

















[image: Image]





LIVING


[image: Image]


PROOF


A Medical Mutiny


MICHAEL GEARIN-TOSH


SCRIBNER
New York   London   Toronto   Sydney   Singapore







[image: Image]


SCRIBNER
1230 Avenue of the Americas
New York, NY 10020


Copyright © 2002 by Michael Gearin-Tosh


All rights reserved, including the right of reproduction in whole
or in part in any form.
www.SimonandSchuster.com


First Scribner U.S. Edition 2002


Published by arrangement with Simon & Schuster UK Ltd.


Originally published in Great Britain in 2002 by Scribner,
an imprint of Simon & Schuster UK Ltd.


SCRIBNER and design are trademarks of Macmillan Library Reference USA, Inc.,
used under license by Simon & Schuster, the publisher of this work.


For information about special discounts for bulk purchases,
please contact Simon & Schuster Special Sales:
1-800-456-6798 or business@simonandschuster.com


Appendix by Dr. Carmen Wheatley for Caliban Scripts Ltd.


Extract from Raw Energy by Leslie Kenton published by Vermillion.


Used by permission of the Random House Group Limited.


Before I Say Goodbye, Ruth Picardie.


Reproduced by permission of Penguin Books Ltd.


Life’s Too Short, Helen Rollason.


Reproduced by permission of Hodder and Stoughton Limited.


Science and the Quiet Art, Sir David Weatherall.


By permission of Oxford University Press.


DESIGNED BY ERICH HOBBING


Text set in Bembo


Manufactured in the United States of America


3  5  7  9  10  8  6  4  2


Library of Congress Cataloging-in-Publication Data


Gearin-Tosh, Michael


Living proof : a medical mutiny / Michael Gearin-Tosh.—1st ed.


p.  cm.


Includes bibliographical reference.


1. Gearin-Tosh, Michael—Health.


2. Multiple myeloma—Patients—Great Britain—Biography.


3. Cancer—Alternative treatment I. Title.


RC280.B6G435  2002


362.1′96994′0092—dc21


[B]  2002017739


ISBN 13: 978-0-7432-2517-5
ISBN 0-7432-2517-1
eISBN 13: 978-0-7432-3420-7








CONTENTS



Living Proof


from Sir David Weatherall


from Professor Robert A. Kyle (i)


Why Living Proof?


from Professor Robert A. Kyle (ii)


from Michael Gearin-Tosh


Carmen Wheatley: The Case of the .005% Survivor


Bibliography to Living Proof and Why Living Proof?


Acknowledgments
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FOREWORD


The diagnosis is cancer.


The hospital tells me to start chemotherapy at once. Without it I will die in months; with it I may live for two to three years.


I ask for a second opinion.


The advice is the same: start at once.


Then a world authority on cancer says that if I touch chemotherapy, I am “a goner.”


Which advice do I take? Should I look elsewhere? Do I have time?


The opposite of the phrase Living Proof is, I suggest, dead wrong.


Or, if you will, wrong and dead.


The stakes are high.


What am I to do?
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MARCH


I have no sense of being ill as I leave Oxford, where I teach in the University, for a trip to Moscow. The flight is via Paris, where a Russian lady boards.


She refuses to take her seat.


“But it is by the window, Madame.”


“You must change,” she tells the stewardess, “it will frighten my dog.”


A puppy is in her coat and looks relieved to stay there. But a dog on a plane … what a difference from UK quarantine. And in Moscow everyone is out with a pet before going to work.


From the window of the tower block where I stay I can see spaniels, terriers, Samoyeds and a dog like a wolf. The owners smoke and take care on the ice: the only light is from street lamps, which are not bright. Dawn will not come to Moscow for a couple of hours.


My visit is at the invitation of the Russian Academy of Theatre Arts. Founded by the Czar’s family in 1878, the Academy continued through the Revolution and still occupies the same building not far from the Kremlin. Where the Royal Academy of Dramatic Art in London has ninety students on a three-year course, the Russian Academy has five hundred students for five years. Even in my class you sense a different scale: I meet Cossacks, a Tartar, a girl from St. Petersburg who could be a ballerina, Muscovites, students who look Scandinavian and others who come from the regions near China. All twelve time zones of Russia have been crossed to bring us together.


My task is to direct scenes from Shakespeare. As we start a Professor of the Russian Academy walks in. He comes with an entourage of two well-built ladies and a lithe assistant who smokes Turkish.


I am told to stand up.


“What is your positioning with regard to truth?” the Professor asks me.


I answer as best I can, but not well enough.


Am I not concerned, the Professor enquires, with Shakespeare’s tendency to fantasy? And what of privilege in the plays?


One of the Professor’s ladies writes down what is said, the second keeps an eye on me and the smoker smiles at the Professor.


He now asks me to explain the teaching of drama in the United Kingdom.


I reply that there is no single method, and that each of the British schools has their own emphasis. At the Oxford School of Drama—not a part of the University of Oxford—the philosophy is to spend the first months concentrating on verse not prose.


“Russian students do not open their mouths until they study the throat and larynx,” the Professor says.


Not a hint of protest on the faces of the students.


APRIL


“You look pale,” says Rachel as she meets me at Heathrow.


“No sun in Moscow.”


“Even now?”


“It was bright on a couple of afternoons, for an hour or so. Still cold, but people tried to sunbathe: men took off their shirts and lined up in the streets.”


In contrast, there is high spring in the south of England. We sit in our garden at Oxford and listen to a blackbird: in Moscow, there were only crows.


Rachel Trickett and I have lived together for twenty-five years. We are not married, and we are not lovers. If this makes us an odd couple, neither of us gives it a thought. We adore each other’s company, and Rachel, daughter of a postman from Wigan, is fierce about her independence and the value of privacy.


We are both scholars of English Literature.


Rachel has retired from her official position as Principal of St. Hugh’s College, one of the colleges in the University. But she continues to teach both undergraduate and postgraduate students. She gives lectures to universities in the UK and the States and, at present, she is preparing a number of broadcasts for the BBC.


MAY


Oxford term starts and our weeks are full of lessons, lectures and the business of University life.


At the end of the month I catch a chill. Nothing to it, we think: I was gardening for too long in the rain. But after a day in bed I wake up wet as if I were swimming. I take off the sheets and wrap myself in towels.


Two hours later, wet again.


Rachel hates doctors—her own tells her to stop smoking and to drink less whisky—but she insists that I take advice.


I phone a doctor, who recommends paracetamol.


Two more sweating nights.


“Keep up the paracetamol,” the doctor repeats on the phone “and drink plenty fluids.”


After further nights I argue when I ring. “Is not this sweating very unusual?”


“Possibly, but you are fifty-four.”


“It does not feel like ’flu.”


“You could ring your insurance company for a checkup. In the past people waited until something surfaced. But if it is the case that you want to find out what it is that might surface at some future point …”


“It has been going on five nights.”


“Drink plenty fluids. Nice to hear from you.”


He rings off, which I think offensive. I phone the insurance company. A breezy lady can fit me in next week. “If it is urgent, see a GP.”


JUNE


I was brought up in Scotland. We lived ten miles from a village, but a doctor would have visited by this time. Is the South of England too overpopulated? Is there a different tradition in the North?


A Scots vet, I am certain, would not ignore an animal this long.


It drifts into my mind that Shostakovich, the composer, wrote about bad manners. Rachel finds his Memoirs:




Now I can’t abide rudeness … Rudeness and cruelty are the qualities I hate most. Rudeness and cruelty are always connected I feel.


(Testimony, p. 16)





The wonder here, it seems to me, is the context. Could anyone who lived under Stalin—“Looking back, I see nothing but ruins, only mountains of corpses” (Testimony, p. 1)—care about good manners? They must have been an unheard-of luxury. Or were they the real test in that hell? Shostakovich went on:




As you know, Lenin in his “political will” said that Stalin had only one fault: “rudeness.” And that everything else was in good shape … And we know how it all ended. No, don’t expect anything good from a rude man. And it doesn’t matter in what field the boor is.


(Testimony, p. 16)





Don’t expect anything good from a rude man: it kills the paracetamol doctor for me.


How do I find another doctor? The only doctor Rachel likes is a retired consultant who once treated her for gout. “We know no more about gout than Galen did,” he told her—and Galen lived in the ancient Roman Empire. Rachel always warms to experts who confess ignorance. If she gets a chance she cross-examines them until they do. Even if she gets half a chance.


As it happens I met a doctor before I went to Russia, and I liked her. A privilege of my life is that Cameron Mackintosh, the theatre producer, chose me to look after his visiting Professors of Theatre at Oxford. This year it is Peter Shaffer, author of Equus and Amadeus. He brought his doctor to a lecture and chatted about her: “She has a debby love of fun but can also fix you with ‘See that specialist, I’ve arranged it in one hour’s time’—and you know it is life or death.”


But there was no trace of grimness when I met Dr. Christian Carritt. In her sixties, beautiful and unelaborately stylish, she had a buoyancy that came from the heart, although you noticed that she did not waste a word.


Still, Dr. Carritt lives in London, which is fifty miles from Oxford. I can scarcely get out of bed.


More nights swimming.


“Dr. Carritt may know of a doctor in Oxford,” says Rachel. “We have to do something. You are much too patient.”


I phone Dr. Carritt.


“Two weeks sweating? Sounds ghastly. Can someone drive you up to London? Tomorrow. Come to tea. I would like to see you again.”


We have tea not in Dr. Carritt’s surgery but her sitting room. Prolonged night sweating (I later found out) is a classic symptom of cancer and leukaemias.


“I’d better take some blood.”


She does it almost skittishly as we chat about her garden, the theatre, Oxford and Peter Shaffer.


“I’ll have this analysed and ring you.”


Dr. Carritt phones next day.


“Michael, you are wonderful.”


“Wonderful?”


“I cannot understand how you have led a normal life being so anaemic.”


“I have been in bed for two weeks.”


“No, long before that. Did you have giddy spells?”


In fact, yes. But I put them out of mind: friends, pupils and strangers have been clutched as I steadied myself or fell over. But the giddiness was only for a minute or so. I put it down to not eating. Or tiredness. Or humid weather.


“I have arranged a specialist for you at 9 a.m. tomorrow.”


This is said as lightly as offering a sandwich.


“But if it is only anaemia …”


“No, you must go.”


Not a tone to argue with.


“What shall I tell my doctor?” I ask.


“The last thing people should have to worry about are their doctors. I rang and told him that we met in London, you were not well, and I thought I had better look into it. Now let me know about the specialist. I had to shop around to get one less than a couple of hours from Oxford. Please ring and tell me if they are any good.”


This is skill. If you are told to see a specialist next morning, let alone having a specialist searched for, things are bad. But the idea that you, the patient, can help decide the merits of the specialist … it distracts from fear and makes the consultation bearable.


“Darling, forgive me if I do not come,” says Rachel. “I will only make things worse by being anxious.”


The specialist is a senior lady and almost cheerful. A sample is to come from my bone marrow.


“At the end it will hurt like a sting.”


It does. I am sent for X-rays.


“They will cost more than I do, I’m afraid. Shall we meet in a week?”


“Not before?”


“I suppose the results can be back tomorrow afternoon.”


She smiles indulgently. “The day after at 11 a.m.?”


I go back to the hospital.


The consultant settles behind her desk.


“You have come alone?”


“Yes.”


“Do you live alone?”


“No. Why?”


“So there is someone to make a good cup of tea?”


I do not drink tea.


“But are you happy at home?”


“Yes.”


She looks doubtful, so I explain that during University term I have lived for twenty years with Rachel.


“Are you very wealthy?”


“No. Poor.”


“But you come to me privately.”


“I did not want to wait. And I am insured.”


“So you are not wealthy?”


“No.”


“I just thought you might be thinking of early retirement.”


“No. I love my job.”


I ask her to bring matters to a head.


“What you have will shorten your life. I cannot say how much. It starts with just one rogue cell. If I knew why, I would get a Nobel Prize. But there is no cure.”


“So what is wrong?”


“You have a type of cancer called myeloma. It is a cancer of the bone marrow. Have you heard of it?”


“No.”


“Here is a booklet. Are you going to get home all right?”


“I have a taxi.”


“Good. I will write to the University. Will you give my secretary the details? That is, if you agree.”


“Yes.”


“Good. And I would like you in here next week. To start treatment.”


“Treatment?”


“Yes. With luck we should have you back at work in October.”


“But this is June … and you said there was no cure.”


“No cure. But we have treatment.”


“From next week until October?”


“Yes, and I can tell you the nurses are wonderful.”


Crunch time. Decisions. Except the specialist thinks there is nothing to decide. But I am not for humid summers in the South of England, I need hills and fresh air.


Treatment but no cure? Why treat if you cannot cure? Why such a long treatment? And the nurses … nurses are wonderful, but they carry out what specialists say. My life is to depend on the intelligence of this lady. She is not explaining what she plans. Even in outline. Am I to sign myself away on nothing? Is that what she expects?


I hear myself saying, “I spend the summers in Scotland.”


A couple of minutes pass.


I get up and thank her for her trouble.


She takes a pad, writes and passes me the page.


“What is this?”


“The names of two doctors in Edinburgh.”


“Why?”


“They will know what to do if you become immobilised.”


Ace of trumps. Played deadpan.


“You think that is likely?”


“Immobilisation is what happens with your cancer.”


I still find myself leaving.


“You can always try a second opinion” is the farewell.


I go back to college, not to Rachel’s flat. There are roses in the garden. Irises. And moorhens on the river. With a family of blackdown blobs. Fresh air, not the limbo of hospital.


I meet a colleague who asks if it would be easier if he went to Rachel first. I accept his offer, and sit in the sun.


Was I insufferable to the consultant? She was only doing her job. I know nothing about cancer: do I think I am exempt from getting it?


What about the library?


Each Oxford college includes most disciplines, and we take medical students.


I find a book, Rees, Goodman and Bullimore, Cancer in Practice (1993). Myeloma is in the index, and p. 193 reads:




Multiple myeloma is incurable. The median survival time from clinical confirmation to death is under a year in untreated patients, and two to three years with treatment. Some 15% die within the first three months.





Underneath there are:




SYMPTOMS AND SIGNS


Bone pain, pathological fracture, anaemia, symptoms of hypercalcaemia and renal failure, fever due to infection.





So here is my anaemia and fever. Also bone pain: I slipped a disc in 1989, which went on for months, and I am still sore if I sit for any great length of time.


Life as a scholar gives you reflexes. Where does the word myeloma come from? Classical Greek? A dictionary gives me Greek muelos, bone marrow. Hence myeloma, cancer of the bone marrow. Is it a modern disease? The 1991 Encyclopaedia Britannica has a villain myelitis, also of the bone marrow: “the most that can be hoped for is the relief of symptoms by careful nursing and attention to the condition of the body and its functions.”


Myelitis is not myeloma, but the vista of humiliation is enough.


My colleague comes back from Rachel: she asks to be alone for a couple of hours.


Rachel never talks about her fears, and I sometimes think that perhaps she no longer can. If this seems odd in someone so articulate, its source is a great sorrow: Rachel’s sister, her only sibling, developed schizophrenia and was institutionalised. However exhausted by work, Rachel would drive hundreds of miles to visit every week. “I have such delight in life and my sister none,” Rachel once grieved to me, “and she knows she has none.”


I am twenty years younger than Rachel and, although she would not say it, she relies on me to see her out. Now I have cancer.


One of Rachel’s best friends was Rosemary Woolf, a scholar of medieval literature who also loved fun and fast cars. They would go on holiday together, driving for weeks in France and Italy. Rosemary developed cancer and Rachel lived with the agonies of Rosemary’s treatments, her subsequent falls, illnesses and death.


I forget about ringing Christian Carritt but she phones me while I am still in college.


“Cancer,” I say, “bone marrow, though the specialist did not tell me much.”


“Do they ever? When I was a student, we were actually trained to tell the patient as little as possible.”


“Really?”


“Yes.”


I tell her about the book in the library.


“And?”


“Untreated myeloma patients die in less than a year, treated in two to three years.”


“Michael, it is very important that you do not take too much notice of statistics. Think how they are calculated. You count up, but every patient is different. One is diagnosed at sixty-eight, another at forty-eight. One might be in the early stages of cancer, another might be diabetic as well. Or depressive. One patient might live in the country, another beside a chlorine plant. Statistics tell you very little about an individual case.”


“Is myeloma a rare cancer?”


“No. One of the twenty most common. How was the specialist?”


I go through the consultation. From start to finish: all the way to immobilisation is what happens with your cancer.


Silence from Christian.


A long silence.


“My God, what a bully!” she then says. “Were you shown the X-rays?”


“No.”


“But why not? Either they do or do not indicate bone about to collapse. If your bones are about to collapse, it will stop you going to Scotland. But my money is on the X-rays showing no such thing.”


“Then it is outrageous.”


“Yes.”


Immobilisation was the trump card of the specialist. Christian now plays a trump of her own. She will arrange a second opinion, of course, but should I not get off to Scotland for a couple of weeks?


And she leaves it there.


No further comment.


“Goodbye.”


Bless Christian: she gives Rachel and me something we can bear to talk about. Scotland is dear to Rachel. She thinks it an excellent idea for me to go and she would like to come too, but she grumbles about the lack of comfort in my cottage.


“Michael darling, you are a perfect guest but a tyrannical host.”


(In Scotland I try to get her to smoke outside, or in the spare room.)


“And you know, Michael, I am frightened for the dog.”


When our dog was a nervous puppy from the strays’ home we had taken her to Scotland. She astonished Rachel by leaping from the car and killing a rabbit.


“Suppose,” Rachel asks, “she ran away again, chased sheep and a farmer shot her?”


This is an unlikely scenario, but it gets us chatting. We talk about deer, foxes, weasels and snares. Somehow we drift on to bears. I tell Rachel about a circus I went to in Moscow where you could be photographed with a bear who put its paws on your shoulder.


“Muzzled?” asks Rachel.


“Of course.”


“Did the bear look healthy?”


“Mangy.”


“I hope, Michael, you took no part in this outrage to the bear. Did you have your photograph taken?”


“No.”


The rule book would be thrown at me if I had.


Rachel will not come to Scotland: she wants to stay in Oxford and have time to be alone.


Travel is not easy if you are anaemic. You have to think how to do it. Less time, therefore, to think about a death sentence. Looking back, I see that Dr. Carritt’s aim was distraction. As simple as that. But distraction is a medicine in itself, as I came to realise. It was common sense, if you like, but never so valuable as when you are not capable of applying it to yourself.


Christian’s point was get away. A new place will give you new thoughts. And travelling has a rhythm of its own.


She had found my specialist in twenty-four hours. She could find another as quickly. But she did not want to. Instead I was to go to Scotland, because it was what I usually did. This quietly assumed that life might go on as before. The news of a lethal cancer takes you over. But if you can be put back on old tracks somehow, if you can live again according to your own rhythms at least a little, there is a chance for resistances and energies that you have built up over the years.


A chance.


Not that Christian put any of this into words. She was far too skilful: consciousness would add anxiety, which could undermine what might be achieved by instinct.
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26 JUNE-2 JULY


One of my pupils, Rufus Waddington, drives me north. My house in Scotland is a cottage five hundred feet up in the hills of Roxburghshire. The valley below, Liddesdale, was a favourite of Walter Scott and the whole area is still romantic—wild, thinly populated, a land of shepherds and foresters. The snow is horizontal, but there is always the freshness of mountains. Deer browse in gardens when it is bleak, and you hear snipe miles away on a summer night.


The border with England is a mile or so south. There were fierce battles. Hermitage Castle, a grim ruin, guarded the pass to Edinburgh, and at the foot of my hill a sign invites you to “Bloody Bush.”


Life in the mountains is still tough. No one thinks they are immortal, but there is little gloom: the days of a shepherd are busy, the hills raise your spirits, the weather has a Western softness but is madly changeable … whatever the reason, a sense of fun is just underneath the dry Border ways.


The next stage of my illness may surprise you.


Phone calls.


If this sounds daft, I warn that it may happen to you.


Rachel rings me twice a day and also cross-examines Rufus. “She thinks you will get hysterical,” he tells me. But are invalids hysterical? Not as much as people think. Invalid hysteria is one of those concepts that help the world go round, including hospitals: “Keep the patient calm. Do not tell them much. Try love and a tranquilliser.” I was to hear a cancer specialist say the last sentence.


Some phone calls are from friends who I thought liked me, but now show they like me very much.


There are also those who phone and ignore your cancer. “What,” rings a senior academic, “is going to happen about the Feast in October?” I say I will look after it as usual, if alive. “Fine. Bye.”


It is not that he dislikes me or thinks I am about to be mawkish. His energy goes into his work; there is no surplus for thinking about how to talk to someone in crisis. Not but what an element of the stratosphere creeps into University manners.


There are callers who keep on phoning, and at such length you might think they had cancer too. They do not. Peter Selby, Professor of Cancer at the University of Leeds, detects a “morbid glamour” in reactions to cancer (Confronting Cancer, p. 3). It is an interesting phrase that he does not develop.


In my case, the morbid glamour operates like this. The caller expresses sympathy. Then a symptom is picked out. What will be the next stage? Treatment is better than it used to be, of course, but what about … buds, blossoms, prime sites, lymph nodes, secondaries?


Do not doze off.


You are audience for your caller, and audiences are there to respond.


“Michael, are you taking this as seriously as I am?”


My caller still rang next day.


When I speak to other cancer patients we compare notes about these mini-Draculas. At first I thought they were a guilty secret of mine. “God, no,” says one patient, “they are everywhere. I wind them up.” In Before I Say Goodbye, an account of her own cancer, Ruth Picardie sends this e-mail to a friend who has AIDS but keeps it secret:




I don’t know how you survive without telling the whole world and his aunt about your status—don’t you want sympathy, empathy, chocs? I know there’s shit involved too, and endless fucking phone calls demanding detailed analysis of your emotional and physiological state. Sometimes I feel like putting a message on the answerphone. “Hi. Ruth thinks she has secondary bone cancer. Luckily, she is feeling less weepy today (Sunday). Thank you for calling.”


(Before I Say Goodbye, p. 12)





JULY, WEEK 1


Back to London. Christian has arranged a consultation and she comes with me.


Harley Street.


The doctor might have walked in from playing cricket. He is young for his years, sunny and focused. He gives me a general physical examination: eyes, tongue, chest, reflexes and penis. The X-rays and other results have been sent on by the first specialist. (I asked her for them myself, but was refused.) We sit at his desk for the verdict.


“You have got more to offer the world, Mr. Gearin-Tosh. Face up and have treatment. It will not be a holiday, of course. But you should stay around longer. Start the treatment now.”


I ask why.


“Cancer is progressive. With myeloma it eats into the bones.”


“Is the treatment a cure?”


“No.”


“I do not see the point. Suppose I just die of the disease?”


“I would not advise that.”


“Why?”


No reply, but he gives a beautiful smile.


“Are you saying I shall have a very painful death?”


“With the drugs we have now, you will not feel a thing.”


“So why not die of the disease?”


“Because you should be with us for longer.”


“How much longer?”


“Who knows? Research is going on all the time.”


“Research into myeloma?”


“Research into all cancers. We may find a cure.”


Is this the Ritz of doctorspeak? The glimmer of hope we all like to hear?


The consultant does not have more to say. His desk has been polished with real beeswax, and there is a perfume. The windows are open but it is peaceful and you can only just hear traffic.


I am not going to get ideas from this man: why not ask about facts?


“The X-rays: do they show danger of bone collapse?”


“No.”


He catches my eye. “Not that I can see. Of course, it requires an expert to read them.”


“And is there an expert’s note?”


“I think not.”


“Shall we look?”


“I cannot see one.”


“May I have the X-rays?”


“I should send them back to Dr.-----(the first specialist).”


“They are my property. I paid for them.”


He lifts his eyes to Christian. She gives a merry smile.


“I will indicate to Dr.-----that you would like them sent on.”


“Would you say that two years after treatment is my likely survival time?”


“Someone as young and fit as you, Mr. Gearin-Tosh?” He stands up. “I would like you here longer.”


I pay the secretary one hundred pounds and leave with Christian.


The traffic is heavy. We avoid Oxford Street and wind through Marylebone. Christian has to go to other patients and there is no time for coffee—it is generous of her to have come at all.


How does she rate the hospital of the Harley Street consultant?


“Pleasant as they go. And well run.”


“Expensive?”


“Yes. It is London. But your insurance should cover.”


A new thought. I ask Christian if I can be sure of the diagnosis.


“There were cancer cells in your bone marrow according to the first consultant.”


“But this man did not check.”


“No. He would have had to send samples to a lab. But your immune system was depressed in the blood sample I took, and my analysis was by a different lab from your first consultant.”


“So no mistake?”


“Very unlikely. Do you keep a diary?”


“Yes.”


“Promise to write fully. It is easy to forget things that turn out to be important.”


A friend has offered me her flat in London, which I can use for the summer while she is away. This is convenient for doctors and it also solves a problem about a visitor. When I went to Moscow I wanted to get away from tourist areas but there were reports of mugging. The Theatre Academy found me a bodyguard, no less than a captain in the Russian Army. He was in plain clothes and came with me everywhere. At the end of my trip, I asked if he would like to visit Britain.


“There is no possibility for me.”


The captain doubted if the army would allow him to travel, and, in any case, he could not afford the fare.


I said that I would pay: we could set it against my next visit to Russia, if he was prepared to look after me again.


When I got back to England and before my cancer was diagnosed, the captain faxed to say that a visa was possible. Could he come 16-29 July?


“The possibility of travel is the happiest day of my life.”


“I cannot face a visitor,” says Rachel, “and certainly not a Russian soldier.”


She has a prejudice against Russians. “Always a disaster the Slav soul” is her usual pronouncement.


“Why are you letting him come? Two weeks. What on earth can you talk about? You say he slept in plays and ballets. For God’s sake, be realistic. Cancel him. Go back to Scotland and rest.”


On the last point, Rachel is correct: I would rather be in Scotland. I phone Moscow. I tell the captain that I have developed a disease of the blood: when he comes, he will have to look after himself.


“Nyet. I look after you.”


“London can be humid in July, perhaps you would prefer to visit Scotland?”


“Be in dacha?”


“Yes.”


“I am comfortable with twelve hours in dacha and twelve days in London.”


I drop any idea of Scotland.


Rachel is opening my mail and the University has sent a letter that they received from my first consultant (Here are the names of two doctors in Edinburgh in case you become immobilised):




MICHAEL GEARIN-TOSH


This gentleman, who is a patient of mine, is suffering from multiple myeloma, which will require regular treatment for the rest of his life.





“I thought this consultant said you would be back at work in October,” says Rachel.


“She did.”


“So she left out the fact that you would be back in hospital again soon after.”


Regular treatment for the rest of his life chills us both.


“Did the consultant in Harley Street say you would be permanently in and out of hospital?”


“No.”


“God, it is so typical. When I think what Rosemary went through. And others. None were told what would happen. They had ghastly treatments. Then more ghastly treatments. And in the end? The hospital turns round: ‘Nothing more we can do for you. Go home and die.’”


John Diamond, in his heroic account of cancer, C: Because Cowards Get Cancer Too …, identifies “the principle of gradual disclosure” and maintains that “almost all doctors practise it” (p. 63).


Let the patient find out bit by bit how bad things are.


Rachel also opens a letter from the senior Professor of English Literature, John Carey:




July 6 ’94


My dear Michael,


Rachel phoned me last night to tell me what the doctors had said. If there’s anything of any kind I can do to help—teaching, etc.—I hope you will let me know at once. We must meet when you are back in Oxford. Do give me a ring so that I can fix a date for lunch or dinner.


With love and best wishes,


Ever,


John.





This is a world apart from the consultant making me think of early retirement.


Two friends visit. I directed them in plays at the Oxford School of Drama and both are now distinguished: Catherine MacCormack, a wonderful actress (Mel Gibson’s wife in Braveheart), and Mark Miln, a producer.


They know of someone who has just been treated for my cancer, myeloma. The diagnosis is a story in itself. London doctors diagnosed kidney trouble and only after months was cancer found. The patient was so unimpressed that he chose to be treated at the University of Arkansas Cancer Research Center. He made a recording of his initial consultation with its eminent specialist, Dr. Bart Barlogie. If I want, I can have a transcript of the recording.


Yes, please.


Mark brings one round next day.


In the transcript, Dr. Barlogie begins with a clear statement:




Barlogie:  The bottom line that everybody agrees upon is that what one considers the conventional treatment for multiple myeloma is not very successful. Patients are not cured with this approach.


Patient:  Ever?


Barlogie:  Ever.


(Transcript, pp. 6-7)





In effect, this is what my first consultant said: there is no cure, but we have treatment.


What one considers the conventional treatment for cancers: allow me to try to explain what Dr. Barlogie meant. I shall use information that I did not have at the time. The conventional treatment includes chemotherapy. Chemotherapy is a procedure by which poison is put in the blood. No poison, however, attacks only cancer cells and leaves the rest alone. If such a poison existed, it would be magic. But no such luck.


So there are problems.


Dr. Peter Dottino, Head of Gynecological Oncology at Mount Sinai Medical Center, New York, told Liz Tilberis, the editor of Harper’s Bazaar: “The reason we can’t cure cancer is that we can’t give enough chemicals without killing the patient. The more chemo we give, the worse havoc we wreak” (Liz Tilberis, No Time to Die, p. 8). The “havoc” includes the dreaded side effects: vomiting, “aching veins,” hair and eyelashes falling out, saliva not produced, nails falling out. Also, in Liz Tilberis’s case, “green moss” growing on her tongue (p. 234) and “my neck swelling like a sumo wrestler’s, my lips puffing out like a Ubangi warrior’s. My mouth became ulcerated and I could not swallow my own saliva. Every day of chemo brought some new horrifying change to my body” (p. 230).


In attacking cancer with chemotherapy, one dose of poison is not enough. In the words of another authority, Professor Geoffrey R. Weiss of the University of Texas at San Antonio: “It has been well documented experimentally and clinically that anti cancer agents do not destroy all cancer cells following each dose” (Clinical Oncology, p. 98). So more doses are given, usually at intervals of two to three weeks. As these doses continue, however, cancer cells may “acquire resistance”: “There is a very narrow margin between doses that produce significant toxicity and those that achieve important cancer-killing results. (p. 97). Significant toxicity does not mean death, but it comes too close for comfort.


Back to the transcript of the consultation with Dr. Barlogie:




Barlogie:  … the conventional treatment … Patients are not cured with this approach.


Patient:  Ever?


Barlogie:  Ever.





Barlogie goes on to consider what doctors are able to do if they go beyond the conventional treatment. Bone marrow is the power house of the blood. It is possible to remove some bone marrow before chemotherapy, and the bone marrow can be put back afterwards. Such bone marrow will be undamaged by the chemotherapy poisons, and it can be an aid to recovery. In the words of Dr. Dottino:




Bone marrow transplant allows us to give an essentially lethal treatment … We take out some of your own marrow, freeze it in liquid nitrogen, and when you’re sicker than shit, we give it back. We haul you to the brink, push you a bit over, and then pull you back.


(No Time to Die, p. 221)





This procedure also allows the doctor to use more poison.


Dr. Barlogie describes the process in less feisty language than Dr. Dottino:




The whole concept behind bone marrow transplantation is to allow the administration of much greater dose intensity in order to kill more cancer cells and to thereby decrease the tumor burden down to the level where perhaps the immune system can cope with it.


(Transcript, p. 11)





In the transcript, Barlogie says that he is himself “perhaps a little more adventurous in terms of treating than some” (p. 10).


There are doctors who delay putting back the marrow, perhaps for months. They use it if things do not go well, “when your disease can no longer be controlled” (p. 18). But Barlogie puts the marrow back immediately after chemotherapy; “I think one has the best shot up front” (p. 19). And he puts the marrow back in two stages, not all at once:




Knowing that myeloma is rather resistant, the treatment one gives with one transplant is not that much more effective … So we decided OK we will just do two transplants … and we have criteria where, if we don’t achieve what we want to accomplish after one transplant, we modify the treatment going along with the second transplant, to include total body radiation.


(Transcript, pp. 13-14)





In using two transplants, Barlogie is unique:




Patient:  You’re the only person doing that?


Barlogie:  I think so.


(Transcript, p. 35)





I absorb enough of the Barlogie transcript to be able to talk to Dr. Carritt, and we meet for lunch at a café near her house in South Kensington.


“When was the consultation with Dr. Barlogie?” she asks.


“Two years ago.”


“They are new these cancer treatments.”


“Is that a vote against them?”


“Dr. Barlogie’s patients will be at the front of experiment, but are there long-term side effects from the treatment? There usually are.”


“I suppose so.”


“It is always a factor to take into account. How is Rachel Trickett taking things?”


“So, so.”


“How much older than you is she?”


“Twenty years.”


“And anxious?”


“Yes.”


“You may have to support her more than she you.”


Christian raises a problem that haunts Rachel and me—as it does, I now know, other cancer patients. John Diamond wrote that, “Nobody receives a diagnosis of even the least invasive cancer with anything but fear and dread” and, as a recent textbook observes, “Patients dealing with a diagnosis of myeloma are confronted with a terrifying reality” (Malpas, Bergsagel, Kyle and Anderson, Myeloma: Biology and Management, p. 493).


Ideally, those who love each other should be able to explore fear together. But can it ever be easy? How often is it possible?


One of the most poignant moments in Before I Say Goodbye is when Matt Seaton, the partner of Ruth Picardie, writes:




I often felt that, as Ruth was dying, our relationship was by degrees dying with her … I just wish—how I wish—I could have somehow got round it: loved Ruth or made her feel loved, in the old way, to the very end. But cancer changed everything: it put us on different tracks, stretching our grasp of one another to the limit and eventually forcing us apart. In the end, I could not reach her, and it felt like a failure in me. And then she was gone.


(pp. 103-4)





You might think that a cancer patient or their loved ones could turn to a doctor for help over fear. But the cancer doctor is in an impossible position. It is a maxim of medicine that “the therapeutic benefits of hope cannot be overstated.” So, as part of his or her professional skill, a doctor must try to give hope.


How, then, can the doctor discuss terror?


Yet if the doctor pretends there is no place for fear because all is well, he or she may not be a good liar: patients pick up body language, the overpractised smile, the false tone. Or does the doctor evade the subject of hope? A patient may sense this too.
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JULY WEEK 2


Christian wants to know if a UK hospital has taken up the Barlogie procedure of double marrow transplants. Her first enquiries are not promising. Also, my insurance policy does not cover treatment abroad.


I find out that the cost is $150,000-200,000, “assuming no complications.” Too expensive.


So a “cure” exists, but it is only for the rich. I should have worked in the City, not become an academic. Depression.


Despair.


Black days.


I join Exit.


The phone rings. It is the richest man I know, and one of the most remarkable. Aru (his full title is Tan Sri Datuk Seri Arumugam) is a self-made Malaysian entrepreneur whom I had met some years before. He is brilliant, creative, always fun and a shrewd observer of the world. I also like his wife, Suguna, and their family very much.


Aru is calling to say hello. I tell him of my cancer. He wants details. I go through the Barlogie story. Without hesitation Aru says, “Go to Barlogie, Michael. I will pay. And travel first-class: tell the clinic to contact me.”


It is a fantastic offer.


I talk to Catherine MacCormack and Mark Miln, who gave me the Barlogie transcript. They get in touch with Dr. Barlogie’s patient, who in turn phones Dr. Barlogie.


Dr. Barlogie can see me at once: his message is that I should not delay.


Days pass.


I stay in London, walk in Hyde Park and sleep a great deal.


Rachel phones and urges me to action. Aru goes abroad on business, but his PA rings from Kuala Lumpur. She is courteously puzzled. The first consultant said, “Treat now,” the second consultant said the same, Barlogie is telling me not to delay, the cancer can only get worse. Should she book a flight to Arkansas?


But I never like to hurry decisions.


My heroes from history include Queen Elizabeth I, who once wrote: “Methinks that I am more beholden to the hinder part of my head than well dare trust the forwards side of the same” (to Burghley, 11 April 1572).


A recent historian calls this a “quaint explanation” of a “near pathological tendency to procrastinate” (Anne Somerset, Elizabeth I, p. 280). And so perhaps it is. We procrastinators, however, value the “hinder part” of our heads. It mulls things over at its own pace. You never know what will come out. And when something does, we act on it—often to our own surprise. We are unpredictable, not least to ourselves, and we are the despair of logicians.


Does “the hinder part” of the head also cope with fear? Looking back, I can pick out two tactics, although I gave the matter no thought at the time.


Thoughts floated about in my mind, but if a consultant or friend or anyone else told me to “face up” I switched off. These floating thoughts were more questions than ideas. Why did both the first consultant and Harley Street have this manner of bland non-engagement? Why did the first consultant write to the University in different terms from those she used to me when she indicated the need of regular treatment for the rest of my life? Why was Christian Carritt not pressing me to go to Arkansas?


Also, a phrase of Barlogie’s in the transcript stayed with me: Decrease the tumour burden down to a level where perhaps the immune system can cope with it. I pick up a perhaps, and respect it. Was Barlogie pointing, in his quiet way, to a major question: in what shape is an immune system likely to be after the poisons of chemotherapy?


The second of my tactics in coping with fear is obstinacy. I am not going to Arkansas because I said I would be in London for the visit of the Russian captain.


This is obstinate because the captain is not a particular friend. I invited him to Britain more or less out of good manners. He surprised me with his phrase “the possibility of travel is the happiest day of my life.” But, of course, I could postpone his visit.


Václav Havel, the playwright and wonderful dissident who became President of the Czech Republic, wrote letters to his wife from prison. One letter contains this uncharacteristic paragraph:




Sometimes I have the strangest feeling that I don’t really want to leave this place. At least not now. Here you enter a state somewhat akin to hibernation … sink into a kind of sweet mental lethargy and the prospect of going back into the evil world, with its constant demands that you be decisive, becomes somewhat terrifying.


(Letters to Olga, p. 29.)





Going to Arkansas would be decisive, London is hibernation and “sweet mental lethargy.”


One of my oldest friends rings.


“Sorry about the news, Michael. You okay?”


“Fine.”


“What is the plan?”


I have worked with David Ambrose, the novelist and scriptwriter, so I am tuned to the tones and pace of his voice. Something is up.


I tell him about the two consultants and Barlogie.


“Have you started anything?”


“Nothing.”


“No chemotherapy?”


“No.”


“Or radiation?”


“No.”


“And you are in pain?”


“No. Just exhausted.”


“Anaemia?”


I am surprised that David knows about cancer. He explains that he has a friend in New York who “happens to be a cancer authority; in fact, a grand old man of cancer. Former Professor of the Sloan-Kettering Hospital, medal from the American Cancer Association and so on. Professor Ernst Wynder. Now works on cancer statistics.”


“And?”


“I went through your case with him. ‘I tell you one thing, boy,’ he said. ‘If your friend touches chemotherapy, he’s a goner.’”


Bombshell.


I go back to the Barlogie transcript and I read with ferocity. I must pin down every word.


It is a wonderful idea to record a consultation. Everyone should. How can you listen, really listen, as you sit in a strange room and dice over your own life with a doctor you have not met before?


I see that Barlogie uses words with care:

OEBPS/styles/page-template.xpgt
 

   

     
       
    

     
	 
    

     
	 
	 
    

     
	 
    

     
	 
	 
    

     
         
             
             
             
             
             
        
    

  

   
     
  





OEBPS/images/img01_1-6.png





OEBPS/images/img01_1-4.png






OEBPS/images/9780743225175.jpg
)

LIVING

PROOF

A Medical Mutiny

MICHAEL GEARIN-TOSH

SCRIBNER
New York London Toronto Sydney Singapore








OEBPS/images/img01_1-7.png





