has more sun than the rest of England – beautiful Cornwall. I think at this stage my brain was running on parallel tracks: on one operating normally and practically and on the other making big decisions almost sub­consciously. One of these was the realization that I did not want my partner of six years (not the children’s father) to come on holiday with us.

At first he had appeared to be in his element in looking after a family with young children. However, cute little children turn into teenagers. And as time wore on, my partner’s face often bore the expression of a man in a losing struggle with unknown demons, and this air of intensity hung over our house like a heavy cloud. There were to be constant rows between him and my son, and I used what little energy I had to try and jolly everyone out of it, desperate not to provoke any angry arguments.

My favourite coping mechanism has always been to descend into “light-hearted nonsense”, which, after the week glimpsing future hell, I needed more than ever. Call it escapism or denial if you will, but I knew I had a precious few days to get my head together before facing whatever lay ahead. The children were, and are, my number one priority, and I needed to spend all my waking and sleeping hours with them. It was also no secret that the relationship between Joseph, my eldest child, and my partner had now completely broken down.

This left me no choice but to find the strength to break it to him straight that things could not go on as they had and I left for our last precious holiday before the diagnosis without him.

As we drove down the endless roads to Devon and Cornwall, I found that conversation with the children flowed easily and freely, and we all felt like naughty schoolchildren escaping a headmaster as we sung along tunelessly to the radio. However, I recall the moment perfectly when we entered the moors and the songs faded into a Macmillan Cancer Support radio advertisement which I seem to remember stating that one in three people will get cancer (it’s now one in two, though that’s not an increase, rather a correction to the previous figure). Cancer was now casting a net of fear over us all. I had to grab my chance. “It’s amazing what they can do for cancer nowadays,” I said, casually.

“If you got cancer, I would die,” Joseph shot back instantly.

“Of course you wouldn’t. Cancer’s not a death sentence any more. Loads of people have it now and survive,” I lobbed back.

“Oh yeah? I bet. Don’t believe you. Who do you know who has survived then? Go on, give me names.”

“Errm, Mary from work, Phoebe’s mum Kathy, my cousin Mindy …” Awkward pause. “Loads, absolutely loads.” (Sadly Mary has since died.)

“Are you going to get cancer?” Lois asked, tuning in to the conversation.

“Who knows? More and more people are getting it, but it’s so much easier to treat and cure these days, so even if I did, I wouldn’t be worried. Well, it would be a pain, of course, but we’d cope and I’m pretty fit.”

“Really?” said Joseph, less convincingly, and then: “OH GOSH, MUM, DO YOU HAVE IT?”

“Who knows? I doubt it, I feel fine. Do I look ill? Stop worrying and look at that bloke over there going for a wee,” I pointed, suddenly delighted to see the proud, wide-legged pose of the long-distance man traveller.

As I drove on, I tried to hide the cramping and stabbing pains in my abdomen. It felt a bit like contractions. When I was not being watched, I rocked like I was in labour soothing the pain.

Stopping over at my friend Liz’s was a good idea: sleeping in a big bed on my own, all cuddling up on the sofa watching Whistle Down the Wind (1961) and my car deciding to break down which meant I had to try and sort it out myself. When I say “myself”, I mean I had to find a garage and shamefully flirt my way into getting served and have the car repaired immediately. I am relieved to say this not only worked, but I drove away without even having to pay a penny! Needless to say, Joseph announced this was because: “The man fancied you, mum!” Anyone who so much as raises an eyebrow at me “fancies” me according to Joseph.

The week away allowed me to have precious time with my children on my own and guide them by watching my lead. And, looking back, the children seemed to grow during the week as if in preparation, and their new maturity was gently reassuring. I almost expected to see them sitting there reading The Daily Telegraph, telling me to tuck in my shirt after ticking me off for running in the corridors or texting while I ate.

I had avoided all contact with my partner while on holiday, so the return home was filled with nervous anticipation. I had hoped that no contact meant he had moved out and I could duck what was coming. But it wasn’t so and unfortunately I have always buckled at the first sight of tears and, after much begging and exhaustion, I allowed him to stay and prove to me he could change and get on with Joseph. I just was not aware of the cost of that decision for the rest of the family.

[image: image]

Later that week I had my first meeting with my colorectal surgeon, Mr H. For future reference, we will call him Mr Gutful. Our first encounter was short, sharp and slightly uncomfortable. Still thinking I would be having a nice little chat about my medical history during which time I’d be reassured and leave feeling slightly embarrassed for wasting everyone’s time, I was to come home disappointed.

After recounting the facts, the first warning that I was not about to be fobbed off again was when he asked me to lie on my side on the couch. With a nurse present, he began a procedure known as a flexible sigmoidoscopy. That’s a camera up the bum for those not familiar with the term. It did not hurt much, despite the contents of a king-size airbed being pumped inside me to enable a better view, and it was over in minutes. He washed his hands and asked me to rejoin him at his desk. There was no eye contact.

“Well, I can feel a lump in your tummy. It could be poo” – he shrugged – “but I can also see remnants of dried blood.”

I remember being struck that my surgeon was using the word poo.

“OK, could this be ulcerative colitis?” I asked tentatively. “Or IBS perhaps?” I continued hopefully, not recognizing my own voice.

There was not even a moment’s hesitation before he replied, “No, definitely not. Nor any of the inflammatory bowel diseases, for that matter.”

Why was he so sure that it was not Crohn’s disease, for example, I wondered?

“We will get you in as soon as possible and do a full colonoscopy to see what’s going on.” He sounded impatient or maybe just somewhat frustrated that I had left it so long to seek medical advice. Who could blame him? I could have punched myself in the face at this point.

But this answer was not going to satisfy my sudden urgent curiosity, so I pushed him again for his suspicions and he clarified: “I’m afraid we’re looking at either a large polyp which can bleed or at bowel cancer. Polyps are early growths that often lead to bowel cancer. We will know more once I’ve examined you under sedation.”

I felt most of the remaining air leaving me.

“I need to organize a colonoscopy at my next clinic.” He looked at his calendar and began explaining that it needed to be done as a matter of urgency.

“Right, I have another week off the week after next and was wondering …” I trailed off.

“No”, he stopped me dead. “No holidays, no leaving the country and no future bookings of any kind, please. I will see you next Wednesday, and we will know more by then.”

Meanwhile, my doctor had called me back in for a blood test. I had no idea what for, but all of the sudden I was getting a lot of unwanted attention from the medics and my anxiety levels were starting to rise.

It was July, but winter was coming.


CHAPTER 4

THE DAY EVERYTHING CHANGED

The one good thing in all this was I had no time to fear the colonoscopy. By far the most unpleasant part is drinking gallons of bowel preparation gunk to cleanse your colon. I am sure I do not need to explain the details of what happens next, but I spent most of the next 12 hours in nervous anticipation. However, for me, unusually, nothing at all happened for the first half of the day. I phoned Mr Gutful’s secretary, a wonderful lady called Lesley, who was kind and professional. After talking through the lack of “activity” with the consultant, she persuaded me to continue with the second dose. I spoke to my mother who sounded nervous. She feared my bowel was close to being totally obstructed and thought this “inactivity” was further evidence of the seriousness of my situation. I had detected a note of concern in the secretary’s voice as well, which was a bit of a red flag.

However, on the morning of the colonoscopy I felt strangely calm and composed. I was given an enema, then sedated and taken into a room with a plasma screen. I prepared to go on a drunken simulated ride inside my large bowel.

Almost instantly the camera confronted a foreign object: I saw what appeared to be a butt-ugly tumour and heard the words “Take a biopsy and arrange an urgent CT scan”. I do not remember any pain or discomfort, which was the beginning of my respect for the cocktail of drugs on offer.

“That didn’t hurt at all. I presume I must have gentle curves and not hairpins?” This was met with a gruff response from my surgeon who told me he would come and explain everything in a minute. He was not in the mood for chit-chat.

The next thing I remember was being back in my room, with Mr Gutful showing me a picture of my tumour as if it were a scan of my unborn child. And with what felt like the brutality of a Canadian hunter killing a seal with a hakapik, he told me I had a “nasty cancer” and that he was sending me down for a CT scan to see where else it might have spread. For extra effect, he added that he was not sure at this stage whether he would be able to operate.

An instant wave of sickness hit me and my chest began to constrict, and I struggled to breathe. The nurse raised my feet up above my head and stroked my hand to stop me fainting and parting company with the remaining contents of my stomach. My mum went white and was glued to the phone, calling relatives, starting with my brother. My dad and my partner stood wordlessly shell-shocked.

The nurse gently told me to drink a milk-like fluid over the next hour and explained that I would then be wheeled down to the CT department. Funny what shock does to my sense of humour. I sat by the door and let people in and out, joking about our fashionable attire. I joked with the operator as I passed through the donut-shaped scanner, anything to prove I was still very much alive.

I scanned the radiologists’ faces for knowing signs; they were unbearably kind. Surely there was not any more bad news to come? I was told to return the next day to see my surgeon for my results.

We left and stopped at the pub on the way home, ordering a round of brandies. My father refused as he does not like brandy, but we all bullied him into downing one. Somehow my dad drove us back home. And with the hunger of condemned men we all ate Chinese takeaway and slept over at mine, courtesy of sleeping pills.

[image: image]

I am told there are four phases to dealing with cancer: diagnosis; waiting for the test results; treatment (operation and chemo); the period following treatment or remission (in other words, the rest of your life).

It appeared that I was going to rattle through the first two phases in a matter of hours. While I am grateful I did not suffer the extreme anxiety of waiting for results, I think the speed in which my life changed caused such shock that it took me many months to process it. The first part of this book deals with my physical survival, and the second part is dedicated to my psychological survival, an altogether different story.

Before I became personally acquainted with cancer, I had always had a ghoulish curiosity about how people felt when they were given a shocking or terminal cancer diagnosis. I read avidly on the subject, almost in an effort to cram in any information I could find should I ever be called upon to take a shot at the Sly Old Fox myself. Needless to say, at the moment when I was required to “take aim”, my arm shook and I passed out, faint from the realization of my own mortality.

I’ve always been a bit hard on Mr Gutful over the brutality of the diagnosis conversation but I have since come to realize that it’s a combination of two things. First, your brain will attempt to protect you by shutting down very quickly, meaning you have only a very small window initially to “hear” information, no time to leave anything to chance. Second, and more recently, on a premedical student shadowing experience with Mr Gutful, my daughter, who had watched him give the “news” to another bowel-cancer patient, was told: “I have to be direct and not promise too much, as people are desperate for reassurance at this stage that their life will be totally turned around. If I’m not clear or try to make them feel better, then it will come back to bite me later if I am not able to successfully give them their life back. There’s a lot riding on it.”

But for my part I wasn’t ready to hear about my prognosis immediately and lay in terror of accidentally overhearing or reading something before I was ready to take it in. I struggled to deal with everyday decisions and was thankful my family took over ground control. Death preoccupied me and I could think of little else. I could feel myself trying to evaporate from my life, desperate for people to love me a little less so they wouldn’t miss me so much when I was gone.
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The next day I returned with an even larger support team, this time including my younger brother, David. More chairs were called for. We were ushered in. My legs began to twitch as I tapped my feet constantly under the desk.

I will try to describe Mr Gutful, as the manner he broke the news to me caused me to want to leg it, for fear of hearing even worse news. The best way of painting a picture of him at the time is to visualize the sort of man who looked silently alarmed as if discovering his trousers were lined with the venom of a box jellyfish. The threat of sudden death meant he had to avoid any expansive gestures or expressions and so remain motionless, inscrutably still. I had not yet learnt that this disguised a deeply caring nature and an obsessively hard-working and talented surgeon. My first impressions were way off. I now trust this man with my life, and he has relaxed considerably with me as my treatment has progressed. I was so focused on my unravelling mind that I did not stop to think how difficult it must be for him giving life-altering news to me. Or how disappointing it must be to have to try and reverse damage that might have been avoided so easily if I had seen my doctor months if not years previously.

However, I do think he must have missed the class at medical school on the art of gradual disclosure.

He opened up my scans on his computer and angled the screen in my direction.

“You can see it’s here in your bowel” – stop for dramatic effect – “and we also think it’s in your liver which I am sorry to say means it’s secondary, or advanced.” He paused again, accompanied by the sucking-in of cheeks and the shaking of head.

“And it also looks like it’s in your lymphatic system. As you can see from this scan, these lymph glands look enlarged, which means it could also be anywhere else in your body at this moment.” This was accompanied by more sighing and head shaking.

I could see bits of “non-me” in my bowel and possibly my liver. It did not seem conceivable that all this was going on inside me undetected for months, maybe years.

This news was brutal, and I was unprepared for the scale of my cancer as well as the speed of disclosure.

“I am sending you for an MRI scan now to get a detailed picture of what’s going on in your liver,” he continued. Mr Gutful had cut short my future. By how much I did not yet know, but from his demeanour and the information he gave me, I feared my “best before” date was fast approaching. There was nothing, no glimmer of hope, to counter these fears or to put anything in perspective. It left me hanging and created the deepest fear imaginable. My father helped my mother out. I don’t remember us speaking, but she told me that my face had turned to granite as I listened and watched with uncharacteristic concentration.

It seemed to me that my brain was appearing to slow down time, and I filed and remembered important facts and conversations with clarity and colour, while jettisoning anything unnecessary.

I can remember the disappointing cold and greyness of the English summer as I waited alone for the MRI scan in a mobile unit in the car park outside the hospital. I fumbled with my Rescue Remedy and could not stop shivering. A nurse offered me a blanket, but it did not help. I was ordered to undress and to slip into a hospital gown. My fingers were incapable at that moment of undoing my clothes and bra, so the nurse helped me. Any last vestige of comfort was scattered on the floor as I climbed onto the scanner bed.

I asked for music, and after much searching for a CD she found a charity shop reject. It did little to calm my nerves or how lonely and cold I felt.

I was injected with some substance into my arm. Headphones were put on, and music was piped into my ears, only interrupted by requests to hold my breath for 40 seconds at a time.

Take a deep breath in and hold it. Clank clank clank clank clank. And now breathe naturally. And again. Take a deep breath in and hold it. Repeat for 45 minutes.

I am relatively fit (yes, I realize the irony of saying this), but not having first trained as an oyster diver, I struggled and wondered how a smoker was able to hold his or her breath long enough to detect lung tumours. I prayed my liver was clear. I bargained. I pleaded with God, all to no avail.
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The following day when I was out walking with my family, my surgeon called. I nearly dived into the bushes.

“I just wanted to let you know that your lungs are clear. And I am going to operate on you next Wednesday.”

What relief! Up until that point I was not at all sure they could do anything for me. To be honest, I was not even aware there was a threat to my lungs, but I now had the information I so needed. I was going to be treated! What my poor tired neurons made of this new piece of news was beyond me at that point.

The full MRI results on my liver were due back in a couple of days, and I was then going to hear whether I had stage 3 or stage 4 cancer, whether it had spread to a distant site and narrowed down my survival statistics still further. I knew the significance of these results. However, I had come to the conclusion that I could not face going back to see Mr Gutful to hear my prognosis.

Panic had set in, and so I phoned up my surgeon’s lovely secretary to let her know that I could not face seeing him again. I would rather not know yet, especially if I was going to have a major operation the following week. So it surely was not necessary to see him I pleaded?

“Well, I’m afraid it is necessary,” she pointed out. “If you yourself don’t feel up to it, then could you please send someone in your place to speak to him?”

I was still convinced I needed complete radio silence so that I could focus on my immediate horizon: next week’s op. I thought my fragile thread of hope would disappear if I received any further set-backs. So off went my brother to face my worst fears for me.

I tried to keep myself busy. My cousin Sharon and auntie Carol had come down to visit and took me for a walk in the woods to distract me. They were great company, and despite everything, we laughed. But I clearly had not thought things through. No news in this case was obviously going to be bad news! Would my brother have kept silent if he knew my liver was clear?

It took less than a nanosecond to get my answer when they returned. My brother’s face said it all, but he still made an attempt at being positive. Bless him.

“Well, it’s OK, just the same as we knew. Nothing new.”

“So it’s in my liver?”

“Yes, but only a little bit, and we knew that anyway, so it doesn’t change anything.”

What really went on in that room, and how many times David rehearsed the air of unaffected worry on the way home, I will never know.

Meanwhile, my surgeon had phoned to reassure me, “You are still young and you have young children, so we are going to be throwing everything at you!” This sounded more like a threat, but I smiled, said thank you and heard the sound of the klaxon. We are off!

I was too shocked at the time to face or question my surgeon too much, but I have since learnt my cancer staging was T4N2M1. T stands for the grade of tumour 1–4, depending on the size and reach of the tumour and whether it has penetrated the bowel wall for example. N stands for lymph node invasion (0,1, or 2 for severity). M stands for the number of metastases of spread to distant organs. My cancer had broken through my bowel wall, was in seven of my lymph nodes and had also spread to my liver. We were entering serious times.
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I know from my own experience, and the little I know about mirror neurons (don’t ask, I may be bluffing), that we are programmed to copy. This brings with it endless choice, but, perhaps more importantly, responsibility to get it right.

Picture yourself for a minute facing a world where everything you thought you had planned for the future was crossed out and in its place was a dizzying menu of the most terrifying operations and treatments to look forward to, before you would get to hear whether you would live or die.

Cancergiggles (2005) was the first book I picked up. Not a well-known one but a beautifully written and extremely funny one. In author Cass Brown’s own words, he wasn’t interested in writing it for a mass audience, he wrote it for his family, but I have no doubt he positively changed mindsets of anyone lucky enough to have read it. Back in 2011, days after my diagnosis when I had no idea how to react, I picked it up and read it from cover to cover in two days and it completely transformed the way I approached the next year or so as I absorbed his language into my lexicon. The first section of this book is testament to this. Here’s one quote to give you a flavour of the man, sadly now dead:

The circle of life is such that, just one person being wretched acts like a virus; spreading among others until eventually returning to the instigator in an exponentially more virulent form. While humour, smiles and pleasantness are an effective remedy, it is far more sensible to vaccinate against the initial outbreak by being as laid back as possible.

That was my first step out from under the black cloud that had been placed over my head. My mindset was formed. My “laid-back” face was glued in place.

Following his lead, and especially this next quote which you may think harsh, it scared the “poor me” bit of me into silence as I looked at my terrified family:

OK so you can handle what is happening to your body. It ain’t doing what it should and it’s not looking like a picture from here on in. So you feel sorry for your situation, you regret your wasted life and you sink into depression. Don’t you dare you selfish bastard! The only people who deserve any pity are those poor souls who will take care of you and watch helplessly as you begin to slide.

I began writing in an effort to find positive things to distract me. Trying to be as upbeat and laid back as possible (not an easy combo), I was approached by Kate who had found me through my blog. She had been affected by what I was writing about cancer and wanted to meet up and talk. She lived two miles from me and had also just been diagnosed with cancer and needed someone she felt she could talk to. I was the first person she made contact with and so in some way I guess my mindset picked up from Cass must have rubbed off on her. I am grateful that she chose me, whether she ever got as much from me as I did from her remains an unanswered question. The circle of life and the wonderful gift of passing on stories kept on giving. Kate was to become my dearest friend and she copied my lead and I copied her wisdom.

I am also deeply conscious that whereas the humour “mask” got me through my first phase wonderfully it took some time to remove afterwards.


CHAPTER 5

MY WORST EVER NIGHTMARE – TELLING THE CHILDREN

I could not delay the arrival back home of my children any further. I had sent them away on the day of the colonoscopy in case I needed to get my head around any facts first. I did not want them to witness the shock and the initial lack of information, aware that fears grow to fill those gaps of knowledge.

But the children were now asking to come back home. Joseph was staying with Jenny, my best friend, and her son, Matthew, who was also rather neatly Joseph’s best friend; Lois was staying with her best friend Livvy.

I knew this was the hardest thing I would ever have to do in my life, and I wasted no time making small talk. My foremost instinct is to protect my children, but I also knew they would cope better if I was honest from the outset and kept them informed every step of the way. I knew my son would be suspicious that I was keeping something from him. However, I was also aware how much he and my daughter could take on board initially, so I tried to protect them with the gradual disclosure method.

Joseph and Lois arrived home in a jumble of noise and bags, immediately hugged me and said how much they had missed me. They began showing me things they had bought. I cut them short. I had to. I kissed them both, said I had something to tell them and asked them to come upstairs into my bedroom. The rest of the family stayed downstairs.

They both froze and cried out, intuitively aware that their lives were about to change, for ever. Why were they being taken upstairs? What were they about to hear? I was not behaving like their mum.

There are no words to describe the next hour all three of us went through as we sat on my bed and I tried to break the news to them as carefully as I could. Joseph sobbed and held on to me as if his strength alone could save me. Lois went mute and moved away from me to the bottom of the bed, distancing herself from the horror that she must have felt. She picked at the quilt with her fingers and avoided my eyes or arms. After an age, she asked to go downstairs.

On a few occasions over those first few weeks, Lois asked: “Can we please not talk about it?” She obviously tried hard to shut it out. I remember vividly drawing them a picture to help visualize where my cancer was to replace any pictures they had already formed in their heads. I showed them how it would be cut out and my bowel rejoined. I told them it was not contagious and most of all I told them over and over it was not anyone’s fault. And that there were options for my treatment, but the treatment would make me look worse before I looked better. Promising I would never lie to them, I reminded them they could ask me anything at any time and I would be honest. I held my breath, but neither of them asked me what my chances of survival were.


CHAPTER 6

THE FIRST OP

“I’m expected to make a decision on re-routing my gastro-intestinal system and having it poke through my stomach in how many hours exactly?” I was looking at Mr Gutful in disbelief.

Let me get this straight. Before my big day, I had just enough time to squeeze in one more big decision. Option one: when my tumour, low down in my bowel near my rectum, has been cut out, the two sections of my bowel can be joined back together again. Option two: have a stoma, the surgeon re-routing my large bowel, stitching it to a small opening on the left-hand surface of my stomach and sealing up the other end to my rectum, with a colostomy bag to attach to the stoma. Tell me again: why would I choose option two?

Why indeed? Well, according to my surgeon there was a small risk with option one that, when rejoining the bowel after the cancer had been removed, the join could leak. If this happened, it would be serious and septicaemia would probably set in. This would be life threatening, involving an emergency operation. But the shocker was that if this happened then chemo or any further operations would have to be delayed for up to six months, while the body recovered. In my case, with two operations and chemo scheduled ahead of me, my surgeon did not want to delay treatment as it could skew my chances between survival and death.

I paced around the garden, talked it through with my dad and concluded that, though the risk was small, if I was unlucky enough to spring a leak it could be game over. Whereas in the other camp the only risk was to my vanity, body image and, possibly, relationships. Put like that there really was no option. If having a bag could reduce the risks of me dying, then I just had to get on with it and accept it. I stress that this was two days after I had been given the diagnosis of advanced bowel cancer, and I now had just 48 hours to make my decision.

I told Mr Gutful that I was opting for the colostomy bag. But I could have thumped him when he seemed shocked at my decision and wondered how I had arrived at this choice! In hindsight, I now realize that he may have overplayed the risks. Still, the decision was out of the way, and all I had to do now was to prepare myself and my children for what it would feel like to be the proud owner of a new bag. Mama’s got a brand new bag. Take that, James Brown!
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7.30 am. I arrived at the hospital and buzzed the barrier to be let in. “Hello, can we help you?” the receptionist asked. “Yes, Big Mac and chips please,” I nervously called out. The barrier went up and we were in.

I was shown to my room, began unpacking what little bits and bobs I had hurriedly put into my bag and stared ominously at the paper knickers, support stockings and obligatory backless gown laid out on my bed. This was no honeymoon, for sure.

My beloved surgeon arrived to get me to sign the consent forms and started to mark me up for the position of the stoma with a magic marker. “Where do you wear your trousers? On the waist or below?” he asked poised with the pen in hand. “Eek, I have no idea,” I gushed. I had not expected this question! About here, I motioned, and a big old black dot was drawn on my stomach on the left-hand side about halfway down. I immediately doubted my decision, but as he did not look like he had brought some erasing liquid, I decided I had better live with it.

Not easing the pace of disclosure for a moment, he wasted no time in alarming me that it was “possible, just possible”, pinching his thumb and index finger together and creasing his face into a grimace, “that we can reverse the colostomy bag one day”. “Possible?” I gasped.

“I’m working on definite.” He shrugged. “I’ll attempt to do your operation by keyhole, but you do realize that if we find any obstructions, we will have to do open surgery.”

“Yes, I understand” I said, getting the gist of this game of last-minute nerves. No, I won’t sue or shout at you if I wake up looking like an extra on Grey’s Anatomy.

I was on my way now, no turning back. In a way, the speed from diagnosis to surgery was a huge benefit; by far the worst times are the days or weeks before treatment begins. Once it began, I directed all my energies into fighting back at this disease. But the downside was that it gave me far less time to deal with and process the shock. I was told that the shock would last at least three months. This turned out to be woefully optimistic.

So, now fresh from my morning enema and with clammy hands, I was wheeled down to the operating theatre. I met my anaesthetist again and felt even less reassured than the first time. I was fortunate enough to have my op and treatment done privately, but the person responsible for keeping me alive during the operation seemed on a strict budget for his words, he hardly said anything!

He asked the mental health-check question: “You do realize what you are here for?” I wished I had been as quick-witted as my friend Liz, who had said: “Yes, of course, I’m having a baby.” (I am sure Liz won’t mind me telling you that she was deep into her 40s by then.)

He gesticulated to me that I would be having an epidural block and motioned for me to sit up, lean forward and not move a muscle. By this time, adrenaline was pumping through my veins like the fuel injection in a McLaren, and I talked in rapid nervous sentences. Everyone else was calm.

The needle going into my spinal column and the pushing sensation were painful, and I pleaded for more pain relief. Eventually I was stable enough to lie back down on the trolley.

At no point did I decide to fall in love with my anaesthetist – a common occurrence, I am told – as it was clear there would be no bedtime soothing words or gentle stroking of my hand. The door opened, and the god-like presence of Mr Gutful suddenly appeared, with the theatre lights shining behind him and only his outline visible. Clearly, my anaesthetist suffered from the same sense of shock at the surgeon’s unexpected appearance as I did and uttered “Mr H!” as if caught having a sneaky nap with his patient before speedily pumping the anaesthetic into my cannula without even counting down from ten. I stuttered “Oh” and fell deeply asleep.

Some hours later I awoke coughing and a nurse appeared, saying, “Well done, Rachel, you are in recovery.” Instantly, a wave of euphoria followed by sickness washed over me. I wanted to kiss her. “Sick,” I muttered. “OK,” she said and injected me with a strong anti-sickness drug.

“Did I get away with keyhole?”

“Yes.”

More blissful relief. I lay for some time in a morphine cloud but with certain senses heightened. Hearing is one of them, and I listened to the conversations between recovery and the ward to try and collect me. The clock said 2 pm. “Listen, I know you haven’t had lunch, but neither have we. No, I can’t wait another half an hour.” This was repeated at least three times over the hour.

Bossy ward nurse must have won as the clock indicated 3 pm when I arrived back in my room. I was allowed to sip a little water and my voice started to loosen up. I still had words to say, cut short by my anaesthetist, and boy, did I want to talk, awkward though it was with all the tubes and oxygen masks. But I was alive and drugged to the eyeballs! What utter bliss!

Sometime later my top man arrived to talk to me. “The operation went as expected. No more, no less. I have removed the tumour and also 19 lymph nodes,” he said. Is this good, I wondered? But I knew better than to fish for any positive news. So I nodded and said thanks. What else do you say to a man who has spent the last few hours inside your body?

Hooked to a drip, an epidural, with an oxygen mask, a catheter, a colostomy bag and an automatic blood pressure machine squeezing and releasing my legs rhythmically, I held off my children from visiting until the next day when I hoped I would lose one or two of my tubes and look more like mum. I certainly did not look my best, and cuddling was tricky without dislodging a tube or two. But for some reason I thought it would be the perfect backdrop for a family photo (that was the morphine talking) and asked my mum to take a picture of me as proof I was alive and feeling good. I had no idea what I looked like, but, suffice it to say, it did not reassure anyone! Still, I was amazed at how quickly this whole apparatus came down.

A visit to a hospital is prized above all things, and so armed guards were necessary to hold back the crowds wanting to peek at me. Especially when I was high on morphine. But visits were slightly less in demand on day three or four when I was being weaned off the happy drugs and was not the most pleasant company.

After five nights in hospital, I was sent home with bags of medicine to continue my recovery at home. My family were, and have been, my carers, and I never heard them complain once.


CHAPTER 7

BEGINNING MY TREATMENT

I knew I had to face two major operations, one minor op, learning all about living with a stoma, at least six months of chemo, two clear CT scans and one clear colonoscopy before I could even think about a reversal operation and getting back to normal. My family brought me a charm bracelet, and after every operation, scan and chemotherapy session they gave me a charm to celebrate getting through it.

And now here I was, about to add a laid-back oncologist to my list. The next big thing to tick off in my treatment plan.

About a week after being sent home from hospital, my surgeon arranged an appointment with my oncologist who was now taking over my care. Dr Drugs, as we will call him, had an altogether different bedside manner from his colleague, Mr Gutful.

He looked like the sort of man who was fighting a losing battle with narcolepsy, but to avoid detection, he stretched his mouth into a wide smile and tilted his head slightly to one side. All the same, he exuded an air of calmness and absence of panic, and I felt gratefully soothed by this.

We went in mob-handed with tape recorders, with my father speedily recounting to me some positive survival stories for reassurance. As we were unsure of what we were going to hear, we wanted to keep up our spirits. To be honest, I was relieved to finally get into Dr Drugs’ office as my father, in his growing anxiety, was picking off patients in the waiting room in search of light conversation. One man could not have buried his head any further into his newspaper.

Dr Drugs took us all in his stride and gave me a warm welcome before asking: “So, tell me what you have been told so far.” I recognized this instantly as the idiot’s bravado test. Are we dealing with someone who thinks they will be back at work by the end of this consultation and can cure it with a bit of something they read about in The Daily Mail this morning, or have they done their homework and are likely to take longer than their allotted time asking heaps of questions? I hope I inched toward the latter.

Obediently and nervously I rolled off: “I have just had an operation to remove the tumour in my large bowel. It also looks like the cancer is in my lymph, and I have mets in my liver which I hope will be removed.” (“Mets” are metastases.)

“Yes, well done! That’s about it. You have a tumour in your liver, but we have removed the bowel tumour and also 19 lymph nodes, and have found cancer in seven. We will need to start chemotherapy in a couple of weeks as soon as you are strong enough after your bowel operation. You will be on oxilaplatin as an infusion every three weeks, together with two weeks of chemo tablets called capecitabine – two weeks on and one week off. We will run this for three months, then scan you again and, hopefully, operate on your liver and mop up afterwards with another three months’ chemotherapy.” And breathe.

“Am I likely to suffer side effects from the chemo­therapy?”

“Maybe, it’s possible, but maybe you won’t. Everyone is different.” Huh?

Well, this was going to be one hell of a party and I would be a fool to turn down an invitation like that!

Before leaving, I made him recite the names of anyone he knew who had my brand of cancer and was still alive after five years. Apparently, with a 7 per cent survival rate, being alive after five years was considered a huge success. My definition of success was more to do with seeing my grandchildren, being old enough to collect a pension and working out of choice rather than necessity. He ducked the question though all the same, but we still went off with a nice new brochure of side effects to study and a feeling of hope. Dr Drugs could not have been any nicer had he been carved out of Valium!
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One of the toughest things is telling someone you love that you have cancer. And I had to do quite a bit of this in the first couple of weeks. Everything had happened so fast: a week from diagnosis to first major surgery. Despite this, it was amazing how many people wanted to come and see me immediately. I could have sold out the O2! At least I had some time to get my head around it, but my friends were hearing it for the first time and suffered from enormous shock and grief. This can do funny things to even the most erudite of people. I once got asked if I knew how long I had to live …

Next on the list was getting me a new hospital. As I walked into the bright and airy reception at the Churchill, a specialist cancer hospital in Oxford, the sight of cancer patients en masse hit me hard. It was as if I was witnessing my future stumbling groggily toward me. I wanted to run away. I felt that I did not belong there. I had a full head of hair, and my body did not betray any of what was going on inside it.

Despite the shock of facing up to what was about to happen to me, I liked the hospital. It had a nice feel about it. I was miles away from recommending it on TripAdvisor, but all was not lost.

My oncologist, Dr Drugs, had arranged for me to go there to have a PET scan which involved me being injected with a radioactive substance called fludeoxyglucose. It is a bit like receiving an injection of a liquefied chocolate bar left behind at the Fukushima plant!

The substance was injected slowly into my body over an hour. After that, I was told to visit the special loo as I would be radioactive and therefore could not use the main patient toilet. I don’t know who would be most alarmed at that news.

Cancers are hungry for glucose, and so the PET scan picks up hot spots that are most likely cancer; these scans are also used to check how much a cancer has already spread, and they are usually done after the initial diagnosis has been made by an MRI or CT scanner or, in my case, both.

Not the most relaxing way to spend an hour. I was cold and uncomfortable, but as a professional scan junkie by now, I took this one in my stride, too, despite worrying whether the cervical scare I had had a few years earlier resulting in two cone biopsies had progressed (I was overdue for a check) or whether my 25 years of near constant mobile phone usage had caused any brain tumours. How would the medical profession deal with two primary cancers at the same time, I wondered?

A couple of days later a surprise call from my oncologist on the way back from a school meeting revealed the news I hadn’t quite dared to hope for: the cancer hadn’t progressed any further from the tumour in my liver and lymph glands. I cried tears of joy and hugged my friend who had given me a lift to school and who cried along with me. A moment of real happiness and the exact moment I felt “I’ve got this”.

My surgeon decided to operate on my liver as soon as possible. The multidisciplinary team (MDT) meeting had weighed up the odds and decided that chemo to stop further spread followed by a liver operation followed by further chemo to mop up was riskier than delaying chemo for another six weeks or so while we got the little bugger out of my liver first. So it was now all systems go for my liver resection. I was getting used to this character cancer, he was all drama and highly changeable.

When I met my liver surgeon, Mr S (we shall call him Mr Right Liver Man), to go through the pre-op checks and to question him on what it all meant, he casually dropped in that he would also be removing my gall bladder as my liver tumour was perilously close to it. I remember feeling really upset and sorry for my poor gall bladder, although I did not have a clue what it did. I was still furious with my bowel and liver for letting themselves get invaded by cancer, but I did not see what my poor gall bladder had done other than be unfortunate to have a less than careful neighbour. It appeared that Mr Right Liver Man was going to attempt to take out a chunk of my liver and my gall bladder through keyhole surgery as well.

I knew that the next big step was to let the children know. I had deliberately not told them of the liver tumour at the beginning as there had been no clear treatment plan at the time. I wanted to get the first success under my belt before tackling the next stage.

As soon as I got home, I had to figure out how to bring this up in conversation with Joseph and Lois. I decided to do it in a relaxed “Oops, sorry, didn’t I tell you?” way and tell them that I had a little spot of cancer in my liver which they really should take out, so I would be popping back into hospital a second time. They were not to worry, though, as the first op was fine, and this would be, too. I tried so hard to affect a tone of “Oh yeah, this is just a routine bit of surgery”, hardly worth mentioning, really! They were slightly worried about this but, I thought at the time, not overly concerned. Time would tell.


CHAPTER 8

THE LIVER OP

It was an early start on a brisk October morning. The only other time I remember getting up at this hour was on Christmas day when I was five years old. Same butterflies, but these were bad dudes – black gothic butterflies, not the frothy pink ones of childhood.

My mind was being unhelpful and filling my head with all sorts of unpleasant scenarios. I had always under­estimated the seriousness of the bowel resection, surely just a bit of plumbing that needed unblocking and re-routing. Whereas the liver, well, that was one serious piece of kit.

My partner drove me to the Churchill, while my mum and dad stayed at home, looking after the children and trying to keep everything normal for them; after all, it was a regular school day.

As we drove along the M40 to Oxford, the radio piled on the anxiety by informing me that Steve Jobs had passed away from cancer that very night. A bad omen. I now felt even more nervous. Especially as the first time I visited this hospital we had parked next to a car and watched the occupant struggle to get out, looking for all the apples in the world like Steve Jobs. And while we are on the subject of Steve Jobs: he had an industry-leading company, a massive brain, a compelling personal brand and enough black polo necks stashed away to last him until 100. If he had no leverage against cancer, what hope for the rest of us with our more mediocre bargaining chips?

As I was shown my room in the upper gastro-intestinal ward, I had the unfortunate shock of witnessing a poor unfortunate soul walking slowly up the ward with two enormous oxygen canisters pulled behind him on a trolley complete with clanking chains, accompanied by not one but two attendees both carrying a drain and bag of blood from goodness knows what orifice. The chains clanged loudly with every step he took. My jaw fell open, and it took all my strength not to run for my life.

I was settled into my room in time to see my liver surgeon, Mr Right Liver Man, doing his pre-op rounds and informing me that he was taking me down in an hour and that the operation would take three or four hours. As the liver is a huge dense organ made up of blood, the biggest risk when cutting into it was bleeding to death. So he explained there was a real chance I would end up in intensive care afterwards if they had trouble controlling the bleeding. He would remove as much of the liver as was necessary as well as the gall bladder for fear of the cancer spreading further, and I would wake up with a drain in my side, plus the usual paraphernalia. He intended to do the op by keyhole, but if there were any complications, he would, of course, slice me open like a fresh loaf of bread. Delicious. All said with a large smile on his face!

There is very little point in me trying to describe the level of pain from a liver resection as I have found that pain is the first thing in your memory to fade, and I did not keep notes at the time. And besides all that, morphine has a habit of somewhat knocking you out. However, I do remember this being less painful than the bowel operation.

I stayed in hospital for six days and had various visitors, including my parents who, by now, were braving up to my partner and demanding their slot by my bedside. However, the visit with my children on the third day was upsetting. I was in a lot of pain and suffering sickness. My morphine pump was not working, and the veins in my hands were shot to pieces. I pointed this out to the nurse, but she still insisted on giving me an anti-emetic through my collapsed vein – the pain was excruciating as it travelled through my hand up my arm. Finally, she realized, removed it and found another vein. Unfortunately, my son witnessed this, and has never wanted to visit me in hospital since.

But it was all worth it because my surgery was successful, and my pathology results were good, with clear margins. Mr Right Liver Man this time affected an air of general uninterest and underplayed most things to the point where I almost felt he thought I had Munchausen’s syndrome. He was also followed around by at least 12 other doctors or disciples, and I guess it helped to convince me that he could perform miracles.

The nursing, however, was less successful. On my first night after surgery I called for over an hour for assistance. Eventually a nurse turned up and said that if I had trouble reaching anyone again, to please pick up my water jug and throw it at the door! Excellent advice. Needless to say, my brother got to hear about this and turned up armed with a list of questions and demands for the staff. We all know better than to try and fob off my brother when his eyebrows attach themselves to the top of his head and he adopts a look on his face as if he is licking a nettle. Run for your lives! Or start speaking fast!
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Since I was diagnosed, and while waiting the six weeks for chemo to start after my liver operation, I had plenty of time to read up about my disease and to contemplate most of the cancer faux pas in existence.

For some reason, a language attaches itself to cancer that no other illness suffers from, and while the intent is often good, fear or awkwardness leads everyone to fall into the cliché trap sooner or later.

I would never want anyone to feel awkward but if you can all just avoid the “you could get hit by a bus” one that would be great. Oh, and the cancer picked the wrong person to have a fight with. The stay positive one, the “I know someone who had your cancer and died a horribly painful death” one, “Have you tried this (quack) cure?” one, and the trump faux pas: “What doesn’t kill you makes you stronger.” I’m strong enough thanks very much, but yeah nice. Cheers.

I had already lost count of the number of “stay positive” comments I received. I am laid back and would much rather someone said something to me than ignored me, but it did begin to sound like an accusation or, worse still, a demand. I have never yet met any cancer patient who enjoyed being told to be positive.

One of my only excuses for being rude is when someone tries to tell me a ghastly tale of death without first checking on my current well-being. This is chronically insensitive, and I can think of no other example where this type of conversational tactic is used. I now ask as soon as the words “I know someone …” is out of the person’s mouth: “Excuse me, does this story end well? If not, I don’t want to hear it please.” Nine times out of ten people open and shut their mouths wordlessly and then shut up for good.

When I was growing my own peculiar brand of cancer, I was endlessly intrigued by it and looked for anyone with my type of cancer to share info. But I soon realized that cancer is an even better conversation starter than “What’s you star sign?” and found so many wonderful people all sharing their thoughts and what we have in common, regardless of the particular brand of cancer we had.

The Swiss-American psychiatrist Elizabeth Kübler-Ross wrote knowledgeably about the five stages of dealing with personal trauma. It is called the grief curve, I had encountered it in work as well and the theory is that anyone facing large-scale upset will go through the following stages:

1. Denial: Yep, got that one, and to be honest, I don’t see anything wrong with a bit of denial to help me gradually come to terms with things. It is my mind’s basic defence mechanism as it tries its best to protect me until the new reality filters in.

2. Anger: I was angry with myself for delaying visits to the doctor and angry with my doctor for sending me away three times. It was not really a rage, just a gentle sort of annoyance. Maybe in my case, I am still waiting for real anger. Or maybe I am just not the angry type.

3. Bargaining: I would willingly give up organs, vanity, sex drive, but I’d bargain all the way to hang onto humour, chocolate, wine and LIFE.

4. Depression: This manifested itself as a practice run or a dress rehearsal for what might happen to the family if I died. Chemo depression is another thing altogether and occurred naturally after each cycle.

5. Acceptance: The point when I found some kind of emotional detachment from what might happen.

I reached it before my family, who also needed to go through their own five stages of grief. (I have since realized that emotional detachment is not the same as acceptance.)

I would also add a sixth stage:

Guilt: I felt a real sense of being responsible for ruining everyone’s lives.

I figure I have had an interesting and full life and tempted the arrival of the Grim Reaper a number of times, so it is a waste of time complaining and regretting anything. And one thing’s for certain, there’s nothing like the Sly Old Fox of cancer to knock the shine off my mojo!

Many things got chucked into the lost-property basket: bits of body parts, bikinis, hipster trousers, short-term memory … but one thing I hope has not gone missing, or at least will be returned to me at the end of term, is my sense of humour and optimism.

As I was about to now enter phase three, the chemo long slog, this was to become more important than ever.


CHAPTER 9

CHEMO TIME

Give me my surgeon’s sharp claws over chemo any time please … I hated chemo with a vengeance, so this next part deals with my biggest challenge. When I was able, I kept a blog of some of my experiences at www.bananagiraffes.com. It was a deliberate attempt to inject some nonsense and to distract me from the anticipated side effects as well as keeping my friends and family informed. I had no idea how tired I would become – or what a lifeline writing would become.

One of the many unjust things about the health system is the difference in level of care and equipment between the private and NHS hospitals. But as I was being treated courtesy of Bupa, I had been offered the opportunity to have a portacath inserted in my chest which would be sealed in and used to take in the chemo, rather than the more painful option of having the chemo pumped into a vein in my hand each time, or having a PICC line inserted (peripherally inserted central catheter). The portacath – a tiny medical appliance inserted under the skin – was a mixed blessing for me, and I was not yet ready to call it my friend. But as it was rather scarily plugged into my jugular, I had to treat it with some respect. It was like an alien life force, and when I lay down, it swelled up, highlighting the tubes in my chest.

Every time a surgeon went through the consent form and read the list of things that could go wrong, I had an irrepressible urge to laugh. This minor operation elicited the same response when my Kiwi surgeon told me laconically that he could puncture my lungs when putting in the portacath (or USB port as my brother calls it). If this happened, he would simply stick a tube in and blow them up again! Oh, what a relief because, for a moment, I was nervous …

Unfortunately, you are only sedated during this procedure, so to take my mind off this possibility and the rummaging around that Dirty Harry, as I called him, was doing in my chest, he told me to think of something nice for the next hour. You might need to give me some stronger drugs please doc if I am going to disappear to the Greek Islands.

The “minor” operation left me feeling really rotten. My chest felt awful and the pain rippled continuously across my neck and back. I had no idea why, but, according to posts on forums, this can sometimes happen when putting in a portacath. Presumably the nerves had been severely interfered with as it took over three weeks to settle down.

After the operation, I was told to go home and sleep it off. No one told my Tibetan terrier, Luca, who clearly had other ideas.

How do you tell a dog off who has taken it upon himself to be the house alarm clock? My daughter Lois was usually up before 7 am to catch her school bus at 7.30 am. So imagine Luca’s dilemma when the house was still asleep at 7.30 am that Saturday morning. Determined to come to the rescue, he leapt off my bed and shot into Lois’s room and, resting both his front legs on her pillow, howled into her ear. When she did not immediately respond, he jumped onto her bed and swiped her with his paws (or pandys as we like to call them).

By now the whole house was awake, including my teenage son. And, of course, in true dog style, Luca went straight back to sleep. And I am told that dogs are natural healers.
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Now for the hardcore bit – my first experience of chemo.

My best friend Jenny decided she was going to take me to my very first chemo session in her open-top sports car. At least we were going to start this in style! The chemo room was full to overflowing with people wired up to machines that sounded eerily like a field of crickets clicking away. But it appeared to be a popular place to hang out as there were no seats available, and so I was put in an upright uncomfortable seat by the radiator and told that was all they had that day as there were too many patients and not enough staff. So far, so not good.

Then, in a voice that could be heard two floors down, my chemo nurse said: “Oh, you have a portacath, that’s only for patients who are private! But it makes no difference; you all get the same treatment here, love.” Ouch, why did the floor not swallow me up? “Hopefully, we can empty these seats in the next hour,” she continued, pointing to reclining seats full of human beings who looked shocked and guilty. I am not having a go at the nurses, who were wonderful, but at the wretched system that plays with people’s lives when they are at their lowest ebb. Complaining about someone about to inject you with toxic material makes the risk of complaining about your food in a restaurant child’s play! I zipped up my mouth, like the rest of the patients, and obediently sat there, waiting to be nuked.

One electrocardiogram (ECG) and X-ray later to check why I was still in pain from the so-called luxury port, I was finally wired up to go. Luckily, I was extravagantly distracted by Jenny, who came equipped with a bag of treats and a lubricated jaw until the drip of chemo finally spat out its last mouthful two hours later.

Unfortunately, a woman in the next room had a severe reaction to oxilaplatin, and I witnessed the horrible choking sounds and panic as her throat went into spasms. The nurses drew the curtain around her, applied a hot beanbag to her throat and tried to calm her down. After an age, they re-emerged and glanced over guiltily in my direction, hoping (mistakenly) I had been rendered temporarily blind and deaf.

Apart from red ants running down my back and into my pants from the steroids, an unnerving experience of my throat closing up and painful tingling in my jaw when I tried to eat, I did not have too many bad side effects during the infusion. To avoid the dreaded sickness, though, I had to take another dose of steroids at 5 pm that kept me bouncing off the walls all night.

I realize now that the operations were somehow easier to deal with. There was a beginning and an end to them. I would feel crap for four to six weeks, but in reducing levels. In contrast, chemo cranked up the feeling of crapness as you went through. There was no way of predicting how you would feel after each session, and there was no rhythm to it. For example, I felt relieved on Wednesday and Thursday, but dreadful on Friday and Saturday. The tiredness was nothing like I can describe properly: it was not a sleepy tiredness but a “leg and arm twitching, can’t concentrate” tiredness. I promise I will never complain of ordinary tiredness again! And all I seemed to want to eat were sharp salty flavours to take the edge off the sickness. Even then, everything tasted of cardboard. You need to get into the right frame of mind before chemo and armed to the teeth with goodies to distract you and make you comfortable. No reasonable request refused.

Coping with chemo depression

One thing your medical team doesn’t tell you much about is the chemo depression that creeps up on you until you think you have always been like this. It is only after the fog lifts that you remember this is not the norm. I struggled with it throughout the eight months I was on chemo, but I was so lucky to have the most supportive and unselfish family around me at all times.

If love and kindness alone could be prescribed for recovery, I would have been cured on the very first day of chemo. In an attempt to lift me out of my sinking mood, my amazing brother and his girlfriend Lucie turned up for a Sunday family dinner with armfuls of beautifully wrapped original artworks. They had handpicked a number of quotes to lift my spirits, and David had illustrated them all and framed them as a set. Simply looking at them gave me incredible strength.

Keeping up my spirits was still tricky.

If I could have had a pound for every time someone told me to stay positive, I would be in Barbados right now. If, of course, I could get my colostomy bag past customs!

Never did I need a dose of blind positivity more than I did after the side effects kicked in from my first chemo.

I felt dog rough, so I eventually gave in and headed back to hospital to alert the chemo nurses to my worsening symptoms: night sweats, achy bones and skin, tingling fingers, sickness, diarrhoea and the sort of wipe-out exhaustion that does not let you sleep. This was all met with a reassuring “Ah yes, this is normal, you are having a reaction to the chemo drugs”, the advice to stop the tablets for a few days and to rest as much as possible.

Meanwhile, I adjusted my expectations and learnt to grab that half hour in the day when I was capable of doing what I used to do before the cancer struck. It was wonderful to feel human again.

But all good things have to come to an end (why?), and after a few days I tried again with the capecitabine tablets. They are not for the faint-hearted, and I was dreading having to take them again. It had only been a short while, but I was already on less than good terms with chemo and knew what I was facing. So I prepared nervously to reintroduce chemo into my body again.

I was determined to get my head around this chemo challenge better the next time, but was pondering why my body had not managed to fight off the enemy-invading forces. I eventually came to the conclusion that maybe my white blood cells after an early fight had decided to sign an armistice with the enemy army.

My nutritionist informed me that although I had a healthy number of white blood cells, the little chaps they call the NK or natural killer cells were not active enough. They had allowed the cancer cells to set up base in France (or my bowel), and if that were not enough of a liberty, they had let them go unchallenged into my liver (luckily, for historical comparisons, not England!).

So, what was the plan to turn this sleeping NK squad into the feared Foreign Legion or, probably more appropriately, the current British army?

Luckily, I had two plans – Plan A and Plan B. Plan A was the conventional “operations and chemo” package. My medical team had advised me to embrace chemo rather than to see it as the enemy for mind and body. Plan B was my belt-and-braces plan of complementary medicine and any other forms of as-yet unproven magic. As my nutritionist explained, we had to eradicate the terrain that allowed these conditions to flourish in the first place. Needless to say, it involved taking enough tablets and drinks a day to induce a gag reflex.

Meanwhile, my dad, who had been the driving force behind Plan B and had spent more hours in research than Alexander Fleming, had brought a small pharmacy to my house and did spot audit checks to calculate if I was taking all the drugs.

I should point out here for relevance that my dad is a retired accountant, although we all know you can never retire that part of your brain. Anyway, he then came up with an even more audacious plan. He had found a new product that was so well respected it cost more than a small flat in the suburbs. However, it appeared that you could obtain this product at a fraction of the cost from a pharmacy in Budapest.

So my dad, who can do sums in his head so fast it would give my brain whiplash, calculated whether he could earn enough air miles to fly to Budapest, buy the product from the chemist’s, and be quids in. The answer was yes!

I don’t know what else to say other than my dad is my superhero.

This is how the conversation went: “Let me get this straight, you are going to fly to Budapest on the 8.30 am flight, meet a woman you have just made contact with through a friend in Israel, hand over money for a suitcase of medicine and get on the next flight back home without leaving the airport? And you don’t think any of this will alarm the authorities at the airport?”

“No, why should it?” said Superdad, adjusting his flat cap nervously.

It did seem too good to be true, but these were the actual events that unfolded in Budapest. Here is the background. My dad had researched a product and had set about securing a six-month supply in the most economical way possible. Having found out that the product was manufactured and sold in Hungary, my dad dusted down his little black book and remembered that, on a visit to Israel, he had got talking to a lovely lady called Eva, who had lived in Budapest during the war. Her story was worthy of a film script. For much of the war, she had been hiding in a mine shaft until she was discovered and imprisoned. Thankfully she survived and emigrated to Israel. In passing, she must have mentioned that she had a niece in Budapest called Erika, and my dad had tucked this away for future reference.

Erika is a woman who, in the truest Jewish sense, takes hospitality as an Olympic sport: not only did she research where the product could be purchased even cheaper, but she sourced it and made the two-hour journey to the airport to save my dad the time and bother. And if that was not enough, she came armed with Hungarian wine and chocolates for my mother and me.

[image: image]

It takes time to cope with the ups and downs that accompany chemotherapy. This is quite normal, but each cycle I completely forgot it and suffered from chemo depression during the first week of treatment. It totally altered my perception of most things, and tears were a frequent side effect. One unexpected target for my set of tears was my car.

I am not saying our village is boring, but Pamela, my dear old seven-seater Mercedes, was the most popular attraction in the village for a while. At one stage, I can recall having nearly all of Year 5 in the back of her on one journey home from school. And most of these in the two seats facing backward. Maybe I was being a bit too emotional about a tin box, but you know the way the sun can shine with such intensity to make even the most mundane objects glow with such mystical qualities that you cannot take your eyes off them? Well, Pamela for about four years (while my children were at primary school) had that special light shone on her most of the time.

It may, of course, have been this, or it may have been the fact that nothing else passes for entertainment in our village. But whatever it was, she was a 1¼-ton treasure (and yes, my children did ask my dad to convert this to kilograms which he did in nanoseconds, 1,134 kg), sadly packed off to be crushed, still thick with childhood memories. Many tears were shed.

Meanwhile, my son tried his best to come up with other attractions in our house. Thankfully, not the “sick mother” attraction but plenty of mock rifle ranges in our not so peaceful garden. In stark contrast, my daughter’s answer was, and still is, to bake. Not one person left our house without a home-made cake or biscuit to comfort them. Many charities have benefited from her awesome fund-raising talents, with “giraffe- shaped, rain-soaked biscuits” being just one of them!

Jenny presented me with a wonderful treat a few days after I had been diagnosed. Knowing that Lois and I would donate a year’s supply of chocolate for the chance of seeing the Spanish Riding School, she had booked a couple of tickets for their first London tour in five years. I remember thinking it was a daunting three months in the future, and I could not be sure how I would be feeling or whether my mum, who has hippophobia, would have to go in my place. (Hippophobia is a fear of horses. It is somewhat unfair of me to have a laugh about it as my mum had to conquer her fear after taking on my horsey duties and accompanying Lois to the stables. No mean feat when Welly, the pony, was less than gentlemanly and liable to put the willies up anyone.) Thankfully, for both of us, that was not the case.

So after banking a load of sleep and taking an industrial supply of bacterial hand wipes and a promise to wear my face mask as my white blood count was still very low, I set off with Lois, determined to avoid the great unwashed and their germ factories. It worked a treat as, miraculously, we appeared to re-enact the parting of the Red Sea wherever we went.

As you undoubtedly have already concluded, I am a little bit spoilt, and yes, Superdad and Supermum were waiting outside to drive us back home. This unhappily coincided with a rush to Wembley for The X Factor quarter-final results, so traffic was beginning to resemble a Beijing Expressway. Never one to sit in a traffic jam when there is an illegal bus route he can take, my dad set off on a mission to beat the traffic. We thought we had got away with it until a ticket arrived in the post a week later. Poor dad!

The thing about chemo is this: you need the promise of treats to get you through the days when all you want to do is sleep and wake up in six months’ time. But some treats are never as good as you had led yourself to believe. Take baths, for example. I longed for a bath at the end of the day to ease my aches, warm up my skin and let my mind float away. So how come that, within seconds of easing myself in, I feel hot and bothered with an urgent need to escape? But I cannot because I poured a pint of magnesium salts into my bath as my nutritionist told me it helps me sleep and is absorbed through my skin. So I sit clutching my knees until I feel I have got my money’s worth, then I can get out and flop into my bed. The same can be said for cakes or savoury treats. I sent my mother loopy behaving like a modern-day Henry VIII on steroids, demanding new daily flavours and foods to help with the chemo sickness: “This week I fancy macaroons, but only the ones with dark chocolate on that you get in that shop way yonder (the next county)” … only to put them to my lips, taste the now familiar flavour of cardboard box and vow never to eat them again.

My dad, of course, took this as a fabulous opportunity to add even more ginger to my daily juices, assuming I would not be able to taste or complain about it. Sadly for him, ginger is one of the flavours that get a free chemo pass, and so I was very vocal in my distaste for this, too, despite his good-humoured “It’s good for you”. Everything my dad gives me is “good for me”, I have since found, thus halting any feeble attempts to refuse it.

Random thoughts while I have a brain

I used to think Monday was an awful waste of a seventh of the week and would have been much happier with two Thursdays or two Fridays instead. But I must say that having cancer and being unable to work through chemotherapy helped change my mind. All days are precious, but Monday became an especially nice day as it coincided with my friends coming to see me. They would galvanize me into action if they rightly detected a note of indolence about me.

Admittedly, our local delicious tapas bar did help sugar the pill. The one thing I was not expecting was how much chemo made me ravenous, while, at the same time, it made me nauseous. If I was not seated and eating by noon, I was in danger of eating my young. Our friendly tapas bar learnt to collaborate with this indecently early arrival, and any shock they felt at being caught in their pyjamas was hurriedly hidden under a welcoming smile.

But I have to confess I sometimes did overdo things.

I had taken to this positive mind and body thing so enthusiastically that I literally convinced myself that I was as fit and well as the next man (unless, of course, the next man was Jack Lemmon in The Odd Couple). My memory had also colluded in this farce and downplayed any knowledge of past surgeries or chemo drips. In fact, my old surgery sites (bowel and liver) took on the air of ancient elder statesmen who would scoff at the little chemo upstart and tell him in their day they practically let the surgeon rip me open while on nothing more than a swig of whisky.

This is obviously how the human brain is wired to cope. Ask any woman who has given birth more than once. However, this lack of memory and denial from my brain did not help my poor physical body that had just about had enough of this and was staging flash daytime sleep attacks: I was perilously close to becoming narcoleptic.

And if that was not enough, you could add schizophrenia to the list. There was the sensible me that went through the surgery and the bad days of chemo, rested when I needed to and listened to good advice. And there was the silly me who put my fingers in my ears and ran everywhere at 100 miles an hour. The problem was that the silly me did not know when to stop and the sensible me had to tell it off frequently.
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Now for the good news and the bad news. I was due to start the second cycle of chemo on the day the NHS nurses and doctors decided to go on strike. This would have meant crossing over a picket line, but after seeing my oncologist in the afternoon, my white blood cell count was too low to continue, so chemo was cancelled. The doctor who took the sample – we shall call him Dr Needles – was to blood what Paganini was to violins. My blood practically sang as it came out, and I never had any problems satisfying his demand for multiple test tubes of blood.

However, he had no control over the quality of my blood, and I left disappointed to hit delays so early on in my treatment. It did mean that I had an extra week off to try and get the little deserters to come back and fight. But I was feeling really tired and quite reasonably upset about this.

This early capitulation meant that I was now a candidate for injections to stimulate my white blood cells. Unfortunately, they came with a new set of side effects, including bone pain. I was trying not to feel let down, but my body was not coping well with chemo – or, with the immortal words of my laid-back oncologist Dr Drugs: “If I continue with treatment this week, I may kill you!” Which he said and then went bright red and hooted with laughter, before opening the door and releasing me into a world festering with biological weapons of Rachel destruction.

At the beginning of my chemo regime, some people were concerned about my general laid-backness and had mistaken it for denial, wondering what I was really feeling as I was obviously not doing my fair bit of mourning or raging. As I have already said, anger is not really my thing.

I recognized this worry as the “there but for the grace of God” syndrome. I had it myself when colleagues or relatives got ill. Unable to imagine how I would deal with something so major, I assumed the poor soul had courage beyond my wildest dreams or nightmares.

So here is the good news, should you ever have any bad news: it is not true! You would almost certainly cope with it in your own unique way. I have had the honour of meeting some incredible men and women going through similar treatments as well as those in remission. Without exception, they were all getting on with it and living without the heavy burden of “Why me?” dragging them down. These wonderful people made it easy for me to follow, and I was enormously grateful to them for giving me a crash induction course into the cancer club when I became a recruit. However, most of us do get a bit conflicted when we hear “You fought it” or “So brave, so inspirational” quotes attached to almost anyone going through cancer. Yes, you probably do get quite brave. Not out of choice but out of necessity. But don’t for a minute think that anyone who does not make it through fought any less, or was any less brave or inspirational. It’s not a fair fight and cancer is a dirty enemy.

The medical profession help you cope in their own unique way

Throughout my treatment, I have noticed that doctors often say one thing and mean something else entirely. In my experience, the medical profession falls into two camps: those who have the greatest respect for potential risk and would not be out of place in the accountancy or legal profession and those who think that Bear Grylls could do with toughening up a bit. The trick is to be able to cotton on quickly which one you are dealing with and ratchet up or down their advice accordingly. My favourite was the line “This might hurt a bit,” which also translates as “The last patient bit through his tongue.” Another was “You shouldn’t suffer too many side effects,” which became “You’ll be back in here in three days pleading for your life.” The understatement of all time was “You’re a bit poorly,” also known as “Cancel all engagements for the rest of the year.” My family particularly liked the line “It’s only a quick ten-minute or so procedure”, especially when they were lucky to get out of the hospital the same day and never without a parking ticket.


CHAPTER 10

KINDNESS, A GIFT THAT KEEPS ON GIVING

Most families are content to be found in shops or, worse still, estate agents in an attempt to empty the contents of their bank accounts before bunkering down for the relaxing budget festival we call Christmas.

As I may have hinted earlier, my family has low-boredom thresholds unsullied from a lifetime of watching TV. So any chance to join me in hospital was billed as the outing of the week and well worth bartering for. My mother won that week, after promising to do everyone’s Christmas shopping as payment for her reward.

After being the last to leave the ward previously, I naturally assumed I had done my time and would now be fast-tracked through the system on the day.

Not so. Dr Deputy Needles (aka The Hairdresser), in his gratitude at finding some blood from one of my damaged veins the previous day (we had got used to checking on my blood a day beforehand to avoid turning up and being constantly turned away from the chemo ward at the last minute) and temporarily blinded by his success, completely overlooked the demands from the chemo vampires for two test tubes prior to starting chemo. He was nicknamed The Hairdresser on account of his conversational tactics which relied solely on asking me where I was going for my holiday this year. I could not decide whether he was being ironic or serious.

Anyway, the chemo ward overlooked this as well until about half an hour after kick-off when all hell broke loose. Thankfully, Carol, one of the sweet chemo nurses, who managed to combine gentle compassion with an organizational zeal unmatched even by the North Koreans, was on the case.

More blood was demanded, and after an hour or two’s wait for the test to check that my kidneys and liver were still doing whatever it is liver and kidneys do, she plugged me into my USB port for that day’s “special”, oxaliplatin. The happy hour lasted two hours.

While I was waiting for the side effects to hit, I was distracted by one of the other patients who reminded me that however rubbish I feel, I don’t have far to look to find someone worse off. Alerted by her unique walking style, I discovered that this brave and cheerful lady had had no fewer than five knee replacements and three shoulder replacements. Now, even in my drugged state, I was able to ascertain that this poor woman had gone through knees and shoulders faster than I go through a pair of leggings. And now she was back in suffering from lymphoma, starting her first chemo regime and about to break the news that night to her 92-year-old father. A sobering thought.

As I watched the chairs emptying and the nurses leaving, my mum offered to give the ward a once-over with the duster and Hoover, before turning off the lights and going home to await the fun chemo number two had in store for me.

Not content to let me rest on my laurels, the second chemo round added a new menu of side effects, including a frozen face, nose, forehead and eyes – like plastic surgery but without the benefits, resulting in some funny gazes at parents’ evening.

My legs had also chosen to play up this time with constant pains in my shins and pins and needles all the way up whenever my body temperature dropped below room temperature. I may have brought some of the new side effects on myself by reducing my steroids which made me jumpy, insomniac and tearful. The pay-off was a miserable three days of feeling really sick when I could barely keep down water. I made a mental note not to play around with steroids in future.

Pre-cancer, I was terrified of being sick. I am not saying I love it now, but having the best anti-sickness drugs is certainly a help. And it helps to know which ones to ask for as, trust me, they don’t always hand over the best ones first! Chemotherapy is famous for inducing nausea and vomiting, also referred to as CINV (chemo-induced nausea and vomiting). This is because chemo can injure the stomach cells that start off the process of being or feeling sick. It can directly activate the area of the brain responsible for producing nausea and vomiting. There is a long list of anti-sickness drugs that you need to experiment with as they work on different receptors in the brain.


	Benzamides such as metoclopramide block the effects of dopamine on the areas of the brain signalling vomiting. It also speeds up the emptying of your stomach, so you can get diarrhoea afterwards.

	Serotonin antagonists are most commonly prescribed and include ondansetron which blocks the effects of serotonin on the vomiting centres in both the brain and the intestines. 

	Corticosteroids, also called steroids, such as dexamethasone, can interfere with sleeping, but help with nausea.

	Benzodiazepines include lorazepam and Nozanin (levomepromazine). These tranquilizers are used to treat anxiety disorders, but can be powerful because they calm down the brain. They also help with sleeping. 



The two anti-emetics that worked best for me (and I imagine cost enough to bankrupt the Primary Care Trust as they appear to be offered as a last resort) were Emend and Nozanin. Emend apparently works well to treat “anticipatory” nausea and vomiting.

One drug I never got to try was nabilone, which mimics a substance found in cannabis! It is used for treating severe sickness from chemo that other drugs cannot reach.
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When bits of the Sly Old Fox started growing out of control and needed removing, I had no idea this illness would lead me to a bunch of people whose daily motivation is truly beyond me – people who find reserves of kindness and generosity of time when everyone else is flying around at increasing speeds in preparation for the annual 24-hour shutdown we call Christmas.

Hopeful Notes is a non-profit local music society led by Tom Van Kaenel whose aim is to help and heal through music. The people involved gave up every lunch hour before Christmas to perform carols in the Churchill Hospital in aid of bowel cancer. This was even more remarkable as I had not long had the pleasure of meeting Tom, and I am sure these volunteers all had charities that were closer to their hearts. I do find this amazing, and I can only conclude that, from my experience, the more austere our circumstances are and depressing the news is, the more this is countered and exceeded by the growing pool of kindness, positivity and generosity.

I was also encouraged, despite my low mood at the time, by the ever-growing army of volunteers I had access to. I had a new therapist courtesy of the hospital. Apparently, I was eligible for four free treatments, and I chose reflexology from one of the volunteers. It was the most blissful way to spend an hour after my chemo regime, and I really think it helped with some of my side effects. I did not even mind Carol coming in afterwards to land a needle in my stomach to encourage the bone marrow to fire up.

This was followed by my wonderful regular reiki therapist, another volunteer, who has been treating me since the beginning. She was always full of useful information and tips to help me accept my situation and feel less nervous about all the random things going on in my body. This angel was sent to me by the Ian Rennie Cancer Charity as part of their Hospice at Home care, and I loved it.

However, my reiki session at home was not quite what Mary, my therapist, was aiming for as she pressed play on her relaxation tape and asked me to breathe in peace and love and breathe out fear and tension.

The assault on my senses did not match previous sessions where a kaleidoscope of colours danced in front of my eyes.

The first clue that relaxation might be an elusive goal was the arrival of three boys on bikes who galloped two stairs at a time into my son’s bedroom. I have heard rutting stags make less noise. I breathed in deeper, my diaphragm emptying fast. “Keep the noise down, please,” I begged. A moment’s silence followed by the bedroom door shutting and then sounds of the punch bag being knocked into next door’s hallway and more sounds of cats being neutered. Why are boys not taught in science that three inches of MDF does not cover them in a cloak of silence?

The doorbell rang, announcing the arrival of my mother. “Joseph, there are six pairs of shoes blocking the door, I can’t get in!” she bellowed. Two more children, one of them mine, fell in behind her. The dog barked. The phone rang. The boys fell over each other to get down the stairs first. Joseph began his earnest attempt to play ‘Mad World’ loudly and repetitively, and the poor strains of the relaxation tape finally gave up its feeble attempt to distract and started to wail disconcertingly. We both collapsed into giggles and gave up.

In the space of 30 minutes we had moved from a relaxed family house to a lunatic asylum without the usual familiar interval of a Mad Hatter’s tea party. My therapist told me the reiki would still do its work even if I was unable to benefit from the normal levels of relaxation and made a mental note never to turn up again outside of school hours.
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Another unexpected pleasure during my chemo break was a friendship with a wonderfully warm and charming scientist, Dr Robin Hesketh, a cancer biologist of some repute who has worked in the biochemistry department at the University of Cambridge for over 25 years. He was in the process of publishing his latest book, titled Betrayed by Nature: The War on Cancer. Recognizing the need for a blog to promote his book, he approached me.

In Robin’s words in his article “Twists in a Tale” (2012):

She was looking for distraction from embarking on post-surgical chemotherapy for bowel cancer. As a virgin blogger, I was desperate for someone experienced to tell me what to do. In traditional male fashion, my overtures were very much of the hope rather than anticipation variety – even with my manic enthusiasm for cells and molecules I had to admit that someone grappling with colorectal carcinoma might find less than irresistible the post of Reviewing Editor (unpaid) for articles on cancer. But no, she said yes! She stuck by her word by marking my first essay – with disconcerting perception – within 24 hours (university tutors please note!). And in the process we have become the best of friends.

Now science (or, in this case, Dr Hesketh) needs me as much as my dog needs a manicure. I can certainly testify that the distraction was well worth the odd suggestion I made to put a picture in here or there. But we struggled through, and I learnt more in those months than I learnt in all the years I was interned at school. Robin had produced, in his words, a “SciNov”, a book that reads like a novel in which science and the folk that do it make the story. It is a wonderful book, and I heartily recommend it, as well as his blog, of course. Check it out on: www.cancerforall.wordpress.com. One tidbit you might enjoy is that stress can affect cancer, yup, I expect you’re already on to that one. But did you know that apparently the two most stressful things we can do are making a speech and doing arithmetic in front of an audience. Just five minutes of these is enough to push our salivary cortisol levels up two- to four-fold. That’s my days of becoming a NASA scientist over then.
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Those of you who know me will nod enthusiastically when I say I am always late. But even I was disappointed with how late my white blood cells were being when I was sent home again from the chemo ward and told to try again the following week.

Yes, I am afraid I was neutropenic again. Neutropenia, a decrease in the number of neutrophils (the most important white blood cells), was becoming such a regular event in my life that I did not even need to check the spelling. But if you are interested, it meant that my neutrophils, or neuts as the medical profession fondly call them, which are the defenders in my white blood cells that foreign bodies usually run into first, were down again.

It would be charitable to say it did not hurt too much when Dr Deputy Needles unsuccessfully tried three times to get blood out of my damaged veins that morning when doing the normal checks of my blood levels prior to starting chemo. After an hour or so plugged into the saline drip, the results came back with red ink all over them and a note to try harder.

There was evidence mounting to suggest that my neutrophils were pacifists and were no more interested in fighting these cancer cells than I was in going to the Boxing Day sales (I would rather sit on the sofa with a nice cup of tea). So, in addition to the bone-marrow injections I enjoyed to encourage activity, I could now add selenium and Resbid tablets to my regime, two cups of green tea a day, vitamin D, a partridge in a pear tree and a diet so high in protein that I expected to get offered automatic membership to the World Boxing Federation.

Looking for positives, I had a week off over Christmas to spend with the kids before they went back to school feeling relatively normal. Then I thought that it was time for a serious word with Dr Drugs my oncologist to decide on the path of lesser risk: delaying each cycle for another week or reducing this early on to chemo for cowards? I thought even he would relent from his usual “Let’s see how it goes” response and dream up some new delicious-sounding chemicals to test-drive.
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I could not help feeling nervous as the year drew to a close. It had been such a year of change and upheaval that, as New Year’s Eve approached, I felt sure there was still time to pack in at least one more major event.

I suppose I was not the only one who saw 2011 as a year of fear, and I was lucky enough to miss a great chunk of it by turning off the news for at least three months while dealing with my own drama. As I had probably managed to avoid some of the worst things going on in the world, I decided not to read the annual round-up across the media as I did not want to accidentally stumble across something I had missed and have to squeeze in all that worry into a few hours. I could risk it leaking into a brand new year.

On my own micro level, I would like to rewrite this as a year when I learnt the power of love, extreme kindness and generosity, and so I decided to greet the new year with a cheery smile and a plan to be 100 per cent healthier, 50 per cent tidier, 25 per cent slower and 25 per cent more tolerant, because the new year was not going anywhere until at least the next year – and that felt a very long time away.

I was pondering whether it says something about the English that, despite the richness of our vocabulary which allows us to draw shades of distinction unavailable to non-English speakers, I could find only a couple of words to express thank you. Right at that moment it did not seem in any way enough for me to express my gratitude to everyone who had got me this far and was still looking like they had legs to get me through the rest of the pitiful “journey”.
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I started the new year back on track. Neutropenia was on hold for the time being.

The only benefit of being neutropenic had been the extra week off to try to build the white blood cells back up. The ever-charming oncologist informed me in a matter-of-fact way that week that I had lazy bone marrow – something I could not help feeling rather guilty about.

But what a treat those extra two weeks had been. I spent days forgetting about having cancer and feeling ill and enjoyed the sensations in my body as they were reawakened. Believe me, it is pretty wonderful to be able to think in a joined-up way, talk, smell anything (although not the dog), taste and sleep. There is nothing more euphoric than feeling well again once the chemo fog has lifted and you can see and feel clearly. I felt like a blind man learning to see.

Unfortunately, this respite into normalness was short-lived, and I was soon in again starting my third chemo cycle.

If you are inviting into your body a toxic cocktail of chemicals that have the power of life and death, it is quite within the realms of plausibility to expect a trade-off in the form of feeling crap. And so I spent the following week or so running at around 25 per cent of my normal “me-ness”.

While the chemo was dripping its poison into my veins I looked around for suitable reading material and, finding only “Caught out! I Facebooked my boyfriend and found his wife!”, I decided to read the nice brochures on side effects for my latest panacea – a perky little drug that promised to eradicate both insomnia and sickness. However, on reading the promotional material I was alarmed to find that these Nozinan tablets were also commonly used to treat schizophrenia. Is there something your doctor is not telling you, Rachel?
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Keeping up with my promise to try new experiences, I followed that by enjoying the pleasure of lying down for half an hour each week covered in ultrafine needles, courtesy of another medic to add to my list – an acupuncturist.

This was not as painful as it sounded, but I was naturally disappointed that I left the session without having given at least a test tube of blood. It turned out he was not your average Dracula. Keen observers of qi may not be surprised to hear that mine was blocked and in need of a good old flush-out and rebalancing. While this was all supposed to help with the nausea and the problem with the white blood cells, an excellent by-product of all this was a clear head. I had energy!

Observing that the biggest obstacle to getting properly well might be the nonsense that still circulated in my head, the acupuncturist gave me a good talking to about tapping into the power of my mind. I left with the following two challenges that I was to do at every opportunity, along with his wise reminder that “a calm mind is a powerful mind”:


	I had to imagine lying on a golden blanket and, starting from the top of my head, breathe in white light from the universe, feeling it purifying and cleansing every cell in my body from the top of my head to the tip of my toes, concentrating for longer on my liver and intestines. A kind of holistic CT scan, I guess.

	I had to practise drinking a cup of green tea slowly, tasting every mouthful, smelling the tea, feeling the warmth on my face and concentrating on nothing else than the sensation of drinking and the feel of the new bone-china cup. I also needed to apply this to the task of eating a meal.



This was a far cry from my usual practice of eating and drinking while on the computer, watching TV and talking on the phone, all at the same time and at speeds that would make a hamster feel giddy.

If I could do all this and keep my sense of humour, he prescribed a regular jolly good laugh, although, of course, not while eating or meditating.
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Birthdays are a big deal, especially when you are not sure how many more you are going to clock up. And as I was coming up to 46 winters old now, it made me want to thank my poor parents who were now putting up with the consequences of their actions 46 years ago!

My mum – how awe-inspiring can one woman be? She has been my rock, my best friend, my comfort all my life. I wish everyone had a mother like mine (but not mine, so hands off!). I have been asked countless times to lend her out over the years, and she sometimes does go on missions, but always comes back. She is with me on my dark days, when none of you really know, and she celebrates my up days, too. She is best friend to my friends, mother to my kids; she cleans and Hoovers, brings water and food, takes the children home at the drop of a hat and stays strong when she herself has been through hell and back. I will never find anyone in my life like my mother!

And my dad – what compassion and generosity! My wonderful dad has done more to eradicate my cancer than any person I know would. He reads and studies all the time for new things to help me; he books and pays for nutritionists and acupuncturists, pills and potions and anything else he can get his hands on. He brings me daily nutritious juices which he juices himself and drives like fury to get them to me within the 20-minute optimum drinking time. I have not yet found an hour early enough to get up to catch my dad out! Waitresses, therapists and shops around the country will testify to the physical battles that take place over payment everywhere we go. I have not won yet, and I am 29 years younger than him and in full-time employment.

Every time anyone says, “You’re very brave, how do you do it?”, I refer them to the above. I love them to bits and am very blessed.


CHAPTER 11

APPROACHING THE END OF CHEMO

It is incredible how many people congratulate you and say, well done, you are halfway through. Yet at the time, I could not join in with the premature celebrations. But off I went again for my fourth chemo cycle after two blood tests to make sure my white blood cells were conquering their fear, standing up straight and defending their stations with more than the usual feeble “say no to cancer” placards. So imagine my shock when they passed their physical for the first time ever that morning. What heroes! I can only assume they were watching Birdsong with me on the Sunday, or maybe it was the bone-marrow injections, the acupuncture or the new pills which I had been gagging on all month.

The day before, the ever charming Dr Drugs, confronted with my lazy bone marrow and a growing list of side effects, had decided it was time to lower the dose by 20 per cent.

Jenny was my chemo caddy and kept the whole ward amused by “Jenny TV”, as I called her when she was in entertainment mode. She also did a good job of teasing my chemo nurse by explaining how we met: “We worked together, fell in love and then … when did we have our children, Rachel?”
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After a couple of weeks, I was leaving my latest persistent vegetative state, and my activity tolerance rose to an impressive 30 minutes, which meant that I could turn back my attention to observing the strange and funny ways in which my life and, in particular, my appearance had changed.

Speaking as someone who would rather step willingly onto a flying saucer than a set of scales, I was finding this new monitoring and obsession with my weight alarming.

The only other time I recall my weight being under such scrutiny was during and after pregnancy, and I have done my best since to forget and unlearn kilograms should I ever accidentally fall onto any scales again. However, I was now weighed more frequently than an average bag of goodies on MasterChef, and it appeared that I had eaten the contents, too.

But what I could not quite comprehend was the look of glee in the nurse’s eye when the scales topped the last chemo session, and she exclaimed: “Well done, you’ve put on weight, go on treat yourself to a fried Eccles cake sandwich.” Such is the way of the chemo nurses who have mastered the art of making the depressing reality of the chemo ward seem mundane and pretty normal that they thought this called for some serious celebration.

Another interesting thing I noticed was that I did not conform to what people thought a cancer patient should look like. I know looking “hot” had different connotations, and it seemed awfully vain to worry about my appearance while I was daily ingesting enough chemicals to deep-clean the bathing facilities at a senior boys’ school. I did feel guilty for looking so “healthy” when I saw people’s reaction and, for a fleeting moment, worried that they thought I was putting it all on. And yet again, I felt a twinge of guilt for assuming in the past that your outer appearance is a good indicator of how you are feeling inside.
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I thought we were due an update on the medical research progress of Superdad. Anyone who knows my dad will testify to his methodical research and caution and certainly would not label him a shopaholic. But there is a gene in our family that can kick in with no prior warning and cause all manner of contradictions. One notable example of this break from normal service was the purchase of a wild untamed New Forest pony bought with about ten minutes’ notice for his ten-year-old daughter (me) after driving past a “For sale” sign during a week’s summer holiday. The decision was even more alarming when you consider I knew then as much about horsemanship as Donald Trump does about restraint.

Not quite on the same level of spontaneity and enjoyment, but nonetheless caused by the same charming quirk, the shopaholic gene kicked in once again, and we now had more remedies than your flagship Holland & Barrett. The latest purchase to join this collection was Chinese herbs.

To help persuade me to drink this brown potion to treat my blood, Superdad gulped down a glass and declared it tasted very nice and rather like warm liquorice. Meanwhile, Supermum carried on fumigating the house and had to drink her potion in secret in the kitchen for fear of giving away tell-tale facial signs of distress. I then drank mine and while I might have needed to have my brain thoroughly washed before I viewed it as a treat, it was not half as bad as I thought.
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Chemo is like carrying around a heavy paddling pool full of water. Sensible advice would be to never attempt it on your own. But here I was attempting to do the very same.

My partner and I split up.

His coping mechanism was to try to take even more control by taking to the bottle even more. I began to feel trapped and treated as an invalid as he took control of every aspect of my life, it isolated me more and more from the rest of my family and friends who were not only kept away from my bedside, but visits were limited to the house. I was too weak at that stage to complain, but the atmosphere that descended was like a cloud that was so thick and heavy with water that the moss was visible inside and the only thing moving in it were snails. But worst of all my children were nervous and kept their distance.

This continued for several months, with relationships between all of us worsening. This was not me. And it was certainly not the way I wanted to live my life. I had always got energy from other people, and any tiredness I might have felt physically was more than made up for by the mental boost their company gave me.

Early in February 2012, a crisis that had been brewing for a long time erupted which resulted in our relationship finishing abruptly and that very same day. Then a wonderful thing happened. People started returning in droves. My house was full of fun and laughter again. The cloud had lifted, and my family and friends moved in to fill the space. I felt lighter mentally and stronger physically.

I was now in the thick of the chemo phase, the hard middle term.
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When we split up, I was thrown back into learning to do lots of things for myself again and, to my surprise, I found I liked it. For many years, I had been firmly convinced there are things that I am hopelessly incapable of doing, and I had happily kept topping up this list over the six months since the diagnosis. But there comes a time in your treatment after a long period of enforced abstinence when you actually get excited again by the simple things in life.

For example, I was sure that the novelty of cooking would soon wear off, and my dear mum who was watching in the wings was ready to magic up a meal the minute my energy flagged. But for the moment I was enjoying browsing around a supermarket and thinking of inventive things to do with chickpeas and lentils. I also enjoyed making a fire (after the hot flush of chemo had passed, I usually felt cold), tidying the house and chucking out stuff.

And finally, dipping my toe back into the workplace. This new style of “working” was most agreeable. It involved popping in to catch up with my team, colleagues and boss. If you have been AWOL for six months, you will get many reactions. The most common are big bear hugs and exclamations of “You look good” coupled with the confession “You looked pretty dog rough before you went off sick, but being British, we did not want to say.”

There are inevitably also a few people who will not meet your eyes and are excruciatingly embarrassed that you are ill and terrified you will want to talk to them about it. And, for goodness’ sake, it involves bowels! A double no-no.

But the oddest thing is time, a concept I am frequently reminded is hopelessly unreliable for measuring anything and should be banished for ever. For example, the six months since the diagnosis had involved such a dizzyingly fast amount of change and head rewiring that I felt at the very least it was comparable with running a small Eurozone country. Yet, for my work colleagues there appeared genuine shock that I had been away that long; some thought I was just a bit late back from lunch and was still busy working on many of the same familiar projects. One colleague was not even aware I had popped out for lunch! I chose to view this as an example of how much work takes over our life, rather than the other less flattering interpretation.

Change is another difficult one to get your head around, especially if you only rely on the evidence of your eyes. The journey to work, including traffic jams, had not changed, and the office looked the same, give or take a few rounds of musical chairs. To the naked eye, everything looked the same. My office still had my “To do” lists on the wall.

Plus ça change, plus c’est la même chose is all I can say …
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You have to take the fun where you can find it.

The day started predictably enough, with light following dark and kids sleeping in nicely. Things were not to remain normal for long. Now it was the fifth chemo session …

“Has anyone got a bung for my ooji?” my chemo nurse asked the other chemo nurse, who promptly and without need of a translator provided the missing bung. I did not see where she inserted it. There followed an animated conversation with her colleague on how to hook me up to the drip from my portacath. I suffer a little deafness, but Beethoven himself would have been perfectly capable of hearing this conversation:

“I’m not very good at finding these portacaths, are you?”

“No, I don’t like doing it, they move around too much. I tried her last time and after three attempts had to get Sam to have a go.”

Undeterred by their lack of success, they made their way to me, brandishing needles, and, sure enough, had a good old game of “pin the tail on the donkey”, although this donkey was playing hide-and-seek. Finally, on their third attempt, Sam was called and found the illusive portacath on her first attempt again.

In then came a shot of steroids called dexamethasone, or Dexy’s Midnight Runners as I called them. I hated them as much as I did the band, and while they did not sing ‘Come on Eileen’ at the end of the evening, my legs did a passable impression of dodgy dancing and twitching all night long, so don’t tell me that’s a coincidence. An anti-sickness injection followed, and we were just about to keep to schedule when I noticed my name on the chemo was Brown, not Bown (as I was then known). Now, I have no problem with this as I have never been attached to surnames (you might notice the name on the front of this book has changed), but the chemo nurse was on the case: “That dipstick boy doesn’t know what he is doing.” Hmmm, not at all alarming then, seeing as this dipstick boy is from the pharmacy that makes up the chemo, and I am pretty sure there is some strict science behind it. At least I hope he does not approach chemical recipes like I do food ones with a “that looks about the right amount” mentality.

However, as I am getting used to cancer, nothing stays the same for long, and my newfound fun soon descended into the dreaded side effects.

I was not feeling in the least bit sorry for myself, but I just fancied documenting, while I remembered, the various inventive side effects of chemo and, in particular, that nasty little nerve drug called oxaliplatin. On the days when my body cut me some slack and I felt normal again, I tried to “love” this poxy Oxy in the hope that it was acting like a cold-blooded serial killer, showing no mercy as it hunted down the devious cancer cells. Sadly, it was not intelligent enough to weed out the bad guys from the good guys and just mowed down everything in its path, while I kept my fingers crossed that there were enough white blood cells left to keep the rest of my body going when Oxy had finished its latest two-week killing orgy.

But right then when I was still struggling to throw off my fifth chemo round, I was not even on speaking terms with poxy Oxy or its sidekick, capecitabine.

Chemo is cumulative, and I was beginning to really understand what that meant as the recovery period took a little longer each time and some of the side effects started to show signs of being a bit more permanent. I had read that the nerve damage brought about by oxaliplatin could continue to muck you about for 18 months after treatment has finished.

I remember sitting in the oncologist’s office before starting chemo, with Dr Drugs telling me that no two cycles would be the same; as everyone reacted differently, there was no way of predicting who will get away with it and who will not. As it became clear that I was not going to “get away with it”, I was comforted with vague murmurings that it might mean (no one ever commits themselves to assurances) it was doing a better job on me and this could be interpreted as a positive sign. Thanks, doc.

This is how I described my reaction to being nuked: it is a three-hour process preceded by anti-emetic sickness drugs that need an hour’s head start, followed by more anti-sickness drips and steroids before the Oxy infusion can be dripped in over two hours. Almost immediately I begin to feel my brain shutting down and the nausea starting to creep up on me as the last remnants of energy are sucked out. Before you leave hospital and step outside into the cold air, you must first mummify yourself with scarf, hat and gloves as the smallest breeze freezes on your lips. (If you accidentally breathe in cold air, you cause your throat to go into spasm, which, having witnessed someone choking during my first chemo cycle, I never want to experience myself.) My fingers start tingling and any pressure or cold brings on extreme tingling sensations in hands and feet. This is called peripheral neuropathy. As it can be permanent, much care is needed to avoid cold, even to the point of taking something out of the fridge with gloves on! The most unpleasant feeling is the effect of the cold on your face as you feel your forehead, upper lip and nose freeze like a botched batch of Botox! On several occasions, my eyelids have dropped shut and have been unable to open in a kind of nerve spasm. My tongue swells, and I am left with a nasty permanent taste in my mouth, only relieved temporarily by eating something strongly flavoured. It is strange how you can feel both nauseous and ravenous at the same time.

As Oxy continues its hunt around the body, I suffer first constipation and then the opposite. I have no idea whether this is caused by the Oxy or the steroids, but it all results in me turning into a jittery bundle of nerves unable to concentrate. By the second day, the heat comes and my face, hands and feet all feel like they are on fire. By the third day, I have horrid night sweats joined by the dreaded bone-and-skin aches, which seem to last for five or six days. Strangely enough, I welcome this: although it feels like flu, with every pore in my body aching, it is comforting to feel this lymph pain, particularly strong around my face, neck and legs, as it is proof to me that the chemo is circulating throughout the lymph, which is encouraging news, considering that the cancer had spread to my lymph and liver. At this stage, my face is round and moonlike, although mum says she likes it as I look younger and smiley. I am glad to say it does reduce in size again from about the eighth day and starts to look like the recognizable “me”.

I have got used to wearing sea-bands (acupressure wrist bands) instead of bracelets to counteract the nausea, and I am drinking everything slightly warm, although I long for an ice lolly or a really cold refreshing drink. Still some way to go before I can join the ranks of post-chemo patients who have their brains washed into remembering nothing more unpleasant than a little bout of flu!
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Being a “little bit under the weather” highlights the very essence of being English. Our national character trait is to be self-deprecating and crazily understated. We would rather chew off our own tongue than be accused of the heinous crime of boasting. Luckily, we disguise any whiff of a boast under the cover of “one-downmanship” that we show off when discussing anything remotely serious. But … it is still not enough to shrug off our predicament in a dismissive manner; we must also do it in a witty or amusing way.

How fortuitous for the English then to possess all the perfect characteristics to tackle the jaw-dropping embarrassment of having cancer or, worse still, talking to someone who has.

It is absolutely forbidden, for example, to answer the polite enquiry “How are you?” with a “Not very well, I have cancer.” This will be met with nervous coughs and raised eyebrows. You will have to be English yourself to appreciate how utterly discomforting those coughs can be. So a better answer perhaps would be “Oh, not too bad, had a bit of the bowel and liver out, and my body looks like it has been knitted together by the reception class, but mustn’t grumble, had a few days off work!”

Humour has always been my favourite coping mechanism, and it strikes me that we are all at our best when we are laughing right in the face of adversity. So give me a double helping of irony, humour or mockery any day of the week, please.

One such example was a snippet of a conversation from a neighbour who stopped me in the street one morning: “What I want to know is why are good people ill and dying, but when I turn on the television, murderers are still alive?”

Anyway, with Doctor Needles waiting patiently for his next fix of blood, I could not even graze the surface of this conundrum before rushing to have my second blood test in four days. Feel free to ponder now!

I was getting used to this double think – “wanting” the chemo, but secretly pleased when it was delayed owing to my white blood count dropping, I presume, like a feather and labelling me neutropenic again.

Alas, I was provisionally booked in the following day for my sixth chemo round out of eight sessions in all, hoping that the painful G-CSF (granulocyte-colony stimulating factor) injection would work this time. My medical team had informed me that the muscle pain and flu-like symptoms I experienced for a week or so were a consequence of these bone-marrow injections, so I was hoping they were doing something more useful than annoying me. The rest of the week was fully booked at the chemo ward, so I asked to be put on the waiting list just in case, which, Jenny remarked, was a mightily strange thing to put your name down for. She could understand if I was on the waiting list for a nice restaurant … but chemo, really?

All these delays meant the end date for my treatment was continually being pushed back, and the isolation was starting to do my head in. I thought about trying to volunteer at the local hospital, but they reminded me that being neutropenic and hanging around the factory where they grow germs was not recommended by people more intelligent than me.
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Before cancer, I had never considered myself in any way a control freak and was happy to let chaos take over my life. However, once I began my new full-time occupation of visiting men and women in white suits, something strange happened: to my amazement, I tried to think ahead and build a plan encompassing occasional treats, visits and even possibly a bit of work. This proved more wasteful and pointless than the British water industry.

So here’s my advice to anyone trying to plan ahead: think of a number, add 7, triple it, take away the first number you thought … get the drift?!

If you can imagine getting all the little jobs out of the way that you know you will not feel up to over the next week or so and then adjusting the dimmer switch inside your head to 75 per cent off energy-saving levels, you will understand the frustration of being told: “If you could just do that all again next week, we’ll try again.” My plans for seeing Bear Grylls with my teenage son the following Saturday and possibly celebrating the end of treatment the following month were looking less and less likely.

So, I had another week off. It was sunny and the skies were blue, and after the initial disappointment, happiness descended. Superdad, however, was not impressed by this “let’s see how it goes” approach and set up another appointment with my acupuncturist to try moxibustion.

What, you might sensibly ask, is moxibustion? Well, let’s just say my acupuncturist thought my blood was stagnant and, as all other methods were failing, we should try this. And “this” was supposed to strengthen my blood, stimulate the flow of qi and generally make me feel better. In traditional Chinese medicine, moxibustion is used when people are diagnosed as having a stagnant condition. You may also have heard of it being used to turn breech babies prior to childbirth!

After a lesson from my acupuncturist and armed with a packet of moxa sticks (made from the leaves of the herb Artemisia argyi, or Chinese mugwort), some diagrams showing the acupuncture points which relate to the move­ment and stimulation of blood and a set of instructions, we set off home to give it a go. There were points up my legs and my tummy which I could manage to reach myself, but Supermum, who has a steady hand, needed to be drafted in to reach the points on my back. Once lit, the moxa stick resembled a big fat cigar and you needed to hold it in place over the point or rotate it in circles and try not to burn the skin. The heat stimulated the acupuncture point and left me feeling completely calm and very, very tired. Something was happening, but I had no idea yet what.
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While I was waiting for my white blood cells to recover from what was becoming their most stubborn sit-in, I decided to try yet another strategy to get things moving.

On a sunny weekend in March (yes, seriously, March!), I went to Brighton with my teenage son Joseph to shake things up a bit.

Used to conversing in complete sentences of only one word, it was a brilliant revelation to find that we could hold detailed and long conversations about all kinds of subject, from black holes to Bear Grylls: for example: “How many bears can Bear Grylls grill if Bear Grylls could grill bears? Bear Grylls can grill one bear on his grill as he only has a one bear grill.” Or something like that.

Sadly, after the best weekend, we had to come back, him to school and me to the chemo ward. Would the “Brighton” strategy work better than the numerous medical strategies to get the white blood cells moving? It appeared so.

With this being the longest ever delay to chemo, I had felt quite normal for over a month and had almost forgotten what it felt like to be so ill, which proves my point about short memories where treatment is concerned. But I needed to get my head around the possibility of being nuked the following day as I attempted to get yet another blood test that cycle to see if my neutrophils were ready to rock.

I was totally caught out when my white blood cells stopped acting like French air traffic controllers and finally got back to work. Granted, they dragged their little white blood cell feet and needed to multiply to tempt them back into the chemo ward. Which goes to prove that you must never give up. A saying from Winston Churchill came to mind: “If you are going through hell, keep going!” Life is anything but predictable, and it did me good to remember that faith and love were the key to getting through this.

As we descended back into winter that week, I could look forward to chemo swelling my body and face back up like an air bed over the following days. Plus the aversion to anything cold which started immediately with my knife and fork causing my fingers to tingle and swallowing food re-categorized as a dangerous sport once my throat went into spasms.
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I do love gallows humour, but why do some people in the medical profession believe anyone facing the shock of a cancer diagnosis must be in complete denial and in urgent need of a nice little chat about death?

Personally, I would have thought this is the very time you could do with a bit of gentle brain reconditioning to build up your mental strength, but there appears a rush to unload both barrels on you faster than Quick Draw McGraw with the occasional book recommendation for your children on losing a parent lobbed in to lighten the mood.

Facing your demons is, in my opinion, a bogus concept that causes even more anxiety than the hard-working journalists from The Daily Mail.

Once upon a time I enjoyed the perverse pleasure to be had from a misery memoir, but these days I crave informed positivity and happy news even more than I crave the mute button on the Nickelodeon channel.

My own experience, which still stains my memory, was from the Ian Rennie nurses who introduced themselves with a motivational “Hi, we are from the end of life and terminal care team.” Friends have also reported priceless gems such as “I hear you want to talk about your death” to “If you pay into a pension, I would not bother to continue if I were you.” Now, should you manage to get over this punch in the head (possibly by holding your brain under a running hot water tap and scrubbing thoroughly for several months), there is amazing support, care and positivity out there and I cannot fault the dedication. It just seems a shame that we have to go through this ritual first, rather like an initiation into a street gang.

Anyway, I just about recovered my composure and was doing well thanks to all the support and medical attention I had received, and I hope the same can be said for any newcomers into the club. Roll on, chemo cycle seven!
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The upside of my blood recovering meant that I went ahead with my penultimate chemo session as scheduled, and it all went super smoothly. I even got treated by a new nurse who put my steroids in by drip rather than by injection: amazing what passes for pleasure these days! And my good friend Jo did a changeover with mum and turned up at lunchtime with liquorice toffees. Everything was going like clockwork … until I tried to leave and found the neuropathy and chemo fog had descended so fast that Jo resembled Usain Bolt as I tried to follow her to the car park. And this from a woman who broke both ankles and wrists last year, so I must have been hallucinating or the nice nurse had messed about with my wiring again.

Sure enough, sickness followed and my body began to emit its usual chemo glow lighting up the Chiltern Hills. You walk in to the sight of a miserable grey and rainy Buckinghamshire sky and leave a few hours later filled with chemicals – and hey, you feel like you’ve been to the Maldives!

My seventh chemo was shaping up to be a nasty piece of work and roughing me up a bit too much. There appears no reason why one chemo cycle will be OK and another hell, but this session was the worst so far and appeared to stick me in neutral. Meanwhile, dad, who was decorating my home, turned nurse and administered the bone-marrow injections for me as my schedule had been thrown out so much that these now needed to happen on a Saturday when the hospital ward was shut.

Over the previous 12 days or so I seemed to have alarmingly slept IQ points out of my body. I would like to say that my dog sleeping on my bed had soaked them up, but he looked as vacant as I did still. My brain was as empty as a whistle, and I was stuck in a twilight world between being really sick and being really well and just needed to find the strength to jolt myself back into gear.

The one thing I did learn over that couple of weeks was that there was no amount of telling myself I would feel fine again in a week or so that convinced me.

Of course, I could listen to countless people wiser than me informing me that I would start to feel normal soon, but knowing something and believing it are two very different states of mind.

The best advice is to be patient and remember that nothing stays the same for long. I could see that now as I was emerging from the fog and nausea. We all live in a constant state of flux, and hanging on to one state too long or worrying you are stuck in it is futile. I just needed to go with the flow and be ready for the next phase when it came along, as I now believed it would, and make the most of it when it arrived.

This is also valuable advice to any parent with teenagers! Admittedly, the units of time you measure these good moments might be nearer to attoseconds (one quintillionth of a second) rather than Olympiads (four-year cycles), but you get the point. Blinking during these periods is obviously not advisable. As they say: “Change is inevitable. Unless you use a vending machine.”

But I now had something to look forward to on my third week of feeling good.

Table 8 at the ‘pints at dawn’ pub in High Wycombe was fast becoming my favourite lunch spot. Glamorous it ain’t. The inmates seem to think it most natural to drink pints at 11 am, the fruit salads have as much fruit in them as beef tomatoes contain beef, and the wine comes out of taps, but it is a lot of laughs and I was in danger of returning again and again like a hand to a biscuit jar.

Kate, my new friend, introduced me to this gem and shared the same aversion as I did for support groups, but we luckily stumbled on our own version that was a whole lot less earnest as we spent most of the time laughing like hyenas.

That particular week we dissected the personalities of Mr Gutful and Dr Drugs after discovering we shared the same double act. I was disappointed to discover that my memory of our mutual surgeon massaging my feet at the foot of my bed was more likely to be a morphine moment confused by the post-surgery stockings rhythmically inflating and deflating on my legs than the tender moment I “remembered”.

Now, as I am sure everyone is aware, the medical profession is diligently trained to gasp silently to avoid alarming the patient, so naturally our oncologist’s inability to dignify a question with an answer (if you don’t count “I wouldn’t worry about that” or “Let’s wait and see”) was viewed with narrow-eyed suspicion. However, after playing oncologist snap, we agreed that, in the case of Dr Drugs, this was less a case of deliberate suppression of bad news and more likely a reassuring positive personality quirk, as I may have alluded to previously.

The biggest epiphany was the link between paper readership and cancer staging. As both of us had been Guardian readers, we concluded that had we been lifelong subscribers to The Daily Mail, our cancer would not have reached T4! The latter’s daily dose of cancer doom/cure stories would have seen us camping out in the waiting rooms of our doctors’ surgeries demanding attention long before we eventually turned up, blissfully unaware that our colons were on their knees. We giggled over how the papers would cover cancer:


	The Daily Mail: If you ain’t got it yet, you will! Lock up your daughters, panic-buy supplies and get ready for the inevitable taking over of our health service by the Romanians and Bulgarians. 

	The Daily Telegraph: Make sure your private health insurance is top drawer, while maintaining a stiff upper lip. Hopefully, time to finish the round of golf first.

	The Times: Well, better to have cancer under the Tories: at least there are league tables and useful mortality-rate statistics.

	The Guardian: Keep looking on the positive and if you are disposed to worry, then focus on Third World debt or the plight of the West Bank. Get over yourself!
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“Rachel, Rachel, Rachel, what are you doing back here?” asked Dr Needles as if I were an Alzheimer’s patient looking for somewhere nice to sit down.

When I sheepishly confessed I was hoping my blood had recovered enough from Friday to go ahead with my last chemo as planned, he tsk’d loudly and said I would have more luck stuffing an octopus with ADHD into my handbag or words to that effect.

Sadly, his predictions, as always, proved accurate, and I was packed off home to put away my balloons and celebration cakes for another week.

I am not a completer-finisher. Up until now this finishing trait hadn’t caused me too many problems, but I had no idea this personality “defect” would be inherited by my body, which had enthusiastically decided to do anything other than finish building its immune system that week. However, it seemed to have enough time to make countless new grey hairs, layers of subcutaneous fatty tissue and excessive leg hairs.

As my final chemo was now long overdue, I (or, more accurately, my body) had decided against returning to the chemo ward this week, and after the recent shabby blood results, chemo was put off for another whole week.

My ex-husband, the father of my two children, has a Chinese wife (keep up!) who was training to be a nurse and who had started sending me lists of things to help with the cancer problem. This was much unexpected as prior to my insides rebelling we had never said more than two nods to each other. And now here she was raiding the NHS database for information to help my white blood count as well as suggestions on how to help from her native China.

It appears that, in China, it is commonplace for the oncologist to work hand in hand with a herbalist. Integrated medicine is the norm and you treat the mind as well as the body. There was a lot in my mind that, undoubtedly, would cause any Chinese practitioner to nod sagely and announce that I had much work to do to release my body from this dis-ease (sic).
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Faced with another week without chemo and temperatures ricocheting in true British style from “coldest month” to “hottest day” and back again at speeds that would snap your neck, what else could I do than head toward Brighton for yet another treat courtesy of my auntie Jane.

I was deeply touched by all the wonderful things my friends and family did for me. If you turned a blind eye to the hospital visits, it felt like a year-long birthday celebration.

And that week was no exception as we arrived in Brighton to be greeted by a glorious summer day: Sun cream. Check. Sun hat. Check. Swimsuit. Check.

The sun was blazing, the clock said midday, a stray dog bounced along the beach – all we needed to complete the tradition were mad Englishmen.

“Last one to dip their toes in the sea gets a twisted ankle!” So off my cousin Becca and I hobbled, choosing an obvious spot where the sea disguised an immediate vertical descent into the abyss.

Within seconds, my hat blew off into the sea, and, given the choice of swimming with lanternfish, I stood paralysed to the spot. A group of young men watched the drama unfolding and did a nanosecond calculation (WIFM – “what’s in it for me?”), but seeing two women of a certain age with their tops on decided they were otherwise engaged.

Not so my mum who, with reactions that would shame an antelope legging it from a cheetah, launched herself into the sea to save my hat, sacrificing my mobile phone to the waves in the process. One hat retrieved. One phone dead. And one mum a bit wet!

The week had been temporarily called the cake-and-wine diet and so, without further ado, we went for afternoon tea and demolished the lot. The following day, I completed the second leg of the challenge, sat in the sun and ate good food and drank good wine courtesy of my dear friend Di! Not a bad result. If that did not get the little white blood cells moving, they were simply ungrateful.
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My white blood count had recovered enough to allow me to have my eighth and final chemo session!

While I was high on emotion, I gave a deep heartfelt thanks to my army of friends and family who had held me up when my knees or nerves buckled. To feel their love, to experience their kindness, was the greatest gift cancer could give. So here’s to them:


	My family and friends who, when the going got tough, rolled up their sleeves or trouser legs and jumped in with me.

	People who made me laugh and dried my tears, helped raise and comfort my children and made me endless cups of tea.

	Those who walked with me when I needed to get out of the house, gave me wine when I could taste it and sent me weekly cards to keep the postman employed and me in stitches.

	People who talked sense into me when I needed it, reminded me of the good times past as well as those to come, and sent millions of texts to let me know they were thinking of me, not always expecting a reply.

	Those who loved me when I was at my most unlovable and boring, who listened to me when all I could think or talk about was cancer.

	Friends who remembered to still ask me out as one of the gang even when it was unlikely that I could make it and, of course, for not taking no as an answer when offering help! 

	Those who didn’t treat me as a victim, whose lovely smiles hid fear or sadness, who came to see me when I could not come to them.

	Friends who kept me entertained during the bitter winter and even colder spring months with delicious lunches, who put up with my constant changes of plan and last-minute cancellations with good grace.

	My online family, those extraordinary courageous people who pelted me with support and information and brightened my days when I needed gentle stimulation or round-the-clock chat.
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I was determined to be here again, racing for life. It felt neat and as if I was coming to the end of my treatment. I like things that are neat (despite being slovenly myself), birthdays that fall on even numbers, houses with even numbers, treatment all fitting neatly into a year – that sort of thing. So it was with enormous relief and a lump in my throat that I could risk the plug hole in the sky over High Wycombe being blocked long enough to allow some of my adorable friends and family to run the five-kilometre Race for Life a year after all this began!

It was drizzling and grey, but despite this I want to say a big thanks to all my dear friends who turned out and supported me. I had planned to run it, but as I was still in the midst of my final chemo treatment, I was too poorly. However, I managed to stumble the last stretch over the finish line.

There’s nothing like the sound of the starting horn and seeing hundreds of women each with individual stories of how cancer has touched them or their families to cause your throat to constrict and your breath to come in short staccato gasps. And this year was even more poignant remembering that the same time the previous year when I ran the race with my daughter and mum feeling poorly I was just days away from being diagnosed with bowel cancer. So, quite seriously, here’s to everyone who has taken part, fundraised or donated. You make such a difference and I for one am truly grateful. I would love something like this specifically for bowel cancer, which is by far the poorest relation when it comes to fundraising, despite the second highest death rate.
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Finally, I had to face the emotional roulette wheel that is called a CT scanner. After nearly a year of surgery and chemo, I could now look forward to spinning around for the next few days in limbo until it chucked me out on either the red or black.

I remember reading sensible advice about dealing with “scanxiety” which, to put it simply, recommends distraction or confrontation as a strategy for keeping your heart rate out of the tachycardiac range.

Distraction was the strategy of choice, and, sure enough, it presented itself, although not quite in the manner I had in mind. Neutropenia had won again, and I had mysteriously picked up a nasty little sick bug which visited me and resulted in the Ian Rennie nurses sticking needles into my thighs during the night to stop the sickness. I was no better in the morning, so was told to take Nozanin, a strong sedative and anti-sickness pill, during the day.

Here’s where the challenge bit came in. I had to turn up in the morning viewing the world through what seemed like a film of bendy plastic, drink 700ml of white contrast dye and then lie down in the scanner. Luckily, this was not the MRI scanner that required you to train as an oyster diver in order to hold your breath for eternity, CT is gentler. Despite a belly and armful of contrast dye, the Nozanin tablets overpowered me: I nodded off and needed repeated prodding and computerized voiceovers to get me to move.

All this left me feeling pretty numb and immobile. But I was encouraged by how well Lois was dealing with it all: when I was telling her about the CT scan that day, she interrupted and told me they now do magnetic nail varnish and then did a handstand! All is well.
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Some days later, I was facing my surgeon Mr Gutful, who had given me the cancer diagnosis nearly a year before. The same room, the same place. My mum, dad, brother and Jenny holding hands and breath.

And the news? I was in remission! But my goodness, he made me work for it!

“Hello, how are you feeling?”

“Great … I hope. I just need to hear the results, please.”

“Oh, you had a CT scan, did you? When was that? How odd, my secretary did not warn me …”

Lots of rustling around on the desk and frantic logging in on the computer. “Let me get the scan results up now.”

Oh dear, no, surely not. We were going to have to do this live, anxiously watching every twitch on his face as he read the scan results out aloud for the first time in front of us.

After what seemed like an eternity discussing my bowel and liver surgeries and the fact that I had (unbeknown to me) another small cyst on my liver which he “presumed” my liver surgeon knew about and which was not cancer, he said: “Yes, this looks fine, you are NED (no evidence of disease) or NSR (no sign of recurrence).” And for extra emphasis, he added: “Considering where we were a year ago and how aggressive it was, it’s amazing we have got rid of it!”

I could have kissed him. He was grinning and said I looked really healthy. And believe me, this was a very good sign from Mr Gutful who doesn’t give good news lightly. His manner had changed, and he was all smiles and relaxed, with all the time in the world for me.

Joseph said that this day was the best of his life, and he could not stop hugging me. Lois was thoughtful and reflective and admitted to crying on the school bus, nervous what the result would be. But she now sat so close to me that we could hardly breathe. I doubt I will ever know how deep that year has affected them. Lois seemed to have taken it harder; maybe it was her age or maybe the fact that she tried so hard to keep everyone happy that she overlooked herself.

I had been given my life back and was deeply happy and thankful.

Thankful to my two surgeons, my oncologist and the docs and nurses who had nursed me back to health. Thankful to my mum and dad and my brother who had loved me back to life. And thankful to my dearest friends and close family who never gave up hope and had been by my side every day. And thankful most of all to God for answering my prayers.

Now all I needed to do was to get the chemo out my system and start to feel normal again. My dearest surgeon said to expect for this to take about two months and up to a year. I took the last chemo tablets that night and chucked the rest of the tablets in the bin. They would be replaced by a diet of champagne!


CHAPTER 12

WHAT A DIFFERENCE A YEAR MAKES!

When I woke up on the morning of 16 August 2012, my first thought was cancer. That was shocking as it sunk in that there must have been many days this past month when I had not given it a thought. And if you told me I would have felt like that a year ago, I simply would not have believed you.

Yes, it was a whole year to the day since I had been diagnosed with advanced cancer. I had planned to ignore the date as it was hardly an experience I wanted to relive like a treasured old cine film, but I could not help but say, “What a difference a year makes!”

I was busy again, not sure doing what exactly, real life just got in the way. I would not have called it humdrum yet, and perhaps I never will again, but I was certainly trying to rediscover normality, whatever that was.

So what did this new stage of post-remission normality feel like?

I bounced between numbness and the sort of emotional intensity that made me feel hyper-alive with excitement, and then heartbrokenly sad with chest-racking sobs and sideways tears.

I threw myself with unnecessary speed into a post-chemo party probably in an effort to convince myself that it was true, but, most importantly, to thank the small army of wonderful people who had helped so selflessly. But I was lousy company, and despite having over 80 of my dearest friends and relatives over for the day and night, I wandered around almost mute with shock, strangely detached from the love and support all around me. This phase lasted 12 hours, and then the floodgates opened and I spent the next two days weeping at the truth of the world around me, from the everyday normalness of household bills to the sounds of birds tweeting in the hedges.

A similar thing happened a couple of weeks afterwards when I spent time at a residential “wellness” course at the Penny Brohn Cancer Centre in Bristol with my cousin Rebecca for moral support. The first day was reassuringly calm but I had no warning I was to spend the entire second day with a box of soggy tissues screwed up in my hand and dissolving at the sight of a rain drop resting on a leaf or the smell of lavender on my hand. The emotional load was draining but the first step in coming to terms with what had happened and trying to move on. The people at Penny Brohn are wonderful and it remains one of my favourite places in the world. It was eye-shuttingly amazing how easy it was to get to sleep at night without the twin evils of caffeine and sugar (banned) propping me up like an old drunk in a whisky bar past closing time (although I am not sure another resident who confessed to smuggling in two litres of Coke and 30 years’ supply of nicotine patches had quite the same experience!).

But this reaction cannot just be me, surely? It must be a medical thing that your brain does to protect you from ever feeling such intense shock again by a sort of elongated delayed gradual-realization response. I am going to call it “dog looking for ball after you pretend to have thrown it” syndrome.

Or perhaps it is just the complete shell shock that accompanies the end of active treatment when you cannot quite believe you have made it through. And all the pent-up anguish and trauma you went through finally hits – just when people expect you to be standing on tables or shouting from the rooftops!

Fittingly, though, this day was also the first occasion when I did not have a calendar appointment of future jollies to look forward to, so the few weeks or so before my return to work really were a test of my new humdrum. After a week of partying and chilling in Ibiza with the kids and a few friends, followed by a couple of nights at an eco site in Dorset with torrential rain, mud and glimpses of sun, together with managing to set fire to the tent, I was probably ready for it.

I had been reminded of my reason for living, and I didn’t ever intend to forget it. But for those of you still going through the worst of it, Nietzsche put it well: “He who has a why to live can endure any how.” I certainly have that.

A new bum is on order

The time that I began to believe I could be cured – five years after my first diagnosis – was October 2016. Before I got anywhere near there, one of the last scuffles I was to go through before I could look forward to a long or even permanent respite was the reversal of my colostomy bag and the chance to put me back to pre-cancer engineering.

Before I got a new bum, I had a couple of CT scans. The first one was unscheduled and brought about by my thankfully overzealous surgeon, Mr Gutful, who wanted to check (in his words) “if the cancer had spread to my lungs or rib bones”. Well, who would miss a chance like that? The following seven days waiting for the results were incredibly unnerving, not to say uncomfortable, as he had also decided to throw in a mammogram for good measure.

Having got away with a clear on both fronts, he launched straight into my annual colonoscopy. The problem turned out to be costochondritis, an inflammation of the bits that join your ribs to your sternum.

Anyway, the thought of a colonoscopy was terrifying: not only the managing of the procedure with a colostomy bag, but also erasing the shock of the last and only one. So I begged him to shovel as many sedatives into me as he could. To my relief, he obliged and administered a dose that would have rendered most horses flat on their back with their hooves waving in the air and a soppy toothy grin on their long faces. It was nice, though. And even nicer to hear that my bowel was still clear and in good enough working order for him to consider a reversal operation.

The clincher, though, was my six-month scan in December, the results of which also came back as “no evidence of disease”. So I was delighted (understatement) to still be in remission and planning to get my body back.

But before I was allowed to put on those paper knickers, tight socks and gaping back gown again and sign the victim consent form, I had to endure a pre-op for my new bum!

It was a bit like going through check-in. My body was weighed instead of bags. Blood was extracted instead of cash. And questions were asked, loads and loads of questions, not to forget a serious amount of filling in of forms. To distract myself, I decided to approach it as if I was ordering from an inflight menu and ticked enthusiastically:


	No to CJD, hepatitis or MRSA

	Yes to ever having a serious illness

	No to recreational drugs

	Yes to not being shy on the legal ones



All fairly reassuring so far, you might say, until I came to one question which got me a little jittery: “Is there anything else the surgeon or anaesthetist should know?”

Well, I can confess to having done a fair bit of swotting on abdominal surgery and watched entire episodes of Holby City, but I would not yet consider myself qualified to fill in any gaps in their knowledge. How flattering. Or worrying.

Anyway, all this activity was the precursor for a procedure called the Hartmann reversal. Procedure: an innocent enough word, you might say, but one which nonetheless takes on sinister connotations when mentioned in the same breath as hospital. But if you allow me to strip away the veil of medical mystery, what we had here, ladies and gentlemen, was an operation for a new working bum.

And yes, I did get one for my birthday.

You may remember that my surgeon Mr Gutful kindly removed the part of my colon where the tumour was, capped the remaining rectal remnant inside me and re-routed the rest of my bowel to form a colostomy. He promised to later try and locate the forgotten bit leading to my bum and join it back together with the other bit – with a staple gun. He planned to do this by keyhole surgery, but it would depend on how much scar tissue I had created. If he could not see what was going on, he would slice me open. That would be a bit of a disappointment as up until then bits of liver, gall bladder and bowel had all made their exits through tiny keyhole incisions. So the least my bum could do was look after my tum.

After checking in at my hospital (I liked to think of it as mine; it was not much larger than an average house in Gerard Cross, and I knew all the staff and all 28 rooms), I was confronted by the usual test-of-nerve interview with my surgeon.

“Do you realize this is major surgery? I will attempt to do bla bla, but you must be aware of the risks of a leak that can happen when we try and rejoin the bowel. If this happens, you will suddenly feel very unwell about three or four days in and be rushed back into theatre, end up in intensive care with septicaemia and, of course, another bag. Do you want to pass go?”

“But the risks are very small,” I said, motioning unsuccessfully with my eyes to my children who were in the hospital room waiting to see me off. By now, an ever-anxious Joseph was shaking his head and sternly mouthing “No, mum” to me.

“Well …”, the surgeon said, followed by a prolonged shrug and sucking in of cheeks, “about 3 per cent.”

Well, I’ll be a monkey’s uncle, that’s OK then, what were we waiting for?! Apparently a small delay to peel both children off me – an historic moment as both were cuddling me so hard they had momentarily forgotten to argue over who had access to the most arms or legs – and we were off!

While prepping me for theatre, I happened to notice the trays of medical equipment and was particularly taken with Guedel airways, less so with nasal airways. “Where are we off to then?” I asked my anaesthetist. “Where would you like to go?” he quipped. “Mauritius?” I said, hopefully. “Sounds good! I was born there, so let’s go!” he said while administering a delicious cocktail.

I came round some four hours later and was wheeled back to my room, beginning to babble incoherently about Eric Bristow, the A405 and the Satsuma man. That’s morphine for you!

Sixteen pumps of morphine later I was chucking up like a kennel full of sick dogs. So my precious pump had to be withdrawn, and I was forced to choose between pain control and sickness control. I opted for sickness control, somewhat unsuccessfully. After sampling every drug in the hospital and even one couriered in from another local hospital, my veins were collapsing faster than the price of Christmas puddings after Christmas.

I will try to describe to you what the aftermath of a bowel reversal is like. Let’s face it: if you have got this far in my book, you are not the squeamish type, are you? So I think we can move on.

The operation itself was a success. If you count success as stripping the bile from your stomach and throwing it up liberally over a six-day period and a total of four hours’ sleep despite tamazepam and tramadol (I am a professional pill popper), followed by weeks of uncontrollable diarrhoea and a numb mons pubis. Granted, it was only on the right-hand side but still an unexpected side effect. It almost made me want to rush out and get the right-hand side waxed, just because I can. Sometimes you have to spot the bonuses and snap them up where you get the opportunity.

I was asked on what seemed an hourly basis whether I had passed wind. How much? And whether it was loud or quiet! After three days of nothing, it was clear I was disappointing the medical staff, and the discomfort I was in was growing. I was told repeatedly that as soon as I passed wind or any motions, I would be relieved of this pressure. I worried that I was deliberately holding back on them. Finally, after three days and many walks around the ward with my drip later, it happened! And two days after that, the main event happened. I was warned it would be very loose as it passed through from my small bowel and they were not wrong. I immediately texted my parents: “The eagle has landed.”

My text went viral, and my entire family appeared to be on “poo watch”, asking for more information than I was used to supplying.

Eventually, on the sixth day, I was able to slowly introduce light food and get accustomed to the utter boredom of hospitals when you are feeling slightly well or at least well enough not to want to sleep through everything. By the weekend there were only two of us left in my new home and the other woman never left her room. So I wandered up and down the two corridors and became my physiotherapist’s favourite patient.

The good news was that Mr Gutful was a miracle worker and had put me back together, mostly by keyhole, although I am going to have words as the exit wound was very much a letterbox or at least the keyhole for a set of keys that would not be out of place in a Harry Potter film.

After successfully managing to keep down soup, I checked out with a belly full of staples and some stickers to put over the old ones when they peeled off. So excited was I to be sleeping in my own bed again that I neglected to listen to any care instructions, or even read them for that matter, and luxuriated in a big deep bath full of Epsom salts as soon as I came home.

The next morning I experienced a seepage and raw pain “like someone has opened my scar and poured salt in it” I said completely oblivious. After another uncomfortable night, I phoned the ward to check if the pain and seepage were normal, bearing in mind that I was supposed to be having my staples out the day afterwards and I was reluctant to let a fluffy cotton-wool ball near my wounded tummy, let alone a nurse holding a staple remover.

A short call to the ward later where my innocent explanation of bathing was met with a “You’ve been getting it wet? You’re not allowed to do that, it’s an open wound”. And then the ominous: “I can’t believe you don’t know that. WHO CHECKED YOU OUT?” I spent the next ten minutes trying to reverse quickly out of the conversation and persuade the nurse that, of course, I remember now being told, and yes, it was my own fault.

One of the things I couldn’t help but notice was that my medical team didn’t always tell me exactly what I would experience. And that’s an understatement! Hence any complaint would be met with a “That’s normal” response. Oh really? Would have been nice to know. My “normal” was blood for two days/nights followed by constipation for four days followed by going 25 times a night reducing to about 8–10 times over a 24-hour period. However, I am sure if I had phoned my consultant and said, “I have poo’d out ten sets of Liberty stationery and most of Staffordshire last night,” he would have replied: “That’s completely normal. However, if you find yourself pooing out the South of France, please phone your doctor.”
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But to end on a more uplifting note, I was drawn to the practice of kintsukuroi which means to repair with gold. It is the art of repairing pottery with gold or silver lacquer and understanding that the piece is more beautiful for having been broken. My own repair was made with titanium staples – maybe not quite so beautiful, but, nonetheless, it is thought-provoking!

And to finish off the restoration project, I was finally de-ported …

My “power” portacath, or USB port, was finally removed. I knew that I was not out of the woods for years yet, but six months of clear CT scans were enough to make me want to get the last reminder of cancer apparatus out of my front body. And as my surgeon cheerfully reminded me, I could always have another one put back in if the cancer came back. How reassuring! But with a great big caveat that I still had private healthcare, because nuking you through a closed port straight into your jugular is classed as a luxury, naturally.

So, here’s the drill for taking out a portacath. No sedation (more on that later). But lots of local anaesthetic which, I was warned, would feel like I was being stung by a bee. I put on a nice hat, was told to lie down and look to the right while I was covered in a sheet of plastic hooked over a drip stand, not unlike at an abattoir. A section was cut out, exposing my left chest and a stray boob.

There was quite a bit of cutting, shuffling and pulling around inside my chest to locate it and some rather disarming scraping noises. To avoid focusing on what was going on with my jugular, my mouth was unleashed, and I talked non-stop about all manner of nonsense. The procedure to remove the portacath took about half an hour during which time I learnt (or thought I learnt) that my surgeon stitched me up with pink cotton.

Any liquid I felt trickling down my chest was to be identified as follows: “If it’s warm, it’s blood; if it’s cold, it’s pink.” My portacath was not “stitched down” in position which I think explained the awful bother my chemo nurses had to keep the port still so they could stab it with one of their thick needles each time. And finally, my radiologist was a thoracic surgeon, and is also a part-time rock star – something I immediately looked up on YouTube. I mentioned that I was also on YouTube dressed as a bananagiraffe, to which he replied: “Why doesn’t that surprise me?”

The last words I heard him utter to his nurse while wiping sweat from his brow were: “My goodness, we should have sedated this one after all. My ears are bleeding more than her wound.”

But I had my body back, finally … and it is actually quite wonderful.

A funny thing happened on the way to the shower a few days after the surgery to remove the portacath. I caught sight of my body in a full-length mirror. For the first time in over 18 months. I was suddenly aware that I had consciously avoided this moment since the shock of realizing that it had been letting me down all those months ago.

It was quite a moving experience. I did not see myself as someone who was scarred from three major ops, two minor ones and eight gruelling months of chemo but as a new whole person. I kept turning around and viewing myself from all angles, and I did not see the lumps and bumps and scars. I saw past all this and saw a strong body that had taken all that medical science could chuck at it and still bounce back for more. Stronger, I hope. No, I am not going all Californian on you, but I did feel more beautiful for it.

Yes, I had cared for it with pills and potions (supplied daily by Superdad), endless rounds of acupuncture and even exercise when I felt able to. Looking back, it was more like the care of someone who had suddenly been told to look after a friend’s child. Of course, you feed it and keep it as safe and warm as you can. But you don’t love it as your own. But at that moment, I did. Finally.

I was now ready to start treating, listening and learning to trust my body as mine again. I could stop thinking of my body as a selection of parts: the bowel bit belonging to one hospital (my extended home); the liver bit belonging to another hospital and consultant; and the chest and chemo bits to yet another hospital. No, my body was no longer the property of the medical profession. And to celebrate this epiphany, I took it shopping!


CHAPTER 13

TRYING TO BE NORMAL FIRST TIME AROUND

Back to just after the all-clear in August 2012. (The following was written back then, before I really knew what would happen next.)

Luckily everyone is issued with a “brave cancer face” to get them through the ops, chemo and scan results. But what they don’t tell you is this face has an expiry date on it and the bravery runs out when treatment ends.

So what does it feel like to return to normal?

At times, I feel guilty. Guilty for surviving when others who were diagnosed after me, and who were even younger than me, have died. Guilty for still going on about the cancer long after the drama of treatment has finished. And guilty for all the trouble and worry I put my loved ones through.

At times, I feel scared. Although life is fun again, after cancer it doesn’t take much to flip back into “rabbit in headlights” mode.

I am also more emotional occasionally. I call it a faulty emotional volume button in my head. A bit like those hearing aids that are given out to annoy pensioners! I have no idea when the volume will suddenly go all high-pitched. But I am certainly aware I am becoming hypersensitive to most things, physically and emotionally.

The new normal involves having to take a strong hold on my finances. Living for the moment is expensive. “Never spend tomorrow when you can buy it today” is utterly enjoyable, but financially disastrous! My life expectancy may be less clear, but my wardrobe and make-up collection have gone from strength to strength … as have my “life’s little luxuries” budget.

I learn to do “whatever it takes”. A close friend who experienced loss advised me that she had to pull herself together because: “People don’t want to be around you if you are permanently giving off negative vibes.” She attacked this challenge with predictable managerial control, and had a repeat prescription set up at the doctor’s ready to call on. It provided citalopram (antidepressant), zopiclone (sleeping pill) and co-codamol (pain relief) when she needed a bit of rescuing. She kept this quiet, but it gave her the tools to be herself and fully engage with life again.

I am dwelling on my achievements to date, not my possible failures in the future. I have produced and raised two wonderful kids, attracted some fantastic friends, secured a jolly good job, seen lots of the world and experienced real intellectual and physical pleasure. What I can or cannot do in the future is too abstract and disarming to dwell on today (or any other).

Nothing is as Herculean as it once felt. You get used to feeling high-concentration euphoria (after clear scans), which can result in the odd flirtation with changing your life dramatically. I had difficulty dealing with the mundane again at first and rebelled at any chance to make me conform.

The new normal also involved learning to deal with the clammy fear of the cancer reoccurring. I find I have a serious mistrust of my body now that we are alone again and need repeated confirmations that things are really OK. I also felt pretty angry about being told it was over. Yes, of course, I am happy it’s over, but I am dealing with the constant and very real fear it will come back. This is the lot of stage 4 survivors.

I am sure my family must have thought my end of treatment meant the start of their new normality, too, and a chance to have a well-earned holiday. I know they had put their own lives on hold since the very first second, and it was time for them to go home and reclaim their house and lives. But we were forgetting: Mi casa es su casa!

My house was not looking too shabby as Superdad had been around daily to do all those little “Botox” jobs that need doing in a house of a certain age. And to top that, there was always a fire roaring so that it was warm and welcoming. My fridge was full of delicious organic food (courtesy of Superdad and Supermum’s weekly small-farm organic orders), and the kids had become accustomed to living like a Mediterranean family, with everyone eating and living in the same house. No one wanted the status quo to change.

How do you suddenly stop being responsible for the fire, food, juice, food shopping, odd jobs and general children duties? Dad, who relished any chance to be in control, had to learn to ease up on all these auditing and responsible jobs and was urged (perhaps we should say, targeted) by mum to try and get in and out of my house in under two hours! This caused some stress as mum would try to cut down on the multiple rechecks before dad considered it “safe” to leave. Mum: “You are just double-checking something you have already checked; it’s not necessary.” Dad would flinch and reply: “I just need to look at the fire again. Have you checked the back door?” A typical conversation would continue:

“Don’t start counting cutlery like you do when you’re stressed!” says Supermum.

“What did you say?”

“Nothing, dear.”

“Someone can see the knives and stab you. It could happen. It does happen …” (Dad would not live with a knife block in his house.)

 “There’s some grass on the floor.”

 “Yes, dear, I can see.”

“You have somehow managed to get it all over the kitchen. Dear, oh dear.”

“Yes, you have checked the door. You don’t need to repeat it three times.” And on, and on …

But you will be relieved to hear we hit a compromise. Dad brought round a daily juice as well as the delicious wheatgrass. You might conclude this is a simple arrangement, but it involves organic produce being cut up and washed, a “special” machine to juice this concoction which, of course, needs assembling, disassembling and washing and each component needs drying individually and very carefully.

At some stage, my family had to stop wrapping me in bubble wrap, stop cooking and shopping and cleaning for me. Naturally, I want them to not pay as much attention the minute I mention I am tired or cannot sleep. Everyone who has been on this cancer merry-go-round with me needs to get back to a new normal.

I have come to the conclusion that cancer is a very British disease. But I cannot keep going around saying “sorry” daily. Any more than I can go around saying “Yes, I’m feeling so high I could lick the surface of the moon” (just in case the mere deviation from an unbearably upbeat tone signals potential doom), but there must be another way of dealing with this post-remission business. One that doesn’t send people reaching for their sick buckets or the off switch.

You can’t say you weren’t warned if you stumble into these territories unarmed and people say to you: “You’ll be fine, I’ve no idea what you’re upset about, you should be on cloud nine.” Followed by a change of subject, a polite cold shoulder and a lifelong grudge!
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I said at the outset that I wanted to live long enough to teach my children resilience. So naturally you are going to want to know how I am doing.

The dictionary definition of resilience seems to be something that can return to its original shape after being deformed. Rubber, for example. Which means my liver is probably resilient having regrown to its original shape, but my bowel does not have the same powers and is therefore more of a failure in the resilience stakes.

But to me, it means being able cope with whatever is thrown at you and not lose yourself or give in. I want Joseph and Lois to be able to deal with painful emotions and disappointments and turn all that pent-up anger or sadness into something useful.

I am super resilient. But in my effort to downplay everything, I think I may have played the children resilience challenge a bit wrong. I read a piece about resilience, especially aimed at the anxious child, in The Guardian. And let’s face it, seeing your mum go through what I have been through would be enough to make the most sanguine child anxious.

To paraphrase The Guardian, I need to stop reassuring them and telling them they will be fine or that there is nothing to worry about. I am supposed to be asking open questions to help them figure it out and reassure themselves. I tried this today with the teenage boy:

“Joe, are you happy with the work you’ve put in for your food tech homework?”

“What work? You did it.”

OK, so that may not be the answer I was looking for, but if I do this often enough, it should become second nature, allegedly.

The next test for me is to stop giving them the answers. I have to teach them to manage their time better by making lists and prompt them into chunking down their tasks into manageable bits. I tried this again with Joseph:

“Shall we sit down together and think of three ways to make learning maths easier for you?”

“Pfff … I HATE maths. MUM, I’m watching this (insert anything preferable to maths; the list is inexhaustible).”

The next one I like and get is the worst-case scenario. Thinking through the worst that can happen really is second nature to me, and I do use it often:

“If you go into school with your new haircut on Monday, what’s the worst that can happen?”

“I’ll die. Mum, seriously you have no idea. Your advice is useless!”

Next: nerves are good. They are a sign you are excited, and this is good energy to help you focus more. Do they believe me? I also need to teach them to breathe in slowly doing the 7–11 technique: breathe in counting to 7 and out counting to 11. Lois tried this during her gymnastic competition over the weekend. She did not get a medal and so also declared my advice “useless”.

Joe is physically very resilient. But emotionally – this is still very much a “work in progress”. He still treats me as if I am fragile; every journey is accompanied by “BE CAREFUL, MUM, DRIVE CAREFULLY. PROMISE!” Every evening out is accompanied by a phone call: “Where are you, mum? When are you coming back? You’ve been out late. You’re NOT drinking, are you?” I realize I have turned my son into my dad. This was not on the agenda.

I mistakenly thought Lois was more emotionally resilient but I can see she is experiencing a delayed reaction to the fear she has experienced. As indeed we all are.
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Initially, all I wanted to be was clear. But it took a long period of adjustment coming to terms and trying to slip back into life. How do you adjust? How do you stop feeling like an outsider? There were days when I had difficulty relating to conversations. I had no idea how to shut the door on where the cancer memories lived. I will always have a special connection to people who have gone through it.

One of the things that has been bothering me is: do I really know what people now think of me? Are people being true with me or are they hiding part of their inner life for fear of sounding shallow? A typical conversation would go: “I have just had xyz (insert illness or personal catastrophe here), but of course it’s nothing like you have just gone through.”

And what do people really mean?

Did this “How are you?” mean to expect nothing more than the customary “I’m fine” response and then move on? Or was it a “How are you?” Which we all secretly know is code for “How long have you got?” Am I only now hearing the subtitles of life? And how do I avoid this?

Anyway, what I have learnt is talking about cancer may well be scary, but not talking about it is even scarier!

For my friends, family and work colleagues who went through cancer with me, I feel we have a shared experience, and not only do they understand the language, but they are usually more than happy to talk about it. If you are the non-ill person, it can be a bit of a challenge sometimes feeling like there is always “someone else in this relationship”, a kind of mad Mrs Rochester living in the attic that you can hear padding around once in a while, but is not mentioned.
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I heard that I now had the same odds of survival over the next five years as someone throwing himself or herself over the Niagara Falls in a barrel. That’s 50 per cent for any of you adrenaline junkies out there!

Is that supposed to reassure me or terrify me? I don’t think I feel the same adrenaline rush that someone sitting on top of those waterfalls in a bit of old wood would feel, but there is something of the daredevil in me, and I suppose I do feel some slight rush when my thoughts turn to cheating death.

Everyone reading this who has not had cancer will probably be shaking his or her head now and saying: “Why is she still going on about death? She has beaten it, hasn’t she?”

And that is exactly the thing.

I cannot say that yet. And if a little pre-worrying about it now will help when I need to face it (be it sooner or later, but let’s not be coy, one day), then that has got to be a good thing, hasn’t it?

So, if I do worry from time to time about the next thing that is going to get me, don’t tell me I am being daft or lightning won’t strike twice (tell that to Roy C Sullivan who holds the enviable world record title for being hit by lightning no fewer than seven times), but just listen for a bit and then ask me if I want a cuppa.

Can I be a contradiction, please?

Can I be enthusiastically positive one minute, but think obsessively about the nature of my death the next?

Can I laugh and be flippant about the cancer, but be filled with self-righteous indignation when anyone else tells me I have “beaten it” as if there is a finish line?

Can I not want a man, but then go on a date?

Can I hate the boredom of cancer and then go back to work and resent not being sat on the sofa?

Cancer makes you contrary. That is a fact.

Will I get to the magic five-year mark?

Will I hold on to this feeling for long?

Can I call myself a cancer survivor yet?

Do I feel the word “survivor” is accurate or am I pushing my luck too much? Yes, I am in remission. Yes, I am aware of the statistics and possibilities of relapsing. So where does this leave me? Claiming survivorship before the critical five-year mark feels like claiming to be a musician when all you have learnt so far on the piano is “Chopsticks”!

But as Clive James once memorably said: “Stop worrying. No one gets out of this world alive.” We will see … Let’s hope Stevie Wonder doesn’t start driving buses around High Wycombe.


THE INTERVAL

A BIT OF A SET-BACK


CHAPTER 14

UPDATING THE BOOK

I am writing this some five years since the last chapter. I promised myself if I ever made it this far I would be the person you could find in the deep of the night when you are searching for anyone who is still alive to give you hope.

However, round-one remission, it turned out, was a trial run. Or a wake-up call that I slept through, despite my best intentions and my new perspective.

My reality was skewed by unresolved trauma and its tangled roots buried deep in my subconscious. While I wouldn’t say I wasted a year, I did burn through social media looking for reassurance in all the wrong places.

Cancer was all around me and when I heard or saw something awful happening to someone, cancer-related or not, I would try to put myself in their shoes for two sensible reasons. To reassure myself that I wouldn’t be in that situation in the first place, the “I’d never try to drive with the dog on my lap” scenario. And to comfort myself that I’d be able to cope well should the dark chills come back and pay a visit to me one bright summer’s day.

And after such an encounter with whatever sad news I was tuned into, I’d shudder, brush myself down with a large glass of wine and hopefully try to slip back into the daily grind with a little more perspective than before. And a promise to enjoy winter walks as well as summer picnics.

But if I’m honest with myself I ended up with a pretty screwed-up idea of reality.

All this heightened awareness of trauma is an anxious mind’s dream job. I might have told myself I was just being sensible, but this strange new reality screwed me up every bit as much as the cancer did in the first place.

A friend recently asked me why I pushed myself so hard the year of my first remission. And I have come to also realize that this was the legacy of survivor’s guilt. After I had recovered, I went back too quickly to living at 100 miles an hour. I tried to “make up” for being absent, for being a drain on people and tried to cram in everything I could to be a viable employee or friend, censoring my own feelings and words in case I was going on about it too much.

Choosing to dodge the pain of consciousness by anaesthetizing myself with overwork, saying yes to every distraction until I had erased almost all trace of my awakening, I became unconscious again, undoing this wonderful gift that I had earned.

Which brings me neatly back to the challenge of this updated book, the psychological recovery and acknowledging the highs and lows which make up the unexpected gifts of surviving advanced cancer. Regaining the gift meant really not worrying any more about what people might think of me.

I wasn’t ready to face it the first time around or talk about it honestly and show the more vulnerable side of me. It explains why Part One of this book, the physical recovery, is so upbeat. As one reader put it: “I wanted to know more about how she felt.” Well, I’m ready now.

Psychological recovery is not a quick fix, there definitely needs to be more appreciation for the length of time it takes. And there’s a big thing around permission – having the permission to feel and speak about it long after it may have “ended”. So here, five years on in 2019, I am still alive and still speaking.


CHAPTER 15

WHAT DOESN’T KILL YOU … TRIES AGAIN

The disease crept back into my life like a skilled thief. No alarm bells. No sudden wake ups in the middle of the night. No DNA or fingerprints.

The landline in our kitchen rang. My mother was at the sink making dinner. I was at the dining room table working and Lois was doing her homework cross-legged on the floor. Joe was in earshot in the next room on the Xbox fighting a secret Cold War. My new man, John, was at work. My dad was at his home waiting for my mum to come back and cook him dinner. It was 5.30 pm, on the most benign of days; the first day of the week on a summer’s evening, 10 June 2013.

I was completely unprepared.

My normal six-month check-up scan had only been done seven hours previously. My pre-panic countdown wasn’t scheduled to start for at least a week. I was in the safe zone.

“Hello Rachel, It’s Mr H here.”

“Yes?” The room dropped 20 degrees.

“I have your scans in front of me.”

This is too soon. About seven days too soon.

My mother alert like a cat frozen in the shadows waiting for danger to pass, was poised at the sink mid potato peel.

“I’m afraid the scan has picked up some nodules in your liver.”

He waited for my reaction. I couldn’t speak. My eyes met mum’s and I widened them communicating wordlessly the news that was to bring everything crashing down again. She knew immediately and played along with it.

“Hello, Rachel, did you hear me?” Pause. “There is a growth on the right lobe of your liver which I’m very sorry to say looks like cancer.”

“OK lovely, thanks for letting me know. That’s cool.”

“Err, I’m sorry … are you OK? Did you hear me?”

“Yes of course, absolutely, shall we make an appointment?” I said breezily, desperately trying to keep my voice from quavering so Joseph wouldn’t stop his game midway alerted like a bat to the change in tone and Lois, used to listening in to a billion business calls, would assume it was another boring work call.

“Yes, I need to book you in for an MRI immediately so we can see if it has spread and the exact position of the growth. Is Tuesday at 2.30 pm OK with you?”

“Yes of course, Tuesday’s fine, look forward to it, see you there!” I said as if arranging a drink.

And I hung up. Freezing cold on a summer’s evening. My mum mechanically peeling still. A tiny shake of my head when I could be sure the children weren’t watching. And a motion to my mobile.

Making my excuses, I casually picked up my coat and took the dog for a walk. Lois continued to study. Joe continued to drop bombs. Mum began to move away from the sink.

And I repeated the call I’d had to my mum from outside the house. This time she copied my lead and kept her answers breezy.

And then I phoned John.

And with that call, the nodules, later called the growth, later called cancer, later called metastasized cancer rolled back into our life. Just at the point everything was feeling pretty near perfect.

Someone to share this with this time

I had rehearsed this day enough times to reduce the shock impact, but I must admit I was still not ready for the huge sense of disappointment of having done everything we could all do to stop this. Yet here I was again, facing more treatment and having conversations with men who spend their daylight hours cutting bits out of me.

But this time it was made more bearable with a new partner by my side.

After a long period of hibernation courtesy of my oncologist and his libido-reducing cocktail of drugs, and unbeknown to me that my body was already relapsing, I had decided it might be nice to trust the male of the species again and go on the odd date. But this time only as “me”. Not a collection of traits I thought would appeal or be attractive to him. No, just as I am. There would be no lies or bending of my values to fit any more. I am who I am and I like what I like and believe what I believe. If that wasn’t to be enough for someone, then it was best we both find out early on.

The weirdest thing was the minute I committed to going beneath my surface face, everything that followed felt right. I met John totally unexpectedly six weeks before my cancer returned the second time. It was to be the first of the unexpected shocks that summer.

John was very patient and generous. He listened and had real empathy. And he had a very nice open expressive face. I felt I could see right through to his heart.

I wondered when would be the right time to say I had just recovered from cancer? Too early and I appear needy. Too late and I run the risk of falling too deep for someone who may not be able cope with it, being rejected and wishing I had protected myself earlier. I calculated John could handle the cancer conversation earlier. And so I lobbed it into his wine glass on date two.

He is the kindest, funniest, strongest and most loving man I have ever met. And I felt desperately sad that our early lighthearted conversations were now going to be weighed down by the vocabulary of “cancer speak”. I worried he would have a limited memory of life before to help get us through the hard months ahead.

But cancer is a great way to weed out the duffs. To sift the men from the boys. It brutally reveals what type of partner you have and the true nature of your relationship. Granted, it might be a little radical as a strategy of choice, but as I had always been a beacon for dysfunctional men, I am more than happy with the results of my experiment.

He repaid my trust in spades, was utterly wonderful and has restored my faith in men.

We had six blissful carefree weeks meeting up daily. I stupidly tried to dump him on date three because I couldn’t get around the fact that he was so incredibly nice. He forgave me. He trusted me enough to introduce me to his two precious daughters and we met in his house that he had bought after his long marriage had ended.

He was clearly nervous and spent a full 30 minutes telling me about his shed-building project, which, not being practical, sounded to me like “blah blah blah” in my head and he now admits was like “Why the hell are you talking to her about this?” in his.

And then I met his daughters Fiona and Claire. Fiona was an opera singer and Claire a harpist. Both completely beautiful, sensitive and, I could sense immediately, hugely protective of their dad. If I had been them, I would have grilled me to a crisp. They had chosen to live with John when the marriages split up, which says an awful lot about him, and them. I’d seriously lucked out.

However, I refused to let John meet my kids who at 13 and 15 were still recovering from my ex-partner and consequently were hard judges. Naturally I didn’t want to make the same mistakes with them again. I wanted them to get to know John in their own time and to grow to trust him and feel safe. Our little unit had consisted of my mum and dad and me. Their world was complete and they weren’t looking for anyone else to come in and take their mum away from them.

Rushing things was completely out of the question.

One week later we were engaged. Secretly.
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After the distressing phone call John had scooped me up in his big arms, and taken me for brandy at my local to anaesthetize me. After two double brandies I felt suitably reckless and ready to return home. Walking the 100 metres to my house, John waited until I was outside my door and dropped to his knees in my drive.

Assuming he had back trouble, I tried to pull him up. He resisted. “Rachel, will you marry me?” We had fallen for each other just like in the movies.

He makes me feel anything is possible and I know he will be with me until the end of time. I feel safe and protected and even that every molecule of my misbehaving body is loved too.

With our new “secret engagement” and no time to celebrate, we went into the MRI scan to confirm whether it was cancer (it was) and subsequently another PET CT scan to see if there were any other cancerous “hot spots” lurking around.

My doctor, the “normal one” who still gives me treats like prescriptions and cervical smear tests (not the one who nukes me or the one who cuts out bits of me), well, she explained that the PET CT scan would check to see how the cancerous cells are behaving and how fast they are turning over. It would also check for any other sites of glucose-gobbling cancer behaving badly that might scupper any plans for surgery. I would be injected with heavy metals, made to wee in a special loo and be restricted from kissing babies or pregnant women. And then after 90 minutes when they hoped I would sit still and wait for the radiation to circulate throughout my body, I was to lie down in the PET scanner with my hands above my head in the diving position and not move a muscle for 45 minutes.

It was all starting again.

Another round of ops – how am I going to do it again?

How am I going to tell the children again? My worst-ever fear was again unavoidable. I was distraught with worry. Luxury to me has always been love. One of the overriding privileges of parenting another human being is seeing them grow up into adulthood. And yet here I was about to threaten all this for the second time.

I tried the gradual disclosure route. First warning them that the scan had picked up something suspicious that they needed checking out but we didn’t know at this stage whether it was cancer or not, allowing us two days to get our heads ready for what was to come. Once I had the confirmation results, I broke it to them both together on the sofa with a glass of brandy, which has become the shock treatment in our house. This time they were older and slightly more prepared. But on the flip side they were more aware and the internet was now in their hands.

“I don’t know how I’m going to do this again” – I voiced my fears to my liver surgeon, Mr Right Liver Man.

“You will.” He was sketching a basic drawing of my anatomy. My liver he pointed out looked like an iron. And this time round we were going to cut off the pointy end; segments two and three on the left lobe.

“See where it is now? Well we can cut off this section this time and maybe a little of this section too.” He said it as if it we were discussing my hair style, not the main organ in my body that was responsible for keeping me alive by doing stuff like getting rid of all the unwanted chemicals in my body.

And then came the kicker: “You need to get this operated on as soon as possible and I am booked up so I would like you to see a colleague of mine.”

I didn’t like the sound of this at all. All my hopes for success were pinned on Mr Right Liver Man who knew the inside of my body better than anyone.

A week later to the day I was back in to see the new surgeon, Mr Spare Liver Man, as I shall now call him. We got off to a shaky start. Our respective senses of humour looked on in mutual horror. His dry as a bone and mine a nervous stream of nonsense.

By the end of the consultation he had won me around and totally charmed me into submission. I repeated my fear, slightly more nervously this time as he had spent a long time reassuring me. “How am I going to go through this again?”

“You are very lucky. Not many people get the chance to have this twice.”

Not all liver tumours are operable.

And then with his eyes softening: “And besides, I can already tell you are a very strong woman.”

If he had held my gaze any longer looking and sounding all compassionate like a proper human, I would have started sobbing.

With the date now in the diary a couple of weeks away, John took me away for the weekend to Bosham, a little village in Chichester Harbour full of charm and distractions. One of the next distractions he had lined up for me was driving his new MG roadster as I had commented on how gorgeous it was to look up at the night’s sky and feel the enormity of everything. Rather than restore it himself as he had originally planned, he had made a hurried call to his specialist garage and booked it in to speed up the restoration so he could give me something to enjoy and take my mind off what was looming. Did I not tell you I was spoilt?

The weekend was picture perfect. It was the final weekend of Wimbledon, the one where Andy Murray was to go on and win Wimbledon. The sun was celebrating with the nation and the weekend swelled into a mini break. The beach was tropical. The pubs homely and genuine. We lazed on the sand, drank wine, walked and walked, talked and talked, and laughed until it hurt.

It was Sunday 7 July 2013. When the time came to leave, we drove back with the roof off. And the whole of Britain was partying. I was in love, happy and hopeful.

The next two weeks were mostly taken up with pre-op checks to make sure my body was strong enough to withstand another major op. It was. But as far as my mind, well, we didn’t go there. Not considered a priority yet.

How do I sleep through the night before?

Imagine knowing what lies ahead and the very real possibility you may not recover or survive the operation. And then imagine trying to find a way to go to sleep the night before. This is the cancer world we live in. And they haven’t yet discovered pills strong enough to block it out.

I have always struggled with insomnia. Somehow the night before the operation I managed to sleep for about two hours.

On the morning of 22 July, John arrived at my house early so I could drive myself to the Churchill Hospital in the MG. Top down, air heavy with damp and a misty early morning dreamy quality. Gears optional. John’s patience, of course, not optional.

Mr Right Liver Man said he would pop by and check up on how Mr Spare Liver Man was doing in the op. A bit like I used to pop in as an optional attendee in random meetings where I could sit quite comfortably in the knowledge that I would have no actions and be happily unaccountable.

But as Mr Spare Liver Man had told me, being able to have my liver tumours removed twice by surgery was considered a great blessing as only 20 per cent of all liver tumours are able to be surgically removed. He added that even four years earlier we wouldn’t have been sitting here contemplating another surgery. So to go through this twice was a miracle. But to me the miracle is always the anaesthetic.

As a lifelong insomniac it should come as no surprise that I love being put to sleep. I go into an anaesthetic like I go into a mini break. I realize this separates me from most people who quite naturally have a fear of not waking up, of being in pain and feeling sick. Over the past few years, I have had seven general anaesthetics (GAs) and never once not felt the thrill. It does help that I know I am in good hands and can accept the anaesthetic with confidence. But still I recognize this may not be a normal reaction.

Anticipation makes me nervously excited and adrenaline pumps through my veins and sets my mouth off. Anyone unlucky enough to cross my path on the morning of an operation, if they are quick enough, will turn on their feet and march purposefully in the opposite direction. My surgeons love me best when I am asleep.

Mr Spare Liver Man had no idea what to expect, not having experienced this the first time around. So when he walked into my room on the morning of the operation expecting a brisk explanation of what to expect, some signing away of your life, and a gentle pat on the back, he was instead met with a wired insomniac looking for a good sleeping drug.

He asked me to read the consent form in detail. I refused and flipped straight to the back page – the spoiler. “Where do I sign?” Any further requests to get me to read were swept away and finally he gave up even trying.

“Send in the strong men,” I cried. But alas no, I was not to be carried in on the shoulders of strong men, or in a bed adorned with tubes to the anaesthetic room. I walked myself in. Through the doors, waving extra jauntily to my anxious loved ones, face firmly in place and denial in full bloom. And waited for the drugs to hit. “Slowly please,” I always ask, “and warn me first when it’s going in so I can enjoy every second.” This usually elicits raised eyebrows, and a nervous double check of my records.

The only time I have ever enjoyed the sensation of sleep in my life is when I’m medically put to sleep, injected blissfully by a cocktail of drugs. This is clearly not a good thing.

My parents had seen my children off to school on the morning of the operation and then came and joined John and me in the Churchill before I said my goodbyes. John had only met them a handful of times before but as ever he had a plan to distract them and himself from the long hours ahead. Heading off into Oxford, they pretended to push food around their plates and wandered the streets looking for shampoos and soaps to tempt me out of my bed when I was able.

When they returned to the hospital hoping to time it about right, things hadn’t gone completely to schedule. It was to be a long wait for them, watching the door and anticipating the absolute worst. I have no idea how they managed it, it must have been hell. Meanwhile I was vaguely aware of being in the recovery room partially conscious and slightly aware in that dream-like way of voices and mentions of needing to sort something out again (I never found out what) and further drugs being injected before some hours later I was wheeled out attached to drains and tubes and returned to my room.

Blearily opening my eyes, I saw John with his head resting on the bars of my bed looking as terrified and heartbroken as I have ever seen him to this day. I must have looked a sight. He claimed the exhaustion had made his eyes water and for the longest time we held fingers among the tubes.

Every day he would sit by my bed coaxing me to sit up, then to eat, then move into the chair and eventually to walk. He would hold the sick bowl, one after another as nothing would stay down, not even water. So much for early days’ dating mysteries. He would stay until they kicked him out at 10 pm and then drive back home alone with the roof down fighting sleep and praying.

Mr Spare Liver Man had an altogether different approach.

“What are you still doing lazing about in bed, stop treating this place like your hotel!” he dryly exclaimed, the morning after the operation. I even smiled with him when he laughed out loud after lifting my gown to reveal the purple patchwork quilt that used to be my stomach.

“It was a bit awkward, so I had to remove the tumour by making another exit wound here.” He pointed to what appeared to now be a Caesarian scar.

I accused him of touching my bowels as they were now catatonic. I was unable to eat, drink or even sip a drop of water without gagging. My bowel was suffering from ileus again. I remembered it from my first bowel surgery and it’s a miserable thing. Nothing can go through the intestine, no food, no gas, no liquids. Everything comes back up. Eating solid food can lead to a partial obstruction of your bowels which is not only dangerous but flipping painful.

“Let’s try some dynamite,” he said and more medicine and enemas and walking was ordered. At some stage after running through every anti-sickness drug on offer, after I had been painfully weaned off morphine and the drain from my liver was removed along with the central cannula in my neck (as all veins had long since given up in the usual places, they even tried my feet), I made my escape.

It was to be short lived. Too much surgery had caused a weakening in my abdomen and a few times a day I would suddenly get an excruciating pain that again doubled me up, terrifying my family watching on. I was recalled and Mr Spare Liver Man examined me and told me to come back in a week or two if it hadn’t healed. He reassured me it should settle down and was possibly scar tissue as it wasn’t acting like a hernia, whatever that meant.

A day or so later, the pain was intense and I was admitted into the John Radcliffe Hospital in the middle of the night. My surgeon was called again to examine me. “Wouldn’t it be easier to put a zip in it next time?” John said and winked at me.

An X-ray confirmed I had a post-operative hernia where my small bowel tissue poked through a surgical wound in my abdomen that hadn’t properly healed from the liver surgery and was causing a blockage, hence the pain. Mr Spare Liver Man was touchingly apologetic and became even more human-like by the day.

High on morphine, having decorated the bathroom with vomit, I was wheeled back into the emergency surgery in the small hours and after another couple of days as an inpatient, John commented, “Didn’t dating used to be easier than this?” as he wheeled me out of the hospital for what he hoped was the last time, 12 weeks after we had first met.


PART TWO

PSYCHOLOGICAL SURVIVAL


CHAPTER 16

THE HARD SLOG OF PSYCHOLOGICAL RECOVERY BEGINS

My wake-up call needed programming twice.

After one of our regular maintenance sessions, my acupuncturist said: “You can’t spend this wake-up call doing what other people want you to do any more, Rachel.”

I thought I had already learnt the lessons from my first wake-up call. I even questioned at the time how long wake-up calls last. I had my answer now, not as long as I had hoped.

Sometimes, in the amnesia that follows a serious illness, it’s easy to forget about the wake-up call.

The biggest gift that I had been given was the gift of perspective and I am ashamed that I lost this quite early on when it came to workload.

But now again, through the miracle of new surgery and drugs, I am in the first generation of patients learning to live with unexpected survival. However, I’m lacking a road map and in danger of returning to my old ways, because quite honestly it’s easier to brush things off, avoid the inevitable judgement and anger that can come from speaking too honestly about early survival. I need to stop censoring myself because I feel my voice is no longer valid. Concentrating on the funny bits as I did in phase one when physically trying to survive was a lot easier.

To help this time around, a new Zeitgeist is also in town. The beginning of an exciting new moment challenging everything about the narrative of ageing has landed in my lap like a freshly wrapped gift. Thank you Zeitgeist. So just when I have a very real chance of growing old, ageing has gone all aspirational!

Compound that with the news of a sudden empty nest as both children left to go to university within a few months of each other, and I suddenly have more “now” on my hands, a horizon to aim for and an endless hole in my heart where the nurturing used to be. There’s much to learn.

Facing death has weakened and strengthened my family and myself in equal measure, and I have dedicated this second part of the book to exploring the messy legacy of survival. From having to confront some of the truths I thought I knew first time around to figuring out what I am meant to do next. One thing I do know for sure is that keeping hold of perspective and gratitude is not a quick fix or a one-off programme – it’s for life.

So I’ve done a bit of a spring cleaning in my mind to make this a little less messy, you know the type you would when you’re inviting a new friend over. Oh that old thing, you say, no I’ve had it for ages!

But first I need to get past survivor’s guilt

My first book The C List touched on it but not deeply as it was much easier not to and to be honest I hadn’t really begun the business of processing everything before the book was out. But I am aware that I was and am still suffering from survivor’s guilt. I feel such an overwhelming gratitude to be alive when others have died and are dying, and that I feel I have no right to complain about anything.

When I was given my last all-clear, I wrapped up my blog, and this post from January 2019 more than anything explains exactly what I was feeling at that moment:

This is my last ever blog, which means this is impossibly hard to get right. I’m genuinely out of “recognisable” vocabulary, unable to find any word which manages to combine both insane happiness and responsibility.

First for the insanely happy bit. My nearest and dearest know, but I’ve taken some time to process it in written form. So here goes.

27 November. Sitting in the waiting room on scan result day, hearing my previous surname (through a lack of trust in NHS record keeping, or a desire not to have my old cancerous bits leak into my new “surnamed” me), the outstretched hand, the impenetrable expression, the motioning to the two upright seats positioned next to his rotating seat, and in eyeline of the scrambled occasional seat for the nurse in the corner. The screen angled just enough for me to see, but not enough for me to read. The huge file on the desk starving the room of oxygen and time hanging weightlessly on a thread.

This place holds so much history.

Where my father had first accompanied me, holding his finger over the little recording device on that very first slapathon that was treatment option day. Where my brother had once taken my place when I had been too terrified to hear out loud the sentence I already knew was coming. And where John and I now held hands and breathed.

And here it was finally.

“Your scans are excellent. I now consider after five years with no further relapses that you are cured from stage 4 bowel cancer. As you know, this is very good news. Please put all this behind you and go and live your life.”

Impossible happiness and responsibility condensed into one sentence.

I cannot and will never know why me and why not them. There have been so many.

So many people who prayed and are praying for a fraction of the things and time I will never again take for granted.

I’ve prayed lots. And given thanks lots. As have so many others, which is incredibly humbling. Thank you just falls hopelessly short. And the list is too long. I’m getting used to this feeling of indebtedness. To God first and foremost. To my dearest family. To all my surgeons. My oncologist. My doctor. My dear friends. And my supportive social media family.

And so onto the harder bit, the responsibility.

Now I have moved back considerably from the edge of the precipice I owe it to those still hanging on and those gone, to do something good and valuable with my time.

I am going to have to think about what this means. I don’t have the luxury of wallowing. I am ashamed to be anything other than grateful. In some ways facing death was an amazing gift. It got my attention and turned it toward things that were more important and I don’t want to lose that feeling.

You know when you get an unexpected Christmas gift of money and before long it’s absorbed into your bank account and leaves no trace of where it went. Well, I’m scared of that. So I’m putting it out there now, publicly to stop me falling back into the same old, same old.

I understand the need to do something meaningful with all this. But I’m not at all sure what that is yet. But if anyone has suggestions, wants to join me, I’m really open to anything! Please do get in touch.

In the meantime, I probably need to be a bit more financially savvy as my son would say.

Living on borrowed time was expensive. Finding out I’m now cured has also been expensive!

Thank you all for your love and support and God bless anyone facing or living with cancer.

“Mum, you want to give people hope, don’t you?” said Lois.

“Of course, that’s ALL I want to do.”

“So you need to be honest. It doesn’t stop you being grate­ful, but it might also just help people who are also feeling the same thing and don’t dare to admit it. And besides do you think Kate would have wanted you to feel guilty?”

It’s time to stop apologizing for being alive. And let go.

I’ll never be normal again

I have a cough that’s been hanging around for four weeks. Of course we all secretly panic that it’s lung mets (it’s not). The pressure to see the doctor is growing from my family. Me? No thanks, I’m all finished with hospitals and doctors, I still prefer denial and putting off any return to tests and uncertainty. The minute the call to the doctor is answered, the gremlins start to crawl back in through the cracks in my mind.

My cancer friends get it. Stacey described the moment she discovered her husband had bowel cancer as the moment “the rules I knew about the world stopped being applicable”. She talks about this type of mental torture where every ache and pain becomes a sign of cancer, despite having never been a hypochondriac. “This is what happens when someone close to you becomes sick in a way you didn’t expect and you know the dice could roll for you any second.”

People try their best and mean well.

“Amazing, you’ve beaten it. You must be over the moon. Now you can get on with your life.”

Except it feels as far away from normal as west does from east. I feel as if I’ve been unplugged from the old world and I’m not sure I want to switch it back on yet.

The special cancer card that I had been carrying around, that insulated me from arguments, hard work, the rat race, opinions, and criticism of my reading or watching material, was suddenly yanked back and stamped overdue.

The safe haven of hospitals, scans, the warm hands on foreheads, the maternal safety net, the heads tilted to the side and even the free prescriptions were in danger of coming to an end.

But all my pre-cancer problems were waiting piled up against the inside of my head and on my office desk, alarmingly familiar and with a little less patience.

“You can get everything back to normal,” my oncologist insisted. “You’re in remission,” or even more miraculously “We now consider you cured.”

But what is normal, I wonder, and why on earth would I want it?

This is the guilty secret we all carry around with us, being told you are brave, inspirational, being the centre of attention and surrounded in love is actually rather wonderful. And dropping all responsibilities for a while has infantalized me.

John reacts very differently to trauma. He appears to be able to isolate it and block it out.

“Rachel, when are you going to stop watching those dreadful hospital dramas?”

“When you stop watching Car SOS,” I say silently under my breath.

I get that it’s awkward. I have often been asked when I’m going to get back to normal. Do I still think about cancer? When will I not think about it any more? Why do I want to keep in touch with people who make me sad? Why am I still involved with the charity, Bowel Cancer UK? Can’t I move on now and do something completely different?

The story in my head goes: “Shut up Rachel, you are being boring. People are fed up of hearing about it. They have compassion fatigue and who’d blame them!” Which just encourages the more flippant side of me as I hide my real feelings.

But let me try to explain what it feels like and why it’s good to think about things differently.

Imagine for a minute how you felt when someone very dear to you died, or remember how you felt when you had your first baby. You are never the same person again. Your heart has gone places that you never knew existed before. It has grown a huge new part to it which you had no idea it could do. You may be slightly in awe of your heart’s ability to do this. You will never be able to go back or want to move on without this part of you, it’s inconceivable. This is the new “you” now. A super heart-sized slightly more damaged version of you.

Trauma is not something you leave behind or get over. It’s something you move on “with”. Tangled up in the enlarged heart beating in your chest. Something that has changed you from the inside out. And unless you want to go through life suffering from a form of emotional detachment, this is bound to change the way you react, behave and talk. And that’s got to be a good thing if you let it, because it’s liberating feeling like this.

When one person in the family has cancer, the whole family has cancer

I come from a family of stoics. It’s their default setting to walk or even drive on broken ankles in my mum’s case, in case she missed driving over to look after her grandchildren. Or to stay resolutely silent, in my dad’s case, after a hemorrhage he had in the hospital bathroom just before my mother’s hip operation. It was not worth mentioning in case it upset anyone.

I have never been one to show my vulnerability. I obviously inherited this from my family.

I met my mum once on the stairs of Harrods after she had been hit by a car in Knightsbridge. She had apparently run out into the road, bounced off the bonnet of a car, but feeling embarrassed and realizing she had no way of contacting me, she ran on without stopping, waving airily in the direction of the stunned driver in a freakish attempt to convince him this is how she normally crossed the road. Her excuse for trying to reach me was “Sorry, I didn’t want you worrying about where I was,” this being the days before everyone carried mobiles. Her legs were black and blue.

My son Joseph used to ask incredulously when he was little: “How come grandad doesn’t cry?” After he sawed into his leg when doing some DIY or sliced the top of his finger off, bleeding profusely, he carried on as if there were nothing to see. More recently at 82 he toppled over sideways into the canal still attached to his bike and claimed he was just fine after being fished out by a couple of shell-shocked men drinking at a pub nearby.

Having a serious illness in the family affects everyone. My kids, John, my step-kids, my mum and dad, my brother. It spreads like a mutation to those I care most about.

I may have passed on my anxiety to my children but on a positive note they are dealing with their anxiety much earlier and better than I ever did. Whereas I struggle to this day to detach. This makes me acutely aware of how at odds I am with my number one desire to teach them resilience.

When the kids were still at home, just before they went to university, John and I would go to stay in our flat in Bosham near the sea most weekends. Every time John said it was time to leave home I’d have to make sure everything was in place and OK for them. Enough food. Someone on hand (usually their grandma) should they need anything. And when we arrived in Bosham my phone would be on all the time just in case.

“Rachel, please tell me you have turned that damn phone off” – at 1 am when we’re trying to go to sleep.

“Of course,” I lie, turning it on to silent and hastily turning it over so its guilty flashing won’t wake John up. Sometimes he checks and I pretend the iPhone has turned itself back on. “It’s just an iPhone thing,” I say unconvincingly.

My mum says when we were growing up she had no idea where we were and what we were doing and she liked it better that way. I certainly did.

But technology has made me a stalker. I’ve stepped in more often than I should. I am preoccupied constantly with stopping them coming to harm mentally or physically. I tell myself it’s the legacy of fear. But it’s clear to all of us, my anxiety has got a bit out of control. I check when they were last online. I sometimes even check with their friends. This is the worst of all betrayals. I pretend I’ve just woken up when they come in at 2 am.

It is not totally unsurprising, we have all been knocked over by a rip current, but Lois and Joseph were closest to the action. The three of us huddled together in our fragile little paper boat, in the raging ocean at the mercy of the waves and each with our different strategies for keeping afloat.

At the time, Joseph and Lois were in denial, which manifested itself in anger and desperately clingy or protective behaviour. They learnt the art of appearing not to listen or hear, but alert within seconds the minute any keywords were triggered or voices were lowered.

Joseph retreated to his room full of anxiety but unreachable except when I was alone and in bed, when he would sneak in and cuddle up. Still refusing any help from counselling, over time he started to open up a little more to me. School life at this stage was utter hell for him. Biology GCSE held a special kind of terror.

On one occasion, shortly before my liver surgery, he arrived home in tears. “Mum, you’re going to die! The teacher was talking about cancer in the liver and said it was always fatal, because they can’t operate on the liver …”

“Joe, NO. Sorry, but that text book is so out of date and the teachers are wrong.” I pleaded with him to listen while silently planning to disembowel the biology teacher.

“There have been so many breakthroughs the past ten years, you can have really successful liver surgery now, they are way out of touch!”

“It’ll be fine,” I continued, hoping I sounded more convincing than I felt.

“I dunno, I’m really scared and I’m not going to biology lessons any more. You can’t make me.”

As if. I got him out of the class faster than a cell mutation.

I can remember the exact moment Lois’s health problems started. Cuddled up in bed in Cornwall on a hastily arranged break after my first diagnosis and before surgery, Lois watched me disappear to the loo multiple times a night in pain. She was only 11 and watched me like a hawk.

We’ve talked about it lots since and she identifies this moment as the catalyst she felt things change in her body and, by New Year’s Eve, she was in hospital being admitted for what we thought was appendicitis but, in hindsight, realized was the beginning of her irritable-bowel problems.

Lois ricocheted between me and grandma, attaching and detaching, searching for comfort and security. She started to suffer from eating disorders and depression and was eventually admitted to child and adolescent mental health services (CAMHS), which was appallingly awful and broke both our hearts. Collecting her from school, I would take her to CAMHS every week, only to leave a few months later with her weight in the normal range but her mental health untouched as it was not considered a priority at the time. Her rage and mistrust grew. It was to be another three years before she finally accepted help privately to heal the trauma she was carrying.

Studying was also a form of healing. Discarding her natural scientific skills, she took art, fashion and psychology as A-levels, reaching such heights that her teachers were dumbstruck when she finally turned down all offers at art college after sweeping the board with results that were the pride of the school.

Awakening one morning with the dawning realization that she didn’t want to do art or fashion any more, she tentatively confessed to needing a year out. Art had been her vehicle for healing herself but her real calling was medicine. She is now starting a six-year course in medicine with a heart and mind so enlarged she touches everyone she comes into contact with.

Watching both their transformations has been a powerful trigger for my own.

Joseph meanwhile has tried to reteach me stoicism as I once tried to teach him resilience. He has grown up with me worrying about everything, every sentence starts with: “I’m worried about …” But to give him credit, he has spent the past three years working on himself, educating, learning and reading over 120 books on subjects as varied as Thinking, Fast and Slow (2013) by Daniel Kahneman to Emotional Intelligence (2005) by Daniel Goleman to How to Die (2018) by the Stoic philosopher Seneca, in an effort to heal himself and prepare for his career in mental health.

Lois has tried to teach me calmness and a greater under­standing of psychology and human behaviour. I have also learnt so much from her. She has been beside me writing this book and even helped edit it. She probably knows me better than anyone and we are so alike it’s unnerving.

All our children, Joe, Lois, Claire and Fiona, have been brave and vulnerable enough to share their problems and we are all closer and stronger for it. We’ve always been tight as a family but now we talk openly and I am incredibly proud of them all.

Probably I am the one who has struggled the most with detachment. This has become obvious to everyone as I watch my children leave home and build their own lives. And as for my parents, they aren’t totally up for this detachment business either.

Throughout the years of operations and chemo, I could see the unspoken fear behind their eyes and the ache they carried in their hearts. As awful as it was for my mum and dad to nurse me and watch over me, I knew this was where they needed to be. This nasty little illness was going on with or without them, and as they were never going to be able to shut down that part of the brain, we all knew that them being here beside me was the easier of the two choices. Besides I would never have been able to find a door strong enough to keep them away.

A day doesn’t go past without a long dog walk conversation with my mum, and occasionally my dad if he is allowed to get a word in. They are my heroes, I have learnt everything about being a parent from them. But the downside (if it can be called a downside) to having such a close relationship and going through a serious illness together is the crippling sadness that one day the phone won’t be answered and I’ll have to continue this next stretch on my own. The normal order of things has been disrupted.

I couldn’t wait to be independent when I left the parental home, mainly because we never had a TV and I wanted to get my own and sit and watch trash all day (we were only allowed Radio 4 or 3 growing up). So I left home at 20 and, in the natural way of things, built my own life loosening the umbilical cord a little each year.

When I fell ill, this natural distance was stitched back together and any independence traded for mutual support as we felt our way through this trauma together. And I know that the cost of this will mean the final parting one day (please, I pray, long into the future) will be all the more painful for it.

We can’t go on pretending that the hard stuff isn’t hard or confusing or painful. Watching Joe and Lois reshape their identity during my illness has taught me that my earlier belief that resilience would allow them to bounce back was wrong. Because rather than bouncing back to where we were before, or pretending it hasn’t happened, approaching this together means we get to heal together. And then all our lives expand and open up to new feelings as we help each other through it.

So when tough stuff happens in the future, which is our down payment for being human, it’s OK to hurt. As long as we don’t keep it buried inside ourselves. Just talking about it will make it slightly more bearable to carry even when it’s not OK.


CHAPTER 17

IT’S TIME TO START HEALING

Cancer is a magnifying glass. On the plus side it has magnified the many gifts that cancer has given me. It’s magnified my feelings of love, gratitude and stoicism. It has magnified so many positive things which I will talk about. But it’s also magnified my biggest problem, anxiety and fear of the cancer returning. John has tried to reason me out of it over the years.

“Why are you going there again?” He would say as I obsessed over every worst-case scenario before going in to a scan result.

“I need to prepare for the worst case. The more I can rehearse a bad situation the more I think I will be able to cope with it, if it happens.” I’d argue this way time and time again. But, more often than not, my worrying was unproductive and it sapped my mental and emotional energy without resulting in any concrete problem-solving strategies or actions.

It’s leaking into my relationships as I try to control them more than I should.

It’s leaking into my insomnia as I can’t switch off at night.

And it’s leaking into my work as I can’t say no and I react with heightened panic every time I hear the ping of a notification.

We are, I believe, the product of the people we spend most of our time with.

So it should come as no surprise that, like my parents, I too used to be a stoic. I found it impossible to straighten up in the morning from pain and had to get up often ten times in a night to go to the loo, often passing blood. I struggled with severe abdominal pain, and had a partially obstructed bowel before I considered bothering the doctors.

But now, despite Joseph’s best efforts to help, I’m struggling with some aspects of stoicism, especially those that come under the “worrying about what you can’t control is a fool’s game” heading!

But on the positive side the legacy of survival, or the menopause, or being more in touch with my creative sensitive side, I can’t say which, has made me more emotional. I’m consciously going with it for now as I enter a new phase of life. I’m hoping to drop down the tempo of crying at work, but otherwise the more I let it out has to be a good thing. For one, it confirms I’m alive.

Challenging my negative thoughts and being able to distinguish between what is going to cause me danger and what is actually safe is much more complex than I had realized. I am always being reminded to trust my body and gut instinct. But I’ll give you a recent silly but nonetheless typical example where my gut overacted and pressed the red button.

Piling into the lift with Lois in the car park, we pressed the button for the second floor. There was a woman already in the lift who had pressed for the third floor and was happily minding her own business. As we arrive at the second floor, Lois and I leave, but the woman also leaves assuming no doubt we were on her floor.

“Oh no, get back, get back,” I shout at her. As I see the lift doors starting to close.

And then with rising anxiety, I actually shouted the words: “PANIC. The door is shutting. PANIC!” Both Lois and the woman turned to look at me with undisguised shock at my overreaction. “It’s perfectly OK, I’ll just call it again,” she said, totally calm, giving me a withering look that had “loser” written all over it.

Lois dissolved into tears of laughter and we both giggled our way back to the car repeating PANIC over and over again.

Panic is my middle name and my body is in danger of turning me into a drama queen. John is aware of this and won’t raise the alarm until there is at least a full-blown fire coming out of the house. My mate Andy told me that anxiety makes me super sharp, but it’s not a good look.

So here’s a novel thought I am chewing over. If my body is clever enough to carry on holding on to trauma thinking it is saving me from danger, it must also be clever and capable enough of healing itself too. I just need to know where and what to listen to. Because at the moment all my energy is used in keeping me and everyone safe and it’s exhausting, to be honest.

I was a child who worried a lot. There always seemed a lot to be worried about. I came from a close family and I worried all the time about them dying. I worried about the threat of nuclear war. My family teased me that I used to worry about where I would buy furniture from when I was old enough to buy a house. I genuinely stayed awake struggling with this. Night-time is worse. When it is quiet, there is nothing to distract the anxious thoughts in my head and in they flood, overwhelming and with a side order of impending doom. It’s all joy in my head!

My coping strategies have “control” written all over them. Anything to cut down the risk of anything unexpected happening. Even my lists have lists. It’s no accident my first book was called The C List. Control makes me feel less anxious. I can’t let anything go without checking, rechecking, researching and then some.

I’m not an obvious perfectionist – typos abound. But I am a perfectionist when it comes to trying to be smart. But in some cultures perfectionism is considered a handicap. This was news to me, when on a recent trip to Singapore I deposited myself in front of Adam, the gentle calm and capable hotel concierge who told me that, in his village, they see perfectionism as something to “get over” or recover from. He took one look at my anxious instructions and asked me why I had such a chronically overactive nervous system and diagnosed more meditation.

“Go back to the hotel,” said my client after two days on the show floor when I reacted with extreme stress to anything I thought was likely to cause a problem, or what my mind hijacked as dangerous. The irony being I was managing a section on the show floor called “The Retreat”, complete with resident monks, therapists, sound baths, osteopaths and sound wave chairs.

Constantly anxious to over-deliver and improve things is why, in the end, I couldn’t do corporate life any more; the unreasonable shareholder demands of endless profit growth year after year, the exponential growth of customer expectation. It was making me sick. The responsibility lies heavily on me.

John and the kids say: “It’s not in our control, why worry about it?”

Joseph bought me The Daily Stoic (2016). Lois bought me The Chimp Paradox (2013), the mind management book. John bought me cars!

Unless I can kick this anxiety, I can’t appreciate the life ahead of me.

Friendship, the gift of love

“Please stop making more friends,” John said after watching my grief at the death of yet another of my “cancer friends”. I don’t know what to say to reassure him. He wants to protect me from the pain of a final parting. But this means cutting loose from people who are closer to understanding through their own experiences what I am really feeling than anyone else.

Kate was my first experience, and still my deepest felt. My first book was dedicated to her memory.

There have been so many since. Their names are in the acknowledgements section of this book and are threaded through me like coloured cotton. Bypassing the normal socially awkward stage, we have opened up our hearts to each other freely despite only just meeting. My friends make me believe in the healing power of love every single hour of the day. We weep with each other when the news is gloomy and rejoice when the news is good. We share tips with each other, we share our deepest fears and desires. And most of all we share kindness and love, non-judgemental loving kindness and hope for a better tomorrow.

And there have been many “non cancer friends” who continue to this day to share their fears and hopes with me, perhaps thinking that I may have the tiniest drop of perspective left to give them. Perhaps hoping that vicariously seeing life through my eyes will help them realize how precious their lives are after all. Whatever the motivation, it is an enormous blessing to be able to feel this love around me and I am unbelievably grateful to all of them.

What I have learnt since my first experience with Kate is that I need to understand more about what a good death looks like and learn to say goodbye properly. We were both scarred from too much information. We had seen and heard too much. Knew the nature of what our death would look like in detail. Knew the treatment options and when the road was running out. Knew the side effects, the physical deterioration that followed, and of course the mental torture. I am sure in this case that ignorance may not have been bliss exactly, but it may have made it easier.

This is an extract from my writings on the evening Kate left this world. I walked the dog in the morning and as I watched the sun streaming through the trees, I felt her go, I just knew:

I drove past your house this morning. Paul phoned me this evening. He said I must have known. I sent you kisses, I just wanted you to know I was with you. You were already gone.

We did everything together. The same surgeon, hospital and oncologist. From diagnosis through to chemo, operations and, miraculously, remission. We followed each other back into work, we held each other’s hands when we saw our new friends die and finally we were there for each other when we relapsed within two weeks of each other this summer. But while I went on to have an operation which saved my life you did this bit on your own. Your way. The way you always said you wanted to do it. We talked about it lots. I am sorry if I couldn’t accept it.

What I did not know or accept at the time was that Kate knew her time was up. She had found a little peace and knew how to have a good death and what to say no to. I sadly did not. I researched treatments, options and spent my precious last moments of time with her begging her to try them. With the wisdom she wore so lightly, she let me go. She encouraged me to spend time with my children and go on holiday. And then when I relapsed too and was offered a lifeline, she was overjoyed for me. She then gently released my grip and concentrated her remaining days on preparing herself and her children. My pain was too much for her to bear, she asked me not to cry when we met up in case she unravelled. Dignity was her final coping method.

Her leaving will always hurt me more than I can say. I have never exposed myself to that degree of closeness since. I know that being known by Kate was and still is worth the price I am paying for her absence.

Having an emotionally available friend is priceless. Survival needs company. Anyone recovering from trauma needs a supportive community of like-minded people, our own little network to reassure us that we are not alone in our thoughts and feelings. I’ve had that and will be eternally grateful for those who walked beside me.

In one of my thinkathons when I give myself thinking time alone with the inside of my head, I can clearly see life as a balance sheet, and accept that the sufferings and grief in the losses column are outweighed considerably by love pushing everything back into credit in the final summing up. Love lives on even through the darkest of times.

Every third thought

“Death is the dark backing that a mirror needs if we are to see anything.”

Saul Bellow

John would always accompany me to every scan and oncologist follow-up. We would fall into our standard operating roles. Increasingly suffering from a feeling of numbness, I would start the lead-up to results day the week before with a rising sickness in my stomach, rehearsing every scenario in my head, silently preparing for the worst case while John would just not “go there”.

When I awoke on the morning of the appointment – always 2.20 pm on a Tuesday – I would feel the beginning of what I know now was an episode of emotional detachment descending. I would look at my foot tapping manically but have no awareness I was doing it. I felt weightless and emotionless and increasingly dizzy. Sometimes I would study myself in the mirror and not even recognize the stranger looking back at me. It’s a really unnerving feeling.

I would often have no memory of the journey in. John would sit beside me, calm and reassuring, the set of his chin the only clue betraying how he was feeling inside.

When we heard the words that changed us for ever – “We consider you cured” – I asked Dr Drugs to repeat them over and over in order to pull myself back into the present moment and into the room.

Then there was a stunned silence, followed by tears, then laughter, then frantic phone calls and texts to loved ones before shivering under John’s big arms as he steered me out of the hospital, driving the short distance to the place we first met, Hughenden Manor, a red-brick Victorian mansion near High Wycombe. In the rain, he produced a bottle of chilled champagne. Part of the ritual he always optimistically kept to, hidden out of sight in the boot. We sat on the edge of the boot on a picnic blanket in the rain knocking it back and feeling giddy with excitement, a new utter appreciation and love of life and each other.

There is no feeling like it.

Life made sweeter by the possibility of death. Within minutes of being declared cured, I wrote blogs, full to the brim of ideas. The presence of death allowed me to see the truth reflected back at me with awesome clarity.

“Every third thought shall be my grave,” said Shakespeare’s Prospero. He might strike you as not being a bundle of joy at a party but I think of it as quite the reverse. This irrational fear of acknowledging that we are all going to die one day isn’t depressing – it’s actually invigorating. Why do you hear so many cancer patients, including me, talking about the joy and how liberating it is, even for a blissful moment, not to get caught up in petty matters. The closer you are to death the more you are alive and people can smell it on you in a good way.

There’s nothing like a terminal diagnosis to wake you up. And yet, we all have one. Every one of us is born with a death sentence and every minute that passes is one that you’ll never recover.

Realizing this has had a big effect on how I have chosen to live. I’ve stopped pretending I have endless time. Whether I am dying slowly or speedily.

But not thinking about death actually has the reverse effect. It won’t make my life last any longer and it tricks me into thinking I can control things again. “Who of you by worrying can add a single hour to his life?” as it says in Matthew 6.27.

Keeping the “What if I die tomorrow?” question at the forefront of your mind also frees you up from any worry that exists at a subconscious level.

Everything ends or dies eventually. Business, ideas, regimes, people. There is always an ending so there is not much point in denying or ignoring it, but a lot of point in using it to motivate you. My car never got cleaned until I was selling it. My house never got repaired until I put it on the market. My diet never got started until I was going on holiday. Now I know the earlier I start improving things the more I can enjoy the benefits before it’s too late.

Following my second liver surgery, I am left with a nagging, sometimes stabbing pain just under my rib cage on my right side. I used to view this with fear, thinking it heralded the arrival of another tumour. But now I like to think of it as the thorn in my side. My sword of Damocles. A dangling reminder of death and difficulty and the best-ever motivator to go in the right direction.

“Don’t behave as if you are destined to live for ever. What’s fated hangs over you. As long as you live and while you can, become good now.”

Marcus Aurelius, Meditations 4.17

Post-remission blues

Freedom is a huge responsibility. Remission, or even cure, is an even larger responsibility. Now, with all the freedom in the world to go in any direction I wanted, I finally understand what Marcus Aurelius was on about, the weight of getting this right.

In the early days when I first got cancer and filled up the radio waves with enthusiastic positive commentary on how to push back against the malady of all illnesses, I recalled a conversation with a listener. “Watch out gal, for the post-remission blues. It’ll hit you like a train.” I scoffed a little bit to my dad on the drive home: “How crazy to feel depressed after getting your life back. I’ll never feel like that.” Dad, as ever, reluctant to talk about mental health, changed the subject to how many apples I needed to now eat a day.

I’ve always been one of those people who overreacted like mad to everyday normal stuff like work deadlines, but throw me into a full-blown crisis, and I am as cool as a cucumber. This confused not only my children but my work colleagues. As they waited for me to disintegrate during treatment, I confounded them with laughter and joy. As they waited for me to jump back into life with newfound perspective and energy, I confounded them again with anxiety and overwork.

It’s time to take time seriously

“The difference between successful people and really successful people is really successful people say no to just about everything.”

Warren Buffett

We have more of “now” than we have ever had in human existence. We can make things happen now. Buy now. Respond now. Our expectations for service are now.

But the one thing we cannot have more of now is time. We are bound by time. And how we use that time is the single biggest issue of our tech-filled age.

At the beginning when I was first diagnosed, when tomorrow looked lost and life was no longer a given, I made bargains with God and promises to myself. With little expectation of seeing them through.

A few winters later with one remission under my belt, my mother and I turned 70 and 50 within a few weeks of each other. It was a very big deal for both of us. I was halfway through my death-to-cure statistical challenge with my focus on clocking up time, the way termites eat through wood. And she was learning to breathe deeply again after the toughest years of her life and a frightening episode of pneumonia.

But I didn’t slow down long enough to savour it. I was ticking off everything I could in an anxious effort to speed up the clock until I would hear the second sweetest words in the English language.

And now sitting here aged 53, six years past my predicted expiration date, it finally dawned on me. Those six years were the most precious gift imaginable and I had wanted for nothing. No corner of the globe unexplored. No experience off limits. No day unfilled. No love too great.

And yet, I was still blindly conjuring up yet new ways of exhausting myself and making myself ill again. I may have been cured of advanced bowel cancer, but I had a long way to go to cure myself of squandering time. I was always thinking about the next thing, always with my eyes on my lists and rushing, rushing, rushing. Walking was never good enough when I could run, maybe less elegant, but I had things to do and places to get to.

Far from motivating, though, the pressure to make every second count and find meaning in everything, was becoming exhausting. Not to mention expensive! If unexpected survival was meant to be the shortcut to perspective and wisdom, I was failing.

“Tell me what will you do with this one wild and precious life” looped around my head accusingly. Time gifted on loan from the future. A gift so large and all encompassing that I had no idea where to begin. And so, for the meantime, I reverted to doing what I had always done.

“How’s work?” said my acupuncturist at one of our regular sessions, knowing full well the answer as he held his finger on my pulse, declaring yet again that I had depleted the energy reserves he built up last time.

“Oh good, very busy. I’ve just taken on a new client and they are a bit demanding.”

Eyebrows raised. “Have you put your prices up?”

I dodge the answer.

He pushes on. “When are you going to learn to say no?”

He sends me back with some homework. I am to say no to everything and everyone for 24 hours to start to build the habit.

I go home. John asks for a neck massage. No. Joseph says is there any dinner in. No. Lois asks for a cuddle on the sofa. No. I buckle before the hour is up.

The online community has a different mantra. Live life to the fullest. Don’t put anything off till tomorrow. Bucket lists. Living lists. Lists for living. Pressure to look good, sound good. Be authentic. I try another one of my social media fasts. I’ve got work to do.

Avoiding the endless calls, email and texts, timelines, it feels never ending, the number of people who want to consume my time, for no particular purpose. And I’m the guilty one for letting them.

Joseph comes into my office holding his little book on the brevity of life from his hero Seneca.

“Read this, mum,” he says and points to the text highlighted in yellow:

No person hands out their money to passers by, but to how many do each of us hand out our lives! We’re tightfisted with property and money, yet think too little of wasting time, the one thing about which we should all be the toughest misers.

I look up Dan Buettner again, remembering how little his Blue Zone people “wasted” time. The answer he tells me is in having a purpose. And surrounding yourself with people who are good for you. The quickest way to change ourselves is to change our environment. Onwards!

Saying no is a start

2017 was a year unlike any I have lived through. The world became addicted to “breaking news”. Chaos. Uncertainty and busyness. And I enthusiastically joined in. Fixing things became my specialist subject. No problem too big. I’d chuck into the brain pool and let the neurons figure it out while I was technically trying to sleep. It made me feel good about myself. Until I woke up on five hours’ sleep with the cognitive abilities of a toddler.

I’d spent a lot of energy and most of my remission years running to someone else’s beat.

I was so busy that I often listened with only half an ear and it has got me into all sorts of messes. My home office is decorated with a quote: “Logic gets you from A to B, imagination gets you everywhere.” Except the “gets you everywhere” bit is covered up by a huge filing cabinet as I had not listened to John when he told me he was bringing a filing cabinet back that evening and it would go “there”.

Being a marketer trained me to create a permanent feeling of FOMO (fear of missing out). The world of marketing is all about saying yes. There’s a culture of yes and it leaks into your personal life. For years, I said yes to absolutely everything. Proposals. Work gigs. People’s problems. I thought it was a sign of weakness to say no. Everyone loves an enthusiastic “yes-er”. It has adventure and courage as its accomplices.

But lately and after much prompting from those around me, I’ve been thinking this is all madness. There’s actually a great joy and thrill in saying no. Whereas yes is more youthfully naive, no is confidently “I’m fine just as I am thank you very much”. You can keep your burnout and your people pleasing, I’m all pleased out.

When I get caught up again in someone else’s schedule and drama, I have to force myself to say no to stuff that I don’t want to go along with. I still find saying no very difficult, in my business as well as personal life. But I’m trying to see it as less “negative”.

No is the beginning of figuring out what I actually want to do. It may be less Instagramable or anecdotally exciting, but it is giving me the much-needed space and time to figure stuff out. And now I am the boss of me I don’t feel I need to justify my time-sheet to anyone any more, which means shutting my ears to the moral indignation that comes from letting on you are having a quiet life.

If I remember to view the stillness inside and outside of me as medicine, it helps me to view it more positively. And accepting that to experience any sense of awe needs peace, space and attention. Not a desperate and distracting attempt to capture everything about your “perfect life” on Instagram instead of letting it flow through you.

The most interesting point? My parents always told me that no intelligent person is ever bored. But that’s slightly off because creativity needs boredom and space to do its magic. And creativity is just intelligence having fun, so the way I now see it is that busyness is making us stupid and a little less fun company in the long run. Case closed.

That does not mean I am done with yes. The new rarity of yes makes it even more desirable when it happens. So when I now say yes, I mean YES. May your yes mean yes and your no mean no. Life is beautiful and even more so when you are in your right mind. That’s all I’m saying, it’s all good.

Working on getting work right finally

My relationship with work had always been unbalanced. Work told me what time to get up in the morning. What to eat, what to wear. Work made it clear when it wanted me back after having children. It told me what I was allowed to think, what I was not allowed to voice. It even told me how to speak in words I didn’t recognize, while at the same time saying I needed to be accountable for something that wasn’t of my making. Work was manipulative, controlling and ungrateful.

However, when I first fell ill, work did pull out the stops. It filled my hospital room with flowers, it talked about me in loving terms. It gushed about how strong I was. I fell back in love with work. I talked to work all the way through my illness and mostly work was attentive.

When I returned to work with a colostomy bag after a year of major operations on my bowel and liver, topped off by the eight months of brain-cell eradication known as chemo, work offered me a cup of tea and a pile of redundancies and a department restructure to crack on with. Work had work to do and I was in the way.

I told work that the timetable it had in mind to complete this restructuring process was too short, especially as I was due to have another major operation soon to try to rejoin my bowel and lose my stoma. Work said I had no choice but to get on with it.

How do you gradually take management control of a team that has been doing without you for a year? How do you get the right balance of being fit enough to work versus not quite what you were? Add, most of all, how do you take unpopular decisions and give critical feedback when you just want everyone to remember you as lovely in the event of your death?

Three months later after work’s dirty work had finished, I was back in hospital facing another major operation, this time to try and rejoin the two sections of my bowel after 18 months with my bum on my tum.

Of all my operations, this was the one that caused me the most misery. The sickness was overwhelming. The recovery was long and painful.

When I returned to work again a couple of weeks later, having outlived my log-ins and with a very unreliable bum, occupational health was keen to support me with a gentler return-to-work schedule. But work already had other plans. While work technically kept to its part in the agreement, it did its best to cram all the work into the reduced working hours. And so began the damaging process of trying to suppress my true feelings and especially what signals my face was giving out.

My game face would lose me my house in poker.

I reported in to the CEO. I really liked my boss; he was charming, energetic and hugely intelligent in the logical agile way that my brain was now struggling to regain. I really wanted to appear “viable” and worthy of his attention. He obviously didn’t do outward displays of concern, so we fell into a toxic relationship of him throwing stuff at me and me suppressing the rising panic and feelings I had, in an effort to keep my job and also his approval.

My first meeting with him after my return probably set us off on the wrong foot. I found myself over preparing in an effort to convince him of my abilities. I banked sleep, wore a fire-engine-red dress, added lip gloss and highlighter on my cheeks and ran up the three flights of stairs to fake the healthy glow I was aiming for.

I was ready. Or so I thought. First question: “So what do you think is the best structure for your team?” We were locked in and off.

If there is one thing I have learnt it is that you shouldn’t beat yourself up if you don’t rejoice at the thought of handling redundancies. I’m talking to all those in business out there; you really have to remind yourself that empathy is not a weakness, but a healthy normal human response. And rather than suppressing your feelings it can be helpful to allow yourself to feel this way sometimes … not too often though, otherwise you’ll look like Sally in the corner who brews her tea in her own tears!

If I had the awareness or support then to realize what I do now, I would have saved myself the sleepless nights and turmoil. There is a name apparently for all this, it’s called “surface acting” – forcing yourself to act one way while feeling another.

I was expected to project a certain demeanour and play by the rules as part of the senior management team, and I was unravelling fast. Most days, I would cry at work, hidden at first but increasingly in the final days publicly.

By the time I left, six months later, the damage had been done and for months I sat at home wondering what on earth had just happened. I crashed and burned but now I’m back on my feet. It took a while to see it and it takes a lot to stop it coming back. It’s a daily, sometimes hourly, battle.

It’s possible that I was to blame for inflaming this burnout in my desire to be the one who solved everything. Being needed was my insurance against death. I couldn’t fall seriously ill again when I had so much work to do and when my children were still dependent on me.

But now they have left and I run my own business and, theoretically at least, can control how much work I take on, I have replaced one obligation with another, the need to earn money. I realize now that being busy and not reducing my overheads has also been my strategy against writing for pleasure. It fell into the pile marked “not important enough”. It feels good to press the reset button on that.

Saved by my brother and friend

Setting up Everywherebrand was David’s gift to me when I needed a purpose. And my dear friend Alison provided me with our very first client and an income.

David and I have always had complementary skills and personalities. We are so close, I still “helpfully” finish his sentences for him. But we have different ways of coping. Me, over-controlling, anxious, finding it tough to manage clients’ expectations, rushing through to-do lists. David, saying yes to everything as he couldn’t face letting people down by saying no and then exhausting himself and disappearing when things get tough. We both had lots to work through to find balance, but I think we are winning finally.

David’s side hustle is drawing and he has surprised himself, but not those who know him, that he is really good at teaching live drawing classes. And he loves it.

Mine is writing. Chemo and menopause has temporarily robbed my brain of the gift of being able to articulate things as well verbally, but give me a keyboard and my fingers find processing my thoughts easy. And I love it.

We are working out a way to accommodate both of these dreams and the need to earn money and build a legacy of which we are proud. David is reminding me to enjoy the process as much as ticking off the to-do lists and to find balance.

Too much thinking and marketing strategizing gets me stuck in my right brain. But writing and meditating allows me to observe something that grows up from my unconscious mind. I really enjoy the pleasure of having two ways of earning money.

In the process of writing this down I remembered how I felt when we first set up Everywherebrand. We promised ourselves we would not take on work purely for financial reasons, there had to be someone we liked and enjoyed working with. Massive tick with our first client. We purposely chose kindness as one of our company values knowing that kindness in business would feel rather radical on the receiving end, but also because research shows that it is actually good for business.

And kindness needs to extend to ourselves too and that means stopping asking ourselves for permission to be who we are. Reinvention should hold none of the old fear. The stakes are lower now as what can possibly be worse than dying. Seriously Rachel, sort it out. The playing field is wide open now and the only person standing in goal staring back at me is me! Dan Buettner’s voice echoed in me again: “Community, Rachel, it’s who you mix with that’s important.” I had no excuse now, but I was still mixing with the old me. “Me” was the problem. And the old me needed a ball in the face … perhaps a little too harsh because that would be a foul. I probably only needed “the old me” to be called to the reserve benches so “the real me” could come on.

Sleep is not an optional extra

From my earliest memory when I was about five years old, I struggled to sleep. Every night my dad would kiss me on the forehead before he retired to sleep at 11 pm and I remember pretending to be asleep, already feeling the rising pain that another night was slipping through my grasp.

My son left a copy of a book he had just finished reading, Why We Sleep (2018) by Matthew Walker, with important passages underlined for me to read.

“Please mum, it’s important. And you really need to stop taking sleeping pills, turn off your phone and open the windows.”

My bedside table guiltily shuffled away from my gaze burdened with my phone, iPad, earplugs, sleeping pills, notebook and remote control. I opened the book and hoped I would drift off.

But I was in a hotel, the most luxurious of hotels, the Ritz Carlton in Singapore and just about everything was designed to help me sleep. Thick black-out blinds and an impossibly comfortable bed. But as this was, according to Matthew Walker, an “unfamiliar sleep environment” one half of my brain drifted off and the other half spent the night awake keeping guard. My conscious brain being wide awake had sent a message to stand guard all night until it could sign it off as a safe place to let go.

My acupuncturist tells me I need three things to keep my run of good health going. Sleep, exercise and good diet. But the more I looked into this the more I discovered that sleep isn’t just a leg on the wobbly chair of life, it’s the foundation on which both exercise and diet sit.

My T cells – the natural killer cells of my immune system – have the important job of targeting cancerous tumour cells. They do this by punching a hole in the dodgy cells and squirting in a protein that destroys the growth. And guess what lack of sleep does to this little squadron of killers? It kills them stone dead. Even a short burst of insomnia can affect them.

At least once a week I sleep no more than four hours. Over 70 per cent of the squadron would have been swept away in that one night, relative to sleeping for eight hours.

Imagine then what this continued assault on their defence team had been doing for most of my life. There is a gathering storm of data highlighting poor sleep as a dangerous risk for cancer.

If my sympathetic nervous system is forced into overdrive by lack of sleep, it ramps up the inflammation because it thinks it is about to come to some harm. This chronic inflammation is another contributing factor because cancer uses inflammation to its advantage.

Even more alarming, there is evidence from Dr David Gozal at the University of Chicago on the effect of sleep deprivation on mice injected with malignant cancer cells. The sleep-deprived mice showed a 200 per cent increase in the speed and size of the cancer growth relative to the well-rested mice over a four-week period. But not only was the cancer huge, it was also found to be more aggressive and had metastasized.

Seems from reading this book that poor sleep not only increases the risk of cancer developing, but, if it’s there, it’s like a virulent fertilizer.

The sleeping pills are going away. The root cause is being tackled. Sleep Rachel sleep. I’ve been committing sleep suicide.

Time to take off the mask

“All discomfort comes from suppressing your true identity.”

Bryant McGill

Beneath my cancer face was my real face, beneath my public voice, was my truest sound, and beneath my popular beliefs was my real faith.

Cancer has gifted me the opportunity and responsibility to get to the deepest part of me and escape any part of my identity that I had allowed to grow unchecked, like strong weeds around the rarer, more beautiful plants in my mind.

As Saul Bellow said: “A great deal of intelligence can be invested in ignorance when the need for illusion is deep.” And my illusion was very deep.

Laughing at life, dodging anything too intimate and finding pleasure in pursuing intelligence and trying to be seen as clever was an illusion my ego had allowed me to create. And it took a lot of upkeep.

You know your face is giving you trouble when you have multiple people in your head to please.

But I’ve had a nagging voice for years telling me to “get out and do my own thing”. Half the time I drowned it out as I was too nervous to commit and other times I would dabble awkwardly and open myself up to criticism. Fear of my marketing copywriter peers saying, “Where the hell is she putting all those apostrophes now?” or perhaps even more nervously from my cancer community, “Who does she think she is?” It’s defeatist and pointless and I am trying every day to accept this feeling of vulnerability in return for a sensation of nervous excitement.

If you are doing something you really love that allows you to connect to the freedom and pure joy you felt when you were growing up and everything was for grabs, isn’t that just the best thing ever?

When you’ve spent your life putting on a face and then having the cancer face to end all faces, you become very good at hiding your emotions and fears. And it has become something of a shock to me and those around me that I’m actually very emotional and sensitive.

It had its roots in childbirth, accelerated with survival and lost all the brakes with empty nesting. I’m a bit of a hormonal emotional wreck and feeling raw. And this is making me cry at everything. And I mean everything. I was talking to someone the other day and when they asked me how my dog was I cried. On another occasion, I was asked which university my daughter was going to and I couldn’t even squeak “Cardiff”, as my throat closed tight in answer.

My doctor diagnosing my proximity to tears prescribed the antidepressant citalopram. “It’ll take the edge off,” she said, mirroring word for word what my dear friend Kate had told me years previously. She also prescribed sleeping pills to help with my insomnia. I stacked them up in the cupboards at home, refusing to take them because I wanted to stay in touch with my feelings however painful. And because sleep needs to be a natural thing.

Everything now feels so visceral. And I kind of like it like that.

Time to face up to ageing

I was a child of the recession. With a wildly fluctuating inner and outer age packaging, I picked the wrong men, was always the wrong age and often in the wrong place.

When I was 18 and got a job at The Financial Times, I wore my mum’s knitted two-piece suit to look older than my years because I had imposter syndrome and thought that was what grown-ups wore to work. I drank port at lunchtime in oak-soaked cellar wine bars in the City and I hung out with middle-aged men in suits.

I continued my premature ageing throughout the 80s, marrying older men, getting mortgages and mixing with people a generation or two ahead of me.

I’ve never been asked for age-verification ID for anything in my life. I could get into any club, buy anything. Not that I ever wanted to, I was settling into retirement.

After recession two hit, I was in my late 20s and on the hunt for another job. In scarce supply, I went freelance and got my first advertising agency gig at McCann Erickson. For 30 seconds I was the right age for the job. I had just the right amount of gravitas (on loan from The Financial Times) and the right amount of youthful enthusiasm. And I loved it. I soaked everything up, learnt my craft and won a best friend in the process. Jenny had interviewed me for the job perched on the corner of her desk, her long bare legs encased in suede shorts and decorated with impossibly glamorous heels. Her painted nails tapped distractedly and speedily throughout my answers. Her eyes took in every detail of my yet another two-piece suit blending perfectly into the sofa that I was sitting on, barely level with her feet. I was terrified of her. A foreign species. Heaven knows why she hired me.

Within days, I was back in, dressed in black furry trousers, a leopard skin bag in the shape of a dog and a carefree attitude and I began my very first adult period of being young again.

Being young was easy. Until I met Mike. He was older than me by 11 years. But still looked like David Essex and had no intention of growing up or getting old. He needed my help and a job. I was hooked. One of the many lessons I learnt during this period was that men who refuse to grow up make grown-ups of their partners. There is no other choice. Someone has to pay the bills, organize life and do the bins. And so just like that my grown-up period began again.

At 28 I was a stepmum to my ten-year-old stepson, Adam. I had no idea what I was doing, who I was supposed to be. But Adam made everything so easy for me and we learnt together. We became great friends and continue to be to this day.

Both my children were born during this period. We moved to the country and settled into village life. As our marriage started to disintegrate, in an effort to remind myself I was still young, I ran off to New York to run the marathon by myself.

The only time I was ever described as young for my age again was seven years later when I was diagnosed with bowel cancer at 45. I was one of only 2,000 people who get diagnosed under the age of 50 each year with bowel cancer and so we were not typically catered for in the media, charities, hospitals and support groups. This coincided with early days of Twitter. Instagram hadn’t yet been invented. And those of us that found each other on Twitter became the greatest of friends. But because we were scarce on the ground, we met up in real life as well as virtually.

Our friend and CEO of Bowel Cancer UK Deborah Alsina worked with us to understand the unique pressures we felt having bowel cancer at such a young age. We sat in workshops together, on research panels, we contributed to white papers and finally a groundbreaking campaign called #nevertooyoung which was launched with a series of videos, one of which featured me. The #nevertooyoung campaign was so successful it has been rolled out across the world. So many lives have been saved in the process. A lot has changed since those days, but the one thing that hasn’t is how hard it is to fundraise for bowel cancer, despite the increased awareness. I just don’t get it. Incidentally, every penny of my royalties from this book is going to Bowel Cancer UK.

Hitting 50 was the most aspirational thing I could think of doing from the moment I was diagnosed. I knew I had been given something so precious when I reached it, denied to so many of my friends, and I promised I would never let myself feel negative about age ever again, the last “-ism” to be conquered.

And anyway, denying our age is only a thinly veiled fear of death. Denial and I were supposed to be finished. We were over in a “throw your clothes out of the window” sort of over!

But I am still learning how to talk about age as I discover the new “rules” and not the lure of my past. Why the hell would I want to go back to that “confused” person? I got it all wrong, painting on attraction and wearing other people’s opinions in my 20s and 30s only to find out that beauty comes from having an open heart, an honest mind and a life you’re proud to own up to. I love how there is so much more to learn and embrace about age as it becomes more fluid. It feels free and exciting, and about time. Pivoting in a new direction is the thing of our times and I am pivoting in every direction. Keep up keep up, it’s dizzy but you feel fabulous.

Researchers are calling this intersection between experience and tenacity “crystallized intelligence”. I rather like that. Putting our life’s intellectual achievements and emotional intelligence right in the shop window ready for any progressive organization or person to say, “Yes, thanks, I’m going to see if that fits and maybe buy it.” This strong awareness of who you are is well worth the entrance price of age.

“Do you think cancer has made you wiser?” Lois asked recently as we celebrated another birthday.

This is a something I have been thinking more about, with a small deal of pressure since Watkins Publishing asked me to write the current book.

Let’s start with the definition of wisdom. The Collins Dictionary definition: “Wisdom is the ability to use your experience and knowledge in order to make sensible decisions or judgements.”

All I know is that every one of us at some level will experience a sense of mortality, either through our own brush with it, or our loved ones. Whether this makes us wise is the big question.

What it does do though, if we stop long enough to allow it, is give us perspective. For perspective to grow into wisdom it needs yet more space and time to turn it into the ability to make sensible decisions or judgements.

So let’s get on with this time business. It’s got a lot going for it.

The greatest gift of love ever

The scariest thing about death isn’t being dead, it’s coming to terms with the process of dying and potentially suffering. And to help with that inevitable process I need to find some comfort and peace, and to connect back with my spiritual side.

What I loved about finding my life’s purpose, my ikigai, my raison d’être, my plan de vida or whatever you call it, is the major role it plays in well-being and outlook. It was like discovering a nice side order that arrived without me asking for it.

There is a growing body of research that shows that having a purpose and belief buffers you against stress. It reduces inflammation and, according to my mate Dan Buettner from the Blue Zones project, there is scientific data to show that it adds up to 14 years to your life! Is that enough to make you read on?

But it took me a long time to figure out my purpose. The first half of my adult life had done a great job in covering up the millions of little lines that led back to my soul. The lines faded under stuff piled high on top, hidden from view and starved of light. But they were always there, waiting to be found again when the house clearance that is cancer revealed them, their lines carved deeper from the weight of years.

I was brought up Christian but drifted away in my teens and for decades tried to push religion and what I wrongly believed would be an angry God out of my mind as much as possible. Every time I broke up with anyone, I flirted with the idea of returning to church, a bit like a dog returns to its master with its ears down after ripping up the contents of its bed, expecting a good telling off. Only to lose my nerve, find another bandwagon to chase, another boyfriend and off I’d go again.

I’d been married and divorced a couple of times, a series of bad relationships and life choices and a CV that would hardly get me to the top of God’s recruitment pile. So when cancer called, I stupidly thought this must finally be my punishment, my redundancy notice.

My cousin Sharon was first to visit me and one afternoon she gently suggested I might like to come with her to a church again.

“Rachel, don’t you see, God has been tapping on your door for years and after years of being ignored, he is now banging the door down!”

Months after this conversation, I discovered a painting by Holman Hunt that shows Jesus standing outside a door, knocking. The original is hung in St Paul’s Cathedral in London. It is inscribed with these words: “Here I am! I stand at the door and knock. If anyone hears my voice and opens the door, I will come in and eat with him, and he with me.”

The beautiful thing about this image is the handle is on the inside, I could choose to open the door or not. Jesus wasn’t forcing himself into my life, even if he was knocking harder than ever and standing on the other side ready to give me a hug. And accept me as I was, all flawed and desperate.

It took me a few visits to find a church I could feel at home in. There were no elaborate buildings, robes or ancient ceremonies. There were no paid ministers or any central leadership. No goody goodies or uncomfortable pews. No images of hell. No one standing in judgement over me. Just a bunch of happy, intelligent and loving people of all ages, trying their best to understand and show the love of God through caring for everyone.

I started going regularly, observing from the back. I waited until the chemo was out of my system, until my brain felt cleaner and clearer. I studied and read everything I could get my hands on. My heart needed to feel what my head was learning. I felt the crazy responsibility of trying to explain the Bible in all its mysterious complexity to anyone who would casually chuck me a “Surely you don’t believe in a Father Christmas in the sky?” or “Organized religion is responsible for all wars,” or “Isn’t faith a convenient cop out?” And so the researcher in me studied both sides of the argument. The God delusion and the Dawkins delusion. I grew increasingly angry with the trolls and the ease with which they tried to dismiss or marginalize anyone who dared to believe. It’s funny how radical it now feels to admit to a belief in the 21st century.

After months of attending church in between chemo sessions, feeling stronger, happier and more hopeful than I had done in years, I decided that I wanted to get baptized. My church, knowing my tendency to put things off, arranged this for the very next week. This was six short weeks after I had met my new man and after nearly a year in remission and 18 months of attending church. I decided I was ready.

The date for my baptism was Saturday 15 June 2013.

The date the cancer returned in my liver was Monday 10 June 2013.

People ask me could I identify the exact turning point – the before and after moment – and this was it. The mom­ent I had to give up any illusions of control and try a different path.

My friend at church took me aside and said: “Rachel, you need to tune your ears and eyes to a different frequency. You need to look out for signs that God is looking after you.”

“I will never ever leave you or forsake you.” That’s one hell of a promise.

When there is nothing between you and the great beyond, let me tell you, hanging on to anything becomes everything.

Courage is described, not as an absence of fear, but as the ability to feel the fear and move forward despite it. And if that meant going places that frightened me and leaning on a forgiving God, then I was finally feeling courageous again.

“Come to me all you who are heavy laden and I will give you rest.” What a comforting thought.

I felt a sense of lightness and hope returning. And a feeling I could do this again, I was not alone.

And later that week while I waited in the MRI scanner for the news on whether the cancer was treatable or not, I did everything I could to hold on to that feeling. As I raised my arms above my head and was moved into the claustrophobic tube, I closed my eyes and prayed and peace fell. To this day I have not been able to explain or articulate how it felt. It was sublime, not a coincidence that it is described as “the peace that passes all understanding”. I was somewhere else entirely. The strangest thing was John, 105 miles away at that moment in a hotel room in Nottingham, lay down on the bed and felt it too. Neither one of us was aware of what the other had experienced. And I have never properly talked about it until recently.

C S Lewis has a great quote that I just love in The Problem of Pain (1940): “We can ignore even pleasure. But pain insists upon being attended to. God whispers to us in our pleasures, speaks in our conscience, but shouts in our pains; it is his megaphone to rouse a deaf world.”

My opinion for what it’s worth is we all exist in a world with complete freedom of will. We are not robots. We can go where we like, eat what we like. Do what we like. But not one of us is above the laws of nature. And so if you want an answer to the question of suffering this is all I have, from my own observation. We’re all subject to pain and death at some given point in our life. But where we get strength and hope from is also a choice. And I’ve made mine.

And no, I don’t expect that because I am a Christian I will now be free from pain and suffering. If it was that easy wouldn’t everyone sign on the dotted line immediately and be a Christian? Bit like we do when we want to get our kids into a local faith school, or marry in a fancy high church.

I can’t tell you why one of us should live and another die. I don’t believe God is tossing a coin or writing up all our deeds in a celestial equivalent of the naughty or nice list. I don’t believe it’s because one of us prayed less or was less faithful. My auntie Naomi died of bowel cancer three years before I was diagnosed, when she was just 51. And she was a far better person than me, had been a Christian all her adult life with a family who loved her and prayed for her. Sometimes we just don’t know the answer. Or have the full picture. But that doesn’t close the door to love and hope and comfort. And I have to be at peace with that. Whether you can is up to you.

The toughest thing ever is trusting in not having all the answers and leaning on someone other than you. It screams against every instinct in the 21st century, the age of me me me. It yells injustice from the graves of young children. It’s impossible to comprehend with intellect alone and I’m totally OK with that now. Perhaps another way of looking at it is that either the life of Jesus is the biggest con trick ever or the most incredible promise of equality, love, hope and forgiveness imaginable. And the beauty is you get complete free will to decide. So as they say: “You do you. And I’ll do me.” And I truly hope you also find peace.


CHAPTER 18

LETTING GO FINALLY

Going back to work highlighted for me what probably everyone else knew: I could not chuck out or file stuff. That explains the 11,367 emails in my inbox. It explains the unpacked boxes under my desk from a previous move three years ago. It explains the endless lists. And it explains the locked-up feelings in my head.

Asia seemed a good place to start to learn to let go, after all it was the birthplace and cradle of wellness. It shook me up, magnified my anxiety against its backdrop of meditative calm and prescribed time spent in self-reflection. You’d expect that from Asia of course but they have a point. Get to the root cause of the problem was their calming respond to my many febrile questions along with an upturned hand and thumb and index finger joined.

“Why am I getting anxious about having to deliver all the time? And why do I feel the need to overcompensate?”

Opening my heart and mind

The trippiest and quite unexpectedly the most helpful thing I have found that helps the process of letting go and healing is holotropic breathwork.

A year ago on a trip to a wellness festival in Kaplankaya, Turkey, called Harvest – referring to the a time of year that holds great potential for self-reflection, new beginnings and gratitude – I was introduced to something way outside my normal field of weird.

There was very little preamble on what this was all about, other than hanging out with a bunch of beautiful people used to sharing or losing control of their emotions in public. Again, not normally my jam.

But I have since researched and realized breathwork has a ton of scientific credibility behind it. “Studies are revealing that, by changing the patterns of breathing, it is possible to restore balance to the stress-response systems, calm an agitated mind, relieve symptoms of anxiety and post-traumatic-stress syndrome, improve physical health and endurance, elevate performance and enhance relationships.” – Big claim from Richard P Brown MD and Patricia L Gerbarg MD who studied it.

Here’s what happened next

When I met Lisa, the rather statuesque New York beauty who was never without a white top hat, I was, I’ll admit, a bit of a sceptic. Her job description did little to alleviate my awkward British reserve: “A spiritual technologist committed to the evolution of human consciousness.” But I was here bathed in the warm love and peaceful auras of my fellow wellness explorers and took a deep breath and went in.

The room was warm and welcoming and we were instructed to lie down on our yoga mats, cover our bodies in a comforting blanket and breathe normally while Lisa started to explain what we were all about to jointly experience.

The breathwork we had signed up for was at the mind-altering end of the spectrum, called holotropic breathwork and was a ten on the intense scale and at least a ten on the “out there” scale.

“I want you all to relax into this beautiful collective energy in the room. You are in a safe place,” Lisa purred. Hold on, things are going to get weirder.

Before starting we were asked to think about what the “intention” for this session was. This was not to be a hedonistic trip, but a deeply spiritual attempt to reach the deepest parts of ourselves. Or, in my case, to feel at one with God.

Silently we all tried to contemplate what we really wanted from this session.

Lisa explained that we were going to start with a pranayama breathing technique using our diaphragm and abdominal muscles. Open mouthed we were instructed to take a forceful breath right down into our diaphragms followed by a shallower but still sharp breath into our chest, ending with a long deep loud exhale.

While we all tried following the two-part breathing technique and expelling more and more carbon dioxide from our bodies, Lisa walked around and dabbed some aromatherapy oil on our foreheads and draped soft cloths over our eyes.

Despite being warned that as we got into the breathwork rhythm our hands and arms would start to tingle and eventually become claw-like and to not be afraid, it was alarming at first. The tingling sensations became more and more intense until my arms, legs and hands felt like lead. I peeped out from under my mask to witness both my hands curled and clenched like claws, with no power at all to unclench them. This confirmation of everything Lisa had warned us about only deepened my commitment.

Accompanying our breathing was a soundtrack. Lisa had chosen intensively rhythmic pumping tracks to sync with the vibrations of our cells and my entire body vibrated along with the music and breathwork. We continued in this state for a further 25 minutes, until Lisa then asked us suddenly to stop and resume breathing normally, but at the same time to open our hearts and to wait and receive without judgement whatever would enter our minds, body and heart.

“Please do not hold on to anything, if you want to cry, let it out, make a noise.”

All around me I could hear snuffles, weeping, sometimes primal cries but I struggled to totally let go, although I felt the tears rolling down my cheeks and my chest heaving as I sobbed internally. At the same time I felt such an intense feeling of being cradled and comforted, of being loved so deeply, it was among the most beautiful and intense experiences I have ever felt. I bathed in the feeling as all tension left my body and what absolutely felt like healing energy flowed through me. Every sense heightened and the last vestige of cynicism evaporated.

I felt a shift in the way I approach and process things. I was no longer at war with my body and mind. I’m feeling it, truly feeling it. I’m feeling the need to feel more “in the moment” and think less. Fascinating. Treasuring it. Savouring it, no longer running from it.

What just happened?

Having said that, I now need to understand what actually happened and the science behind it! The scientists seem to agree that rapid and deep breathing releases a lot more carbon dioxide from our bodies than normal and this causes our blood to become more alkaline and hold more oxygen. Which is what causes the numbness, the muscle twitching, the spasms and tingling.

Holotropic breathwork originated from Dr Stanislav Grof and his wife back in the trippy 70s. A psychotherapist and an early pioneer of the use of LSD as a psychotherapeutic tool, he needed an alternative when LSD was prohibited for research. It turns out that our bodies through breathwork techniques can stimulate a similar psychedelic effect which can also be therapeutic. Who knew our brains were a living breathing all-night free-for-all pharmacy?

The bit that caught my attention was the claim from Dr Stan Grof that the participant may go into a simulated “near death” experience in which a lot of past traumas can be processed, making you feel as if you are “reborn” at the end of it. This “near death” experience is more harmless than it sounds and may be stimulated by something called “respiratory alkalosis”, which results in hyperoxygenation of the blood stream, making it more alkaline. As our bodies cleverly have very strict control mechanisms of blood pH, they go into panic mode if they dip out of balance even by a tiny degree.

Sounds terrifying and I’m probably glad I didn’t read up on this beforehand.

I’m a good few miles out of my comfort zone and dancing around the edges of my knowledge here, so do your own research, please. But the bit I’m hanging on to as proof of my changed mindset is the theory that holotropic breathwork produces a stress response and that this stimulated the limbic part of my brain dealing with emotions and survival instincts. If this part of my brain believed it was “dying” and I overrode it, it may have reprogrammed my hardwired instincts around fear and survival, making me a little less fearful in future.

“Peace out man, if I can survive this I can get through anything. Excuse me while I kiss the sky!”

Don’t knock it until you try it

Now we are on weird terms I may as well fill you in with more.

First I feel it, and then I research it. It’s a conscious decision to change my normal patterns of thinking.

Returning from Kaplankaya with a heart swollen to twice its normal size, a calmness and open spirit that I hadn’t experienced before and a hunger to find out what I had experienced, my most enjoyable experience was, without doubt, sound healing.

Again back to the 70s, a study found that when one tone is played to one ear, and a different tone is played to your other ear, the two hemispheres of your brain connect and create a third internal tone which is called a binaural beat. This is believed to synchronise your brain waves, leaving you calm, clear and relaxed.

Think about when you were dragged into a club and your body started to move unconsciously to the music. You might call it dancing. I couldn’t comment. Well this goes a lot deeper than just feeling like you want to dance, your heartbeat starts to mimic the beats coming out of the sound system. And the heart wants what the heart wants. In this case to dance.

Well imagine the same scenario but this time the frequency that is produced in your brain through something fancy called brainwave entrainment is the same as the ones naturally produced in the brain during meditation. Once there, you stay there until the music ends. In my case 90 minutes of total bliss-out. My normal over-stimulated beta brain waves giving way to the pure magic of alpha, theta or even delta waves.

“Since the human body is over 70 per cent water and since sound travels five times more efficiently through water than through air, sound frequency stimulation directly into the body is a highly efficient means for total body stimulation, especially at the cellular level. Direct stimulation of living cellular tissue using sound frequency vibration has shown marked cellular metabolism and therefore a possible mobilisation of a healing response.”

Jeffrey Thompson, director of the Center for Neuroacoustic Research, California

And just in case you want more evidence on the power of sound on healing, the medical profession has been using high-powered sound waves to blast cancer cells for a number of years now. There’s definitely something in it. All this connecting with my inner rhythms is starting to connect me to what I really feel for once, the part of me hidden under years of protective conditioning. Who thought losing yourself to alternative states of consciousness could turn out to be so much fun? The effect on my nervous system has been unbelievable. 100 per cent peace-out.

I’ve tried everything and learnt loads from Asia but the practice which made the most impression on my heart was sound healing. I wanted to sink within this moment and hold it for ever.

It’s taken five years to empty my head and not panic at the sound of my own thoughts. If it was easy there wouldn’t be a wellness industry worth $6.3 billion dedicated to it. Memories and patterns have been formed and like all habits they fought for survival.

Dismantling their life work has been hard. At least I am now aware of my tendency to attack myself from the inside and any healing I might be trying is likely to be cancelled out by my own behaviour.

Speaking as someone who describes themselves as a mind with a body rather than a body with a mind, it explains why I wasn’t tuned into the symptoms of my body slowly shutting down. I’d put a lot of stock on the mind, thinking, intelligence and it is dawning on me that my lack of university education had created more of an imposter syndrome in me than I would like to admit. Probably a big part of my need to over achieve, over deliver and the anxiety I felt about being found out.

I have made up stories in my head and the funny illuminating thing is the stories in my head aren’t real. Who knew! Just a jumble of opinions, judgements (mine and others) which I have battered myself with over the years. Quite ridiculous. Time to stop.

And what I love about this is that I can. Nothing is permanent, certainly not stories I made up to compensate for what I thought was lacking. Not my age and ultimately not life. Everything is fluid. Letting go and surrendering to whatever is next feels really wonderful as I let all those useless thoughts flutter out of my mind.

Finding serenity

“Cast all your anxiety on him because he cares for you.”

1 Peter 5.7

Yes please, take the lot.

While letting go of the control that was feeding my anxiety was painful, it has been illuminating. Maybe I could have got here years ago, but it’s done now. My books have been my companions along the way and some wise souls I have met.

What all these wise books share in common is one thing – we can’t control events, so stop trying to.

The stoics are big on not living the pain twice. Stop trying to imagine a future that hasn’t happened yet, like scan results! Concern yourself with only those things that are in your control, they say, and embrace what nature has in store for you, always looking at how you can turn it into something good. Like cancer. Don’t kid yourself or tell yourself false stories, but only look at what is true or certain. Like the realization that I am my own biggest nemesis!

The Bible is also big on this letting go of control theme, but it differs in that I don’t have to rely only on myself for support because God is walking beside me wherever I go. I love this translation of this verse: “When you have done everything you can do, that’s when God will step in and do what you can’t do.” – 2 Corinthians 12.10. Makes me quite teary thinking about it.

And so I come to the inescapable conclusion that all this trauma and anxiety had caused my precious cancer-free six years to be spent in survival mode. With one eye on the hospital swinging door, a bit like the half of my brain that stayed awake in new hotel beds, I had allowed my mind to shut down lovely visionary thoughts of my future.

I had hidden the real me. I has been scared to elicit harsh or nasty comments from people who are triggered by my vulnerability. But as Lois the wise one said to me this morning:

“Ignore it, mama, these people have their own healing to do.”

As I alluded to earlier, I was fooled into believing my situation was unique to me and that I was, for a few years, the centre of the universe. But it is humbling and liberating to remember that things are as they have always been – we come and we go. What we do while we are here is the answer.

“It’s good to have an end in mind, but in the end what counts is how you travel.”

Orna Ross


CHAPTER 19

COMING FULL CIRCLE BACK TO LOVE

When I started this book, the subtitle about the “unexpected gifts of cancer” challenged me.

Identifying the gifts I have been given and handing them out liberally to others as well as myself has become ever more a journey of self-discovery through the process of writing this book. Guilt lay heavily on me as I was aware of my failure to do what I had claimed; much more work was needed to clear out my own eyes. Otherwise you would have called me a hypocrite. And you’d have been right!

I started this book with a jumble of thoughts, experiences, feelings and a bit of a self-imposed bolt on the private parts of my identity. Halfway through I decided to give up on all pretence that I was in control and surrendered to what would flow and it has been an enlightening experience for me and I hope for anyone reading.

The many gifts that cancer has magnified

There have been so many gifts and they don’t need to come in big expensive wrappers. There is nothing better than cancer to magnify the small everyday things we take for granted into the big things we remember for years to come. Like the early morning walks without a phone with Lois before getting stuck into work. Like the secret cuddles with Joseph that happened purely because I just “happened” to be there at the time he really needed me. Like the lying beside them as adults and laughing at the world while secretly smelling the top of their heads like I did when they were babies and knowing that for that moment they are safe again. And knowing that whatever may happen in the future we are all stronger for it and will be much more capable with these gifts in our heart and minds.

These are the only things that matter when everything else you took for granted is at risk. The love you receive and the love you show. The letting go of any illusion that you are in control and actually enjoying the ride and where it takes you. The insane honesty that comes from giving yourself permission to get out of your way and speak your truth. And the bliss that comes from seeing rest as medicine and not weakness.

Back at the beginning I talked about my friend Dan Buettner and his Blue Zones where people live their longest lives and the questions he asked me to predict how long I would live. Quoting Dan Buettner’s findings:

I’ve spent over a decade studying the areas in the world where people live longer and healthier lives than anywhere else on the planet. These “Blue Zone” regions are incredible because the people there live not only longer, but better. Besides having a large percentage of people that live to 100, the ageing population also remains active well into their 80s and 90s, and typically do not suffer the degenerative diseases common in most of the industrialized world.

And it seems there is a recipe. The ones I have picked out which matter most to me are these:


	Knowing why you wake up in the morning and what your purpose is. Unbelievably proven to make you healthier and happier, adding up to seven extra happy years to your life.

	Finding ways to cope with stress or as it’s called now downshifting. All of the Blue Zone centenarians have developed rituals they do daily to help them relieve stress. Some nap, some pray, some do happy hour. All three sounds like a plan to me.

	Having a sense of belonging and being part of a faith-based community that you turn up to regularly adds 4–14 years to your life.

	Putting your loved ones first and having close and strong family connections.

	Knowing that your environment matters – the quickest way of changing your behaviour is changing your tribe. Who you surround yourself with becomes who you are. The world’s longest living people have close friends and strong social networks. Health and happiness go hand in hand, you can’t pull the two apart. One of the best things you can do is find a new happy friend. And volunteer, even if you haven’t got time. People who find meaningful ways to give back are happier.

	And sleep is pure magic. Not only in helping in the prevention of cancer, but in the promotion of happiness. The more you sleep the happier you are. That’s been a revelation.



But one of the other discoveries this past year that stayed with me was a quote from a survivor of a plane crash in the Andes back in 1972. His name is Nando Parrado and he was forced to go to desperate measures to survive for 72 days before he was rescued, after seeing his mother, younger sister and many of his rugby teammates die. He has dedicated his remaining life to wake up the world to the power of love. These are his words:

Death has an opposite, but the opposite is not mere living. It is not courage or faith or human will. The opposite of death is love. How had I missed that? Love is our only weapon. Only love can turn mere life into a miracle and draw precious meaning from suffering and fear.

You will not be surprised by my big takeaway, what I have experienced to be true. And it’s this …

Love. Love is always the answer, whatever the question. Love makes everything bearable. It makes us courageous. Love makes us humble. Giving and receiving love in increasing doses is all the medicine I need. Because there is absolutely no situation on earth which isn’t made better by love.

After being on the receiving end of such love, I know that I need to choose to respond back with love every day too. It’s not always easy, but it does get easier so stick with me.

I met Russell Brand at his 12-step recovery retreat recently after I had finished writing this book, and wish it had been at the beginning of this process – it would have saved me a ton of work! My first reaction was driven by good old “imposters syndrome”: “I need to rewrite loads of this book and start again, I have missed stuff out!” To fill in the gaps of my thinking with his mellifluous words and wisdom. But after a green tea, a calming meditation and a reassuring chat, I realized that this crazy journey through life that we are all on is a massive work in progress and I, and hopefully you, will NEVER be finished with it. And that is just the loveliest thought ever. Russell says we shouldn’t even be called human beings – we should be called human events! So if you feel you need more of a programme to get through whatever you are holding onto, please read Russell Brand’s 12-step recovery book Recovery: Freedom From Our Addictions and let’s chat another time. So much more to learn and surrender to. I’ve got to make this wake-up call last this time, for goodness’ sake.

I have experienced that being alive in the immediate highs that accompany remission is glorious and intoxicating. And that facing death in the relapses is equally extreme in its terrifying and dreadful lows. But both of these are temporary states. They pass and the meaning of life is in finding enjoyment and balance in between – to bask in the state of contentment and love, and to consciously choose where to put your most valuable asset, your time and attention. The small things are always the big things when everything is stripped away and you’re living in a balanced way, like nature or God intended you to. Noticing the small everyday acts of love in the absolute purity of the now-ness – isn’t that the real beauty of life?

I finally listened to my wake-up call and found the language to discuss it. I hope you do too. We survivors and co-survivors must find the courage to live our own lives. We absolutely must. Not a faded version of someone else’s. It took me a while to really understand what that was and not to feel like an imposter. How insane it would be to die having lived a different version of the life I wanted. My advice to you is to find the life you know deep down you should be living, to honestly work out the sacrifices you are willing to make to live like that, and when you have, to live it with so much love that it shines out of you and infects everyone around you. To do what you are moved to do and not what other people think you should be doing. To have a willingness to reconnect with who we’re meant to be before all the messy business of life got in the way. And to give back in any way you can, you don’t need me to tell you how good that is for you. We are all born with the capacity for great love. We owe ourselves that, to stop excuses and the negative voices and use whatever gifts or talents we have to show love to others going through good times or hard times, so no one needs to feel lonely, lost, isolated or guilty.

I promised you at the beginning that I would tell you how many of the Dan Buettner’s nine questions I answered yes to. It was six. I think that means I “could” live until 86. Not bad for a girl who wasn’t supposed to get to 50. I’d better get on with it.

Yours yawningly, with a glass of wine in my hand and a lovely husband by my side and hope and a purpose for tomorrow.
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