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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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Fifth Letter

Dear Readers

Thursday, 2 May

A huge gentle wave of your wonderful messages of support is bearing me up; it carries me to the beach of my treatment with uttermost tenderness and lands me with care.

Last night, the night before my treatment starts, walking back from the station after choir, I felt such a surge of strength and power through my body and soul. I didn’t feel invulnerable, I just felt strong.

This morning I read Julian’s third revelation of God in a point: ‘by which sight I saw that he is in all thing’. Nothing is done by ‘happe ne by aventure’, and the greatest deed is not greater than the littlest deed, for God does all things. This, she says, was a showing of love.

So today I take this on trust, that God is in all thing, and try not to argue or think of the millions of horrific evil things that happen every day to innocent people and creatures. Today I trust quite particularly that what is happening to me is well done, rightfully done, deemed by God. God in the point, the centre, the heart, of all that is, today. As the needle goes in, as the cannula is flushed, as the healing poison floods my body, God is in all thing.

To the Cancer Village for blood tests four hours before the chemotherapy, to check I’m able to take it. The phlebotomist looks mildly doped, as if she has been up all night partying, but knows what bloods are required and her needle insertion is the best yet − I hardly feel a thing, and certainly no pain.

Then to the dentist high up in Guy’s Tower to make sure my teeth are sound before treatment starts. They are.

My bloods pass muster too. I’m in a fit state to receive the poison.

Two hours to go.

 

Seán and I make our way to the Cancer Village in good time for the 3.00pm infusion.

I’ve been inaccurate in my nomenclature. There are several villages in the Cancer Centre. The Welcome Village, where I check in like an old pro now, then up in the birdsong lift to the Chemotherapy Village. And there’s a Radiology Village, and an Outpatient Village, and a Private Treatment Village with carpets, perhaps.

It is quieter up here in the Chemotherapy Village but my heart, which is thumping, briefly fails at the sight of the other patients, those among whom I now count myself, some of them really obviously unwell, creeping with sticks (myeloma?? It’s the bones that go) or wheeled in wheelchairs, their faces grey or yellow; the face of the lady in the wheelchair who comes up in the lift with us is worn out, her eyes closing with weariness. And there is an atmosphere of quiet resignation among those waiting, not happy. We sit near the window, away from the other patients, and look at the view, taking in the light and air. Seán notices the word ‘mother’ in the middle of the word ‘chemotherapy’ and we are heartened by that, and think we will call the Chemotherapy Village mothercare. But then we are scolded by Deniz, the nurse, because she hasn’t found me among the patients outside Suite A, when it is time for me to come in.

So I am a bit flustered, an immediately infantilised patient not wanting to keep the nurse waiting, when I go in and another nurse briskly says ‘I’ve kept seat six for you’. I look around, bewildered, at what at first impression is a combination of three implausible scenes: a pedicure salon with those seats that massage your back while you have your feet done, occupied by the most unlikely clientele; an airport waiting area for first-class passengers because the seats are so big with spaces between them, only the passengers aren’t smart business people; and the lounge in a care home. Then I see a big ‘6’ above one of the squashy bright purple pedicure chairs and go and sit in it, still shocked that I am a protagonist here: the seat is for me; I am ill.

I am left alone for a while and I take in my surroundings. There are two large bays; each with a row of three big squishy purple chairs facing each other. I can’t see the bay behind me but wonder if that is where the worse patients are treated; I see a man, bald as a coot, wheeled into it in his bed. Is my bay that of the walking wounded perhaps. Opposite me a man, whom I immediately label a gorblimey South London taxi driver, quietly fills in the crossword; his gaunt figure and big eyes and baldish head and his hacking cough are dispiriting. He doesn’t return my smile, just glances briefly, then returns to his newspaper. Next to him a middle-aged man has his feet up on the leg rest of the chair (seeing this, I find the zapper and put my leg rest up too: very comfortable and squishy), and shifts restlessly, watching something on his phone; his companion sits, passive, next to him. Later he goes to sleep and loudly snores. In the corner a jolly family, the man in the squishy chair, his daughter (I think) and his wife with him. Everyone is attached to a drip stand with an ominous silver plastic sheath over whatever is in the bag dripping into them. Then a younger, more sprightly man comes in, dressed for work, bearded and with plenty of hair on his head, and is greeted like an old friend: ‘You can have either of those seats, R’. He looks like a civil servant. He is hooked up efficiently and starts working on his laptop. After about three-quarters of an hour his drip has finished, the nurse detaches it, and he leaves. He might have been coming in for a haircut.

Nurse Jing comes to set me up. Tut-tut, my veins are not at all satisfactory. Nothing on the right arm, something on the left. ‘I will be gentle,’ she says. She will use the smallest needle. In the cannula goes, just below my left hand. It hurts but is comfortable enough once in. Then she sets up a small drip, a saline solution to flush out the cannula. ‘Can I go to the loo?’ I ask anxiously. ‘Oh yes,’ she says. ‘Just unplug your drip at the wall and take it with you.’ That seems a tall order, but I see Mr Gaunt opposite me do it, so it must be possible. ‘Some patients are infused for seven hours,’ says nurse Jing. ‘Of course they have to go to the loo.’

Soon after, nurse Deniz appears. She gives me my two Dexamethasone tablets, 40mg of steroids which will probably keep me awake tonight. Kind to give them as early as possible; in future I can take them myself early in the morning. She changes the flushing-out drip bag for the hydration drip bag. I have to have extra hydration before and after Carfilzomib in my first cycle of chemotherapy to help me tolerate its onslaught. It will take half an hour, says Deniz: relax. I haven’t, at all, up until this point. I open Alexander McCall Smith’s 44 Scotland Street, written episodically as that was how it was published in a daily newspaper, with each short chapter





















Eighth Letter

Dear Readers

Monday, 20 May

I need that sense of humour. This morning does not bring physical relief. I’m not sick, just weary, and headachy; the weather is lowering as if a storm is brewing and it feels hard to breathe. No energy. But I feel obligated. I have to pull myself together, find my energy from motivation if not from my body, because I have to go to London for some final Institute meetings. How often have I relied on that brittle energy! I am pulling at my old self, the one I relied upon to deliver, no matter what my physical state. Come on Claire, up you get, out you go. But I can’t. I lie in bed, mentally beating myself up.

 

My own heart let me more have pity on . . .

With this tormented mind tormenting yet.

I cast for comfort I can no more get . . .5

 

I accept that I don’t feel well and I cancel the London meetings. Now I need to take my temperature. This is a moment of decision: if I have a temperature of 37.5 degrees or above, I have to ring the emergency helpline number and in all probability go to hospital, because a high temperature usually means infection and in the absence of a functioning immune system an infection could be lethal. I do not want to go to hospital. Oh, Dear Readers, the nonsense reasoning I go through. I will only have a high temperature if I take it. It will go away if I don’t look. And then I won’t have to go to hospital.

I look and it is high: 38.2 degrees. The helpline nurse tells me to go to hospital. The Conquest in Hastings has a perfectly pleasant A & E department; at 1.00pm it’s not busy though one of the patients is quietly accompanied by a police escort. I am seen immediately (everyone else is taking this seriously), have ‘me vitals’ taken (blood pressure 180 over something, bloody hell) and am ushered into a cupboard and on to a trolley. Also squeezed into the cupboard are a desk and a chair, on which Seán sits. He gazes at a small piece of carrot shrivelling on the desk top as the nurse assures us the room has been deep-cleaned. Another nurse takes some blood and inserts a cannula. Then another nurse hooks me up to drips with paracetamol and an antibiotic, given prophylactically, before the blood tests checking the presence of infection are complete: no risks taken. We chemotherapy junkies have to have antibiotics within four hours of gaining an infection to be safe. ‘Oh darling you’ll be in overnight,’ says this nurse. ‘Although your lactation test is good.’ Seán and I are certain that that is what she says. ‘And you’re not pregnant.’ There’s a relief. I am wheeled out for a chest x-ray. ‘Are you pregnant?’ asks the radiologist, who could be a carbon copy of the beautiful young radiologist at Guy’s. Afterwards I am wheeled back to my cupboard. Another nurse comes in and says ‘Beef bourgignon; cod mornay; macaroni cheese.’ My swift to make sense − the wrong sense − of this theatre of the absurd has me assuming he is asking me to tell him which of those dishes my symptoms most resemble. Perhaps I am a little delirious. The thing is, everyone is wearing blue pyjamas, so how is one to realise their different functions? This is the caterer and I have to choose a dish for . . . it is 3.00pm. Supper? I choose with a sinking heart: doing so is tantamount to accepting that I will be staying the night. I have realised that the cupboard I am in isn’t a holding bay, though I am on a trolley. It is a room in the A & E ward, and the shared smelly loo with a shower behind a thin curtain across the way will be my ablution station.

I have another visitor in blue pyjamas, but luckily he identifies himself as a doctor. He looks extremely young. He listens to various things with his stethoscope and taps other things, asks me how I feel. ‘Fine,’ I insist, glaring at Seán when he starts to tell the doctor about my cough. He says he’ll be back when the blood test results are through.

Seán and I read our books. I try not to worry about my sleeping arrangements. The trolley has just a single sheet on it, already blood-stained (with my blood) and is slipping off the slippery surface.

But sooner than we could have hoped, the doctor returns. ‘The blood tests are all right,’ he says. ‘You can go home. In the nicest possible way, I hope I don’t see you again.’

 

. . . let joy size

At God knows when to God knows what; whose smile

’s not wrung, see you; unforeseen times rather − as skies

Betweenpie mountains − lights a lovely mile.6

Tuesday, 21 May

Today I wake to a brave new world, my bursting appreciation matching the depth of my earlier despairing nausea and fever (does one have to have the ghastliness before one can have the joy?). The lowering skies have lifted, the sun shines on a glittering sea, the smell of summer is everywhere. Today I ride and I don’t think I have the words to express how joyful that feels. My lovely friends at the stables couldn’t have been kinder, adding me to the hack at the last minute. ‘It’s what we can do to help,’ says Rachel. I ride big, strong Denby, sturdy as a mountain, and drink in all of nature: rolling hills, abundant oaks, ancient beech, a buzzard hovering, wending our way through overgrown paths and cantering along the trampoline field and the uppy-downy field, birdsong, the smells richer than I have ever known them. And as we return, I see you, M, waiting to bring me home, sitting sketching two ponies who have come close to you, out of curiosity maybe, and are grazing at your feet.

It is the opposite of a hospital, where nothing green grows (except culture on the bit of carrot, maybe). The warmth there is human kindness.

Wednesday, 22 May

The nausea returns after yesterday’s ‘lovely mile’, and stays with me until bedtime. What a bloody awful week so far.

Thursday, 23 May

Julian’s sixth revelation is one in which she sees how God worships and thanks those who seek to serve him in their lives. ‘The more that the loving soul seeth this courtesy of God, the lever he is to serve him all the dayes of his life.’ I try to turn my sickness to service. ‘Offer it up,’ I hear you say, P. And as I write this now, I do, with all my heart. But only afterwards: while I feel ill, I am helpless, inert, without motive or motion. Desolate.

Today (week off − no chemotherapy!) I revel in the lack of nausea, and the euphoria and appetite the high Dexamethasone dose − still have to take my steroids − gives me. L and I go for a walk; I vote; buy olive oil; and in the evening Seán and I, masked, go to the dance interpretation of T.S. Eliot’s Four Quartets at the Barbican. I love hearing the poems read and the accompanying music; the dance is sometimes wonderful and sometimes distracting, mainly because I am trying to understand what the choreography means, and of course the dancers keep moving and you don’t have time to linger on one step or shape and think about it. You have to let go and follow, let it work on you.

The words move fast too, but you can return to the words.

Friday, 24 May

I have my end-of-cycle appointment with the consultant: beautiful articulate Dr Reuben. He tells me to take the Domperidone prophylactically. ‘If you are too nauseous we will have to stop the chemotherapy.’ I ask for a port because of my cannula challenges but he is strangely resistant and makes no commitment. He tells me the likely outcome of my treatment: I have a seventy to eighty per cent chance of ‘good remission’, which means the numbers of kappa light chains and paraproteins are halved. Keeping the numbers down means keeping the cancer symptoms at bay. With incurable myeloma, that is the most you can hope for.

I will have the results showing how I have responded to my first cycle of chemotherapy next week.

I ask about stem cell harvesting, which everyone in the trial goes through, even if they don’t have the stem cell transplant, because the stem cells can be used for a later transplant if you need one. Answer: I will have a big dose of chemotherapy, then growth factor injections in my stomach every day for a week, then at least five hours hooked up to a machine which takes my blood away and gives it back to me with (hopefully) lots of stem cells removed.

You can know things, and you can know things more fully, and you can know things even more fully. Today I feel I know even more fully that I have cancer, and when I go to bed, I clutch my rosary to my breast and sob. I can’t pray or think or make sense or rationalise or sort anything out. I just feel. Pain. And then I fall asleep.

Thank you, M, for sending this; the poetry articulates my grief relieved only by sleep:

 

No worst, there is none. Pitched past pitch of grief,

More pangs will, schooled at forepangs, wilder wring.

Comforter, where, where is your comforting?

Mary, mother of us, where is your relief?

My cries heave, herds-long; huddle in a main, a chief

Woe, wórld-sorrow; on an áge-old anvil wince and sing −

Then lull, then leave off. Fury had shrieked ‘No ling-

ering! Let me be fell: force I must be brief.’

 

O the mind, mind has mountains; cliffs of fall

Frightful, sheer, no-man-fathomed. Hold them cheap

May who ne’er hung there. Nor does long our small

Durance deal with that steep or deep. Here! creep,

Wretch, under a comfort serves in a whirlwind: all

Life death does end and each day dies with sleep.7

Sunday, 26 May

This Will Not Do. I am strong and I am surrounded by people who not only want me to live, but also know the best possible way to make that happen. The least I can do is cheer up and take the medicine with a smile. I’ve been through one cycle now. I can do this.

I bathe in scented salts, don a voluptuous heavy silk kaftan, pour delicate Wraxall’s pink sparkling wine into a champagne glass, and dress my hair. And put on bright orange lipstick. Very seventies and I feel much better.

Thank you, L, who also bounced around the room with us to ‘Lily the Pink’ as small children, for the information that the real Lily the Pink was an American woman called Lydia Pinkham (1819−83) who invented a ‘herbal-alcoholic women’s tonic’, probably mainly gin, available during Prohibition and hence immensely popular. So not water at all. We wuz lied to.





Eleventh Letter

Dear Readers

Monday, 10 June

I was given too-hefty doses, as a child, of a Westernised version of Eastern spiritualism that says we should be detached, that the wise man (it was always a man) is unaffected by the trials and sorrows, the highs and lows of this life, and fixes his mind in the Absolute (as we called God). That attempted detachment meant I took decades to grieve my mother’s death when I was twelve, and it has made me wary of being too quick to leave the past behind.

So here I am wanting not to deny the trauma of Saturday’s nausea, because I know how foolish it can be to pretend everything is all right and I am fully recovered, untouched even, by the pain. On the other hand, why hang on to it?

I want to learn, for myself and not through the clumsy diktats of others, how to embrace all that has been, is, and will be. Now, today: the sheer joy of hearing the rain on the window-canopy as I write, the cheeping of the gull chick and, because I’m feeling better, slightly more lovable raucous parents, the blue-grey sea that rises to the horizon and merges seamlessly with the white-grey sky, the green and granite-grey harbour arm pointing to France, the bright shingle beach, the glistening roofs of the Old Town, the chimney pots, my own sense of well-being. Rather than drag the pain of Saturday into this joy of now, I can simply acknowledge, with gratitude, that if it weren’t for the cancer and its attendant grief, I might not have noticed or felt the deep joy of these quotidian movements of God’s most glorious creation.

Tuesday, 11 June

Another exquisite moment. Waiting on Denby for our hack to start, I watch two horses in the adjacent field standing facing towards each other, but each with one cheek pressed gently to the cheek of the other, completely still: ‘their hung heads patient as the horizons’, as Ted Hughes puts it (thank you, I, for sending the poem).8 ‘They’re keeping the flies off each other,’ explains Rachel, ‘but they are also just being with each other.’

I don’t want to forget I have cancer. I want to have my mind concentrated by the ringing of my mortality bell. What will I make of this life that is left to me, ‘whether it be short or long’?

Thursday, 13 June

A number of years ago I attended a first aid course. On the second morning, our teacher, Harry, a former fireman, took Resusi-Annie, the doll on which we practised our kisses of life and chest thumps, laid her out on a plastic sheet, and carefully poured a tin of chunky vegetable soup into her mouth. She had collapsed and vomited, Harry explained, and our task that morning was to resuscitate her. I was picked as the first in the group to do so. To me, the vegetable soup was vomit. It looked exactly like it. And I still think that going forward and putting my mouth to Resusci-Annie’s revoltingly spattered mouth was among the braver things I have done in my life. (Like an idiot, concentrating too much just on the fact that I had to do this thing because she was dying and Harry had said I had to, I neglected to wipe the vomit soup away from her mouth, which would have made the kiss both more bearable and more effective. Everyone else after me did.)

I remember going towards Resusci-Annie as all the cells in my body seem to shrink and draw back from today’s entrance to the tunnel of hard things: the early morning steroid dose, the blood tests, the first infusion, the sleepless night, the second infusion tomorrow, the nausea, the train journey, the nausea, the restless night and all day Saturday in Hastings just looking at the sea, the nausea . . .

I put one foot in front of the other and enter the tunnel of hard things. And as I enter, but only when I enter, I see again all the wonderful things in there too. First, the tunnel is bathed in love, in fact it is made of love. Second, it is populated by people showing profound, often unconscious, bravery. People walking towards their healing poison with their heads held high, not faltering. Their supporters by their sides, embodying equal measures of courage and pep. The groups clustering round patients cheering everyone up with their jollity, greeting each other as if this were a market place or a town square. Ebullient, strong, laughing, dignified. B, a wrinkled lady of considerable age, sits next to me in the blood test village, bright eyed, who has taken the trouble to apply mascara, lots of it. She shows me the size of her lymph node that has just started to grow, by pointing at one of her bright blue claw-like shellacked fingernails. She is naughty and alive, and deep in her eyes I see a calmness that as I write about it now brings tears to my own. They are tears of discipleship.

Sunday, 16 June

I have a horror of ending up satisfied with small things. Saturday is a day of small things, the day on which it is an achievement to drink three litres of water, take my drugs, eat a little bit, sleep, not vomit. Nothing else is required; nothing else is possible. On Saturday, my world is tiny. On Saturday, I cannot care for more than the very basic needs of my body. While our fragile, kicked-about Earth is disintegrating, and our fractious, factionalised people are pandering to populism, I am worried about my tiny self only.

I should not miss the divine in ordinary. Every minute movement of creation is a sign. Every minute movement is seen by God, loved by God, from God. ‘Even the very hairs of your head are all numbered’ (Matthew 10:30; Luke 12:7. Thank you, E).

Incarnate love. Our interstices are full, rich with silence and strength and love.

The interstices of my Saturdays of small things are filled with Seán’s tender, funny service, incarnate love given without stint and a great deal of laughter. What could be small about that?

And the sea. I look at the sea a lot. Another gift. Then I remember B in the Cancer Centre. And as I contemplate the interstices of my tunnel of hard things and my day of small things, the interstices grow and grow until they are enormous, vastly bigger than the things, embracing the things, holding them, being there before them and still being there after they have passed, which they do, and they have done because now it is Sunday and I am all right.





Fifteenth Letter

Dear Readers

Tuesday, 9 July

L’Arcelle, the mare I ride this morning, is delicate and sinuous but a lively ride; I hurt my middle muscles in the first slightly bouncy cancer [sic] as I get used to her and now I can’t laugh or cough.

On my return to London I find an appointment letter from UCLH, University College London Hospital, waiting for me. This presages the start of the stem cell harvesting and possible transplant process. I haven’t been given much of a gap between ending the four cycles of chemotherapy on 16 August and starting the next phase. But I would rather be getting on with things, especially things I ABSOLUTELY DREAD. I discover − my next shock − that I have to give myself the injections of growth hormones before the stem cell harvest, God help me. But you just get on with it, as I have seen my fellow cancer sufferers do, bravely and determinedly. You just do.

Wednesday, 10 July

JF takes me and Seán to supper at Tas in The Cut, and we sit discussing philosophy, spilled out on to the pavement in the warm night. JF is French and it feels very French. We discuss the feeling of familiarity we have towards famous figures that is, for obvious reasons, not reciprocated. I recall walking behind Jenni Murray into the auditorium at the Royal Court Theatre and, with as much familiarity as if she had been my sister, reaching up and tucking the sticking-out label back into her dress. Such an invasion − the nape of one’s neck, for heaven’s sake − but to her credit she didn’t leap a foot in the air and scream blue murder. She turned and thanked me.

Thursday, 11 July

Today the self-check-in machine at the Cancer Centre rejects me because according to its newly programmed algorithm I am too early (but I’ve come for bloods, not chemotherapy, as I cannot explain to the machine). Patients arriving too early will clog up the waiting areas and create the wrong waiting-time statistics. We queue up to check in with a human being, overriding the programming glitch created by our anxiety not to be late.

Jared Diamond calls the need to be early ‘constructive paranoia’.15 You allow plenty of time for things to go wrong. Not being in a hurry changes everything, almost always for the better. Sodding machines.

Waiting for my blood tests I sit behind a man whose raised arm is inconveniently blocking the screen where our names appear, but he is gently stroking his bald head and I am touched. It is lovely and shiny and smooth, apart from some random small incisions that look as though someone has got at him with a small blunt instrument. It makes me think of those ancient skulls which show evidence of the person having died by having his head cleaved in. Evidence hidden by the layers of skin and hair. But what would cause this man’s indentations? An over-enthusiastic gouger of a barber? I wonder if I have any dents in my scalp.

Ensconced in my purple chair: the couple opposite me are a man and a woman, the man in the chair, the woman at his side. The woman is reading the Mirror, whose front-page headline is ‘Man with No Shame’ over a picture of Boris Johnson. The man is reading the Sun whose front-page headline is: ‘Intruder at Palace as Queen Slept’.

The lady to the left of the couple is the civil servant whom I’ve seen before. Or is she an author? Or a librarian? Clever, anyway. On the right is a slip of a young thing who looks both stoical and fierce even as she sleeps. She moves me.

An older, rough-cut man, wrinkled and hirsute, is to my immediate left, whose companion talks animatedly in Russian to him, making him laugh. She is young and her face is bright.

Then I discover that the clever lady is indeed a civil servant, but more importantly she, F, is also in the Cardamon trial, and a year ahead of me, so her knowledge of what happens, which she shares, is invaluable. She wasn’t randomised to the stem cell transplant but to the second round of Carfilzomib, lucky lady. But she still lost her hair! It was the stem cell harvest chemotherapy, she tells me. She says that the clinicians said they had never seen that before so it shouldn’t happen to me. Though she now sports a wonderful head of wavy, elegant grey hair and I think: that’s not so bad. We talk and talk. There are some questions only other patients can answer.

 

Later, an hour of silence in a garden, thank you, J, for the suggestion, a still-consecrated space next to All Hallows Church in Copperfield Street, near the flat. My prayers are interrupted by the staff of the Church of England’s Pension Board on a treasure hunt.

Friday, 12 July

Oh what an awful night! Awake, hot, tossing and turning, and quite badly nauseous. After talking to F I had started to feel such a fraud, such a lightweight in the scheme of cancers and cancer treatments . . . Well I’m not.

I am sick this morning.

My first time. Och, it wasn’t too bad, more like (look away, squeamish ones) a liquid retch, and I think it was because I had some fruit last night: mango and cherries. There was nothing wrong with them but they were too rich and colourful. I’m having a cup of tea now and feel fragile but not nauseous anymore. Just the way anyone would feel who hadn’t had much sleep.

Saturday, 13 July

On my nausea-induced sabbaths, as soon as I start to think ‘What shall I do?’, I feel queasy again. Is this like those alcohol-dependency therapies or, God forgive us, those anti-homosexual therapies where you take a drug which makes you feel violently sick if you have or think about the thing you’re supposed to be renouncing? I could think of my nausea days like this: curing me of my addiction to achievement.

Sunday, 14 July

Julian’s ninth revelation. She has witnessed, and experienced in her own body, the pain of the dying Christ on the cross in the eighth revelation. Now she looks with all her might to see him dead, but she does not. She sees, instead, the same bloody, disfigured Christ transformed into bliss:

 

And I looked after the departing with all my might and wende to have seen the body all dead, but I saw him not so. And right in the same time that methought, beseeming, the life might no longer last and the showing of the end behoved needs to be, suddenly, I beholding in the same cross, he changed his blissful cheer.

 

I wake up this morning, looking the same pallid mess I was yesterday, but I am merry. The world is the same and yet everything is different.

Sunday: resurrection day.





Eighteenth Letter

Dear Readers

Tuesday, 30 July

The ride on Denby is bliss, again. Because my back had gone into spasm from a too-eager leap into ‘the shortest canter in the world’ last week, I am much more attentive to tuning into his pace as he makes the transition from trot to canter this week. He is a solid fellow, and if I am not in tune with him, my behind bashes on the saddle with each leap forward of his stride. Today I find his measure and really enjoy the connected strength of a more mellifluous run. That and glorious nature. Glorious, glorious nature.

Wednesday, 31 July

Before my diagnosis, when I thought I would live for ever, I nevertheless felt and acted as though the service to which I was called would not wait for me. I had to hurry into and through the tasks and responsibilities of my life, climbing fast and furiously, in order to reach this summit, then on to the next summit, and the next.

Missing the point. Not enjoying the journey. Not stopping to look at the view. Still, it was exhilarating. And it seems paradoxical that even as I hear my mortality bell ringing, I feel a call to slow down rather than cram everything in. Is this your ‘relaxed’ response to death, M?

Perhaps what I am feeling now, or wanting to feel, is a life lived at the pace of nature. Recognising due season, timeliness, unhurried Earth turning and sun rising. Death and rebirth, rotting and renewal, the force of life and the stillness of death.

That force of life encourages me to face down my fear of the stem cell transplant by addressing one of its biggest horrors: hair loss. I decide I will try on a wig.

Thursday, 1 August

I wake up depressed. My whole body feels literally fed up with the infusions and swallowings of so many chemicals. Just two more weeks of infusions to go, and then a break of sorts, I tell myself. To the kitchen for my 40mg of steroids. Urgh. I eat walnuts as I forgot to buy a banana. 6.00am is a bit early for walnuts. Two pints of water. Back to bed with a cup of tea. I don’t know if I can face going into the wig shop.

Well. I arrive at the Cancer Centre for my morning bloods, and lo, there is a lady with a kind face sitting at a table with a heap of brightly coloured scarves, giving lessons in how to tie them on your head for when you go bald. As soon as I have checked in I sit down and ask for a lesson. I choose a lime green scarf and practise tying it on my head in different styles. I am clumsy but with Jenny’s help I manage two shapes.

I am called for my bloods but, encouraged by Jenny, once I am free again I go into the wig shop and meet two beautiful young women who explain the system. I will receive a voucher for £250 to pay for an acrylic wig; or the money can be put towards a real-hair wig. Real-hair wigs look real; acrylic wigs look false. Acrylic wigs are easy to care for, but they can’t be dyed or blow dried, whereas real-hair wigs can be treated like real hair, and last for longer. Real-hair wigs are advised if one needs a wig long term, but if I do need a wig it should be short term only, so I look at the acrylic wigs. False, yes, but stylish. They don’t look all that fake.

The wig ladies are sure they can match my hair colour with the acrylic wigs, and they can style a wig to make it the same shape as my hair now. They can also provide ‘top up’ hair pieces if I just lose clumps of hair (oh God).

Rather like preparing for a no-deal Brexit (or, frankly, Brexit), I now have information to meet my personal worst case, which is being randomised to the stem cell transplant and losing all my hair. I can wear beautiful scarves and play with colour; and I can have a stop-gap wig.

The headscarf-tying workshop table has not been there before. I feel, when I see it, that the universe has somehow risen to meet me halfway, on the very day that I need help to face down one of my fears.

Saturday, 3 August

As the nausea abates I feel resilience return: ‘afresh, afresh, afresh’, as Philip Larkin writes19 (thank you, C). And as Seán has said, with great confidence: You will make the best of what befalls you. You will make it work for you. Today, I believe that. I pray for the steady strength that is needed, the courage to set sail from my known shores but quietly, blown gently by the life force that tends against decay. Today I believe even better things can come of a life lived at the pace of nature than one lived too fast and too thoughtlessly.

Resilience means not leaping into tough things too enthusiastically since one is in it for the long haul. Resilience means not trying to be too efficient. You have to pace it, breathe deeply, take your time, allow plenty of elastic, learn to say no as well as yes. Not wasting valuable energy wishing you didn’t have cancer but accepting all the good it has made possible.

George Herbert writes: ‘Affliction shall advance the flight in me’.20

Sunday, 4 August

My difficulty in accepting that anyone should care if I was ‘apayd’ is addressed, somewhat, in the next part of Julian’s ninth revelation in Chapter 23.

 

. . . Christ said: If thou are well apaid, I am well apaid, as if he had said, it is joy and liking enough to me, and I ask not else of thee of my travail but that I might apaye thee.

And in this he brought to my mind the property of a glad giver. Ever a glad giver taketh but little heed at the thing that he giveth, but all his desire and all his intent is to please him and solace him to whom he giveth it. And if the receiver take the gift gladly and thankfully, then the courteous giver setteth at nought all his cost and all his travail, for joy and delight that he hath, for he hath pleased and solaced him that he loveth. Plenteously and fully was this showed.

 

I have thought that giving should require no acknowledgement on the part of the recipient. But here’s Jesus wanting to know if Julian is well apaid. It is her assurance that she is indeed well apaid – ‘yea, lord, gramercy, blessed moet thou be!’ − that makes him then not count the cost.

Needy Jesus.

Today in his sermon Fr Eamonn talks about acknowledging the presence of Christ; this is what he directs us to in the meditation he always includes in his homilies, but he also says, ‘there’s nothing you need to do, Christ is already present’. The exchange, of Christ’s presence and love and my reception of him, isn’t transactional, surely? The love is unconditional, not in the least dependent upon my willingness or ability to receive it. But the implication in the Julian passage is that Christ’s pain is only set at nought when he is assured of my pleasure and solace.

Now look, Jesus. I am undyingly grateful for this exquisite world you have wrought. Not just its beauty, geometry, majesty and unbounding greenness. Also its mad, fierce anger and terror, ugliness and malice, unfairness and desperate sadness.

Aah. I feel in myself now the fronds of loving life unfurl like young ferns even in the midst of pain and fear. And I am grateful again. Yea, lord, gramercy.

Is this (a taste of) salvation, Jesus? Is this what you died for? Is this you, resurrected? Is this what you mean?

 

Later in the day, we walk through Ecclesbourne Glen, on the East Hill out of Hastings Old Town. A gentle woodland walk, ancient trees calmly feeding my soul; the pace and green and softness entering my receptive self and settling me. I am utterly served. Yea, lord, gramercy.





Dear Readers’ Playlist

 

Abba, ‘Dancing Queen’ (M)

Allegri, ‘Miserere Mei’ (A and C)

Aurora, ‘Apple Tree’ (Georgia Remix) (W)

Joan Armatrading, ‘Love and Affection’ (C)

Louis Armstrong, ‘It’s a Wonderful World’ (C)

Ascension, ‘Beauty in All Things’ (L)

 

Bach, Goldberg Variations (U)

Bach, Partita in B Flat (played by Dinu Lipatti) (P)

Bach, Double Violin Concerto (P)

Bach, ‘Jesu, meiner Freude’ (V)

Beatles, ‘Here Comes the Sun’ (J)

Beatles, ‘Something’ (I)

Beatles, ‘I Wanna Hold Your Hand’ (P)

Beethoven, ‘Cavatina’ (M)

Beethoven, Piano Sonatas 30, 31 and 32 (played by John Lill) (P)

Beethoven, Quartet No. 14 in C Sharp Minor, Opus 131 (P)

Andrea Bocelli, ‘Nelle Tue Mani’ (A)

Brahms, Requiem, soprano solo, fifth movement (T)

Brahms, Violin Concerto (P)

Brahms, Symphony No. 2, first movement (Leonard Bernstein and Vienna Philharmonic) (D)

Brahms, ‘Academic Festival Overture’, Opus 80 (B)

Dave Brubeck, ‘Strange Meadow Lark’ (A)

Sarah Blasko, ‘All I Want’ (I)

Jeff Buckley, ‘Hallelujah’ (P)

William Byrd, ‘Descendit de Caelis’ (Cardinall’s Musick) (P)

Jacques Brel, ‘Le Plat Pays qui est le Mien’ (M)

Billy Bragg, ‘Jerusalem’ (S)

Bax, ‘Mater, ora filium’ (C)

Bizet, ‘Pearl Fishers Duet’ (C)

 

Thomas Campion, ‘Never Weather-beaten Sail’ (sung by Alfred Deller) (P)

Pablo Casals, ‘The Song of the Birds’ (T)

Mama Cass, ‘Make Your Own Kind of Music’ (S)

Chopin, Polonaise in A Flat Major (S)

Chopin, Nocturne in D Flat, Opus 27, No. 2 (played by Lang Lang) (A)

Chopin, Prelude in E Minor (R)

Petula Clark, ‘Don’t Sleep in the Subway’ (M)

College and Electric Youth, ‘A Real Hero’ (J)

Eva Cassidy, Songbird (L)

Eva Cassidy, ‘Over the Rainbow’ (L)

Leonard Cohen, ‘Alleluia’ (E)

Leonard Cohen, ‘You Want it Darker’ (C)

 

Debussy, ‘Clair de Lune’ (A)

Delius, Sea Drift (sung by Bryn Terfel) (A)

Desire, ‘Under Your Spell’ (J)

 

Elgar, ‘Where Corals Lie’ (L)

Elgar, The Dream of Gerontius (M and T)

Elgar, The Kingdom (S)

Elisa, ‘Almeno Tu Nell’Universo’ (V)

Everything But the Girl, ‘Missing’ (L)

 

Fauré, ‘Cantique de Jean Racine’ (F and J)

Kathleen Ferrier, ‘The Keel Row’ (L)

Kathleen Ferrier, ‘Blow the Wind Southerly’ (M)

Fifth Dimension, ‘Wedding Bell Blues’ (J)

Finzi, ‘Dies Natalis’ (G)

Finzi, Clarinet Concerto (G)

Fireball XL5 theme tune (M)

The Five Stairsteps, ‘Oooh Child’ (L)

Ella Fitzgerald, ‘Summertime’ (A)

Ella Fitzgerald, ‘Every Time We Say Goodbye’ (P)

 

Jan Garbarek, Officium (C and I)

Philip Glass, Passages (C)

Philip Glass, Satyagraha (L)

The Gloaming, ‘Rolling Wave’ (P)

Gluck, ‘Che Faro Senza Euridice’ (both Kathleen Ferrier’s and Janet Baker’s) (P)

Charlie Gracie, ‘Wandering Eyes’ (M)

David Gray, ‘Please Forgive Me’ (L)

Norman Greenbaum, ‘Spirit in the Sky’ (L)

Gregorian Chants, ‘Inno: Conditor’, ‘Pater Noster’ and ‘Agnus Dei’ (A)

Grieg, Piano Concerto in A Minor (R)

Nacha Guevara, ‘La Noche’ (T)

 

Handel, ‘Ombra Mai Fu’ (M)

Handel, ‘Hallelujah Chorus’ (M)

Handel, ‘Zadok the Priest’ (E)

George Harrison, ‘My Sweet Lord’ (P)

Haydn, The Creation (J)

Haydn, Symphony No. 101, ‘The Clock’ (M)

Roger Hodgson in Concert, Stuttgart 2013 (P)

Rupert Holmes, ‘Escape’ (‘The Pina Colada Song’) (J)

Hummel, Piano Concerto in B Minor (Stephen Hough) (N)

 

The Isley Brothers, ‘This Old Heart of Mine’ (K)

 

Karl Jenkins, ‘Benedictus’ (E)

 

Chaka Khan, ‘Sleep On It’ (S)

 

Lighthouse Family, ‘High’ (L)

Lighthouse Family, ‘Ocean Drive’ (L)

The Lord’s Prayer, private recording sung by a friend (T)

Raul Lovisoni and Francesco Messina, Prati Bagnati Del Monte Analogo (S)

 

Madonna, ‘Hung Up’ (A)

Alanis Morissette, ‘Thank You’ (K)

Mozart, Cassation in B Flat Major, K 99, Menuet (L)

Mozart, Clarinet Concerto (C)

Mozart, Clarinet Quintet (J)

Mozart, Cosí Fan Tutte (P)

Mozart, Requiem (M)

Sarah McLachlan, ‘Blackbird’ (L)

Mahler, Symphony No. 2, ‘The Resurrection’ (Janet Baker) (S)

Mahler, ‘Lieder eines fahrenden Gesellen’ (J)

Mahler, ‘Ich bin der Welt abhanden gekommen’ (Janet Baker and John Barbirolli) (N)

Mahler, Symphony No. 5, Adagietto (C)

Mahler, Symphony No. 5 (Leonard Bernstein) (JF)

Myfanwy (both Welsh songs) (P)

Ennio Morricone, ‘Gabriel’s Oboe’ (P)

Johnny Mathis and Neil Diamond, ‘Love is Everything’ (C)

Monteverdi, Orfeo (V)

Chris Montez, ‘Let’s Dance’ (R)

 

Only Boys Aloud, ‘Calon Lân’ (N)

Only Boys Aloud, ‘Gwahoddiad’ (N)

Beccy Owen, ‘Lullaby’ (V)

 

Arvo Pärt, ‘Passio’ (C)

Dolly Parton, Here You Come Again (F)

Pergolesi, Stabat Mater (Nathalie Stutzmann and Philippe Jaroussky) (I)

Purcell, ‘An Evening Hymn’ (L)

Les Poules à Colin, ‘La Fleur du Bois’ (O)

Prokofiev, Peter and the Wolf (narrated by Wilfred Pickles) (H)

 

Queen, ‘The Show Must Go On’ (A)

Queen, ‘Don’t Stop Me Now’ (P)

Rachmaninov, ‘Rhapsody on a Theme of Paganini’ (S)

Joshua Radin and Sheryl Crow, ‘Beautiful Day’ (L)

Renegade Soul, ‘Everybody’s Free’ (L)

 

Schubert, Fantasie in F Minor for Four Hands (Radu Lupu and Murray Perahia) (H)

Schubert, Piano Quintet in A Major, ‘The Trout’ (H and P)

Schubert, Sonata in B Flat, D 960 (J)

Schubert, String Quartet in C Major (M)

Schubert, Symphony No. 5, first movement (M)

Schubert, ‘An Die Musik’ (R)

Shostakovich, String Quartets (P)

Sibelius, ‘Intermezzo’ from the Karelia Suite (J)

Simon and Garfunkel, ‘Bridge Over Troubled Water’ (I and S)

Sousa, ‘The Liberty Bell’ march (J)

Bruce Springsteen, ‘Dancing in the Dark’ ((P)

Bruce Springsteen, ‘Thunder Road’ (S)

Stanford, ‘The Blue Bird’ (D and J)

Cat Stevens, ‘Morning Has Broken’ (A)

‘Suo Gân’ (P)

Nina Simone, ‘I Wish I Knew How It Would Feel To Be Free’ (H and P)

John Sheppard, ‘Libera Nos, Salva Nos’ (M)

Richard Strauss, Four Last Songs (D)

Richard Strauss, Der Rosenkavalier, final trio (F)

The Shins, ‘Saint Simon’ (M)

Labi Siffre, ‘Something Inside So Strong’ (C)

 

Jake Thackray, ‘The Blacksmith and the Toffeemaker’ (S)

Tchaikovsky, Violin Concertos (C)

Jethro Tull, ‘Bourée’ (A)

Charles Trenet, ‘La Mer’ (C)

Tallis, ‘Spem in Alium’ (J)

Tallis, ‘If Ye Love Me’ (Rutter’s arrangement) (S)

 

Van Morrison, ‘Cypress Avenue’ (L)

Vaughan Williams, ‘Fantasia on a Theme by Thomas Tallis’ (E)

Vaughan Williams, ‘The Lark Ascending’ (A)

Verdi, La Traviata (C)

Victoria, ‘O Vos Omnes’ (not ‘Tenebrae’) (S)

 

Westlake, Compassion (N)

Pharrell Williams, ‘Happy’ (A)

Jackie Wilson, ‘(Your Love Keeps Lifting Me) Higher and Higher’ (K)

Bill Withers, ‘Lovely Day’ (L)

Bill Withers, ‘Lean on Me’ (S)





Acknowledgements

The Dear Readers remain anonymous to all except me. There are good reasons for this and I will name you only in my mind now, as I write to acknowledge you. You give me your close attention, and you lovingly accompany every step of my journey. I would not be who I am, this book would not be what it is, without you. Together we demonstrate the fundamentally social nature of human beings and the healing effect of loving porosity. Thank you.

My family feels like my own self at its most stalwart, challenging me to be strong and steady throughout the long journey. Thank you Paul, John, Anne, Monica, Fiona, Graham, Ivan, Jack, Sheila and Lisa.

The warmth of my Irish cousins; the neighbourliness of Knockanure, of Jean-François, Carla and the nursery tots, Rohit and Aisha, Paul and Joyce in Borough; the steady wit of my Ealing friends; the iconoclastic embrace of my Hastings friends; the depth of Eamonn; the unfailing, creative communications of Juliet, Barbara and Ian; the motets and bonhomie of St Michael’s Chorale; and the generosity of Hyfield Stables have embraced me and supported me beyond anything I could have expected. My thanks to you all.

I am bound in gratitude to the clinical and support staff at Guy’s and St Thomas and University College London Hospitals, you who achieve extraordinary levels of competence combined with humanity.

I am equally bound to my fellow myeloma patients who have walked the path before me and lit my way by their example, especially Donna and Francesca. I am grateful to all my fellow cancer patients in the chemotherapy village at Guy’s, who keep on giving me strength by being different and interesting and human and enduring.

Westminster Abbey could never just be a place of employment. The professionalism and flair of my colleagues ensure that I can undergo treatment without fear of the work going awry, and also its pastoral wings and its beating, praying heart carry me. I especially want to thank you, Kathleen, Jane, Aneta, Mark, Paul, Lorraine, Jamie, Anthony, the Institute’s Council of Reference and all its Fellows.

If the Dear Readers hadn’t demonstrated it already, the team at Hodder would have shown me just how much a book is the fruit of many people’s work. Katherine Venn, editor, you understood the script and encouraged me with your poetic response to its words. Rachael Duncan has been brilliant at publicity. Jessica Lacey’s patience and Anne-Marie Greatorex’s attention to the detail of copy-editing have been exemplary. My thanks are for you all.

Ruth Cairns, agent and friend, believed in the book and in me as an author. I cannot thank you enough for your skill, energy, laughter and integrity.

Laura Wilson knows me and knows good writing inside out. You gave me the courage I needed to publish and I will always be grateful.

My gratitude to Seán is too deep for words.



OPF/toc.xhtml


  Miles To Go before I Sleep



  



  



			Cover



			About the Author



			Title Page



			Imprint Page



			Dedication



			Contents



			Prologue



			I Diagnosis



			First Letter



			Second Letter



			Third Letter



			Fourth Letter



			II First Part of the Treatment



			Fifth Letter



			Sixth Letter



			Seventh Letter



			Eighth Letter



			Ninth Letter



			Tenth Letter



			Eleventh Letter



			Twelfth Letter



			Thirteenth Letter



			Fourteenth Letter



			Fifteenth Letter



			Sixteenth Letter



			Seventeenth Letter



			Eighteenth Letter



			Nineteenth Letter



			Twentieth Letter



			Twenty-first Letter



			III Second Part of the Treatment



			Twenty-second Letter



			Twenty-third Letter



			Twenty-fourth Letter



			Twenty-fifth Letter



			Twenty-sixth Letter

	

				I am to have the transplant.



				So the worst has happened and I’m still upright.



	



	



			IV Third Part of the Treatment



			Twenty-seventh Letter



			Twenty-eighth Letter



			Twenty-ninth Letter



			Thirtieth Letter



			Thirty-first Letter



			Thirty-second Letter



			Thirty-third Letter



			Thirty-fourth Letter



			Thirty-fifth Letter



			Thirty-sixth Letter



			Thirty-seventh Letter



			Thirty-eighth Letter



			V Maintenance Chemotherapy and Covid-19



			Thirty-ninth Letter



			Fortieth Letter



			Forty-first Letter



			Forty-second Letter



			Forty-third Letter



			Forty-fourth Letter



			Dear Readers’ Playlist



			Acknowledgements



			Notes











  



OPF/cover.jpg
Claire
Gilbert






