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	Praise for Locked In – Daring to Break Free

	Locked In – Daring to Break Free is unflinching, courageous, and com-passionate. It is searing, heartbreaking, and also informative. 

	The language is well carved and keeps a fine pace, the sentences are well honed. It shows readers not only what it means to grieve openly but also how to grieve. And it will provide inspiration and guidance for all who face not only the vicissitudes of grief but must navigate the dehumanizing medical systems that give hope and then steal it away. Throughout the memoir, Katrin Den Elzen demonstrates the chronological dislocations of trauma; she also portrays the tender connection between her husband and her - evidence of the continuing bonds that mourners hold onto. 

	To be able to signify mourning and pain is a human feat; to write about it is an even greater feat, too. 

	 

	Judith Harris, (PhD). Poet, Author of three books of poetry, including The Bad Secret, which was nominated for the Pulitzer Prize, and the highly acclaimed book Signifying Pain: Constructing and Healing the Self Through Writing. 

	 

	How does one imagine the unimaginable: the loss of one’s beloved young husband to a stroke that could have been prevented by competent medical treatment? In this harrowing story, Katrin Den Elzen succeeds in conveying her husband’s locked-in syndrome and her own sense of being imprisoned by anguish and despair. Readers will be deeply moved and inspired by her experience of love, loss, recovery, and resilience. Perhaps most important, readers will discover how writing enables her to escape from her own locked-in existence. 

	Insights abound in this masterful memoir that chronicles her journey from being a student of grief to an expert on wellbeing. 

	 

	Jeffrey Berman, Distinguished Teaching Professor, Department of English, Author of 22 books, including his grief memoir Dying to Teach: A Memoir of Love, Loss, and Learning and Writing Widowhood: The Landscapes of Bereavement.



	




	 

	Locked In – Daring to Break Free is a spellbinding memoir and an exquisitely expressed portrait of life, love, and traumatic bereavement. The story takes the reader through the natural stages of young love, marriage and family life, to the extreme hardship of sudden acute illness, and eventually to the choice that only the bereaved can make: will I allow myself to be happy again? Can I move forward without guilt and bitterness? I was moved to tears many times as I read this book and recommend it to anyone who has the secret hope that hardship - while ripping away our certainty - can also open our hearts if we are willing to be deeply honest with ourselves. What made this story unique and stand out from other widow memoirs is the author’s incredible ability to reflect on her journey while staying close to her feelings. It also begins with the meeting and love story, instead of her spouse’s death as many memoirs do. Katrin Den Elzen weaves perfectly paced vignettes of the love story to an unflinching account of her husband’s illness. In this way, it represents the full context of the meaning and impact of the loss of a beloved spouse. This book is also a testament to the power of writing for wellbeing - it is superbly written and despite the grief, Katrin succeeds in sparking the reader to feel hope and move towards wellbeing.

	 

	Dr. Reinekke Lengelle, award-winning author of Writing the Self in Bereavement: a story of love, spousal loss, and resilience.

	 

	 


 

	About the Author

	Katrin Den Elzen holds a PhD and a Master’s in Creative Writing. She is a grief counsellor, researcher and Writing for wellbeing facilitator, and is widely published in academic journals on grief, loss, and post-traumatic growth. She was special editor for the British Journal of Counselling and Guidance for the two special issues on Living with Loss. Katrin has published the book Writing for Wellbeing: theory, research and practice (2023) and teaches graduate counselling students in Writing for Wellbeing. She lives in Perth, Western Australia, her chosen, sunny home.

	 

	 

	 

	 


 

	Foreword

	Curiously, perhaps, I should preface my comments about Katrin Den Elzen’s astonishing grief memoir, Locked In – Daring to Break Free, not with a remark about her personal disclosures, but rather with one of my own. In the course of my career, I have been requested to draft countless brief endorsements of books written by colleagues known and unknown, nearly all of them worthy and a handful positively inspired or inspirational. But if only because of the sheer number of such requests, I must confess that only in a few instances did I read every word of the book sent me; balancing the blurbs with the rest of my very full life commonly required me to skip and skim text, and concentrate on representative content that particularly called to me. This was typically enough to convey the style and substance of the work, and to position me to offer my recommendation honestly to potential readers. And of course, I am realistic enough to realize that a similarly selective scanning of my own books characterizes the great majority of the endorsements of them offered by others!

	But with Den Elzen’s book, this simply was not possible for me. From the opening vignette to the resonant reflections with which the book concluded, I was hooked, drawn into a deeply authentic account that time travelled between a magnetically captivating and evolving love story and a surreal and inexorable tale of tragedy, trauma and ultimately life transition. In limbic language that at times verged on the poetic without ever risking affectation, the author drew me into moments of almost indescribable beauty and horror in hospital rooms, hospice facilities, courtrooms, cafes and her own incandescently lit living room following the heartrending diagnosis of her husband’s brain tumor and resulting hydrocephalus, which resulted in months of unrelieved physical anguish for him, and years of psychological torment for her. Ironically, the neurologically “locked-in” condition of her husband, unable to utter a single syllable, finds eloquent expression in Den Elzen’s riveting account of his journey and her own through a world made alien by his injury and ultimate death. Grounding in the lucid details of settings, people and the crisply spoken dialogue between them, the author portrays her innermost emotions, intentions and ultimately discoveries, while situating them in the drably impersonal setting of a High Dependency Unit, the imposing context of a judicial proceeding, and the awe and majesty of a remote strip of coastline at which two oceans merge and meld. With equally acute attention to her inner landscape and that around her, Den Elzen takes us on a tour of liminal spaces, most of which the reader hopes never to occupy, as she also lays bare the incredible fragility of the human condition and the equally impressive quest for meaning and connection in the face of unutterable loss.

	Having worked as therapist alongside countless clients struggling with shattering losses of their own, I am hard pressed to think of one who would not have benefitted from reading this memoir slowly, savoring its emotional truths as I did, and being instructed by the author’s transparency and determination to reclaim life in abundance despite, or perhaps because of the enormity of her loss. Throughout, Den Elzen speaks with candor and artistry to the heart of our mortal existence, to our capacity for resilience, and to the hard but necessary choices that gradually return a sense of wholeness and growth to a world hollowed and shrunken by traumatic bereavement. It is a book for every heart that has been broken open by grief, and for every friend or professional who commits to stand and eventually walk beside a mourner toward a future that is deeply informed, but not dominated, by the past.

	 

	Robert A. Neimeyer, PhD

	Director of the Portland Institute for Loss and Transition, 

	Professor Emeritus of the Department of Psychology, University of Memphis. Author of 35 books, including Living Beyond Loss: Questions and Answers about Grief and Bereavement, and over 600 journal articles and book chapters. 

	 

	 


 

	Author’s Note

	In writing this book, I drew upon my personal journals, my husband’s medical notes, court transcripts and researched facts and called upon my own memory, in particular emotional memory, of these events. I have changed the names of medical staff and some individuals to protect their privacy. The GP and the lawyers involved in the medical negligence trial have been given pseudonyms. 

	 

	 


 

	 

	A memoir forces me to stop and remember carefully. It is an exercise in truth. In a memoir, I look at myself, my life, and the people I love the most in the mirror of the blank screen. In a memoir, feelings are more important than facts, and to write honestly, I have to confront my demons.

	Isabel Allende
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	Cairo, February 1984. 

	It is a sunny, wintry Friday morning. I am waiting for my train to arrive. A trace of cardamom lingers in the air. A singsong, disembodied voice bellowing a seemingly never-ending prayer through loudspeakers grates on my ears. Two women dressed in full-length, dark blue traditional robes with long veils walk past me. The heavy, textured material sways with each step. The eyes of a large throng of soldiers stare at me across the tracks like a crocodile surveying its prey. I pull down the long sleeves of my black T-shirt to my palms, wrapping my fingers around the material. Acutely aware that I’m on my own, and only nineteen, I clutch my train ticket, checking the carriage number again, making sure that I’m standing in the right spot. I pull my arms across my chest, hugging my torso. My gaze wanders up and down the platform and lingers on several small groups of backpackers further down, about a hundred metres away. I’m startled when a young Egyptian man wearing a crisp business shirt speaks to me. 

	“Excuse me, can I help you, Miss?” Noticing my look of surprise, he continues, “You seem a bit lost and I work for the railways.” 

	My hand points towards the backpackers. “Yes, you can help me. See those European travellers over there? I’d really like to be seated on the same carriage as they are.”

	He nods. The train pulls into the station, screeching. We race along the platform. All the foreigners get on at the same carriage. I get on too. Inside, only one young man is on his own; the others are all seated in pairs. Animated voices infuse the compartment with excitement. I point to the empty seat, asking the young guy if it is free. He nods and breaks into a smile that lights up his face. 

	“Hello. How’re you?” he asks, his head tilted lightly to the side. 

	I sit down and lean back into the seat to catch my breath, and, after a moment, respond with a hello. 

	“I’m Mark. What’s your name?” His smile, wide and open, has settled in. A woollen, moss green sleeveless top shows off his muscular arms. 

	As we pull out of the station, the carriage is lit by brilliant sunshine.

	“I’m Katrin,” I reply. “Where’re you from?” 

	“I’m from Australia, from Melbourne.”

	“Oh, I’ve never met anyone from Australia before.” A sudden surge of heat sets my face on fire. 

	“And you?” He leans slightly towards me. “You’re from Germany?” Transfixed by his jungle green eyes, I nod.

	A few stations later a man carrying a chicken in a cage appears next to me, holding onto a ticket. I fumble through my bag, extricate my ticket and gesture that I have a numbered seat elsewhere that he could have. Without changing his impassive expression, he turns to leave. 

	“Phew!” I slump into the seat. 

	Mark stands up, and, with a cheeky smile, points his two index fingers first at me and then towards his seat. As I slide across to the window seat I brush past his chest. My heartbeat quickens. He breaks off a piece of his stale bread and offers it to me. 

	“So where’ve you just come from?” I enquire. I lean towards him to take the bread. 

	“For the past three months I’ve been on a kibbutz. My job was to carry bunches of bananas. Pretty hard work, but then I had a lot of fun. It was great actually, meeting so many people.”

	I smile and try to get a closer look at him. He is athletic, bronzed and radiant. His blonde curls are sun-bleached. I snuggle into my seat. 

	“Have you travelled much?” I ask.

	“Well, I went to India for a month before Israel, but this is my first trip overseas,” he replies. 

	My eyes widen in surprise. “Really, you’ve never been overseas before, never left Australia until now?”

	“Yep, that’s about right.” 

	“And how long are you planning to travel this time?”

	“About a year. After Egypt I’m off to Europe. I’ve got relatives in Holland … I look forward to meeting them, actually.” He puts his bread in a crumpled paper bag. 

	“What sort of relatives?” I’m curious. 

	“Aunties, uncles and cousins,” he explains. “Both my parents were born in Holland. Though they met in Melbourne.” 

	For twelve hours we sit and talk – or rather, Mark chats and I soak up his stories: swimming in Wilsons Promontory, a comedy club called The Last Laugh in Melbourne. I have no inkling that his chattiness is unusual, that he does not normally talk this much. Engrossed, I stay awake. 

	Eventually the train pulls into Luxor. Both of us get up. Luxor is near the Valley of the Kings, a major tourist site. I’d thought that all the backpackers would get off here, but surprisingly Mark and I are the only travellers leaving. Here we are, walking through the village looking for accommodation. As darkness sets in, we come across a budget hotel that appears quite clean. A local man, wearing a dark blue suit, approaches us in the lobby. He speaks impeccable English. 

	“You two will follow each other around the world,” he remarks. 

	Mark and I exchange a bemused look.

	“We’re not a couple, you know,” Mark says. “We actually just met.”

	Undaunted, the man replies, “I’m telling you. You two will criss-cross the globe for each other, settle down and get married.” 

	After a while, we find out that this man is a senior pilot for Egypt Air. The strange prophesies he has made clash with his distinguished appearance.

	~

	Perth, Australia, February 2004. 

	“Your husband is on the brink of dying.” 

	All the noise and sounds of the Emergency Department evaporate. 

	“The only thing that might save his life is emergency surgery at Sir Charles Gairdner Hospital,” the doctor continues, clutching her clipboard. “Fremantle Hospital doesn’t have a neurology department.”

	Four days later, the team of neurosurgeons turned and hurried out of the Intensive Care meeting room. The walls started to spin. Mark, as you know him, is gone echoed through my head. Ricocheting around, bouncing off the sides. Impossible to settle. Impossible even to slow down. 

	I was close to fainting. My legs buckled and gave out. Jonnine grabbed me and the two of us stumbled through the milky sliding doors of the ICU. Ina, one of my oldest and closest friends, rushed over to me and sat me down. The room continued to seesaw. I was barely keeping a grasp on reality. I no longer seemed to inhabit my body. Numbness blurred my vision. Ina got hold of a paper bag, held it around my face and told me to breathe into it. 

	She decided to take me to the Emergency Department, as the ICU staff was not allowed to supply medication to me. A male orderly turned up with a wheelchair and placed it alongside my chair. I felt two pairs of arms on either side of me raise me up like a rag doll.

	As I was wheeled into the ED, we headed straight for the spot where Mark had been lying just four days earlier.

	“No, no,” I cried out. I raised my hands in front of my face. The image of Mark lying on a stretcher surrounded shoulder to shoulder by white coated medical staff haunted me.

	Despite my palms covering my eyes, absorbing the neon lights into blackness, sharp memories in high definition from the previous Friday invaded my mind. Mark had kissed me goodbye as he left home for work. By mid-morning he rang me up. His barely audible voice whispered to pick him up, said that he felt too dizzy and nauseous to drive. After looking up the address he had given me in the street directory, I phoned Jonnine, who lived around the corner, and together we raced there with the children perched on the back seat, silent. Once I got him to the Emergency Department, Jonnine took the kids home. 

	Mark deteriorated at lightning speed, thrashing his body about in agony. I stared at him, shocked by the ear-splitting beeping the monitors spat into the room. Finally, the medical staff whisked him off for a CAT scan of his brain. It was then that the young doctor, her forehead creased, told me Mark was close to dying. 

	An ambulance raced Mark, with me in the front clinging to the handrail on the dashboard, to the other hospital, half-way across the city. And he ended up in the same area of the ED that I was in now. Frozen in time for an excruciating eternity, he had remained there before finally being taken to the theatre. 

	“Please get me away from here,” I begged Ina. 

	It required all of her persuasive skills to get the orderly to wheel me around the corner, where I faced a different part of the ED. A nurse helped me into a bed. All I remember is her white short-sleeved top and a round silver stop watch dangling from a chain from the breast pocket that sported a small bright red stripe. She diagnosed shock. A doctor prescribed tablets. 

	Slowly, it came back to me what had happened. I had been in a meeting with Dr. Nemeth, Head of the Neurology department, in the ICU. As I had walked into the small, oppressive room he stood there, flanked by several male doctors, and came straight to the point. He saw no need for a greeting or introductions. His eyes looked straight past me, as though he was addressing the wall behind me. 

	Ina moved her chair close to my bed. I squeezed her hand. As I raised myself up on the pillow, she slid her arm around my shoulders, her head close to mine. 

	“Ina,” I whispered, “the doctor said that Mark’s got total brain damage.” I paused, remembering Dr. Nemeth’s impassive face, his rigid body. “He said that there’s no hope of recovery. That Mark, as I know him, is gone.”

	Ina’s head dropped onto my head. She squeezed my shoulder. 

	“He told me that Mark has a very rare brain tumour.”

	Ina lifted her head, still holding onto my shoulder. 

	“He said that the removal of the tumour isn’t possible right now because of the swelling of Mark’s brain,” I whispered. “Then he talked about some other surgery that I didn’t understand.”

	“And?” Ina asked, her voice barely audible. 

	“He said that the third option is aggressive treatment, and that’s what he’s recommending.” My nails dug into Ina’s hand. “I asked him what that is … and he replied it means no treatment at all … That’s when everything went black.”

	Footsteps approached, rubber soles squealing on the linoleum floor. Dr. Steven Mayer, one of the registrars from neurology who’d been at the meeting, appeared next to my bed, his lips pursed. 

	“Are you all right, Katrin?”

	“Oh, Dr. Mayer, it’s you. No, I’m not. I can’t withhold treatment from Mark. It’s cruel, and it’s too much responsibility.”

	“It’s not a question of you assuming responsibility, but of us doctors suggesting what is in Mark’s best interest and of you consenting to our advice.”

	“What if this isn’t the right decision? Will I be living the rest of my life wondering whether I did the right thing? If something could’ve been done to help Mark?” I covered my face with my hands and then looked up at the doctor. “This is all so fast.”

	“Katrin, you will never be asked to live with that kind of responsibility; that would be inhumane. It’s our responsibility. We would never suggest anything that wasn’t in the patient’s best interest.”

	What? This morning the doctors had stressed the importance of waiting for the intense swelling of the brain to go down before making a diagnosis. And now all of a sudden that’s supposed to be irrelevant? No. Joschka and Rahel are too young to grow up without their dad. They’re only eight and eleven. 

	I was sure of one thing though – I was the one who needed to sign the consent form and that it was therefore my responsibility to be certain that it would be the best course of action for Mark.

	Jonnine came up to my bed. “The rest of the family needs to know what Dr. Nemeth said.” I could make out her swollen, red eyes. 

	Just then I remembered that Mark’s family, his mother and two sisters, as well as Mark’s father and his wife, had flown in from Melbourne. All were staying at our place. Mark’s parents had barely spoken to each other since their divorce twenty-five years earlier. 

	“They need to be told tonight,” Ina agreed. 

	“I can’t do it.” I shook my head. “I can’t even go home and see them.”

	“I’ll do it,” Jonnine volunteered. 

	~

	The scraping of the curtain on the metal rail pierced into my consciousness. Jonnine went off to look for the nurse. Ina closed the curtain around my bed, the curtain rings clonking against one another. Was it light green or light blue? It swayed onto my bed every time someone walked past. The world was miniscule inside this cubicle.

	“Ina, I need to tell my parents. Do you think you could call them at home in Germany?”

	“Yes, of course.”

	“I’d really like them to book a flight to Australia as soon as possible.”

	Where will I sleep? I wondered. I can’t handle going home with all of Mark’s family there. I wish though I could curl up in my bed. I can’t go to Jonnine’s house either as both Rahel and Joschka are staying there. I don’t want them to see me like this.

	Sometime later Ina returned to my cubicle. My parents had said that they would come to Australia as soon as possible. Ina decided to stay with me during the night. We worked out a plan to sleep at my friends’ place one street away from our home. Rahel and Joschka … My mind kept wandering to them. 

	We drove in silence through the night. Ina pulled her car into Pete’s concrete driveway and jerked it to a halt in the dark carport. Pete hastened outside. He and Ina supported my arms and pulled me out of the car. I stumbled along the grey square pavers to the front door. A single bright floodlight blinded me. We turned sharply to the right through a pair of old sliding doors. The textured glass was cold against my hand. Two single mattresses covered the living room floor between the wall and the sofa. I was gently lowered to the ground. A beam of white light shone across the windowsill and onto the dark material of the sofa. Unfamiliar shadows moved across the wall. My gaze wandered to a scarlet vase on a single bookshelf high on the wall. 

	I heard Ina’s short breaths. We were lying very close to one another, our shoulders and arms almost touching. The coughing of the aging air conditioner interrupted the silence. It blasted welcome cold air into the humid room. I placed two sleeping tablets in my mouth, their sugar coating smooth against my tongue. As I descended into a tablet-induced darkness, my mind drifted back to Egypt. 

	On the second last evening in Luxor we were walking back to our hotel along a dusty road. 

	I’m cradling a green scarab that I had bought just before in an overcrowded market stall at the side of the road among a cacophony of shrill voices and the sharp scent of cardamom and cumin. The sculpture sits flat and cool in my palm. Mark turns to me, his silhouette bathed in the orange hues of the setting sun. I look up at him and see the outline of the ancient temple against the glowing sky. The pale moon is beginning to show. 

	“Katreen, I was wondering, do you have any plans after Luxor?”

	The exotic pronunciation of my name bathes me in its soft ring.

	“Mmh, I want to see Mt. Sinai,” I reply.

	He hesitates, as if thinking something over. “Would you like to travel with me?”

	I nod. 
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	I woke up a few hours later, with the unfamiliar three-seater couch to my left and the wall shelf bathed in darkness. The old air conditioner rattled. The memories of the previous day forced themselves into my consciousness. I opened my eyes wider.

	Within seconds my mind was alert and sharp. I knew what had to be done. Rahel and Joschka had not seen their dad yet. They had to visit him before they received the news that he had extensive brain damage. I wanted them to see him through their own eyes, not through the view coloured by the neurosurgeon’s news. One look at me would have alerted them to the fact that something was seriously wrong. The best person to take them in would be Jonnine, as both kids were staying with her already.

	My mind was working with the precision of a Swiss clock. As the first daylight eased through the window, I made out the dark green and blue chequered pattern of my bedding. Agitated magpies squawked through the window. I turned my head towards Ina. Only a few wisps of her fine blond hair poked out above the white sheet draped around her shoulders. The air conditioner blasted straight onto her neck. 

	I rang Jonnine around eight that morning. She agreed with my plan on the spot. Once Rahel and Joschka had visited their dad, they would be informed about the results of the MRI scan. I called the hospital to set up a meeting with the social worker and Melanie, the doctor from the ICU, so that we would talk to the kids about Mark’s medical condition together. 

	As Ina and I pulled into the hospital grounds, we drove past Jonnine and the children on the footpath. The whites of my knuckles showed as I gripped the car seat. Rahel was walking along with the usual spring in her step like a gazelle. Her green and white checked school uniform glowed against the dirty cream-coloured hospital. The shiny white collar made her look even younger than her eleven years. Joschka was wearing his favourite red school T-shirt with the pale black motif of his faction on the front; his tanned arms swung with each step. Though Rahel was the shortest girl in her class, she towered over Joschka. 

	Ina and I went up to the ICU in the rattling elevator, our eyes downcast. Paint flakes had been chipped off the push button. Inside the ICU I peeked through the window into Mark’s room. Rahel was at the end of her dad’s bed, talking to him. Her head was tilted forward, her body relaxed. She gestured with her hands, underlining her words. Joschka sat next to Jonnine, unmoving. His hands were in his lap cupped in a tight fist. All the colour was drained from his ashen face, his lower lip pulled tight. His back was rigid and did not touch the upholstery of the chair. He glanced at the floor. 

	Rahel continued to chat to her dad, refusing to be fazed by the tubes and breathing apparatus. After one last glance at Joschka I pried myself away. I asked the receptionist when the doctor and the social worker would be available. Not for a while. I ached to hold Joschka and turned around to join the children. This was the first time that I visited Mark since Dr. Nemeth had announced that he had suffered complete brain damage. The doctor’s frigid blue eyes flashed through my mind. I shivered. 

	As I walked into Mark’s room, my hands trembled. I pushed open the door and felt an immediate sense of peace surrounding Mark. As if he were able to say, here I am, in the room with my children. 

	“Mama!” Rahel and Joschka exclaimed simultaneously.

	My daughter threw herself into my arms. Whilst holding onto her with my left arm, I bent down on one knee and held Joschka tight with my other arm. Jonnine, drained and tired, returned home. Our eyes locked for a moment. 

	It was time for the meeting. We sat down in a narrow corner of the sombre ICU waiting room. I perched on the edge of the chair while Melanie, the doctor, addressed Rahel and Joschka.

	“What do you think happened to your daddy?” 

	Rahel talked about how the brain fluid had been building up and that, in order to release the pressure, the doctors had to put a drain into Dad’s head on the day he was rushed to hospital and that he had not woken up since then. 

	Melanie nodded. “Daddy may never be able to work again.”

	Joschka was stunned, his eyes wide open. He had not imagined that possibility. Melanie explained that the doctors had found a cyst in their dad’s brain, and that this had caused the brain fluid to build up. She avoided using the term brain damage. 

	“Do you have any questions?” she inquired.

	Rahel had questions about the cyst; Joschka said nothing. Melanie explained that the cyst was still blocking the brain fluid, and that this was why Dad still needed the drain to release it from inside his head. 

	“Daddy may never come home,” Melanie said as the kids got up from their chairs. 

	They both froze, their movements suspended. Joschka slumped back down onto the edge of his seat. Rahel opened her mouth, but no words came out. She turned to face me. My composure was hanging by a thread. I needed to get out of that room, ached to be alone with the kids. 

	I stood up. My legs gave way but I was able to regain my balance. I took a step forward and slipped my hands into Rahel and Joschka’s. We turned around, left the waiting room and headed for the relatives’ room that had been made available to me the previous day so that I could be by myself. 

	The doctor had handled the situation well. She had also prepared for the meeting by researching whether or not Mark’s cyst might be hereditary. It was not. She told Rahel and Joschka that the brain cyst wasn’t cancer and that there was no chance that they would inherit it from their dad. Her voice quivered as she relayed this information. 

	In the relatives’ room the children distracted themselves by playing with the two hospital beds. They tilted, raised and lowered the beds. Then they began to fight. I had not anticipated that the children might not understand what was happening straight away. Instead, I had expected an immediate response from them. 

	After a couple of hours in the room, Joschka walked over to me. 

	“Mama, what does it mean that Dad may never come home? Where will he be?” Then, after a brief pause, “Will he die, Mama?” 

	I gasped for air. Little streams of salty tears ran down my cheeks. My body began to shake. I could hardly see Joschka’s scrunched-up face. I placed my hands onto his shoulders. 

	“Maybe, Joschka. I’m not sure.”

	Rahel walked over to us and started to shake Joschka’s arm. I stroked his arm and ran my fingers through his hair. He climbed onto the bed and lay down, his knees pulled up into his chest. I offered to hold him, but he shook his head. Then the questions began.

	“Will you be a single mother?” 

	“Will you have to go out to work?” 

	“I promise you that I won’t work full-time. I’ll always be there after school to pick you up.”

	“The pain is too big to fit into my head, Mama. I’d like to go and see Adrian now,” Joschka said as he sat up. 

	I stroked his hair. “Yes, of course, mein Schatz. You can go and visit your friend.” 

	Ina came in. She had invited Rahel to come over to her place, as Ina’s daughter and Rahel were friends. Rahel left with Ina. She hadn’t asked me anything. I was aware that she wasn’t grasping the ramifications yet. I knew it would happen sooner or later. 

	“I want to say goodbye to Dad.” Joschka put his hand into mine. 

	I looked down at him, touched by the steadfastness of his voice. Swallowing down the lump in my throat, I nodded. We made our way to Mark.

	~

	My parents arrived on the midnight flight. It was now six days since Mark fell into the coma. Jonnine had offered to drive me to the airport to pick them up. Rahel was eager to come. The three of us waited inside the international airport. My hands clutched the cold metal handrail in the arrivals lounge. Rahel swayed back and forth next to me, holding onto the rail, the tips and heels of her light green suede shoes alternately touching and lifting off the floor. 

	“Nana!” Rahel exclaimed, and swung herself under the rail to race towards her grandparents. They manoeuvred the trolley past the exit area. My mum hugged me tight, her head nestled into my chest, her tears moistening my T-shirt. 

	“I’ve been so worried about you.” My dad embraced me for what seemed like minutes. His whole body quivered. We steadied each other under the bright neon lights. The last time I had seen my father cry was nineteen years beforehand, on the day I migrated to Australia. 

	At the hospital the next morning, the situation worsened. Dr. Nemeth had used the term “aggressive treatment”. Now the details emerged of what this entailed. It meant no surgery, no drain. Nothing. What transpired during the course of the morning evoked such terror in me that I could not believe they were even suggesting this. 

	Through asking a multitude of questions I learned that, without treatment, the external drain in Mark’s brain that had been inserted on the first day would become infected and then slowly block up. I was told that an external drain only has a life-span of a maximum of two weeks at best. Then surgery would be needed to keep him alive – the insertion of a shunt. I had never heard of it. 

	“A shunt is a device that is surgically inserted into the brain and then tubing goes all the way down along the neck to the abdominal cavity to release the brain fluid there and to divert it into the abdomen,” Dr. Mayer explained to me.

	“And the shunt just stays there?”

	“Yes, it does. This is the most common treatment for patients with hydrocephalus. Some people live with shunts for many, many years, a decade or more.” 

	“So at some point it will have to be replaced?” I clarified. 

	“Yes, if it stops working.”

	Once the external drain stopped functioning, I came to understand, the pressure in the brain would rise again, bit by bit. As it did when it caused Mark’s strokes and resultant brain damage in the first place. The hydrocephalus, the medical term for the increasing and relentless pressure within his head, had been the reason for the worsening and severe headaches that he’d had for about ten days before he fell into the coma. The alternative to insertion of a shunt would be to turn off his life support. But if I gave permission for the breathing apparatus to be turned off, there was the possibility that Mark’s death might take some time. Days even. If he started to breathe without the respirator, which was possible, even likely, according to the doctor, it was certain that he would not slip away immediately. 

	I ran into the toilet and bent over the sink. I retched and retched. When I caught a glimpse of myself in the mirror, I did not recognise the woman with the sunken eyes and ashen colour. 

	I could not knowingly let Mark’s brain pressure build up, could not let him die over several days. How could they ask me to do that? 

	In the afternoon, I approached the ICU doctor and asked him about Mark’s brain damage. The tall, skinny doctor directed me into a quiet corner. He had a sombre expression, which made the dark rings under his eyes appear even starker. I wanted to know how the doctors could be so sure that Mark’s brain activity had stopped when I had been told in a previous meeting that a full diagnosis was not possible until the swelling of his brain had receded. I could feel Mark’s presence when I was in the room with him. It was palpable.

	“Katrin,” he explained, addressing the issue of proceeding with treatment, “if you choose to have the shunt inserted, Mark will continue to live, albeit in a vegetative state. This means that if you decide later, after he had the shunt inserted, that you don’t want him to live like that, you cannot go back in time to help him to die.” 

	“Are you really sure that Mark is brain dead?” 

	The doctor’s face scrunched up. He looked at my throat. “There is no hope of recovery. Though he could live for years with the shunt in place.”

	“Where would Mark be looked after?”

	“You would need to find a place for him in an aged care facility.”

	“What do you mean?”

	The doctor put a clenched fist in front of his mouth and cleared his throat.

	“A nursing home. He would not be able to stay long-term in hospital once his treatment has stopped.”

	“How can you be so sure that there is no hope of recovery so soon?”

	“The results from the MRI scan are definitive. They show the extent of Mark’s brain damage.” 

	Over the next few days, several doctors conjured up images of Mark slowly vegetating his life away, without change in his condition, his awareness.

	I wanted to spare him the fate of withering away in a nursing home. I needed him to help me. Mark, where are you? What am I going to do? All I had to go by were my feelings which told me that Mark was still there inside his body. 

	I thought about how, a couple of days ago, he had opened his eyes, had looked at me and his mother. His eyes had not been glazed over or vacant. On the contrary, he had focused on us for a moment. Another time he had been startled by the sudden, screeching sound of a plastic bag being crunched up. He had actually jumped a bit in his bed. His presence was palpable.

	I was profoundly confused. The doctors said there was no hope of recovery, but my perceptions told me that Mark’s consciousness was still there. At the same time, I was indoctrinated to believe the specialists, who exuded an air of educated knowledge, underscored by their diagnostic test results. But I felt what I felt. My voice was silenced and I did not assert my perceptions in the face of specialist medical expertise, fervently expressed.

	The nights stretched into eternity. Darkness behind me and darkness ahead of me. Sleep eluded me. What was I going to do? Over the next few days, I kept asking different medical staff about Mark, ICU doctors and specialists, always receiving the same answer – there was no hope of recovery. 

	~

	I heard Rahel’s footsteps on the wooden steps, coming upstairs, and I walked towards her. She was dressed ready for school. As she looked at me, something must have clicked inside. She frowned. 

	“Will Daddy never come home?” 

	We had our customary long good-morning hug. Then we went downstairs into her room so that we could talk undisturbed. 

	“Where will he live?” she wanted to know.

	I sat on her bright red student chair and glimpsed the pain that flashed across her face. In that moment I witnessed her realisation that it was possible that her dad might die. Her face went white. Her body started to shake from her sobs.

	“But I’m only eleven. I’ve only had my Daddy for eleven years, and Joschka’s only had Dad for eight years.” 

	I went over to her, kneeled down and wrapped my arms around her, holding her in a tight embrace. “I’m so sorry, sweetness.” The moment the words tumbled out of my mouth I realised that sweetness was Mark’s term of endearment for Rahel. I’d never called her that before. 

	She looked straight into my eyes. “Mama, you won’t have a husband any more. You’ll be a single mum.”

	The room began to spin. I hadn’t thought about that yet, not having a husband any more. This is not supposed to happen. I’m only thirty-nine and my own dad is still alive. 

	“If only I could hug Daddy again,” Rahel said, “but he has so many tubes and cables.” 

	“We’ll make it happen, Mӓuschen, I promise you.”

	The following day, one week into Mark’s coma, the two of us went to the hospital in the afternoon. A new nurse was on duty that day. I asked her if my daughter could hug her dad. The nurse turned around and, bending her petite body down slightly, looked straight at Rahel.

	“Would you like to lie next to your dad in bed?” she asked in a husky voice.

	Rahel’s eyes lit up. “Yes!” 

	There was only one window in the room; it was in the internal wall that led to the main room of the ICU. The grey metal blind clonked as the nurse pulled it closed. Then she pumped the metal lever at the bottom of the bed with short, swift bursts to lower the bed. She grabbed a visitor’s chair and placed it flush against Mark’s bed next to his left shoulder. With a soft slow movement she lifted Mark’s tubes with her left hand, straightening his arm and, raising it a few centimetres, she put it on a pillow on the chair. Once she had used another rectangular pillow to cover Mark’s shoulder and arm, as well as his main intravenous line, the crook of his shoulder was neatly cushioned. Rahel and I observed her from the corner of the room, holding hands. 

	“Come on, you can lie down now,” she said. 

	“My head won’t hurt Dad?” 

	“No, your dad is all right.” 

	Rahel lay down on the bed and gently placed her left hand onto her dad’s chest, avoiding his tubes. Although she had to get up a few times when Mark started to cough, she stayed there with him for a whole hour. At one point a male doctor, carrying a bunch of beige manila folders under his arm, opened the door. As his eyes focused on Rahel, he frowned and his mouth dropped open. He spun around on his heels and vacated the room. 

	It was getting late. Before Rahel moved, she gave her dad a “pinky-promise” that she would not forget this moment – when Rahel had her little finger wrapped around his, she said he pulled his little finger and pinky-promised back. I saw the movement in Mark’s finger too.

	 

	 


 

	3

	On Thursday afternoon, six days into Mark’s coma, Dr. Nemeth, the neurosurgeon who advocated withholding all treatment, had made an appointment with me for Monday morning. It was made clear that the purpose of the meeting was for me to give consent to the withdrawal of treatment. 

	The weekend was one long nauseous blur. I kept thinking about Mark and the decision. My body responded with dry-retching and diarrhoea. I agonised with Mark’s family over the issue. His parents and sisters wanted to heed the advice of the neurosurgeon to let him go. 

	On Saturday evening, I was alone in the room with Mark. At this time of day, it was getting quieter in the Intensive Care Unit. The pace was slowing down. Doctors had stopped coming in to check on Mark. I switched on the dim warm light on the wall behind his bed and walked over to the door to turn off the bright neon lights. Returning, I sat on the edge of his bed, bending down close to his face. My warm breath on his cheeks was in stark contrast to the freezing temperature in the room. 

	“Mark, you need to do what’s best for you,” I implored him. I wiped my tears with the back of my hands, not wanting to get up for a tissue. My little finger was covered in black eyeliner. 

	Then, all of a sudden, Mark moved his body. I stumbled over one of the wheels of the bed
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