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Foreword


What a marvellous thing Emma Gee has done for us in writing her searingly honest account of her extraordinary journey across a decade as she has struggled with courage, hope and determination to recover from a haemorrhagic stroke, to reinvent herself, to keep going day after day through the toughest gullies.


Yes, her story has moments of wry humour, deeply affecting insights, glimpses of joy but again and again, Kipling’s words about “forcing heart and nerve and sinew” come to mind.


Emma’s compelling memoir opens with an almost lyrical account of a charmed childhood, halcyon days at university, overseas travel, confidence growing on the threshold of personal and professional achievements, adventures in spades.


Completely and utterly out of the blue it all began to change. Her very life was threatened. Every aspect thrown into chaos as frightening, confusing, horrific anxiety struck her down. Her body began to deteriorate. The search for a diagnosis and treatment led to brain surgery. Emma suffered a devastating stroke. Her own remembrances and her mother’s diary notes of these harrowing experiences are confronting. They bring awareness and understandings that are powerful and instructive, so many painful truths.


We travel beside Emma on her gruelling recovery road. Oh, the tension in her storytelling. Every day was a struggle, “my wings had been clipped. I may no longer fly”. Every day terror surrounded and engulfed her.


As an occupational therapist, Emma has insightful and constructive observations to make about the rehabilitation rollercoaster.


This book is confronting, illuminating in its candour and uplifting in its illustration of the inner strength of an exceptional young woman. Love shines through the pages; love and family, her identical twin sister, siblings, partners, little children, enduring friendships. Those through thick and thin devoted parents who gave unstintingly to Emma’s future, encouraging her independence.


The wise mother treading on eggshells worrying about being pitying or patronising, who was both in the best way. The father who sat in the wheelchair to make it look normal. How inspiring are these anecdotes of the day to day loving, caring, sharing, grief, loss and joy!


Reinventing Emma must be read by all health professionals and by all of us who want to strengthen our knowledge of our shared humanity.


I am inspired by Emma’s forthright advocacy, her description of her gutful of society’s misconceptions about disability. I am inspired too by the recovery that came with work and purpose, her public speaking, her mentoring, support and encouragement for stroke survivors.


We must learn from this remarkable book how to offer help, especially to people with disabilities, to be aware of the emotional and financial toll disability imposes and to hold fast to the principles of the human rights doctrine about the dignity and worth of every human being.


Emma, we are indebted to you.
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The Honourable Quentin Bryce AD CVO



 





An inspiring and insightful read. An amazing true story of courage, compassion, and commitment in the face of devastating loss. Emma Gee’s story will move you deeply and her resilience will astound you.


Dr Russ Harris, M.B.B.S.
Author of The Happiness Trap


This book is a significant contribution to the ‘therapist as patient’ literature. At once ferociously intelligent and deeply felt, it is required reading for every health professional, every health consumer.


Nick Rushworth,
Executive Officer
Brain Injury Australia


Reinventing Emma is a moving tribute to the courage of one inspirational young lady who, although representative of many thousands of young people who suffer a stroke, is exceptional because she chose to find meaning and purpose from her condition. Her account of the sudden change of life as it once was, along with the partial loss of the very essence of herself, I found compelling. It was evident Emma found herself with two choices – she could spend her life mourning the fact that her dreams were now shattered, or do whatever she could to change what could be changed, without forsaking the insight to accept what couldn’t. So Emma learnt to push the boundaries of her impairments, and in so doing, she teaches those around her to do the same. Despite living in a society which values status and ability, the way in which Emma reinvents her life, teaches us that individuals should be accepted for who they are and whatever contribution they can make to society. This resilient young lady has reaffirmed my own belief that human development cannot be accurately determined by science, nor can potential be predicted, or spirit measured.


Cheryl Koenig OAM. 
Author & Motivational Speaker


Like Emma, I am an occupational therapist, and I have worked with many stroke survivors. Reinventing Emma taught me many additional things about stroke, including strategies that other stroke survivors [and therapists] can use to improve their quality of life. Emma’s book is beautifully written and a pleasure to read with great real-life stories interwoven throughout and will leave you wanting more


Dr Annie McCluskey,
Senior Lecturer in Occupational Therapy,
The University of Sydney



 





Introduction


I’ve been on a challenging yet amazing journey over the past ten years. My life has been turned upside down in ways I could never have imagined. In 2005, at the age of 24, I survived a haemorrhagic stroke and went from being a young, sport-loving, professional woman and full-time therapist, to being a helpless, dependent nonentity. Overnight I became a powerless patient, like the ones I had been caring for. The roller-coaster ride that began with a sore knee has led me on a totally unexpected and unimaginably difficult journey. And yet everything, both good and bad, has shown me, surprisingly, what is possible when you accept life’s challenges.


The sudden transition from therapist to patient has given me a completely different perspective. When I first reached the point in rehabilitation where I could read and write again, I had a passion to share my insights about life as a patient. I decided that this book would be for other health professionals. With that in mind I started a Masters degree but quickly realised another qualification was not going to help me to impact people as directly as I wanted to. I felt as though I needed to make a difference right now.


I’ve walked in the shoes of a patient and I want to tell that story. I’ve realised how much health professionals really don’t know about what it’s like to be a patient, and how even the little things they do without noticing can affect someone else’s path to recovery. I now know so much more about improving the quality of life for patients and their supporters. And the bigger lesson I’ve learnt, and want to share with everyone, is the importance of resilience when life doesn’t go to plan.


It’s taken me quite a few years to write this book. Always a keen diarist, I faithfully recorded every amazing and terrible thing happening to my body, from the first mysterious symptoms through to waking up after being in a coma. My writings range from serious attempts at storytelling to scraps, strings of words that were all I could manage at times to describe the nightmare world I had found myself in.


I’ve heard plenty of inspirational stories, read books and seen movies about people who have survived in the face of great personal odds. Those stories helped me but they also intimidated me a little when it came to writing about my own experience. I don’t feel as though I’ve accomplished an amazing feat and, even though I work as an inspirational speaker, I find the title doesn’t sit comfortably. My journey seems more mundane. I’ve survived and I go on surviving day to day. That is what I want to share. This book is not all about success, but an authentic account of overcoming the difficulties I’ve encountered and still do encounter every day in my stroke recovery.


This is only my experience. Despite undergoing a life-changing event at a young age and learning to live with disability, I could never presume to fully understand how a brain injury may have affected others. A stroke, whenever it happens, is a terrible and life-changing experience. Everybody’s story is different and, although we share many struggles with tiredness, and lack of understanding, support and motivation, disability comes in many forms. It can happen at varying life stages and impacts us and those we love in many different ways. I hope my story can help not just those who have gone through their own personal nightmare, but also give some insight and extra understanding to those who love and care for them.


Lying in intensive care I never imagined I would have balance in my life again. In fact, I am dumbfounded that I have been able to reinvent myself and pursue what I love. I have developed amazing relationships, returned to meaningful work, begun my own business and written a book, all while continuing to juggle my seemingly never-ending rehab. But I have learnt that it’s not what happens to you that matters, it’s how you choose to deal with it.



 





Chapter 1


Beginnings


“Open your eyes Em!” a voice instructs. 


I’m too tired to know what they’re asking me to do. I am lying on my right side. All I can taste is blood. All I can feel is cold. All I can hear is my twin sister’s nervous chatter and my older sister quietly sobbing. I’d prefer to sleep. 


I do.


Again a voice pleads, “Darling, please open your eyes.” Now someone’s holding my hand, their thumb delicately moving from side to side. It’s a familiar voice and a familiar touch. I tell myself to open my eyes. I try but it doesn’t work. I’ll speak to them later. Right now I need to sleep.


“You’re OK, the operation went well,” someone is saying, too loudly. I fight my way out of strange nightmarish dreams. I’m cold, tired and I don’t like this place so I instruct my body to curl up in a ball and drift back to sleep. But my body won’t budge. Perplexed, I try to concentrate harder on moving any body part, even wriggling my little finger would be OK. But again my entire body stubbornly remains still and limp. I’m trapped in a bubble inflated by sickly smells of blood and disinfectant. I try to cry out for help but no words come. Nothing works. My body is broken. I can’t move or speak. This wasn’t what I planned when I made the decision to have this operation.
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For the 24 years leading up to this, life had been sweet. I entered the world on the 28th of July 1980, seven minutes before my twin sister Bec. I had those minutes alone with my doting parents until the doctor declared, “Bloody hell, there’s another one in there!” 


Mum gasped, “Another what?”


My shocked Dad murmured, incredulous, “Lyn, we’re having twins!”
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Lyn Gee cradling her newborn baby girl twins on the 28/7/1980.


Unnamed, we were known as ‘Twin 1’ and ‘Twin 2’ for three days, and were left in hospital while Mum and Dad bought another one of everything and prepared my two older siblings for the arrival of their twin baby sisters.


Growing up as an identical twin had its good and bad points. I always had someone to play with. From Grade One we were deliberately separated to help us form our own identities. We both had bobbed blonde hair, identical gappy teeth and answered to each other’s names. Even our older sister and brother often failed to see us as two separate little individuals. In fact, Mum tells the story about my three-year-old brother Pete lying on the carpet and playing roughly with us when we were just four months old. Mum cautioned him. “Darling, please don’t be so rough with the girls, they’re only little.” Despite her warning he continued to tumble, poke and prod.


“Peter, what did Mum say?” she pleaded, walking over to scoop us up, balancing our fragile bodies on her hips.


Pete grinned and reassured her. “Don’t worry Mum, if one cracks open we’ve always got the other one!”
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Em and Bec’s first day of school, Melbourne 1986.


Little did anyone realise that 24 years later one would ‘crack open’ and what challenges that would present.


We looked the same, but we could act differently. Bec was strong, stubborn and unstoppable whereas I was the sensitive one. I longed for her strength of character. Bec was always more daring than me in tackling the unknown. She’d jump off diving boards and climb high trees while I hung back. 


“Face your fears,” she would say to me. One day I would become master of this, but what my sister didn’t say was that facing your fears doesn’t necessarily make them go away. 


One way of overcoming fear is to remember the nice things. My childhood was a huge portion of my disability-free life and so it’s a favourite thing for me to remember. A time when I ran from place to place and was just another ‘normal’ kid. A time when I went around and around the skating rink for fun, when a grazed knee was healed immediately with a kiss better or a Band-Aid.


I remember our neighbourhood as an exciting little world of its own – a kingdom where we kids reigned free and independent. My very favourite people in the street were the Mullins family. They weren’t quite next door. There was a house between us but we ignored that and spent most of our time dreaming up ways to connect our houses – flying foxes and underground tunnels. I spent a lot of my childhood playing with the Mullins girls. We had sleepovers, built cubby houses, spent hours playing board games and went on bike rides.


But the biggest influence in my life was my family. There were six of us, my parents and four kids – my older sister Kate, my brother Pete, my twin sister Bec and me. Although we had normal sibling quarrels, we grew up in a loving and nurturing place and came to love and respect each person’s individuality. My parents were great role models, their contrary personalities along with their aligned life values balanced perfectly. Mum’s a sensitive down-to-earth person, always there for you and very open. Dad is very private, pragmatic and able to distance himself from a situation. At the same time he is very loyal. Their Christian faith was always at the centre of their lives and mirrored in all that they did. They provided us with a secure, accepting environment, at the same time challenging us with new opportunities and adventures. Our parents captured the potential in all four of us and we felt valued and believed in. They ensured we were grounded, exposing us to those less fortunate and in their regular acts of generosity and community involvement they instilled in us a strong sense of personal values. These were never forced upon us. Rather they seemed to subconsciously plant seeds in us, weaving them through the way they went about their lives. As Bec and I were identical twins, they always tried to make each of us feel unique and seemed to effortlessly distribute their overflowing love to all of us kids evenly.
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Em clicking her heels, Anglesea 2002


The importance of family was paramount in my mum’s childhood, so we spent many holidays with our extended family on my grandparents’ farm, ‘Springview’, in Young, New South Wales. Here there were 1000 acres to explore and have adventures with my cousins.


My grandpa would welcome us with a tight squeeze, clenching his false teeth in preparation and effortlessly lifting our four dangling bodies in unison. Then my aproned grandma would appear and our bellies would soon be full, after consuming her amazing spread of home-cooked food.


On the farm we were invincible and free. I longed to be tough like my country cousins. Each stay I would try my best to push aside any urges of complaining about teeny scratches or fearing getting dirty. We milked cows, fed the foul-smelling pigs, made cubbies in the pine trees and lit bonfires. As city kids we loved doing non-city things like riding motorbikes and running barefoot on dirt tracks. While recalling these times reminds me of all of the things I am no longer able to do, at the same time each memory is precious and makes me appreciate the wonderfully wild and active childhood I was lucky enough to have. In some way each farm trip reset my perspective on life and left me feeling rejuvenated and revived.
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Uncle Tim, Kate, Pete, Em, Bec & Tom at Springview, NSW 1988.


Holidays over, I was excited to resume my busy city lifestyle where I took up as many activities as I could manage. From early primary school I learnt classical ballet and loved the discipline, creativity and grace involved in performance. I also fell in love with long-distance running and netball. Throughout high school I became involved in everything. Whether it was drama, dance, music or sport, I tried it. In most school drama productions I was guaranteed a role as a twin. Bec and I played Tweedledee and Tweedledum. In another play we were cast as twin grandmas, delivering our lines in unison. If the script didn’t have twin characters, they were added.


In reality, though, by high school Bec and I were starting to form more separate identities, and I was getting a feeling for who I really was. I enjoyed being with people and caring for them. As a lot of my family were in the health professions, and two of my aunties and my older sister were occupational therapists, I started to think about a career in the health sciences.


During those last years at school there were shadows on the horizon. In 1997 my mum was diagnosed with Type 1 Diabetes and later with a cavernous hemangioma (a type of brain tumour that had destroyed her optic nerve, causing her to lose the sight in her right eye). Then my twin sister was hospitalised with a stomach condition and had to have sudden life-threatening surgery. It was my first realisation that life didn’t always go according to plan. They both recovered and even though Mum had vision loss and Bec couldn’t sit her exams that year, it didn’t really affect my life hugely. I was House Captain, and finished Year 12 with a score of 93.5. I felt invincible. Nothing was going to get in my way. Career, marriage, children, it all lay ahead. So I thought…



 





Chapter 2


A Taste of the Future


In 2003, three years into my occupational therapy degree, I decided to take myself off to Tanzania for a few months. Looking back, I can’t believe I did this. I’d led a sheltered life and hadn’t even done the Europe trip like most of my friends. Mum was very hesitant to let me go and insisted I wear a wedding ring to ward off any admirers. It didn’t work. I had 18 marriage proposals in three months! I volunteered as an assistant at the Tuppendane Centre in Maji Ya Chai village, Arusha, where my job was to help care for and educate 70 street children.
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Em takes a break from her studies, caring for 70 street children in Arusha, Tanzania 2003.


Tanzania certainly provided the challenge I was looking for. There was no electricity or water, and my accommodation was a rat-infested concrete blockhouse. The guard of the centre would lock me in at night to keep me safe, but inside was worse than out. I was trapped inside with the furry creatures, and plugging the gaps in the walls with my camping socks didn’t deter them. All night rats would squeal and run around the room and clamber up and down my mosquito net as I pelted them with boxes of medication, the only weapons I had. It was a hideously claustrophobic experience that I was to relive in a surreal way years later when I woke up in hospital trapped inside my own body.


Being the only mzungu (white person) in the small village, I stood out, something I’m used to now but wasn’t then. On my daily walks I was joined by a stream of African children, my blonde hair was patted for good luck and everyone would say, “Good morning to you!” It was the only English phrase they knew and they used it whether it was morning, afternoon or night.


Living in a third world culture was a huge eye-opener. ‘Sick days’ didn’t exist, even though many villagers were constantly suffering from malaria. Complaining, I soon realised, was just not part of their culture. One day I had lunch at a villager’s house and was saddened to see his two-year-old son with a severe eye infection. He was too young to complain but even if he was able to I’m sure he would not have mentioned his discomfort. His family couldn’t afford medication, and the only way I could help was to buy him eye drops. Now, when I constantly suffer eye infections, I can’t imagine letting them go untreated.


Seeing the lives of the children in Africa was like being on another planet. I couldn’t believe how sheltered my life had been. Typically I’d pass children on my walk through the village carrying buckets of water on their heads. Four-year-olds would be put in charge of ten cattle and a donkey, with only a stick to control them. Children seemed almost expendable; mothers would plead with me to exchange their newborns for a few dollars so they could buy a bag of rice.


A disabled child was a source of shame. Once I saw an African lady carrying ‘dizzies’ (bananas) on her head, and carrying a newborn baby on her back covered by a sarong. It was hot and I thought she was protecting him from the heat. Then a local villager approached her and they exchanged words about the new baby. The mother lifted the shield, I assumed to show off her new baby, but both mother and onlooker pointed and laughed at the baby, who had Down Syndrome. He was clearly regarded as a reject.


Another cultural learning curve was when I witnessed one of the 70 orphans in my care, an eight-year-old girl, being sexually abused by a nine-year-old boy. When I told the visiting social worker about it, assuming he’d be shocked and take some kind of action, he just said, “Emma, they are street children, and Amelia is retarded!”


I was outraged at his words. “Well surely that is even more reason to act now!” He didn’t seem fazed by my anger and went on crunching on his maize. I couldn’t believe he could swallow it.


At the Tuppendane Centre I was quickly thrown in the deep end. A few days after I arrived the head of the centre disappeared with the large sum of money I’d paid to the volunteer organisation. Then the sole nurse left to give birth, leaving me in charge of the health and education of all of the children. Overnight I became nurse, teacher and mother to a wild bunch of non-English-speaking orphans, ranging from toddlers to young adults. With the extra challenge of no water or electricity, my twin sister’s motto of ‘face your fears’ was truly put to the test.


As bad as things were, I was surrounded by uncomplaining Africans, so I really had to rise to the occasion. Before I could get anything done I needed to be able to communicate with the children, so I set about learning some basic Swahili. They had no shoes, so I bought a hundred pairs of malopas, the African version of thongs. I also purchased rat-proof barrels in which to keep food, and contacted a toothbrush company in England and asked them to sponsor the centre by sending toothbrushes. Most of the kids had fungal infections on their scalps, so I also launched a haircutting and treatment program.


Living within a very vulnerable community was a huge personal challenge. My experience there unmasked qualities that I didn’t know I had. Away from my ‘twinness’, my dormant stronger attributes, qualities that I had thought only Bec had, revealed themselves. Travelling alone, I was forced to be more direct, strong-minded and assertive. I also saw firsthand the importance of many human skills like communication that I’d taken for granted. When living in Africa I had to rely heavily on facial expressions and body language to work out what was going on around me. In a strange way it was a foretaste of what was to come. Not being able to speak the language made me feel isolated and helpless, like I would later feel when I lost the power of speech.


In Africa I really saw and understood what discrimination means, something I now experience daily because of my disability. The frustratingly slow-paced culture taught me patience, which I’ve certainly needed through my long months and years of rehabilitation. It was also a real-life lesson in taking the time to understand where the other person was coming from, rather than just acting like the ‘expert’. Later, when I became a patient myself, I learnt to value therapists and others who used this empathetic approach.


I only spent three months in Africa but they were intense. What had been seemingly important in the western world became irrelevant. I learnt that when faced with any obstacle and out of your comfort zone, you can still have control over how you choose to deal with things. Their ‘live one minute at a time’ approach made me see how much I had been focused on acquiring certain possessions, achievements and status before I could be content. The African people had little but it didn’t seem to affect their happiness in the present moment.



 





Chapter 3


Signs of Something Wrong


After those extraordinary three months in Africa I came back keener than ever to finish university and start a career where I could help people and make a difference. I graduated from La Trobe University with a Bachelor of Occupational Therapy (OT). As an OT my role was to get people who had an injury back to engaging in everyday activities. My first job was as a locum at Caulfield General Medical Centre (CGMC), the same place I was to end up as a patient a few years later. 
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Em graduates with a Bachelor of Occupational Therapy, La Trobe University 2003.


Right from the start I loved my job. Through university I’d worked in a pharmacy and counted the hours and the dollars. As an OT, I was doing something I was passionate about, so being paid seemed like a bonus. 


After Caulfield I began working at the Royal Melbourne Hospital where as a new graduate I was rotated through different areas. I worked in rheumatology, back care, pain management, hand therapy and neurology. In back care the caseload was fairly routine work, mainly WorkCover patients. But in neurology the work was much more varied and interesting. I worked with people in their own homes, for example, helping someone with multiple sclerosis relearn how to shower or a hairdresser who had had a stroke relearn how to cut hair. The gains were obvious and rewarding and I enjoyed the holistic nature of the work, being with people in their own environments. I quickly grew to love this area of OT. 


By February 2005, though, I was ready for a holiday. I hadn’t had one since Africa 18 months earlier, and I felt I needed reviving before giving the new job my best shot. I’d just broken up with my long-term boyfriend and was ready for some quality girl time. With three of my closest friends, Al, Fi and Kiri, I set off to spend two weeks in Sabah, Borneo. It was an active holiday; we climbed mountains, snorkelled off the islands, saw the orang-utans and explored the local markets, enjoying the Malay culture and amazing food. 
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Reaching the peak of Mt Kinabalu, Malaysia at sunrise (Fi, Kiri, Em and Al). This climb in April 2005 precipitated Em’s AVM bleed.


It was in Malaysia that I began to notice some strange changes in my body. Because we were in the tropics we had to take anti-malarials and I had chosen doxycycline, which has a side effect of light sensitivity and nausea. As well as those symptoms I began to experience back pain and found I was a bit clumsy, but I put it down to the the drug and perhaps just being too relaxed on holiday.


The big thing we all wanted to do on this trip was to climb Mt Kinabalu. It was over 4000 metres high but in the Lonely Planet guide they said the climb was easy and that “Grandmas could do it,” so I wasn’t worried. I was fit and I had packed knee tape as a precaution because my knees had suffered in the past as a result of netball. We ascended the mountain in silence, like a human snake. I was ahead the whole way, followed by my friends and rounding us up was our porter Ami. All you could hear were our increasing gasps for air. Step by step. It seemed endless. We were told that as the altitude increased, the foliage would change, but I didn’t expect bodily changes as well. 


The plan was to reach the top of the mountain for sunrise. It was pitch dark. We’d walk ten metres and need to stop to catch our breath. Grandmas couldn’t do this! I was struggling and we weren’t anywhere near the top. I had an excruciating, piercing headache and my left side was painfully freezing. I didn’t say anything, partly because I felt paralysed with the pain, but also because I assumed everyone else was feeling the same. 


The exhilaration of reaching the top and looking down at the clouds justified the tiredness and pain. Sharing that moment with friends had made the struggle worthwhile. Then of course the exhilaration turned to dread. The saying, “What comes up, must come down,” was true. The human snake reversed, and we set about crab-stepping down the mountain. The novice climbers we passed asked, “How was it?” and we replied, “Fine.” On the way up we’d asked the same question and got the same white lie reply. There was no point in telling them how hard it was. They had to experience it to truly understand.


After the big climb we had three days of sleeping, snorkelling, diving and eating to get over the ordeal, but my body didn’t feel right. I was ultra-sensitive to light, my skin blistering easily, so I decided to go off the doxycycline early. The risk of malaria seemed preferable to these horrible side effects. I was also clumsier than usual but I put that down to being an after effect of the climb. The plane trip home was agony. My neck and back were excruciatingly painful. Unable to sit, I lay on the airport floor and spent the entire flight walking up and down the aisles, while the other girls slept.


The day after my return I started work. In spite of the strange symptoms I’d returned with, I was otherwise brown, rested, refuelled and ready to put lots of energy into my role as a neurological therapist. I didn’t realise that it was my own brain that was about to become the centre of attention.



 





Chapter 4


The Mystery Deepens


After that holiday I felt my real self, independent at last. After a series of back-to-back relationships I was determined that ‘boy’ issues would no longer dominate my life. I was moving forward. 


I began going out more and being more spontaneous. Sport had always been a huge part of my life. Now I’d discovered the thrill of running and was doing regular 15 kilometre runs. I’d recently done a half marathon and was training for the next one. I was playing netball twice a week and enjoying living in a share house and spending lots of time with friends. I loved my present single status.
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A tiny taste of the marathon ahead, Em completes the Melbourne half-marathon, 2004.


Work was also a joy, and I was getting more passionate about neurology. One of my patients was a 36-year-old woman who had had a stroke while giving birth. She was battling many physical and cognitive difficulties, but she was soon feeding, holding, dressing and bathing the baby. It was inspiring to see her progress and it definitely confirmed my love for rehab. She was soon home again with her little family, in her own place, where she clearly wanted to be. Seeing her life suddenly turned upside down at such a young age should’ve shown me that things don’t always go the way you plan. But I was too absorbed in my own happily organised world to notice. 


Life was good but I was getting increasingly worried about my body. It seemed to be ‘out of sync’. I felt as though mentally I had to push my limbs to keep going, and concentrate harder to make my body parts move. When I ran, now I had to focus on each step to make sure it happened. It was no longer automatic. Before this, I had sailed along and let my mind wander on important topics like clothes shopping or where to go for dinner. Movement no longer seemed to come naturally; rather it felt robotic and forced. I was walking weirdly and becoming clumsier, often misjudging distances between objects and running into things, particularly on my right side. My housemate even said one day, “You Ok Em? You’re not walking right.” I brushed that comment aside and said I was just tired. But his words added to my growing fear that something was really wrong.


My eyes became super-sensitive to light. I couldn’t go outdoors without sunglasses and even started wearing them inside when I was alone. The back pain and headaches were the worst. Although I was already very fit, I joined a gym, thinking that a weights regime might help my core stability and strengthen my back. By then painkillers had become part of my daily routine, the strongest ‘over the counter’ ones I could buy. I was measuring my day in six-hour segments, waiting until I could take the next dose, even though they weren’t even touching the pain. I was grumpy and irritable and it began to affect those around me. As well as the pain there was the lack of sleep and, combined with the clumsiness, I was finding it increasingly difficult to function.


After another night of pain and poor sleep I woke on Monday 28th of March 2005 with a weird feeling in my leg. Ignoring it, I got up and picked up a heavy basket of washing to hang out before I went off to start my day’s long ‘to do’ list, which included a 15-kilometre run. As I went down three steps of the internal staircase I heard a distinct ‘pop’ behind my left knee. It was quite painful. I remember saying to my housemate, “My body’s falling apart!”


But I wasn’t about to let a sore knee get in the way of my day. I had a string of social occasions before my run and a netball game that night. Off I went to have breakfast and shop with my sister, followed by coffee with friends. By mid-morning I had a little limp. It didn’t deter me, but by lunchtime it was becoming worse. As the day went on my jeans were becoming progressively tighter as my knee swelled. Bec thought we should check with Dad, as he’s a doctor, so we drove over to my parents’ house. Dad suspected a Deep Vein Thrombosis (DVT) and said it should be checked out. My parents had guests over for dinner so Bec offered to drive me to hospital. I still wasn’t taking the situation seriously, annoyed that my knee was upsetting the day’s plans. On the way to the Emergency Department Bec and I joked about my funeral and who would give my eulogy. Neither of us had any idea how close such things were to coming true.
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