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Praise for B is for Breast Cancer

‘As a surgeon and Chairman of Cancer Focus Northern Ireland, I see women every day who are living with the impact of breast cancer. B is for Breast Cancer is a refreshing look at breast cancer from the woman’s perspective. It is insightful, warm, moving and, in places, very funny. Other women will find this helpful and those of us who work in cancer services, or aspire to do so, should take a little time, put away the text book and try to walk in the shoes of the most important person of all – those living with the disease. It will help us all do what we do just a little better’

Professor Roy Spence,
Cancer Focus Northern Ireland

‘We know at Maggie’s that when you are first diagnosed with cancer it can be a confusing and overwhelming time. There is so much information to take in, on everything from differing types of treatment and benefits to what’s best to eat. That’s why B is for Breast Cancer is such an important book. It breaks down all the questions you may have into clear and concise answers that are easy to read and not in the least bit intimidating. We will certainly make sure there are copies of the book in all our centres’

Laura Lee, Chief Executive,
Maggie’s Cancer Caring Centres

‘This is an alternative and informative guide to negotiating some of the challenges of being faced with breast cancer: an honest, humorous and ultimately hopeful insight into diagnosis, treatment and recovery’

Dr Ruth Barr, Belfast

‘What a refreshingly honest read! In this very personal and vivid account of her cancer journey, I could identify with many aspects of my own experience. As well as humour, and some really useful observations on how to deal with things, there is anger, guilt and bags of fear and uncertainty. How I identified with the “howl-crying”! Christine reassures us that all this is normal and it is all right to talk about it, shout about it and cry about it. Above all she encourages us to get informed, seek support, ask the questions and not to accept platitudes. By writing in such a direct and honest fashion, Christine has paved the way for all those who are experiencing the trauma of diagnosis, treatment and beyond, to tell it how it really is and to come out the other side’

Linda Shepherd,
President, Cancer Support France (National)

‘Patients living with and beyond cancer should find this book both useful and inspirational in that it addresses the many aspects of cancer which are not normally discussed in public or indeed in clinical practice. Christine has made sense of her feelings and reactions to her diagnosis and, with some degree of humour, written a very personal account.

The book will also serve as a resource for staff working in clinical practice. I will be recommending it to my students in the hope that it will enhance their understanding of the cancer patient experience’

Marie Glackin, Lecturer (Education – Cancer Nursing),
School of Nursing and Midwifery, Queen’s University, Belfast
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If you were not a worrier before being diagnosed with cancer, you will be afterwards. Stay sane. Read this. It helps to know you are not alone.

This is not a medical guide.
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Introduction

Whose boob is it anyway?

Having breast cancer is a bit like being pregnant except, of course, you’re miserable and don’t have a cute baby to look forward to at the end of it. Think of the similarities: the breast pain, the sleepless nights, the anxiety, the constant bursting into tears, the overwhelming immobilising fatigue, the forgetfulness, the endless examinations, the hormonal maelstrom. See what I mean?

Of course, whereas pregnancy lasts only nine glorious, slow-moving months, cancer will never leave you, even when you have been cured. That sounds like a life sentence of misery, but oddly, it isn’t. There are things to laugh about with cancer, even in the face of grief. That is why I started writing this A to Z, as an antidote to all the sadness and mystery that surround cancer.

The first thing that struck me about cancer, right from day one, was that I seemed to become public property. Anyone who has ever been pregnant will remember that feeling of being taken over: suddenly everyone, including complete strangers, knows better than you how to care for your unborn baby. They will walk up to you and touch your bump, then tell you what to eat, what to drink, how much exercise to take, berating you when you go wrong. And, of course, they will tell you their own horror stories. Cancer is no different: as soon as you reveal your diagnosis, your relationship with the world changes. People feel empowered to discuss your body and your life without your say-so, and you will find people you don’t know very well (and never much liked) discussing your malignant breasts as if they were teacups. I am convinced that this same level of audience participation would not be acceptable if it were a man’s testicles in question. I have tried to substantiate this hypothesis, but no one seemed prepared to talk about it – which kind of proves my point. (Likewise, I cannot imagine a situation where men were referred to the Testicle Care Unit.)

When I was diagnosed with cancer I felt this sense of being taken over acutely and it made me feel like I no longer had much control over my life. This is a feeling that can be compounded by the knowledge that your doctors know more about your condition than you do, and you can’t help sitting there wondering, What are they not telling me? And don’t be surprised if you come over all proprietorial: even though I desperately wanted to be rid of the cancer, I did find myself thinking more than once, Whose boobs are these, anyway? This is my body, my boob, my lump; surely I should be the one who is in possession of all the facts. I know that some women won’t want to know about their cancer or their treatment (and I suppose they should have this right), but I did. Also, apparently, around eight in ten breast cancers are diagnosed in women aged fifty and over. This means that they have been in control of their lives and bodies for some considerable period of time. I can’t be the only person who isn’t ready to abdicate control. And I can’t be the only one who knew diddly squat about cancer. Never before have I felt like such a dunce. I was completely clueless. I had so many questions my brain ached: Why? How? What? And again, Why? But sometimes it felt like the answers were just cosy clichés and chirpy sound bites about positive mental attitude. So your best bet, it seems, is to go easy on the questions and to stay silently, stubbornly positive. And that’s fine, if you can. If you can’t, read on …




A is for anxiety



Cancer and anxiety go together like New Year’s Eve and Auld Lang Syne, but without the drunken snogging. They are best friends, so you better get used to it.


Take note: anxiety can make you do strange things, like asking your babysitter to feel your boob. Yes, I actually did that. There I was, chatting away to my babysitter when I put my hand up to my armpit and found a pea-sized lump and immediately asked her to have a feel. It occurs to me that you could be arrested for less, so I should tell you that my babysitter is an adult and she is also a friend. Anyway, she said no (actually, she screeched it) and scurried from the house, leaving me to my anxiety. Anxiety about taking time off work to get it checked out; anxiety about feeling foolish and wasting everyone’s time; anxiety about not being able to locate the lump for the doctor; anxiety about taking my kit off and having my breast kneaded by a complete stranger, or worse, someone I already knew in a fully clothed capacity, like the GP I only see when my son has a cough; anxiety about which shade of wood to choose for my coffin. The list goes on.


Even when you are almost convinced, as I was, that they will detect nothing more than a time-wasting little cyst, there will still be an undercurrent of anxiety: the what-if factor. But this is good. Anxiety is good; don’t let anyone tell you otherwise. It proves beyond doubt that you are sane and sensible and prepared to defend yourself. Doctors don’t like anxiety; doctors like anxiolytics (tranquillisers to you and me). These are drugs that take your anxiety away and make you feel perfectly calm in the face of chaos. Think back to your school days and to Rudyard Kipling’s ‘If’:






If you can keep your head when all about you


Are losing theirs and blaming it on you …


Yours is the Earth and everything that’s in it,








Now think of the wag who rewrote it thus:






If you can keep your head while all about you


Are losing theirs – you have assessed the situation incorrectly.








I’m with the wag. You’d be mad not to feel anxious at a time like this. Of course, it would be detrimental to your health and relationships to be in a state of high alert all of the time, and so for some people, some of the time, medication may be a good thing, especially if your anxiety is interfering with your actual functioning. I, however, found that I could function quite well and be anxious at the same time. I can worry, cry, bite my nails, wring my hands and gnash my teeth while preparing dinner, doing the ironing or making a packed lunch for my son. I experienced high anxiety at the point of diagnosis, but this dissipated over time, returning only in sporadic outbursts, like guerrilla warfare, until eventually it burned down to a low-grade irritant. Get used to your anxiety; it is not going away. So don’t think of it as the enemy; think of it more as your personal early-warning system, urging you to get that twinge in your neck seen by the doctor, making sure you check your body for odd changes, wagging a finger at you when you stray from your born-again healthy-eating regime. Anxiety shows you care about yourself. Embrace it.


During this time your anxiety may lead you to contemplate a worst-case scenario. Don’t panic. Somehow, just contemplating the worst means that your prognosis and treatment plan might come as less of a shock than if you’d gone nonchalantly about thinking, Nothing can happen to me, I am indestructible; because we are none of us indestructible.


I allowed myself a glimpse of the worst right at the start and then I shut it away. They will tell you that a positive mindset is crucial to recovery (see page 138), and I am sure it is, but realism is important too. My sister died after surgery to a tumour on her brain when she was three years younger than I am now. My maternal aunt died of breast cancer and her daughter began chemotherapy to reduce a breast tumour one month before my diagnosis, so I never felt I could afford myself the luxury of thinking it couldn’t happen to me. If you do take a peek at the unthinkable, make it brief, use the fear to fix up your will and sort out your affairs (see page 14), then shut your eyes to it and get on with the business of being positive.


If you are not feeling anxiety, go straight to D for denial.




A is for axilla


Axilla is what medical folk call your armpit. The Collins Concise Dictionary says it’s the technical term for the armpit, comes from Latin and was first used in English in the seventeenth century. Who’d have guessed? And there I was thinking the correct term was oxter. In all my forty-five semiliterate years I never once came across the term axilla; not once in all those ER-watching hours did I ever hear George Clooney say, ‘Mighty fine axilla you have there, mam!’ Who ever heard of anyone going off to shave their axillas – or should that be axillum? (No, it’s axillae – I just checked.) So taken aback was I by my lack of knowledge that I couldn’t even bear to ask anyone what it meant. I needn’t have worried though, as I received reams of literature telling me all about the axilla and breast cancer.


The lump I found was in the axilla tail. I tried very hard to concentrate as the doctor was telling me this, but I was so distracted by the idea of having a tail in this part of my anatomy that I couldn’t focus. I started imagining my armpit as a small predatory animal eating me alive. A kind of savage, furry dormouse. I began to fear my armpit almost as much as I feared the suspect breast. Then I perked up; if the lump was in my armpit it couldn’t be breast cancer, could it? Armpit cancer doesn’t have the same ring to it. I liked it – who ever heard of anyone dying of armpit cancer? Anyway, when I refocused on what the doctor was saying I realised she was talking about the tail end of the breast tissue that extends down into the armpit, and that if anything was eating me alive it was definitely my breast. As it turned out, I needn’t have exerted myself with this line of thought because on examination they found a second lump lurking just behind the nipple. Oxter, axilla, armpit, schmarmpit, it didn’t matter any more.


Incidentally, I just checked oxter in the dictionary and it is Irish and Scots dialect for the armpit, originating in the sixteenth century and derived from the Old English oxta. So there, oxter has been with us a whole century longer than axilla. I knew I was right.


And while I’m on the subject …





A is also for axillary node clearance (ANC*)



I had this procedure at the same time as my mastectomy. It involves removing the nodes of the lymphatic system from the armpit. The lymphatic system is part of the immune system and its function seems to be to drain fluid, filter waste and fight infection. The nodes are little bulges situated along this system and on which cancer cells can hitch a ride to the rest of the body.


You’d be forgiven for thinking (as I did before I added the word axilla to my vocabulary) that the doctors are saying ancillary node clearance. This would make perfect sense, as it seemed to me if we can do without the damned things, then they were only there in an ancillary or supporting role in the first place. How wrong I was. It is only after you’ve had your nodes removed that you realise just how crucial they are: you are at lifelong risk of lymphoedema (see page 122), your armpit hurts like hell and the lymphatic system can go into a huff, causing thick, cord-like structures to develop along the affected arm, ouch (see C is for cording).


I knew enough from the news and from ER to be aware that because cancer can travel to the rest of my body via these lymph nodes, this procedure would be key to my treatment and prognosis. After the operation the nodes would be examined in a laboratory to see how many, if any, were affected. I had seventeen nodes removed from my arm. (Apparently, we all have a different amount, so don’t get all competitive if the person in the bed next to you boasts of their twenty-eight nodes compared to your paltry seventeen. I don’t know if this has anything to do with the girth of your arm, but I suppose it might. I did ask a few times, but nobody else seemed to find the topic as interesting or vital as I did.)


So I knew node involvement was a big deal, yet even while they were explaining all this to me I found my mind wandering. Node, funny word that. I hadn’t said or written the word node since first-form science when the biology master had waxed lyrical about the Node of Ranvier. I have no idea what the Node of Ranvier is, but I never forgot the name. Something to do with sensory neurons, I think. You might have spotted that I have something of an untidy mind, but even for me these lapses were new. Everything the nurses and doctors told me seemed to send me off on a tangent to another place, often to the past. And all these little glimmers of moments from my past comforted and scared me in turn. It was like that cliché that your life flashes before your eyes just before you drown. Only I was drowning in slow motion.


Not having used the word node since I was eleven, I now found I was using it all the time, talking about my nodes as though they were as familiar to me as my eyebrows. These nodes and the complicated transport system they belonged to had never before occupied my thoughts. Now I thought and spoke about them constantly to anyone who cared to listen. Which reminds me – be careful. Don’t fall into the trap of becoming a cancer bore. I came dangerously close, so let me take this opportunity to apologise to all my friends. I saw your eyes glaze over, but I kept on regardless. Sorry.


Anyway … Axillary Node Clearance. How I came to love those words. Not axillary node biopsy or investigation, but clearance. Like slum clearance in the inner cities, paving the way for a bright new future. Clearance meaning riddance. Good riddance.


Waiting for the results of your ANC is nerve wracking and even the most lion-hearted would be forgiven for reaching for the T for tranquillisers. Luckily, you should be too tired from surgery and woozy from the anaesthetic to fully appreciate the strength of your anxiety, but it is still there. And this may sound perverse, but it can still be a positive force.





A is for anger



Get ready to be angry; angry at the cancer, at the medical staff, at your family and friends, at yourself and at all those people who do not have cancer. I have not been this angry since my sister died aged only forty-two from a brain tumour, and I remember it as if it were yesterday. I recall walking out into the street resenting complete strangers – why were they alive when she was dead? – and muttering Shakespeare to myself (I was always inclined to grandiosity):






Why should a dog, a horse, a rat have life,


And thou no breath at all?








This anger has come to visit me again. After my diagnosis I saw drunks in the street and thought, Why don’t you have cancer? Who would miss you? I came as close as I ever wish to sounding like a bigoted snob, thinking how these drunks and junkies were a drain on society, diverting taxpayers’ money from more worthy causes (mine), littering the streets, flaunting their health in my face. Of course, they could have had any number of illnesses for all I knew, but you get the picture. Cancer had turned me from lazy, sometime socialist to half-wit, right-wing harpy. But my darkest hour was yet to come: I stored up my full fury for my son’s (absent) father. This much was clear: he should have cancer, not me. He wasn’t needed, he wasn’t loved, he wasn’t even here. I said this out loud to a couple of friends and their reaction was stunned silence and a look that said, ‘It’s the cancer talking.’ And it had to be – because I would not wish this on anyone.


Finally, I was angry with my body, for letting me down.


Don’t be surprised if your anger finds odd ways to let itself out. During the first few weeks following my diagnosis I was sometimes overwhelmed by this enormous, impotent rage: a rage that had no language except for the strange noises that came from me. They would start as a low, bovine moan (kind of like a wounded cow), eventually erupting in a desperate howl so loud and so long that I thought once the ground had moved. There should be a new Olympic event – Cry Howling. I would take gold. Thankfully, this period did not last long, but it was not helped by one nurse repeatedly telling me I was taking the diagnosis ‘badly’. Although this did give me a new focus for my anger, as I pointed out to her that I’d have to be a complete raving lunatic to take cancer any other way.




A is for affairs (setting them in order)


This is difficult, but once it’s done, it’s done. Writing a statement setting out my wishes for the care of my ten-year-old son was the hardest thing. As a single parent I felt the onus for me to do this was greater than for others. Imperative, in fact. The trouble was that no matter who I considered as guardian for my son they all had one serious shortcoming: they were not me. But I had to do this, so I literally gritted my teeth and sat down at the computer. I was swift and focused. I did not stop until it was done, then I emailed the document to my very sensitive solicitor friend before I had time to doubt. I didn’t cry until she emailed me back adding in the words in the event of my death. I tasted vomit at the back of my throat. I have never looked at it since.


Of course, I could have waited. No one said I was going to die. I might still be kicking around years from now, but I felt that I couldn’t consider undergoing surgery or any other treatment until my son’s needs were taken care of. I just couldn’t focus until that was sorted. I was also convinced that this would be a lot easier done sooner rather than later and I’m sure I was right. So many people fail to write wills because they imagine they are banging nails in their own coffins, but that simply isn’t the case. Writing a will does not precipitate your death, it just makes life less messy. I felt reassured after I’d done it. So what I am saying to you is get this over and done with as quickly as possible and then forget about it.


I also had to make arrangements for my son’s immediate care while I was in hospital undergoing surgery. I asked his godmother to come and stay and cleared out the room I used as a study in order to put a bed in it for her. While I was doing this I discovered a mountain of excruciating diaries, letters, bills and photos. Then there were all the notes and plans and dashed dreams that make up most ordinary people’s lives, and the thought of anyone accidentally (or deliberately) reading these made me shudder. Imagine the scenario where you’ve been run over by a bus and your sister or friend has to come and clear out your belongings. Think of it: they might read this stuff. All that embarrassing junk. Think how you would blush (except you wouldn’t because you’d be dead, but you know what I mean). A trip to the dump will solve the problem. I cleared out all this detritus from my house, and I can tell you it was one of the most liberating things I’ve ever done.


Do this early because after your operation you won’t be fit enough and later you may lose the impetus. My house and my life are now free from all that STUFF and it feels great. Now I can be run over by that bus with a clear conscience. So there is an up-side to all of this.




A is for admission (to hospital)


Things move quickly when you have cancer. In my mind I was trapped in a kind of suspended animation, unable to get past the words ‘It’s cancer’. Outside my head though, things moved forward at an alarming rate. Only I wasn’t alarmed, I was reassured: the NHS was taking my cancer as seriously as I was.


When the surgeon told me I had cancer and needed surgery I remember thinking it would be ages before I’d be admitted to hospital. I could go home and lick my wounds in secret and not say a word to anyone. Then she told me I’d be admitted within a week or two and I thought the whole idea was preposterous. This was the NHS; did she not know about the waiting lists, the bed shortages? I felt panicked. How fast was this lump inside me growing?


That night I sat on the edge of my son’s bed and tried to tell him. I said I might have to have an operation and he squawked ‘Surgery!’ like it was the most daring, blasphemous thing he had ever heard. After that I chickened out and couldn’t tell him any more, so we settled down to the book we were reading together: The Adventures of Tom Sawyer. We reached the chapter where Tom (believed dead) sneaks into church to witness his own funeral and relish how sad all the mourners are. The ten-year-old roared with laughter. I didn’t.


I’d left the surgeon saying I’d need some time to prepare my son for the whole experience, then found that I couldn’t sit out the wait. I was frantic. I needed this thing cut out of me. I thought of those poor souls who self-harm and visualised myself taking the bread knife to my killer breast. In reality, I knew I’d be leaving the knife work to the experts, so I let the surgeon know that I’d be prepared to come at very short notice after all. And that’s what I got: the phone rang at 4.20 p.m. on a Thursday and that same day I was tucked up in my hospital bed, just two weeks to the day since my diagnosis and less than four weeks from the day I’d gone with the lump to the GP. How’s that for speed? Let people who criticise the NHS put that in their pipes and smoke it. But even though that time span is so short, it still felt like an eternity. Waiting is one of the worst parts of having cancer. Waiting and worrying. Wondering what your cancer is doing now – is it leaking out into the rest of you like gas from a faulty valve?

OEBPS/images/9780349401355.jpg
‘B is for Breast Cancer is such an important book”
Laura Lee, CEO Maggic’s Centres

ancer

From anxiety to recovery and everything
in between - a beginner’s guide

CHRISTINE HAMILL






