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			Strength does not come from capacity. It comes from an indomitable will.

			– Mahatma Gandhi
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			CHAPTER 1

			Meeting Mitchell

			My family and I live in Australia, in the town of Geelong, in the state of Victoria. We live very close to a spectacular coastline, along which the Great Ocean Road stretches for 243 kilometres. On it, you drive by sandy beaches with great surfing, and farther down the coastline, you will find rugged and wild landscapes pounded by huge surf. It is beautiful. Geelong is the second largest city in Victoria, with a population of just under 290,000. I moved there from the UK 52 years ago with my parents, Roger and Kay, and my brothers, David and Stuart.

			I am a wife and a mother of four grown-up children. I am immensely proud of my family. I was a hairdresser for many years, then went on to work in the mental health field, specialising in workplace practises to ensure safe work environments. My family is the right mix of chaos and love.

			At the beginning of this story, my husband Ross and I (along with our two daughters, Amanda, four, and Stephanie, nearly three) are eagerly awaiting the birth of our third child. It is only recently, at the age of 62, that I have found the courage to tell our family’s story. We have been on a long journey, during which I have protected my son, our third child, and entrusted his well-being to others, hoping all would be well.

			As I put pen to paper, I have been pondering my reasons for doing so. I want to share it all with you so that when you see a family in a similar situation, you will understand and offer assistance without judgment or fear of the unknown. It is amazing what a smile or a kind word can do for a struggling carer. Sadly, our story isn’t unusual, but it is one of unique inspiration, determination and enlightenment. Although it is heavy at times, the silver lining always appears. But there is never a time limit – it happens organically. Life for us has been chaotic and fast-paced. I have written snapshots herein, moments in time that created much change and influence. Our story begins on the twenty-ninth of June, 1989.

			In a delivery room, peaceful in its soft, warm lighting and lack of activity, my newborn son let out his first cry. Ross and I were overjoyed. The small form became silent as he lay on my chest, and my breath faltered for a moment. Something was nagging in my mind: his little legs were not bunched up like a typical newborn’s. They were stretched out straight, and his skin was a peculiarly deep shade of magenta. I looked at my obstetrician, and he nodded his satisfaction, so I pushed the feeling to the back of my mind. I lifted the boy to my breast, and he nuzzled in. He was so quiet.

			We named him Mitchell.

			We took him home five days later and settled into family life with our new addition; he remained quiet and still. I found it strange that he did not seem hungry – no crying out for food, as my daughters had at his age. Initially, I welcomed the quiet, as my little girls needed all my attention. Amanda and Stephanie had only just turned four and two and a half years old, respectively. They were lovely with their baby brother, like tiny mothers themselves, buzzing around fetching nappies and toys. They especially loved watching Mitch bathe, often playing with his water toys to try to make him smile. One morning, as I was bathing him, Amanda looked at me with her huge, all-knowing eyes and said, “Mummy, why are Mitchell’s legs so funny and straight?” At that moment, something broke inside me. At four years old, she had spoken the words aloud that I had been sheltering myself from, not wanting to unleash them for fear of a truth I did not understand. I felt that we were now about to embark on a long and difficult journey that was not of our choosing. Things felt . . . wrong.

			By eight weeks old, Mitchell had developed gastric reflux. It became so bad that he had to be upright all the time, struggling in discomfort. And on top of that, he had developed chronic asthma. He was still noticeably quiet, except for a shocking cough and wheeze. I still had to wake him to feed him or judge when he might need food. It was very strange; it was like he was an ancient soul who knew what he needed, and that wasn’t to be fussed over. I had never known an infant like him.

			Visits to our paediatrician became ongoing. Dr B was a kind, lovely man who showed real concern for Mitchell’s welfare, but by the time Mitch was twelve weeks old, he began to have chronic choking episodes. Not only did he bring up his breast milk at high velocity, but it would also shoot out of his little nose. It was incredibly distressing. 

			He struggled to breathe normally, especially at night, and his reflux became an ongoing issue. I started to give him infant antacids on a teaspoon just before a breastfeed in hopes it might keep some of it down, but it did not work. It was recommended to me to cease breastfeeding when Mitch was 16 weeks old, so he could have a thicker formula that might keep the reflux at bay. 

			He would cry during these reflux episodes, and changing to a thicker formula did not help either. Milk would come out of his mouth, nose and occasionally the corner of his eyes; he would scream in distress and sometimes choke. I would turn him upside down and pummel his back, and if I couldn’t clear his airways, we would have to get him to the hospital to stabilise his breathing. He was hospitalised many times for respiratory problems, including pneumonia and severe asthma, and loads of antibiotics were needed. 

			After the fifth choking episode, Dr B decided to run an experiment: he mixed a harmless radioisotope into some milk to serve as a tracer and gave it to Mitchell. After half an hour, he took chest X-rays and discovered the milk had gone into his lungs. This was serious, so a paediatric surgeon, Dr Max, was called for. Mitchell was to remain under the nursing staff’s watchful eye until Dr Max could consult with us about the findings from the procedure. It was decided that a fundoplication operation was urgently needed. This wraps the upper part of the stomach around the lower oesophagus to create a valve that would prevent stomach acid from backing up.
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			A completed Nissen fundoplication

			Mitchell had the fundoplication at nine months. This is a big operation for a baby, and Ross and I were afraid for our little boy. He was still so small and fragile and had not grown very much. We assumed that, as he had been so unwell for the first nine months of his life, his weight would eventually catch up when he was well again. Typically, the average weight of a nine-month-old is 7.7 to 8.4 kilograms. Mitch was hovering around 5.8 kilograms. The nagging feeling stayed with me all this time.

			Mitchell’s First Surgery

			With his bag packed, Mitch and I made our way through the Geelong University Hospital doors. I was trembling all over, but my little boy was asleep in the pram, looking like an angel. We made our way to the third floor, the children’s ward, to wait for Drs B and Max to arrive to discuss the procedure. Thirty minutes later, they walked into our small room. Mitchell had to be woken up for his medical exam, and he was not happy. The doctors then left us to prepare for the operation. 

			Another hour later, a nurse arrived to take us down a level to the operating theatres. We were ushered into another small room, and Mitch was sedated for the operation. I tucked Morris the teddy under his arm as he was wheeled out of the room, leaving me alone. I waited for what seemed like forever.

			Mitch came through the surgery well; he didn’t make a sound. He even cut his first tooth during the procedure. He must have been in pain – there were scores of tubes coming out of his little body. I slept in his room so I would be with him day and night for the first few days. There was a constant stream of doctors’ visits to appraise him, and they were all baffled by why he was so quiet. A blessing, maybe? I was told the fundoplication surgery went well, but time would tell how well. When food entered his stomach, the new valve did its job, closing so that acids could not come back up. The downside was that if he got a tummy bug, he could not vomit because the new valve system was so tight. 

			Although Mitchell did not display signs of pain, Dr B felt it prudent to give pain relief medication anyway. This lack of signs of discomfort was considered unusual, even in a baby. I could not understand what I was seeing, and warnings buzzed inside my head, growing stronger each day. My nerves were frayed, and I was exhausted. Was I looking for something in Mitchell’s demeanour that wasn’t there? I wondered if I was being paranoid. In the end, Mitchell’s doctor felt that his lack of development and emotions was due to ill health. I needed to be convinced, but I agreed to allow things to unfold.

			Fortunately, my girls were adjusting well. I was away a lot, in and out of the hospital and doctors’ appointments. Amanda was attending kindergarten and loving it. Stephanie was now three and craving my attention. She was finding naughty and hilarious ways to attract my attention, like drawing on the walls with my favourite lipstick or placing all the toilet paper in the toilet. She would scream at me or wet the bed, so I would have to get up in the middle of the night to clean her up, and then she would choose that time to play. There were times she would find me lying down next to Mitchell’s cot on my nightly vigil, and she would lie next to me so I could tell her a short story. We were big on “Jackanory stories”, made-up tales using plenty of imagination (Jackanory is British slang for “tell a story”, originating from the eighteenth century). That was when she was her sweetest, and she would get loads of positive attention. It got to the point where, whenever I was attending to Mitch, she would hold her breath and collapse on the floor in a cleverly timed fall. I would rush over, and she would turn her head and smile at me. I was constantly on tenterhooks – what was she going to do next? So, I devised the “chicken timer”.

			When Amanda was in kindergarten, and Mitch was in his cot, I would set the egg timer for 60 minutes. The timer looked like a big, fat, red chicken. Once I turned on the timer, it would let Stephanie know it was our time alone together. We called it “Steph’s Hour of Power”. Whatever she wanted to do, we would do it: play with her dolls, dress up, draw, paste or bake. When the timer went off, it would be time to collect Amanda and medicate Mitch. This was often met with a tantrum by Stephanie, but I would ignore it and get on with the jobs at hand, knowing we had spent time enjoying ourselves. 

			Of course, I would spend time with Amanda too. Making paper dolls was her favourite thing to do. We would spend a lot of time playing when Mitch was in his bouncer, which gave me precious time with my girls.

			Amanda became increasingly protective of her little brother and would constantly worry about him. At such a young age, I couldn’t tell her not to worry, as she was very clever and would know if I told her differently. She would often say, “Is Mitch going to die?” I would go into my walk-in wardrobe and cry whenever she asked me these questions. Then I would sit down with her quietly and try to ease her mind, which was difficult, as she was so young.

			At fourteen months, Mitchell’s legs were becoming noticeably stiff, and his feet were permanently pointing forward and downwards. Often his little hands would be balled up. He’d begun to show more animation on his face and in his smile, too, which warmed the heart. He has a disarming smile that even now can take your breath away. He dribbled excessively. My friend Jenny and my mother Kay made Mitch cowboy-style neckerchiefs to protect his soft skin from horrendous rashes. No matter how much cream I applied or how many times I would wipe his little face, his thin skin would break down easily. 

			Dr B was unable to allay my fears that something else was wrong with my baby. I was beginning to feel isolated and wondered if I was being irrational. I felt stressed all the time while life went on all around me. Family and friends were concerned but felt helpless. Nothing was said. I struggled for any sense of normality, but slowly my life became consumed. How was I going to divide our lives? My girls needed me, as did Ross. Mitch certainly needed me, and somewhere in all this, I had to take care of myself too. I did not know the answers to all my questions; I just had to trust that I was doing my best.

			Mitchell’s fundoplication operation was indeed a success. He no longer suffered from gastric reflux, and Dr Max was happy. At this point, his asthma had been brought under control with steroids. He needed a nebuliser, which delivers liquid medicine as a vapour through a mask. It was a constant issue, as he did not like wearing the mask – it was so big it almost hid his face. It made him cough violently, and his body would spasm. Between that and the rigorous physiotherapy on his chest and upper back to release the built-up mucus in his lungs, it was a lot for a little boy to cope with, but it did help keep his chest clear. He still wasn’t achieving his milestones – he could not sit independently or finger-feed himself, was not mobile, and at times struggled to hold his head up for any length of time. Our days were full. I went back to hairdressing every Saturday morning, and I was thrilled to be working. Ross would be with the children on those days.

			Mitch was 19 months old when he became more alert. His facial expressions were a wonder, but he was still not able to sit up without support. He could not feed himself or even touch food. He would tolerate certain foods in his mouth, and he would scream loudly. This was new for us. Mitch showed an extreme range of emotions: one minute, he was quiet and calm, and the next, he would scream like a banshee. Dressing him was distressing, as he would cry and thrash about. Any form of touch appeared to cause him pain or extreme discomfort.

			I went about my days in a blur, getting the girls off to school and attending to Mitchell’s needs. His bowels were becoming a problem: he would have excessive diarrhoea and occasional bleeding, and his continual crying while being handled would often make me cry too. I felt helpless and overwhelmed most of the time. His health issues continued, as did the familiar appointments with Dr B. Late-night vigils were common, as his breathing continued to be laboured. I was running on little energy all the time now.

			My darling girls were a delight and incredibly happy. To them, our household was normal; having a sick brother was nothing out of the ordinary. Of course, now I know there is no such thing as “normal”. I am incredibly lucky to have such loving and gentle daughters, as they were guiltless in this roller-coaster life we had. This journey was hard for them, watching as their brother struggled, and my time was swallowed up by his health problems. They are beautiful human beings and very patient through this time.

			As Mitch was nearing his second birthday, I decided to take him to a GymbaROO, an Australian early childhood development programme, to get his legs and hands moving. It was a disaster. He hated it, and being held in class would make him cry a lot. To say the process was slow would be an understatement. He still had chronic asthma, and now salt deposits were forming around his mouth and eyes. His skin was like white alabaster, and he was still small for his age. He reminded me of an elf, with his large almond eyes, long fingers and slightly pointed ears. He has one ear with a little extra point, which is very cute. He was a lovely-looking baby, with eyes full of wisdom. Although he was not yet verbal and could not crawl, as his motor skills were not developing as they should, he still seemed very wise.

			The medication list was growing fast, and he was still having small amounts of breakthrough bleeding from his bowel. One day, at my wits’ end, I wrote a letter to the head of the respiratory clinic at the Royal Children’s Hospital, detailing all of Mitchell’s health issues and my own concerns for my little boy. It was a very detailed letter that included all his treatments thus far, and the particularly good relationship I had with my paediatrician. I received a call from the hospital a week later to arrange an appointment, and my relief was immense.

			At 22 months, Mitchell began to commando crawl, which was brilliant. He would pull himself along by his arms, dragging his little legs behind. It was a positive moment that was dashed quickly by Mitchell showing signs of intense anxiety, such as banging his head constantly on walls, doors, and even the floor. He began biting hard on his hands and his lips and pulling his skin until it bled. His dislike of being touched was worsening. He would respond to any loud or high-pitched noise by hitting his ears with his hands. He showed little eye contact with most people, except for Ross and me, his sisters, and family members familiar to him. He preferred to be in a quiet spot away from people and would disconnect all the time.

			My own weight loss was troubling. I had little appetite except for chocolate (thank God for chocolate!). I was weary all the time. It seemed all I ever talked about was Mitchell. I was deeply unhappy, just going through the motions. Ross was working hard, and in retrospect, I was turning into Superwoman: managing on my own and accepting little help, even when it was offered. My parents were fantastic and immensely helpful, even though they both worked full-time. I had good friends, but they had little ones of their own to look after. One of them was coping with their own tragic circumstances after the devastating loss of their little boy. The guilt I felt was unfathomable. Why did my friend’s beautiful, healthy little boy suddenly pass away, while mine struggled daily? Life did not make any sense. I questioned my faith a lot over those years, but never more so than on this awful occasion. Sometimes I had thoughts that Mitch should slip away from his cruel life and go back to the angels, where he would be safe and free of pain. Of course, I kept them buried deep down. I would often pray, “Why give us the ability to love so much and then allow us to suffer?” Faith had deserted me.

			I felt like I was drifting into uncharted waters, unsure of where it would take my family. My faith in Dr B was diminishing, although I knew he was trying his best to tackle an increasingly complex little boy. I hoped that some answers would be found once we had seen the doctor at the Royal Children’s Hospital.

			I just needed a diagnosis, and it was not coming soon enough. I needed someone to tell me what I could do to help him, and I was scared to hear unwelcome news.

			I was heartsick and guilty about not spending enough time with the girls. Ross tried hard to help, but by this stage, I felt I was doing everything on my own. He provided for the family, but in truth, I do not think he knew what to do. He helped with the girls, but when it came to Mitch, he stepped back, which I understood.

			Just before we embarked on our first visit to Royal Children’s, an occupational therapist visited me at home, a small-framed lady who spoke in a quiet tone. She did not communicate very well, and at times I found her hard to understand. At one point, I had zoned out – until I heard her say “cerebral palsy.” I turned to look at her, shocked, and she gently nodded. Deep down in my gut, I had suspected this.

			Two days later, I readied the girls for their school day, did their hair in braids and sat down with them while they had breakfast. I explained that I was taking Mitch to Melbourne to see a doctor who might be able to help. They could not fully understand, but I was trying to alleviate their fears about their baby brother. With that, I took them to school and collected Kay, as she had taken a day off work to provide much-needed backup. The Royal Children’s Hospital is close to the city of Melbourne, about an hour and a half away from where we lived.

			The three of us headed up the highway, Mum and I chatting as we drove. We were both nervous, unsure how the day would pan out. Mitch was sleeping because he found the drive soothing. Once I had navigated the labyrinth of the car park, we unpacked the car: Mitchell’s pusher, nappy bag with medication, nappies, and several bibs for his excessive dribbling. Mitch woke, already anxious.

			As the front doors of the hospital closed behind me, my stomach hit the floor. We were directed by the receptionist to follow the red lines to the respiratory clinic – it was noisy, and this worsened Mitchell’s anxiety. After waiting what seemed an eternity, a bespectacled woman called out Mitchell’s name. I looked at Mum and said, “Here we go!”

			We made our way into a small treatment room. The doctor introduced herself as Dr R and showed me a letter I had written. She was complimentary of its details, saying it painted a clear picture of what to expect, which would save us some time. She was warm and friendly, which put Mum and me at ease.

			Unfortunately, Dr R wanted to examine Mitch, which meant undressing him down to his nappy. This did not go down well. Mitch protested loudly, but she kept on going, checking his vital signs, frowning at his congested chest. She could see that its rise and fall was noticeable, meaning Mitch was not breathing normally. Then she spent the longest time inspecting his legs, feet and hands. Not a word was spoken apart from the attempts to console Mitch.

			I dressed him once she had finished her examination and put him on his nanna’s lap, where he fell asleep exhausted, poor wee lamb. Dr R put her pen and glasses down on her desk and, with a sigh, said that blood tests would be needed as soon as possible. An orthopaedic doctor was to be called down to the room straight away. She asked about any congenital history within the families, like fragile X syndrome or cystic fibrosis. Mum and I said that we did not think there was – we certainly had not heard of any such disorders. The genetic blood test would determine whether this was the case, and she suggested that Mitchell may have cerebral palsy, specifically spastic diplegia, which causes stiffness in the leg muscles. We would know after an MRI, which would come later, as she was more concerned with his breathing and problematic bowel issue. 

			My head was spinning with all this information. She suggested we get a cup of tea while Mitchell was asleep as we waited for the orthopaedic doctor, as she wanted his input straight away.

			We had just finished our tea when a nurse came to tell us the orthopaedic doctor was waiting for us. He took one look at Mitch’s legs, tutted to himself, and said we needed to plaster them to stretch the lower tendons and improve foot position. I was not expecting this. The orthopaedic doctor agreed that the possibility of spastic diplegia was very real. All went quiet except for the hiccups coming from my little boy, a result of his screaming when the doctor examined his legs and feet. Mum looked concerned and was very quiet.

			The doctor also wanted a gastroenterologist to investigate the bowel problems, especially the bleeding. With my heart fit to burst out of my chest and a headache coming on, I began to redress my miserable child. Within half an hour, bookings were made for all the relevant tests to be conducted over the next couple of weeks. We were in for a busy time. Dr R placed her hand on my shoulder and said, “We will help Mitchell.” I broke down.

			I composed myself and packed our bags, and we walked out of that cramped room. I thought of all the other parents who had been told the same news, or worse. We headed to the cafeteria again for a much-needed cup of tea and to digest everything. Mitch stayed asleep while we talked about what the doctors had said. We finished our drinks, headed back to the car and drove home with a mixture of emotions, but mostly relief. I did not know what to expect from the upcoming treatment, but at least we had some answers and a bit of a plan moving forward. 

			All was quiet on the trip back, Mum and I deep in our own feelings. How was I going to tell Ross and the girls? I did not yet know how I felt about it all, but I knew our story had only just begun.

		

	
		
			CHAPTER 2

			“Frontal Lobe Dysfunction”

			The following week, I was back up in Melbourne to visit Dr R, to discuss the results of some of the blood tests and do some more. This was no easy task, due to Mitchell’s defensiveness. Getting blood out of his arm required a few nurses, as well as me, to restrain him, which was incredibly hard on Mitch. The test for cystic fibrosis had come back negative, much to our relief. He was anaemic, though, but the doctor had warned us that this might be the case due to his bleeding bowel. She still felt that Mitch had cystic fibrosis, so a new test was organised. After leaving the nurses and the doctor, we made our way to the next appointment, our first with a gastroenterologist, Dr Phillip.

			This proved to be tricky, as Mitch was already in a state. We made our way through the winding corridors of the RCH to a building set apart from the main hospital. I walked up to the reception area to announce our arrival, and Mitch started screaming so loud it made my ears hurt. He had clearly had enough. 

			He rocked back and forth and started hitting himself. I did not know what to do. The doctor finally came out to see what was going on. He took one look at us and approached without judgment. He asked the assistant to take Mitch for a quick walk to see if it would calm him down, and so he could talk to me first – thank goodness. We discussed what had been happening and my concerns. He had received a letter from Dr B highlighting the medical conditions we had been facing. He said he was relieved that I had taken the step to investigate further, as Mitchell’s case was so complex. I think I had just beaten him to it, not having the patience to wait. 

			Dr Phillip recommended that Mitch have a gastroscopy to examine the lining of his oesophagus, stomach and small intestine, and a colonoscopy to examine the large intestine, so we could better understand the small but constant bleeding in his bowel. By the time the assistant came back with Mitch, he had calmed down, and Dr Phillip was able to give him a quick general health check. He made the comment, as had others, “What an angelic little boy!” (Not that he had been too angelic half an hour before!) 

			I explained that Mitch was to have plasters applied to both legs from the knee down that afternoon, and that he would need them on for ten weeks, so we would need to perform the investigative surgery after that, as I felt it would be too much to perform them together. He agreed and gave me a prescription for a new antacid medication to help line the stomach and settle the bowel, which would help reduce the breakthrough bleeding. Dr Phillip was very nice throughout all this, and we booked the procedures for after the plaster had come off. I thanked him and his assistant, and we made our way to the orthopaedic unit, this time following blue lines on the floor. These lines were going to navigate a lot of our history, of that I was certain.

			Poor Mitch was very tired, but there was no time for rest as we arrived at our destination: another waiting room. We had already spent three hours at the hospital. I distracted myself by worrying about the parking meter, but I was nervous: how was I going to manage him with plasters on? How was I going to change his nappies when he had yet to have a bowel movement? How was I going to get him in the car? He would be heavy, his legs were stiff and straight, and his torso and arms were limp all the time. I had more questions than answers.

			The process of getting the plaster on was shocking. It took four of us to hold Mitch down. The staff did not enjoy this and made no attempt to hide it. This made me feel terrible, but I felt worse for Mitch. Not one person offered a kind word or sympathised with our plight. This was a children’s hospital – surely this was not unusual behaviour for a baby! I wanted to shout at them, but I lacked the courage. 

			Mitchell fell into an exhausted sleep, heavy white plasters dangling around his feet, two small toes poking out. I was reluctant to disturb him for a while, so once again I found myself in the cafeteria ordering a coffee, a salad sandwich and a jelly slice. I was feeling low and exhausted. My sleeping baby – red-eyed, tear-stained – slept on. How many more of these horrendous appointments did we have to endure? I thought I must be a bad mother to put him through all this. I would be off to see our regular doctor in a few days and hoped he could enlighten me. Once I felt recovered enough to drive home, I put Mitch in his car seat, with only a little trouble. I put on a nursery rhymes cassette and sang all the way home, which became a regular event. At least Mitch would have two weeks’ respite from the hospital and from my singing.

			Through the blur, I wondered if I was alone, whether other parents felt the same way I did. The joy, sorrow, love and pride, and the deep, sharp pain left me feeling raw. The human heart is not designed to beat outside the body, and yet each sick child stands for just that: a parent’s heart bared forever.

			Eight weeks later, we had Mitchell’s plasters taken off in our hometown, but not without incident. The doctor produced a saw to get the plaster off, and Mitch started screaming. But with some help, we eventually calmed him down enough to free his little legs. They were scrawny due to being enclosed and inactive, but he seemed relieved to be free, as was I. We had a welcome respite for three weeks before heading back to RCH for Mitchell’s investigative procedure. Time to relax was sorely needed by all.

			During the last week of school holidays, I arranged for a friend to stay with Mitch while I took the girls on a shopping trip to a toy store – they had been incredibly good and deserved a treat. The three of us had a lovely afternoon ... time and money well spent. 

			A day later, I organised Mitchell’s belated second birthday, a small affair due to his discomfort around too many people and too much noise. It was just the family, and we all felt blessed: he had made it to his second birthday despite his chronic health issues. He slept through the best part of his special day. We recalled that our doctor did not expect Mitchell to survive past two.

			All too soon, Mitch and I headed off to the hospital again. He was not in a great mood, agitated and restless, and I felt uneasy too. We had to have the nursery rhymes cassette playing, as Mitch would cry if I changed it, so I knew all the lyrics and serenaded him for an hour and a half. His mum being tone deaf did not bother my boy.

			Once admitted, we were taken to a rundown ward by a kindly nurse, who inquired about Mitchell’s distress, which was in full swing. “Best leave us alone for a bit,” I said. She was a stranger, which made him even more upset. As the day passed by, our situation became intolerable; there was nothing I could do to pacify Mitch, and he kept screaming with big gulps of air in between. Towards the end of the day, the nursing staff had retreated, leaving the two of us in a state of exhaustion. Suddenly, my parents, Kay and Roger, walked in – they had driven up straight after work to help me and booked a room across the road from the hospital. 

			“Thank you, thank you!” I kept saying as my mother embraced me. My father took one look at me and ordered the two of us to go for a cup of tea to calm me down. After a wonderful, calm break and a good cup of tea, we headed back up to help my father. When we got to the room, Mitch was asleep in Dad’s lap, and all was eerily quiet. I hugged them both, said goodnight as they headed to their hotel and settled down with Mitch, hoping to sleep myself.

			We managed to get a little sleep overnight. Mum arrived that morning as the nurses came to take Mitch down to the operating theatre, and we went to offer support. He was exhausted and unhappy. Once my little man was peacefully sleeping under sedation, with Morris the teddy tucked under his arm, Mum and I went to have breakfast. I was not hungry, but it would help pass the time until the procedure was finished. There were so many families sitting alone and in groups, and I wondered what their stories were.

			It seemed the cafeteria was the meeting place for parents, families and carers, a neutral ground where it was safe to express feelings of worry, fear and sadness – and, at times, happiness that all was well with your child.

			We noticed a television crew talking to people who had also arrived for breakfast, asking for their views on a fast-food restaurant being built in the hospital. Most people thought it was a brilliant idea. When they came to our table, I expressed disagreement with the idea. They asked if I would be prepared to go on camera and explain why, and I agreed. I suggested that while some of the children could have treats, others could not because of illness, dietary requirements, or a lack of healthy options. Even with a salad bar in place, kids would always choose hamburgers and chips if they could. Low-income families could get a balanced meal of meat and vegetables at a low cost, but instead they would choose takeaway. I turned to glance at Mum, who looked like a stunned mullet. It was hilarious. Mum is like me, a bit of a talker, but as I looked at her in amusement, she was silent. The camera crew thanked me for my time and suggested I
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