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About the Book

In 2005 Emma Hannigan was thirty two years old, happily married to her long-time love with two young children. Her world was shattered when she discovered that she had the rare gene BRCA1, meaning a 50% chance of developing ovarian cancer and an 85% chance of developing breast cancer. To reduce the risk, Emma had a double mastectomy and both ovaries removed. But in 2007 she received the devastating news that cancer had struck anyway.

Now, twelve years later, Emma Hannigan is battling cancer for the tenth time.

With her trademark warmth and wisdom, Emma shares her journey and her advice on everything from skincare and hair loss to how to keep a sense of humour through it all.

All to Live For is a story of one woman’s determination not to let cancer win; a story of strength and inspiration, hope and love. And of never giving up.

All to Live For is an updated and extended edition of the bestselling memoir Talk to the Headscarf.


For my husband Cian and our children
Sacha and Kim, with all my love


Prologue

My name is Emma Hannigan and I’m a shopaholic. I’m also a mother, wife, daughter, sister and friend. I regularly try on my own clothes and wonder how the hell I could ever have conceived of going out in public in a particular outfit.

Every day I intend drinking a minimum of eight glasses of water and eating at least the recommended five-a-day portions of fruit and vegetables. In reality, most days I drink too much coffee, not enough water and eat gout-encouraging amounts of chocolate. More and more, I catch glimpses of my own reflection and poke at my eyes, wondering where that new line sprang from. I’d love to have longer lashes, I hate my thighs and I always feel I could do with losing half a stone. Every week I vow I’ll go to bed before nine o’clock at least once and have a wonderfully uninterrupted twelve-hour stretch of sleep. It never happens.

I’m always behind with the ironing, and the dirty clothes in my house seem to procreate in the wash-basket. For as long as I can remember, I’ve promised myself I’ll get up that half-hour earlier so I don’t have to rush out the door in the morning. Yet every day, I hit the snooze button and drift in and out of guilty yet delicious stolen moments of extra slumber. Inevitably someone eats breakfast in the car and the cat gets locked in the upstairs hallway and sets the house alarm off – again.

I thought I had my life fairly sorted. I thought I knew vaguely which direction I was heading in, give or take the odd unavoidable twist or turn. Towards the end of the summer of 2005, the rug was well and truly pulled from under me. Nothing could have prepared me for the road I was about to travel. In hindsight, I’m glad I didn’t know what was ahead. In fact, I’d go so far as to say that, had I known what was coming, I wouldn’t have thought I could cope. I wouldn’t have credited myself with the strength to survive. As Garth Brooks crooned in his song ‘The Dance’, I agree that our lives are indeed better left to chance. I think it’s a good thing that we can’t toddle down to the local shopping centre and buy a crystal ball.

Ten years ago, I can’t say I would have been thrilled to have been given a detailed printout of my approaching ten-year plan. I think my immediate reaction would have involved phrases like ‘Sod that’ or ‘You must be bloody joking – no thanks’. But, devoid of that crystal ball, I had to take events as they happened and, amazingly enough, I managed to deal with them.

In August 2005 I discovered I had a cancer-carrying gene called BRCA1. Between 2007 and 2015 I was diagnosed with and beat cancer eight times. I am currently battling for the tenth time. During the course of this book, I will try to take you on the journey that became my life at that tumultuous time.

A sense of humour was and still is one of the most important things in my life. That’s what I would like to capture in the course of this tale – also, that there can be a sense of kinship and knowing you’re not alone, even when you’re faced with damn scary circumstances. That you can laugh even if you have cancer. That you don’t have to feel isolated.

Cancer doesn’t have to be a death sentence. I have been there and worn the T-shirt. Today, as I type these words to you, dear reader, I am undergoing treatment for the tenth time. Please don’t throw the book away in fear! I’m only telling you it’s been ten times because I need you to know that in spite of it hitting me so many times, I’m still here.

We all hear the bad stuff about cancer. We all know people die from this dreadful disease. All that I knew before I was diagnosed was negativity and finality where cancer was concerned.

I had no idea how many people survive. I had no concept of just how far medicine has progressed. I didn’t realise that cancer isn’t always a death sentence. Just because you’re ill today, it doesn’t mean you won’t be fine again soon. The body is a complex and incredible machine, and it can bounce back from all sorts of traumas.

All I needed when I first started the cancer trail was someone to tell me I was going to be OK. That I could possibly survive. It was almost like I was emotionally thrust back to my schooldays, in the playground with a grazed knee. I needed a grown-up, or someone in the know, to hug me, then look me in the eye and say, ‘It’s going to be all right.’

My doctors were very positive, and for that I will be eternally grateful, but I guess I was looking for a non-medical person to tell me in plain English that it would all work out in the end. I wanted someone ordinary like me to tell me that I would survive. Obviously I’m not an oncologist. Nor am I able to jump off the pages of this book and analyse anybody’s particular medical history. I can’t offer a magic potion that will make cancer go away. I wish I could. But what I can tell you is that I’m still here in spite of ten diagnoses.

Against the odds, in spite of being very sick at one stage, I am alive to tell my tale. I had never been ill in my life before cancer crashed into my world. The only time I’d ever been in a hospital was to give birth to my two children. I didn’t have any scars on my body, bar the small one on my knee from when, aged seventeen, I drove my moped into a wall at four in the morning.

I don’t smoke, I’m not a heavy drinker, apart from the odd wedding, birthday party, New Year’s Eve and on holidays – but that doesn’t count, does it?

I eat a normal, healthy, balanced diet. I exercise a little, but only so I can eat more chocolate and still fit into my jeans.

I am a regular person. I am just like you.

I don’t have special powers, have never seen a ghost. I’ll hold my hands up and admit that I have serious trouble controlling my constant desire to go shopping. I don’t believe in waiting for a rainy day – not that I’d wait long, living in Ireland! I think we should all live for the moment. I think we all have a right to happiness.

Cancer is not my favourite thing. I wouldn’t recommend it to a friend. I believe there are other, pleasanter ways to build character. But, much as we all fear it, cancer and other horrible diseases are peppered through many of our lives. We can’t stop most of them hitting us, but I am living proof that we can deal with them if they do. More than that, each and every one of us has the power still to be ourselves. Cancer doesn’t have to take away the essence of who you are. It can shock the living daylights out of us. It can mean surgery and gruelling treatment. But for a rapidly growing number of patients, cancer can still be surmountable.

I might have had times when I was sick as a dog, weak as a kitten and looking like a gerbil (you’ll understand later), but I have come out the other side. I am alive and on the road to recovery once more. I am confident that soon I will be able to fully enjoy my life again. I’m excited about having more energy and I know that will come in the not too distant future. My shopping habit is a lot worse, sadly. The guilt-factor area in my brain, which used to trigger easily after I’d been spending, has taken a huge hit. I now have an excuse to justify buying another pair of shoes.

I was really, really sick. I’m still a little bit sick, so I deserve a little treat.

Take it from me, I don’t need any encouragement when it comes to shopping. Advertising works on me. I believe I’m worth it when celebrities tell me so. I get with the fever and I buy stuff. Whenever I can. Once the mortgage, bills and school fees are paid, I’m unstoppable.

There may never be a cure for my acute shopping addiction, but I hold out plenty of hope that the cure for cancer is within our grasp. In the last ten years alone, so many new forms of medication have been successfully adopted. I am only one person, a minuscule dot, in the sea of all this change, and I can see it.

I am currently on my third consecutive form of chemotherapy. The latest bout of cancer is being very rude and stubborn. But don’t worry, this latest chemotherapy is working already so I have hope in my heart that I’ll be better very soon.

There are positive advances all the time. So, if you’re new to the cancer club, don’t despair. I know it’s not a popular club to be part of. Let’s face it, given the choice, none of us would volunteer to join. But awful as it is, you still have a lot of choices. You can still control how you deal with your fight.

I knew the day I was diagnosed for the first time that I could either lie there and take it or shake myself up and fight it. I chose the latter. I vowed I would muster every shred of energy I could find to meet my challenge head-on.

I had my moments of fear and sadness. Of course I did. I’m not a robot. But most of the time I managed to keep my spirits high. I looked to my family and friends and drew all the positivity and joy I could from each of them. The cancer may have formed in my body, but I never allowed it to form in my mind.

I realised from day one that my spirit and wit couldn’t be touched by sickness, unless I allowed it. There was never a hope in hell that I would let my physical sickness ruin my entire life. What’s the point in being here on this earth if it’s not going to be fun? I know every day can’t be a party. I’m not a tree-hugging stick-waver who believes we should all stand and appreciate the shapes of the clouds and the colours of the rainbow. But I do like the idea that fairies might live in my garden. I know that laughter is the best medicine. I try to live for the moment and I never look back in anger. There’s no point. I am living proof that there is life after cancer. Even if it keeps coming back, I’ll just keep on crusading.

So, no more whispering. Laugh in the face of sickness, because there are no rules that state you have to lose the battle. Guess what? You might just win. I should know: so far I’m doing just that. If you have been diagnosed with cancer, or know someone who has, I have no doubt you’re scared. I was too when I was diagnosed. But take my hand and, I promise you, it’s possible to get through it. So put that shovel away. Stop lying on the patio to see if your body would fit underneath it. Don’t dig that hole in your back garden just yet. Chin up, wig on – and don’t forget your skin can absorb an astonishing amount of make-up.


Chapter 1

BRCA1

I never thought four little letters and one number could have such a sweeping effect. I am a positive person by nature, but for once I’m longing to be negative . . .

Denise, my mum, comes from a family of nine children, eight of whom were girls. Amazingly, all of them live within a ten-kilometre radius of each other. So, as you can imagine, there has always been a strong female influence in my life.

My maternal grandmother was Austrian, so we called her ‘Oma’, the German for ‘Granny’. My maternal grandfather was Scottish, so the family had a wonderful mix of dark-skinned, brunette, curly-haired divas and pale-skinned blondies. I am the Irish version of the latter. While my mum has green eyes, blond hair and skin that turns a deep golden colour in the sun, I am blond with skin like tracing paper that burns even in the shade. But I’m deft with a can of fake tan and know I can’t leave the house without make-up or people will think I’m gravely ill. My natural skin tone is less pale and interesting, more akin to that of a corpse.

There has always been a history of cancer in my family. Oma’s only sister, Anneliese, died on 6 October 1985 of ovarian cancer. In the years that followed, two of my aunts, Cathy and Ruth, were diagnosed with breast cancer. Following surgery, chemotherapy and radiation, both thankfully came through that. Alas several years later Ruth had a reocurrance, but yet again, she kicked cancer to touch. We’ve lost my only maternal uncle and two of my aunts to cancer.

I was only twelve when my aunts were having treatment, and I don’t remember much about it. Nor was it widely discussed.

When Helen, another aunt, developed breast cancer, I was seventeen and instantly aware of it. She was a divorcée with three young children, Steffy, Robyn and Caleb. We were relatively close in age, so we’d always spent a lot of time together growing up. Helen was olive-complexioned, with tumbling chestnut curls and dancing eyes, and was knock-’em-dead stunning. She worked as an art teacher in a large girls’ school and had an eye for style and a wicked sense of humour. In my mind’s eye, I always see her as glamorous and dressed with flair, usually wearing deep red lipstick. I can still hear her infectious laugh.

Naturally we were all worried when Helen was diagnosed with breast cancer, but we hoped she would beat it. After all, both of my other aunts had. Sadly the cancer spread to her lungs. I vividly remember her and Mum talking in hushed tones in her house. Over the next couple of years Helen’s health deteriorated. Her prognosis became bleak. She was taken to hospital and things went from bad to worse. We all knew she had a bad cough, but I don’t remember the diagnosis ever being explained. All of us knew she was ill, but it became an unmentionable yet obvious fact that she was never coming out of hospital. I know it was a different time and the doctors even behaved differently from the way they do now – there were no open conversations about what was going on. So, much of Helen’s illness was swept under the carpet.

Steffy, Robyn and I have discussed this at length. We know that all our family acted as they saw fit at the time, but none of us was taken aside and talked to. Nobody mentioned the big elephant in the room. Steffy was training to be a nurse at the time, so she knew better than any of us which way things were heading. I still recall Helen’s illness being referred to as ‘the big C’.

The disease had gone too far for the doctors to control it. Despite the best will in the world, on 15 May 1994, my beloved aunt Helen lost her fight with cancer. In the early hours of the morning, my father brought myself, Steffy and Robyn to see her for the last time. The image of her closed eyes and her face in eternal sleep is still vivid. Her hands were clasped across her chest, and she held a sprig of tiny white lilies-of-the-valley.

She looked relaxed, no longer in pain from the battle she had fought for so long. Her beautiful curls were long gone, ravaged by the endless chemotherapy. Her deep sallow glow had been replaced by a deathly pallor that all the medication had induced. But she looked at peace.

The only experience I’d had of death before this was when my best friend Anne-Marie had died in a car crash five years previously. Nicknamed Mim, she had been my closest friend since the age of three. We went to school together, played together at weekends and travelled together to Irish college the first time we went away from home. Her death in 1989 rocked me to the core. I was sixteen and thought we were immortal. Death had never entered the equation for either of us. I knew old people died, and although that was terribly sad, it seemed more acceptable.

When Anne-Marie and James, another classmate who was in the car, died, I thought I would never get over it. Cocooned by the loving and happy environment my parents had created for me, I found it almost impossible to fathom the pain of losing her. It was probably the harshest lesson and most difficult time of my life to date. We had done everything together. We chatted on the phone every night, planned everything around each other. Then she was gone. Quite simply, I needed to learn to live without her. At such a tender and tumultuous age, I had to deal with, attempt to understand and accept the notion of untimely death. Now, almost thirty years later, I still find the memory of that time gut-wrenching. I still miss Mim. I still talk to her a lot. I know she is with me and I draw comfort and solace from her spirit.

With Aunt Helen gone, Robyn came to live with us and joined our family as my sister. Steffy was still training to be a nurse, so she never actually lived with us, but I have always been close to her and consider her part of my immediate family. Caleb moved in with another aunt nearby. The only positive part of losing Helen was that I gained two sisters I adore in Steffy and Robyn, and I feel blessed to have them as a significant part of my life, as does my older brother Timmy – my bestest or worstest person in the world, depending on the mood of the moment.

Timmy was three and a half when I came to disrupt his world. As my only sibling, he repeatedly reminded me that, in his humble opinion, ‘Everything was fine until you came along.’ In fairness to him, he did make several unsuccessful attempts to get rid of me before my first birthday. His first foiled endeavour involved pushing me down the very large steep hill near our house when I was less than a month old. My robust Silver Cross pram cushioned me until I landed unscathed in a pile of brambles. Like a cat, I seemed to have nine lives, even at that stage. Suffice to say, we were like all normal siblings, mostly in hate with one another, only forming allegiances when other children threatened to biff us. It was OK for us to kill each other, but the privilege didn’t extend to others. That sense of fun – and the knowledge that there is always a reason to smile – has carried me through even the roughest times.

Ten years after Helen’s death, in March 2005, our family was approached by the National Centre for Medical Genetics at the Children’s Hospital in Crumlin, Dublin. Due to the significant incidence of cancer in the family, they asked if any of Mum’s generation would be willing to put themselves forward for testing. A cancer-carrying gene called BRCA1 had been discovered. This stands for ‘breast cancer one’. If we were to discover we carried the gene, the testing centre would provide us with the information we needed to be able to handle it.

This was well before Angelina Jolie discovered she carries the gene. So there was no media coverage or hype, and we knew nothing about it and had to learn, fast.

So, what would a gene-positive result signify? Basically, it would mean we were at an increased risk of developing breast cancer and/or ovarian cancer. The odds were high too. It would mean an 85 per cent chance that breast cancer would develop, and a 50 per cent chance of ovarian cancer.

This information met a mixed reaction among my family members. Some of us wanted to be tested and needed to know either way. Others wanted nothing to do with the whole thing, feeling they would rather continue with their lives just as they had before – going for the ‘ignorance-is-bliss’ option. Although the latter wasn’t for me, I could appreciate why some felt they didn’t want to be privy to that kind of knowledge.

For me, the decision was a no-brainer. I was the mother of two small children, and there was also my husband, Cian. I met Cian on 22 February 1997 when I was twenty-three, working in Hard Metal and studying at night to be a beautician. Before you think I’d lost all sense of reality, Hard Metal was my parents’ engineering company, rather than a blacked-out bus with Ozzy Osbourne lookalikes strumming electric guitars and head-banging while making menacing noises. I was at POD nightclub, in Dublin city centre, with a couple of friends, clearing my head with gin and shots of tequila, the night Cian and I met.

Even though I was only twenty-three, I’d had a run of bad luck on the boyfriend front and had come to the conclusion that I would be better off as a nun, a lesbian or a hermit – but Cian and I gravitated towards one another. We recognised each other from school, through a fog of dry ice, amid flashing lights and many gallons of alcohol on the dance floor. We clicked immediately. There were no agendas, no mind games. Within two months of meeting, we moved in together. Just over a year later, we were married. Our wedding was, as the cliché goes, one of the best days of my life. I loved the build-up, and although I waited for the meltdown and stress that others had warned me about, they didn’t happen. On our first wedding anniversary, I was already three months pregnant with our son, Sacha. Eighteen months later our daughter Kim graced us with her presence, to complete our family.

I loved them so much that I would go anywhere and do anything to entertain them and keep them busy and happy. If this monster was lurking in my genes, I needed to know. If not for me, for Sacha, Kim and Cian. I owed it to them to do everything in my power to fight to stay alive.

Step one didn’t involve me directly. The rules with the test were this: for me to be tested, my mother had to be gene-positive. Mum is one of the most chilled-out people I know. She is serene without being submissive and has effortless style and elegance. She balances her time brilliantly between office work, gardening, swimming, horse riding, walking dogs, cooking, shopping, being a wife for more than forty years, mother and Oma – among other things, of course. I was lucky enough to have ten cousins when I was younger, who would roll up and play on a regular basis: our house was always heaving with friends and everyone was welcome. Mum liked to cook and bake, and I can’t remember a time when I didn’t know how to make a pot of meatballs or an apple crumble. We always found something to laugh about. When I picture my mum in my mind’s eye, she is always smiling.

If Mum was clear of the BRCA1 gene, that was it – the buck would stop there. But she had a 50 per cent chance of having it. Without being too scientific and running the risk of boring you to tears, this is how it works.

We all have a pair of genes, apart from the denim kind. To help you with the imagery, picture a pair of trousers. In order to make up the full pair, one leg comes from our mother, and the other comes from our father. Hey presto! A pair of trousers or, more specifically, genes.

In my case, my maternal grandmother had one normal leg of genes and one defective leg. If she had passed on the defective leg to my mum, she, too, would be ‘gene positive’.

The physical ritual for testing is simple. It involves a routine blood sample being sent to a genetic testing laboratory in England. The scientists break down the blood and search certain points of the genetic chain for defects. The entire process, from having the blood sample taken to finding out the result, is estimated at six weeks.

‘What do you think?’ Mum asked me.

‘I don’t want to push you into doing anything you’re not comfortable with, but I really want to know. Forewarned is forearmed, is it not?’ I reasoned.

Having mulled it over for a few days, Mum decided she would put herself forward for testing. ‘I have a 50 per cent chance of being fine, so it’s better to just go for it and find out, isn’t it?’ she said. ‘If I don’t have the gene, I could put myself through years of needless worry.’

‘Absolutely. And if you don’t have it, neither do I, so that’ll be the end of the line as far as we’re concerned,’ I encouraged her.

Once we had made the decision to go ahead, it all moved swiftly. As our family had been approached, we had a green light and a direct route to the entire process. We got an appointment within days and I accompanied my mum to the children’s hospital. As we walked along the clammy corridors, we averted our eyes and hearts from the pain and suffering we witnessed at every turn. In my mind, there is nothing more heartbreaking than an ill child.

We met Nuala Cody, a gentle and gorgeous genetics expert. She explained that the gene was rare but it held potentially scary consequences. We were nervous and, of course, hoping Mum would get a negative result, but determined to know the truth.

‘If you want to wait a while and think about taking the test, there’s no hurry,’ Nuala explained.

But Mum had made up her mind. She knew I was desperate to find out if I carried the gene. She was my stepping-stone and she was doing it partly for me. I am thankful to this day that she took that decision.

Nuala directed us to the phlebotomy, or blood-testing, department, where a small glass tube of Mum’s blood was sealed and sent on its merry way. Our family’s journey with BRCA1 had begun.


Chapter 2

Mamma Mia!

As a mother, I would always wish to take my children’s pain if I could. Being a daughter is no different. I want to take my mother’s pain now too. If I buy enough steroids on eBay, how long would it take me to resemble Hercules?

Other than when I was pregnant, I don’t remember a six-week period taking so long. We hadn’t discussed the process outside the immediate family. I’m the worst person at keeping big things to myself. When we were younger, we were always encouraged to speak our minds and never forced to do anything we didn’t like. I don’t remember being made to feel like my opinion didn’t count.

The older I get, the more I realise just how lucky we were during those childhood and teenage years. That’s not to say I don’t stay quiet if a friend tells me a secret – that’s a different kettle of fish. I would always keep someone else’s secrets, but my own are another matter entirely. This was a potentially huge thing, yet there was no point in telling everyone, should it not become relevant to us.

As a result, I was flying around, trying to keep my mind active and not think about the test result. Easier said than done. At this stage Sacha and Kim were five and four years old respectively. Sacha had started big school and Kim was in her second year at Montessori – I had got myself through the full-time baby-minding stage and was ready to become an upwardly mobile yummy mummy. I had been working at Hard Metal since before Sacha was born and was at the point in my life where I could finally look at devoting more time to my career.

After I’d finished school, I had done Darina Allen’s cookery course in Cork, before spending two years cooking in the main kitchen of Ballymaloe House, so, as my office work was only part-time, I took on a few small catering jobs, private dinner parties and freezer cooking, that sort of thing. I had joined a health club and tried to convince myself I could get to like exercise. I’d bought a trendy, stretchy Barbie-goes-to-the-gym outfit with matching trainers and little socks with sparkly pom-poms at the heel. I even managed to attend the gym and do my recommended and customised workout, ooh, probably six times before I admitted to myself that the gym and I were never going to feel the love for one another. I did use the pool regularly and resigned myself to the fact that swimming (slowly and without a huge amount of finesse) was the only form of physical exercise I could force myself to pursue. I discovered that the toned, tanned, hair-swishing yummy-mummy look was bloody difficult to achieve, never mind keep up, but over those weeks I did anything to try to keep myself calm.

I was so edgy, I felt I was in danger of blurting things to random strangers.

‘Good morning, nice day,’ said the postman.

I’d have to force myself not to shout, ‘We might have a deadly cancer gene, but apart from that, it’s business as usual around here.’

Friends asking a run-of-the-mill question like ‘Any news?’ or even ‘How’s tricks?’ caused me untold inner turmoil.

‘Nothing springs to mind,’ I’d lie.

Inside I’d be screaming: ‘Yes, I have news. Mum and I might be walking time bombs, ready to explode into a massive cancer tumour with eyes.’

Or even, ‘Tricks are damned sticky, to be frank. I could be in an 85-per-cent danger bracket – doesn’t get much bloody dicier than that, does it?’

Instead I thanked God for the invention of the telephone and the fact that no one could see my face as I sidestepped the truth and pretended things were hunky dory.

It became more and more difficult to talk about teething problems and nappy rash. When one distressed pal, then the mother of a two-and-a-half-year-old, rang to ask my advice on her little boy who had overheard a man shouting ‘Piss off’ at a dog, and was now repeating the phrase to everyone from her mother-in-law to the lady at crèche, I couldn’t sympathise.

‘I don’t blame him shouting “Piss off ”. He’s probably so thrilled to have words to verbalise how he feels that he wants to say it to everyone who annoys him.’ I wished I could shout ‘Piss off’ to everyone I met.

During that six-week stint, sometimes I would convince myself that Mum didn’t have the gene. That we would walk away from the whole notion, exhaling and thanking our lucky stars that we were free of the potential risk. More often, I heard a niggling voice whispering in my head, ‘Mum will be gene-positive, and so will I.’

Eventually a phone call came. Nuala wanted to see Mum. She had the result. We arranged to attend the hospital the following day. Dad offered to come, but Mum and I felt we wanted to do it together.

‘Denise, I have your result here. I am sorry to say you have indeed tested positive for the BRCA1 gene.’ Nuala was gentle and sympathetic. The silence in the room was deafening.

‘I didn’t think it was going to be positive,’ Mum whispered in utter disbelief.

‘I did.’ I’d said it before I could think. ‘Sorry, Mum. I didn’t mean to sound callous or cold, but I think I knew.’

‘The particular mutation that your family carries is called the Ashkenazi Jewish mutation.’

‘My mother was of Jewish decent,’ Mum explained to Nuala. ‘Her parents fled Austria towards the end of the Second World War. Her mother was Jewish, so that would explain the connection.’

‘Are you OK?’ Nuala leaned forward and waited for Mum to gather herself.

‘I’m actually stunned, to be honest.’ Mum was choked. We hugged silently and let the news sink in.

I might not have been speaking, but my head was working overtime. I was trying to run through all the things I’d read on the Internet.

Nuala chatted to us and explained the options available to Mum. First, she could be monitored. This meant yearly mammograms, six-monthly breast examinations with a specialist breast surgeon, transvaginal scanning of the ovaries and regular self-checking. The second option was surgery: a double mastectomy, to remove all breast tissue, and an oophorectomy, or removal of both ovaries and the Fallopian tubes. Mum had had a full hysterectomy several years previously, so she was one down on the operating stakes.

Nuala gave us printouts of all the information we’d discussed, with a list of surgeons who might be able to help us further. Wasting no time, we contacted one immediately. Within weeks, Mum had an appointment with a specialist who knew about BRCA1.

‘The fact that you have no ovaries reduces your risk, Denise. This means the ovarian cancer risk is down from 50 per cent to less than 5 per cent,’ the surgeon explained. ‘Also, the removal of the hormones reduces the risk of breast cancer. So you are no longer at 85 per cent risk either. The good news is your age. The fact that you are heading for sixty means mammograms are a good and viable option for you.’

I was terrified for her. In fact, if it had been possible to remove the defective gene from my mum and pass it on to me, I would gladly have had it. I hated the thought of her getting ill. I had to block the memory of Helen when she was dying, and not allow myself to place my own mother in that hypothetical situation.

I had to get a grip on my emotions. I had to remain calm and stop my mind wandering off on tangents where I conjured up all the worst-case scenarios known to woman.

We left the hospital that day with information overload. Mum went home to break the news to my father, and I went home to tell Cian.

Before walking into the house I sat in the car and, for some bizarre reason, memories of our wedding day flooded my mind. We’d had a string quartet in the gardens of the hotel, with blazing sunshine – one of my angels up above must have kindly organised that. I have a penchant for angels. I like to think that we all have at least one watching over us at all times. I’m not obsessed with this notion, it’s more like a warm, fuzzy thought that washes over me from time to time. A bagpiper played Cian and me into the function room for dinner, where two hundred and fifty inebriated and rather rowdy guests clapped and whooped. Then one of our oldest family friends, John Terry, a.k.a. Hurricane Johnny and the Jets, belted out a couple of hours of kick-ass rock-’n’-roll numbers. The final nail in the coffin, which was supposed to rid the room of anyone over the age of twenty-five, was Mr Spring, a.k.a. Timmy, my DJ brother, on the decks. But seeing as it was our parents and their equally insane friends, they decided not only to stay until five in the morning, but to dance on the tables for good measure.

I did get a raised eyebrow at the dry-cleaner’s the day I brought in my wedding dress. ‘There are actual footprints on this. Were you wearing it or using it as a floor covering?’

Cian and I went to St Lucia for our honeymoon. The all-inclusive resort offered all-day cocktails, complimentary massages, facials, salt rubs, full body wraps and an extensive range of water sports. Our marriage survived the honeymoon. We learned a lot about each other. Cian knew for certain that I was never going to share his love of all things sporty. More than that, I had managed to demonstrate in no uncertain terms that I had the sporting aptitude and ability of a brick. After a painful two-hour excursion to a local Caribbean market, where Cian looked like he was being physically and mentally tortured, I knew he was allergic to shopping.

Since our honeymoon, we have successfully managed to pursue and enjoy our diverse activities while maintaining communication. We have matured and changed together, never losing sight of who we are as individuals.

I knew our relationship was steadfast and strong. We’d come through the first few years of Sacha and Kim’s lives. I was in the very fortunate position of being able to stay at home with our children while they were babies, but now they were in school, it was supposed to be the start of a new chapter for us. We had plans for our little family. As they grew older we would take them on long-haul flights across the world, and Cian was looking forward to encouraging them to do sport with him – God bless him. We were on the cusp of moving on to the next exciting phase of our lives.

As I climbed out of the car and walked in the front door of our house that day in 2005, I knew I was presenting Cian with a totally different pitch. The defective gene, if I carried it, was going to change the course of our road. I knew I was asking him to come with me on a different route from the one we’d assumed we’d travel. A new sign was being erected for us.

I showed Cian the information the genetic-testing people had provided. Over a glass of wine and several hours of conversation, we tried to digest the implications that could be about to impact on us all. Cian was calm and supportive from the outset. He has always encouraged and listened to me on important issues. The rest of the time, he doesn’t hear 90 per cent of what I say – especially if it involves a dinner he doesn’t want to go to, gossip or girly stuff.

Just like any new situation, the beginning was the worst part. We had to work through that transition from blissful ignorance into a new zone of scary territory. We needed to process our facts and weigh up the options. Mum needed to figure out what she was comfortable with and what would afford her the best peace of mind in going forward.

We all needed to pull together as a family.

After many hours of discussion and tossing ideas back and forth, Mum and Dad decided the best option for her was regular screening. We needed to find the right professionals to mind Mum and provide her with the best chance of a positive outcome, whatever might arise. She was fortunate to find a wonderful consultant oncologist who added regular MRI scans of the breast to the monitoring plan. To this day, Mum is still being monitored and thankfully has not had cancer. This is a really important fact to note. My mother is gene-positive. Her mother before her was gene-positive. So far my mother is still cancer-free. My grandmother never developed cancer. She died of other causes in January 2009, but she never had cancer. So even if you or someone you know has been diagnosed as a carrier of the BRCA1 gene, it doesn’t necessarily mean you will get cancer. I know the odds are high, but someone has to make up the 15 per cent of people who remain healthy!


Chapter 3

Blood, Sweat and Tears

I feel like it’s my turn to walk the plank. Will Tinkerbell please swoop down and save me? I never harboured a desire to be a superhero. But, right now, I’m hankering after that cloak and the Wonder Woman hot pants – even though I utterly hate my thighs.

Once Mum was sorted and we knew the plan of action she was going to follow, the baton was passed to me. If my mother had the gene, I had a 50 per cent chance of having it also. I had a decision to make. Would I go for the test? It was all very fine and dandy to say I would when it wasn’t my turn – we’re all great at being brave and expressing opinions about other people’s situations. When the limelight shone on me, there was nowhere to hide. This was it.

Prior to that time, I’d never thought of myself as a particularly brave person. I wasn’t well-versed in the whole hospital scene, apart from for my pregnancies. Letting you in on a little secret, I wasn’t very good at it. If there had been any possible way of getting someone else to do pregnancy and birth for me, I would’ve gone for it. The day I found out I was pregnant with our first child, I sat with shaking hands staring at the urine-soaked stick and promptly burst out crying. After that, I spent the entire nine months wide awake. Fear crept in and took over my brain. Sheer terror made me contemplate every possible defect the baby might be born with, ranging from two heads to missing limbs, depending on that day’s level of neurosis. I bolstered my own insane inner thoughts with other people’s by obsessively logging on to some helpful and plenty of dreadful websites.

Many women I encountered during those months of rapid physical expansion took on an odd sort of misty look and did that vice grip on my forearm as they told me how much they’d loved being pregnant. That they’d never felt healthier. That their hair had shone, their skin had glowed and they’d had the energy of ten triathletes.

I, on the other hand, gained five stone with our son Sacha and four and a half with our daughter Kim. I had raised blood pressure, swelling due to water retention and protein in my urine. I looked and felt like a raw, overstuffed white pudding with eyes. There were no shining locks or glowing skin for me. My hair fell out in clumps and I had to shuffle in for the delivery wearing my father’s slippers. I was so fat I even went up a shoe size. A member of the looking-into-the-misty-middle-distance club? Not me. Sorry if I’m raining on the pregnancy parade, but I found it hideous. All that banging my bump off cupboards and getting stuck in soft chairs. (If you take no other pregnancy tips, remember this one: don’t ever sit in a beanbag. You’ll have to wait for someone to hire a cherry-picker to lift you out.)

Luckily I didn’t die during the birth of either of my children. Yes, I was that neurotic. I had decided that, although for centuries other women had managed this allegedly natural act, I would be somehow exempt. Nor did I produce a multi-headed alien.

I did the natural childbirth thing by mistake. It was so damn quick, the trainee midwife had only managed to untangle the oxygen mask and hook it up to the can of loopy-juice before it was all over. I did protest and ask for the epidural anyway, but my gynaecologist wasn’t having any of it: you could only have the drugs before you gave birth. There was no offer of a go on the laughing gas by way of compensation either.

I was proud beyond words that I had managed to conceive, grow and give birth to two healthy children. But I still didn’t consider myself brave. At any given time, I would have traded all my favourite possessions to get out of childbirth, and I spent the entire duration of both pregnancies drenched in fear. So, when it came to dealing with a possible genetic defect, the thought of so much as a blood test didn’t fill me with joy. But any hesitation I felt was wiped clean away with just a glimpse of my children. I hadn’t expanded to the size of a hippo twice, and stayed awake for eighteen months filling my head with nightmare scenarios, to back out now. My two babies were my heart and soul personified and, come hell or high water, I was going to do my utmost to stay around to raise them.

I felt strongly that what I was being faced with was positive. How many people have the chance to find out if they’re likely to get cancer? I was being offered the opportunity to gain that very important knowledge. Rather than the whole notion filling me with fear, I felt empowered. I was going to grasp that chance with both hands. I was also aware that when Kim is older, this issue will become relevant for her. Once she reaches the age of eighteen, she will be entitled to have genetic testing carried out, should she choose to do so. Like I had, she will have a 50 per cent chance of being a gene carrier.

I phoned the genetic testing centre and made my appointment. As I stood in the hall there, waiting to have my blood test done, waves of nerve-twanging trepidation crescendoed through me. I was nervous, of course I was, but I felt like I was taking control. For me that was the most important factor.

On that fateful day in the hospital, 5 July 2005, I think some of Helen’s courage had somehow crept into me by osmosis. As I sat and had the small amount of blood extracted from my arm, I vowed that I would follow through the entire process with gusto. Mum had accompanied me. We have always been extremely close, but that time in our lives without doubt bonded us more tightly than I’d ever thought possible. She knew exactly how I was feeling because she’d been in my shoes only weeks previously.

Before I could go wholeheartedly into the Braveheart thing, I had to feel a bit sorry for myself. The blood test left me with a dead arm, and mentally I felt like I’d donated enough blood to supply the entire blood bank of M.A.S.H., should they ever decide to do a new series.

Once I’d had a can of Diet Coke and consumed my own bodyweight in chocolate, I was ready to stand up and fight, should my blood test yield a positive result. I braced myself and began to put on my armour inside my head.

As I sit typing today and think back to how I felt at that time, I realise that I had already made my peace with the situation. Deep down, I had already accepted that I had the defective gene. Perhaps that was a protection mechanism, to help with the impact. But, like those months when I was pregnant, I did more lying awake for hours in the darkness of night. I pounded the prom at Bray seafront during the day and mulled it all over in my mind. I came to terms with a positive result before the people at the lab in England had even taken delivery of my blood.


Chapter 4

Waiting to Exhale

Whether it’s positive or negative, I need the guessing to stop. Have you ever realised you’ve been mentally holding your breath for a long time?

Patience is not a virtue I possess. I’ve never been good as a sitting duck. From the time I did my final state exams in school, I’ve always been on the lookout for something new and exciting to fill my time. As I mentioned before, I started my working life as a chef under the capable guidance of Darina and Myrtle Allen at Ballymaloe House. It’s a fantastic life skill to have. Everyone needs to eat, so the years I spent working in a commercial kitchen and running my own catering business will always stand to me. A neck injury from a car rear-ending me forced me to change career. I had very limited knowledge of computers, so I took myself off to do a general business course in Dublin city centre. To say that I was not naturally suited to sit for long periods being quiet is putting it mildly. To alleviate the boredom, I wisely used the time outside the course schedule to go out until the small hours dancing and being debauched.

The lack of sleep, abundance of alcohol and reluctance to learn about business started me on the road to drinking strong coffee. I had never tasted tea or coffee until then. To this day the smell of tea makes me gag. The college I was attending was a stone’s throw from Bewley’s coffee house, where they used to supply us with freshly brewed, tar-strength coffee. At first I used to make a face like a professional gurner as I drank shots of the black liquid. A determined personality, I weighed up the pros and cons. Either I got kicked out of business school for snoring in class or I got used to downing coffee and survived. (Going to bed at a reasonable hour or spending less time on the batter was obviously out of the question.) Thinking about it in a logical manner, I figured that if I could drink tequila without vomiting, I could also master coffee. I tried the milk and sugar accompaniment and found that horrific. Black and strong was the way to go. It gave me that hairs-on-your-chest sensation. It was so vile to my palate that I convinced myself it must be good for me. To my delight, it kept me awake and cut out the rude awakenings I kept suffering at the hands of my irate teacher.

‘So sorry to wake you, Emma, but you’re not supposed to sleep blatantly while the rest of us are attempting to learn.’

‘Sorry, Miss, I’m awake now.’

I’d have to peel my face off the keyboard and hope to God I hadn’t dribbled into the computer, lining myself up for electrocution and sudden death by my own saliva.

At the end of the three-month course, I knew how to type, answer phones, do basic computing and book-keeping, lay out business letters and lots of other very useful officey things. Most of all, I knew how to stay awake after two hours’ sleep – a handy tool to have, no matter where life takes you.

I put my course to use and tried to do the nine-to-five thing at Hard Metal.

The lack of movement and buzz began to get to me. I decided to go to college at night and learn to be a beauty therapist. That unwittingly brought out the sadist in me. I had a preconceived idea that it would be about pampering and make-up, with a bit of nail painting thrown in. In reality it predominantly involved hair and blackhead removal. But that was fine by me. I loved the instant results of waxing and the immediate glow that clients emanated after a facial. All right, I’m lying. I enjoyed pouring molten wax on people and ripping it off. And the notion that I could get paid for inflicting such pain? Result.

I also recorded my first song, courtesy of that course. Well, there was no actual music involved – instead it featured me droning the names, origins and mechanics of all the muscles. I had to learn these, and as they all have convoluted Latin names, most of which sound like a very drunk person invented them, I couldn’t get them into my head. I spoke them into a tape recorder and made myself listen to them on my car stereo as I sat in traffic.

You know the way people tell you that all education helps to shape you? That doing any course or form of study will always stand to you? Well, my diverse career paths all served a purpose while I waited for the results of my blood test. Just as I had while Mum’s blood was on its little journey, I proceeded to go into personal overdrive. I invited friends over, waxed any fuzzy parts they offered and fed them home-baked goods with strong coffee. When I was on the brink of driving myself and all those around me insane, something clicked in my head.

For crying out loud, I’d lived through two pregnancies and eaten enough burgers to put Elvis to shame. Afterwards, I’d pounded the pavement and inflicted my swimming-togs-clad body on the local pool to beat that five stone off me. I wasn’t going to waste all that pain by dying. If knowing about BRCA1 could forewarn me of possible danger ahead, I was going to strike out and take positive action.

Cian, like a lot of men, is of the opinion that one should deal only with facts. Hypothetical situations carry no whack with him. So, until I’d had the test, he didn’t want to enter into discussion about it too much. Yes, he’d listened when I presented him with the information in the beginning. Yes, he’d phoned constantly the day I went for the blood test. Yes, he asked me plenty of times if I was coping. But, no, he didn’t want to talk about it incessantly, from the moment I woke until the second I went to the Land of Nod each night.

‘If and when we have to face this conundrum, I’ll give it all my attention. Otherwise, let’s not talk about it non-stop.’

If I’m making him sound unfeeling or callous, he most certainly isn’t. Cian is one of those rare people who hates bitching or back-biting. If he has something to say, he’ll say it to your face. You always know where you stand with him. He sees the best in people, and unless you do something to really piss him off, he’ll like you. But he is a man. Fact. So he doesn’t understand my need to shop – he cannot comprehend why anyone needs more than one pair of shoes. He will never get why I feel the need to talk for an hour on the phone to a friend I’ve just spent all morning with. But when, at long last, the call came from Nuala, Cian immediately volunteered to accompany me.

Just like before, an appointment was set up for the following morning. I was glad Cian was going to be there, so he could chat to Nuala if necessary. If the result was positive, I wanted him to be able to ask questions for himself. There’s nothing like getting direct information from an expert.

Cian and I sat in the hospital corridor where I’d waited with Mum. We were there for about ten minutes. It felt like a week. The pale blue walls echoed the cold feelings that were lurching in the pit of my stomach.

As if in some subconscious reaction to the serious note of the day, I’d worn a pink glittery T-shirt, stark white jeans with crystals on the backside and bubblegum-coloured ballerina shoes. All I was missing was the Cosmopolitan cocktail and the flashing disco boppers.

‘Do you think I might have gone a bit Sex and the City with the outfit?’ I asked.

‘When have you been any different?’ Cian smiled.

‘Emma, step this way.’ Nuala appeared and gestured to us to follow her.

‘OK?’ Cian squeezed my hand as we both took a deep breath.

‘Bring it on.’ I nodded firmly as I followed Nuala.

‘Come on in.’ Nuala smiled warmly at us both.

I introduced Cian and we exchanged pleasantries, but not for long. I couldn’t stand it any longer. ‘I apologise if I sound curt, Nuala. Please put me out of my misery. I now know I’m the most impatient person on the planet.’ I smiled to show I wasn’t angry, just anxious.

‘Emma, I’m sorry to say that you are gene-positive too.’

The geneticist was an exceptionally serene and gentle person. If she could have willed my genetic disposition to be different, she would have.

I swallowed. I closed my eyes for a second longer than necessary. This revelation meant I had an 85 per cent chance of developing breast cancer and a 50 per cent chance of developing ovarian cancer. Unless I did something about it. I didn’t need reminding that both types of cancer had already claimed Helen and Anneliese.

I don’t remember there being a loud noise or any audible click, but the gears changed inside my head. My brain went from live-mode to survive-mode. From that moment on, I knew I was going to do everything in my power to stay alive.

In most situations life has thrown at me, I will find something to laugh about. I will pick on the most bizarre aspect and turn it into a joke. That day, I was fresh out of one-liners.

Cian asked a few questions and accepted the same information pack that Mum had been given a few months previously.

‘Call me if I can be of any further assistance,’ Nuala offered.

We emerged from the hospital into the August sunshine. I handed Cian the car-parking ticket and stood like I was made of plaster of Paris. He took the car key from my hand and I followed him to the car. We hugged, then wordlessly got in and drove home. I would love to say that we smiled at each other as poignant songs like ‘I Will Survive’ or ‘Stayin’ Alive’ just happened to burst forth from the radio. But the reality was that we were both trying to digest the facts and come to terms with what should happen next.

Although many people have commented to me that they would have crumbled when told they were gene-positive, I felt an odd satisfaction. I had known I would carry the gene. I was glad that my strong hunch had been right. In a funny way, it gave me self-confidence about my own body. Not in a how-to-look-good-naked type of way, but in a more I-am-in-tune-with-my-own-workings sort of way.

How did I feel, knowing I had an inbuilt predisposition to get cancer?

In a word – terrified. The way I saw it, I had a choice of two roads to take.

The first involved wallowing and feeling sorry for myself. I could have gone on a personal rant about how unfair it was that our family had been cursed with this damned gene. Or I could do an ostrich and stick my head in the sand. But what was the point of that?

The second road involved embracing the positive elements of my life and going for it.

What’s positive about being diagnosed with BRCA1, I hear you cry? Plenty. I had something vital: information. I’d had a warning. Put it this way, if your entire house must go on fire, wouldn’t you be eternally grateful if you had even ten minutes’ notice, so you could run around and free all your family? Imagine if you had twenty minutes’ notice and could also rescue all your cherished photographs, plus your other most precious belongings. Imagine if you had an hour’s notice. You’d do a lot, wouldn’t you?

Well, to me, being told I was gene-positive gave me that crucial notice. It afforded me the time to take a deep breath and decide what to do, with calm clarity.

In September 2005, shortly after I had been diagnosed with the BRCA1 gene, I attended the children’s hospital in Dublin once again to get information detailing my options.

I had Sacha and Kim with me, and as we waited in the corridor, with the murals on the walls and the animal-shaped bins, I scanned the chipped bookshelf containing curled-at-the-edges, battered books.

‘Don’t touch the books,’ I whispered discreetly, not wanting to offend anyone.

‘Why?’ they chorused very loudly.

‘Just in case they’re carrying disease. They look old, and not everybody washes their hands, you know.’

Of course, that prompted giggles and the perfect opening for a gleeful conversation about ‘wee’ and ‘poo’.

They moved on to the only other form of in-house entertainment, which was one of those blocks of wood with a maze of wiggly wires banged into it. The object of the game appeared to involve threading a few beads along the wiggles from one side to the other.

‘What’s this supposed to do?’ Sacha was unimpressed.

‘Just what you’re doing – maybe you could time each other,’ I suggested brightly. They had zero interest in that idea and instead started trying to vandalise the poor toy. In fairness to it, Bob the Builder, or whoever had constructed it, had done a fabulous job and they didn’t succeed. Under normal circumstances I would’ve hissed at them that they were to stop immediately and come and sit down. I was very strict about manners and respecting other people’s things. But that day I wouldn’t have cared if they’d thrown the toy through the window. Discipline seemed unimportant, and besides there was nobody else in the corridor.

To prevent myself melting in the dense heat of the place, I removed as much clothing as was legally allowed and meandered towards a glass panel at the end of the corridor. It was being used to display artwork drawn by sick children, presumably during art therapy. Beneath it, the hospital had placed a collection bin, with a sign stating that any donation, large or small, would be gratefully received.

Most of the children had drawn around either their hand or foot, cut out the shape, coloured it brightly and glued it onto a piece of stiff card. Only one cut-out had writing underneath it. I had to stoop and squint to read it. The writing was faded, and although it was bockety and spidery, the words chilled me to the bone. It read: ‘Help me to die, I am suffering. Katie, age 7.’

Needless to say, after emptying the contents of my handbag into the collection, I scuttled back down the corridor and pulled both my children into an embrace.

‘Why are you looking sad, Mummy?’ Sacha asked.

I struggled to speak. ‘I just read a lovely message that a little girl who wasn’t well wrote.’

‘Is she better now?’ Kim looked very worried. ‘Where is she?’ Breaking free from my arms, she ran towards the glass panel to see.

‘She’s not there, Kim. She’s in a much nicer place than here,’ I answered.

I have drawn from that defining moment so many times over the last few years. Remember the old-fashioned saying ‘There’s always someone worse off than yourself’? OK, I get that this is meant to strike a chord with us all. Now, maybe I’m a terrible person, because before I had that moment of clarity, that saying used to bring out a sort of inner violence in me. It made me think, ‘Oh, just sod off.’ I honestly thought it was the type of thing grumpy and bitter old people said, as they wagged a wizened finger at young kids, willing them to stop having fun. But that day, in that hospital, wham! I got it.

A new internal vigour engulfed me. It was like a driving force, pushing me forward and willing me on. I collected the list of surgeons and medical centres I could approach. I was determined to take control of my situation and to use the information I had been given in the most constructive way possible.

That defining moment, which hit me like a bolt out of the blue, has bolstered me many times over the last few years.
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