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            Disclaimer

         

         This book is intended to be a light-hearted take on my own experiences, designed to provide a little guidance and support for anyone going through something similar. Nothing in the book is intended as or should be relied upon as medical or nutritional advice. If you have any medical conditions or doubts about your health, you should contact a qualified medical professional.
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            Foreword

         

         Cancer is not a laughing matter, as I was told by a cross German lady from Dortmund when I showed her this journal. She herself had had breast cancer and is right of course; there is nothing funny about the macroscopic picture, and yet, if you put it under the microscope and focus on those little wriggling, squirming moments, there is plenty of amusement to be found. Science in fact encourages us to do so: Harvard’s recent eight-year study of sick women, optimism and its effects on their health reported that women with the cheeriest life view had a 30% lower risk of dying from their disease than the least optimistic women. Its project report for 2015 found that the secret to happiness is to choose to be happy with whatever you do, strengthen your closest relationships and take care of yourself physically and emotionally. I am not really sure how they could possibly have found the opposite to be true; I mean, imagine a fully-funded study which after eight years concludes happiness does not consist of being happy with what one does, having close relationships or looking after one’s emotional or physical health. Perhaps I missed something. Anyway, eight-year Harvard studies are not to be sneezed at and so this journal is about applying their carefully researched conclusions – which everyone knew anyway – to a less obvious scenario.

         I started writing this journal as a way to entertain myself and a few friends while I was dealing with a not very remarkable breast cancer. The idea developed when a well-meaning lady sent me a book by someone who had suffered a very aggressive cancer and survived, though she had had a gruelling time of it. There are lots of things that are not fun about cancer, most of them unavoidable, but at the top of my list is something that is luckily very avoidable: namely, 95% of the books written by people who have had cancer, which all end up making you feel utterly depressed. To quote Dorothy Parker, these are not books to be put aside lightly, but should be thrown away with great force. This particular book was so horrific that I felt the need to exorcise any traces of it in my memory by writing its absolute antithesis: a Cancer for Cowards, a Carry on up Harley Street, so to speak. This is the anti-misery memoir that is safe to give to cancer patients who want cheering up, as I did, not bringing down.

         I should say at this point that I am not a brave person. Quite the opposite. I am afraid of crowds and daddy-long-legs, I hyperventilate at loud noises, at lift doors not opening or trains stopping in tunnels. If people shout, I feel faint. Getting lost triggers a full-blown panic attack. Fireworks must be watched from a safe space, I keep my distance from large dogs and won’t swim in muddy ponds or in the sea when there are big waves. Rock climbing and funfairs are out as I am scared of heights. In fact, I can only tolerate the absolute minimum amount of adrenaline needed to stay alive. I was therefore as surprised as the next person to realise that a huge number of funny things happen on the way to chemo, or indeed on the way to most places, and that once you get your eye in, you completely forget to be scared.

         They say that if you have to get something, breast cancer is usually the thing to get – so it is easier for me to treat it all as a romp in the shallows than it is for those facing the tide going out. But breast cancer is also the commonest cancer in the UK by far, so there are many people in my position. I have friends who have gone through cancer without telling anyone, not even their family. They feel that the burden shouldn’t be shared, or they can’t face bringing the monster out from the shadows. I believe that to de-fang the monster can only be a good thing, and that laughter is the best de-fanger known to man. My oncologist told me that, if on the first appointment he can get someone to smile – and curiously enough, there is no correlation between the gravity of a diagnosis and the likelihood of someone smiling – then they will have an easier time of it. If a fundamentally cowardly person like me, who hyperventilates when a lift stops, can find things to smile about, then there is hope for everyone. 

      

   


   
      
         
            PART ONE

            The Journey

         

         

         
             

         

         
             

         

          

            
            Setting out for Ithaca,

            You should hope that your journey is a long one,

            full of adventures, full of experiences,

            Monsters and giants,

            angry gods from the depths—don’t be frightened of any of them:

            you won’t ever encounter them on your odyssey

            if you keep your thoughts and spirits high.

            (from CP Cavafy’s Ithaca, my own loose translation)

         

         

         
             

         

         
             

         

         MANY PEOPLE LIKE TO describe cancer as a “journey”. This is embarrassingly trite, but the analogy can be pushed further into more interesting territory. Cancer – or any illness – is more than a journey: it is an exploration of a new country, a terra incognita where the maps are still decorated with fuzzy borders and have Here be dragons scrawled across them. I am privileged enough to be on a very relaxing five-star escorted excursion to this continent, and I have met some of the wonderful people who live here, work here, commute or have weekend houses, but, and this is a large but, I then imagine I will board my cruise ship after the excursion, and sail on. Well, that is the plan anyway.

         In my other life, I work in the travel world and write a blog about my travels in the Greek islands. In those little pieces, I have tried, over the years, to communicate the sheer joy and fun of exploring new and wonderful places – the people, the snatches of conversation, the food, the landscape – and these notes about cancer are the same: an extension of my travels, prospecting for gold in an unpromising little corner of the world.

         Cancer is not a country which people set out to visit, but if you find yourself suddenly dumped onto its shore, take a deep breath and set out to explore your new home. There are beauties, mysteries and amusements to be had. Go for a wander along the sand, picking out the shells, corals and driftwood, following the tracks of the birds and trying to catch the scuttling crabs. You could meet some interesting fellow travellers and pick up some souvenirs. Before you know it, your ship could appear on the horizon, and you might even feel a pang of separation when the ship’s tender arrives to pick you up, and the shore of the country you never chose to visit in the first place recedes and then vanishes. If your ship doesn’t show any signs of coming, or persists in anchoring nearby, then at least you have squeezed everything you can out of your involuntary travels and had the best time you could have had under the circumstances.

         Diagnosis

         I was diagnosed in June 2016 with breast cancer, stage 3, a very late catch. The lump had to get to spectacular dimensions and spread to various lymph nodes before it was noticed as I was always too busy to do the annual mammograms that I should have had done, given that breast cancer runs in my family. It turns out that skipping mammograms is a highly inefficient way of optimising your time.

         Chronologically, BC and AD still work – BC is Before Cancer, AD is After Diagnosis. Life does seem to separate into these two expanses, like the Red Sea before Moses. Life before cancer and life after.

         My Moses moment happened while I was on holiday on the small Greek island of Ithaca, where my family come from. The island that inspired Cavafy’s poem, it has been associated with dangerous journeys for 3,000 years. When my breast turned a bit hard and red, the local doctor didn’t believe my 57-year-old self’s auto-diagnosis of mastitis – “At your age? Are you mad?” – and promptly told me to get a scan done. The clinic was a pop-up affair: the scanning machine, together with a trigger-happy radiologist, came over from the neighbouring island once every two weeks, the machine held together with duct tape and Blu Tack, the doctor held together with nicotine patches. The loo was as usual out of order, and the veranda was full of old ladies with arthritis and bunions and shaky old men with dribbling bits. Everyone knew everyone – it is a small island – and patient privacy is not a concept.

         “Oh, look who is here, wonder what’s wrong with her?”

         “I don’t know, but you are treading on my bunion, move your foot.”

         Or, “Last time I was here the doctor said you were not taking your medicine.”

         “Well I am now, and I wondered when you were going to see the doctor about your little problem as well.”

         “Hello Dimitri, you are looking better this week, are you finally doing what the doctor said?” and so on.

         By the time my turn came to be scanned, the radiologist was onto his last nicotine patch, and was reaching for his cigarettes. He was visibly bored, and had given up all hope of anything exciting happening beyond bunions and arthritis. He scanned me with a weary look on his face, then suddenly sat bolt upright and said, “Holy Mother of God!”

         One doesn’t really like providing excitement for doctors, so I asked what the matter was. He looked at me with shining eyes and said, “It is either nothing, or a very rare cancer and you have two to five years to live. Please do let me know how you get on, I don’t often ask patients, but this is exciting!” I thought I had just got a touch of mastitis, so, slightly shell-shocked, I walked home slowly along the waterfront, thinking elegiac things. “How poetic: in the island of my ancestors I was given life, and now I learn I am coming to the end of it.” A wave of peace and acceptance gently washed over me, the village never looked lovelier, and I suddenly saw how beautiful and wonderful everything was.

         I popped into our family chemist, who is an old friend of mine. In the days when my father was alive, the chemist used to keep a bottle of brandy in the back of the shop, “for medicinal purposes” and a chat. He let me cry on his shoulder a bit, then said that, sadly, he only had rubbing alcohol now, which he wouldn’t recommend. So, I dried my tears and got a lift on the back of the motorbike of a passing shepherd. He took me as far as where the asphalt gave way to earth and stones and goat droppings, from which point I walked peacefully home. I told my children that I had an abscess and I needed to go home to London to get it drained, and then I booked the next available flight back.

         News goes around fast on a small Greek island. I went to the village the next day to do some errands, and like a row of Swiss weather barometers where either Herr or Frau pops out according to whether rain or sun is due, people emerged from the shops and taverna doorways to shout at me, “Are you still here? Go home and get yourself checked out.”

         The surgeon

         A week later, back in London, my new surgeon sat with a heap of reports of all the biopsies, etc., and read through the sun-tan oil-stained, handwritten notes in Greek that I had brought him. Luckily most medical terms in English are Greek anyway, so while I painstakingly translated polykistiki morphoma to him as “a sort of shape thing with lots of bits in it”, Mr G nodded and said, “Yes, polycystic morphology”.

         Then he took off his glasses and said in a serious way, “I am afraid it is cancer.”

         Consultants and surgeons come in all shapes and sizes, their rooms can be wood-panelled with leather desks, or plate-glass, chrome and white with orchids, but the words are the same.

         “Yes,” I said, “I know that already, but have I got two or five years to live?”

         A look of puzzlement crossed his face. “Why would you think you only had two to five years to live?” So, I told him. He continued to look puzzled, and said, “I would say it is a perfectly normal, very treatable breast cancer. You have a 70–80% chance of surviving, and I see this sort of thing every day. In fact, I see hundreds of people like you every month.”

         This is the one time in your life when you should be pleased to be told that you are dead common and there are hundreds of people like you, but it still smarted a tiny bit – after all, he had only just met me. However, being told you have a boringly normal cancer after thinking you have only a few years to live is excellent news, so, whatever else Mr G said to me that day, I just remember the huge grin that kept spreading over my face, and nodding happily and saying, “That’s wonderful news, thank you!” – and it was. I had been given the best possible start to my cancer journey by that trigger-happy Greek ultrasound doctor. But I am sure Mr G felt that I was a bit of a half-wit.

         Mr G is a very serious Malaysian of Chinese origin. His rooms are hung with autographed photos of famous breasts. He wears a perpetual look of worry. One wants surgeons to be serious, but I couldn’t help saying, as we said goodbye after the first appointment, “Mr G, don’t look so sad, please smile, it will all be fine!”

         The next time I saw him was in hospital where he came to see me before inserting my chemo port – a minor surgery and well worth doing. He was wearing a slightly alarming rictus grin that made me feel a bit scared, as if he had some very bad news to tell me. Bracing myself, I asked him if there was anything wrong. “No,” he replied, looking hurt, “you told me to smile more often, so I am smiling.” Baby steps…

         The oncologist

         Oncologists are the new gods in your life. Choose your god and worship. My new oncologist, Professor E, confirmed everything Mr G had said, going through the same routine, right down to the 70–80% statistic and diagnosis of a treatable, if eye-wateringly large lump. At the end of my hour with him, he said to me gently, “You do realise that cancer is serious and life threatening, don’t you, and that even if we have a good chance of treating it, there are no guarantees, because it seems to me that you really are at the extreme end of the chill spectrum and perhaps you haven’t understood. Would you like an appointment with one of the nurses to go over everything with you again and help you through any shock or denial issues?”

         I explained that the reason I was so chilled was the huge improvement from my initial prognosis and that I was therefore likely to remain at the extreme end of the chill spectrum. I suspected he thought I had some brain cells missing and would probably want to scan that at some point, but there we are. In my view, they are not brain cells I need to have.

         My friend Linda, who is a cancer-fighting veteran of 12 years and is still having treatment, couldn’t understand why her doctors refused to join in her banter at appointments. Her daughter, who is a doctor herself, told her that, unless the patient cries, you can’t be sure that they have taken in the news and understood. Linda is not a crier, at least not on cue, and sees it as her personal challenge to make her doctors laugh. Twelve years on, she can count the times on one hand when she has succeeded.

         I am lucky because my chosen god, Prof E, always likes to keep it fun and chatty. At one of my appointments he told me that he was off to a Breast Cancer Convention in San Antonio, Texas. I said I hoped the title was “Keeping Abreast” and what fun that would be to go to. He told me that San Antonio is the third most popular destination in the USA for US tourists. “What is there to do there?” my sister asked curiously. (She is also in the travel world, had cancer before me, and came to various appointments with me to make sure I was paying attention.)

         “Absolutely nothing,” he said. “I can’t think why they go there, but it is a very good conference.”

         Perhaps I would be a case study at the conference – after all, I started to notice that, during my appointments with him, he tended to say “fascinating” whenever I said anything, and then scribbled notes on my records. Or perhaps he was also writing a book: Funny People that Appear in my Consulting Rooms on their Way from Chemo. We stare into the barrels of each other’s pens like a showdown in a Western. Who will draw first…?

         A useful tip here: your consultant’s and surgeon’s secretaries are incredibly knowledgeable and very important people who control access to your oncologist and surgeon, control their lives, your appointments, your life, control the world, in fact. Do not mess with them. Ever. Give them flowers and Christmas presents and always thank them profusely for everything and anything. At the other end of the people spectrum are radiologists, pathologists, etc. They got brilliant grades at med school but prefer computer screens to people. Don’t worry about small talk. Say hello, thank you, goodbye and leave.

         The brain is not as smart as it thinks it is, and other coping techniques

         Most of the things that occupy my mind or amuse me are things that have to do with being a woman – and are very frivolous. Even when facing the big issues, paradoxically, life gets reduced to a very small scale – achieving small goals, tempering ambition, dealing with the small indignities that treatment inflicts on you. So, in this reduced and miniature life, how does one find funny things to laugh at? Well, here are some good tips on how to make your oncologist, and others, think you too have brain cells missing, and some easy techniques that anyone can practise: 

         Smile

         Even if you are anxiously sitting in a clinic dressing-gown with a cannula in your arm waiting for a PET/CT scan, just plaster a phony smile on your face – preferably when no one is looking, as it might take a few goes to get it right. Something very strange and marvellous happens. The brain thinks you are having a good time and joins in, and you suddenly feel that, actually, something is quite funny after all, that you need to smile a bit more, and you might even laugh out loud – which makes people look at you in a funny way, but you have cancer, so who really cares.

         The pregnancy trick

         An involuntary trick of the mind that I found curiously pleasant was that I went into every scan and test with the feeling that I was pregnant. There are many parallels: a lump is growing inside you, it is being measured, you are warned about feeling sick, told to get lots of rest, lay off the alcohol and eat healthily. You get to see a picture of the lump on the screen in a process which involves someone smearing cold gel over you, rubbing a sensor on top, and then giving you a completely non-absorbent bit of kitchen paper to clean yourself up with, so that you remain sticky for the rest of the day. You hug your little secret to yourself until you know what is going on and your family are all on board, and in approximately nine months’ time, the lump will be gone – one way or another. The main difference, as a friend pointed out once I mentioned this strange feeling, is that at the end, rather than you rushing to put its name down for a top school and putting your flat on the market to move to a bigger house or a better school catchment area, the nurse throws the lump (or even breast if you are unlucky) away.* So much easier.

         I did at one point ask Prof E what the lump looked like, and if I could keep it once it was taken out, as a memento, I suppose a sort of maternal displacement reaction. “Fascinating,” he said, scribbling some more notes onto my records, “in my 25 years of being in practice, no one has ever asked me that before. In fact, since you ask, it looks like a piece of good-quality, gristly steak,” adding, “I hope you aren’t squeamish.” I had to laugh and told him – typical man – that after you have given birth to three babies, you cannot possibly think that a small piece of steak with gristle coming out of you is going to make any impression whatsoever.

         No victims please

         Do not call yourself a “Cancer Victim” – you are still alive; a victim is someone who has lost a fight. It is the state of mind of someone who has given up… I imagine my cancer as lots of microscopic Jack Russells in my body – small, disobedient, invasive and with a tendency to stray, but manageable if you have a firm hand and smack them frequently on the snout. Hence the need for PET scans, perhaps. The main point is that no one would ever think of themselves as a Jack Russell victim. If you must think of yourself as something, the closest would be a sort of hairless ethnic minority.

         I say Jack Russell advisedly as I spend an inordinate amount of time trying to stop my real Jack Russell from escaping into the wider neighbourhood to go visiting/chase foxes/scavenge, which she does about three times a week – and no matter how strong our defences are, there is always a hole that she finds. I dread the telephone call that starts, “Hello? Have you lost a little brown and white doggie?” Which then means that I have to drive around as if I am a personal chauffeur service to pick her up from wherever it is she has been – neighbour, rugby club, vet, clinic, police pound, nice couple who have given her treats and prime position on their sofa, indignant animal lovers who think we are irresponsible owners. My pleas of “Pleeeeease don’t be nice to her, she will come around every day, just throw a shoe at her and tell her to go home” are met with horror. And, as she is usually covered with blood (the fox’s), this often means I get a call the next day from the Brent Council Animal Welfare Department to say I have been reported for animal cruelty. Straying cancer cells hold few terrors for the owner of a Jack Russell. 

         Choose your narrative

         It is amazing how different people will take different things out of any meeting. Florian, my husband, and two of our three children are deeply mistrustful human beings who don’t believe a word I say, so they insisted on accompanying me to the first oncologist’s appointment to make sure I wasn’t going to tell them a whole heap of soothing nonsense. After the meeting, the two mistrustful children and husband looked devastated and tearful, while I was all smiles. “Mummy,” said my daughter Danaë forlornly, “you might die…” 

         I looked at her in total surprise. “No, no! That is not what he said at all. He said there are no guarantees but it looks perfectly treatable, and he is not worried in the slightest.”

         My older son, the trustful one, who had stayed at home, just asked me if I was going to be alright.

         “Yes,” I said.

         His eyes stopped glistening, and his next communication an hour later was, “When is supper?”

         By insisting on the right narrative, you can swing the general mood round to your way of thinking and then everyone feels a lot better and stops going around with welling eyes and whispered conversations when they think you are not looking. Life then goes back to normal – at least to the extent that you wish it to. Beyond this is the matter of how to exploit the unique situation you find yourself in, when life does not have to be normal – it can, in some respects, be better.

         Avoid listening to other people

         I was at the very beginning of my “journey”, sitting nervously in the waiting room of the clinic where I was going to have my first scans. I had foolishly decided to go alone and was regretting it.

         The day had started badly. The basement of the building had flooded and all the machines were being moved to dry land. Patients were wandering around like lost souls in open-backed hospital gowns with shower-caps on their heads, pulling behind them their belongings in red plastic shopping trolleys. Everyone was searching for something: the mechanics were looking for the machines, the electricians were looking for the mechanics, the management was looking for the electricians, the nurses were looking for the patients, the patients were looking for anyone who could tell them where they should be and what was happening. It felt like I was in the sort of contemporary drama where actors shuffle around in a sealed environment from which there is no exit, while the occasional black-suited “figure of authority” strides across the stage. The sort of play that ends in a stunned silence, then depressed and half-hearted applause, allowing the audience of 15 – comprised of out-of-work actors, relatives of the director and people who thought they were going to see a stand-up comedian – to slink out to get a stiff drink across the road.

         In the reception, limbo to this hell, was a large and very noisy extended family, accompanying a middle-aged man in a wheelchair who had some horrible lung disease – from smoking too many cigarettes, according to the comments of his family. He was clearly quite at home there, an old hand, who liked a bit of an audience, and he was announcing loudly to the world in general about how he had such claustrophobia that he had panic attacks each time he had a scan, and how awful it was, and how frightening and how loud, and how the whole family had to escort him as otherwise he would duck out of the scans. “You go in ’ead first, into this machine, then all these clanking sounds start. Blimey, you would think

         
         
         
         
         Eine kleine Scanningmusik

         
         
         
         Google

         
         
         
         Enough about me, let’s talk about what YOU think of me

         
         
         Other cancers (it is not always about me…)

         
         
         
         
            [image: ]
               
            

         

         
         
         
         
         
         
         
         
         
         
            [image: ]
            

         

         
         
         Counselling

         
         
         
         
         
         
         
         
         
         
         
         
         
         
         
         
         
         
         Your family will step up

         
         
         
         
         
            [image: ]
            

         

         
         
         
         
         
         
         
            [image: ]
               
            

         

         Exams and other testing times

         
         
         
         
         
         
         
         
            [image: ]
            

         

         
         
         
         
         
         
         
         
         
         
         
         Hair loss, wigs and turbans

         
         
         
            [image: ]
               
            

         

         
         
         
         
            [image: ]
               
            

         

         
         
         
         
            [image: ]
               
            

         

         
         
         
         Shopping in a turban

         
         
         
         Brows and lashes

         
         
         
         
         
         
         
         
         The bald truth

         
         
         
         
         Cold callers and other unwanted phone calls

         
         
         
         
         
         
         
         
         
         
         
         
         The cancer kitchen

         
         
         
            [image: ]
               
            

         

         
         Juices

         
         Bone broth

         
         
            [image: ]
               
            

         

         
         Soups

         
         Chocolate brownies

         
         
         
         Bokashi

         
         
         
            
            
         

         
         
            
         

         
         The power smoothie

         
         
         
         
         
         
            [image: ]
               
            

         

         
         Shopping for the cancer kitchen

         
         Domestic hygiene

         
         
         
         
         
         
         
         Who am I?

         
         
         
         
         
         The Tuesday Lunch Club
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         Small treats

         
            	Sniffing shampoo – brings it all back, metaphorically speaking of course.

            	Turbans – I have a collection of around 25, most of which I continue wearing now I have hair again – how could I have missed out on a whole body part to dress and decorate all these years? I am making up for lost time. Missoni are the clear leaders.

            	All those big, 1980s single earrings you have kept in the vain hope their mate will turn up? Clip a big sparkly one onto the top of a leopard-print turban and feel like a maharajah’s pet cheetah.

            	Little Ondine nail polish – this is non-toxic, dries instantly, covers your nails for when they get sore and discoloured (one of those small indignities of chemo) and it peels off easily. As your nails also peel off easily, this is a really good tip.

            	Wunderbrow – terrible name, but a brilliant way to quickly paint on lovely eyebrows even with a wobbly hand and blurry vision.

            	Sunglasses – you are medically mandated to wear large sunglasses even on a grey winter’s day. 

            	Rain and drizzle – do your worst, I am frizz-free and immaculate in my turban.

            	Wondering whether to make the leap from dyed hair to grey? You have a unique opportunity to make a fresh start and go grey without having to camouflage dyed ends and grey roots. If you want. In my view, going officially grey after years of dying your hair must be a bit like coming out in a slightly homophobic society – you admire the ones who do it, but have no intention of following their example.

            	Watching for your hair to regrow – like waiting for the first daffodils of spring. Sadly, the hair that grows back first and fiercest is the hair on your legs; while the fuzz on your head is warm and soft and like having an ostrich chick perched on your head for you to stroke whenever you want. Other people will also want to stroke your head, which is rather nice.

            	The day when you can wash your new hair – it doesn’t need washing as it is only 5cm long, but oh, the bliss!

            	Burping – if you have married into and created a Germanic family, you will know all about the honourable hobby of seeing who can burp the loudest. You now have a sporting chance of beating them all.

            	Foraging with the dogs for wild herbs for juicing – the dogs think you have finally come to your senses and realised that hunting for mice is what you like doing. Their enthusiasm is only slightly marred for you by the fact that they tend to dig where you are trying to forage.

            	Hot flush on command – you may not be able to prevent them, but you can learn to summon one up when needed. Too cold to get out of bed on a winter’s morning? Roll around vigorously three times, draw the sheet over your head, and boom! After 30 seconds you will be steaming hot, you can fling the duvet off, and jump happily into a healthy, cold shower.
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