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 Claire grew up in London, of Jewish, Scots, Spanish and English heritage.  She lost her parents and all save one of her grandparents to cancer.  She writes and speaks on ethics in public life, medicine and the environment as a moral philosopher and theologian and now from personal experience.  She spent one summer ingloriously as a stand up comedian.  She lives in London and Hastings with her partner Seán.
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For Seán, who is the true hero of this story










Prologue


I write, because I’m going to die.


Writing has always been my way of trying to make sense of things, so it was to writing that I turned when I heard I might have cancer. Then, on impulse, I asked a group of family and close friends: Will you read what I write? You don’t have to respond, I said. Just be my Dear Readers. Because you love me I will be able to write with complete honesty. I won’t have to put on a brave face or edit my words to avoid offence. I won’t have to pretend.


I have myeloma, an incurable cancer of the blood. I can’t defeat it; I have to live with it. My blood flows through every part of me, bringing me life as well as, now, the promise of death. I will not let cancer be the cause of bitterness growing in me. But until I started writing to people who love me, I didn’t know how I was going to make this happen. Now, the unfailing kindness of my Dear Readers meets my visceral need and the words that emerge teach me how to put my cancer to work and how to make it a source of joy. And they are interwoven with equally honest words from the Dear Readers who thankfully ignore my request not to respond. They have supported me more than I can say and still do: they have grown in number and I continue to write to them.


My Dear Readers have given me many gifts. One is the permission to write of my pain even though I struggle with the feeling that I have been let off lightly. I have many material privileges to cushion my experience and I have been consistently humbled by the strength of my fellow cancer sufferers, all of whom seem to carry greater burdens than I. The Dear Readers allow me to acknowledge how hard it nevertheless is: I still reel from the diagnosis and am made sick by the treatment and no amount of privilege protects me from that. What human being, whoever they are, has not or will not face deep, disconcerting challenges in their lives that send them reeling? It’s not just about you, say the Dear Readers, so write about it, because you can. And that is how the private correspondence has come to be published.


This book reproduces the 2019−20 Dear Readers’ letters, which take the form of a diary unfolding in real time.* You join me in my stumbling walk of discovery and my attempts to make sense of it all. In among the treatments and horrible side effects, the Dear Readers and I converse about death and life’s purpose; turn to nature and horses; turn to Julian of Norwich (I wrote my doctoral thesis on her; now she teaches me); feel profound gratitude for friendship and material comforts; tell jokes; pull on brightly coloured clothes and wear lipstick and pearls to chemotherapy; quote poetry; and then, when we’d been through enough already, face the threat of Covid-19 together.


The walk will at some point come to an end. Mitterand said ‘death is an accomplishment’,1 because it is only then that a life makes sense, when the full magnificent picture of it can be seen. But, as I have discovered, there are many miles to go before that final sleep, and the miles we walk actively create meaning and the meaning is beautiful.


Dear Reader, for you are one now, I invite you to walk with me. I place no carapace around my vulnerability. I risk your eyes on my raw physical and emotional self. Walk with me. Don’t walk away.


 


 


 


* Individuals are identified by their name initial where appropriate, in both the letters and playlist at the end of the book. Other characters’ forenames appear in full and have been changed where it has not been possible to gain their permission for inclusion.










I


Diagnosis










First Letter


Dear Readers


Friday, 18 January


It’s twenty hours since Dr Adam told me I have a protein that might be myeloma, a cancer of the blood. What an extraordinary and yet utterly ordinary thing to be told: that you might have a life-threatening condition, that you might die. Because of course I am going to die anyway. The one certainty about being born is that one’s life will end. And the shock of its possibility, perhaps sooner than one thought (but one doesn’t think, that’s the truth of it) is, I am finding, rather liberating. At last: an absolute in my life that puts everything else into perspective. I am breathing the air, loving Seán, connecting with Nutkin, the horse I ride this morning, seeing the sky, adoring the view of the Old Town from my eyrie in our house in Hastings, receiving the mighty view of the sea, enjoying the crunchy tang of an apple, and so on and so on: accepting the present moment and loving it. And I’m not finding myself thinking that I will miss it, nor that I want to hang on to it. It is so precious, and it is itself. It will survive me and that matters more, now.


I was in the pub in Hastings Old Town when the doctor phoned. Sitting enjoying a pint with Seán, just off the London train. Dr Adam said: If you do have it, the treatments aren’t too bad. You don’t get sick or lose your hair or anything.


But still. Cancer.


I went to the cloakroom and looked straight into my own eyes in the mirror above the sink, and I saw strength enough for this. I shall − I shall − be a good companion for myself on this journey, whatever it entails (and it may entail nothing).


The Damocles’ sword of cancer has hung over me and you, my dear siblings, for a long time. It’s what our family dies of if the last two generations are anything to go by. I have been silently waiting for one of us to succumb.


And in contemplating the possibility that it might be me, I make the discovery that it is (at the moment, anyway) worse to be the loved one of the ill one, rather than the ill one herself. When it happens to you, you face it. When it happens to one whom you love, it undoes you. Cancer − illness, death − is profoundly social. And that is going to make it much, much harder.


For however ready I might be to face my own death, Seán is determined that I will outlive him. He declaims as much with the voice of God over the dinner table that night. And how can I wish to die before him? His wife died suddenly, in a car crash, too soon.


Sunday, 20 January


Deep tears rising to just below the surface of me. I resolutely think of other things, or repeat maranatha (an Aramaic mantra meaning ‘Come, Lord’) like a talisman. I do not allow myself to investigate ‘myeloma’ online; the endless imaginings and plannings that will attend knowing the prognosis and treatment should be delayed as long as possible, ideally until after I know for certain that I have it − for, of course, I may not. Today I feel so well, so normal, and Seán really is not well, that it seems indulgent to imagine anything about cancer and dying and death for myself. The deep tears abate.


Dr Adam rang again yesterday to talk about checking his diagnosis. He is a nephrologist: I had gone to him to have my kidneys checked. He needs to hand me over to the oncologists.


I can’t do anything about this until tomorrow. Agitation and unhappiness flare up over organising the necessary tests. Death I can face, I think, but endless complicated arrangements for its prologue distress me.


I read Lucia in London by E.F. Benson. It happens to be the book I am reading here in Hastings and its frivolity irritates me but then it quickly becomes a comedy so charming and delightful that it brings life back to my life. Benson makes me relish what is, in all its absurd beauty.


I’m trying an imaginative exercise of letting love flow into my blood and around my body, imagining the love washing through my blood and all the cells and proteins in my blood, so if the cancer is there it is being washed in love.


Fr Eamonn speaks at mass about the story of the wedding feast at Cana in relation to what Jesus offers when we are nothing but jars of water: if I am empty of everything and don’t have anything left to give, his miraculous grace gives me not just more of the same but a transformed self. Yes. Cana wine. I can try that.


Monday, 21 January


I am scared. Today we travel back to London and I have to start taking action to find out if this blessed protein is cancerous.


I have to tell some close colleagues the situation because I may not be able to keep my countenance and they should know why. But it will be shocking: the fact that nothing is yet confirmed does not stop imaginations firing up.


I can work. I have decided what I am going to say in my lecture on justice in public life. Thank God, thank God for work and the ability to focus.


On my own in the evening, I drink champagne, toasting l’chaim. Life. The great teaching in this time for me is to do what, citing Plato, I have advocated for decades: live as though you are going to die today. And that brings life to life like nothing else: vibrant, shouting, dancing, loving life. The champagne is vintage and delicious.


I weep.


Just below the surface there are not only exquisitely painful tears whose origin is deep within me, but also a pumping stress. I can think calmly of only one thing at a time, so that is what I shall do. If I start to multiply my tasks and decisions, I am immediately in distress.


No appointments yet. You tell me this is the hardest time, J, you who have had cancer: when you don’t yet know. My way of dealing with it is to let myself imagine the worst (whether that is outright death or ghastly ongoing treatments I’m not sure − the latter I think), but very gently, as though probing a tender wound, a place of great hurt and vulnerability. It hurts but it is life-giving.


Wednesday, 23 January


Today the deep tears and anxiety are right on the surface. I am breathing carefully, focusing on one thing at a time, asking nothing difficult of myself. I am alone so I let the tears fall. And I write this, now, and it calms me.


Despite my mortal fears, I also see, now as I write, the prospect of death as exciting. At last ultimate questions might be answered. At last that of which I have caught glimpses might be in plain sight and not partially, but wholly, what is. I remember Patrick Mayhew’s five-year-old granddaughter piping up in her prayer at his memorial service: ‘I hope you have lots of adventures in heaven’. I don’t know what happens when we die. I don’t know if there’ll be a ‘me’ to experience anything. But if this life has taught me anything, it has taught me that love is its final truth, its meaning, as Julian of Norwich puts it. So when the mortal things are put aside and that which has to come to an end does come to an end, what will be left, I believe, is love. And it is magnificent.


You say you will pray for Seán, J. You say that when you had cancer it was far, far harder for your partner than for you. And it’s true that if it weren’t for Seán and others whom I love and who love me, I would have little hesitation about embracing death. While I certainly do fear and dread illness, I feel I could face it more readily and bravely if I didn’t have to worry about its effect on those who love me. But of course the last thing that loved ones want is to be a burden on the sufferer. What a conundrum of human interdependence. As you say, J, our humanity is found in each other. Love is our gift to each other, but it is costly.


I passed an excessively painful stool yesterday, which seemed to be stuck in a muscle in my anal sphincter. The pain was so great that it brought on waves of nausea and I came close to fainting. While it was happening, all I could wish was that it would come to an end. All I could manage was to breathe and try gently to dislodge the stool. Finally it passed, with no after effect that I could feel. The nausea and faintness went away.


Pain, like love, has to be experienced if it is to be known. That is Julian’s vision.


Meanwhile Seán, having gone to hospital for some tests, has been kept in. He is being a completely lovely patient, glad to have the tests he needs to find out what is wrong. His blood is showing an acute inflammatory response but no one knows what to. Not, we think now, an infection. He has absolutely no energy and drenches his bed with night sweats. But he is in good spirits. My potential illness is bracing him, and his illness is in turn making me determined to remain serene throughout the next few weeks and months.


Friday, 8 February


It is disconcerting walking into Guy’s Cancer Village (village? really?) for the first time. You have to check in at machines, just like at the airport, except they are so characteristically NHS that I have to laugh, for all my disconcertedness. You touch the screen and it asks you to scan the barcode on your appointment letter. I look at my appointment letter. No barcode. So then I go through a question-and-answer process as if I have forgotten my appointment letter (I haven’t!) and the machine recognises me and tells me that my name will come up on the big screen informing me where to go. I look at the big screen; it isn’t working. Luckily there are some lovely kind human beings around who help my nervous helplessness. Then I walk past a shop and wonder what a lingerie outlet is doing in the Cancer Village (it’s a building, not a village) until I see not only bras but also wigs. That really brings it home to me. Bras for mastectomies. Wigs for baldness. And I am here in this place for people with cancer and I am a person who may have cancer.


The consultant, Dr Inas, is kind. Right at the end of our conversation I tell her that my partner is in hospital and I break down in tears. She says, ‘Whatever this is, we can treat it.’


Tuesday, 12 February


I return to the Cancer Village for a full body MRI scan, to find out if there is any evidence of myeloma lesions in my bones. Myeloma attacks your bones. (God help me: both my parents’ cancers had them gasping with the agony of bone pain.) This time I have a barcode and proudly scan it. The machine doesn’t respond. I am late and anxious. A volunteer comes over and explains that the barcodes at the bottom of appointment letters don’t work, only the ones at the top. Mine is at the bottom. Silly me. So again, with her help, I circumvent the barcode and type in my details as if I have forgotten my appointment letter (am I going to be marked down as an amnesiac?), but this time the machine doesn’t recognise me at all. So the nice lady takes me up in the lift, which features calming birdsong, and delivers me to the right place while I grumble about the inappropriate use of AI.


The message about my claustrophobia has not been conveyed to the radiologist in charge. But the scanner is a doughnut with a big hole for my body to pass through, not the narrow, closed tunnel I had imagined, and I survive without making an ass of myself in front of the beautiful young people attending me.


Monday, 25 February


The haematology department where my bone marrow biopsy is to take place is in the main building of Guy’s Hospital and does not exude the determined cheerfulness of the Cancer Village. None of the pastel soft furnishings, big spaces, floor-to-ceiling windows and balconies with plants and views across the river towards Parliament, numerous kind and upbeat volunteers, coffee hubs, soothing birdsong recordings in the lifts and reflexology if you want it. Here we are in standard NHS blue plastic chairs, crowded into a room in the 1960s Southwark Wing, with busy nurses in red shirts (haematology, geddit?) and a lot of waiting. At least there is no underdeveloped AI technology to fail to communicate with: when I arrive and my wrist label is not in the pile with the others a receptionist is there to sort out the stalled printer. I am currently more aware than usual of people’s facial accoutrements, as I have just had my eyebrows tattooed (anticipating hair loss despite the doctors’ reassurance, but they needed it anyway), but even if I hadn’t I think I would have found this young receptionist’s mouth and eyes startling. The eyelashes are like the brushes you used to see on Ewbank carpet sweepers − remember the comments on Princess Diana’s mascara’d eyelashes when she attended that operating theatre? Are these hygienic? I ask myself − and the lips are blown up and pushed out into the most enormous pout. They look really painful. She herself is childlike, charming and kind, loves the fact that we both have birthdays in October, and I love the fact that she doesn’t comment on how many decades there must be between our Octobers, even in her facial expression. Though that would be difficult. Smiling looks difficult.


Talking of pain. I am found by a delicate-featured, lithe young boy who takes me into a little room containing a bed on which is spread a pad that looks ominously like something you’d use for incontinence. ‘I’m the doctor who’s going to do your biopsy. Is that all right?’ He is a bit like those sweet, needy waiters you get in vegan restaurants in Brighton. He proudly shows me all his instruments, newly unwrapped and neatly laid out, and I nod admiringly, and then he explains that patients usually only feel pain when the needle is right in the bone and he is removing the ‘honey’ − the aspirate or proto-blood that’s made in the marrow − and the ‘honeycomb’ – the trefoil or structure of the marrow − of both of which he needs a sample. ‘It’s a sucky kind of pain,’ he says, brightly. He is having the effect those needy waiters have, making me want to reassure him rather than the other way around.


Little do I know . . . I lie on the bed on my side. ‘Pull your top up a bit further, we don’t want to get any blood on it,’ again brightly.  He is behind me because the biopsy is taken from the back of the hip, but he explains everything that he is doing, taking a kind of chef’s pride in it. ‘There, now we have a completely sterile area,’ surveying my upper backside after he’s cleaned it. And in he goes with his anaesthetic needle and then the biopsy needle, the size of which, luckily, I can’t see. He is lovely, actually, getting me to talk about my work while the needle bores its way into my bone. Naturally we start talking about Brexit as soon as I mention Westminster, and I find myself pleading with him not to disengage from politics − ‘I’m going to stop voting,’ he declares. ‘I always did vote but I just don’t see the point anymore’ − but it’s quite hard to develop a reasoned argument about the undermining of democracy and the rise of extremism when you are IN AGONY and I say politely that I have to stop talking and start shouting at the pain, if that’s all right? The noise I make is a lot like a birthing mother. It definitely helps. An excruciating pain inside my bone, and a shooting pain down my leg, which feels like really bad sciatica, and which turns out to be a good indication that he is in the right place. ‘Sucky pain’?? He tries to draw out the ‘honey’. You’re not giving me any samples,’ he says, sorrowfully. I am a failure. He has to go in again, and then I am flooding him with the stuff, he exclaims. Then more anaesthetic (which works up to but not in the bone itself, and not on the sciatic nerve, clearly) and in again with a different needle to cut out some of the ‘honeycomb’. Even more excruciating. ‘In, and I’m just going to turn the needle and − this will hurt’ − MORE? − ‘and out it comes . . . I’ll just take a look at it . . . Oh.’ He shows me the sample: a little curled up worm dropped into a jar of solution. ‘It’s not really long enough.’ He needs to obtain a centimetre and this is barely half that. So would we send this sample off and risk it being rejected and my having to come back? ‘I’m not coming back,’ I say flatly. ‘Go in again.’ It feels like the bravest thing I’ve said in my life so far. In he goes again, and the second time produces a lovely sample we both purr over, just like the midwives and the mother do in Call the Midwife when the baby’s been born. ‘You have a very strong cortex,’ he says, and I feel rather proud of my obstinate skeleton.


Results on Friday week.


Meanwhile Seán is out of hospital, still exhausted, still undiagnosed.


Friday, 8 March


I have the result.


 


I do have myeloma, an incurable (as it turns out) cancer of the blood. My approximate prognosis, with scientific understanding, current treatments, my own age and state of health (good), is that I will die of the condition in about ten years. Given the amount of research and development in the field, I may live longer because of ever-improving treatments.


I feel strange. Strangely distant from the diagnosis, as if it is happening, yes, to me, but I am also someone else looking on, rather quizzically. A shock which I am probably reeling from, though I do feel quite steady. It helps being on the train to Hastings because that makes me find strength: surrounded by other people I want to hold myself together; I wonder, were I on my own, would I fall apart? My body is trembling a bit. I can’t really think about anything else. The newspaper doesn’t arrest my attention. Yes, reeling is probably the word for it. But inwardly I do believe I am strong.


I keep thinking of the positives. In ten years I can do a great deal. It’s not such a short time as to paralyse me. Seán is relieved that I will, after all, probably outlive him. So many things I don’t have to worry about. I’m unlikely to die alone and incontinent in a home. I have no descendants whose futures I will want to see. I don’t have to worry very much about money, providing I can keep working for a while.


Grace, the lovely warm clinical nurse specialist, says I should think of myeloma (and indeed a lot of cancers now) as a chronic condition, not a fatal one. That helps me think about how I respond to treatment choices. I won’t be beating this cancer, or fighting it. It isn’t a war with a winner and a loser. It’s my condition. It’s part of me, in my blood, my blood which is my life force, which carries so much that is needed all around my body. I love my blood.


I ask Dr Mary when she breaks the news: What should I tell my loved ones? She suggests telling them that I have a cancer which is incurable, but treatable. So let’s think of the treatment as something additional that is necessary to life − like eating and bathing and sleeping. Except for the fucking side effects. I don’t want to feel sick. And I do not want to get fat on steroids. I am going to remain beautiful until I die.


Yes I am.


The eyebrows are a good start and dying early helps of course. I mean, cancer could be a death of choice if the pain can be managed: it isn’t a paralysing stroke, your body falls apart quite quickly, not bit by bit, and it isn’t sudden and shocking like going under a bus, with no time at all to prepare.


I’m going to imagine my ten years. What will I do with them?


 


I will ride horses and swim in the sea.


I will wear beautiful clothes and good makeup. I will take care of my skin and my hair and my feet.


I will reread the books I love. Dickens first. He brought to birth in me my love and respect for words.


I will listen to music; go to concerts.


I will sing.


I will have piano lessons.


I will write. And write and write.


I will write poetry.


I will contemplate. I will learn to contemplate. I will practise contemplation.


Monday, 11 March


I hold myself together for my appearance on Start the Week. It is the hardest thing in the world to get myself up and out to Broadcasting House. I try to stay focused. But the feeling I always have before going on the radio is that I have absolutely nothing to say, so it’s hard not to panic. And of course in addition to those normal, difficult anticipatory feelings, I am also walking through a world that has changed utterly for me. As I pass alongside everyone else, on the Underground, through Oxford Circus station, up Regent Street with All Souls, Langham Place, right in the centre of my eyeline, I feel detached. So much doesn’t matter. I’m not worrying about the homeless sleepers in the portico of All Souls; I’m not irritated by the pushy commuters; I’m not troubled by the crowds. I feel a huge compassion like a wave engulfing my fellow humans, all of them. Compassion . . . Love . . . Fondness. The feeling you have when you see someone you love doing something ridiculous but because you know them and their motivations and foibles, you watch fondly and with understanding. It feels like that. Including about myself. Perhaps the word is forgiveness. How ridiculous and lovely we all are, walking so purposefully towards . . . well, death.


We gather in the studio where Kirsty Wark is warm and friendly. I begin to enjoy myself, focusing on the conversation. But then to my horror, in order to establish sound levels, Kirsty asks innocently what we each did at the weekend. I freeze. My diagnosis floods like an emotion through me. But answering ‘Getting used to my cancer diagnosis’ is not an option, so I bark out ‘I read my fellow guests’ books’, which has the merit of being true. And when we start I do have a contribution to make, and Kirsty is a wonderfully constructive interviewer, helping us feel that what we have to say is worthwhile. I can concentrate.


And the feeling of having successfully contributed to an excellent programme is this: fantastic. It has been so hard to get here; I had so wished we could stay in Hastings and hide but I didn’t hide, I kept my word and did my work; and it was good. It was a statement of intent. I started (the week, ha ha) as I mean to go on, living with myeloma.


Tuesday, 12 March


And so it is, then, with the lecture. I spend yesterday and most of today polishing it, reading it aloud, making it as good as I possibly can, which includes knowing when to stop editing; there is a moment to stop, and it is not at the point of perfection, it’s at the point of knowing I can’t make it any better. Because I have worked so hard on it, I am calm before delivering it. And I think because I have to be focused I am the most poised I have ever felt at that lectern in the Lady Chapel of Westminster Abbey. There have never been quite so many distractions which I would hitherto have found impossible to tolerate: my microphone seems to hum in accompaniment to my words, just the other side of the walls the Brexit / anti-Brexit demonstrations are at their loudest because the vote on Mrs May’s revised deal is to take place tonight, and as if that weren’t enough, my poor chairwoman has a dreadful cough. She keeps it very quiet but she coughs. Continually. I keep refocusing, refocusing. My focusing muscle is getting a great deal of exercise and that is probably no bad thing.


Wednesday, 13 March


Because today, finally, I venture to read the sizeable booklet produced by the charity Myeloma UK. It is well written with excellent, clear content. But oh, how hard it becomes to read. Working my way through the symptoms of the disease is like having a tolling bell of doom sounding in my head. Pain: eighty per cent of us have it, from bone disease. And the memories of my mother’s pain from fractured ribs caused by her cancer and my father’s terrible cries of pain from his bone cancer are there in my heart, instantly. Fatigue, overwhelming tiredness. How can I work if I have that? Bone disease that means they break, especially the ribcage (my mother again) and hips and fractures in the spine that mean you lose height or even compress the spinal cord, and calcium is released from the damaged bone into the bloodstream; infection; anaemia; hypercalcaemia which causes nausea, vomiting, confusion and constipation; kidney damage; and peripheral neuropathy − numbness and pins and needles in my feet and hands.


Now I am frightened. It is one thing to face the prospect of just ten more years of life in good health: what I could do with that time! But it is quite another to live with symptoms like these. And this evening, in the pub after choir, when one of the members asks me vaguely if I’d had my diagnosis − was it something to do with my eye? he can’t remember − and I tell him, stupidly, and he responds in a horribly upbeat way − you’ll be fine, I have a friend who’s lived with it for years − that does not help one little bit because what does he know???, I become very, very upset. Tonight I cry my eyes out, a storm of tears, sobs that feel like being sick.


And inevitably I start thinking I can feel the beginnings of the symptoms. The MRI scan had shown one possible lesion in my right femur. Can I feel something there? Is it real, lasting, imaginary? And is that tingling in my hands? Numbness? I cancel my horse ride, worrying about fragile bones.


Friday, 15 March


I’ve gained a little perspective. I feel fine. Dr Mary had showed me my results when she told me my diagnosis: there is no calcification, they are uncertain what the MRI femur lesion means, my kidneys are stable. And I am not tired, nor in any kind of pain. Honestly. And if the treatment is to stop the paraproteins proliferating, surely that will stop the symptoms developing?


Now I have just read some more of the booklet and I’m not sure it helps. The ways in which symptoms are addressed are nearly as bad as the symptoms themselves, and culminate in hot water bottles or ice packs to dull the pain. The most important thing is to avoid the symptoms of myeloma. I will accept the side effects of the drugs, if they keep the disease at bay. But high doses of chemotherapy and stem cell transplants do cause nausea and hair thinning and loss, so why did the doctors tell me I wouldn’t be sick and most of all I wouldn’t lose my hair?


Oh, this is hard. I will be in a much better position to know what to think about symptoms and side effects after next Friday when I will hear what my treatment is to be. Meanwhile (deep breath) I will STOP this train of thought and turn my attention to something else.


Like returning to the list of things I love and want to do now.


You tell me, P, that I must do away with everything except the core: what I am here for, what God wants for me. Get rid of all the dross. Yes.


Saturday, 16 March


Today I feel great. You are a tonic, L: my oldest, dearest friend to whom I can say anything; you know quite naturally how to be with me. Your company simply makes me feel, not better, because I am not in any obvious way ill, but myself. I’m fit as a fiddle and it is crazy not to enjoy that because of fears of an unknown future. Pilates with Glenda is also so therapeutic: she has us gently but deeply working with the muscles throughout our bodies, feeling our way to the ones right in our middles, so that by the time we have finished I am in touch with all of me, and I have awoken my sense of feeling.


I have never before really thought about the connection between ‘touch’ and ‘feel’. Glenda says affirmations don’t work (they make me cringe anyway) because they are just words. The question is: What are you feeling? Awaken your imagination to feel your body on the inside. Imagine how it would feel if you were perfectly well. I do so and I do feel perfectly well, and in balance.


And then a pedicure with Elinor, who does a gorgeous foot and lower leg massage, and then a facial. It turns out I can no longer have ultrasound treatment for my face with my diagnosis. Rather than being upset I am pleased there will be no noisy machinery, and my facial is mostly massage with delicious smelling oils. ‘Yoga for the face,’ Elinor calls it, appropriately. It is marvellous.


This morning I meditate, slowly and clumsily retuning to God, and feeling a great settling in my heart as I remember a verse from the Bible that has long been important to me: ‘Seek ye first the kingdom of God, and his righteousness; and all these things shall be added unto you’ (Matthew 6:33, kjv). On God I settle my eye; the service to humanity will follow it; the physicians will take care of my body. I ask God to help me put God first.


I have always found God undeniable, but I have found the sentence ‘I believe in God’ meaningless. I have thought, arrogantly, that God is so around and within me that the ‘I believe’ sentence is unnecessary. Now I see it is an aspiration. For I am not accustomed to asking God for help, to thinking of God as my guide, aid, support, lover, friend, etc. So while I may have never denied God, I think I have for all these years possibly been denying myself the greatest love I could have had. ‘Lord, I believe, help thou my unbelief,’ I cry, with Augustine.


I will practise feeling well. Running my attention through my body, feeling each part internally, imagining its wellness, feeling its wellness. Imagining the blood with its over-excited paraprotein production, loving it, soothing it, breathing through it. Look, blood: I have oxygen, calm down, fear not, all is well, no need to create paraproteins for the future, you’re storing up what is not needed and it’s beginning to hurt you, so fear not, fear not, accept the great gift of life and health and service of the body now.


I am like a house whose front has been blown away, like those houses in the Blitz or a dolls house: open for my insides to be seen; my beautiful and intimate insides. Open to God; to people’s devastating kindness; to their sweet and dreadful clumsy trampling on my delicate floors: Ooh you’ll be in pain, you poor thing; but then: Oh my dear, I am here for you; you are loved.


 


Things not to say to people who have been diagnosed with terminal cancer that might not kill them for a very long time: ‘You must be really frightened of what’s going to happen.’ ‘Do you wake up in the night panicking? No? Feeling really sad, then?’ ‘You’ll be absolutely fine.’ ‘It’ll be a breeze.’ ‘We’ll fight this.’ ‘My [name a relative] died of cancer.’ ‘I feel your pain.’


I shall try to take these offerings as due reward for all the times I have myself made crass and insensitive comments, or asked questions thoughtlessly in the past, of those on whose side I now am.


Wednesday, 20 March


I was a great advocate of palliative care, not just as ‘end of life’ care but as the way health care might be offered at any time. After all, I would argue breezily, we’re all going to die, so it makes sense to think of health care as always palliative. And shouldn’t all health care be directed towards living a happy, flourishing, healthy life? Not just saving life for its own sake, regardless of its quality, which is the governing notion of acute care. But now that I am firmly in the palliative care bracket myself, I can see that there really is a difference. I wasn’t wrong to argue that all care is palliative, but the notion of acute care, offered to people who are not named as dying, is in tune with the general will to life that gets us born in the first place, feeds our self-preservation instincts, and feeds that in us which is constantly seeking to learn and grow and develop. It is the will to life in nature generally which gives it the necessary force and energy to evolve against the counter force of entropy.


The conundrum for people in my position is that the very force we need to stay energised and optimistic is the same force that will consistently destroy our peace of mind. Only if I give in to the destructive force of the cancer can I have peace of mind, not if I try and fight it, because I will lose. I am going to die, probably of myeloma, so my hopes will be ultimately dashed, even if treatment gives me more years. That is the cruelty of cancer: like a cat playing with a mouse, it raises my hopes only to drop them to the ground again. And it always succeeds in raising my hopes because I want my hopes to be raised; I can’t help it. That will to live is what brought me into being.


Hmm. ‘Hope’ is different from ‘optimism’, isn’t it? Hope remains when there is no reason for optimism at all, resides in me, holding me right now as I countenance my future dying, and it isn’t the same as the deluded belief that I will live for ever.


Let me try and stay with calming, quietly enlivening hope, and let go of distressing optimism. And, while I’m at it, pessimism.


Friday, 22 March


Back to the Cancer Village to hear my sentence, following my conviction on 8 March. What a wonderful company I have found myself in: Dr Matthew the consultant and Grace the clinical nurse specialist spend a good two hours with Seán and me, talking over my myeloma diagnosis and the options available. I don’t have symptoms (the vague ones I’ve felt are not sufficient or serious enough to count, it seems) but I do have biomarkers and I should have treatment. That is, the levels of kappa light chains and paraproteins, as they are called (I have both), in my blood are significant. Having been thoroughly frightened by reading about the symptoms of myeloma, I am more than ready to agree. Treatment for me means outwitting (Seán’s appropriate verb) the cells that are producing the paraproteins and light chains and hence any symptoms they would cause. If I don’t want fatigue and bone pain and bone crumbling and calcification, I need treatment.


I am offered a place on a clinical trial called, for some reason, Cardamon. Four cycles of a new chemotherapy called Carfilzomib; then randomly allocated (to avoid bias) either to a stem cell transplant (the gold standard of treatment) or another four cycles of Carfilzomib. It’s thought that the Carfilzomib could replace the transplant, which involves THREE WEEKS in hospital, several months of recovery and I will lose all my hair. I don’t lose my hair or even, apparently, feel that sick on Carfilzomib. Being in the trial gives me a chance of avoiding the stem cell transplant. That, to me, at the moment, is the best thing about it.


After all of that, there’s another eighteen cycles − EIGHTEEN FOUR-WEEK CYCLES − of maintenance Carfilzomib.


Oh.


I am to become someone for whom strong drugs will be a big part of my life. I who have disdained aspirin. I have a new normality facing me.


Fuck.


But. This is interesting medicine and being part of a clinical trial means I get to contribute. I’m not just a passive recipient but part of the action. This is something else to be interested in, contribute to, learn from, speak and write about. I have written about the ethics of medical research on humans, the theory: now I can write about it from experience, from the inside. And I really like the people I am among, not just the consultants I’ve met and nurse Grace, but also the patients. They are mostly younger Caribbean men, in whom myeloma is most commonly found. I emerge from the lavatory at the clinic to a great burst of laughter from a family group sitting nearby (not at me, they were just having a jolly time, or making a jolly time). I’m part of that now. And Seán and I are energised, not exhausted, by being in the Village. That’s strange, isn’t it? I am starting a fascinating new phase of my life, if I can only make it properly part of my life, not a nasty add-on. It can’t just be an add-on to my old life because I reckon, for this year anyway, it’s going to take up about a third of my time. So I had better embrace it.


Shit.


I am to be a different person. I hope you, my friends, can embrace that newness with me and see how much I want it to be good and true and right and of service. And also funny, and dark and unknown.


Saturday, 23 March


Pilates today is, as ever, deeply healing as I attend quietly to my core muscles, dropping my attention down from my headspace to my wonderful, miraculous body. It is very strong. I can keep my muscles fit, but I have to allow the doctors to attend to my hidden body, my cells, my bone marrow, my light chains. I can’t do anything about those. I can only receive and embrace what I am being offered, by people who want me to live, and live well. I find it amazing that they should care about me. It’s so particular, almost embarrassing.


But I need also to attend to the thing that only I can attend to, that no doctor or anyone else can, which is my relationship with God. ‘Seek ye first the kingdom of God, and his righteousness; and all these things shall be added unto you.’ That is my first concern, regardless of what happens to my body. Unlike my job, it doesn’t need me to perform in front of others, or be a strong leader or teacher or writer. I need to attend to this first.


Then, when I know what the treatment will involve, I need to attend to my role at Westminster Abbey. I have so much support there, I hope I can do enough to ensure the Institute and its people don’t suffer. I’m sure it will be all right − it isn’t down to me alone, so it must be all right.


Sunday, 24 March


We read through the information sheet for the clinical trial. Its clarity is exemplary but that means I understand better just how tough it’s going to be. Chemotherapy is given over two days each week for three weeks, then one week off. Four times. With numerous possible nasty side effects. Stem cell harvesting (we all have this) requires ghastly growth hormone and other stem cell creation encouragement drugs including more chemotherapy, then a day connected to a machine that removes my stem cells. More nasty side effects. Then randomisation. The stem cell transplant, if I have it, is horrific, a massive dose of chemotherapy that kills lots more of me than just my bone marrow, before my transplanted stem cells bring me back to life; then weeks in hospital and months recovering. The following eighteen months of maintenance chemotherapy might not involve hair loss but I am to expect mood swings and insomnia.


The next two-and-a-half years involve a journey from which I will not, to state the bleeding obvious, emerge unchanged.


Seán suggests a lovely thing to me: that in as much as my cancer is like my mother’s (she died when I was twelve; Seán’s mother also died when he was twelve, also of cancer), I can think of my going through this ordeal of treatment for her; it is what I would have wanted for her, and she for me, and I can do it. It is in some way redemptive.


Also this thought helps: Socrates liked the idea of losing his body at death because he thought it an encumbrance to pure thought, but he was wrong. My body is as much part of my working out of things as my mind and spirit are; and frankly quantum physics undermines any notion that the three are separate in the first place. Which means that the invasive − really, thoroughly, intensively, painfully, uncomfortably, uglifyingly, nauseatingly, invasive − treatments I am going to have can be thought of by analogy as being struck by a new idea, or having one’s mind changed, or deepening one’s faith. They will be affordances in my niche, they will be an achievement.


Monday, 25 March


I feel anxious because I want to be in the trial and might not qualify: only six places left! Hurry, hurry! How sweet and ridiculous.


Wednesday, 27 March


From Julian of Norwich:


 


See, I am God. See, I am in all thing. See, I do all thing. See, I never lift my hands off my works, nor never shall without end. See, I lead all thing to the end that I ordain it to, from without beginning, by the same might, wisdom and love that I made it with; how should any thing be amiss?


 


I can only write for myself, not for others who are brought to trial. There will be strength for what is to come. In what is to come there will be great love and goodness, as well as pain and ugliness, but the love is only found in the pain, not despite it, and only by going through it can that be known, and the feeling that God never lifts his hands from his works is only discovered in the middle of those works. Never theoretically.


I read this from Julian: ‘The place that Jesu taketh in our soul he shall never remove without end, as to my sight, for in us is his homeliest home and his endless dwelling.’ And this morning, meditating, I feel the mantra rather than just recite it, feel the indwelling of God in my breastbone, in the same place where anxiety always grips me just before I have a hot flush, and my soul glows there, and I am at peace.


 


Just as well. Today I have another marathon session at Guy’s, meeting Dr Matthew again and Sarah the clinical trials practitioner who can also take blood, in the grey haematology department where I had my biopsy. I thought I was just popping in to consent to the trial, but there are heaps more questions I find I have to address, including getting rather lost in the scientific detail of the genetic markers it turns out I have for the disease (these are NOT, dear siblings, germline inheritable ones). The disease is so heterogeneous it is impossible for the clinicians to say how I might do or what my prognosis is. Dr Matthew thinks that myeloma is really a dozen different diseases without, yet, the categories to separate it out. Future treatments will be much more personally calibrated, but that can only happen on the basis of big data sets, hence trials like the one I hope I’m going to join.
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