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			Scars are an illustration of our past;

			they reveal nothing about the future.

			For my granddad Sjef and my father Wiel 
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			Preface

			For as long as I can remember, my life has revolved around ‘being ill’. The chronic illness that defined my early years led to a variety of associated life-threatening ailments. Eventually this situation, combined with the complications that developed as a consequence, left me in a very deep emotional pit. With my own story as a guide, I hope this book will help others figure out what the optimal medical treatment is for their specific case–as that can be quite different from the maximum treatment.

			The 21st century introduced the trendy notion that hospitals should commit themselves to ‘patient-centered care’. This is all well and good for planned care, but it was never implemented for chronic and/or complex patients. Personally, I wouldn’t want it to be either. I much prefer a care process where the course of events is not dictated by the hospital after a cursory glance at the patient, but by a team of physicians in joint consultation with the patient. Only in more person-centered care will all the relevant aspects–namely the individual, their (diverse) complaints and loved ones–be taken into consideration. The latter is also a very important part of the process, as partners or close family are often overlooked while they are equally hard hit. 

			This book follows the chronological order of events in my life. The period from 1965 to 1981 recounts my childhood and formative years. The subsequent period talks about my experiences as a multidisciplinary patient (meaning various specialists are involved in the diagnosis and treatment) and the hurdles I have had to overcome to pull together a multidisciplinary team to jointly map my treatment. Truth be told, I simply had to surround myself with such a team or I would not be here today. I decided to tell my story after surviving my deep fall into the abyss in November of 2011, followed by six months in the hospital and three years of rehabilitation therapy. One of the rehabilitation specialists encouraged me to write about the process I went through. She said: ‘Publish that story, Hans. Write that book. Medical professionals need it as much as patients do.’

			I did not write about my experiences to get even or lay blame. I do not mean to sling mud at any one institution or individual. The events I recount are real, but I have fictionalized many of the names. I simply hope lessons can be learned and that my story can serve as an eye-opener to medical professionals, patients and their partners–as well as to all those lucky people who are as yet healthy. After all, no one is by definition exempt from a bumpy ride on the rollercoaster of health and well-being. 

			 In writing and publishing my story, I will have to finally reveal a medical secret I have carried for over 24 years. In a way I’m happy to do so, as this secret has had negative effects on many aspects of my life. This was mainly because I could not be who I really was and instead was keeping up appearances. However, there comes a point in every man’s life when he has to say: ‘Enough is enough.’

			Hans Meex

		

	
		
			How falling off a chair saved my life

			I was born in 1965 in the small village of Arensgenhout in Limburg, the southern-most province of the Netherlands. My father was a mason and my mother a stay-at-home mum. My only sibling was my older brother Jos. I was a mischievous little guy; always active and curious. I had no clue about the hurdles that lay ahead or the events that would forever change my life in 2011.

			From the moment I could crawl, I explored the world around me one meter at a time. Sometimes one of my arms or legs would not participate in the action and I was frequently covered in a patchwork of bruises. The contusions were so noticeable that some of the neighbours even suspected my parents of child abuse. No direct statements were ever made, but the family doctor indirectly relayed the suspicions. Even so, I was happy as a clam and my disposition clearly showed I didn’t suffer any abuse.

			I was born with an umbilical hernia and part of my intestine protruded through an opening in my abdominal muscles. It is quite common and in general the condition is harmless. In infants, the classic sign of an umbilical hernia is a painless lump in or near the bellybutton. At the time, it was standard practice to wait for the hernia to disappear by itself. If that didn’t happen within a year, a surgical procedure was planned after the baby’s second birthday. They didn’t treat my umbilical hernia any different. First though, I had my second year of exploring to finish. I did that eagerly and learned how to pull myself up and walk a few steps. The day before the planned surgery I had climbed onto a kitchen chair and was bouncing on the seat.Of course the chair tipped over and I fell down onto the kitchen floor. A tooth went through my lip and I started bleeding. And the flow of blood didn’t stop... After my father took me to the ER at St. Jozef hospital in the nearby city of Heerlen, the doctors figured the only way to stop the bleeding was to actually stitch my lip. After we got back home my lip started to bleed again, right through the sutures. The bleeding was so profuse that we headed back to the ER. More stitches were added. Alas, the resultswere the same. Again, we went back to the hospital where the wound was cauterized for good measure. While all this was happening, one of the nurses suddenly remembered another casewhere a patient with hemophilia B presented with much the same symptoms. That was reason enough to order extensive blood tests and cancel the surgery for the umbilical hernia. A few weeks later the verdict was in: I had hemophilia A. Had I not fallen off the kitchen chair, I would not have survived the procedure. 

		

	
		
			A pound of monkey nuts a day…

			Hemophilia is a genetic disorder that affects the blood’s ability to clot. It affects mostly men, but women can carry the disease and pass it on to their children, even if they show little or no symptoms themselves. The blood of hemophilia patients doesn’t clot normallyand bleeds can last for a long time. People with hemophilia do not have as many clotting factors in their blood as they should have. Hemophilia A patients are deficient in factor VIII; hemophilia B lack clotting factor IX. Hemophilia can occur in different degrees, from mild to severe, depending on the amount of clotting factor produced by the body. People with severe hemophilia are largely or completely deficient in the relevant clotting factor. Especially in case of severehemophilia, these deficiencies can lead to internal bleeds in joints (in hinge-joints such as ankles, knees and elbows, but also in shoulder and hip joints), muscles, organs and soft tissue. Recurrent bleeding can severely damage the locomotor, or musculoskeletal, system if not treated properly and timely. Hemophiliacs also have a high risk of bleeds after tooth extraction, surgery, accidents and injuries. Particularly people with mild cases of hemophilia who are mostly asymptomatic must pay close attention to these risks. In the past, hemophilia was referred to as a ‘bleeding disorder’. This gave the impression that patients lose massive amounts of blood when they are injured. This is actually not the case. External bleeds are not common and rarely present problems. It goes without saying thathemophiliacs with large wounds or cuts should be competently treated at a hospital just like everyone else.

			Until 1963, the province of Limburg was still in the dark ages when it came to hemophilia treatment. Medical professionals in the area surrounding the cities of Amsterdam, Rotterdam and The Hague were more knowledgeable when it came to treating the ‘Royal Disease’. The nickname comes from the fact that several European royal families suffer from hemophilia. The British Queen Victoria passed the gene on to her son Leopold and her daughters Alice and Beatrice. By way of her daughter Alexandra–who would become the last Empress of Russia–Alice passed it on to her grandson tsarevich Aleksei, likely the most famous hemophiliac a century ago.

			The usual treatment prescribed in the south of the Netherlands was a combi­na­tion of bed rest, bandaging and analgesics. Most of the available therapies at the time were dubious at best. For example, a group of prepubescent patients was treated with a synthetic form of oestrogen (DES). It was assumed that bleeds were more frequent during that stage of a child’s life and the idea was to slow the teenage growth spurt. As a result, a small number of patients remained significantly stunted. Many older patients, myself included, were advised to consume a pound of unshelled peanuts per day. The oil in the peanuts was supposed to stimulate blood clotting. No such luck. Instead, I was left with a las­ting aversion to peanuts.
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			Life was an adventure.

			Pre-WWII life expectancy of patients with severe hemophilia was 25 at most. The majority of these patients would already be severely disabled before that time. In 1964, Doctor Judith Graham Pool managed to extract blood clotting factor VIII (FVIII), the so-called cryoprecipitate, from human blood plasma. Ever since, intravenous injection of the missing coagulation factor became the norm for hemophilia A treatment. The injections with freeze-dried cryoprecipitate aimed to stop bleeding at an early stage or prevent it altogether, but the high costs associated with the production meant that the hospital in my region did not treat hemophilia with this protein until much later.

			Data from the Dutch central medical blood transfusion commission (CMBC) shows that the use of coagulation preparations grew exponentially during the seventies. Consequently, life expectancy and the physical condition of hemophiliacs improved by leaps and bounds. In the late seventies, the social situation of patients was enhanced by the possibility of home treatment. A large part of the patient population could now manage the transfusions and injections in the comfort of their own home, thus vastly improving the chance to work, travel and lead a relatively normal family life. But all that was still in the future.

		

	
		
			Ignorant pediatrician

			The hemophilia diagnosis severely impacted our family. At my young age I did not much notice the changes, but for my parents and brother life changed overnight. Hemophilia was such an unknown at the time. Looking ‘bleeding disorder’ up online was not an option yet and my parents had no choice but to rely on the information they received from the GP and the pediatrician at the hospital. 

			It did not help that we lived in a remote part of the country. The blow of having the baby of the family diagnosed with hemophilia was bad enough. My parents were basically told to treat young Hans with kid gloves and make sure I did not hurt myself by falling or getting into fights. According to this advice, I should live my life in a protective box padded with cotton balls. To make things worse, the pediatrician at the hospital in Heerlen was ignorant when it came to my condition. By 1966, enough cryoprecipitate was being produced to treat hemophilia-induced bleeding. Yet, I was regularly sent home without receiving cryoprecipitate treatment after going to the ER. The one thing my parents did receive every time was a lecture from the pediatrician: ‘Do you realize how expensive that treatment is? You should tell your son to be more careful.’ I have to admit I was bit unruly as a child. It was far too exciting to do things that were explicitly forbidden and of course I got injured along the way. Every time my joint or muscle bleeds didn’t stop, we went to the ER in the hope that I would be treated with cryoprecipitate after all. If the bleeding was too heavy, I was hospitalised. The ‘wonderful’ medical care I received resulted in 104 stays at the hospital between the ages of 2 and 11. After so much time spent in a hospital bed, I had finished all the books in the children’s library and glued together a whole fleet of model airplanes. During one of my stays, when I was 10 years old, the pediatrician handed me my medical file and told me to count the number of admissions. I counted 92.
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			In hospital for the umpteenth time.

			Once in nursery school, I wanted to be like all the other children. The teachers were aware of my condition and tried to keep me apart in certain situations. The older I got, the harder that became for them. In primary school I made friends for the first time in my life and I loved it. The school was in a village about two kilometers from my house. My parents tried to find a good balance between letting me go to school by myself and still keeping some control over things. They let me bike to school every day but made me park my bicycle with friends of theirs and walk the last 500 meters. That way, I could not use my bike during the breaksor race around the village at high speeds. I was an outgoing kid and easily made friends, so I simply borrowed a bicycle from one of my mates. Inevitably there were crashes, but I waved the bruises away as a result of schoolyard romps. Alas, I was spotted by family friends one day and they told my parents what I was up to. Like most warnings my parents issued, the resulting reprimand went in one ear and out the other.

			My health was a big issue for all parties concerned. In year 4 of primary school I was transferred from the boys’ school in my village to a co-ed school in another village.This was a big change from my old environment, where the boys finished half an hour later than the girls to make sure our paths didn’t cross. The new school was farther from my house and I had to travel there by bus. Changing schools halfway through the year is hard because you are the odd one out from the moment you make an appearance. Even though I was not thrilled with the changes, I did manage to make new friends (boys and girls!). My brother Jos was also unhappy about my hemophilia diagnosis, because he was not allowed to show me the cool stuff he learned at judo. My parents were too scared that I might want to imitate my big brother and would hurt myself along the way.

			The only one who didn’t worry a tick was my paternal grandfather. He used to tell my parents to get off my case for ‘boys will be boys’. He often took me to the forest and showed me where to find hazelnuts, sweet chestnuts, berries and edible mushrooms. I loved his stories about hideouts and firing ranges used by American soldiers during World War II. Granddad let me run, climb and horse around without restriction–causing me to run down a path bordering a set of 110 steps and finish face-first into a tree. It was not a serious accident, apart from a couple of bruises and a lopsided tree. I can’t be sure that I caused it, but 40 years later that tree still leans to one side. Granddad made me forget I was a hemophiliac.
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			With granddad Sjef.

			We didn’t go on family holidays, ever. The occasional outing to a theme park in a neighbouring province was a very special happening and a real treat. Every once in a while we would stay at a hotel for one or two nights, but because of my bleeding issues we never strayed too far away from the (by then new and improved) De Wever hospital in Heerlen. In that respect, our remote corner of the country was a good place to call home: Belgium, Germany and Luxemburg are within spitting distance of area where we lived. 

			The bleeding and hospitalisations did not change the way I behaved. I did what I wanted anyway–and most of the time that meant joining my friends in whatever mischief they were up to. Of course, I had to pay for that in the form of joint and muscle bleeds. Those would result in yet another trip to the hospital and the usual lecture from the pediatrician. As if I cared. That pediatrician simply could not get through to me and kept playing the same record: ‘Be more careful; be more vigilant; quiet down; be more responsible. Accept the fact that you’re different and act accordingly’. In hindsight, I have to say that my behaviour was for the larger part a reaction to his comments. After all, anything declared off-limits is exciting and fun to a child. Whenever I was admitted to the hospital, the nurses were instructed not to get me too excited. That was a herculean task because I had a vivid imagination. On one occasion, I managed to pilfer a whole box of hypodermic needles and a 60cc syringe from the nurse’s cart while I was given cryoprecipitate. I waited until the staff had finished their last round of the day and punched all the needles in a bar of soap. After clogging them up with soap, I put the needles on the air-filled syringe and launched the whole lot into the ceiling. The nurses noticed it the next morning and called in the head nurse. She had a hard time telling me off; I could see she only just managed not to burst out laughing at the sight of a hundred needles dangling from the ceiling over my bed.

			All those hospitalisations have played an important role in my life. In a way, they shaped my personality and character. I like to think I was brought up for the most part by my parents and to some extent by the hospital staff of Paediatric Ward 14 East. 
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			The former De Wever hospital in Heerlen.

			Spend too much time in a hospital bed and books or model planes lose their charm. I simply was bored stiff with it all. It made me rebellious. One time, I decided to ‘break free’. I shared a triple room with Mario. We went way back; he was a regular as well and had to come in frequently for a series of 14-day IV treatments. Mario’s bed was near the window and I was in the middle. A few days earlier, we had been by Johnny who had fractured his hip and was bedbound. Mario and I couldn’t stand the confinement any longer. I was over the worst part of a bad knee bleed and his final IV wasn’t due for a while, so we didn’t see why we couldn’t have some fun. We wanted to explore the world outside our room; get out of the hospital! There was one problem: Johnny. He threatened to rat us out if we didn’t take him with us. That complicated things, because we would have to take not only Johnny but also his bed. We had planned to just slip away during the day, but there was no way we could pull that off with a bed in tow. Our options were to either cancel the whole thing or get inventive. I could only think of one moment where we might be able to slip away undetected. Our window of opportunity was the moment that the night shift came to relieve the evening shift. We were in room 3 on ward 14 East. Ward 14 was unique in the sense that all the rooms with windows on both sides were bordered by the main hallway on one side and the visitors’ hallway on the other. There was simply no privacy in the rooms. The shift-change ritual was always the same. After the evening shift had said their goodbyes, the night shift would start their first round. They would walk from the nurses’ station–located in the middle of the main hallway–to room 1, take the visitors’ hallway to room 16 and then turn into the main hallway again to finish the round. Then they would sit down to study the charts and do it all again about two hours later. We decided to take off after the first round. Outside of visiting hours, the doors to the visitors’ hallway were locked, so we had no choice but to take the main hallway and run the risk of being spotted in the mirrors near the nurses’ station. This meant we only had about five minutes after the nurses had passed our room. On D-day, we were in bed fully clothed and pretended to sleep. The minute the nurses had passed, Mario and I jumped out of our beds and quietly wheeled Johnny into the hallway. We passed the glass-panelled swing doors to the lift lobby and pressed the button. We were still visible from two hallways, so four out of the six lifts were out of the question. Lady Luck smiled down on us and the doors to one of the two remaining lifts slid open. We hurried in, pressed the button for the ground floor and went down toward freedom. We got out and headed to the main entrance, only to find out that the doors were locked! I had not seen that coming because I was only ever there during the day. I was, however, very familiar with the ER entrance. That was where we would always enter the hospital at the onset of new bleeds, so I knew it would be open at this hour. Back into the lift we went and down to the basement level. A critical moment arrived: we had to get past the ER reception area. Again we were lucky; no one in sight. The desk was unmanned, the hall was empty and harried ambulance crews stayed away. It took us only seconds to storm outside–complete with Johnny and his bed. We couldn’t believe our luck and scurried on. Three boys and a hospital bed stand out like a sore thumb on a hospital parking lot and we had to avoid being seen by the night watchman. We figured we might be able to sneak past him under the cloak of darkness via an overgrown paved path on the side of the parking lot. Full of confidence, Mario and I pushed Johnny and his bed along the path. Until we hit an incline, that is. Imagine two 10-year-olds trying to push an unwieldy hospital bed up a ramp in the dead of night. We laughed and cursed and made way too much noise. Our quiet getaway turned into a loud spectacle and one of the night watchmen came to check out the ruckus. He called the paediatric ward to ask if they happened to be missing three young patients and a bed. The nurses on duty had not yet started their second round and were now made aware of the fact that room 3 was deserted. Our wonderful adventure came to a sullen end. As punishment, we were strapped to our beds for 24 hours. We took the confinement in stride because we had had the best night ever. Apparently, our escape remained a hot topic among the nursing staff for a good number of years. Midway through visiting hours the next day, our restraints were removed. One last reprimand was issued and then we were free ‘men’ again!

			Sometime later, I was back in the hospital due to another knee bleed. I was bored stiff again, so for a second time, the head nurse gave me my file to count the number of times I had been admitted. The 92 admissions I had counted earlier didn’t match the number that had been logged in the nurses’ administration. I was happy to oblige and had more time to fulfil my task. I reread the file, counted and counted again. I kept getting the same number of admissions. The nursing staff went through the file as well and we came to the same conclusion: I had been admitted 98 times, including my current stay. What an incredible number!
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			I was a happy kid by nature

			The hospital surprised me when I arrived for my 100th hospitalization. That morning, my pediatrician’s personal assistant had notified the ward that I would come in again in the afternoon. The timely notice gave the nurses time to decorate my room (which was usually number 3) and even order a cake. There was a festive atmosphere when I arrived that day and I was ‘congratulated’ on achieving this milestone. I was now a member of a very select group of patients.

			The first 11 years of my life were spent going in and out of the hospital like this. The start of any admission was never fun; I was in pain and not able to move around independently. There were good times as well during the recovery period, but I was starting to feel the burden of being a hemophiliac. It was difficult to accept that I couldn’t do what my friends did. That I had to spend so much time in a hospital bed and that I was in pain so often. It was hard to see that my family was suffering as well; that much was obvious even to the child I was. I started to ask questions they couldn’t answer and unknowingly put them under even more stress. Questions like: ‘Why do I have hemophilia and not Jos?’, ‘Why do I have to go to the hospital all the time?’, ‘Why do I have to be in so much pain?’ I didn’t want to accept the fact that I was a hemophiliac. I thought I must be the only one in the whole country with this illness, because I surely didn’t know anyone else who had it. These thoughts had a negative effect on my behaviour. I became rebellious. It escalated one day when I was bored, but wasn’t allowed to help my mum peel potatoes. The risk of cutting myself was too high. My frustration boiled over into anger and I pulled a stupid stunt. I went down to the garage where the laundry was drying. I wanted to vent my anger and set fire to a corner of one of the sheets that were hanging on the clothesline. I quickly put out the small flame with my hand and then held the match to the sheet again. I could control the fire on the thicker borderof the sheet but when that had been consumed by the recurring flames the fire quickly burned through the rest of the sheet and licked its neighbours. I stormed out of the garage and yelled: ‘Fire! Fire!’ Fortunately, my father was at home and hurried to the garage. He managed to put the fire out–with the string curtain he had accidentally ripped off the door still wrapped around his neck. When I saw what I had done, I panicked and locked myself up in the bathroom, too scared to face the consequences. I have no doubt my parents punished me for this crazy act but I can’t remember the details. 

			In January 1976, the pediatrician sent a report to our GP, stating: ‘In addition, I have reproached him for being so restless and careless, for hurting himself too often, playing too rough and acting as if he is a regular boy. He is going to have to learn to live with his condition eventually and we should try to safeguard him from permanent disability until that time.’

			My life changed after that. I had questions, but they fell on deaf ears. I was 11 years old and figured maybe my family would be better off without me. If I wasn’t there, I wouldn’t suffer from hemophilia and all its consequences and my parents and Jos would be able to lead a normal life without worrying about me all the time. They wouldn’t have to spend so much time driving up and down for visiting hours. They wouldn’t have to deal with all the medical mumbo-jumbo.

			Our house was close to the main thoroughfare of the village. It was a wide and open road that seemed to invite drivers to speed up. I sometimes sat on a bench on the side of that road and watched the world go by.It was a good place to be alone with my thoughts. One day when I sat there, my mind drifted to my illness and what it would be like to not exist anymore. I wasn’t suicidal, but it was something I frequently thought about. How bad would things have to be to actually want to end it all? I decided to do an experiment: when the next car came around the bend, I would step into the road. And so I did. A car entered the village and I made my move. 

			My move had been overestimated. The driver had ample time to assess the situation and take appropriate action. He simply slowed down, swerved around me and continued on his way. 

			I returned home with my newly gained insight. What had I been thinking? I didn’t really want to end my life, now did I? I just wanted answers to my questions. However, my actions had not gone unnoticed and a chain of events was set in motion. An old lady who lived on that particular road spent her days looking out the window. She had seen it all and in shock, she called my parents. By the time I got home, my dad was fully updated. 

			My pediatrician was informed about the fact that I couldn’t come to terms with being a hemophiliac. He thought it best we went to family therapy at the Maastricht chapter of the Dutch Association of Mental Health and Addiction Care (GGZ). 

			The referral the pediatrician wrote in May of 1976 said: ‘He is still struggling with his illness and has not yet learned to live with it. There is a good possibility that recurrent joint bleeds will lead to permanent disability. I would be very appreciative if you would talk to Hans and his parents regularly and persuade them to accept his illness and help him lead a calmer life.’

			That letter was like a red rag to a bull and I became less than cooperative. Why did the doctor have to say I was crazy? He was the crazy one and he was trying to suck us into his madness. I grew to dislike him more and more but we didn’t have any other alternative. Meanwhile, our GP had been asking around and found a paediatric rehab center with special needs education programs for toddlers to teenagers. My GP drafted a plan that my parents agreed with and presented it to the Youth Care department of the GGZ. As it could potentially solve a large part of my problems, the plan was well received. The rehab center operated a shuttle service, so I wouldn’t have to take public transport. Students were categorized by education level, which was positive for students with an educational gap like me. There was a general lower secondary education program (MAVO). There were physicians and rehab specialists and physiotherapy, occupational therapy and creative therapy were also on the menu. I would not be the only hemophiliac among the day patients.

			In August, the pediatrician approved the request and my transfer was effective immediately. I would be staying on campus as an in-patient for six weeks and then continue on as a day patient. Everyone was on board and positive about the options, but I did not agree. Nobody had even thought to ask me what I thought! My parents only informed me shortly before I was due on campus. I wondered what was to come. Would I still be able to see my friends?
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			At Ravenbosch forest with our teckel, Sonny.

			There was no way I could stop it from happening. One Monday afternoon in August 1976, my parents drove me to the rehab center in Houthem, six kilometers away. They stayed for the short intake interview and a tour around the building that would be my home for the next six weeks, but then they left. I was absolutely miserable. I remember it was a hot, sunny day. I was sitting on a grassy knoll, feeling utterly lonely. Apprehensively, I contemplated my predicament. I couldn’t even be there for my mum’s birthday the next day. Never ever had I felt so alone.

		

	
		
			The one-eyed king

			I was still there went the sun went down, hearing the very fitting number 1 song of that week in my head: ‘Kiss and say goodbye’ by the Manhattans. I just sat there, being alone. I didn’t feel like doing anything; didn’t want to eat either. Thankfully, the center’s staff left me alone. It was then that I saw three girls approach me; two of them were in wheelchairs and one on a bike with training wheels. I thought the girls in the wheelchairs were about my age, but the one on the bike looked slightly older. They had heard there was a new guy and they wanted to check me out for themselves. We chatted for an hour before they headed back to their building. In-patients were categorized according to age or mental capacity and assigned to one of five buildings where they lived, ate and slept. When the girls left, they said we would probably bump into each other regularly.

			In that hour-long conversation, we talked about our disabilities, our hometowns and how things worked at the center. One of the wheelchair-girls had a spinal cord injury (trauma to the vertebral column that leads to total or partial loss of motor and sensory function below the level of injury) and the other suffered from spina bifida (a birth defect that occurs when the spine and spinal cord don’t form properly).The girl on the bike was battling a type of muscular dystrophy. 

			Even though I had only met these three other patients, I was well aware that in this country of the blind, I was the one-eyed king. The two wheelchair-girls would never walk again and the condition of the girl on the bike would progressively deteriorate. What was a case of hemophilia compared to all of that?

			Meeting those girls put things into perspective for me and I didn’t really need to stay at the rehab center any longer. But the protocol was put in motion and I continued the 5-year journey that would shape my future.

			The next day, I got a personal tour of the center. The main building housed the medical and paramedical specialists and facilities, from therapists and doctors to class rooms and the swimming pool. I met my physical therapist, social worker, general physician and rehab specialist. Of course, I was also introduced to my teachers, including the PE and swim instructors. I didn’t think I would be going to PE or the pool, as I had never been allowed to participate in school sports in the past. I had been shielded from the very beginning and had never gone to a swimming pool for recreation. On rare occasions, I had joined my classmates for the school swim lessons in year 4 of primary school, but I hadn’t obtained any swimming badges or certificates. The rehab center approached things from a completely different angle. I was not the first hemophiliac they encountered and their expertise in movement therapy was at my disposal. This meant I could participate in PE and swim lessons for the first time ever. It was one of the many turning points of my life. 

			My parents had more trouble adjusting to the new situation. They had spent the past 11 years protecting little Hans and were suddenly told to let go. I didn’t really have any issues and would gladly take advantage of any and all new options. My parents had to find a way to deal with that and it didn’t come easy. They were still trying to wrap their heads around the hemophilia diagnosis and its consequences while trying to cope with my rebel spirit as well as the limitations that my hemophilia put on all of us. Now, still trying to find their way after all that time, they had to make a U-turn. And they had to do it without any help or directions on how to manage it all.

			I met my fellow students of that year; a mixed bag of year 5 and 6 rehab patients who also went to school at the center. Groups were much smaller than I was used to from regular schools. At the center, there were ten to twelve students per group who worked at their own pace, depending on their disability. The center had developed its own education system and I landed in ‘group 9’, which was equivalent to year 6 at my old school. During breaks, group 9 students would often meet up with those in the lower secondary program. All the other kids were quite a bit older than me; the youngest was 14 while I was only 11 years old. The majority of students had accumulated quite an educational gap, caused by time taken out for operations, specialist care, therapy and rehabilitation. I had never had to repeat a year and in terms of education I was on par with the older group. At that point in your life, a three-year age difference is huge. I desperately wanted to fit in and had to take drastic action. I wanted to act and think the way ‘my’ group did and so I studied their culture. I listened to their music. I knew Queen and The Eagles, but I was completely unfamiliar with bands such as Led Zeppelin, David Bowie, Thin Lizzy, Dire Straits or Supertramp. I also started to smoke. I observed my group, listening to their conversations, trying to figure out what tickled their fancy. Slowly but surely, I adopted their ways. Within a year, I behaved like a full-fledged 15-year-old. That survival tactic served me well at the rehab center but it alienated me from my friends in the village. I spent my school hours as a day patient at the center and came home in the afternoon. My peers all seemed so childish all of a sudden; their lives moved on a different level from mine. That period was a test of true friendship. My old friends thought I had become a completely different person and not too many stuck around. I had but a handful of local friends left.

			At the center, I had become something of an enigma. I showed no obvious signs of a disability, apart from the odd week in a wheelchair. That only happened after a bleed, but those became increasingly rare. The center’s physician had acquired in-depth knowledge about hemophilia. There were five hemophiliacs at the center and treatment was fast advancing. In fact, the center’s physician had become so much of an expert that she often pointed out the flawed assumptions of the pediatrician at the hospital in Heerlen. A bonus of her thorough approach was that I my visits to the pediatrician could be reduced to once a year. 

			I was not wheelchair-bound, I was young, not shy, a bit of daredevil and good-looking (or so I gathered from the girls’ behaviour towards me).The combination made me a bit of a girl-magnet, because there weren’t many other boys with those personality traits. I just didn’t know the first thing about girls. I was twelve years old and as green as grass. I had a Sex and Relationship Education booklet with pictures in it and I had even seen the inside of a porn magazine or two, but that didn’t mean I had a clue about how things really worked. One thing I was certain about though: I did not want to father any babies. Hemophilia is a genetic disorder and I did not want to put the burden of my illness and all its negative consequences on another being’s shoulders. I had not inherited the illness; I just had the bad luck of an unexplained–but not extremely rare–genetic mutation. That freak mutation made me the only hemophiliac in the family and I wanted to make sure it stayed that way. 

			I had a series of– mostly short-lived– relationships in my first two years at the center. The secret of my inexperience soon came out, but I gradually learned about (French) kissing and feeling each other up. I wouldn’t have to wait long to get truly educated about ‘going all the way’. Us day patients were picked up in the morning and dropped off in the afternoon. When I had just turned 13 and was in my first year of lower secondary, I got to know this one girl. She also took the shuttle bus, but I hardly ever saw her at the rehab center. She mostly kept herself to herself and spent her time at the center with just one other girl. Of course, the other students were quick to label them lesbians. I couldn’t care less; I simply got along with her. Both of the girls were about five years older than me, by the way. 

			The last week of the school year was traditionally filled with extracurricular activities.

			During that same time, the lower secondary classrooms were being moved to another part of the building. The old rooms were quickly stripped of all essentials and the furniture was moved to the new location. With everybody engaged with the activities that day, the old empty classrooms and connected treatment rooms lay abandoned. On the last day of the year, a sports day was planned. As I was recovering from a knee bleed, I wasn’t required to participate in most of the activities, except for swimming in the afternoon. On the way to school that morning, I got a mysterious invitation from my ‘friend from the bus’ to meet her at the deserted building during the school lunch break. It proved easy to sneak out of the crowd unseen and I curiously made my way to the empty building. My friend opened the sliding doors to a big room for me and the first thing I noticed was the other girl. She lay naked on a physical therapy table and, after shaking off her summer dress, my friend joined her. They wasted no time in getting me out of my gym clothes and spent the next hour advancing me from theoretical to practical expert in love making. They also enlightened me about bisexuality and gave me a profound insight into what women really want. I learned there is more than just missionary bump and grind. That most educational of hours had me walking on air for the rest of the day. I pushed one of our teachers into the swimming pool and behaved like a true clown. I was full of adrenaline. The girls had only come to the center for rehabilitation sessions and not the school program, so I didn’t know which group they were in. That day turned out to be the last day for them at the rehab center and I never saw either one of them again.

			People noticed the change in me and it was common knowledge that I always had one or several girlfriends. I never committed to any one girl though. Life was too much fun and there were too many beautiful fish in the sea. I was also a familiar face at the local pharmacy, because whatever I did, I did it safely.

			Those first years at the rehab center were definitely a formative period. Not just for me, but also for my parents. My new life was a complete culture shock for them. The center had a lot of experience with hemophilia and my parents had to let go of their old ways. They had always been told to protect me like a porcelain doll, to make sure I had a quiet life. They had taken me to the hospital whenever I had bleeds but had only sporadically seen me get treated with coagulation factor. Now they witnessed a new treatment culture that centered on movement. I was still prescribed bed rest after a bleed, but only for the time it took for the correct dose of coagulation factor to do its job. Shortly after that, the physiotherapist would have me use the joint or muscle again. My parents had enough trouble letting me live my life, but now they were asked to stimulate my being active. I took up swimming and table tennis at the rehab center and at home I cycled more. I still had three loyal friends in my home village and together we pedalled for miles through the hilly countryside of southern Limburg. In a way, the center made it easier for my parents to relinquish control, because they saw I had come to terms with my illness, studied well, was looked after by occupational and physical therapists and had made new friends at the center. I often spent my evenings and weekends at the center but I still had a good time with my old mates pursuing our hobbies close to home. 

			My time at the rehab center wasn’t always hunky-dory. Sadly, I also learned that saying goodbye and dying are part of life. The first death I had to deal with wasn’t someone from the center though. It was my hero and best friend, Granddad Sjef. In my experience, he died very suddenly. Until the last days of his life, we had gone on walks together in the forest and he had come up with exciting activities for me, such as driving the tractor to haul bales of hay for a farmer friend of his. I was incredibly upset when he died. After the funeral, I told my parents I didn’t have a granddad anymore. Of course, my mother’s father was still alive, but the relationship I had with him just wasn’t the same. Granddad Sjef had lived in our street and I would go there whenever I wanted; my other grandfather lived miles away so we had to drive all the way there. 

			The other permanent goodbyes I had to say were to fellow rehab patients who died during the five years I was at the center. The first of the ten we lost was another hemophiliac who succumbed to persistent bleeding after a bad fall in my first year at the center. The last one was a boy with progressive muscular dystrophy who died during my finals. 

			Even though I had significantly less heavy bleeds than before, the damage my joints suffered over the first 11 years of my life started to take its toll. The bleeds during my early years would probably have been less frequent if the pediatrician at the hospital had followed national treatment guidelines more closely. I was never able to determine if he even knew those guidelines existed. It was water under the bridge; the damage to my knees, my left ankle and my right elbow could not be undone. The social security office was aware of my medical issues and was ready to classify me as fully and permanently incapacitated for work when I was just 15 years old. That would mess up my plans for the future. I wanted to continue my education, earn a degree and find a job. I wanted to show that hemophiliacs could be productive and valued members of society.

			The Dutch Association of Hemophilia Patients (NVHP) fully supported my goals. My parents and I had first heard of this interest group, founded in 1971, at the rehab center. From early 1976 onwards, we went to all the national meetings. These were held at the chapel of a medical center in the province of Utrecht. I never participated in the youth program that was organised, preferring to attend the main program instead. I sucked up the information like a sponge and took all the books and brochures home that I could get my hands on. It opened up a whole new world of information to me. I also got to know other hemophiliacs; patients from all ages, with symptoms that ranged from mild to severe. In spite of the signs of joint degeneration that were obvious in those other patients, many of them had jobs. That one gave me hope for the future and with this newly found knowledge in the back of my head, I wholeheartedly disagreed with the notion that I was incapable of working. 

			1979 was an important year for me. I had built a new identity over the past three years and, in addition, the center granted me more freedom and independence. Since arriving at the center, I had been on a so-called prophylactic regimen of coagulation factor infusions. The aim was to maintain a certain level of coagulation factor in the blood. To that end, I received three intravenous doses per week. In other words, the medication was injected directly into a vein to avoid and prevent severe bleeding. Only a doctor or specialist nurse could administer the shots and each time I had to travel to the hospital in Heerlen. Spend enough time in any place and you will get preferential treatment. Eventually, I would fill out the ER admission forms myself and prepare the necessary coagulation factors as well as the IV. All that was left for the ER doctor or nurse to do was introduce the needle into the vein. By stringing together a number of 40cc IV bottles, I was able to administer the preparations myself to the very last drop. Even so, the whole procedure took about two hours, including transport and IV dripping time. It could take longer if I had to wait for emergency patients in the ER. Those hours took quite a chunk out of my school hours or therapy sessions. I’ll admit that sometimes I didn’t mind, especially if I didn’t feel like going to school anyway or if two or three other hemophiliacs were at the hospital at the same time as me. We would share a room and mess around while being hooked up to our IVs. 

			It was Monday morning, 17 September 1979. Instead of receiving the usual taxi pass for my ride to the hospital, I was directed to a treatment room in the rehab center. Once there, I was asked to demonstrate the way I prepared the IV treatment at the hospital. I couldn’t help but notice the bottles of coagulation factor in the room. That was a first. When I had finished, I was informed that I was ready for ‘home treatment’. I would have to be responsible in my medication use and I would have to learn to inject myself. That morning, a syringe was handed to me and I had to push the needle into a vein myself. I was a natural. Two months of supervised injections later, my parents and I signed a ‘home treatment statement’. That document was going to save me a lot of time and hassle and give me a lot of freedom. After that, I only saw the inside of the hospital in case of an emergency and for my yearly check-up. 
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			Article by Franciscusoord based on my knowledge and experience. 
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			My old friends from the village and I got interested in electronics, (il)legal trans­mission equipment, radio frequency detectors and computers. We spent tons of money it (or at least, it felt that way) and built some very powerful transmitters. Initially those were illegal AM transmitters, followed by CB radio. We amped up the latter and adapted the devices for use on our bicycles. We were serious enough that we used amateur radio at home, which requires a license. The license could only be obtained by completing a technical course.

			My hobbies played an important role in choosing my Further Education program. It had to be something technical. I had no affinity for languages, accounting or bookkeeping, even if those were the better option for my joints. I didn’t care one bit, but the center pushed me to do an aptitude test in the silent conviction that a desk job would be a better choice. They seemed to assume there were no technical desk jobs. The test indicated technical aptitude but also commercial talent. My objective was to get my GCSE and enrol in secondary vocational education. 

			In early 1980, my father was asked to set up a chapter of the Dutch Association of Hemophilia Patients for our home province of Limburg. Until then, Limburg had been grouped together with the neighbouring province of Brabant, but not too many patients from our province attended Brabant-held meetings. After preliminary talks with other NVHP members from our region, the Limburg chapter was born. In cooperation with the NVHP, the program for the founding assembly was put together and speakers were invited. This was how I first met the internist / haematologist of the Heerlen hospital. He was an interesting character; a man with in-depth knowledge of hemophilia. He had been involved with hemophilia treatment in the Netherlands since its inception and had helped shape it. He shared the idea that the Dutch Association of Hemophilia Care Professionals and the NVHP should join forces and stand united in their dealings with the government and the pharmaceutical industry. He was convinced such an alliance of patients and physicians would inspire trust and confidence. He was the complete opposite of my attending pediatrician. That man had never heard of the treatment consensus regarding hemophilia that was shared by the different hospitals in the country. My father was in regular contact with the internist /haematologist, which gave me the opportunity to fire my questions at him whenever we met. When he spoke, I listened. I told him I wanted to become his patient as soon as possible. He welcomed the idea, but said it could only happen when I turned 15, because children under the age of 18 were treated by pediatricians. My current pediatrician had to agree to the transfer. The exception to that rule was the group of patients whose clinical picture was so complex that they could be considered adults at the age of 15. The day after my 15th birthday and armed with this information, I sent my pediatrician a letter stating that, in view of my complex clinical picture, I wanted to be transferred to said haematologist, effective immediately. Ten days later, the physician at the rehab center told me my file had been forwarded to the haematologist and that an appointment was in the making. I never received a direct reply from my pediatrician and never spoke to him again. 

			I should have opted to spend my final year off-campus. The staff had already sug­ges­ted once before that I finish my secondary education at a regular school, combining it with visits tothe physical therapist in my village and being monitored by the haematologist at the hospital. I was doing well with my home treatment, so what was there to stop me?

			It was my need for a safety net that stopped me. I knew the center provided everything I needed. I also knew that I would be on my own at the end of that year anyway, so what was the use of going through such an upheaval earlier than that? A new school meant new books and new learning methods. I would be the new kid on the block again. It would increase the chance that I wouldn’t pass my exams. There is no way to predict the future, but I chose safety above all and chose to complete my final school year at the center. 

			The center had gone through some major changes over the summer. A large part of my group had left as they had officially reached adulthood. They now lived in group accommodation in combination with day activities, work or education. They had integrated into mainstream education or had found jobs–and some had died. The atmosphere at the center was completely different from the liberated 70s vibe it had when I first got there. We had been a tight-knit group and teachers had a hard time controlling us. The new generation seemed so serious to me, a bit narrow-minded and backwards. The teachers were in charge. I felt like the last of the Mohicans and became a bit of a rebel. My image quickly changed from rascal to rebel to terrorist. I was alone in most of my actions and beliefs. In previous years, I had made people laugh with tomfoolery like skating on the iced-over flat roof of the classroom. Now, most of the newcomers seemed apprehensive about my spontaneous outbursts. On my last day at the center, the teachers actually labelled me a ‘terrorist’. Kicking me while I was down, I guess.

			I started to distance myself from the center and no longer went there during the weekends or in the evenings. I was still attending classes, hell-bent on finishing school and making a new start in sixth form. I had selected a BTEC program in Heerlen and was accepted on the condition that I graduated from high school. 

			That final year didn’t go exactly as planned. Halfway through the year, I got into an argument with a teacher about the subject matter. I was convinced I was right and started to raise my voice. The teacher in turn told me to get out and report to the principal’s office. That had never happened before. While it was not uncommon for students to be told to leave the class room for a hallway time-out, no one was ever sent to the principal’s office. I packed my things and started towards the door when the teacher told me to leave my bag. I refused. The teacher then tried to take the bag from me and in the ensuing struggle I accidently hit him in the face. 

			Unfortunately, that particular teacher taught two of my school subjects. I did fine with the other exams, but on the last day I had to sit for those two subjects. That morning, I received a phone call informing me of the death of a good friend and fellow rehab patient. As a result, I couldn’t concentrate during the exams and flunked both. As my scores on the other subjects were decent, I was allowed to resit the two cursed exams. The general lower secondary education program at the center was classified as special-needs education and thus the resits would be oral exams judged by a government-appointed official. The teacher that I had punched told me this and said it might be better to repeat the entire year at a regular school instead. I said I’d take my chances with the resits. 

			Had I known then that the government-appointed official was a friend of the teacher and that they had pushed the exam date back to the extreme, I might have decided differently. The BTEC program would already be in session for five whole weeks by the time I could resit the exams. They, on the other hand, didn’t know that the sixth form director was willing to let me start the year anyway. I would however have to successfully pass the resits to stay in the BTEC program. Four weeks after the start of the school year, I sat the first round of BTEC exams and came out with flying colours.

			Eventually, the day of the resits arrived. During the oral exams for both subjects I managed to answer most of the questions and had to leave the room to give the tribunal time to deliberate. Fifteen minutes later, the government-appointed official left without looking at me. I entered the room to face the tribunal, which consisted of three other teachers and a recently appointed social worker. Their demeanour showed they were not really part of the decision-making process. The teacher I had argued with let loose with a stern sermon and he informed me I had not passed the resits. When I asked for more information, I was told to shut up and listen. My conduct was considered to be that of a ‘terrorist’ (even though I couldn’t remember wielding an Uzi on school grounds) and the center would impose restrictions on me for the next school year. The long and short of it was that I could repeat the two classes I had failed. I was only allowed to be physically present at the center for those classes. Close examination of the class schedule revealed days where I would have one of those classes in the morning and the other in the afternoon. What was I supposed to do during the hours in between? Twiddle my thumbs outside on the sidewalk? I was told I should have thought of that before. Clearly there was no room for discussion. They wanted me to come back the next day and sign a statement confirming my consent, but I didn’t want to give them the satisfaction. I walked out of that ludicrous charade with an ironic ‘See you tomorrow!’ and didn’t show my face for the next three years. I did return there, eventually, but let’s not get ahead of things. 

			Thus, five years of paediatric rehabilitation came to a sudden end. I didn’t like the way it ended, but I wouldn’t have missed the first four years for the world. With hindsight, I would have done things differently that final year. However, I do believe that things happen for a reason, so I let bygones be bygones. I didn’t and still don’t hold a grudge, because I learned a great many things that year. Losing two years of education turned out to be a blessing in disguise, as it gave me time to get a broad education without too much pressure. It all came together in the end. 

			Over the years, at various receptions and a school reunion, I crossed paths with the teachers of the rehab center, including my nemesis. I told him I didn’t bear him any ill will. He didn’t see that coming and was stunned to hear of my accomplishments. I guess he had expected me to end up in the gutter.

		

	
		
		

	
		
			A new era

			The day after the verdict, I went to see the sixth form director to inform him about the situation and ask him what this meant for my future at his school. The director was stymied at the proceedings and the outcome. He even considered launching an investigation because he suspected the teacher had waged a personal vendetta. After inventorying my options, I decided to direct my energy towards reaching my goals instead. I had a good relationship with the director and he was eager for me to attend his school, especially with my outstanding exam results. Having a high school diploma was still a prerequisite and he laid out the options for obtaining certificates to complete my GCSE. There was, for instance, the possibility of going to evening school or following vocational training through a rehabilitation foundation in the area.

			No matter the route I chose, I fell between the cracks: I was either a year too young or didn’t go to school long enough. When I came back to the director to tell him about the rejections, he pulled a rabbit out of his hat. He said he could get me into a so-called transition class. The class was geared towards students whose educational status was just below the cut. The problem was that there were only a limited number of spots in the transition class and they were all taken. However, one of the students, who was supposed to enrol later on in the year, he had changed his mind and I could take his place. I now had a spot at school that accepted me for who I was and I would make many friends during my time there. 

			The first week of school, the fair was in town. Each day after school, I went there with a few of my fellow students. That same week, I also started dating.

			The student population at this school didn’t have any visible disabilities. This was what the rehab center had called a ‘regular school’. The subject matter taught in the transition class posed no problems, so I had time to spare. That fact spurred me to talk to the director a few months into the semester. After finishing the transition class, I wanted to sit for the BTEC First exams before starting BTEC level3. It would cost me a year, but on the other hand, I would come out with my first diploma and a better foundation. As I didn’t have to study much at home, I would have time to take other courses as well and spend time on extracurricular activities such as the NVHP, where I had already built up a bit of a reputation. The director thought it a wise decision and during the next 18 months I was busy with the BTEC First level 2 exams and an electronics course. Together with Jos, I also took a course to obtain my Food Safety and Personal License Holder qualifications.

			I started to life a more normal life once I was in a regular education program. I was no longer surrounded by people with disabilities, but I also didn’t have the safety net of the center’s facilities anymore. A free life. I was well prepared by then and I was doing fine in this new life. I had relationships, but nothing too serious. I wasn’t ready for that yet and wanted to test the waters before I committed. Even so, I was always practicing safe sex because fatherhood was something I wanted to steer clear from. Hemophilia was never an inhibiting factor in my dating days. I did hear stories from other hemophiliacs whose love life was a long string of disappointments. Take my friend John for example; he was dumped every single time. He was always transparent about his illness on the first date but more often than not, there was no second date. The few times he didn’t disclose it at the beginning but only when things were getting a bit more serious, he would be single again in no time. In his despair, he decided not to breathe a word the next time. Lo and behold, the relationship was a success. They seemed a match made in heaven. One day, John had to cancel a date with his girlfriend because he had a bad knee bleed. He thought it best to phone her and say he had come down with the flu. When his girlfriend came over the next day and found him with a swollen knee instead of the flu, John had no choice but to come clean. After telling her the truth, she asked him why he had never told her any of this before. Thankfully, she had no issues with his illness and after hearing his reasons she also understood why he had become more cautious.

			John’s story is no exception. A few of my fellow patients even gave up hope of ever finding a partner. It seems I was an extraordinary case with plenty of dalliances, romance and female attention. In spite of my first case of serious joint damage, I was living a ‘normal’ life.

			I attended every national NVHP meeting, even after the Limburg chapter was up and running. Admittedly, the regional chapter wasn’t a great success yet. At the last four meetings I had seen new faces, but the overall number of attendees remained the same. In spite of interesting topics and good guest speakers, the fifth meeting saw the numbers dwindle. Two years after its inception, the Limburg chapter died a silent death.

			A hardcore group of patients from Limburg continued to go to the national NVHP meetings. The drive up was not the smooth ride it is now, with a number of stretches where the highway alternated with secondary roads. Most of the other members lived in a one-hour radius of most meetings, whereas my parents and I put in two and a half hours each way almost every single time. I was inquisitive and asked many questions during the meetings and during the intervals I would often approach board members or guest speakers. In the spring of 1983, my high-profile visibility resulted in an invitation to represent the youth faction of the NVHP in the future Youth Platform of the Disability Council. This umbrella organisation had been looking after the interests of people with disabilities and chronic illnesses since 1977 and the organisation wanted to add a platform for young people. A group of young patients from a variety of health backgrounds was invited to partake in a 5-day summer program to set up the platform.

			In an unexpected twist, the rehab center would indirectly come back into my life. Susan, the youth representative of the Muscular Dystrophy Association (VSN), lived at the center. It was obvious from the very first meeting that young people wanted to have a voice in the Disability Council, especially because different age groups often have diverging objectives and perspectives. We got down to business quickly and decided on a format for the platform, appointed board members and arranged for an office space at VSN headquarters. I was voted president and Susan would act as vice president cum secretary. In the spring of 1984 we all met up again for a multi-day program to plan the next steps, followed by monthly meetings in a central location. It proved to be a fruitful year which underlined the fact that the Disability Council welcomed our input.

			On that first youth platform meeting as well as the following monthly ones, Susan was accompanied by Lenie, a nurse from the rehab center. The second multi-day program ran from Friday to Sunday afternoon, requiring me to travel there by train straight after school. Susan would also be taking the train and I was joining her along the way. This particular time, Susan was accompanied by Lenie and another nurse called Anouk. The latter had already been employed at the center for years, but somehow our paths had never crossed. The youth platform program was interesting–and so was Anouk. The day sessions served to further shape the platform and we found seven motivated volunteers willing to spend their time and energy on the cause. One of them would succeed me as president. 

			In the evenings, I manned the bar at our meeting center. I became fascinated with Anouk, to the point where I would keep the bar open until the wee hours just to spend more time with her. I started a new job not long after all this, but let’s first backtrack to 1983.

			That was the year I turned 18. I didn’t suffer many complications despite the obvious signs of joint damage. The annual check-up with the internist / haematologist took place in January. These ‘technical inspections’, as patients called them, involved an extended interview that covered the ups and downs of the past year. If that conversation raised cause for concern, x-rays or blood tests would be ordered to complement the standard tests. That particular year, the internist / haematologist asked for my permission to draw extra blood for national hemophilia research. I can’t accurately recall the details, but it had something to do with white blood cells and of course I consented. When our session was nearing its end, I asked the internist / haematologist for a referral to the urologist. For as long as I could remember I had stated that I may well be the first hemophiliac in our family, but that I would certainly be the last. After getting my referral, I kindly but firmly asked the urologist to perform a vasectomy to make sure no sperm cells would ever leave my body. It is a simple outpatient procedure that doesn’t first require a whole lot of administrative or medical rigmarole. The report from the urologist to my GP said: ‘This young patient asked for sterilization because he wants to avoid passing on his illness at all costs. In view of his determination, we felt we should honour his request.’

			As simple as this procedure was, it gave me tremendous peace of mind.

			In April 1983, I received a letter from the internist / haematologist with the results of the research done on those white blood cells (lymphocytes). The research was prompted by news from the United States that a link might exist between hemophilia and Acquired Immune Deficiency Syndrome (AIDS). The letter laid out the most important findings of the research:

			A number of hemophiliacs presented with changes in the lymphocyte structure.

			These changes seem to occur predominantly in patients who had received factor VIII that was imported from the United States. However, the majority of patients who had been treated with imported factor VIII did not show signs of changes in their lymphocytes. 

			Patients treated with preparations produced in the Netherlands also showed changes in their lymphocytes, but to a lesser extent.

			The results thus far indicated that I had nothing to worry about. The tests would be repeated regularly until an adequate HIV test had been developed.

			Not long after that, I turned 18, got my driver’s license and bought my aunt’s well-maintained gold-coloured Audi 50. The car gave me a newfound independence and not being restricted to destinations within cycling distance enlarged my world. It also enabled me to drive Anouk home after work, transporting her bike in the back of the car. I was quickly falling in love and was happy to find out where she lived.

			The BTEC First level 2 had posed no problems and I had entered the BTEC level 3 program. Life was good. I used to file bad memories and experiences away in a mental filing cabinet: open drawer, put in bad memory, close drawer. Good riddance, I say. Thankfully, I had not used my imaginary repository lately. 

			Anouk and I started dating officially at the end of the summer of 1984. We had been seeing each other regularly for dinner or drinks, usually in her home town of Valkenburg. Contact was easy; we laughed and we talked at length. A mutual desire had been simmering, but we were hesitant to start a relationship. Age was a big factor; at first I had thought she was younger than she was and she had thought I was older. It turned out she was eight years my senior. We had both been through a lot already and we were on the same wavelength. She just had eight more years of life experience. In spite of the obvious obstacles, we took the plunge.

			By then, I had started my second year of BTEC. Because of the year spent obtaining level 2, I was the oldest in class for once and came to school by car. During the day, I was a good student, helping others where I could. At night and in the weekends though, I was a bit elusive. I kept my private life private as I started to realize that my interests were vastly different from those of the other students. I had only told a few of them about my relationship with Anouk and the fact that we were practically living together. 
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			Towards adulthood.

			With Anouk, my world opened up to an even greater extent. Improved treatment preparations allowed me to go to Greece for the first time. My parents had never had that opportunity, because we always had to take my illness into account. The radius for our family holidays was determined by the driving distance from the hospital. I hadn’t realized it might frighten them to hear I was going to Greece with Anouk, but they seemed to accept my decision. They only urged me to cover all medical bases and to call them every day. I wasn’t always able to call, but that had more to do with the less-than-stellar technology of the time than with my willingness.

			Fortunately, my parents saw that the preparations had a positive effect on me and that Anouk and I worked well together. My parents took many trips to Spain after that, which solidified my belief that they were onboard with the new situation.

			My relationship with Anouk continued to deepen and her family and friends accepted me. We went to Greece every year and spent many a weekend in Paris. 

			I moved in with her and one day, in the elevator, I bumped into ‘the girl on the bike’ that I had met all those years ago on that first evening at the rehab center. Her name was Linda. She was studying in the city of Breda and planned to move in with her boyfriend Niek, a fellow hemophiliac I also knew from the center. 

			Anouk and I built up quite a large circle of friends. In 1985, when I had just started my last year of BTEC, we figured we needed to put some things down in a cohabitation agreement. We were told we should also draw up a will and fill out numerous forms. To keep things up to date, we would have to renew this annually. Marriage seemed simple in comparison, but we didn’t quite feel ready yet. Or did we? After all, we felt we belonged together and complemented each other to a great extent, so why not get married? We set the date in August, after my graduation. Finals were quickly appearing on the horizon, but I wasn’t worried. I mastered the theory for the written exams and was well prepared for the oral one too.

			Time was spent arranging this and that for the wedding and looking for a job. I knew by then that I did not want to pursue another degree or continue my education. To find out my market value, I sent out a few applications. In response, I received a rejection but also two invitations for an interview. The interviews led me to believe I would have been a serious candidate if I’d had my level 3 diploma; even more so because both employers were looking to fill the positions urgently. All in all, the job application process had turned out to be a positive experience. Every few months, I would meet with the school director who had gone out of his way to secure a spot for me in his institution. He was impressed with my attitude and progress. He liked the fact that I substituted janitorial work for PE class and that I played host for the school open days. One month before my finals, he asked me to come see him. He wanted to know how I felt about working for a newspaper publisher. The director of a publishing house had asked him to source three commercial talents for his business. He would interview the candidates himself and select one for the job. And that one was me. I would start on 1 July 1986–on the condition that I get my degree. I performed well on my exams and I graduated on Thursday, 26 June. Later that day, the director told me that of the two other candidates he had selected, one was already set to take over his father’s business and the other wanted to get into the textile industry. In other words, he had paved the way for me to get the job. I couldn’t find the words to thank him. The last time we spoke, he told me to consider it his wedding gift.

			On 1 July 1986, I started my working life as junior advertising sales representative with Mercator Pers BV, a publisher of weekly newspapers in the south of Limburg province. I entered a whole new world. I got along well with the other team members and wanted to learn all there was to know about the newspaper production process. In the following weeks, I learned about advertisers, advertising contracts, editing, admin, layout, image setting, printing and distribution. In short: all the facets of the newspaper business, from the first contact with advertisers to a finished newspaper. We had briefly touched upon my hemophilia during the job interview but because the school director had assured the publisher that I had hardly missed any classes due to my illness, it wasn’t much of an issue. I did get the sense that my colleagues wanted to know a bit more about my situation and one Friday afternoon, I decided to enlighten them about hemophilia and its consequences. Their interested response proved to me that I had judged the situation correctly.

			[image: ]

			With my direct colleagues at weekly paper De Uitkijk in Heerlen.

			The office had a comfortable and homey feel about it but I felt we needed the modern touch of a fax machine and a computer. That would enable us to send larger volumes of copy to the graphics company and not drive there all the time. From our office in Heerlen, we sent copy to the graphics company in the center of Maastricht on a daily basis, sometimes even twice a day. During office hours, a courier would take care of the delivery, but in the evenings we took turns delivering the heap of material that lay waiting to be processed. I thought having a computer would help the sales process. After all, I was able to create advertisements at home as well, using the first version of PageMaker on my Macintosh Plus. 

			My arguments convinced the boss to get a fax machine, but a computer was a step too far for the publisher’s mother company. The content was sent to the graphics department of one of the group’s newspapers that employed layout editors, screening specialists and reprographics technicians. This group of people had moved on from hot metal typesetting only a decade ago. The advent of the first Macintosh computers soon made image setting obsolete, but there was another reason for the reluctance to embrace new technologies. Apart from the financial investment needed, a large degree of automation would mean many people in the printing industry could lose their jobs. That was something the unions wanted to avoid at all costs. They didn’t want sales reps to put the graphics industry out of business by creating their own copy. I would have to wait another ten years for an office computer. Being the wise-ass that I am, I would still create my own copy at home and as technology improved, so did I. 

		

	
		
			

		

	
		
			Sword of Damocles

			The year 1986: the year that I graduated in June, started my first job in July and married Anouk in early August. Things were going well. I relished the opportunity to demonstrate my independence to my parents. I loved the commercial aspects of my job and developed relationships of trust with clients and colleagues. I got on well with Ed, my line manager. He taught me the important stuff I needed to know to succeed at work. Within a year, I was offered a permanent contract and promoted from junior to senior sales representative. My work meant the world to me. That was what I had been fighting for all those years and it was an outlet for my recently discovered commercial talent. It also let me tinker with graphics work at home; a hobby I gladly pursued. 

			Financially, we were doing fine. Anouk still made more than me, but our double income meant we had no financial worries. Conversations with old BTEC classmates made it clear that I couldn’t really complain about my salary. Regular merit-based bonuses and a yearly raise made my income move in an upward direction.

			We became good friends with Niek and Linda, as well as with three other couples in the same building. Because the apartments there were relatively small and it was a pain to host people, we organised a garden party on the building grounds. We had a good turnout and were relieved we had a rented a beer keg and bought plenty of food. New friendships were formed in this diverse group and we went on outings together. We also instituted a monthly get-together.

			The rent didn’t come cheap and after some thorough calculations in 1987, I realized monthly mortgage costs would come to the same amount. We thought about it a bit more and in the end decided to go ahead and buy a house. All of a sudden, we had a debt of 129,000 guilders (or about 64,000 euro), but the monthly payments were still lower than what we used to spend on rent. We also enjoyed a tax refund every year and we could maintain our old lifestyle. We went out for dinner almost three times a week, we took weekend trips and we continued our yearly holidays in Greece, discovering new islands and regions. At least twice a year, Paris was still a favourite destination.

			We planned the renovation of our new house in such a way that we could squeeze in two weeks in Greece before the big move. The new cork flooring required three layers of sealer and for the perfect finish, the top coat needed to harden for several days. We applied the sealer, went on holiday and moved in after returning from Greece. Over the next few years, my father and I worked hard to bring the house and garden in tip-top shape. Now that I was a homeowner, I could participate in the company’s collective life insurance policy. In case of an early demise, the insurance would take over the remaining mortgage debt on the house. I hoped it would never be needed, as life expectancy for hemophiliacs had crept up to a normal level as long as patients received adequate treatment. 

			By that time, the ‘unknown disease’ from the US had also made an appearance in Europe. The disease affected the immune system of afflicted patients. Once it became known that 90% of patients were gay and 98% were male, it was labelled a ‘gay disease’ by many newspapers. This turned out to be an incorrect assumption and in 1982 it became clear that drug users and hemophiliacs could also get AIDS. This latter group could get infected through blood transfusions or coagulation preparations that contained infected blood. Even before it was clear what the actual cause of the disease was, it was named Acquired Immune Deficiency Syndrome, or AIDS. This was reason enough for the insurance company to get in touch with the internist / hematologist prior to deciding whether or not to grant my life insurance application. In 1987, the internist / hematologist told the insurance company: ‘Patient suffers from hemophilia A, factor VIII inferior to 1%. For your information, the patient is an otherwise entirely healthy young male who has never been diagnosed with any type of infection whatsoever. Patient has never presented with factor VIII inhibitors. [...] This man is very capable of medically treating himself and my prognosis for his future is very positive.’ That did the trick and I was approved for the life insurance. 

			Things were going smoothly in the years that followed. In 1989, I was appointed president of the new Limburg chapter of the NVHP. It seemed there was renewed interest now and the first meeting was attended by some 60 people. That level of attendance was maintained at subsequent meetings. I regularly invited my internist / hematologist as a guest speaker and our contact intensified. The NVHP was impressed with the motivation I showed for structuring the Limburg chapter and asked me to join the national board.

			I was now a senior sales rep and created profitable weekly newspapers and other publications with my line manager, Ed. We became a well-oiled team that didn’t need words to understand each other and we started to hang out after work as well.

			They were intense years indeed, consisting mostly of work and extracurricular activities. In addition to my work for the NVHP and as a favour to my father in law, I became a patient advocate in the mental healthcare sector in the larger Maastricht area. My extracurricular activities consumed more and more of my time and energy, but I managed to shield off enough time to enjoy life with Anouk. I guess in the end, it all comes down to time management.

			At that happy and intense time, we had no idea of the sword of Damocles that was hanging above our heads.

		

	
		
		

	
		
			Bad news

			I always met my internist / haematologist early in the year for my check-up. We also saw each other at other events, but we wouldn’t discuss my physical health on those occasions. 

			During those yearly meetings, I would update him on my condition, we would walk through my treatment plan and discuss related topics. That was the plan for 23 January 1991 as well. I had planned the appointment on a Wednesday because that was the quiet day at the office. The coming weeks would be busy, as we would also be publishing the Carnival newspaper for the city of Heerlen. It started like a standard appointment; we talked about the treatment plan, ruled out possible bleeds and checked my home treatment procedure and medication. Because of increasing joint pain in my left knee and the resulting limitations to my mobility, the internist / hematologist ordered supplementary x-rays and we filled out forms for the necessary tests needed for a good indication of my blood values. To cover all bases, the internist / hematologist asked for my consent to also perform HIV and hepatitis C tests as well. He didn’t have any cause for concern, as my immune system was checked annually and was always judged to be in good working order. Nevertheless, he wanted to double check because the reliability of HIV testing had improved and medical science had come up with a way to identify and detect the hepatitis C virus. Until now, it had been classified as ‘hepatitis non A, non B’. We figured we would test for the whole lot and be sure.

			With the Carnival edition on top of my regular workload, I didn’t find the time to go to the hospital to have blood drawn for the tests. I had managed to make an appointment at Radiology soon after the Carnival season, but had only gotten around to the blood work in early February. Two weeks later, the internist / hematologist’s secretary called: there had been a mishap in the lab and she asked me to fill out the forms again and have more blood drawn. A vial of blood had supposedly broken and the contents were rendered unusable. Looking back, I realize that was a carefully constructed pretext. In those days, vials were no longer made of glass and couldn’t break. I clearly wasn’t on the ball when she called. Instead, I was preoccupied with freeing up time to go to the hospital again in what was a busy time at work. In cooperation with the tourism office, we were publishing a newspaper for tourists. To make sure this first edition was a success, it was all hands on deck and I postponed the blood work again until the internist / hematologist called to ask if I had already had my blood drawn for retesting. When I told him I hadn’t yet, he urged me to have it done as soon as possible. I went to the hospital the next morning, hoping to close that chapter until the following year. I hoped in vain. Two weeks later, on the morning of 6 March 1991, the secretary called again to schedule an appointment with the internist / hematologist at his office that Friday at 5pm. It wasn’t unusual to meet up outside the hospital grounds; we did that from time to time to talk about NVHP or education-related issues.

			It was a quiet day at the office and most of the work had been finished or prepared. It was my turn to make the drive to Maastricht to deliver the documents to the graphics department and I wanted to pop by the hospital before then. At 4.30pm, I wished my co-workers a nice weekend and told Ed–who was working on an elaborate page-long ad for a furniture shop– to add his work to the pile. I would pick it all up after my doctor’s appointment and drop it off in Maastricht on my way home.

			I got to the internist / hematologist’s office just before 5pm. He saw me coming through the half-open door and got up to let me in. I immediately felt he was not his usual self; he seemed a bit nervous. We were not the sort of people to mince words, so he came straight out and explained why he thought this was the worst day in his career. He had needed the extra vial of blood to have my blood retested at another hospital. I had tested positive for both hepatitis C and HIV. Not presenting any clinical HIV symptoms, I was considered to be stage II–or latent stage (‘group-II’ in CDC terminology). In other words: I had not yet developed AIDS but was classified as HIV positive. In those days, two factors were pertinent for an AIDS diagnosis: your overall health and whether or not the illness you eventually contracted was on the list of opportunistic infections. The latter are infections that find fertile ground in people with a compromised immune system; people with a healthy immune system would not be affected by the same pathogens. The definition of AIDS was an important tool for epidemiologists to track the spread of the syndrome and insurance companies used it as a reason to exclude people from their policies. In 1993, after the definition was last updated and complemented with other criteria, I was categorised as stage B2. 

			Of course, I was asking myself all kinds of questions after hearing the diagnosis: ‘What am I going to tell Anouk and my parents? What do I do regarding the girlfriends I had before Anouk?‘ I realized that in spite of my extensive knowledge of hemophilia, I knew next to nothing about HIV or hepatitis C. The internist / hematologist started to tell me about it, but I couldn’t concentrate. I was almost 27 years old, had a lovely wife and a nice house, a good job, a car–and now this? This was it; I had been sentenced to death. I thought about my options. Sit at home and wait to die? Even though I wasn’t yet clear on how to go about it all, doing nothing was not an option. Once I could focus on the conversation at hand again, we discussed a few more things. An hour later, I left his office with the express message that I could always call him, day or night. That one hour lifted our relationship from a professional to a personal level. I promised to bring in Anouk as soon as possible so her blood could be tested as well. After all, after my vasectomy six years ago, we had only had unprotected sex. With the girlfriends before Anouk I had always used a condom. But what if...? I tried to push the thought out of my head. I walked back to the car like a zombie, but I still had to courier the documents over to Maastricht before I could head home to Anouk. When I got to the office, Ed had not finished working on his advertisement yet. He saw something was wrong the moment I walked in. I knew that publicising an HIV infection could bring about some serious trouble and in the short drive from the hospital I had decided to only share the diagnosis with a select few. Ed was one of those people and I knew my secret would be safe with him. He listened and supported me and then took control. He told me to go home; he would drop off the documents. It was far more important that I inform Anouk. He said he’d understand if I didn’t want to come into work on Monday, but I said I would be there anyway. Sure, I needed to process all this information but I would be back on Monday. I did however opt out of the company outing that was planned for Sunday, a trip to a TV studio where we would be part of the audience in a popular consumer advocate show. Ed would take care of cancelling our tickets.

			Anouk took the news hard. We had never thought the tests would come back positive; there had never been any reason to. We had been doing so great! She didn’t panic, but felt bad she had not been there to support me during that talk with the internist / haematologist. During dinner, we discussed the road ahead. The first thing was to get her tested as well, as soon as possible. We decided to only share the news with a small group of people whom we could trust and who would be supportive and understanding. We called it our Group of 10, a term that stuck for years. We didn’t want to add my parents to that list. Not because we thought they wouldn’t be supportive, but because they had already spent so much of their lives worrying about me and we didn’t want to put them through that again. Maybe we would tell them later. First we needed to find answers to a whole lot of questions.

			All we knew about HIV / AIDS is that patients would get very ill and eventually die within ten years. There was no effective treatment, even though it was a global epidemic and everyone who engaged in unprotected sex or who shared needles was at risk. All pharmaceutical companies in the world were in the race to find a vaccine or a drug to beat this thing. We were hoping a solution would present itself before we would have to tell my parents. 

			On Saturday, 9 March, I contacted Cees, a fellow hemophiliac and an expert within the hemophilia association. In his fulltime role of coordinator, he had taken the association to a new level. He was well respected by patients, physicians, pharmaceutical companies and government institutions in the Netherlands as well as by sister associations across Europe and the rest of the world. If anyone could enlighten me, it would be Cees. He did indeed have information to share with us. He could not take away the uncertain future that we faced, but he eased our minds and said he would send us an information pack on HIV / AIDS. He also told us that he was HIV positive and had always been open about it. I felt embarrassed; he was the go-to person for the NVHP and was probably harassed by people like me all the time while he had his own heavy cross to bear. He said, yes, that was the case, but helping others helped him deal better with his own situation as well. 

			Anouk and I didn’t really worry about the hepatitis C infection at the time. People lived to old age with chronic hepatitis and only a small number of patients developed serious problems such as cirrhosis (scarring) of the liver or liver cancer. 

			We were quite relaxed that Sunday evening and watched the consumer advocate show where my colleagues sat in the audience. Still, my thoughts ran wild. I thought about falling ill, the need for a euthanasia statement and organising my funeral. Neither one of us wanted to sit and mope, so I set up an appointment for Anouk for the following morning and we would both go to work as if all was normal. 

			Things were far from normal, but work proved to be a great distraction. Anouk’s appointment was quickly arranged and a meeting with the internist / hematologist was scheduled for the following week. The information that Cees sent over arrived within a few days. ‘Information pack’ was an understatement; it was an information stack. There were brochures and flyers from the Dutch HIV association, but also a booklet written by Cees himself that was titled ’50 questions about hemophilia & HIV / AIDS’. The pack also contained another booklet named ‘Six months on AZT’. At the time of my diagnosis, treatment with high doses of the antiretroviral AZT (Retrovir) was the only existing drug option to possible offer some solace. In ‘Six months on AZT’, AIDS patient Ralph Stein writes about the last six months of his life. The diary is an autobiography that talks about his experiences with his physicians and psychiatrist, but also about his private life. The booklet moved me deeply. It was the first description of life with HIV. Unfortunately for Ralph, his infection had progressed rapidly and the high-dose AZT treatment caused a host of side effects while not being very effective. 

			One nerve-wracking week later, Anouk’s test came back negative. Miraculously, our six years of unprotected sex had not led to an infection, even though sometimes just one roll in the hay was enough. I wanted to get my affairs in order in case my health deteriorated. I didn’t feel like waiting for the end to arrive, so Anouk and I had agreed to keep on living life like we used to. My imaginary filing cabinet still had plenty of drawers for the new reality I had to deal with, even though it took a while to put it all away neatly. We would find out later if it was the right decision to go on like nothing was the matter.

			On 8 March, the internist / hematologist wrote to my GP saying: ‘The results regarding the hepatitis serology fall within the realm of expectation, considering the fact that patient has been treated with cryoprecipitate, factor VIII preparations such as concentrated factor VIII from an early age. The results from the anti-HIV / HIV II antibodies tests are of greater importance [...].’ 

			The hepatitis C infection was still no issue–with the information we had at the time, that is. Now that I am writing this book, I have come to experience the devastating impact of HCV infection–especially in co-existence with HIV. At the time I would jokingly say: ‘As long as my doctor drinks more than me, it’s all good!’

			1991 turned out to be a chaotic year. Anouk and I needed to vent and share our emotions with someone. We could talk to each other, but outside that safe bubble the infection became a heavy burden that weighed us down. We made a list of people we felt we could trust. First were Niek and Linda; our friendship was tight and as a fellow hemophiliac, Niek was somewhat familiar with the issue. We also confided in another couple, whom we thought were our friends, but they quickly distanced themselves from us. That made us more cautious. Of our family members, we only wanted to tell one of Anouk’s brothers, Frank. Both he and his wife Silvia worked in the health care sector and they took life as it came. It was a relief to be able to open op to those four people. 

			I frequently asked myself if I should keep the diagnosis a secret or not. In that era, HIV / AIDS bore a huge stigma in the Netherlands. Amsterdam was becoming less prejudiced but the rest of the country showed no signs of understanding. Life-long members had been expelled by clubs and associations when their HIV status became known. Work colleagues brought in their own coffee cups out of fear of infection. Physical contact was avoided at all costs; no handshakes, no hugs. Prejudice by way of ignorance. 

			On the other hand, there were also patients who were supported by their families and friends. To disclose or not to disclose, that was the question. I was fairly sure a number of my colleagues would no longer be comfortable around me. I knew how those guys felt about AIDS and gay people and had heard the jokes they shared.

			I felt it was better to keep my mouth shut while making sure I didn’t endanger anyone.

			The diagnosis caused a constant sense of unrest. I had started to put together information to be consulted in the event of my death. I had specified how and where I wanted to be laid out, how I wanted the funeral to be arranged and which music to be played. I had even drawn up the obituary; all anyone had to do was fill out the date of my death. I was very specific and didn’t want a standard funeral. I wanted that day to not only be about grief and sorrow but also about thinking back with a smile.

			I never really found out how Anouk dealt with the events of March 8. I know she talked to her friend and colleague Lenie about it and she told me she had processed it. Personally, I buried myself in work and extracurricular activities; anything to keep my mind occupied. We survived by talking to each other and to the people in our Group of 10.

			In 1984, four hemophiliacs had been diagnosed with HIV in the Netherlands. That number crept up in the following years, with 1991 being the low point: 19 new cases. In the end, the tally came to 170 infected patients, which was about 13 percent of all Dutch hemophiliacs. The NVHP and Cees decided to organise support meetings for the infected patients and their partners. The first meeting was planned for the autumn of 1991. Anouk and I were a bit tense when we arrived at the location and wondered how it would go. Cees and his colleague Herra had prepared everything thoroughly and there was quite a turnout for the meeting. The atmosphere became emotional when four patients shared their personal stories; we could all relate. Those stories broke the ice and the participants soon introduced themselves to one another. 

			Towards the end of the program, it was decided to organise biannual meetings. Of course, it added an extra item to the existing list of NVHP symposiums, seminars and other support meetings. The Dutch AIDS foundation, Aidsfonds, supported the meetings monetarily, so there were no financial issues. Having regular meet-ups did mean extra work for those who had to organise it all, namely Cees and Herra. 

			The following meetings were presided over by Jan Ruijter, the director of community center Mozeshuis and the Mozes & Aaron church in Amsterdam. The church building had been used for secular purposes since 1980 and hosted cultural activities and initiatives like Aidsfonds meetings. Jan Ruijter and his people defended the interests of AIDS victims. At the reopening of the building in 1990, Queen Beatrix was present and helped the cause with a small but powerful gesture. By embracing a young Dutch AIDS victim, a girl called Danja, she illustrated we need not fear infection through mere physical contact. 

			Jan was good at putting people at ease and motivating patients to attend the meetings. The dinners that followed the meetings were the place for more in-depth personal contact. I got to know people with similar issues that way, but it also meant more people in my circle deteriorated or died. Goodbyes, funerals, emotions, introspection: my imaginary repository was filling up fast. I mastered the art of repression. During the long drive back after such emotional events I would use the time to find empty drawers in my filing cabinet. En route to a new meeting I would always wonder who would still be there and whose seat would now be empty. In spite of the emotional rollercoaster it caused, the support network filled a need for many years. I’ll explain later on why that changed at one point.

			In late 1992, decreasing T4 and T8-lymphocyte counts gave cause for concern regarding my immune system. The internist / hematologist suggested I go to the university hospital in Maastricht (azM) to treat my HIV infection. I flat-out refused. I seriously disliked that hospital. I had been there a few times to accompany or visit other patients and had had run-ins with residents (doctors in training) pretending to be ‘real’ doctors. If you didn’t agree with them, they got incredibly cocky. I didn’t want to be a number instead of a patient and I didn’t see the people there coming up with any other treatment than AZT.

			The internist / hematologist said that, for now, he would monitor me closely and touch base with his brethren at the infectious diseases department at the azM if needed, but he emphasised that it was only a matter of time before he had no choice but to transfer my care.

			Now I may have been a little prejudiced, but my regular regional hospital in Heerlen was the largest medical training center in the country. They had a completely different approach. In Heerlen, the attending physician would be shadowed by residents, whereas in Maastricht different residents stood by your bedside every day. That was not my idea of building a relationship. I hoped that the transfer wouldn’t happen for a long time. Unfortunately, I was hoping in vain and had my first consultation at the azM in April 1995. The department of infectious diseases was one of the polyclinics that fell under the umbrella of Internal Medicine. I was positively surprised by the fact that I was directed to the general waiting area, where I could sit in anonymity instead of being stigmatised from the get-go. All in all, that first consultation wasn’t as bad as I thought it would be. The intake was done by one of the infectious disease specialists and he told me straightaway that I would be seen by a different doctor every time after that. In response to the rising number of patients at the polyclinic, the hospital was trying to set up treatment teams consisting of an infectious disease specialist and an HIV/AIDS nurse. The physician wanted to start me on a course of AZT, even though I didn’t agree. From what I had read, it wouldn’t do much good anyway, but he thought my still decreasing T4 and T8 counts were reason enough to try. He told me the treatment of HIV/AIDS patients would be undergoing huge changes, in the form of promising new drugs that would attack the virus on various fronts. It wouldn’t be a definite cure yet, but life expectancy would probably go up.

			He said I could do my check-ups in Heerlen and he would make sure my internist / hematologist was allowed to write prescriptions for AZT. He would let me know in time if and when he wanted to see me in Maastricht. I was extremely pleased that I was able to ease into the azM that way. In the meantime, I was well aware of the fact that if new medication became available, treatment would have to take place at the azM. The experts were there as well, so it made sense. 

			The ‘hemophilia & HIV/AIDS’ support meetings were still well attended. In the meantime, the program had undergone some changes. The meeting now started with a medical session where experts shared their knowledge in an accessible manner. The speakers were often infectious disease specialists who were affiliated to one of the large Dutch HIV/AIDS treatment centers. They would inform us about the virus and possible new treatments. Every once in a while the topic of HIV/HCV co-infection came up, but very little information was available. The general program always left room for sharing personal stories and emotions with one another. We also discussed the progress of a complaint against the government that was being formulated by several (ex) NVHP board members.

			The NVHP was a proponent of voluntary and unpaid blood donations. This meant the association disapproved of foreign, especially American, blood products because blood donors were often paid. It is not hard to imagine that in view of the monetary reward, some of those donors were less than honest about their risk exposure. In spite of the objections raised by the NVHP, 10-20 percent of all blood products used were imported. 

			In 1985, the long-awaited HIV test came to market and blood banks were finally able to screen donors for the virus. Donated blood could also be made safer by heating coagulation factors to inactivate the virus. This method had been adopted by the Central Laboratory of the Netherlands Red Cross Blood Transfusion Service (CLB) in early 1985, but not all blood banks sent blood to the CLB (since renamed to Sanquin) for treatment. At the time, the CLB director warned against decentralising the new method, saying that heating the blood required technical expertise and a homogenous approach. A significant number of blood banks suspected this was a ruse to curb their sovereignty and decided to perform the procedure in-house. Some thought things weren’t all that urgent in their region and forewent the heat treatment altogether. It wasn’t until 1988 that the heat treatment became mandatory.

			The complaint that the NVHP wanted to file against the government was about the lack of regulation regarding that heat treatment. In all the discussions and negotiations that took place, the Dutch government was the one party that showed no interest. Blood safety regulation was not on the agenda. 

			Unlike many other governments, the Dutch administration had watched from the sidelines from the very beginning. The government financed HIV/AIDS prevention campaigns but was otherwise hardly involved in the matter. Blood safety was left to interest groups and organisations while it should have been a national policy issue. In the early eighties, the Secretary of State of Health Joop van der Reijden was not interested in formulating an AIDS policy. He was preoccupied with budget cuts in his department and left his staff and interest groups to deal with the issue. By the time his successor Dick Dees got involved, most of the important decisions regarding blood safety had already been taken.

			The NVHP was also negotiating with coagulation factor producers about monetary compensation to (relatives of) Dutch hemophiliacs who had been infected with HIV. The amounts due would be calculated based on the market share of the companies involved. The complex nature of the issue itself as well as of the legal aspects, made for challenging discussions.

			For many people, these developments were the main reason to come to the hemophilia and HIV/AIDS meetings. I, on the other hand, came primarily to glean new information and to share stories and experiences. The compensation payment didn’t mean that much to me. I didn’t think money was a solution; it certainly wouldn’t compensate for a human life. If I died, the house would be debt-free and Anouk would receive a pretty decent survivor’s pension. Unlike some of my fellow patients, I didn’t harbour feelings of hate about what had happened to us. Many people felt hate towards doctors, pharmaceutical companies, blood donors and blood banks. I didn’t feel any of that. I thought it better to direct my energy towards other goals. Keeping busy with things I liked was my medication, so I filled my calendar with work, extracurricular activities, weekends away, holidays, social gatherings etcetera. We often spent our Saturday nights at Frank and Silvia’s place with Niek and Linda, talking about all the issues at hand. Of course, HIV wasn’t all we talked about and whatever the subject, it was always discussed over a dram of Paddy’s Old Irish whiskey.

			In their relatively short existence, the support meetings had had such a positive impact on us patients that even the medical guest speakers were getting excited about the professional approach. We were entering a time with promising medical advancements in the form of antiviral drugs and laboratories all over the world were chasing a solution. In that light, the NVHP organised a symposium at a hotel in the seaside town of Noordwijk on 25 November 1994. The target audience was a mix of HIV/AIDS patients, hemophilia specialists, AIDS internists, hemophilia nurses, AIDS nursing consultants, psychosocial counsellors and social workers in the field of HIV/AIDS. The well-planned symposium received positive feedback from all participants.

			I would turn 30 in 1995. Did I have any reason to celebrate? In a way, I did. If you would have told me in 1991 that I would live to the ripe old age of 30, I probably would have laughed in your face. Yet, I was still alive and kicking, with no signs of disease. All the more reason to celebrate. We didn’t know much about the new generation of drugs that was being developed, only that they showed promise. A working vaccine was still a distant dream, so there was still no real hope for a cure. 

			I entered my 31st year with a bang, surrounded by people I cared about. We had beer on tap, a full fridge, snacks and meat on the barbecue. Anouk had organised a live band to surprise me. I was the manager of a rock and blues band at the time and she had asked the boys to jam unplugged at the party. It was a wonderful birthday party that only ended when the sun came up.

			In 1995, the NVHP filed a complaint against the government with the national Ombudsman. The association stated that the lax attitude of the Dutch government had indirectly caused HIV infections. The Ombudsman found in the patients’ favour on a number of issues. He agreed it had taken too long to make the heat treatment mandatory. In addition, the possibly contaminated American blood product Armour had been allowed on the market for too long. The stand-up attitude of the Liberal Democrat minister of Health, Welfare and Sports, Els Borst, secured an acceptable compensation for infected patients or their relatives. Pharmaceutical companies coughed up an additional sum. The Red Cross took care of the allocation of the funds and the paperwork involved. 

			An unfortunate side effect of this victory was the drop in attendance numbers at the support meetings. I find it regrettable that money often is such a decisive factor. The hardcore members still attended, but that group was getting smaller as people succumbed to their illnesses. 

			1996 was the year of the big breakthrough. A life-saving treatment had been developed for people suffering from HIV. This combination therapy, called HAART (highly active antiretroviral therapy), was a cocktail of drugs that kept the viral load in check and delayed or prevented the onset of symptoms or progression to AIDS. Initially, it was a gruelling and expensive treatment. Large amounts of tablets had to be taken at strict 8-hour intervals. Therapy adherence was key because the active ingredients would only stay present in the blood for a little over eight hours. Adhering to the regimen was also of vital importance to prevent the virus from mutating and thus becoming resistant to the drugs. Many patients suffered unbearable side effects of the forty pills they needed to force down every day. Oftentimes, the medication had to be taken with food to improve absorption. It was a lot to ask of patients, but the possible rewards could be worth it. More on that later.

			World AIDS Day; 1 December 1996. For the past five years, I had tried my hardest to keep my HIV infection a secret. I had only told my Group of 10, but that was it. There was no way of telling how the outside world would react. Some of the people I knew said they wished they had ‘come out’ sooner, but the majority had bad experiences with opening up. People tend to have knee-jerk reactions to such news and being uneducated about it doesn’t help. 

			I didn’t want to lose my job over it either. Ed was a good manager and a friend. Like me, he was worried that colleagues and clients might respond negatively. There didn’t seem to be an upside to telling anyone. 

			In spite of all my efforts to keep a lid on it, that fateful World AIDS Dayput me in a situation I was by no means prepared for.

			AIDS crossed the ocean and arrived in the Netherlands in 1982. The medical established was nervous about this unknown disease and did not know how to handle it. In 1981, The New England Journal of Medicine had published a rousing article about a new disease that afflicted promiscuous gay men. The article mentioned Kaposi’s Sarcoma (a type of cancer), pneumonia and an alarming weakening of the immune system. The disease was initially called GRID; Gay Related Immune Deficiency. Not long after, when it became apparent that drug addicts, hemophilia patients and blood transfusion recipients showed signs of the same symptoms, the name was changed to Acquired Immune Deficiency Syndrome, or AIDS.

			Jan S. was the first patient with AIDS disease in the Netherlands. When he was hospitalised at the Amsterdam university hospital (AMC) in 1981, his symptoms looked very similar to those described in the American cases. However, most of the medical staff involved with his case were unaware of this. Professor Doctor V. Cejka, one of the attending physicians, later said: ‘It was like working in the dark while wearing a blindfold. It felt like we were in the Middle Ages. With all our knowledge of infectious diseases, we were unable to get a grip on this thing. All I knew from American publications was that the disease existed, that the number of cases was rising and that all patients took poppers (a drug that enhances orgasms and relaxesthe sphincter muscle) and were promiscuous.’

			At the time Jan S. was admitted to the AMC, Jan van Wijngaarden was a resident physician there. He would later become the coordinator for the AMC AIDS team, set up with the goal of preventing AIDS. Van Wijngaarden was gay himself and–with the news from the US in the back of his head–asked this first Dutch patient about his sexual past. It turned out Jan S. had a predilection for sex with American men. Van Wijngaarden noted that Jan S. had literally been close to the source of the epidemic. Cejka was only able to diagnose Jan S. a few hours before his death. ‘It was the most complex disease I had ever witnessed; it opened up the immune system to the strangest infections. Everyone was under extreme pressure, from physicians and nursing staff to lab technicians. All disciplines were called in, but lung specialists and dermatologists were equally powerless.’

			World AIDS Day was first conceived in 1987 by two public information officers for the Global Program on AIDS at the World Health Organization. They presented their plan to the director of the Global Program on AIDS. The director approved and the first World AIDS Day was a fact on 1 December 1988. The goal of the initiative was to raise AIDS awareness and to call for solidarity with AIDS victims. Every year since, events, congresses and initiatives are organized around the globe to raise awareness of AIDS. The Netherlands is no exception. In the early nineties, a red ribbon became the universal symbol of AIDS awareness and it is pinned on lapels across the globe on 1 December.

			In 1996, the Dutch national World AIDS Day conference was held at a convention center in Maastricht. Together with my brother-in-law Frank, I was manning the NVHP booth at the conference information fair. While we were building up the stand, a film crew for the national news (NOS) entered the hall. They came each year to shoot footage for a compilation of the day’s activities to be aired later in the evening. I made sure I stayed alert and kept myself out of the picture. Our hemophilia and HIV/AIDS stand was busy with visitors all day and people expressed their sympathy with hemophiliacs who had been infected. After an inspiring, enriching and exhausting congress, Frank and I sat down to watch the 6 o’clock news. We were curious to see how the montage had turned out. It looked like a good overview of the day, including a feature with several speakers talking about new developments in the field. The information fair got a full seven seconds of coverage accompanied by voice-over commentary about the provision of information to AIDS victims. I nearly died while watching that part! Our NVHP booth was featured for four out of those seven seconds and Frank and myself were filmed talking to different groups of people. I had not seen the camera crew from where I stood. The item was sure to be aired again in the 8 o’clock news and it might even be a longer piece then. I was frantic. I wanted the studio to remove me from that footage but didn’t know who to call. The internet was still in its infancy so I wouldn’t be able to find any information there. To make things worse, it was Sunday. I hoped I would be able to reach someone at the regional newspaper Dagblad De Limburger. I was lucky enough to reach someone there who gave me a phone number for the NOS news desk. In a long conversation I explained my predicament. The person I spoke to wouldn’t give me any guarantees because it was getting dangerously close to 8 o’clock.

			A load fell off my shoulders when I watched the news bulletin at 8: the footage had been cut. Over the following week, only one person said they had seen me on TV. Even better, that person was very positive about the conference and the publicity. I thought that maybe I had seen things too much in black and white. Maybe I was being silly about coming out.

		

	
		
		

	
		
			Coming clean

			Up until 1996, I had kept myself as busy as I could. I was the king of distraction and not thinking about my situation too much.

			In the meantime, the funeral information that I had put together in 1991 had been revised several times. The Death Care industry had adapted after the surge in AIDS-related deaths. People no longer wanted limited and standard funeral arrangements and instead were looking to personalize their last goodbye. Arrangements were made long in advance and nothing was left to chance. Funerals were becoming more and more ‘glamorous’ while also reflecting the character of the deceased.

			I had to attend quite a lot of funerals back then. I didn’t show my emotions much, so my imaginary repository of bad experiences was under quite some strain. Even though I managed to still close all the drawers, something that I couldn’t define was eating me.

			I transferred my HIV care to the Maastricht hospital in March 1997. I showed no signs of any disease, but my immune system was collapsing and the HIV virus levels in my blood were way too high. By then, the protocol regarding the treatment of asymptomatic patients had changed. New drugs had been developed and the consensus was to start treatment as soon as possible. I was put on a triple therapy; a combination of three different drugs that I had to take three times a day. For the next few years, that meant swallowing 45 tablets every single day.

			As part of the HAART treatment, I was required to take monthly trips to the azM in Maastricht for Pentamidine inhalation therapy. This drug served to protect me from a certain type of pneumonia that patients with severe immune deficiency are susceptible to. If the HAART therapy proved to be effective, there was a chance I would not have to continue the inhalation therapy. The three 8-hour intervals between medication required good planning and in the end I worked out a personal schedule. I took my first dose at 7:30am, the second at 3:30pm and the last one at 11:30pm. One of the drugs had to be taken with specific food to enhance absorption. This posed no problems with the first and last doses of the day, but the one at 3:30pm was tricky. I had no idea where I would be each day. The HIV nursing consultant had said that a cheese sandwich was all it took, but I could hardly unwrap a cheese sandwich in the middle of my meetings. 

			Snickers bars turned out to have about the same fat content as a cheese sandwich and people were used to seeing me eat those. I found out that a small carton of chocolate milk also fulfilled the absorption criteria, so that gave me more wiggle room. For years, I managed to get by with those few options. Even though I had to swallow so many pills every day, no one noticed. Twice a year, there was a bit of fumbling with the schedule during the adjustments to summer and winter time. The time difference during holidays or international conferences could create problems and I was always vigilant. I even had two watches to make sure my calculations were correct.

			It wasn’t long before the triple therapy lost its effectiveness. The infectious disease specialist added a fourth drug to the mix, making it a quadruple therapy. My body reacted positively to this change and my immune system started to recover. The ultimate goal of the HAART therapy was to produce an ‘undetectable viral load’, meaning that the HIV virus cannot be detected in the blood. My virus levels were detectable but extremely low. I wasn’t the only one where this was the case and some patients were doing even better. I heard of terminal patients who had decided to sell their belongings, tick all items off their bucket lists, squeeze every last drop out of life–only to find out HAART drugs gave them a new lease on life. It didn’t give them back all the things they had deemed useless at that terminal stage: their jobs, cars and money. This new development was an adjustment for the families of AIDS victims as well, but it gave them hope. Not of a cure, but of new drugs that could be developed to attack the virus on other fronts. The thread that held the sword of Damocles over my head was growing stronger and thicker. There might be hope yet. After all, I was already a bonafide LTS; a member of the Long-term Survivor’s group. 

			LTS or not, I had not reached undetectable viral load status yet and that meant I had unfinished business to attend to. I had never told my parents about the HIV diagnosis in 1991. It was more a question of not wanting to burden them with that knowledge. They had finally been able to relax a little lately and not worry about me like they had when I was younger. I didn’t want to dampen their spirits by telling them this. There was so much that was still unclear, even to us. We decided to keep them in the dark for now. 

			In the four to five years that followed, it became clear that I wasn’t letting the virus get the better of me that easily and we figured it was time we told my parents. We tried to talk to them about it on at least three different occasions, but the time was never right. The idea was to tell them during one of our Sunday visits, but things like unexpected guests or grandchildren staying over would throw a spanner in the works. It started to feel like I wasn’t supposed to tell them, but we felt time was pressing. One Sunday afternoon we went there, filled with trepidation and armed with a ton of information from the Aidsfonds. We also brought two brochures that the NVHP had put together on this topic. For once, it was just the four of, so I broached the subject over the first cup of coffee. I painted them a picture of the past six years, laid out the ups and downs Anouk and I had been through and gave them an indication of how the medical wind was blowing at that moment in time.

			They were startled when I told my story. Then they went quiet. When they started speaking again, they told us they had sometimes wondered if I had not been infected. They hadn’t asked because we didn’t give them any reason to and we seemed to be enjoying life. Their message to us was: never hide anything from us again.

			That seemed to put the issue to bed for them; something that I have never been able to really wrap my head around. They must have had loads of questions, but they didn’t ask anything until much later and even then only in a piecemeal fashion. The much-dreaded conversation was over and done with in under twenty minutes. 

			I kept them in the loop about my visits to the hospital and new developments in the field of HIV treatment. That seemed to be enough for them. I guess we have different ways of processing shock, but in the beginning their reaction was hard for me to deal with. It felt like they wanted to protect me by not asking me about it. In the end, I got used to it. As hard as it sometimes was to bring up a topic, it was always easy to close it. Our family was never one for discussing emotions, feelings or the things that kept us up at night. I could really only talk more profoundly with my dad when we were alone, like when we were working on the house. 

			Talking about our feelings was the least of my problems. Since 1993, the pain in my left knee joint had been progressively getting worse and it reached a breaking point in 1996. My leg had been stiff for the past 18 months and in 1996 the pain that I used to only feel when I put weight on my leg, had become permanent. It affected my sleep too, because when I would turn it seemed my lower leg took a few seconds to follow. I would wake up screaming in agony. The orthopaedic surgeon kept insisting that I was too young for knee replacement but admitted that I was a prime candidate in theory. During my last visit in 1997, I was finally able to convince him now was the time. I had a life to live, a job to go to and goals to reach and I could do none of those things from a wheelchair. At the very least, I would lose my job. In spite of all my physical issues, I had a good career and still enjoyed working for the same company after all those years.

			I was struggling to keep up physically. I could still walk, but it was gradually getting more painful and other joints, especially my ankles, hip and lower back, started to act up as well. That earned me the less-than-pleasant nickname Herr Flick (a Gestapo officer with a limp from the BBC sitcom ‘Allo ‘Allo!). The surgeon and I finally picked a date for a total knee replacement procedure. I would get a new titanium and plastic knee on 11 November 1997. In the province of Limburg, 11 November signals the start of the Carnival season. Work-wise, it was a lousy day to have the operation, but I was able to get a lot of work done ahead of the holidays and the Carnival publication. Rehabilitation was going to take time, so lightening the load was a must. The operation had to be well prepared on several levels: the haematologist had to fine-tune my coagulation factor levels and the surgeon had to anticipate additional adjustments to the prosthetic because my knee joint was so badly damaged. More bone material might have to be removed than we would like.

			We had had to plan the operation more than 9 months in advance because the waiting lists were overflowing. The haematologist also referred me to a rehabilitation specialist who was affiliated to the hospital as well as a nearby rehab center, Lucaskliniek. This specialist thought it wise to start therapy, walking exercises and other post-operative training exercises before I had the actual surgery. The idea was that I would be able to start my rehabilitation in the hospital, immediately after the procedure. I started this pre-operative track in April at the orthopaedic, trauma and amputation ward of the Lucas rehab center. The therapist had drawn up a training schedule based on my case file, a gait analysis and a physical examination. I would have three 30-minute physical therapy sessions to building strength and one hour of aqua gym in a warmed pool per week. The sessions kept me busy from 8 to 9.30am and got me in reasonable condition for the procedure in November. 

			The day before the operation, a young nurse was in charge of my intake and I felt a strange vibe during that conversation. I noticed looks of surprise between the medical staff and felt like I was being ignored even though they directed questions at me. I asked if the head nurse was present and requested he join us. When the head nurse had been called in, I explained about my hemophilia and the resulting HIV infection. The staff already knew about the infection but in their bias seemed to have created a mental image of a patient that didn’t correspond with the real me. They had expected a dishevelled and likely drug-addicted patient who would be loudmouthed and cause trouble. This image had been put in their minds by two nurses who had had such a patient on another ward. 

			Apart from the extra large dose of coagulation factor, it was a textbook surgery. I did suffer extreme pain in my knee after the procedure, but put that down to the heavy-handed way in which knee replacements are put in place. It takes tools like jigsaws, milling machines, hammers and chisels. Before the operation they had told me that I would either hardly feel a thing or I would be in hell for 24 hours. It came as no surprise I fell into the second category–with the added bonus that in my case it became 48 hours. I told a visiting colleague that there were times I had wished I was dead. The surgeon was a knee replacement expert and renowned in the Netherlands and abroad, but he did not have much experience with hemophiliacs. That is why he was too cautious in the post-operative track. Only on day 6 did he start continuous passive motion treatment with a so-called kinetec machine. The leg is supported by the machine which moves it automatically to the desired angle. I could bend my knee about 20 degrees, but it just wouldn’t go any further. When the surgeon came to visit two weeks after the surgery, he was not impressed. My arguments that it was the knee itself that blocked and that the problem was mechanical in nature fell on deaf ears. He insisted it was all between my ears. I needed to have faith in my body and not fear pain. He was leaving for a conference but expected to see results when he came back in a week. 

			Two therapists took a less-than-gentle approach in their effort to bend my knee. At one point, I was lying on my stomach and one of them put all his weight on my leg to prove the surgeon’s point. The fact that the knee wouldn’t bend and I hardly felt any pain disproved his theory once and for all. Of course, the natural instinct is to tense up somewhat, but my leg would never have held up against the full weight of a grown man. I just had to lie there and wait for the surgeon to return.

			There were plenty of distractions during the day. The nursing staff thought I was an interesting phenomenon: a knowledgeable hemophiliac and HIV patient with orthopaedic complications. The first three weeks that I was in the hospital, I regularly educated the ward’s nurses in groups of two or three. The evenings and nights were long. After visiting hours were over and Anouk, friends and family had left, I was alone with my thoughts. I watched a bit of TV, but was left with plenty of time to think and take stock of my life. Was this what I had envisioned when I entered sixth form? Was this the ideal relationship with Anouk? Especially the HIV conundrum made me feel like I was the main character in a bad movie. I had a lovely wife, nice colleagues, a large (extended) family and good friends. I had a strong social network, a good job and the ideal house. It all seemed perfect when you said it like that, but this was not the life I wanted. I could deal with hemophilia, but that blasted HIV was a silent killer that had wormed its way into my existence. The thought haunted me at night. Try as I could to file it away in my repository, it jumped right back out if I let my guard down. I never knew a week could feel like forever; minutes were like hours and hours like days. Finally, the week was over and the orthopaedic surgeon appeared next to my bed. Patient Meex did not show any signs of improvement. The therapists took my side in the discussion and confirmed that the knee wouldn’t budge. The likely explanation was adhesion of the connective tissue surrounding the prosthetic. The surgeon didn’t raise any other objections and decided to try to bend the knee while I was fully anaesthetised. The procedure would take place on 5 December and would eventually prove one of us right. 

			When I woke up, the surgeon was standing next to bed. He apologised it had taken so long and said that if I had been awake, I would have heard the tearing sound coming from the knee as he was bending it. The undeniable adhesion around the knee was probably the result of his decision not to follow standard movement protocol in hopes of minimizing bleeds. When they bent the knee while I was under, they achieved a 95 degree angle. That was the starting point for further recovery and after several days on the kinetec machine and training with crutches, I was discharged. Oh, the bliss of living in a single-storey house! I could move around freely and didn’t have to awkwardly shuffle up and down stairs.
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			First knee replacement.

			The day after my discharge, I was back at the Lucas rehab center. I was scheduled for sessions five times per week, with a focus on (walking) exercises and in a warm pool and bending the knee. At first, my knee would bend about 60 degrees. We tried to bend it a little more every day and with a little persistence, my knee conceded another 20 degrees in two weeks. 

			After two weeks of rehab I went back to the see the surgeon for a check-up. The x-ray showed that the prosthetic was properly placed. The surgeon was very content with the photo and the 80-degree angle. His orders were simple: keep pushing your body during rehab therapy and reduce the use of crutches straight away. That was fodder for the rehab therapists and they added free walking to my regimen. I could stretch my leg completely and had to practice bending my knee at home as well so as not to lose the progress we had made. When I started walking without the aid of crutches, my therapist filmed my attempt and slagged me off for still having the same gait as I did before the operation. My body had forgotten how to take a ‘normal’ step with my left leg. What else could you expect after walking with a stiff leg for 18 months, having to lift the left hip in order to move your leg forward and not fall over? The new gait or ‘hop’ had been programd into my system by now and I had to erase it from my muscle memory. We started gait training with the use of parallel bars. I did fairly well, but once I let go of the bars, the hop would return. I took me a whole month to get rid of Herr Flick. I was finally able to walk freely without experiencing pain. I could bend my knee to 95 degrees more frequently and more easily. The therapists and I agreed that it was the maximum I could achieve. A new world opened up to me and I felt I needed to catch up on life. I was so tired of having all those restrictions and limitations in my life–and imposing them on Anouk as well–that I went off the rails for a bit.

			I started going out to bars or karaoke nights by myself, without Anouk. In a way, I was avoiding her and when she confronted me, we argued. I was questioning my life, struggling with all the things that crossed my path that I could not control. Hemophilia was one of those things, but I thought I had come to terms with that. However, the results of my hemophilia, HIV, HCV, the uncertain future and seeing friends die as a result of those same disorders eventually took their toll. I wrestled with those issues and wondered if I had denied Anouk and other people a conscious choice. Would they have chosen this option knowing what they knew now? I could not get those questions out of my mind. I could only mute them for a while, seeking distraction in work and NVHP activities. 

			In May 1998, the biennial World Federation of Hemophilia (WFH) congress was held in The Hague. It was initially supposed to take place in Israel, but the volatile political situation in that country deterred many member states from registering for the event. Shortly before the conference was due to start, the Netherlands was designated as the substitute location. In the past, the NVHP had successfully organised the international AIDS conference after it had changed locations from the US to the Netherlands. Once again, the organisational abilities of the NVHP saved the day. The program planning and guest speakers remained the same, but the preceding youth program was in our hands. A lot of work went into things such as securing hotel rooms for the 2,500 registered visitors, planning logistics and transport to and from hotels and the venue, hosting receptions, setting up a treatment center at the venue and building up the stands. Fortunately, a reliable event organiser that we had worked with in the past was able to partially unburden us. It was still a very hectic two weeks in which I had no time to think about anything else. That allowed me to take a step back and just keep going. I didn’t really have much of a choice anyway. 

			By the time I returned to the office, the team had been reinforced with desktop publishing, or DTP, professionals. The parent company nor its daughter or sub-daughter companies were up to date in digital layout technology. The unions had prevented such innovations because they feared the loss of jobs. That meant that the graphics professionals that had left the company over the last few years had not been replaced. Younger graphics experts were stimulated to go the commercial route–which some of them did with great success. The remaining graphic artists were spread out over the digital image processing, editorial layout, advertorial layout and five all-round pre-press departments of the publishing group. The short DTP training they received focused mostly on two programs for layout and image processing. This very limited learning experience sufficed as a foundation. 

			Fortunately, I was proficient in the programs they used, as it was the same software I worked with at home to create the ads for my clients and other projects. After finishing my own commercial tasks, I often joined the graphic design team to help them get the publications ready. I liked the variety this created in my work, even though I was putting in extra hours. I was back to business as usual, but moved a whole lot better. I didn’t have any pain and I had gotten rid of my hop. I loved it. Things went smoothly, until... 

			At the end of the year, tests showed abnormal levels of liver enzymes (my liver was overproducing certain enzymes in reaction to hepatitis-induced inflammation of the liver). The HCV viral load skyrocketed (63 x 10E6 copies/ml or 63,000,000 viruses per millilitre). Those values were worrisome because the HIV still wasn’t under control and now HCV started to cause trouble as well. In a big way. An adequate cure for HCV had not yet been invented, at least not for the type of virus I had in my system. In total, there are six different virus types (virus genotypes 1 to 6) and corresponding subtypes. Type 5 and 6 were the ones the medical establishment knew the least about. Types 2 and 3 were the types most likely to respond to the standard treatment; 1 and 4 the least likely. Guess what: I had genotype 1.

			I hope I wouldn’t have to start with a hep C treatment course. I didn’t think many people had had positive experiences with that. The flue-like symptoms that were a side effect of the injections could be suppressed with paracetamol, but the mood swings were a different ball of wax. The symptoms could vary from retreating into oneself or throwing tantrums to entire personality changes. The daughter of an older hemophiliac once told me: ‘I don’t recognize my father anymore’. That man had to stop the treatment because he was becoming suicidal. I had heard these stories at the special NVHP support meetings for patients with co-infections, formerly known as the hemophilia and HIV support meetings. Physicians never mentioned the side effects. Paracetamol was suggested as a fix for possible side effects, but no one said anything about the fact that most people underwent personality changes. Physicians seemed to push patients to follow their treatment advice and not question it,saying: ‘There are no other options and you need to get rid of the virus’. They made it sound as if virus eradication was a sure thing. I think all doctors should be put on one of those treatments before submitting their patients to it.

			Mentally, I wasn’t ready for it. I really didn’t want to deal with HCV treatment on top of the everlasting HAART therapy. I wanted to sleep on it. After all, I had just gotten off to a good start planning and organising the 10-year anniversary of the Limburg chapter of the NVHP-which, incidentally, I had been running for a decade. Our regular event location had had to make way for a housing development and I thought it might be a good idea to have our meetings at different locations each time. We could look for places that were better equipped to host fun activities and stimulate patient interaction in addition to the medical program. I had decided on a local marl cave as the setting for the anniversary edition. The cave was linked to an old coal mine that was open to the public for educational and touristic purposes. The Limburg chapter’s tin anniversary with its talented speakers, special location and a visit to the mine, was a big hit with the attendees.

			After much deliberation and reflection, I decided to start the hep C treatment in late February 1999. I was put on a daily dose of Ribavirin tablets and three Alpha Interferon injections per week. I was mentally prepared to win this battle. 

			The hep C treatment caused a significant increase of the HIV viral load and, at the same time, a decrease of my CD4 count. CD4 are white blood cells that fight infection and play an important role in the immune system. These outcomes meant that, in late March, my antiretroviral HAART medication had to be adapted. Fortunately, more HIV drugs were becoming available by then. A lot of those were stronger formulations of the existing drugs, all focusing on the same element of cell division. If a patient developed resistance to one specific drug from one specific group, that person would–in theory–be automatically resistant to all drugs from that category. Another combination of drugs had recently been developed. According to the infectious disease specialist it would probably be the last one. My new HAART medication was a triple therapy that also included a drug that had not yet been approved in Europe. I obtained that particular drug directly from the manufacturer in the context of a ‘compassionate use program’. Such programs are put in place to help patients who would otherwise not be qualified to get access to promising forms of treatment. The objective of CUPs is to make products in a developmental stage available to groups of patients with life-threatening diseases. Access to the medication is granted out of compassion in cases where no comparable or satisfactory substitute or other authorised therapies exist. Patients are monitored extra closely and have to sign statements saying they entered the treatment protocol voluntarily and do not hold the manufacturer or sponsor responsible if anything goes wrong. I was also still following the hep C protocol. To prevent me from developing resistance to the HAART medication, a drug called Hydrea was added to my regimen. This cytostatic medication was meant to treat cancer by slowing or stopping the growth of cancer cells in the body.

			At work, I comfortably got back in the groove after recuperating from the knee-replacement surgery. Travelling to meet clients wasn’t a problem anymore and I easily reached the projected financial targets. In fact, I performed so well that I was asked to take over another district because sales in that region had plummeted over the past year. This was a very promising region and I was bursting with ideas. It only took me a year to get that district back on track and from then on, it was a matter of expansion and relationship management. My old district, on the other hand, ran the risk of a severe financial blow because my successor had not been able to keep up my sales levels. My boss Ed, mercifully recovered from a bad accident, put me in charge of both regions once he was back in the office. I needed help to do so and was assigned a lieutenant for each region and Ed also had a floater on standby in case I became overloaded. With this setup, we managed to serve both districts well until the start of the new millennium. 
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			Building my newspaper career.

			The course of HCV meds seemed to be effective. The quantity of virus in my system, or ‘viral load’, decreased faster than expected. The HAART therapy was a different story. The viral load would not reach the desired ‘undetectable’ status. It had gone down significantly compared to previous years, but there was still a measurable amount of virus present in my blood. In contrast, many other HIV-infected hemophiliacs had successfully reached that immeasurable level by then. In later years, I have come to put this down to the cautious way my infectious disease specialist set up my treatment without ever consulting a liver specialist.

			Personally, I thought I managed the side effects pretty well. I guess didn’t see it at the time, but people later told me that I had a pretty short fuse while being on the HCV meds. Anouk suffered my outbreaks in silence, because she knew what was causing them and because I had not actually harmed anyone. I often had blow-ups, especially in traffic. I was quick to confront people and once almost clubbed another driver with a crutch. He had cut me off in traffic and at the next light I got out of my car and started towards his car. Luckily, the guy sped off before I reached him. I didn’t have any other violent episodes after that. I was doing pretty well until May; I was working fulltime, had my extracurricular activities and a busy social life. Things were fine–until...

			At work, we had recently instituted an afternoon social every last Friday of the month. On what was a sunny Friday in May, we had drinks on the outside terrace of a local bar. After the first round, our receptionist–who was sitting opposite me–leaned over and asked me if I was okay. She said I had turned as white as a sheet in a matter of seconds. To be honest, I was a bit lightheaded and felt shaky. I figured it was time to go home. To be on the safe side, my colleague walked me to my car at the parking garage. During the drive home, I started to feel worse and decided to take it easy over the weekend. When I woke the next morning, I freaked out: a whole bunch of hair came out when I put my hand through my hair. I went to the hospital first thing on Monday morning and it turned out that the combination of HAART therapy, HCV meds and Hydrea had the same effect as chemo therapy. These effects were totally unexpected; my Hb levels plummeted from 11 to 5, I had trouble breathing, I felt horrible, had no strength in my arms and legs and lost 85 percent of my hair. If I had to sit through another four months of this, I didn’t think I would survive. Fortunately, the HCV course was working: the virus was no longer detectable and my liver function improved to relatively normal levels. The HIV viral load, however, was very measurable. I therefore decided to stop the HAART course and continue with the hep C treatment. The chemo-like effects ended when Hydrea was removed from my drug cocktail, but it took a very long time before things were back to ‘normal’. In those days, an HCV course was ‘only’ 48 weeks long and it was basically pushed down your throat by the medical establishment. The medical professionals didn’t seem to fully grasp the implications of these courses for patients, their family and close friends. For me, the impact of the co-infection therapy was even worse. The only good thing was that after finishing the HCV course, I could once again live life without having to push down all those tablets three times a day. It almost felt like I was on holiday for four months. Not taking the pills also meant that the HIV virus was able to grow uninterrupted and regain its grip on my body. This obviously did not sit well with the infectious disease specialist.

			In late August, at the end of the HCV course, the virus was still undetectable and my livers function was ‘normal’. But as always in my sinusoidal life, this up was followed by a down. The HCV virus reappeared in October in a relatively stable fashion. In the past, every time I was on what was considered the very last HIV treatment, new drugs were introduced. The same happened this time and when I finished the HCV course, new options were available. Dampening the mood, the infectious disease specialist told me I had become resistant to all HIV medication and because I had stopped my treatment voluntarily, I had exhausted all options. That was something that I did not and could not accept. Back then, all drug resistance testing was done at the Erasmus hospital in Rotterdam. However, those tests did not indicate resistance to specific drugs but to whole groups of drugs. I had found a laboratory in Belgium that was able to test for resistance to individual drugs. A drop of the patient’s blood was added to each drug to see if a reaction occurred. This lab was quite something: the American ministry of Defence had contracted them to exclusively run the blood tests for all American soldiers based in Europe and the Middle East. 

			I spent over an hour with them on the phone and in the end they agreed to test my blood for a fee of 2,200 guilders (or 1,000 euro). I was happy to pay because I wanted to get back in the fight against the HIV virus. The infectious disease specialist was so impressed with my fighting spirit that he offered to draw the blood at the hospital and courier it over to the Belgian lab. Two weeks later I received a big envelope with the results. After reading them, I deduced some avenues were still open to me and decided to pursue them. I paid the invoice and send the lab a note thanking them for providing this service to a private patient. The next month, in a gesture of consideration, my health insurance company reimbursed me the entire amount. 

			As my body had suffered quite a big blow, the road to recovery lasted over a year. At one point during the healing process, I started to look relatively normal again. Immediately, the outside world expected me to act normal as well, to be my old self. My body was protesting, but I tried to play the part anyway. I wanted to live up to everyone’s expectations and didn’t listen to the voice in my head telling me to slow down.

			The cumulative effect of the past eight years was starting to finally hit me and I didn’t know how to process it all. This put me in a downward spiral and I basically told everyone around me to kick rocks. Family and friends, but also Anouk, urged me to go see a psychologist. I wasn’t really open to the idea, but was willing to go along if it made them happy. In addition to being stubborn, the average hemophiliac is also a good actor. I managed to make people believe what I wanted them to believe, but it wasn’t necessarily the true.

			At that time, we were living in the city of Heerlen. More often than not, we went out or met up with friends in the nearby town of Valkenburg. We were more in love with this little town than we had thus far admitted to ourselves and we eventually decided to move there. In the early days of our house hunting efforts, we came across a decent house that had been neglected for ages. It had been for sale for quite a long time but the location was perfect. The real estate agent gave us a tour using words like ‘authentic features’ and ‘charming atmosphere’ while he really should have been saying was ‘overdue maintenance’ and ‘rotted away’. We put in an offer that amounted to half the asking price. The agent laughed at us, but I told him to call me in case the owners changed their minds. The house had been vacant since their parents died and the surviving children wanted to make some money out of it. The way things were though, the house was costing them money and had been for a while. Still, we weren’t too confident that the real estate agent would call us back and continued our search. We had not found any other options yet when the agent called to ask if we were still interested. We wanted to completely strip the house and have our contractor rebuild it. To give us time to talk to him and get our schedules sorted, we agreed to buy the house per July 2000. The contractor would start work in August once the building industry’s summer break was over and we were hoping to move in by mid-November. I had accumulated a ton of leave and this was as good a time as any to use it. To cut costs, my dad and I would strip the house, but the first few days I was still tied up at work. My dad started to clear the overgrown garden to make space for a skip and removed all the trees, bushes and hedges by himself. The garden turned out to be a lot larger than we had previously thought. We now had space for three separate skips, which made our recycling efforts a lot easier, and large trucks could even access the property now. The renovation was a big project and a good way for me to let off steam. Whenever I couldn’t be at the house because of work my dad acted on my behalf. There were many other things to take care of as well, such as the sale of our old house and shopping for the perfect bathroom furniture, a kitchen and a wood stove. 

			At the same time, I still had to fulfil my other obligations, like organising the annual NVHP event for the Limburg region. 

			I had picked the Holland Casino in Valkenburg as the location for the NVHP Limburg event in 2000. There would be a medical program and if they wanted, visitors would receive game instructions prior to trying their luck at the tables after the conference. A few weeks before the event was about to take place, I received a phone call from someone I didn’t know. He claimed to be a hemophilia consultant with the azM in Maastricht and was hoping to get an invitation to the event. He wanted to organise NVHP events at the hospital and said he would like my help in planning it. I asked for his name and number and said I would call him back. I never did. Who did that guy think he was? Regional events for the NVHP have absolutely nothing to do with treatment centers and thinking of organising them from that background is absurd. In my capacity of NVHP board member I had not heard of any such initiatives. I was surprised the azM haematologist hadn’t mentioned these plans to me when we saw each other that past July in Montreal during the WFH conference. When I told him about the strange phone call, he apologised for the overly proactive way this new hire approached his job, adding that the young man was still trying to find his place at the hospital. 

			My hemophilia treatments still took place at the Atrium Medical Center in Heerlen. I was even chairman of the recently installed Patient Council there. My haematologist was nearing retirement and I started to worry about the possible consequences of his departure. I wondered who would take over and if there would be any changes to my treatment. When he left, the Atrium MC would have to say goodbye to a physician who had been involved with modern hemophilia treatment since its inception. A lot had changed in the 35 years that spanned his career, one of those being a closer relationship between the Dutch Association for Hemophilia Patients (NVHP) and the National Association of Hemophilia Care Professionals (NVHB).

			For hemophilia specialists, the illness has become less interesting from a career point of view. The chances of discovering new treatments are slim and many haematologists opt to specialize in oncology instead. 

			We all worked hard on the house and I was happy that, even with all the manual labour I put in, I did not get any joint bleeds. The house changed from an eyesore to a small palace and we moved in early December. After years of living near an ugly building, the neighbourhood welcomed the metamorphosis and made us feel at home. It felt so right that we even got a dog in the new year. She was a golden retriever named Joy who loved to go on long walks with me and always waited patiently for me to come home from work. 

			Somewhere deep down, I still felt an itch. The downward spiral had halted, but I was a ticking time bomb. There were a lot of changes at work after we had merged with another regional company. The Dutch Competition Authority (or ‘cartel police’ as we called it) ordered the publishing group for weekly newspapers to be divested and we were bought by a German publisher and got a German managing director. Up until then, many of the services we needed had been facilitated by our parent company. Now, we had to untangle all that and provide for ourselves in terms of office space, IT systems, accounting and so on. The objective was to be a functioning, wholly independent entity called the Limburger Weekblad Pers (LWP) by 1 January 2002.We didn’t have much time to get ready. The new managing director, Bernd, was old school and had won his publishing spurs in Germany. He was now set the task of building a Euregional publishing house. 

			Bernd had a clear vision of what he wanted and he implemented quite a few changes. He was looking to fill the executive jobs in-house and picked two guys that I considered to be more politically than professionally proficient. They weren’t ‘newspaper men’, but they were good at selling themselves. Once they were installed, I was invited to apply for my own job, just like the other managers at the paper. It became clear after the interviews that the new sales organisation wouldn’t include all of the old gang, me included. My position was not even on the map anymore. Bernd’s new buddies had provided well for themselves; one became deputy director, the other commercial manager for the entire LWP.

			Maybe it was time to broaden my horizon after 14 years at the same company anyway. It wasn’t that I hadn’t received any offers over the years, but I loved being where I was and had simply stayed put. I decided to wait and see which way the wind was going to blow.

			My trusted haematologist at Heerlen hospital retired in the summer of 2001. At his going-away reception, the head of the Department of Internal Diseases told me that my old friend’s successor would start in a month. The new haematologist was fairly young and came from the Erasmus hospital in Rotterdam. Apparently he had left because he felt there were better career opportunities in the south of the country. I talked to the department secretary and got myself an appointment with the new specialist a few days after had started in Heerlen. He was curious to meet the patient who couldn’t wait to see him. I made it sound as if I was there in my capacity of president of the regional NVHP chapter, but I just wanted to get to know the ‘new guy’. I wanted to know where he stood and get his take on hemophilia treatment in general. I got a good feeling about him and about his ideas regarding the correct course of action concerning the new government criteria for hemophilia treatment centers. The cherry on the cake was that I managed to snare him for an NVHP youth trip, a survival weekend in the Ardennes. He willingly agreed, provided he could bring his wife.

			Toward the end of the year, the pressure mounted at the office. Our old parent company had recently set the date for cutting the umbilical cord. Until then, the deadline had been flexible, but it had now been set in stone. To make sure we could function as an independent company on 1 January 2002, our offices had to move to the new location in the last week of 2001. It also meant that we would have to start using a new system to create and print our publications. The new system had not been properly tested and because it was not fully operational yet, there would be no newspaper in the first week of 2002. 

			No one had talked to me about the way forward, so I decided to just park myself behind an empty desk at our new offices in the town of Geleen. Then again, I didn’t want to just sit there and wait for something to happen, so I knocked on Bernd’s door. He told me he had been observing me the last few weeks and wanted to get to know me better. We chatted some and finally got to the heart of the matter. Bernd challenged me to take on the job ads market for South and Central Limburg with an annual target of one million euro. The job market was booming business and the role required little effort. In fact, I reduced my working hours to a standard 9-to-5 day. I loved it; work had never been quite like this before. No stress, no overtime. No wanting to put any extra burden on the graphics team, I handled the layout of the ads myself. It was a life of luxury, but it wasn’t a challenge. Actually, I was bored stiff. If I projected the numbers for the rest of the year, I could reach my target with one hand tied behind my back. Conversely, it gave me plenty of time to muse about the 25th WFH conference that would take place in Seville, Spain, in May 2002. I was very much looking forward to that conference.

			Over the next few months, my downward spiral made a comeback. I was proud of the home Anouk and I had created, but I didn’t really enjoy it. Maybe the spiral had never really left.

			The conference in Spain was a letdown, in my opinion. I was irritated by new coordinator Maartje, who had replaced Cees in the late 1990s. She was very manipulative, even more so now that the president of the association was chronically ill. She wanted everyone to dance to her tune, from the board to the editorial staff of the association magazine. She and I would often clash, among others about the new course that she was plotting for the NVHP. I was fine with giving young parents of a hemophiliac child more attention and I was also on board with facilitating a youth working group. What I had a problem with was that she didn’t want to give publicity to HIV, HCV and older patients with joint damage because she was afraid it would frighten young parents and adolescent patients off. She also didn’t think we should join forces with the Irish and Scandinavian patients’ associations to plead for an official commemoration ceremony during the Seville conference for hemophiliacs who had died of HIV/AIDS. That part of the program had been removed from the conference agenda. In a personal capacity, I organised a ceremony on the square in front of the convention center in cooperation with a number of representatives from Ireland and Scandinavia. We handed out flyers beforehand to raise awareness of the issue. We figured we should be able to get at least 100 out of the 3,500 visitors of the 4-day event to attend. The ceremony took place on the last day of the conference and was well visited. Many attendees were just as surprised as we were that no official commemoration service had been organised.

			This only goes to show that attention for the issues of hemophilia and HIV/AIDS was waning. This may have had something to do with the fact that treatment had become more effective, but that fact didn’t solve all the associated problems. One of these is, for instance, the reality that a large number of hemophiliacs carry the HIV or hepatitis C virus; a co-infection that is quite problematic. 

			When I was back from the conference, Bernd asked me to come see him. The new publishing house needed someone to act as liaison between the commercial side of the business and the graphics department; he needed a so-called operations office. Tasks for that person would include production planning, liaising with printing works and system suppliers as well as monitoring overall quality assurance. Those tasks were currently divided between the heads of the graphics and IT departments, but because the implementation of the new system took up all their time, neither of them could allocate the necessary hours. Bernd thought I would be the perfect man for the job. We transferred the job advertisement department to the relevant sales districts and within two days, I sat behind a desk in a private office. As expected, the role suited me perfectly and it only took a few weeks to bring oversight and structure to the production process. 

			One Monday morning, Bernd summoned me to his office. Hugo, the head of the graphics department, had fallen sick and it looked like he wouldn’t come back to work anytime soon. Moreover, Hugo had said he was not keen of taking up his old role again after his recovery. Bernd asked me if I wanted the job, but I had serious reservations. In the end, we agreed a new graphics expert would head the department, with me as his wingman in the operations office and Hugo as assistant manager (once he was fit enough to work again). In August 2002, Walt came on board as the new part-time head of the graphics department. He hit the ground running and was mainly assisted by Hugo, who was back at work by then.

			In early 2003, the relationship between Anouk and myself was suffering from the effects of the downward spiral that had once again enveloped me. I don’t know why, but I needed more space and freedom. The relationship with her family had already worsened back when I was so ill from the hep C treatment. The HIV secret I was carrying became a real burden at that time. I realised how bad things had gotten when Anouk’s sister and her family came to visit one day. The children were wild and chased Joy around the house. Golden retrievers usually have a high tolerance level, but I noticed she was getting fed up those children. The parents didn’t take kindly to my comment that if they wouldn’t tell the children off about their behaviour, I would.

			That had not been the first incident and I was fed up. I left the house and took Joy for a walk. I couldn’t stop the thoughts that were racing through my head. This downward spiral had controlled me for more than five years and it was getting stronger. I was wondering if I would ever find a way to break the cycle. 

			The relationship with Anouk’s family didn’t really recover and I stayed away from them as much as I could. My behaviour didn’t exactly make things any easier for Anouk. The next time we fought about it, I said that maybe the problem would be solved if I just left. Anouk was completely stunned after my comment. Even though I had contemplated that solution for quite some time, it came out of the blue for her. A few days later I packed the bare necessities and moved into a holiday bungalow that I had rented for a few months, until the start of the high season. I felt better immediately.

			At work, Walt started to feel the pressure of his new position. He was a graphics expert but he was not equipped to manage a group of 26 graphics artists in a production environment. He talked it over with Bernd and after a few such sessions Walt indicated that he could not take on the dual responsibility of working at our company and running his own business. He would leave our company on 31 March 2003, leaving the board of directors to try and fill the new vacancy. In the meantime, I was made interim head of the graphics department and had to fulfil those responsibilities alongside my own tasks for the production office. 

			On top of my marital problems and the extra workload, the conflict with the NVHP coordinator had reached a boiling point. I had loved being involved with the association all those years, but there wasn’t much point anymore. The volunteer work took up much of my free time while it didn’t give me any satisfaction anymore. I decided to quit, effective immediately. I still stayed on as president of the patient council at the Heerlen hospital, because it had not been yet granted a definite status within in the hospital. Challenge accepted.

			In May 2003, I had a meeting with Bernd and the deputy director. Based on my performance over the past six months, Bernd had concluded that I was a well-liked, multifunctional employee who was knowledgeable in the fields of sales, graphic production and IT. He thought that made me a good candidate for the position of head of the graphics department. He wanted to simultaneously keep me on as head of the production office while someone else would take over the daily tasks of that role. I was quite honoured by what he said and was also pleased with the higher pay grade. Still, I wanted 48 hours to think it over.

			As if there weren’t enough changes in my life, I also had to say goodbye to Ed, my old line manager in the sales department. He had been on sick leave for a while and wasn’t coming back. It was quite an emotional event to say goodbye to the man who believed in me in 1986 and had shown me the ropes all those years ago. We had been through a lot, as colleagues as well as friends. We never gave up the friendship and are still in touch up to this day. 
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			I still felt fit and energetic. 

			I started having lunch frequently with two ladies who worked in the directorate support department, Sosia and Patricia. Over one of those lunches, Sosia said that her friend Shirley was leaving for San Francisco to be with her boyfriend. She was going to stay for a year but didn’t want to give up her apartment in Heerlen, just in case. Shirley was looking to let her fully furnished apartment until she came back and I asked Sosia to put me in touch with her friend. My lease at the bungalow park was coming up and I needed a new place to live. I visited Shirley in Heerlen and she showed me around. After dinner and a nice conversation, the apartment was mine for the next 12 months. The only downside was that it was a second-floor apartment in a building without a lift. Fortunately, I didn’t have many belongings to move and I could do my shopping in small portions. Besides, I often went to the student area in Aachen, just across the border in Germany. The area boasted many restaurants offering daily specials for a pittance, so my shopping was reduced considerably. That was a happy accident, because my knee joint was deteriorating. According to the orthopaedist, it wouldn’t be long before my right knee would have to be replaced as well. 

			I had not been head of the graphics department for very long when Bernd told me in confidence that big changes were about to happen in the department for economic reasons. In the upcoming reorganisation, seven of my colleagues would have to be let go. I knew these people personally and the news weighed on me heavily. I was sworn to silence until the procedure had been approved by social services and the works council.

			During one of our lunches, Sosia told Patricia and me that her father had liver cancer. A growing number of hemophiliacs were dealing with liver problems. A small percentage of patients who were infected with hepatitis C would experience serious liver issues 20 to 25 years later. The problems ranged from hardening of the liver to cirrhosis and cancer. People whose problems were in an advanced stage were likely to die soon while more recent cases were put on a transplant list. There are only so many donated livers to go around and not everyone on the list would receive one in time. I knew people who were dealing with some of these issues, so I felt I could (and should) offer Sosia advice. By doing so, I also got to know her father, whom she wanted to be nursed at home for as long as possible. I moved in with her and her father during the last three weeks of his life because the burden was too much for one person alone. He needed constant care by then and we also took turns checking on him at night. 

			I moved back to my apartment after the funeral. Sosia said she needed a break and was going to Crete to clear her head, relax and recharge. She asked me to come with her and I did not say no. Neither one of us was ready for a new relationship, but we did go out together, took walks and went to the movies. My right knee was deteriorating faster than before and I thought I should really see to it in 2004. 

			At one point, the divorce lawyer asked me to come to his office to sign the documents that would effectively end my life with Anouk. She still couldn’t believe it was really happening, but she knew it was unavoidable. I had chosen to extend the alimony period because she was caring for Joy and because she was the victim here. Thinking back on all the great times we’d had, I suddenly realized that all those moments were before the HCV and HIV diagnoses. I hindsight, I regret not acknowledging the downward spiral sooner, but console myself with the fact that it only became glaringly obvious in 2006. I’ll get back to that later.

		

	
		
		

	
		
			A battered body

			In the course of 2004, it became obvious to us all that the economic situation was forcing us to downsize the organisation. We would have to say goodbye to several colleagues, most of whom worked at the graphics and accounting departments. I was impressed with the fact that the seven graphics experts kept giving it their all, even after finding out they were being made redundant. This year seemed to revolve around goodbyes; the last of our unfortunate colleagues left just before Christmas. 

			Health-wise, early 2004 was the time that my knee could no longer be ignored. I was in so much pain that I had to make an appointment with the orthopaedic surgeon. The experience I’d had with the surgery on my left knee had changed the way I approached the upcoming procedure. The surgeon who had performed the first operation had moved on to a management position at another hospital and I was happy to see that his successor was open to my questions and comments. He figured the surgery would take place in six months’ time, which gave me the opportunity to get my affairs in order. The most important one being my housing situation, because I currently had to climb three flights of stairs. After the surgery, I could recuperate at the transfer ward at the hospital until I had recovered to such a degree that I could manage the stairs. However, I could only make all the necessary arrangements once the date for the surgery was confirmed.

			From the moment we had started anew under German leadership, the sales department, editorial office and graphics department had all been hooked up to the new IT system. In addition to dealing with IT teething problems, we also had to transfer four employees and a large part of the production facilities from another location in Venlo to our offices in Geleen. I wanted to make this process as painless as possible and was spending more time in Venlo to delve into the nitty-gritty of the new IT system. 

			Things were moving along smoothly until I received a phone call from the orthopaedic surgeon’s office. It seemed nobody wanted to be operated on over Easter, so they could already see me in a week’s time. I told them I would let them know in an hour because I had to clear things with my boss first. While waiting for Bernd to come out of a meeting, I sat down with Sosia and Patricia at our usual table. I was telling them about the upcoming operation when Sosia asked if she could speak to me in private. When we were in my office, she told me in no uncertain terms that I would not be going to the transfer ward. Instead, she wanted me to recover at her place as a way to thank me for helping her when her father was so severely ill and incapacitated. 

			Bernd already knew that surgery was imminent and didn’t raise any objections. In a way, moving the date forward was better for me too because the end of the year was going to be a busy period. In the end, I even got my new titanium knee before the Easter holiday. This time, I did not develop adhesions and was able to leave the hospital within two weeks. I crashed at Sosia’s for as long I was not able to get around on my own and she drove me to rehab every day on her way to work. I was motivated to recover as quickly as possible, because my landlord Shirley and her fiancé Mark had invited both Sosia and myself to attend their upcoming wedding in San Francisco. 

			One morning after physical therapy at the hospital, my dad picked me up and drove me to Sosia’s place. It would take more than ten weeks for me to slowly get to a point where I was moving about without crutches. During that period, Sosia and I became very close and I eventually moved in with her.

			Neither one of us had ever been to the United States. Here I was, an HIV-positive hemophiliac wanting to board a plane with one crutch and several doses of factor VIII at a time when the US was not very keen on inbound HIV patients. Being open about it at customs wouldn’t get you refused at the border, but you would be listed in an official register for the rest of your life. I wasn’t going to disclose my condition because I had some serious concerns about that registry. It might never be destroyed, even if travel restrictions for HIV patients were lifted. To stay under the radar, I repacked my HAART tablets in bottles for painkillers and vitamin preparations that were available in the US as well. Instead of taking the tablets and the coagulation preparations with me in the cabin area, I would put them in my check-in luggage. We booked flights from Amsterdam to San Francisco with a layover in Heathrow and requested special assistance at each airport. I knew from experience that the gates for international flights at Schiphol airport were a long walk away from the main terminal. Heathrow was an even bigger airport and we had no idea what the situation would be like over there. I was doing a pretty good job of walking with my brand-new knee, but I didn’t want to overdo it. Special assistance meant I would be transported from one terminal to the other in a wheelchair or golf cart. Mark and Shirley would make arrangements with the hotel in the Financial District to shuttle us and their other guests to and from the wedding venue.

			I had already returned to work fulltime and presented my plans regarding the necessary adaptations in my department’s workflow for the month of December 2004 to Bernd. He was pleased with my suggestions and agreed with what I said. His positive stance relieved the pressure somewhat for me. 

			Our trip went smoothly: the special assistance was in place and we were allowed to wait for our connecting flight in the VIP lounge at Heathrow. Special assistance also meant we were the first passengers on the plane and the last ones to disembark. At San Francisco Airport, I was wheeled past the long queues at the Department of Homeland Security and led to a separate counter. I handed over the customs declarations forms we had filled out on the plane; one regarding the import of objects, money and food stuffs and one regarding our medical status. I should have ticked YES for the HIV-question but I didn’t, thereby perjuring myself on an official document. A quick glance and we were waived through. We then had our fingerprints taken as well as a photo, but thankfully no one asked us any tough questions. The special assistance employee helped us collect our luggage and then took us to a limited-access door. We walked through and entered the main hall where Mark and Shirley were waiting for us. When they dropped us off at the hotel they said we were invited for dinner with their parents and siblings at a restaurant in the city that evening. 

			We only spent a short week in San Francisco, but we visited all the highlights the city has to offer, including Alcatraz. The combination of those very special days and a wonderful wedding made us fall in love with San Francisco. The day we flew back to the Netherlands, we promised Mark and Shirley that we would return the following year.

			When we returned to the office, the deputy director had left. His replacement would bear the title of commercial director and was presented to the management team not long after. He had worked at a paper factory and was new to the newspaper business, but at least he knew a thing or two about paper. He was an experienced sales manager with fresh and innovative ideas about our operation. 

			The relationship between Sosia and me became increasingly solid. We hadn’t told anyone at work and we wanted to keep it quiet for now. We didn’t discuss work much when we were together; we were both supervisors and wanted to maintain professional discretion for our colleagues’ sake. 

			If we wanted to go away together, we would have to take leave at the same time. Taking time off for our week in San Francisco was a cinch and planning the 3-week summer holiday was easier than expected. It helped that we scheduled our trip in the off-season, so there were no problems staffing the office. We started with a few days in Berlin and then drove to southwest Poland to spend time with Sosia’s family. It was a very special time for me: first the splendid city of Berlin and then beautiful Poland. Sosia’s aunts and nieces welcomed us with open arms. At each stop, the whole extended family was there and the tables were filled with homemade pies and cakes, bread, salads, a range of sausages and other mouth-watering dishes. Poland is a country with large areas of unspoilt nature, interesting historic cities, fascinating folklore, friendly people and large open-air markets. On the other hand, the infrastructure is bad, the roads are horrendous and the country’s history is emotionally charged. We felt those fraught times very strongly when we visited Auschwitz-Birkenau concentration and extermination camp. 

			Sosia and I were in a good place. My parents were pleased with that as well, because they didn’t want me to go through life a single man. That was not the only good news. Since 2002, the HAART therapy had regulated and stabilised my CD4 count, but I had not reached ‘undetectable viral load’ status. Until now, that is. The last tweak to my HAART therapy had nudged me towards ‘undetectable’ while the stable CD4 count kept my immune system in good shape. 

			We entered the last two months of the year well prepared and I unveiled my plans for our new workflow and the new production setup. We were set to implement the strategy without delay at the start of the new year. 

			We did extremely well in the last weeks of 2004 and the first weeks of 2005. Our new work methods resulted in a significant decrease in overtime, a near-elimination of missed printing deadlines and a reduction of the number of complaints, which gave us some much-needed peace of mind. On a personal level, the promotion of two colleagues from the graphics department unburdened me quite a bit. 

			In March 2005, our organisation acquired a publishing house of door-to-door papers in the regions of Limburg, southeast Brabant and South Holland. A workgroup was formed to oversee the implementation and integration of the new IT system for both publishers by 30 December 2005. It was a logistical nightmare to get things organised in time for the first papers of 2006 to be printed that day.

			Sosia and I wanted to make a fresh start of our life together and moved to the town of Simpelveld where, by chance, we had found the perfect house. We had promised Mark and Shirley to come back in 2005 and requested four weeks leave. There were no objections and even though Bernd had noticed we always took time off together, he had not raised any questions. We confided in him not long after that and he said it was all fine with him. 

			We booked direct flights this time, straight from Amsterdam to San Francisco and also requested special assistance again. We were going to stay with Mark and Shirley and spend a few days in San Francisco. We would then go on a road trip through California and finish off with another few days in San Francisco. We were itching to leave, but still had to wait another two months until our flight would take off in mid-September.

			There were no issues at work and the workgroup was on schedule with its activities. I was functioning as a floater at the time and would only really start my projects after we returned from the US. Remy, the head of the IT department, was on top of things and calmed everyone’s nerves. Two weeks before Sosia and I were set to fly out, Bernd wanted to see us. There was an emergency: Remy had just given his four weeks’ notice. He had said he would transfer everything to the other two IT employees and make sure all of our colleagues knew how things worked by the time he left. After all, most of the work had been done. Bernd was looking to hire a new head of IT, but was toying with the idea of making me the acting head of IT in addition to being head of the production office and the graphics department. I was getting a tad nervous when he laid down his proposal. I had affinity for IT and computers, I was familiar with how our system and data line worked but that was the extent of my knowledge. Bernd assured me that was all I needed. He was only looking for someone to manage the two IT employees and would not hold me responsible for substantive issues.

			First, the USA was beckoning! The trip over was uneventful. During the previous visit, we saw San Francisco mostly from a touring car. This time, we spent five days in the city doing our own thing and it felt like coming home. One of the highlights was watching the Giants play the LA Dodgers. We ate at hidden gems in North Beach, Little Italy and China Town. The road trip was a success as well, even though we hadn’t planned ahead much. We took in Lassen Volcanic National Park, Ponderosa Ranch, Meeks Bay, Lake Tahoe, the Gold Rush area, Sacramento, Yosemite National Park, Kings Canyon National Park, Sequoia National Park and Hollywood. We followed Highway 1 to Santa Barbara and drove back up to San Francisco via Carmel by the Sea. This trip had whetted our appetite and we told Mark and Shirley that we would be back to see more of the western United States.

			I didn’t exactly land in a warm bath when I got back to the office. Remy was gone, but not everything had been properly transferred. My first task was to take stock of where we stood. The main server couldn’t handle all the changes that we envisioned. With three months to go and an unchanged deadline, we had some catching up to do. To speed up the process, I invited all the suppliers to see if we could be come up with creative solutions together. The goal was to have a functioning network between HQ in Geleen and the other 12 locations in the south of the Netherlands. No one had ever thought of investing in linking the systems together, so we had to build the network from scratch. 

			Bernd lived and breathed newspapers, but he was old school. He didn’t know much about IT or Dutch rules and regulations–although he acted like he was the expert. I spent two weeks, often until late in the evening, explaining the solutions we had come up with and defending my ideas. Every time he said (in German): ‘That can’t be right! Try again!’ He even got so unreasonable at one point that he put the blame on me. Fortunately he came around eventually and we could start building a bare-bones framework. In the last weeks before New Year, while our new colleagues were trained to work with the new-fangled system, the workgroup was busy around the clock to get the final product up and running. The adrenaline rush was pushing us and we didn’t even notice that we were chronically sleep deprived. To top it all off, my arms just wouldn’t stop itching.

			We finished building the system network in late December 2005, but ran out of time to do a dry run. Technical editor Torsten and Hugo were sent to other locations to provide support while the graphics department and I were ready and waiting in Geleen where all the content coalesced. From there, we needed to get everything to the printers in time, but that was not as easy as it sounded. The lines lacked the speed to handle the traffic and we would often be late in delivering our content. In the preparatory phase, I had already signalled that the connection speed could pose a problem. The printers were aware of our situation and cut us some slack, but a solution would have to be found soon. 

			January was a hellish month; everybody and their dog had an axe to grind. From the receptionist to Bernd, they all dumped their irritations on me. I crisscrossed half the country to visit our locations and to experience all the individual work environments. I wasn’t blind to how frustrating and difficult it sometimes was, especially with deadlines looming. Most problems could be solved, but it would cost an arm and a leg.

			Speaking of arms, mine were bothering me so much that I would literally scratch them open during the night. I was in such agony that I often wondered which of the two was worse: the pain or the itch. I kept applying cooling cream and made an appointment with the infectious disease specialist. 

			In the meantime, I spent hours trying to convince Bernd that we needed to reach deep into our pockets if we wanted this new system to work. He finally agreed after I showed him the calculations that proved we would earn our investment back in one year. 

			By mid-February 2006, I was a complete wreck. I had put all my energy in my work and had neglected the state of my health and my body. I didn’t even have the energy to be worried about it. I needed a break. I hated the idea of abandoning ship, but I didn’t really have any other choice. I called in sick.

			I slept for two days straight and then saw the infectious disease specialist. Tests revealed my liver function was completely out of whack. That was the reason for the non-stop itching. He asked me what I had been up to the last six months, because the level of hepatitis C cells in my blood had also shot up to an alarming level. I should have noticed this, but I had been so fixated on work that I had ignored the signals my bodies had been sending me. The specialist chewed me out and told me the only way my poor liver was going to recover was if I got some rest. Absolute rest, in fact. Okay, but for how long then? I figured one week or a month, but in the end I had to take it easy for four months. Until then, Bernd had assumed I wouldn’t be out of the running long and he wasn’t too happy when I called to give him the news. He was worried about me and about continuity at work. I knew of course that I would return to work eventually, but I didn’t want to get sucked back into the groove too soon by Bernd.

			It was around that time that I encountered Anita. She organised training sessions and coaching for, among others, the Heerlen hospital. She was currently planning a Quality Day, or internal quality-improvement completion, for all the medical teams in the hospital. By means of re-enactments of hospital situations she accurately identified the weak spots. I approached her after one of the sessions and asked if she would take me on as a client. She normally didn’t work with private individuals but was willing to hear me out. I wanted her to coach me about dealing with people like Bernd. Anita was intrigued and thought NEI therapy might work. Neuro Emotional Integration therapy is a combination of regular psychotherapy and Oriental medicine. All behaviour is, consciously or unconsciously, based partly on previous experiences. We have processed some of these experiences, but others are still simmering under the surface. Experiences that have been processed on an intellectual level but not on an emotional one can make people unbalanced. NEI therapists call that state ‘emotionally blocked’. These blockages can cause you to subconsciously function in familiar patterns and prevent you from living the life you were meant to live. 

			Using NEI, Anita was able to identify some of the issues that were holding me back. I thought I had processed these experiences, but it turned out I had only filed them away in my imaginary repository. I still hadn’t accepted being a hemophiliac. I was also still struggling with my position within our family. First I was the problem child around whom everything revolved–which must have hurt my brother Jos–and all of a sudden my parents were told to let go because an effective treatment was available. Following that, I wanted to be independent and show everyone they needn’t worry about me. Then came the issue of being HIV positive during the relationship with my ex-wife, even though we had no idea at the time. I mastered the art of camouflaging my state of mind and pretending things were fine. Anita had her work cut out! She dissected me completely, stripping away the layers through role-play. She also used affirmations to influence my way of thinking, confidence, health and self-esteem. These affirmations were simply a form of positive autosuggestion. Working with Anita gave me insight into why I made the choices I made or why I behaved a certain way. I wanted to clear these blockages and regain my inner balance. I felt a sense of freedom when habitual sentiment and behaviour made way for mindful choice. I was now able to consciously ask myself who I wanted to be, how I wanted to feel and what I wanted to do in any given situation.

			The spike in my liver function had come down quite a bit, but the values were still five times higher than normal. Taking rest had been beneficial, but my blood values showed that my liver was still antsy. A biopsy was the only way to know for sure what was really going on. During a liver biopsy, a small needle is inserted into the liver to collect a tissue sample. The procedure is only performed on hemophiliacs in case of absolute necessity, especially in case of severe hemophilia. At an NVHP members’ meeting I had heard about a so-called Fibroscan device. A Fibroscan is a test that allows the assessment of hepatic fibrosis and cirrhosis by measuring the amount of scar tissue in the liver, which is also the measure used for evaluating a traditional tissue sample. At that time, there were only two Fibroscan devices in the Netherlands. Hepatic (or liver) fibrosis is the most common type of liver disease and is the result of excessive amounts of scar tissue building up in the organ because of repetitive or long-lasting injury or inflammation. Fibrosis can reduce overall liver function and impair the organ’s ability to regenerate and ultimately lead to cirrhosis. The tissue of the liver is then permanently scarred, causing the tissue to shrink and harden. The infectious disease specialist made a Fibroscan appointment for me at the Rotterdam university hospital, or Erasmus Medical Center. I was diagnosed with severe hepatic cirrhosis. The infectious disease specialist was pushing for another course of HCV medication, but I wasn’t very keen. The treatment had advanced and now required fewer injections, but the possible side effects had not changed accordingly. With the last treatment still fresh in my memory, I politely declined.

			I met with our company doctor and then went to see Bernd. I was relaxed when I told him about my liver problems. Bernd’s attitude towards me changed tremendously; it seemed as if he was moved in some way and wanted to protect me. Kudos to Anita–but I remained wary. 

			Bernd had been thinking about the IT vacancy and had decided to hire Mart, an IT manager who had worked with us before and who was familiar with our system.

			In June 2007, I told Bernd I would come back to work in a week or two but that I was scaling down my hours to 24 per week. My liver had sent a signal and I wanted to heed its warning. My colleagues helped make sure I didn’t fall back into my old habits and sent me home in time. To ensure continuity in the production process, I asked Bernd to transfer technical editor Torsten to my team. He didn’t grumble or quibble and made Torsten deputy head of graphic production with immediate effect. 

			In spite of my apprehensions, I eventually agreed to start the HCV course towards the end of 2007. My liver function was normalising somewhat, but my values were still too high and would only feed the cirrhosis. I planned to start after we had returned from another holiday in the United States. Just like before, we booked flights to San Francisco. That was because Mark and Shirley were there but also because we simply loved San Francisco itself. We had planned another road trip, which we kicked off in Las Vegas, Nevada. From there, we visited Zion National Park and Bryce Canyon NP in Utah as well as the Grand Canyon, Monument Valley and Williams in Arizona. We then took historic route 66 to Los Angeles and booked a private tour at Warner Brothers Studios. We made sure we had time to spare, because we also wanted to see Joshua trees in the Mojave Desert, shop at the outlet center in Gilroy and discover more of what San Francisco had to offer.

			It sounds like we were on the road non-stop, with so many destinations to see and miles to drive, but somehow our US trips energised us more than anything. I would start the HCV course soon after our return to the Netherlands. Eliminating the hep C virus would give my liver some much needed relief and stop–or at least slow down–the cirrhosis. I was well prepared for the course and would take three tablets twice a day and get a sub-dermal injection once a week. Unlike last time, I wouldn’t have to take any other medication. After 24 weeks, we would analyse the results and decide whether or not to add an additional 24 or even 48weeks.

			I started the course with 17 million virus particles in my blood. The first few weeks were no walk in the park. I would wake up feeling like a truck had run me over. That sensation would eventually subside, but only over the course of four days. During the day as well as at night, I struggled with bouts of fever during which my temperature could rise to 39 degrees Celsius. In addition, I had nose and gum bleeds and suffered from insomnia. I would often be wide awake between 1.30am-6am.With all these side effects, I had no choice but to call in sick again. Fortunately, I could work from home and keep abreast of new developments– but only if had enough energy left.

			Fourteen weeks into the treatment, just before New Year, the results were hopeful.The number of virus particles had been drastically reduced to 24,600, but that was still higher than we wanted. The medication didn’t fully control the virus, which was reflected in liver values that were also still too high. Even though these had also gone down, we were clearly not out of the woods yet. With ten weeks left to bring the viral status down to ‘undetectable’, the infectious disease specialist was optimistic. In the new year, the results of week 16 dampened the mood. The viral load had increased, the side effects had not diminished and it was clear the treatment couldn’t halt the progression of the virus. The inefficacy of the treatment was a big disappointment. The only bright spot was that my liver function was improving, even after I stopped the HCV medication. My liver values had gone from four times what they should be to a factor 1.5, so at least my liver got a much needed reprieve.

			I recovered quickly and was able to return to work for my full 24 hours by the end of January 2008. Bernd and Sosia told me that the publishing house from Aachen that we had merged with wanted to pull out of the Dutch market. Another German newspaper publisher from Düsseldorf had shown interest to step in, partly because of the international location of south Limburg. These developments meant that Bernd would also leave our office. I had learned a lot from him, but his authoritarian ways were not always easy to live with. 

			When the transfer became public knowledge, our new director Matthias became a regular presence. He had allocated one month to get acquainted and visit the offices. By 1 April, Bernd would officially leave and Matthias would be our new commander in chief. 

			Matthias was a cut from a different cloth than Bernd and had contrasting ideas about the future of our publishing company. On the surface it seemed like nothing much had changed, but Matthias was pushing sales of our newspapers in regions neglected by our former German owner, like Rotterdam and Utrecht. To me personally, Matthias was a breath of fresh air after the seven years I served under Bernd. The latter had been more of a control freak, wanting to keep his finger on the pulse of every little thing. Matthias made us responsible for our own shop, saying that we were the managers and knew best what was going on or needed to be done. He only wanted us to come to him to discuss larger projects or investments.

			Matthias taught me a lot that year and facilitated my learning by sending me to publishing houses in Germany and Belgium, having me study other printing industry systems and attending conferences and courses. Torsten was put in charge of the daily operations of my department and all I had to do was steer him in the right direction from time to time. That freed up time that I could spend working directly for Matthias. He involved me in preparing his presentations for stock holders or other publishers in the country and trusted me with increasingly confidential information. I was quickly becoming a confidant and sounding board. 

			In early 2008, I had a few episodes of diarrhoea but the problem increased significantly in October. I had mentioned it during one of my check-ups at the hospital and had requested a gastrointestinal examination. The gastroenterologist could only tell me there were no visible problems and the infectious disease specialist wrote my evacuation issues down to Irritable Bowel Syndrome. I told him that seemed to be the go-to diagnosis when medical professionals were clueless about the real cause, but he couldn’t give me any other explanation and was at a loss what to do. I tried every option under the sun, from dietary changes to alternative medicine, but to no avail. My condition was worsening and at one point became so dire that I had to find a loo within two minutes of feeling queasy or else I was doomed. The situation became intolerable and I even soiled myself twice–once at work and once while I was driving. I noticed that the attacks only happened in the morning; the rest of the day my intestines would behave. The diarrhoea became more watery and it would come out in large quantities. My body eventually settled on one bout in morning and I learned to plan my day around it, making sure I didn’t schedule appointments before 9am. The one time I had no other option, activated charcoal saved the day. I survived the rest of 2008 and the whole of 2009 that way, but we didn’t take our annual trip to the US. I didn’t want to take the chance.

			Towards the end of 2009, the presentations that Matthias had me look at made me realize that our publishing house, Nederlandse Weekbladen Groep, was looking to acquire or merge with another publishing group, De Trompetter. The move was a survival strategy, as the market in the provinces of Brabant and Limburg was simply too small for two publishers. The idea was to become one publishing house with two equal partners, one German and one Belgian. There was a lot of work to be done if we wanted to be ready by 1 January 2010. We also had many questions to sort out about the composition of the board of directors, the name of the new company, the flow of technical processes, the surplus of employees for certain positions and the location of our offices and HQ. Matthias and his counterpart Arie had very divergent views of how to tackle these issues and reach their common objective of getting the new company in the black. They only had six months to reach a consensus, because the big announcement would be made during a staff meeting in late October. I was in charge of the presentation that would reveal all. 

			Even though I was still suffering a daily bout of ‘spraygun’ diarrhoea, Sosia and I were planning another trip to the US. We were looking forward to it, particularly with regard to what would be waiting for us upon our return. Matthias granted our request to have five weeks off. 

			My HAART medication didn’t have to be disguised this time around because the HIV travel restrictions had been lifted. I brought a sufficient supply of activated charcoal to make sure nothing would happen on the plane and thankfully, nothing did. As usual, we started the trip off in San Francisco. Mark and Shirley were expecting twins by then and we arrived in time for our very first baby shower. Mark’s parents would be there too. We hadn’t seen them in a long time and were eagerly anticipating spending some time with them. After seeing our friends again and experiencing a real American baby shower, we set off to visit nine states: California, Nevada, Utah, Idaho, Wyoming, South Dakota, Colorado, New Mexico and Arizona. There were many highlights, such as Yellowstone NP, Mount Rushmore, the Rocky Mountains and Pikes Peak. We rented a 3.3L V12 Dodge sports car and spent the 7,000-kilometer drive listening to American radio stations playing Twilight Zone and the long version of Radar Love by the Dutch band Golden Earring.

			We had the time of our lives–until we reached New Mexico. We visited friends who lived less than 100 kilometers away from the Mexican border in a gated community. Until then, I had suffered my regular daily attacks, but now I got acute pains in my lower abdomen. It looked like the problem had gotten worse but I really didn’t want to be hospitalised in the US. I took the special tablets for stomach pain that had been effective in the past for this type of discomfort, but they didn’t work. The drive from New Mexico to Arizona was characterised by urgent sanitary stops. We stopped at a hotel earlier than we had wanted because travelling with so much pain left me exhausted. I was trying to be optimistic that day and we went out for a bite to eat. Unfortunately, ‘a bite’ in a US diner usually means enough food to feed an orphanage and it was all too much for me. I just wanted to crawl into bed. If I turned on my left side the pain was somewhat manageable and, with the TV, on I dozed off every once in a while. Still, it was a very long night. I didn’t fare much better on the second day and the pain became unbearable to the point that we asked the receptionist at the motel that afternoon l if she could recommend a doctor in the area. She advised against seeking medical advice in the area and urged us to stick it out for another day and go to Flagstaff, Arizona. She was convinced that the university hospital there would be able to help us. After a disastrous evening and even worse night, we drove on to Flagstaff the next morning. We got to the ER in the afternoon and saw the triage nurse responsible for assessing patients and determining their level of need for medical assistance. We were then directed to the general waiting area, which was filled with coughing and wheezing people; some of whom were wearing face masks but many weren’t. The people next to us were wolfing down a pizza in the most disgusting way. There were people in handcuffs accompanied by police officers and a handful of ‘normal’ people. After waiting for about an hour, I was told to go to a treatment room down the hall. The ‘room’ was really a small space that was separated by curtains from other such ‘rooms’, each one with its own nurse and physician. The team that examined me quickly concluded I had acute appendicitis. Meanwhile, the hospital administration had already contacted my insurance company to set things in motion. Everybody at the hospital was friendly and helpful. In light of my hemophilia, they wanted to make sure they didn’t perform any unnecessary procedures and a CT scan was ordered to rule out other diagnoses. In the two hours before the scan, I had to consume a special dye, or contrast material. An hour before the surgery, a Dr Mark Donnelly came to see us. He had a composed demeanour and his presence calmed our nerves. He agreed with the initial assessment of a 99.9% chance of acute appendicitis. We found out later that Dr Donnelly was Chief Medical Staff and Chief of Surgery at the hospital and that visiting the ER that day had been a-spur-of-the-moment decision. Dr Donnelly felt it was better to perform the CT scan immediately instead of waiting another hour. The scan confirmed the appendicitis and I was moved to the pre-operative holding area. Being a level 1 hospital, the medical center in Flagstaff did have a supply of factor VIII but not enough to get me through surgery. In case of emergencies, it would usually be flown in from Phoenix, Arizona. I told them I still had enough factor VIII to see us through the procedure and postoperative care, but I would have nothing left after that. Mark Donnelly said he would arrange for a courier to deliver an equivalent amount to the hospital pharmacy for me to pick up after the weekend. It would be a different manufacturer than my own brand, but I didn’t mind. As hospital staff was not familiar with Dutch factor VIII, they asked me to prepare and administer it myself. The nurses and the anaesthesiologist were intrigued and watched me do my thing. When I was done with the factor VIII, the cheerful anaesthesiologist asked me if I knew what had killed Michael Jackson. When I told him ‘an overdose of propofol’, he flashed an impish smile and said it was a good thing he knew exactly how much to give me. 

			[image: ]

			Unexpected hospitalization in the US. 

			At 4pm I was in the OR to ‘deliver a baby appendix’ as one of the nurses called it. An hour later, I was wheeled to a private room to recover, thanks to Mark Donnelly and my insurance company. 

			I was discharged on Saturday afternoon, but we hadn’t yet received the American FVIII. Without any reserves, we couldn’t continue our journey just yet. Until the shipment arrived on Monday, we stayed at a center that provided lodging for patients and their family members, The Taylor House. I recuperated there for another day and a half, but I wasn’t exactly better by then. The wound and the surrounding area were still very sensitive and my back muscles were sore from sleeping on my back for two days and two nights. My intestines also had to get used to the new situation and were not in optima forma yet.

			It was funny to see that in both The Taylor House and the medical center food was a central theme in the waiting areas. Because of all the commotion, Sosia had lost her appetite as well and couldn’t even stomach the idea of food. Americans, on the other hand, were organising virtual food fests and hauled bags of food and drinks into the waiting area. As I was slowly getting better, so did Sosia but we decided against going to Vegas and Hollywood. It would be too straining and we thought it better to take three days to drive back to San Francisco and forget about everything else. I hoped to recover sufficiently during that time to spend our last four days in the city and enjoy them.

			That Monday morning, we went to the hospital pharmacy to pick up the factor VIII. We didn’t expect to be thwarted by the aggravating bureaucracy of the American health care system. We assumed the medical center and the insurance company had sorted out the financial details when we arrived at the pharmacy. The long-awaited 13,000 IU of Helixate FS Recombinant (thirteen 2,5-ml vials, to be exact) had been delivered at the agreed time, but the pharmacist on duty was in a state. He kept shouting: ‘Pricing, pricing! Anybody thought about pricing?’ Our suggestion to check the details of the agreement with my insurance company revealed there was no written record. As we didn’t travel with $20,000 in the glove compartment, we were not allowed to have the medication. They wouldn’t even give us the dose I needed for that morning. We couldn’t reach Dr Donnelly either and the barriers only became higher as time progressed. Sosia and I divvied up the tasks: she would try to get me that morning’s dose of FVIII and I would speak to the insurance company. I stepped outside to get coverage and was reassured by the insurance company that they would take care of things. By the time I got back inside, they were already talking to the pharmacist. By 10am, I had had my daily dose and we walked out with the remaining medication which had been paid in full.

			The drive wasn’t easy, but we made it to San Francisco by Wednesday afternoon. My recovery was slow going and my intestines kept acting up. On Thursday morning, it had become so intense that we called Dr Donnelly in Flagstaff on the number he had given us for such emergencies. We spoke briefly on the phone and he said he thought it best if I saw a physician. We checked with my insurance company and they didn’t object this time either. In fact, they had already contacted the hospital before we even made it over there. I spent about an hour at the ER having tests done and left with two prescriptions for antibiotics. The doctors figured I had probably contracted a bacterial infection or a virus somewhere and gave me two different medications, just to be sure. The doctor was very confident this would sort me out quickly and get me ready for the flight back home on Monday.

			The antibiotics didn’t have the rapid results we had been hoping for. In fact, the side effects were amplified by my regular medication and gained the upper hand. I had a nice potpourri of stomach issues, diarrhoea, fatigue and a metal taste in my mouth. I didn’t want any trouble getting onto the flight, so I took a paracetamol booster before heading out to the airport. I was feeling okay that day, but if I appeared to be in bad shape we ran the risk of being refused onto the flight unless we could show a health certificate. After takeoff, things were getting worse but a providential tailwind got us to Amsterdam an hour ahead of schedule. Nevertheless, it had been a very long nine hours. We know how massive Schiphol airport is and how long it can take to get from the gate to the baggage claim, so we called ahead for special assistance while we were still on the ground in San Francisco. It still took us about 90 minutes to get out of the airport. After the long drive home, I was completely spent and rolled into bed. I was counting the days until I could take the last dose of the antibiotics, hoping that that would also be the last day of the side effects. Much to my relief, by Monday morning the stomach pains disappeared, my sense of taste came back and I regained my appetite. I sincerely hoped that meant that this whole episode was finally over. Two days later, I was sure of it. Now, I needed to get my strength back and prepare for what was going to be another uncertain period at work.

			The negotiations with De Trompetter had reached an advanced stage by then and I started working on the tell-all presentation. Staff and shareholders were informed about the plans regarding office locations, team composition and publication selection at a meeting in late October. The partnership was a marriage of convenience with an equal distribution of shares. The deal was born out of necessity to guarantee the long-term survival of the new company and its employees. The shareholders had left the hard decisions in the hands of the two directors. Ultimately, graphics work would be divided over four locations, three of which were in-house. The fourth was an external company that specialised in prepress work and had been a long-time partner of De Trompetter for all things graphic.

			Less than a week after the general meeting I was invited to a meeting of the board of directors to discuss one of the issues relating to Arie and myself. Arie thought it would be a great idea to transfer all the graphics work to the external company. He wanted to keep only a small group of graphics experts in-house for very specific work and transfer several employees over to the external company. I was presented with a fait accompli, but I somehow managed to keep my cool. I demanded one week to determine who to keep on at our company and stipulated that the rest would retain their salaries, accumulated leave and seniority after the transfer. I also set the firm demand that no one would be fired. When I left the room, I caught Matthias’ eye and he showed the hint of a smile. I later learned that Arie had respected the way I handled the news and that he agreed to my terms. We were on course for a love-hate relationship.

			In the end, 13 of the 19 employees of the graphics department of the Nederlandse Weekbladen Groep were transferred to the external prepress company on 1 January, along with the entire production process. The transfer took place in phases and the operation was smoothly executed. Unfortunately, a number of the transferred employees labelled me a traitor. They felt I had sold them out even though they still had jobs, including their old salaries and seniority levels (which would grant them certain rights and employee benefits). They just worked for a different company now. 

			The year 2010 started off with problems on another level as well. I had had many run-ins with the hemophilia nurse at the azM in Maastricht, but this was the straw that broke the camel’s back. I was outraged by his behaviour during my stay in Flagstaff, Arizona. After the surgery there, I had sent him an email to simply inform him about my status. He then started to interfere with my treatment and sent faxes to the hospital with a barrage of instructions. He requested additional tests and wanted to keep close tabs on the Flagstaff hospital. We had discussed it with Dr Donnelly and all agreed that he would ignore the nurse’s badgering. Subsequently, Sosia and I had sent the haematologist an email complaining about the inappropriate behaviour of the hemophilia nurse.

			Over the last two years, the hospital had gradually given him more leeway. He had done some research that had impressed the haematologist and this had led to less direct supervision. I had absolutely no desire to leave the majority of my treatment in the hands of a nurse without ever seeing the actual haematologist. On top of that, the nurse had blocked my efforts to start a hemophilia platform at the treatment center. I just couldn’t get along with this know-it-all, pedantic man who acted like he was a hemophilia specialist instead of a nurse. I became so disgusted with his air and attitude that I told the haematologist at the azM that I didn’t want to deal with the nurse any more. If they couldn’t arrange that, I would transfer my treatment to another center in the Netherlands or even Germany. I will probably never know if it was because of my complaint, but the nurse sent out an email to all of the hospital’s hemophilia patients announcing his departure. It said he was leaving the azM because he wanted to spread his wings elsewhere. The new hemophilia nurse arrived in May. This nurse, Katrien, had worked on cancer wards, was a people person and very skilled at setting up and overseeing processes. She quickly absorbed the necessary information about hemophilia in the course of her daily duties. At the time, I had no idea of the important role Katrien would be playing in the future.

			When June came around, Arie and Matthias still had not reached a consensus about where our HQ would be located. In the meantime, I stayed at my old desk in Geleen. I tried to avoid seeing Arie as much as possible, as I felt he saw me as a threat. It was obvious from the ill-disguised comments he jokingly made, but the sessions with Anita back in 2006 paid off dividends and I handled his jabs well.

			Our newly formed company was named A&C Media. A bonus of the fact that the graphics production had been outsourced was that we didn’t feel the pressure of printing deadlines so much. Life at work was easier, albeit still a bit unclear. It was a pleasant surprise and Sosia and I even entertained the idea of a holiday after the summer season. We never got to finish our last holiday after it came to a screeching halt in Flagstaff, so we wanted to go back to the West Coast of the US. This time, we didn’t want to compromise and planned a relaxed and luxurious trip. Once more, Matthias was cooperative and granted us the days we had requested. Our accumulated leave allowed us to go from mid-September to mid-October and we started organising our trip in late June. 

			I had always weighed around 70 kilos but over the past 12 months, I had put on quite a bit of weight. My belly grew a bit bigger, but I was doing fine otherwise. My left knee occasionally swelled up with fluid and I still suffered from watery stools in the morning, but I had learned to live with those things. The infectious disease specialist had not been able to come up with a diagnosis, even after all the tests and examinations that had been done. In hindsight, his attitude towards my diarrhoea-problem was very lax. I guess he was already content to have finally found an HAART combo that worked. He kept abreast of hep C treatments, but he didn’t have the necessary experience to judge the disease evolution. He never connected the dots between an inflated belly, watery stools and cirrhosis of the liver. I probably gave up too soon as well, simply living with the diarrhoea, while accepting a bigger belly and ten extra kilos as signs of old age. After all, I also needed reading glasses.

			I had discussed my plans for a hemophilia platform in the renamed MUMC+ Maastricht University Medical Center (the former azM) with Katrien and the haematologist. Katrien had found my proposal between the papers her predecessor had left and she was very supportive of the idea. The haematologist had not even been informed of my proposal by the previous nurse but he loved it right off the bat. I explained my vision during our meeting and they gave me carte blanche to shape the platform. Step one would be an informative gathering for the patients of the treatment center. I was to preside over the proceedings that day, providing medical information and sharing the plans for the platform. Hopefully people would come forward to help with the project. We loosely set a date for March 2011, which gave me plenty of time to prepare everything in cooperation with Katrien. By July 2010, the Hemophilia Platform HBC Maastricht was officially founded.

			The US beckoned again and we planned another trip. In spite of my continuing morning troubles, we had a good flight. It helped that we had booked seats in the Economy Comfort class, giving us ten centimeters more leg space and more room to recline. We had also booked a luxury hotel in the city center for extra convenience. We caught up with Mark and Shirley, whose twins were almost 12 months old by now. After a few days in San Francisco, we were ready to get on the road. We started off with a short week in Las Vegas, where we stayed at a hotel without a casino. Our suite in the Trump International Hotel was on the 52nd floor and had a great view of The Strip. After our week in Vegas we went to Death Valley, did a safari tour at the San Diego Zoo Safari Park and went on a VIP tour at Hollywood’s Universal Studios. We spent the remaining days in San Francisco with Mark, Shirley and the kids.

			[image: ]

			Grand Canyon, Hollywood, San Diego. 

			The year ended without tragedies. The pieces of the puzzle fell into place at work. HQ would be located in the town of Roermond, which had been Arie’s first choice. The building was in need of a complete overhaul and the departments housed there would move in February 2011, when the construction work was over. The departments where Sosia and I worked were the last ones to be transferred. The first quarter of the year was relatively calm, but the moving date was on the horizon.

			I was plagued by hydrops, an accumulation of serous fluid in my knee. It shouldn’t happen in an artificial knee, but the fluid build-up was my body’s reaction to an inflammation of the synovium, the connective tissue that lines the knee capsule. It looked like I was stuck with a chronic inflammation, because instead of abating, the symptoms grew worse. Still, Sosia and I went ahead with our plans to enrol in a relaxation massage course that started in February. We enjoyed it so much that we continued our training and in April, we were certified ProCorpo relaxation massage therapists.

			My bouts of morning diarrhoea were regular as clockwork. My weight was increasing and my belly and face became rounder. It happened so gradually that we didn’t really notice it ourselves, but people who hadn’t seen me in a while gave subtle hints. They said I ‘looked well’ and I took it as a compliment. By the late nineties, the years of HAART therapy had led to lipodystrophy in my face. Lipodystrophy is a medical problem where there is an abnormal distribution of fat in the body. In my case, it meant the loss of adipose–or fatty–tissue in the face, causing an indentation of my cheeks which accentuated my cheekbones. They say ‘what’s gone is gone’, but from the recent comments I inferred that my face was plumping up again. 

			In March 2011, we organised the first event for the Hemophilia Platform, in collaboration with the Maastricht hemophilia treatment center (HB). During the patient meeting several regular and paediatric hemophilia care professionals gave medical information. We had also invited the head of marketing of the Sanquin blood bank, a non-profit organisation in charge of blood products in the Netherlands. Sanquin also provides the Dutch medical community with coagulation products from human blood and in his informative talk the head of marketing discussed several of the products. I used the gathering to lay out my plans for the platform and subsequently invited the president of a similar platform in the city of Nijmegen to tell us how things were organised over there. The meeting was a great success and people spoke out in favour of making it a regular event. I was happy to meet people during the informal parts of the program who were willing to become involved with the platform. I had a veteran’s point of view and was looking forward the input of, for instance, mothers of young hemophiliacs.

			The first of our colleagues had already moved from the town of Geleen to Roermond in early April. Sosia and her colleague Patricia, Torsten, myself and two other graphic experts were the last ones to leave the old building.

			April was also the month of the 50th wedding anniversary of my parents. Instead of throwing a large party, they wanted to spend a weekend in Cologne with their children, grandchildren and entourage. We booked a hotel for the whole gang within walking distance of Cologne Cathedral, the pedestrian Rheinpromenade on the riverfront, the shopping area and the old town, or Altstadt. It was the first time in a long time that I felt we were all one big happy family again. We didn’t do this often enough. I wrote about it on my blog and ended the post saying: ‘I’m happy that we are all healthy and that we had the chance to enjoy this experience together. I’m looking forward to mum and dad’s 60th anniversary.’

			It didn’t exactly go the way I hoped it would.

			We had been toying with the idea of taking a short break after the Pentecost holiday. We had a hard time making up our minds, but in the end Sosia took the decision and picked Rhodes. We couldn’t take any time off before late October and were already joking that we wouldn’t mind spending Christmas in San Francisco.

			After our return from Rhodes, I suffered my first real knee bleed in years. The bleeding into my left knee was so copious that I had to pull out all the stops to stem the bleeding. Once it finally stopped, my body had to break down the blood into lymphatic fluid in order to reabsorb it. The reabsorption process takes several days and it is best to rest the affected joint during that period. On the other hand, it is important to move the limb–and especially the muscles–after the bleeding has stopped. All in all, it took over a week for me to get back to normal and during that time I couldn’t go to work. My knee never stopped swelling after that episode. The more active I was, the bigger my knee became. For a while I managed with a medical compression stocking, but that didn’t last long. As a result, I decreased my activity level and slowly turned into a couch potato. With all that was going on in my leg, my attention was diverted from the morning diarrhoea and my every increasing belly.

			When the swelling wouldn’t abate, we consulted an orthopaedic surgeon we knew at Maastricht UMC+. He said my problems were caused by an inflammation of the joint capsule, or synovitis, and that the easiest way to solve the issue was to remove the capsule. He did foresee complications caused by my hemophilia, such as coagulation issues. I told him not to worry about that; the haematologist, Katrien and I would take care of that part. 

			The surgeon’s solution was surgical synovectomy while I was leaning towards a less invasive procedure: radiosynoviorthesis. In laymen’s terms this means using radioactive agents to destroy the synovium, or connective tissue, in the knee capsule with the expectation that the regenerated synovium will be free of disease. This procedure involves a single injection of Yttrium-90 into the fluid in the joint space. Antibiotics and/or corticosteroids are also administered through the same needle to treat possible temporary flare-ups of the inflammation. The Yttrium dissolves the synovium over the course of several days, basically eliminating the cause of the complaints. Of course the surgeon knew of the procedure, but it is not standard treatment. Besides, according to the literature, this form of treatment had not been tried on a patient with a prosthetic knee. The surgeon wanted to do more research before giving me his answer.

			He called me back in mid-October to tell me I would be the first person with a prosthetic knee to undergo radiosynoviorthesis therapy and that he would book an OR in the department of Radiology & Nuclear Medicine. I was admitted to hospital in the second week of November. After an extra dose of FVIII, the Yttrium treatment was performed successfully. I spent the night at the hospital for safety reasons, so any unexpected bleeds could be treated immediately. I took it easy over the next week, gradually putting more weight on the knee. My knee stayed nice and slim, so I planned to go back to work on Monday 21 November 2011.

		

	
		
		

	
		
			Serious complications yet again

			My stomach was getting bigger in the days before I was going to go back to work. I still had morning diarrhoea and didn’t pass solid stools anymore. I was starting to think I was constipated. Looking at the photos of our holiday on Rhodes, we noticed my stomach had grown. When we checked the photos from our 2010trip to the US, we saw that my stomach had already been disproportionately large back then. We just didn’t understand how we had not realized the severity of the situation or raised the alarm, like we usually did. We had been so blind!

			I started my first official workday with a visit to the doctor’s office. I looked eight months pregnant, but even at that stage I was hoping the problem could be solved with laxatives. The GP listened to my story and dismissed the constipation theory. He did a rectal exam just to be sure and it validated his opinion. He figured it was probably water retention and he warned the ER at Maastricht UMC+ that I would be coming over. He told me to pack an overnight bag because he thought it could take a while before I was discharged again.

			Immediately after arriving at the ER, a small flexible plastic tube called a Venflon was inserted through the skin on the back of my hand. Venflons are used for the delivery or removal of fluid, or for the gathering of samples. I was sent for x-rays and an abdominal ultrasound. A number of residents came to my bed, all asking the same questions. As an ‘expert’ patient this was my worst nightmare: being at the mercy of residents. There is no getting away from it at a university hospital; it is their training ground for specialisation. Of course, there are different varieties of residents. The ones who think they are fully qualified doctors already and act like it too are the worst. They think they know best because they are the experts and you are but an ignorant patient. If your symptoms span across various specialisations, you have to deal with quite a few residents and their quirks when visiting the ER. Sometimes it requires raising your voice to get through to someone or get things done.

			We had been waiting for seven hours at the ER before I was finally admitted. I was starving by then. In all the time we had been waiting, no one had thought to ask us if maybe we would like a bite to eat or something to drink. The hospital was completely full, so they put me on the Respiratory Department for now. This was the unit where they were facing an outbreak of norovirus, a highly contagious stomach bug that causes diarrhoea, stomach pain and vomiting. Norovirus spreads easily from person to person and all you can do is wash and disinfect your hands consistently. I wasn’t really sure this was the best ward for me to be on...

			My swollen stomach was the result of ascites, an abnormal build-up of fluid in the abdomen. I couldn’t sleep that night, what with the symptoms and the worrisome environment. I was most comfortable sitting up in a chair and in the end that was how I spent the night. The text messages Sosia and I sent each other at that time show that we were optimistic, hoping that things would work out and not giving up hope. In reality, we were not certain of the outcome at all. It was a tiresome night and I was happy that Sosia arrived at the hospital early in the morning. We requested an urgent transfer to Internal Medicine but were told there weren’t any beds available yet. While we waited for the transfer to come through, two procedures were performed. First was an ultrasound-guided abdominal tap to relieve pressure in the abdominal cavity. Some of the fluid was dripped into a petri dish for a culture test that would hopefully determine the cause of the ascites. It was the first of many such procedures. Katrien looked in on us frequently, because almost every procedure or examination entailed the risk of bleeds. The abdominal tap relieved me of almost four litres of fluid. The second procedure, a gastroscopy, was going to place in the afternoon. During the procedure a thin, flexible tube called an endoscope would be inserted into my throat to look inside the esophagus, stomach and first part of the small intestine. They told me it was a simple procedure and that I wouldn’t feel a thing. I had my doubts because just looking at my uvula is usually enough to make me gag. To protect the instrument and my teeth, the nurse placed a mouth guard between my jaws. The endoscope was inserted into my throat through this ring. In theory, you help it go down by swallowing, but in my case it was absolute torture. I was already gagging and vomiting a little before the tube reached my throat. I couldn’t communicate with the mouth guard in and I was flailing my arms and legs wildly. It took three male nurses to hold me down. It was a very unpleasant experience which, as it later turned out, caused a bacterial infection in my lungs. Later that day, I was prescribed various medications. I was hooked up to an IV with antibiotics and a beta-blocker to combat high blood pressure. I was also given a diuretic to promote the excretion of water from my body (that is why diuretics are also called ‘water pills’). This particular combination of drugs would have you believe that the doctors suspected adrenal gland failure, but it was all based on the diagnosis of a gastroenterologist in training. Surely the ward physician would curse the day I was placed in his care, because every other resident wanted to change my medication depending on their specialty. I felt sorry for the ward physician, as he would have to process all those adjustments. He might even still be entering the details of the last change when a new one was made. At night, I was fighting with my bed again. Whenever I lay down, I started coughing; when I was on my side, my intestines acted up and sitting up in bed would wreak havoc on my back. In the end, I spent the night in the chair again. 

			I woke up feeling short of breath. I hadn’t gotten much sleep, I was thirsty and coughing, but I had peed 300ml. It wasn’t world news, but it was a change. My morning ritual of watery stools unfortunately hadn’t changed. A pulmonary x-ray showed that the endoscopy had caused a mild case of pneumonia. Another few tablets of a different antibiotic were added to my regimen. That morning, I had asked for a better mattress but in the afternoon I still had no answer on the status of my request. Of course, the new shift hadn’t heard about my request. When Katrien came to see me, the mattress issue came up in our conversation. She left the room and came back 15 minutes later to tell me I would get an air mattress that evening. I wasn’t counting my chickens yet, but by 7.30pm the mattress was delivered. The ensuing five hours of sleep did me a lot of good.

			My condition deteriorated rapidly on Thursday and Friday. My abdomen was swelling and my urine output was low, even with the diuretics. I was put on fluid restriction and was only allowed to drink 500 millilitres a day. Unfortunately, my daily fluid allowance was already spent by just taking all my medication. It goes without saying I was thirsty all day. On Friday afternoon the decision was made to drain the fluid from my abdomen. Katrien provided extra coagulation factor and I was brought to the Radiology department for the ultrasound-guided procedure. However, the radiologist didn’t want to place the drain because he didn’t see any fluid in my huge abdomen. All he could discern were small pockets of fluid here and there. I think he had forgotten to put on his glasses that morning, but he sent me back to the ward. One of the residents then thought it must be an evacuation issue and prescribed laxatives. It looked like he might have been right, because in the course of the evening I started having watery stools again. I was used to having it in the morning only, but now it came when it pleased. I went to the bathroom several times that evening and noticed that stools accompanied the watery fluid. When I had just gotten comfortable for the night, I needed to go again. My restricted breathing and fatigue slowed me down and I didn’t quite make it to the toilet. I soiled myself and the entire bathroom but didn’t have the strength to get up. I managed to call for help on the emergency intercom and was cleaned up and put back to bed by the night shift. The laxatives were put on hold and the bathroom was cleaned by a special cleaning crew that is on hand 24/7.

			Sosia and I were left to our own devices over the weekend. The nurses were helpful, but there was no physician in sight. The resident who was on weekend duty didn’t even show his face once. He just had the nurses tell me that he was keeping an eye on me from behind the scenes. I was wondering how he managed that without installing cameras in my room. Thankfully, Sosia was allowed to stay with me throughout the day. That, at least, made me feel somewhat safe and secure. 

			Everybody was back on their posts on Monday 28 November. Katrien was there as well and came by early to see how I was doing. By then, I had seen residents from five different disciplines who were each doing their own thing. It didn’t just drive me nuts; the ward physician was fed up as well. We had to take one step to the left, one step to the right and then go in reverse again. None of the disciplines realized implication their actions had on the other disciplines. I was getting increasingly agitated because I saw and felt things weren’t working. Sosia and I had to stay super alert, but my strength was seeping away. I roused the residents and asked them politely, but firmly, to put their heads together. They heard me and promised to confer with their colleagues and keep us informed. Unfortunately, not every resident knew about this agreement and not every resident can handle patients or partners speaking their minds. One of the female residents that day proved it by not accepting our dissent when she kept insisting that my skin had a yellow tinge. When Sosia assured her again that I didn’t look yellow, her high heels clicked angrily and she walked out saying: ‘Well, if you say so! Surely you know best!’ She distinctly emphasised ‘you’ in both sentences.

			Because I wasn’t producing any urine, the diuretics were upped. I gained weight and was on the verge of slipping away.I had no appetite whatsoever and my situation became critical. Sosia wanted to transfer me to the Erasmus MC in Rotterdam. It was miles away of course, but she felt they were more competent than in Maastricht. I didn’t like the idea of going to Rotterdam. Through my work for the NVHP I knew the haematologist, the hemophilia nurse, the infectious disease specialist and the liver specialist there, but I had no idea of the rest of the staff or hospital. I also felt the long drive would be too much for me. I understood where Sosia was coming from, with all the uncertainty and incompetence that she witnessed. She had to take charge of my general care and even help bathe me. I even needed her when I had to go to the loo. Most of the time, I felt the urge to evacuate, but passed hardly anything. I couldn’t go by myself because I had no strength left and my protruding abdomen proved cumbersome.

			The next day, I was finally moved from the Respiratory department to Internal Medicine, B5. I was put in a single room and Sosia was allowed to be there without restriction. My abdomen kept swelling and stretching and I was having even more trouble breathing. Even without taking laxatives I now had diarrhoea attacks. It was torture to swallow my medication and I kept regurgitating the tablets. The haematologist checked in on me frequently and stayed optimistic. He said he trusted me to get better.

			Sosia raised the question if the problems might be related to my heart. The physicians didn’t think that was possible; the cause of the problems was a combination of fluid and air. We understood the fluid issues, but were stumped as to the cause of the ever increasing levels. And how was air involved in all this? I weighed over 90 kilos; more than 20 kilos my ‘normal’ weight. Air doesn’t weigh anything, so we just didn’t see could it influence my weight and size.

			I had fallen asleep by the time one of the residents attempted to explain their reasoning to Sosia in the most convoluted way. My infectious disease specialist walked in, looked at me in shock and went straight out again. I was very disappointed with his behaviour. I no longer had faith in him and our patient-doctor relationship wouldn’t survive the next few months.

			On Wednesday 30 November 2011, I was told a new drain would be placed. To calculate the proper amount of coagulation factor needed, the current coagulation level of my blood had to be determined. After a few short delays and the coagulation calculations, I was ready for the new drain by 4.30pm. At Radiology they told me it was the end of the day and they weren’t performing any more procedures that day. According to the staff, the drain might well have to be guided by ultrasound but was not urgent. One of them even said: ‘Tomorrow is another day!’ But I was sitting there with 2,600 euro worth of coagulation factor in my body and the fluid simply had to come out of my abdomen. At 17.30pm I was still waiting and Sosia went to find the ward physician to ask him to weigh down on Radiology. I was sent down to Radiology but they weren’t happy to see me. In spite of the icy atmosphere, the drain was inserted and fluid immediately flowed into the tube. I was moved back to my room and the bag continued to fill up with fluid. When it seemed the flow had stopped, medical staff wanted to remove the drain at 10pm. We learned later that the fluid had amassed in various compartments in my abdomen.

			I was feeling increasingly ill and had no energy left. Sosia said they needed to add extra coagulation factor if they were going to take the drain out, but the ward physician didn’t agree. Sosia then called Katrien, who confirmed the need for extra coagulation factor. She said she would call the ward physician for the exact amount. After conferring with the gastroenterologist, the ward physician decided to leave the drain in place. In the end, it was only removed on Friday. 

			The IV with fluid and antibiotics was still hooked up, but I still didn’t have any urine output. To be able to speak on my behalf at all times, Sosia left the hospital later and later each day and came back as early as she could. I was slowly slipping away and was not fully aware of what was happening around me.

			On Saturday, 3 December 2011, Sosia was by my bed at 8am when a professor attached to the Gastroentrology ward walked in. Finally Sosia could share her concerns with someone who was thinking along the same lines as she was. He agreed I wasn’t doing well at all and asked for our input. He suggested pulling together a team of intensivists to look at my case. Intensivists are board-certified physicians who provide special care for critically ill patients with various conditions. In no time I had five of these critical care physicians crowding my room. It was obvious to them that I needed to be transferred to the ICU where I could be monitored around the clock and where my care could be adjusted quickly. The move to the ICU took place that same afternoon.

		

	
		
		

	
		
			Transfer to Leiden

			An ultrasound of my heart showed that fluid had accumulated in the pericardium, the thin sac that surrounds the heart. It took yet another puncture procedure, or pericardiocentesis, to remove it. I don’t remember most of that day, as I was slipping in and out of a deep sleep. I only remember Sosia sitting on the right side of my bed and my parents being in the room as well. Sosia told me I was getting a liver transplant and would be transferred to Leiden University Medical Center (LUMC). The two hospitals had already discussed my case at length. With my situation being as dire as it was, Sosia and my parents had to say goodbye. I was to be transferred at 9 o’clock that evening with a special MICU ambulance. The ambulance was actually a truck fitted with a Mobile Intensive Care Unit to accommodate the transport of critically ill ICU patients between hospitals. After a long, and for me very uncomfortable, drive, it became obvious that not all hospitals are prepared for a MICU drop-off. We followed the directions to the ambulance bay, but the access gate wasn’t high enough for this truck. The paramedics called the ICU and were told to head to another entrance where a hospital guard would let us in. I could only stammer: ‘Just my luck!’ when the directions were relayed: back up, take two right turns and follow the signs for deliveries. The guard was waiting for us at the goods entrance to whisk us off to ICU in the middle of the night. 

			The long an uncomfortable trip to Leiden had wrecked me. I had been in bad shape when we left Maastricht, but now I felt more dead than alive. Once they put me to bed in room 12 on ICU unit 4, urine and diarrhoea poured out of my body uncontrollably. I started vomiting blood and with that, my first esophageal varices hemorrhage was a fact. Esophageal varices are abnormally dilated veins in the food pipe that develop when the portal vein delivering blood to the liver is blocked by a clot or scar tissue in the liver. To bypass the blockages, blood flows into smaller blood vessels that aren’t designed to carry large volumes of blood. The vessels can leak blood or even rupture, causing life-threatening bleeding that kill 20 percent of afflicted patients. Urgent action was required and I was in a bad state. I felt restless and was very afraid of what was coming. The nursing staff cleaned me up and sanitised the room. The intensivist on duty came immediately and said in a calm voice: ‘We are going to help you, mister Meex. We will make you more comfortable.’ With that, they must have given me a sedative because the lights went out in my head. Sosia had already spoken to the ICU twice that night and was aware that the trip had taken a lot out of me, that I had trouble breathing and was put on a ventilator. She also knew I couldn’t urinate, probably needed kidney dialysis and was, according to the nurses’ interpretation of my indistinct gibberish, ‘worried about my sweetheart’. A room was being prepared for her, so she would be near me at all times. After what had become an eventful night, Sosia arrived in Leiden at 10.30 in the morning. She was well taken care of and was led to my room by a friendly nurse. She took one look at me and couldn’t keep it together any longer. She completely broke down, releasing long-held emotions and anxiety.

			The four weeks that followed have two different storylines; my own reality and the true events that transpired. 

			The condition of my physical body (with ascites, hepatic cirrhosis, organ failure etcetera) and the resulting cocktail of drugs put me in a state of delirium that lasted for weeks. A delirium is an abrupt change in the brain’s capacity to properly interpret the signals your body is sending, causing mental confusion and emotional disruption. You basically live in a different reality. My storyline started off innocent enough, but soon changed into a thriller where I was the protagonist and victim. My experiences had nothing to do with the true story, which I now know thanks to the medical files and the diary that Sosia kept during those difficult weeks. Our two storylines crossed paths from time to time, delirium overlapping with reality.

			The attending physician and Sosia had a status meeting at 2pm, which came down to the situation being complicated. Coagulation was acceptable, the HIV was still undetectable and therefore also acceptable and my liver was functioning poorly but not so poorly that I qualified for a transplant. My kidneys were hardly functioning at all but showed no signs of toxicity, which was odd. Very low oxygen saturation levels in my blood were the reason for the ventilator. The aspiration of fluid from the pericardial space had been successful, but it had also caused my lungs to fill with fluid. First on the to-do list were the oxygen levels and my breathing, along with kidney dialysis to unburden my body. Drains would be placed in the pericardium and my abdomen in another attempt to remove fluid from my body. The ICU nurses felt bad for us and wanted to put in extra effort to help us. Sosia was sent to her room at 9pm; they would call her if anything happened. She still couldn’t sleep, but at least the extra care, food and drink put her in a better place. It was as good a time as any to call home. She did manage to fall asleep after that. When Sosia came to my room the following morning, Monday 5 December, my condition was stable! It was the day of the feast of St. Nicholas (Sinterklaas in Dutch) and this was the perfect gift. Katrien had sent Sosia a text message, asking if it was a good time to call. Katrien had had quite the scare that morning when she went to the ICU in Maastricht for an update. She hadn’t heard about the transfer until that moment. Katrien noticed that, in spite of the difficult situation, Sosia seemed much calmer than in Maastricht, where she had felt medical staff were consistently brushing her off.

			My brother Jos, his wife Loes and my mother were coming to Leiden today. My father was a bit under the weather and stayed home so as not to pass anything on to me. My visitors arrived at 2.30pm and Sosia brought them to my room one at a time. My mother was first, then came Jos and Loes brought up the rear. Jos was visibly distraught at the sight of me in that hospital bed. My mother stayed with me when he left, while Sosia had another chat with the physician. There weren’t any new developments, really: they were cautiously optimistic; I was reacting well to all they were doing, but they were anxious to find the root cause. All they were doing now was curative treatment, while they should be attacking the cause. The drain would be removed from the pericardium, because the flow had stopped. Meanwhile, the tests done by the MUMC+ on the fluid drained from my pericardium indicated the right ventricle might not be working properly, which could be a reason for fluid to accumulate where it shouldn’t. According to the physician, the mood was still cautious and I would be monitored closely while a wide range of tests performed.

			Mum had been with me for forty minutes when Sosia came back. Because I was kept sedated and wasn’t good company, they all went for lunch so Sosia could relate the conversation she just had. Mum and Loes came to the room to say goodbye before they left, but Jos couldn’t handle it. When I heard about this much later in time, it really moved me. I never knew I really meant that much to him. We were brothers and all, but we had such different personalities and interests. We lived our own lives and only really saw each other on birthdays and over the holidays. 

			They said goodbye after one last hug and Sosia came back to my room. When I was hooked up to the ventilator after arrival in Leiden, they had inserted a feeding tube through my nose at the same time as the ventilator tube. I needed the feeding tube because I wasn’t able to eat by myself. Together with my food, liquid HAART medication was also passed through the feeding tube, but the flow of food and medication through the feeding tube wasn’t smooth. One of the drugs was available in liquid form. It tasted horrible and was mixed with the other tablets that were grinded and liquidized with water. One of the drugs was in capsule form and required another method to retrieve the active ingredient. It was a tedious process to mix the batch of liquid drugs, but the hospital staff did it twice a day without complaint. The ventilator was meant to unburden and ‘dry’ my lungs, just like the dialysis was supporting my kidneys. The dialysis removed waste and fluid from my body and made sure I didn’t develop renal toxicity or a spike in waste products, specifically creatinine. Because my body temperature was getting lower, I was covered by a thermal blanket the entire day.

			Ex-NVHP coordinator Cees and his wife Herra had also been informed about my stay in Leiden. Cees was recovering from a knee bleed, but promised he and Herra would come see me when he was mobile again.

			The following morning, Sosia came early. I started to head in the right direction; the pericardial and abdominal drains were removed and the flow of the feeding tube was smooth again. The echocardiogram showed no signs of disturbances in the area surrounding my heart. I was still breathing with the help of the ventilator and the dialysis continued as well. The swelling of my abdomen had gone down and my bellybutton was visible again. The better part of my symptoms responded well to allopathic treatment, but the actual cause was still a mystery. I started to blink frequently and move my arms, legs and mouth. They weren’t frantic movements, but they were noticeable. Those were probably intense moments in my delirium-storyline. In that world, I had realised that I was on a secret ward where the nurses were dealing in illegal organs. I had worked it out rather fast and was now a threat to the medical staff; I knew their secret and they had to keep me away from other patients. They kept moving me around from room to room to make me untraceable. Sometimes they would pester me and my reaction was probably expressed in the odd movements I made. 

			Sosia was still living in the real world and frequently updated family, friends and acquaintances in the Netherlands, Germany, Poland and the US of the situation. She also regularly phoned my mother, Jos, Katrien and two couples that we were friends with. People were sending us their prayers and love. Sosia’s polish family were saying a continuous series of novena prayers. Novenas consist of devotional prayers repeated over a period of nine successive days and often have a specific intention, such as requesting healing or strength for the sick. Katrien called us every day to get the latest. That evening, Sosia also sent an update to the board of directors and the person who had replaced me at work. She had brought her laptop with her and was busy with her actual job as well. People still needed to get paid in time and there were HR issues to be dealt with. Thankfully, Patricia was very helpful in lightening Sosia’s workload. 

			What works one day, doesn’t work the next. It was a bit like the weather at the time: the sun is out, but a storm is brewing. For a second time, pneumonia found its way into my body while the dialysis was removing too much phosphate and iron from my blood. My body temperature was decreasing again and I was covered with a thermal blanket once more. What is more, the dialysis machine suffered a malfunction which caused my blood pressure to plummet. The physicians stuck to their initial idea that my problems were related to the pericardial fluid, just like the MUMC+ was blinded by the fluid in my abdomen. Sosia didn’t understand why the MUMC+ hadn’t realized they were barking up the wrong tree. The physicians in Leiden said that it was because MUMC+ does not handle liver transplants, whereas the LUMC has plenty of hepatic expertise to recognize the signs of an increasingly failing liver and its consequences. Sosia had to patiently sit out the rollercoaster ride. Progress was being made, but it wouldn’t be a quick fix. The big questions were: Why was there fluid in the pericardium? Were the liver and kidney problems a result of that fluid? They were sure it wasn’t caused by side effects of the HAART drugs. It couldn’t have been the injection of radioactive material into my knee, because those bouts of morning diarrhoea had started much earlier than that. Therefore, the fluid in the pericardium had to be a reaction to a problem within the heart itself. The fluid in my abdomen was the result of as yet undiagnosed but intensifying hepatic cirrhosis. It was high time infectious disease specialists and liver specialists consulted each other a bit more often.

			[image: ]

			At the ICU. 

			It was on Thursday, 8 December 2011 that Cees and Herra came to visit. His knee was doing much better and Sosia was happy they came. Cees and Herra were familiar with many of the medical issues and it was nice for Sosia to finally be able to speak to fellow expert patients. The physician came to evaluate the past 24 hours. Dialysis serves to eliminate impurities from the blood that the kidneys can’t filter out anymore and it removes water from the body. When my blood pressure didn’t budge from its low point, the physician decided to stop the removal of fluid through dialysis and my BP subsequently normalized. It was a continuous search for balance. The doctors further assumed that a common cold virus had made its home in my pericardium. This had resulted in fluid build-up in the heart which deprived the kidneys of blood and oxygen, causing them to call it quits. They were still checking for signs of autoimmune disease as a result of the hepatitis C infection, but they didn’t think it was likely. My abdomen was starting to look normal again and my legs were also draining nicely; only my ankles remained swollen. The physicians had warned Sosia that it would take a long time for me to recover from kidney failure, but said that altogether the results were encouraging. As my condition still wasn’t stable, I was putin a medically induced coma for the time being.

			Sosia spent 90 minutes catching up with Cees and Herra and was with me the rest of the time. Whichever shift is on duty, all the nurses are friendly and attentive towards her. Sosia had been spending the night in a room that was actually meant for doctors to kip during a night shift. It was a small windowless room with only a sink and she preferred to move into a B&B or hotel in the area.

			On Friday, Sosia was going home to get a fresh change of clothes and take care of some other things. I would not be going home for some time to come, because the root cause of my problems was still unknown and my condition still unstable. Jos had told her that he would come that Saturday with mum and dad and our friends Maya and Jan. Sosia could bunk in the small doctors’ room until Saturday morning and after that, a family apartment within the hospital would become available. She would only be able to stay there for a short period of time, because it had already been reserved in advance for another family. Sosia didn’t have the emotional bandwidth to hunt for accommodation and was hoping that the LUMC Patient Service Desk would be able to help out.

			She had another chat with the physician on Friday afternoon. They were still satisfied with my progress and were gradually tapering off the sedation and antibiotics. They would take me off the ventilator at regular intervals as well. I would be kept at the ICU and as soon as I was a bit better, a physiotherapist would start working with me to strengthen my musculoskeletal system. 

			It was harder than expected for Sosia to make the drive home. Leaving me was difficult, but she knew I was in good hands. One of the nurses who had been there the night I arrived had just returned from a week off. She came in just before Sosia was leaving and said I was on the right track. She hadn’t been sure I would still be alive when she returned and she said I looked a lot better now. 

			Sosia arrived home in Simpelveld by 9pm. She had spent part of the trip figuring out how to get everything organised in the most efficient manner. Our area had already seen some night frost, which meant extra work for Sosia. Now she had to get the water pipes in the garage and garden ready for winter and move the potted plants to the attic. The neighbourhood had been decorated with festive lights and Christmas trees, but the coming holidays were the last thing on Sosia’s mind. She found neighbour willing to watch the house and take care of the mail, but Sosia wondered what to do with the two overflowing laundry baskets. When it became clear that my stay at the LUMC would be longer than we had anticipated, my mum took care of our dirty clothes. 

			Sosia called the hospital on Saturday morning and was told I was doing fine and was slowly coming about. She headed back to Leiden around 9am. On the way over, she called a B&B in the city to make a reservation. The small room in the hospital had been a great temporary solution, but she needed something more private. She swung by the B&B when she got to Leiden to fill out the paperwork and drop off her things. Her new temporary home had its own entrance, Wi-Fi and all the mod cons she needed. It was a 5 minute drive to the hospital, so she was back on the ward around noon. She was updated by the nurses and welcomed my family an hour later. Sosia took Jos and Loes to the family room to give my parents some alone-time with me and then they all went for a coffee outside of the hospital grounds. They didn’t feel like machine coffee at the LUMC and walked to Starbucks at nearby Leiden Central Station. At the cafe, Sosia had trouble holding it all together. 

			All of a sudden, my father became restless and wanted to get back to the hospital, but he calmed down when they were inside again. They had a bite to eat at the cafeteria and by 5.30pm, it was time for them to get back on the road. Sosia took my mum and dad to my room to say goodbye. Both my parents were very emotional when they stood next to my bed. They didn’t mention it at the time, but Sosia noticed that they were distraught. Maybe they were afraid it was the last time they saw me. Maybe they felt powerless.

			Whenever Sosia was near me, I responded strongly to her presence. The nurses could ask me to open my mouth so they could brush my teeth and I wouldn’t react. If Sosia asked me, I said ahh. I was able to breathe on my own again, I could squeeze Sosia’s hand and open my eyes every so often. 

			My delirium-story was becoming increasingly scary. The medical staff at the secret ward was trying hard to keep me hidden from view. They could still do that here, in their old environment, but soon they would have to move to a new building. This was the last ward to be transferred and I was hoping they wouldn’t manage to hide me away there. I knew Sosia wanted to see me, but she was given the runaround at the new building. First they told her I hadn’t arrived from Maastricht yet, then they had the gall to tell her I wasn’t stable enough to have visitors. The nurses whispered about it and I gauged they didn’t think Sosia would believe them much longer. She was already raising hell. The nurses fed me once in a while and bathed me when they felt like it. They couldn’t postpone moving me any longer and wanted to put me in isolation. If they did that, Sosia would be able to see me but not speak with me.

			In the real world, I would have panic attacks when the nurses changed the sheets or bathed me, which was obviously related to my parallel world. There, I was transferred to the new building via an unused entrance. I was dumped on the hallway floor, shaved and cleaned up a bit. The nurses had fun cutting my hair with the beard trimmer on my electric shaver. I could only move my arms to try and keep my assailants at bay. They retreated alright, but left me in a giant puddle of diarrhoea. No matter how hard I called for help, no one came to my rescue.

			Meanwhile, in the real world, I pooped twice after my bed bath. The male nurse did a happy dance, shouting ‘YES, YES!’ He was excited to finally see normal stools. When he calmed down he told Sosia: ‘If I were Hans, I would tell my wife to go home and get some rest because I was drained from pooing. So, on his behalf, I’m telling you to take some you-time for a change.’ 

			On Sunday 11 December, the ventilator was completely removed for the first time. I was thoroughly checked and suction was applied to remove mucous and waste materials from my lungs. Sosia was anxiously pacing the waiting room with Maya and Jan, who had arrived in Leiden by train. She rushed over when I came to. My voice was very heavy, but that is to be expected when you‘ve had a tube stuck in your throat for that long. Sosia was over the moon that we could finally communicate again. I just can’t remember that first contact. For me, the moment of waking up and being aware of it came much later. I’m told I was surprised to be at the LUMC. After Sosia had told me the whole story, I fell asleep again.

			Maya and Jan took the afternoon train back to Limburg and Sosia came back to sit with me. When I was awake I was clearheaded, but I kept drifting off again. For Sosia, it was hard to see that the right balance still hadn’t been found. Positive moments were quickly followed by dips. The dialysis, for instance, was stopped but had to be resumed not long after. Now that I was awake again, I had to take my tablets by myself. I managed to get them down with large quantities of milk and Sosia’s help, but it was a struggle. I don’t remember that either. Maybe I wasn’t really awake, or maybe my brain just didn’t register anything. It was hard for Sosia to witness my condition and more than anything she needed a good cry and someone to talk to. The three weeks of intensive care with death looming at every corner was affecting her badly. She felt like an emotional bomb waiting to go off, but wanted and needed to stay strong–for me, but also for herself.

			The euphoria about breathing without a ventilator didn’t even last 24 hours. I developed a fever, the oxygen levels in my blood took a nose dive and I got sicker and sicker. When my temperature exceeded 40 degrees Celsius, the ventilator was switched back on because the situation became life-threatening. During the course of the night, the fever subsided somewhat but there was no medical explanation for what had happened. The monitoring system indicated that I was in an unstable condition.

			The A&C Media company doctor lived not too far away from Leiden, in the greater Rotterdam area. Sosia called her and the doctor made it to the hospital in under an hour. Finally Sosia had someone to talk to and a shoulder to lean on. By then, tests had shown I had another bacterial infection. This one would pester me for a long time to come and had nestled comfortably in two of the arterial lines inside of me. These flexible hollow catheters are inserted into large arteries in the neck or groin area and serve as a conduit for other tubes needed for procedures such as dialysis. The infected arterial lines were immediately replaced in the OR.

			I was back in my delirium story. En route to the OR, I was wheeled through an extensive network of corridors. Every OR we passed was occupied and eventually, the nurses turned right at the end of a very long corridor that led to the emergency department and the ambulance entrance. Most of the information signs had been covered with tape and the yellow 1960s tiles were a clear indicator that this part of the building was a bit rundown. It got cold and I was shivering under my blanket. When they couldn’t find an available OR, the nurses decided they would replace the arterial lines right then and there. They placed me on a metal workbench and used equipment from an unlocked ambulance to replace the arterial line in my left wrist with one in my right wrist. This line served to measure vitals like blood pressure and temperature. The hemodialysis line, or tunnelled dialysis catheter, was a different kettle of fish. It is most commonly placed in the neck into the internal jugular vein and extends down to a larger vein just above the heart. To keep it securely in place, the catheter is tunneled underneath the skin from the insertion point near the collarbone to the exit point a few inches above the nipple. In normal circumstances, the aptly named tunnel procedure is performed by a vascular surgeon while the patient is under general anaesthesia. Not in case though! This was an excellent opportunity for the nurses to mess with me, so they placed the line with no more than light local anaesthesia. I was at their mercy and no one heard me scream in agony.

			Katrien felt powerless in Maastricht and called Sosia on a daily basis. She wanted so much to help us in some way, but as long as I was in Leiden she couldn’t do much more than touch base with us regularly. My setback hadn’t gone unnoticed and Katrien was not the only one to regularly ask for an update. Colleagues, family, friends and business relations all wanted to hear the latest and some of them even came to visit every once in a while. To keep the spread of information organised, Sosia created a cascading telephone and mailing list to keep everyone in the loop. My sister-in-law Loes had made arrangements to come visit with my mum, my godchild and her boyfriend during the week instead of the weekend. My godchild’s employer didn’t want to grant her compassionate leave, but this helped. My father still wasn’t fully recovered and thought it best to stay at home. My condition was fairly stable by now and I was taken off the ventilator from time to time. I chatted a little with Sosia, but didn’t fully comprehend the situation. It would take days before I was really conscious again. During that period, I was becoming more restless and started to move my arms and legs around. I wanted to talk, write and point at letters to communicate. I was moving in two worlds at the same time, weaving reality into my delirium storyline. I felt Sosia’s presence as she sat next to me. Thank God she had found me. I had to find a way to warn her about the nurses and their evil plans. Sosia needed to know they were prepared to kill me to keep their secret. My frantic efforts to communicate induced coughing fits and made me vomit in the mouthpiece of the ventilator. The sedation was increased to calm me down.

			Our CEO, Arie, showed himself to be a good human being, despite the fact that we were not always on the same page in business matters. We had had some harsh discussions in the past, but now he sent Patricia and Torsten to Leiden so that Sosia could vent her frustrations and anxiety. The visit gave her new strength.

			The calming medication served its purpose and the non-stop dialysis removed the excess of fluid from my body. Now my kidneys had to get going again and bring me to the point where I could breathe on my own and recuperate. My kidneys wouldn’t heal very quickly and could even take three months to become fully operational again. I was still mildly sedated, at a level that was just enough to keep me calm. My vitals, heart rate, blood pressure and saturation levels were all fairly decent. The doctors told Sosia that there was always a chance that my progress might stop. The ICU nurses had noticed that Sosia was quickly losing weight and arranged for my hot meals to go to Sosia instead. I wouldn’t miss them anyway. Maya, Jan, Jos, Loes and my mother kept up their weekend visits, whatever the wintery weather. Dad still didn’t feel strong enough to make the trip.

			On Sunday 18 December, the annual 3FM Serious Request event was kicked off in Leiden at the Glazen Huis (Glass House). Serious Request is a family of annual multi-day, multimedia fundraising events for International Red Cross initiatives, typically hosted by radio stations in the week before Christmas. The project was initiated by Dutch public pop music radio station 3FM in 2004. It was that day that Jos, Loes and my mother came to Leiden. It was also the day that the dreaded setback made an appearance. I was running a fever, struggled with the breathing tube and was very restless. My problems with the breathing apparatus led to coughing fits that in turn halted the dialysis. To figure out what was causing my rising body temperature samples were taken for laboratory culturing. I was running a 40-degree fever and my vitals were all over the place. In view of this rapid deterioration a CT scan and ultrasound were scheduled for that day. Sosia witnessed my high-speed decline and when my family arrived she completely lost it. It wasn’t easy for my mother either to see me in that wretched state. She was much more emotional than on the previous occasions that she stood by my bed. Was there more to her behaviour than just my sick self? My four visitors went to get some supplies because, in a spur-of-the-moment decision, Loes had offered to keep Sosia company for a few days. After dinner, my mother wanted to be alone with me for a bit, just to let me know and feel that she was with me. An hour later, she and Jos headed back to Limburg.

			The next day, I was pronounced clear of abscesses but it seemed a bacteria had taken advantage of my battered immune system settle in the arterial lines again. That is why I was running another fever. Of course, there were antibiotics to treat it, but there was a good chance that the bacteria inside of me would develop resistance to them at one point. At any rate, the lines had to be replaced again because I still needed dialysis to get me ‘dry’ again. If things went as hoped, I would be taken off the ventilator as well. This time, the procedure would be quicker so as to avoid irritation. 

			Two of my direct colleagues phoned to say they were in Amsterdam and asked if they could come see me. Not wanting to take advantage of the special treatment she received at the ICU, Sosia arranged to meet them at Starbucks to catch them up on the latest developments. They told her we were sorely missed at work; everybody prayed for us and sent their love. 

			The holiday season was drawing closer but my condition, albeit stable, wasn’t good enough to wake me up. The doctors expected it wouldn’t be long before they could stop the mild sedation. My mother wanted to spend time with me before the holidays and was coming over with her youngest sister and her husband. Afterwards, Loes would head back home with them. Jos and Loes would come back to Leiden on Christmas Day, but my mother didn’t want to leave my dad alone in his still feeble condition. 

			The day before my mother arrived, I got a roommate. Most of the time, I had the room to myself but sometimes overflow patients from the ICU shared it with me. A nurse who was always in a bad mood rudely asked Sosia and Loes to clear out. She normally didn’t work on this side of the ICU, but it was a busy time and she was sent here to help out. 

			The next day I was very restless and confused. I was talking nonsense and no one understood a word I said. My mother was shocked when she saw me: I was skin and bones. Most of the fluid had been removed from my body and I had lost a considerable amount of weight. It hit my mother hard and she became very emotional again. At that moment, I tore out my feeding tube. I had felt her unrest and incorporated it into my delirium. I was in a room directly next to the main entrance when a very fearful woman was put in the bed opposite mine. Her parents accompanied her and she was holding a baby. The vertical blinds were closed to obscure the view from the street and the main entrance was locked. All of a sudden a man started banging on the entrance doors and shouted that he wanted to be let in. He was looking for his child–the same child the woman across the room was cradling in her arms. She was the victim of domestic violence and now her aggressor wanted to take the child home with him, no matter what. Security had been called and the situation was escalating rapidly. The medical staff feared the man might somehow see his wife through the vertical blinds and a large curtain was pulled between us to hide her from view. The nurses thought the commotion had caused too many people to see me and wanted to move me. It dawned on me that they were planning to get rid of me permanently this time. I was wheeled to a storeroom next to a large hall. 

			The hall was tastefully decorated and a Christmas concert was in progress for the patients and hospital staff. There was a live stream for those who couldn’t attend in person. The window in the storeroom was in fact a two-way mirror; I could see through but no one on the other side could see me. When I turned to face the window, I spotted Sosia and Loes in the audience. What a relief! My sweetheart was still looking for me. I had to get out of the storeroom and go to them, but I was tied to the bed. I realised that I was very hot all of a sudden and it felt like my feet were on fire. The nurse had placed two oil burners at the foot end of the bed and was really trying to set me alight. I tried to move away from the flames, but the more I struggled, the more my restraints tightened. I needed to get out of there. The nurse was doing something on my right-hand side and I needed to get rid of her before I could try to escape. My torso was tied to the bed, but my arms were still free. I felt a small tube next to the bed and pulled it. It turned out to be at least a meter in length and when the nurse took a step in my direction I quickly flung the tube around her neck. I yanked it and yanked it until she fell to the floor next to my bed. I freed myself and got up to go find Sosia. My search brought me to the window of a room I had been kept before. I remembered I always saw people looking at me from a glass tunnel that led to a parking structure. When I exited that room, I walked into a heated garage. In between the ambulances that were parked there I found a bed. I was tired and lay down to close my eyes for just a moment. When I opened my eyes again, Sosia was sitting on my left and Cees and Herra on my right side. I was so incredibly happy to see them that I burst out in tears. Thank god they had found me; now everything would be okay. Then I fell back asleep. 

			I had been off the ventilator for two days and was breathing on my own again. Because I was sleeping a lot, I wasn’t able to take my medication or eat by myself. That meant that the feeding tube needed to stay in place, even though I had pulled it out once before. My sleep medication was decreased and replaced with an anxiolytic called Seresta. The physician had prescribed this form of oxazepam because I showed exemplary signs of an anxiety disorder. When I came around, the TV over my bed was on and I saw Christmas decorations everywhere. I remembered being transferred to Leiden, but I couldn’t believe it was Christmastime. It turned out that Christmas was only two days away. I asked about Serious Request and the Glass House. My sweetheart told me she had witnessed the construction just a stone’s throw away from the hospital and that it was attracting more people every day. Cees and Herra came to visit and their presence moved me deeply. Through her conversation with Cees, it became obvious to me that Sosia had accumulated a profound medical knowledge during my mental absence. 

			I nodded off continuously, but didn’t fall into such deep sleep anymore. Whenever I opened my eyes, I felt safe in the knowledge that Sosia was close by.

			I slept most of the evening on 24 December. Sosia sat next to me, holding my hand and calling on the angels and any other celestial beings help to give us strength and heal me. The nurses told her to take some time for herself and go home for a bit. Surely they meant well, but she just couldn’t be anywhere else. The idea of spending Christmas Eve alone in the B&B wasn’t very appealing, especially in view of my increasing clarity. The dialysis was functioning, my vitals were stable and there was real progress. I woke up later that evening, with full clarity. When Sosia came back from a bathroom break, I told her she had received an SMS. She thought I must’ve heard one of the usual ICU beeps or bleeps, but it really had been a notification on her phone. That proved to her that I was fully present and she updated me on the phone calls and emails that she had received. I was stunned by the number of people who were thinking of me. I was also very pleased to hear that Katrien and the MUMC+ Haematology Department wanted to hear how I was doing. That was in sharp contrast to the complete radio silence from Infectious Diseases. While we were watching a recap of the day’s events at the Glass House, I expressed my displeasure about the fact that even though I had been promised I would be sitting in a chair today, I was still in my bed. Sosia tried to explain why that wasn’t possible and told me that the nursing staff held us very dear. I wasn’t having any of it though; a deal’s a deal.

			On Christmas Day, a physiotherapist and a nurse were on hand to help me move from the bed to a chair. Of course, I first had to stand up on my own two feet. I managed to get up, but taking several steps to go sit down in the chair was a bridge too far. The last few weeks had definitely taken their toll on my body. I was still standing next to the bed when Sosia walked in and she was delighted with the progress I was making. I was rather disappointed, but her reaction gave me courage. After all, it was simply a question of perseverance and hard work. I would get there; I had even eaten a bowl of yoghurt by myself. The physician was positive as well and had contacted the hospital in Maastricht to talk about transferring me back. That was a bit of a shocker! I just hoped they would update the MUMC+ on absolutely everything that had happened since my arrival in Leiden.

			Later that day, Jos and Loes arrived and handed me a Starbucks cappuccino. It tasted divine. In Dutch vernacular I would say that it tasted like an angel peed on my tongue. Now that I was clearheaded and back in the real world, I didn’t want to muck about. I wanted to go full steam ahead, but I hardly had the strength to hold the coffee cup. The day ended well with the news that the non-stop dialysis would be reduced to every other day. To top it off, Arie sent a very touching email that did Sosia and me a lot of good. 

			On Boxing Day, a patient lift made it easier to get me upright, out of bed and into a chair. I was able to sit for 15 minutes before my back and sitting bones started to bother me, but all in all it was a big improvement from the day before. Today was the day I got to eat real food again. I also drank another cappuccino, this one courtesy of Jan and Maya who picked it up at the station before their weekly visit. I had improved so much that I couldn’t stay on the ICU anymore. As soon as a bed became available on Gastroenterology, I would be transferred there. The LUMC was no exception to the rule that nothing happens in hospitals over the holidays and besides, the beds were all occupied. If one became available in Maastricht, I would be transferred there to get my strength back and recuperate.

			On 27 December, the medical staff discussed my case with Sosia and the conclusion was that my recovery was slow going. The dialysis would continue, because my kidneys needed a long time to recover and in the meantime toxins still had to be eliminated from my body. There was still no definite diagnosis for the root cause of my problems, but they suspected that the escalation of the liver issues that had been simmering for many years had set off a chain reaction. 

			Sosia had stepped out of the room that afternoon when the ICU called to say that I would be transported to Maastricht the next day at 11am. A spot had opened up and they had made all the arrangements. The news took Sosia by surprise and she was completely baffled. She quickly texted Jan and Maya as well as our neighbour in Simpelveld and then she called my father, Katrien and Cees and Herra. When she came to the room to tell me the news, I was just as flabbergasted about it as she had been. Cees and Herra hurried to the hospital to give me one last hug before I left. They were amazed at how my condition had changed since they saw me last, three days ago. 

			On Wednesday 28 December, I was transported to the MUMC+ and Sosia followed the ambulance in her own car. We left behind the 16-person team of nurses that had expertly, kindly and professionally taken care of us for over four weeks. If it weren’t for my transfer to Leiden, I probably would not have been here to write this book.

		

	
		
		

	
		
			Back in Maastricht

			The trip back to Maastricht was harrowing. Under normal circumstances it is already a 3-hour drive, but we hit bad traffic along the way. My tailbone was killing me and fortunately the paramedics let me turn on my side. Before I could manoeuvre to my new position he had to adjust the ‘seatbelt’. It made me wonder who the heck designs the interior of ambulances. I bet that person didn’t spend four hours strapped to a gurney in the back of the vehicle, because they would never have created it the same way. They would have thought about motion sickness, because the patient always travels backwards. On a flimsy piece of foam instead of a comfortable gel mattress, I might add. The ambulance driver knew how badly I was hurting and wanted to avoid any delays that the road works ahead still had in store for us. When traffic slowed down again, he turned on the sirens and bypassed the traffic jam quite quickly. 

			When they delivered me at the entrance for the emergency department, we found out that the bed they had reserved for me was on the Oncology department. In a room I would share with three women. The ward physician was an unfriendly woman who made her stance quite clear. She didn’t even want to look at the stack of information we had brought from Leiden. Instead, she said she was certain that my problems were not gastroenterological in nature. In addition, she had her doubts about the medication I was currently taking. Sosia strongly protested and demanded to speak to the staff physician, who also was part of the multidisciplinary team in charge of my case. It was a good thing that Sosia had insisted on managing all the necessary medication, such as my HAART regimen, herself. At least no one could alter or change that, but the tone had been set. To add insult to injury, the ward physician told Sosia to stick to the hospital visiting hours. Sosia’s firm and ‘friendly’ answer was that she would be happy to once the hospital got its affairs in order. 

			Katrien had made her way over to my room as well and was also frustrated with the course of events. She would tell the haematologist that I was on the wrong ward and that I needed to be transferred as soon as possible. 

			It hadn’t taken long for things to go wrong again. We would need to keep a close eye on things, but I was too weak to do it. Fortunately, Sosia was strong–very strong. The first six weeks had wrecked her, but they had made her vigilant and proactive. Why, if in Leiden everything had gone so smoothly, did it have to be a struggle the moment we got to Maastricht? I had come close to dying here once and I didn’t want to repeat the experience. On account of the holiday season, not a single physician made an appearance except for the resident physician. Still Katrien and the haematologist somehow managed to get me transferred to Internal Medicine after two days in Oncology. I was happy to get a single room and to find the ward physician was an open-minded resident. He said he would read up on my case and wouldn’t put any restrictions on my visiting hours.

			Sosia discovered that not all my belongings had been moved from the bedside cabinet. When she checked at Oncology they told her that the cabinet had already been sent down to the bed depot. With the help of an employee at the bed depot, she opened over 20 bedside cabinets and finally found the one that still held my things, including my glasses. 

			A nurse specialist came to the room afterwards to hear about our weeks in Leiden. Sosia updated her and told her how concerned we were about the course of events since arriving in Maastricht. The nurse specialist agreed with us and promised to take action.

			The positive side of being in Maastricht was the fact that it was easier for people to come visit me; my mother had already visited me twice. Sosia was allowed to stay in the room with me at night, but she preferred to sleep at home. She was happy she didn’t have to stick to visiting hours, because she wanted to be my spokesperson during my frequent naps during the day. The nurse specialist returned and had several bits of comforting news. One of those was that the infectious disease specialist, the haematologist and a liver specialist would convene after New Year’s. Until then, the head nurse of my ward and a knowledgeable infectious disease resident would be our contact persons. 

			The ascites was coming back and it was high time a physician came to see me. I was still on dialysis, but that only served to remove toxins from my body. On New Year’s Eve, the nurses positioned my bed so that I faced the window. Sosia and I watched the fireworks together and she spent the night with me in the hospital. Hello 2012, happy New Year!

			Throughout the month of January, my abdomen swelled up again; my body was retaining too much fluid. The specialist nurse and Katrien conferred and made sure I was put on daily dialysis again. The physiotherapist was also put to work on me. The increasing stream of visitors was wonderful, but it also wore me out. We told people to contact Sosia if they wanted to come over, so that we knew who would be visiting when.

			Arie also sent us a message and told Sosia to forget about work for now and focus on my health instead. He didn’t realize that work was a welcome distraction for Sosia right now.

			My old infectious disease specialist finally made an appearance, but he didn’t have much compassion left in him. He didn’t even ask me how I had fared these last two months. When he used to see me at the polyclinic, he was open and approachable. Now, in this more clinical setting, he was hardly ever around. When I asked him if they wouldn’t consider placing the drain in a different spot, he bluntly said: ‘Mister Meex, how often do you think we can still pierce that belly of yours?’ That did it. We didn’t want to have anything to do with him anymore. I couldn’t believe how wrong I had been about him. I’ll be the last to deny he made some good decisions, but over the last few years he was often wrong or persistent in his ‘old ways’. Every time I brought up new developments that I had read about in specialist literature, he would say: ‘Never change a winning team! Chances are it won’t work and then you won’t have any options left.’ I was fortunate in the sense that I didn’t suffer any side effects from the drugs or injections, but his attitude made me bow down too quickly. 

			In the meantime we had met a new infectious disease specialist at the Maastricht hospital. When he introduced himself, I recognized his name and told him I knew he had worked at the Utrecht Medical Center and that he had worked with hemophiliacs during his residency. We bonded instantly. I considered him to be a maverick; a new-generation doctor who was passionate about his work but who communicated with his patients and welcomed their (expert) input. Sosia had a good feeling about him as well. We told him we were fed up with the scattershot approach that was caused by dealing mainly with residents. I said that if it weren’t for my transfer to Leiden, he and I would not even have met. Yet, now that I was back, they happily resumed the same strategy that got me in such a critical condition. I told him I wanted all the physicians involved in my case to talk to each other and to jointly formulate a treatment plan. One of them could function as spokesperson for the group, to inform us and answer any questions. He said he supported the idea and called a meeting with the haematologist (blood / coagulation), gastroenterologist (liver / esophagus / abdomen), nephrologist (kidneys), cardiologist (heart) and infectious disease specialist (HIV / HCV). He also proposed to take me on as a patient if the current infectious disease specialist agreed. He offered to be the case manager for the new multidisciplinary team, effectively becoming our contact person. We were completely on board with his suggestions and the conversation gave me a definite boost. With Sosia’s help, I moved to the side of the bed and sat on the edge. It was wonderful to sit straight up and relieve the pressure on my back for a short time.

			My parents came to the hospital together in early January. Dad told me he wouldn’t come for a while because he would start a course of treatment that would upset his stomach. He would need to be close to a toilet at all times, so visits to the hospital were out of the question. I heard him, but didn’t really register the news. My dialysis had just finished and it always left me exhausted and worn out. We had only just relinquished control to the multidisciplinary team when the hospital gave me the wrong HAART medication. Why the heck did I have to always be so alert instead of simply being a patient? The nurse specialist of the infectious diseases polyclinic said she would make an official complaint. Sosia had enough HAART medication left to rectify the blunder and demanded that she be allowed to manage it from now on to ensure I received the correct dose at the correct time.

			This experience taught us once again that you can’t just be a patient if you have multidisciplinary symptoms. You have to be vigilant at all times and make sure your care is accurate, because you can die if you don’t. We tried to make that clear to the infectious disease specialist, our case manager. We still gave the multidisciplinary team the benefit of the doubt, seeing as it had only just been assembled and was new to both the circumstances and the ‘complex’ patient.

			Come evening, panic broke out: I was vomiting copious amounts of blood. Understaffed as they were, the nurses couldn’t give me the attention I needed and I was immediately transferred to the Medium Care unit. In terms of care level, this unit is a step above a regular department and below an Intensive Care Unit. The reason I was vomiting blood had to be gastrointestinal or esophageal bleeding. Without delay, Katrien adjusted the coagulation factor and to get a clearer picture of what was happening I was prepared for a gastroscopy. The matter was very urgent and a professor of gastroenterology was contacted. While I was being transferred to the ICU, he rushed to the hospital to perform the procedure. The professor was very composed and I asked him to give me a sedative so I wouldn’t be aware of the procedure. All this happened the day before my father’s birthday.

			It was a high risk procedure and the professor asked Sosia if she was aware of the potential risks involved. Jos and Loes arrived before the procedure took place and we tearfully said goodbye. However, I had such a good feeling about the professor that I was convinced he would patch me up. The sedative was administered and Sosia and Loes went to the family room while Jos left to tell my parents about this latest crisis.

			As it turned out, I had had my second esophageal bleed. I mentioned earlier that about 20 percent of patients die from their first esophageal bleed. That number more than doubles with the second instance, and if more bleeds follow only one-fifth of patients survive. I miraculously came through the procedure unscathed and it wasn’t long before I was awake again. Sosia and Loes had had a hard time in the waiting area and were extremely relieved when the nurse came to tell them I pulled through. On my father’s birthday I was doing so well that I was moved back to Medium Care, where the medical staff was relieved to have me back in relatively good health. First thing on my list was to call my dad to wish him a happy birthday. He was ecstatic with the news and said it was the best birthday present he could have wished for. 

			My recovery was measured in baby steps. I became more talkative, but I was still very sick. My kidneys were failing and the diarrhoea didn’t stop. Because I had sores on my buttocks and tailbone by now, a balloon catheter was inserted to help my body with the process of evacuation. The lines had to be replaced regularly because they became infected with bacteria. I surely kept the case manager busy, but he gave it his all and made us feel better just by trying.

			The work I did with the physiotherapist enabled me to sit in a chair by the window from time to time. It was quite an operation each time, what with all the IV tubes, the feeding tube and the catheters. I couldn’t eat much, but had to supplement the tube feeding. The antibiotics and other medication had altered my sense of taste and I hated the hospital food. I could deal with homemade food, if it was juicy enough or fairly liquid, but I couldn’t eat large quantities. 

			Cees and Herra came all the way from Amsterdam to visit me. I was very touched because it was such a long drive, but even more because Cees gave me his ‘lucky plushie’. The stuffed doll had helped him get through a difficult period in France when he was very ill and he thought now was the time for the doll to bring me luck. 

			The small revival in my condition was once again followed by a dip. My kidney function was deteriorating once more and I still needed dialysis. On the one hand, dialysis removed fluid from my body and on the other it took over the job that my kidney weren’t up to yet: detoxifying my blood. Still, the recurring swelling of my abdomen didn’t diminish. To help it go down, drain after drain was inserted. It made me wonder how much more of this my abdomen could take. The case manager got the liver specialist involved. The specialist said I was malnourished and would not survive a liver transplant in the condition that I was in. The issue was that I couldn’t eat much while larger doses of food through the tube resulted in more diarrhoea. The liver specialist was also a realist. He said I was too young to die and that the team would put their heads together to figure something out. The two most important things were that I needed to get strong enough to survive a possible liver transplant and that my kidneys needed to start functioning properly again. To get my strength back, I needed to be well nourished and thus consume larger portions. The idea was to insert another feeding tube all the way into my intestines to bypass the part of feeding that caused the nasty side effects. To accelerate the recovery of my kidneys, the plan was to give me what you could call a liver bypass. I was rather excited about this so-called TIPS (transjugular intrahepatic portosystemic shunt) procedure, but Sosia had her doubts. The procedure couldn’t be performed at the MUMC+ and Sosia was concerned about the fact that I would have to be transferred to Groningen in the north of the country, Leiden in the west, Louvain in Belgium or Aachen in Germany. Groningen and Leiden were too far away and the long drive in an uncomfortable ambulance was not an option. The liver specialist had connections in Louvain, so I preferred that hospital. I could deal with an hour on the road. Sosia and I would discuss our options while the specialist contacted his colleague in Louvain. 

			Katrien popped her head in at least once a day. My case sure kept her busy and she had a lot of intervening to do. All the stakeholders knew that I was a hemophiliac and that the correct level of coagulation was important, yet it still got messed up frequently. Katrien got quite upset sometimes because people just didn’t pay attention to the document in which she had clearly detailed the proper procedure. It had become apparent that FVIII wasn’t always administered during procedures such as placing drains. 

			My stay at the hospital and the interference of Sosia and Katrien in my treatment split the nursing staff in two camps. The old school nurses were open to suggestions and took a real interest in me as a person and my medical (his)story. They didn’t get too many complex patients like me on their ward and they were keen to learn new things. These nurses realised that Sosia and I were experience experts and that in many ways we knew more about certain issues than the doctors did.

			The problem was that these nurses only represented a fraction of the staff. The more ‘modern’ nurses were trained in a different, much more theoretical, system and didn’t approach nursing the same way. In my opinion, their generation would rather not wipe patients’ soiled bums, thinking they should be made acting team leader instead. I may be oversimplifying things here, but it does feel like that generation of theorists is incapable of empathising with their patients regarding the effects long-term hospitalisation. The infectious disease nurse specialist who headed the department told Sosia that those nurses felt like she was checking up on them. The initial message was that all the nurses had a problem with Sosia’s attitude, but when Sosia pressed the issue, it turned out it was only that particular generation who did. Once again, Sosia had to defend herself and explain that she was only making sure that I was getting the proper doses of the correct medication at the right time. She said that she it was vital that she oversaw the HAART medication and that she would continue to do so until I was able to do it myself. 

			Dialysis was very demanding physically and I developed a healthy sense of respect for those people who have to go through it several times a week for years on end. I wouldn’t wish it on my worst enemy. Even with the dialysis, my kidneys still weren’t functioning and my abdomen was still swollen. I was losing hope, to be honest. There was no visible progress and it even looked like I was regressing. Sosia kept trying to convince me to have faith. Family, friends and acquaintances in the Netherlands, Germany and Poland were praying for me, burning candles by the dozen and calling on all the angels in heaven to help me. I kept going for Sosia’s sake, because I could see it was eating her up. I mean that literally as well, because she was losing a lot of weight. We called it her crash diet. 

		

	
		
		

	
		
			Return trip to Louvain

			In late January my urine output started up again. It was not a significant amount yet, but it was a welcome indication that my kidneys were on the mend. My flashbacks to the time I spent at the LUMC in Leiden weren’t quite so happy. I hadn’t talked about it because I didn’t have a clear picture and could only recall bits and pieces. I knew it had been a black page for me and tried to piece it back together. The nurse specialist noticed how preoccupied I was and offered to organise professional help. I embraced the idea and the department of Psychiatry and Psychology sent two very young girls who looked like they had just graduated yesterday. They walked in at 4:55pm and the first thing they did was pull the curtain between my bed and the bed next to it; the one Sosia sometimes used if she spent the night at the hospital. Sosia was sitting next to me at the time and we were both perplexed. Our looks communicated our bewilderment about pulling the curtain in a single room. A curtain that would not have protected my privacy if there had actually been other patients in the room anyway. The girls then asked about the nature of our relationship and wanted to know why Sosia was present during the session. I was already fed up with them by then and didn’t try to hide my displeasure. Sosia asked the young ladies to kindly leave the room and not come back. Later that year, I discovered a charge for €200 in the stack of paid hospital invoices. Apparently, the department of Psychiatry and Psychology had charged 1 hour of bedside counselling for the laughable 5 minutes the girls spent in my room. It was a relatively small charge in the grand scheme of things, but it was a matter of principle. I told the insurance company the whole story and they successfully claimed their money back. 

			Of course, none of this helped me cope with the memories of my Leiden experience and Sosia reached out to Anita. She had been my personal coach in 2006-2007 and we had stayed in touch over the years. Anita didn’t hesitate and came straight over. She was at the hospital almost every day in the last week of January, not just for me but also to provide Sosia with the tools she needed. Sometimes Anita would stay with me just so Sosia had her hands free to do other things.

			It still came as a surprise when the liver specialist announced that Louvain could do the TIPS procedure on 31 January. I was excited because it meant that my fluid troubles were over and that my kidneys would get a boost. I knew full well that placing a small wire-mesh coil, or stent, into a liver vein meant I would have to have a liver transplant at one point, but I didn’t have much of a choice. The news gave Sosia extra work to do, such as informing our nearest and dearest, booking accommodation for herself, finding a house sitter, packing for the trip and so on. She was debating whether to hitch a ride with the ambulance or take her own car. In the end, she drove there, accompanied by Anita who went back to Maastricht with the empty ambulance. With the help of the university hospital in Louvain, Sosia had gotten a room on the hospital grounds.

			Just knowing that in a few days I would be that much closer to recovery lifted my spirits. I was already working with a physiotherapist to get up from the bed and cover small distances with a walker, but the added boost gave me the strength to scurry up and down the hallway at a ‘brisk’ pace. I surprised myself, as well as Sosia and the nursing staff, and got many a pat on the shoulder. We were a bit anxious because we hadn’t heard from my insurance company regarding the treatment in Louvain, but the multidisciplinary team had decided that if worse came to worse, the MUMC+ would act as financial guarantor until then. 

			The day of the transfer to Louvain, I had one final dialysis session in the early morning. The ambulance set off in the afternoon and Sosia and Anita followed by car. The immense building complex in Louvain was under renovation and unfortunately my room was in the old part. It was a typical building from the 1970s with very small rooms. I was put in a double room and my bed had to be turned sideways whenever my neighbour’s bed needed to be wheeled out. The only modern thing about the room was the bedside monitors. These were mounted on a swivel arm and gave access to the hospital’s free internet, telephone, TV and radio services.

			The old infrastructure wasn’t the biggest issue; the way we were greeted was far worse. The gruff nursing staff was not empathetic at all and refused to discuss my file; that was the task of the physicians. Visiting hours were sacrosanct and no exceptions were made, except in case of extreme emergency. 

			Anita said goodbye when the empty ambulance was ready to return to Maastricht. The first physician who came to the room grumbled about how my visit wasn’t well prepared from our side, my HAART medication was all wrong and the lack of formula for the gastric feeding tube, meaning I would have to go without nutrition.

			Welcome to Louvain.

			To top it all, Sosia’s accommodation was a complete dump; a small and grimy room with a radiator and a sink. It was located at an annex of the hospital an hour’s drive away, meaning she would have to fight traffic on the Louvain ring road both ways. She might as well have stayed at home in Simpelveld. It was such a sad affair that she wanted to book another room the next morning. The patient service desk at the hospital was less than helpful and didn’t have any other availabilities. They said all the hotels in the city were fully booked because of conferences and that rooms were very expensive. They then pestered Sosia with questions about my stay and who would pay for it. Louvain hospital had contacted my insurance company and heard that the procedure would not be covered. The call center at the insurance company apparently had not been informed about the deal with the MUMC+. Sosia was at her wit’s end with all the disappointments we’d had to face since arriving here. Once again she would have to figure things out, which is really not what you want to be doing at a time like that. 

			After searching online for accommodation, Sosia found a nearby B&B that was affordable and had availability. It turned out to be a godsend. 

			When discussing my treatment in Louvain, the liver specialist in Maastricht had mentioned one colleague in particular. This man came to see us on day 2 and turn out to be a calm person. He did have very strong opinions about my treatment and said: ‘I am building a house here and the foundation needs to be solid for that to be a success.’ The first set of blood tests indicated that I was not a candidate for a transplant yet because my liver function was still above that level. There was some doubt about the TIPS procedure, because even though it was a Band-Aid until a transplant was necessary, it came with risks attached–especially with my hemophilia complications. The specialist said he couldn’t make heads or tails of the documents he had received from Maastricht and he wanted to run all the diagnostics again. That would give him the data he needed, but in order to do that the hemodialysis would have to be halted temporarily.

			Sosia and I went through the whole gamut of emotions; this was not what we had expected. We figured it would be a simple ‘TIPS in, drive back’ kind of deal that wouldn’t even take a week in total, but this changed everything. I had three full days of tests, including my brain and heart. We managed to have them forego the gastroscopy, but Louvain was a miserable experience so far. It was a combination of the room, the majority of the nursing staff and my strange roommate. The nurses had said he was confused and I had better steer clear of him. They said his symptoms were caused by Alzheimer’s and he could be out of it for hours on end. From what I saw, he was nowhere near confused. His radio was often blaring; he hardly ate and stashed sandwiches and desserts away in the bedside cabinet and the closet. More often than not, his hot meal found its way to the toilet bowl, but the nurses only judged his eating habits by the crumbs left on the serving platter. No way he had Alzheimer’s; he was just thin as a rake and exceptionally conniving. 

			Suddenly I started producing too much urine output and the hemodialysis was stopped completely. It quickly became obvious that the esophageal varices had to be treated as they were about to burst. We requested that I was sedated during the procedure and thankfully Sosia was allowed to be in the room with me from the early morning until I was fully awake again. Nonetheless, the procedure carried many risks. When Sosia came the next day, the nursing staff immediately protested even though Sosia had explicit permission to be there outside of visiting hours. They had missed the memo, but didn’t bother to apologise. Ultimately, the procedure went smoothly and there were no complications. By the early afternoon I was fairly clearheaded again and as a gesture of goodwill to the nurses, Sosia left the ward. Maya and Jan, Jos, Loes and my mother had all come to visit me in the first few days in Louvain. It was a big surprise to see my father walk in, accompanied by my mother’s youngest sister. He had lost weight, but looked to be in good health. We didn’t talk much about his condition, as he wanted to know what had been happening with me. Sometimes, visiting hours aren’t long enough to cover all you want to talk about.

			The hospital in Maastricht had given me a supply of FVIII to maintain high levels of coagulation, but because my stay in Louvain became longer than expected Katrienhad to deliver extra doses. The hemophilia nurse at the hospital brought her to my room for a quick visit. For as long as I could remember, I had used the products produced by the central laboratory of the blood transfusion service. I felt I couldn’t keep asking Katrien to be my personal courier for FVIII and figured I should tap into my NVHP network. I contacted the then marketing manager in the plasma product division at the blood transfusion service, Ruud Zoethout. He took a weight of my shoulders by arranging for coagulation factor to be sent directly to Leuven after Katrien placed the order.

			It had been ages since Sosia had set foot in the office, but Arie didn’t mind. After all, she did her work remotely and Patricia helped out where she could. Matthias, on the other hand, started to become somewhat impatient. In a phone call, Arie told Sosia that he was still the managing director and that he alone had the ultimate say-so. He wanted Sosia to know she should still put my health first and worry about work later.

			The nurses on the ward had been relieved by another team and one of the new faces was a lot friendlier than her predecessors. Her accent and name tag made me suspect she was originally polish. The next time she walked in I greeted her in Polish and she was delighted. We hit it off well and talked about everything under the sun. She took her time and asked me how I would like to be bathed. I had a choice between the standard moist towels that she would warm up in the microwave or a regular washcloth with water. I hadn’t felt real water on my skin since November 2011 and was getting tired of the moist towels that hospitals in the Netherlands and Belgium favoured. They are an efficient and cost-effective solution and they’ll do fine if you’re hospitalised for a week or so, but not if you’re stuck there as long as I was. It was so gratifying to have a ‘proper’ bath again. I loved it so much that I asked if she could maybe was my hair as well and she said she would do it straightaway. I didn’t have to move from the bed; she placed an XL diaper under my head and used shampoo and two jugs of water to get the job done. I felt fresh and my scalp finally stopped itching. It’s the simple things in life that can bring so much joy sometimes.

			The attending physician didn’t think the TIPS procedure would be an option. My body was slowly recovering and for some time now, I hadn’t required dialysis. Two more tests, including a liver MRI, were performed to get the final picture. On 15 February 2012, the attending told us that attempting to go ahead with the TIPS was too risky. The liver was struggling, but it was still functioning too well for me to be a transplant candidate. There was still some fluid around my lungs, but my abdomen was as good as ‘dry’. My kidneys had resumed their duties to the extent that I didn’t require dialysis anymore. Louvain had compiled its own file by now and if push came to shove in the future, they could act quickly. I would be discharged and sent back to Maastricht.

			But that wasn’t the end of it by a long shot. We were cautiously optimistic about the stats, but we didn’t have all the answers we needed yet. We still didn’t know what had caused my kidneys to fail last year. In preparation of my departure, the nurses were getting ready to remove the urine catheter and the deep dialysis line. The attending physician said he would call the Maastricht hospital to make arrangements and I wished him luck. I knew what was coming and he unenthusiastically confirmed it when he came back the next day: I could only be transferred back the following week. ‘How on earth is it possible that an entire hospital shuts down for a whole week just because of Carnival?’ He just couldn’t believe Maastricht was operating on a Sunday schedule for such a long time. I was forced to stay in Louvain for another week, in spite of my kooky roommate and the grumpy nursing staff. It was probably for the best, because nothing would be done in Maastricht during the Carnival holiday anyway.

			Katrien had been in touch regularly and our case manager also surprised us with a call. He said he would be there to welcome us back in week’s time and make sure there would be no hiccups this time in getting me to the right unit. He would inform the physician on the ward as well as the head nurse. 

			When I woke up the next morning, before the Carnival kick-off that weekend, the small soda bottle had disappeared from my bedside cabinet. Upon closer inspection, it turned out that the 1.5-litre bottle was also missing. Apparently my roommate wasn’t just kooky but also a kleptomaniac. The large bottle was found, opened, in his closet and the two small bottles were emptied and thrown in the bin. I was told not to make a fuss because it was all due to his Alzheimer’s. The current shift of nurses was very friendly and one of them told me that my roommate André was an alcoholic with liver issues and that he would be discharged after the weekend. Until then, I would have to sleep with one eye open. 

			The super-strict head nurse was on leave during my last five days in Louvain. The other nurses visibly relaxed now that she wasn’t here and allowed Sosia to be with me from 1pm to 9pm. On Monday evening, just before Sosia was taking her leave, one of the nurses rushed in and asked Sosia to quickly get out of sight. The head nurse had been bored at home and was back on the ward. Unfortunately, she had sat down behind her desk, effectively blocking Sosia’s exit route. We were lucky there was a back exit that could be reached without passing her desk and Sosia was quietly escorted there. What an awkward situation!

			By now I was no longer restricted by catheters and tubes and with the help of a walker, I sometimes left my room to go for a stroll. I had been running a fever for the last two nights, which the hospital in Louvain treated with intravenous paracetamol instead of the broad-spectrum antibiotics they used in Maastricht. Louvain wanted to have a clear diagnosis of the cause of the fever and not risk me developing resistance to the antibiotics in the meantime. It seemed to just be another one of those unexplainable bouts of fever that I suffered from on a regular basis.

			Ash Wednesday started with more trouble, this time about the transport to Maastricht. When the ambulance was requested by the hospital in Louvain, they wanted to know who would be paying the bill. Louvain certainly wasn’t going to it. We had assumed my insurance would cover it, but Louvain wanted confirmation before they proceeded. Once again, Sosia had to sort it out. She first called the MUMC+, but none of the skeleton staff knew much about it. Back to the insurance company she went. They said they’d be happy to send confirmation to Louvain, but they first needed a request from the attending physician. It was to be an email of the scanned document on Louvain hospital stationary with the official letterhead. The physician on duty wasn’t able to copy the hospital’s letterhead into the digital document and Sosia kept relaying messages up and down the line. In the end, the insurance company contacted the physician directly and they reached an agreement. In the meantime, the hospital in Maastricht had come back to Sosia with the announcement that if we would somehow be billed for the transport, the MUMC+ would act as financial guarantor. 

			By then, the day was almost over but at least preparations to get me back to Maastricht on Thursday 23 February were set in motion. Luckily, Sosia had somehow had the foresight to plan her check-out of the B&B for Thursday instead of Wednesday morning. I was finally delivered to the MUMC+ department of Internal Medicine on Thursday at 12:30pm, albeit in isolation for fear of a possible MRSA infection. At 6pm I got the all-clear and was declared free of foreign MRSA bacteria. The case manager had kept his word and had informed all parties concerned about my arrival. The physician on the ward was a fully qualified doctor who was pursuing a cardiology specialisation which required three months’ training at Internal Medicine. She was a true asset and I’m afraid I didn’t exactly welcome her in that spirit. When she walked in, I was preoccupied with getting my phone connected to the hospital’s Wi-Fi network and paid her no heed. Sosia reminded me of my manners and when I didn’t react, she simply took the phone from my hands. It was only then that I looked at the physician and apologised. I said that I hadn’t meant to cause the best-looking doctor I’d ever had any grief and introduced myself. The ice was broken. During the intake with the physician, I realised she was not only professional, curious and eager to learn but also a really nice person. She said that if I didn’t mind, she would love to talk to me more often in my capacity of multidisciplinary patient. I always applaud this attitude, because I believe it is too rarely found in medical professionals. For some time already, I had been a guest speaker for a haematology module at Maastricht University called ‘Blood Loss’. I would tell the students stories about this hemophiliac who was born in the 1960s and talk about the growth and professionalization of the patient association. I would tell them about the different facets of hemophilia management and the evolution of going from no treatment at all to future gene therapy. I juxtaposed illustrative stories about ageing patients with joint damage and the younger generation who was practically without joint issues because of the treatment they received early on. I illustrated my narrative by telling them about canaries in the old coal mines and how police officers in Tokyo took a caged canary with them when they went to investigate the presence of nerve gas after the metro attack. I said that hemophiliacs were like those proverbial canaries, because we will be the first to know if our blood was infected with something like HCV or HIV. We would be the first to die. I would always end my presentation with this question: ‘Imagine everything I told you happened in the life of one single person. What would you say to this patient?’ There was always a joker in the 400-head audience who’d shout: ‘I’d say he was the world’s unluckiest bloke!’ I would then reintroduce myself, mentioning the fact that I was not only suffering from hemophilia, but that I was also a patient advocate infected with HIV and HCV myself. Every single time the room would go completely quiet, only to burst out in applause and a tsunami of questions afterwards. I had no doubt I could enlighten the ward physician about a thing or two.

			The flow of visitors increased again once I was back in Maastricht. Try as I may, the fever stopped me from being fully aware of my surroundings at all times. Because my fever didn’t abate I was put on a 10-day course of antibiotics. The medication made me drowsy and I fell asleep frequently during the day. In addition, the amount of hemoglobin in my blood was on the low side. Very low Hb levels indicate anaemia, meaning there are not enough healthy red blood cells to carry adequate oxygen to the body’s tissues. Normal levels range from 130-180 grams per litre; mine were at 75.7. To normalise my Hb count, I was given a transfusion with a double dose of red blood cells (erythrocytes).

			My weight was ‘normal’ by now and hovered around 71 kilos. An ultrasound of my abdomen showed that half a litre of urine remained in my bladder after peeing. My kidneys had just resumed activity again and to make sure they weren’t aggravated, a urine catheter was placed. 

			After a mere five days in Maastricht, my room was invaded by the infectious disease nurse specialist and a number of specialists that I didn’t know. They came to visit to tell me that I would be transferred to a rehab facility as soon as possible. I tried to tell them that I didn’t think that was a good idea, but I was too emotional to make a sound. The pack of doctors vanished as quickly as they had swept in. They left me a state of utter distress and I immediately called Sosia. She had been working from home but rushed over to the hospital to calm me down. The idea of having to leave when I wasn’t medically ready for it freaked me out. On her way to the hospital Sosia called the infectious disease nurse specialist to get the lowdown on the impromptu meeting. The nurse specialist was unavailable but Sosia was told that she would be in touch later that afternoon. When Sosia was with me in the room, the ward physician walked in and assured me that I would only be discharged when it was medically acceptable, but certainly not right this minute. When the nurse specialist called Sosia she said that she and her colleagues had come to tell me that they would plan my rehabilitation once the remaining medical issues were sorted. They had noticed I didn’t like what they were saying. Apparently, I hadn’t fully understood what was being said. Sosia and the specialist nurse agreed that she would speak to me again in two days’ time with Sosia and the ward physician present as well. It wasn’t the first time during that period that I wasn’t fully tuned in, but I didn’t realise that until later. 

			Because I was so unwell, no one had told me that my father had been ill for quite some time already. My father had wanted to tell me, but the family was afraid it would be too much for me to handle. He had just finished his first set of chemo treatments when I was finally told. I was so preoccupied with my own situation that I didn’t realise how badly my father was doing. My imminent discharge from the hospital and possible rehabilitation at Adelante consumed me. I didn’t much like the idea of going to Adelante, the rebranded version of the same facility where I went after my first knee replacement in 1997. At any rate, my condition first had to be stable enough to leave the hospital. I preferred going home and having daily physical therapy sessions for a few months over becoming an inpatient at Adelante. I wanted to be home with Sosia and work towards getting back to the office by the end of the year.

			Sosia and the ward physician supported my take on things completely and said so during the second meeting with the nurse specialist. We all agreed I would be recovering at home.

			Before that could happen, bacteria were once again discovered in my faeces. Of course, that meant another course of antibiotics and tweaking of the water pills. My abdomen was neither swelling nor diminishing, but my weight was dropping and at 91.8 g/L my Hb levels were too low.

			My urine was getting darker in colour and another gastroscopy was performed. I hoped it wasn’t another esophageal or stomach bleed. The ward physician arranged for a sedative and Katrien was standing by with extra doses of coagulation factor. The sedative was prepared but the gastroscopy assistants didn’t plan on administering it until they had ticked all items off their checklist. First they wanted to attach the correct tube to the machine, then they got out all the other bits and pieces needed for the procedure. The physician in charge had not shown up yet and I refused to cooperate until I had had the sedative. The situation was getting hairy, as the female assistants wanted to numb my throat and shove the mouth guard between my jaws. I completely lost it and got so angry with them that Sosia could even hear me in the corridor. By then, the attending physician–who had been informed by the ward physician– came in and told the assistants to cool down. She injected the sedative and I was out like a light in no time at all. By the time Sosia came in with Katrien and the coagulation factor, I was fast asleep. It bothered Sosia that the incident wasn’t brought up again, but she held her peace. 

			The gastroscopy showed no irregularities, but the feeding tube hadn’t survived the procedure. You would think that it was a perfect time to insert a new one now that I was under anyway, but that wasn’t how things worked. ‘The nurses on the ward would have to take care of that.’ A male nurse tried to place the tube, but he didn’t exactly have golden hands. The messy procedure left me with a nasty cough that lasted for a very long time. Even worse, the tube hadn’t even been placed correctly, but luckily the gastroenterologist from the multidisciplinary team noticed it immediately. He decided to put the new one in himself and sedated me during the procedure. As the coughing didn’t go away and made my face turn red every time, the gastroenterologist prescribed codeine to make my life a little easier. The aftereffects of the sedative made me nod off frequently.

			In the second week of March 2012, Sosia went to the office in Roermond for the first time in three and a half months. She didn’t like being that far from Maastricht, but she had to talk to Arie and Matthias and it was good to be at work again. 

			On the same day, I was taken to Radiology for an ultrasound of my abdomen. Several of the lifts on our side of the building were being serviced and the nurse who accompanied me said we’d have to use the ones in the adjoining building. In contrast to the lifts I was used to, these were fitted with mirrors on the back wall. I hadn’t had a good look at myself in a very long time, but I knew I was emaciated. I could feel that my face was gaunt or even skeletal and my index finger and thumb overlapped when I wrapped them around my other wrist. Still, I had not been prepared for the face staring back at me from the mirror. In fact, I was so alarmed that I started to cry. I remember thinking: ‘If Steven Spielberg is casting for Holocaust victims, I’m sure to get the main part’. The nurse understood what was going through my head. She put her arm around me and told me to hang in there.

			The pain in my throat caused by the feeding tube was getting worse and I was feeling pressured by the preparations for my discharge from the hospital. No treatments or procedures were ongoing at the moment and the consensus seemed to be that I could recuperate at home just as well. The ward physician and Katrien were just as surprised as I was that I was being sent home. After all, I still had that feeding tube and a urine catheter inside me. I have to say that even though I dreaded going home a little, the thought also did my mood and outlook a lot of good.

			At the end of the week, the bladder medication had been successful enough to remove the urine catheter. The faecal bacteria had been eradicated but the pain in my throat was killing me. The ward physician came to check on me when the afternoon visiting hour was over. When she asked how I was doing, I told her I didn’t much care for the pain in my throat. We agreed there were really only two options: keep the tube and live with the pain or remove the tube and accept the consequences. One of the consequences of taking it out was that the high risk of infection meant a new tube would not be placed anytime soon. In the end, I decided I to take my chances and the ward physician removed the tube right then and there. From that moment on, I had to eat on my own again and–more importantly–I had to take all the medication as well. I had always had a strict schedule for my medication and stuck to it at all times. I always took my HAART medication at precise intervals to maintain the correct level of medication in my blood to suppress the virus. Over the last few years I had taken mydaily doses at 8am and 8pm. When the physician came back later in the evening to hear how I had fared, I was happy to report that with a little help from Sosia, the medication had gone down without a glitch. 

			[image: ]

			Pondering my prospects. 

			Completely out of the blue, Sosia was not allowed to see me when she arrived the next morning. It seemed we were in the midst of a departmental power struggle. A small number of people did not agree with the freedom the head nurse granted us nor with the way she treated us. She allowed Sosia to come and go as she pleased, because I had a single room and had been hospitalised for months already. The head nurse understood mine was not a typical case and she empathised with the impact my medical rollercoaster had on our lives. In the head nurse’s absence, her substitute had withdrawn our privileges. In an attempt to keep the peace, the ward physician promised to come in on Saturday and Sunday at 8am to help me if I needed assistance taking my pills. She wasn’t officially working those days but they could hardly refuse her entry to my room. Sosia and I were immensely relieved by her offer and it gave me so much energy that I swallowed my medication effortlessly. 

			The ward physician came on Sunday to see if I had been eating well. If I wasn’t well-nourished, I wouldn’t be discharged and a feeding tube would have to be placed once again. My kidneys were back on track; my abdomen was fully drained and my belly looked normal again.

			The first few days of the following week, I struggled with eating. On Monday, I took my first real shower in a long time. A nurse helped me to the bathroom and sat me down on a stool. She said she was going to change my bed and told me to ring the bell when I was ready. I sat there under the soothing warm water for quite some time. It had been so long since I’d felt running water on my skin and I wanted to enjoy it for as long as I could. When I finally pulled the cord for the bell, no one showed up. I couldn’t get out of the shower by myself, let alone dry my body and get dressed. I was getting a tad chilly so I turned the shower back on, wondering why there was no response to the bell. I could hear noises in the corridor and knocked on the bathroom wall to get the attention of the nurses. It took twenty minutes for someone to open the door and ask why I had rung the bell. It was a different nurse than the one who had helped me to the shower and her question drove me mad. I wanted to rip her a new one, but managed to politely ask her to help me get back to bed instead. 

			I used a walker during my strolls and could already walk the perimeter of the ward. If I could climb stairs by Wednesday, I would be discharged on Thursday. Katrien, Sosia and I made arrangements for my return home, such as ordering medication and organising home visits from a specialised service to help with my injections. The four months in hospital had made my arms look like Swiss cheese and my veins were destroyed. I could not find a single spot on my arm where I could comfortably inject my medication and we enlisted the help of a national injection service for hemophiliacs. I wasn’t strong enough to walk up and down the stairs in our house every day and we thought it best if I slept in the living room for now. We ordered a hospital bed from a mobility center and Jos had taken care of a walker so I could also take strolls outside. I felt ready. On 16 March, I would be going home for the first time in four months. The empathetic nurses I mentioned earlier had come to say goodbye the night before. They stayed a while to tell me how happy they were I had survived the ordeal and then wished me luck on the road to full recovery.

			Katrien and the ward physician had taken care of all the documentation for my discharge and of the prescriptions I would need later. We said our goodbyes, expressed our gratitude and then left the hospital without fanfare. It was a pity that none of the other nurses had come to see me off. 

		

	
		
		

	
		
			Home at last

			It felt strange to sit in the front seat of a car again. It had been four months and my brain had trouble processing all the visual input. I even had to ask Sosia to drive very slowly because I was starting to feel sick. When my mind had adjusted, we continued the drive at regular speed and made it home before noon. We found Jos waiting for us and my bed had been set up in the living room. I was finally home.

			Being home wasn’t all plain sailing though; the injection service for example was a disappointment. Even though it was touted as a national service, the coverage in Limburg was very thinly spread. In fact, there was really only one nurse for the entire region. Even worse: we had to tell her we wouldn’t be using her services anymore. I knew my veins were not easy to hit in one go; they were ‘tricky’ and almost porous from all the jabs I’d had. It took the nurse four to five tries for each injection of coagulation factor–and I needed three of them a week. Finding a good spot for any injection was already a tall order and with her skills I would soon spring a leak. I really didn’t favour that scenario and, in the end, another nurse drove down from Brabant if and when we needed her. 

			Katrien took care of the injections whenever she came over. Thankfully Katrien made regular visits and always hit the bullseye on the first try. On other occasions, we combined our (unfortunately frequent) visits to the polyclinic with Katrien’s injection skills. All in all, we didn’t have much need for the injection service.

			Eating was another problem at home. In the beginning, I wanted too much too fast. I just couldn’t hold down the French toast or grilled cheese sandwiches that I craved. It shouldn’t have surprised me of course; after getting my calories through a feeding tube for so long and only spooning in a bit of porridge, my stomach was shocked by so much activity. I duly resumed my liquid diet of porridge and pureed food; I just couldn’t handle large quantities yet.

			The first few days were a whirlwind of visitors in the afternoon and evening. On top of that, the hairdresser came to give me a trim and a cousin-in-law offered physiotherapy to slowly build up my activity levels. The daily turmoil left me completely exhausted, so we thought it best to add a 2-hour nap to my day. Sosia worked from home again and we always got up early in the morning. Before her workday started at 8.30, she helped me to bathe and get dressed before we sat down for our breakfast. Sosia had her hands full with work and caring for me 24/7. Beyond staying in bed, there was little I could do on my own and my physical activity was limited to moving between the bed and the toilet. I had managed to go up and down a few steps in the hospital, but there was no way I could climb the steep, twisting stairs in our house.

			My blood levels after that first week at home didn’t please the case manager. My medication was tweaked and I was told to check back at the polyclinic a week later. We also received a letter stating our appointment with the rehabilitation specialist at the polyclinic was moved forward by two days. When we phoned the desk nobody could tell us why, but they promised to check with the doctor. The specialist herself called us a few hours later and also drew a blank as to why I would have to come in earlier. After all, I was already scheduled to go to Adelante rehab center, so the plot thickened. In the absence of answers, the appointment was put on hold.

			We were a bit anxious during the next visit to the polyclinic. The case manager had threatened to have me admitted again if my blood levels didn’t improve and neither of us liked that idea much. Just the thought of it rattled me, but luckily my blood levels showed slight improvement and I was allowed to go home.

			The hospital visits were gruelling and I was surprised at how little I was able to accomplish independently. I leaned on Sosia for every little thing and she had already had such a rough four months. In that period I had knocked on heaven’s door three times, but Saint Peter had sent me back down on every occasion. I guess my work here wasn’t done yet.

			Reality slapped me in the face each time I wanted to do something by myself. I needed constant assistance and it was always up to Sosia to help me or actually do whatever it was I needed done.

			At least the weather was nice, so we sat outside and enjoyed the sun. It felt good to be out of the house and in a different environment for a bit, especially when we had people over. The change of scenery did me good; I was getting tired of our living room. Eating was still problematic, but my weight was stabilizing and my kidneys were back on track. Unfortunately, my Hb levels dropped to a critically low level and I needed a blood transfusion. Of course, we had to go to the hospital for that and Katrien made arrangements for me to have the transfusion on an outpatient basis. On the case manager’s orders, she was there to draw blood. This was done to double-check my potassium and calcium levels, which had been way too high at my last visit to the polyclinic. As they were quite elevated, the blood transfusion was followed by an IV session to remedy the situation. In total I was hooked up to an IV line for more than four hours that day. I was sent home with a water-soluble powder for the potassium imbalance.

			Spring came and the good weather highlighted problems of a different nature. The windows of the conservatory were a bit grimy, the grass was awfully high, weeds had taken over the flower beds and the hedges were overdue for a cut. It looked like we had our work cut out for us, but I wasn’t even strong enough to write my name. We used to love doing those chores together and Sosia wasn’t looking forward to having to do it by herself. I felt rotten seeing her upset like that and cried tears of frustration. In the end, we hired a company to clean the conservatory and gardener to trim the hedges. Sosia took care of the grass and weeds herself; she said it took her mind off things. 

			In spite of the extra blood, I still suffered from breathing difficulties. We had attributed that to the low Hb levels, but they had climbed to the low side of normal. The case manager checked in regularly and I told him I still had trouble breathing. I was scheduled for a visit to two polyclinics in two days’ time anyway so he also planned a chest x-ray. The x-ray showed an excessive amount of fluid between the pleural layers of the lung which could only be removed by draining. The pleura is a two-layer membrane that covers each lung and lines the chest cavity. The slit-like, airtight area that contains the pleural fluid is known as the pleural space. During quiet breathing, the pleural pressure is negative (below atmospheric pressure). Normally, there is always a small amount of pleural fluid in the pleural space. The fluid keeps the pleura moist and reduces friction between the membranes without separating them, similar to two plates of glass with water in between. Proper functioning of the pleural membranes is crucial for normal breathing. Sometimes too much fluid builds up in the pleural space and this is known as pleural effusion. The fluid can be transudate or exudate. Transudate fluid can be a result of serious cardiac and renal issues, reduced thyroid function and a number of rare diseases. It is a form of lymphoedema that is comparable to water retention in other parts of the body, such as the legs or abdomen. Exudative pleural effusion occurs when the pleura is damaged by, for instance, infection or trauma. Pleural effusion is always a symptom of an underlying condition and therefore successful treatment depends in large part on the way the primary condition is managed. A pleural effusion that is causing respiratory symptoms is usually drained by means of a pleural tap or thoracentesis.

			I knew what was coming and wasn’t excited. I was scheduled for thoracentesis in Maastricht the next day. The procedure required me to sit still in a bent position and I wanted Sosia to be stay with me. The execution was in the hands of a young physician and a resident. The echo that was performed beforehand showed a significant amount of fluid in the pleural space. Even though the procedure took place under local anaesthetic, it wasn’t painless. At one point the cannula sucked up blood and, judging from the noises she made, the physician panicked and stopped the procedure. It turned out she was just a resident as well and she worried that she had done something that caused her hemophiliac patient to bleed. We told her we had upped the coagulation before going in and the blood in the cannula had probably already been present in the area. We figured there was little chance that it was fresh blood, but she didn’t want to listen. She wanted to consult the senior physician first. The most important thing was to analyse the excess fluid and it was sent to the lab. The results came in an hour later: the blood was old, not fresh, and didn’t show any signs of infection. Hardly any fluid had been removed and I was sent home with the message that they would be in touch. 

			We had hardy been home for an hour when the case manager called. He had read the report and didn’t think I should be at home; he thought the situation could be life threatening. He told us to report to the ER at the MUMC+. He had already made arrangements for the thoracentesis and even hospitalisation, if need be. 

			I couldn’t believe what I was hearing. Life threatening? Hospitalisation? We refused to even allow the thought into our heads, but still grabbed the emergency bag that Sosia always had at the ready and drove back. Rush hour was over by then and we got to the hospital quickly. After arrival, there were more blood tests, physical examinations by a lung specialist and a surgeon and another chest x-ray. Several hours later the lung specialist and the surgeon asked us what had transpired during the procedure earlier that day. Neither of them agreed with the case manager. They didn’t feel my life was at risk and subsequently refused to perform a pleural tap. Moreover, they wanted more tests to figure out where the blood had come from. We were relieved, but physically and emotionally drained when we finally headed home again at 11pm.

			We spent Easter at home and were able to recover from the pleura effusion hullabaloo. The case manager said he’d touch base with us after the holidays to talk about the persisting shortness of breath.

			With hardly any undamaged vein in my arms, it was getting harder and harder to administer the coagulation factor. The Brabant-based nurse was wonderful and always took her time to find a good spot for the injection. Nice as she was, I worried about the future. I would be facing the same issue once I could personally wield the needle again. The use of a Port-A-Cath®(PAC) seemed an increasingly logical solution, albeit temporary. A PAC, also referred to as a port, is an implanted device which allows easy access to a patient’s larger veins. The device is surgically inserted completely beneath the skin and consists of two parts – the portal and the catheter. The portal is made of special self-sealing silicone and appears as a small bump under the skin which can be palpated. The slender, plastic catheter attached to the portal is threaded into a central vein (usually the superior vena cava) or the right atrium. The system is filled with a saline solution to prevent blood clots forming at the tip of the catheter. Ports are indicated for patients requiring frequent intravenous therapy. The implantation of a port is considered a minor procedure and is performed under local or general anaesthesia by an interventional radiologist or surgeon. I made a mental note to discuss it with the haematologist or Katrien.

			When the case manager called after the Easter holiday, he started off by apologizing for what had happened. He asked what was said exactly at the ER and Sosia told him about the expressed need for ‘more diagnostics’. That meant a CT scan of the chest and thus another visit to the MUMC+. They were planning to do a CT scan with contrast, but Sosia vetoed it because of the effect it would have on my kidneys. She said they had just recovered and would be excessively tested if they’d have to eliminate the contrast dye from my body. After discussing Sosia’s arguments, the medical staff agreed and proceeded without contrast. The scan showed more fluid than old blood in the pleural space as well as a dark line along the bottom of the left lung. It was obvious that the fluid had to be removed. However, the latest blood test indicated I had developed a rare inhibitory antibody in response to the coagulation factor. The body’s immune system produces antibodies, or protective proteins, in response to the presence of foreign substances called antigens. A similar reaction may occur when factor VIII or IX enters the body. The human body does not produce factor VIII or IX, or at least not with a similar genetic makeup to the blood product. Because the factor VIII or IX molecules aren’t recognized, the body sees the substances as a non-self protein, causing antibody production. This mechanism of attempted eradication of the coagulation factor interferes with its efficacy, rendering the product wholly or partially ineffective. Bleeds in patients with low antibody production levels can still be managed with higher or larger doses of the coagulation factor. If, however, the patient produces a large quantity of antibodies, the coagulation factor is usually completely inactivated.

			The haematologist had a tough time making up his mind. Inhibitors may occur in children who are just starting hemophilia treatment or in older patients with a mild form of the illness. He was surprised a patient with severe hemophilia who had been receiving treatment for 44 years had developed it. On the bright side, it was not a strong inhibitor and could be mitigated by using more coagulation factor in future procedures.

			By then, we had decided a port was to be preferred over needles, but Sosia worried about the effects the unknown inhibitor could have. She contacted ex NVHP coordinator Cees because he was the only one who understood the situation and the implications. Cees promised to call a haematologist in Utrecht and present the case to her. He hoped she could provide new insight, but he would cast his net wider throughout his network as well. It wasn’t long before we received an email from him with a list of people to contact. Sosia summoned up the courage to mail the information to my haematologist. She was a bit anxious because you never know how medical professionals react in such cases, but he took it well. He thanked her for the groundwork she’d done and promised to keep us updated. Slowly but surely, he was taking over my case from the senior MUMC+ haematologist who was nearing retirement.

			Two days later, he called to say he’d phoned the people on Cees’ list and wanted to confer with us about the results. The information he’d been given indicated that larger procedures wouldn’t have to be avoided in my case and a plan had been drawn up to combat my body’s inhibitory reaction. This meant we could set a date for the implantation of the PAC with Katrien in charge of coordination. I had asked to be sedated during the procedure, but the day surgery unit wouldn’t have it. They said that for this procedure they only administered sedatives to very young patients. Katrien’s kind offer to be in the room during the operation to support me was granted, provided she wore scrubs.

			When we got to the MUMC+ on the day of the procedure, the coagulation was checked and fine-tuned for the implantation. I was then sent to the day surgery unit and, hoping against hope, I asked the OR nurse for a light sedative. She didn’t even look at me when she said it wasn’t going to happen. It would be done under local anaesthetic and I wouldn’t feel a thing, she said. Katrien sat down next to me in the OR and then I was covered with a green surgical drape. They even put it over my face, which was very uncomfortable because of my breathing issues. The surgeon entered the room and told me to stop whinging. He probably got out on the wrong side of the bed that morning because he couldn’t even be bothered to introduce himself. He merely stated that procedures are there to be followed and that in this case my head had to be covered because the port would be implanted on under my right clavicle. Again, I said my shortness of breath made me experience the procedure as literally suffocating. No one answered, but Katrien folded the drape so that I could breathe more freely. The local anaesthetic was injected and a few minutes later the surgeon made the first incision. Once again, I had to speak up: I could feel the knife cut my flesh. ‘I must have been a bit conservative with my estimate. I’ll give you some more’, the surgeon said. I vowed not to give another peep and tried to visualise myself lying on a sunny beach in the tropics. I didn’t feel the second incision, but I can’t even find the words to describe the things I did feel. It was sheer and utter torture. To make sure the PAC doesn’t move, a subdermal pocket is created for it to be nestled in. This is done by singeing off muscle tissue. Not only did I smell my scorching flesh; I literally felt move the surgeon made. I didn’t have any other explanation than that the hospital was rationing analgesics. No matter what I said, the surgeon just kept going. Katrien tried to keep me distracted by talking to me even though I must have crushed her hand to bits. Once the portal was in place, the connection to the large vein still had to be made. That felt like they were pulling the tube through my body with barbed wire. I didn’t hold back in telling the surgeon what I thought of this work method and illustrated my opinion with a cascade of cuss words. The team didn’t even reply to Katrien’s comments and I had a hard time imagining this was a standard PAC implantation method. 

			The procedure was over in an hour and I was relieved to get out of there. All that was left to do was take an x-ray to see if it had been done correctly and then I would be sent home immediately. As much as I wanted to be home, I objected to being discharged that quickly. During my stay in Louvain, a stitched-up incision had started to bleed after the procedure was finished and I really didn’t want a repeat of that event. I demanded they kept me for observation until we were sure the wound didn’t bleed. Katrien backed me up and in this instance the surgeon couldn’t refute our arguments. He ordered the nurses to put me on the recovery ward, which was populated mainly by outpatients who’d had eye surgery. An hour of recovery would suffice and Katrien prepped the extra coagulation factor so we could leave straight after the x-ray was taken. 

			We got home at 5pm, after a harrowing drive during which I felt every little bump in the road. At the end of the day, I gained an implant and another traumatic experience. I swore something like this would never happen again. From now on, I wouldn’t allow any procedure to go ahead without getting the sedative I asked for. No sedative, no surgery.

			The next day, Katrien came to the house to administer the coagulation factor via the port. Even though the wound and the surrounding area were throbbing and painful, it was a relief to be getting the FVIII this way, without any fuss over bad veins.

			It was too painful to use my right arm and Sosia had to help me out of bed. Going to the toilet became a challenging endeavour. I was back at square one and had to rely on Sosia for almost everything. I began to doubt I would ever make any progress in my journey. The continuing shortness of breath slowed down any advancement and hospitalisation was imminent. Chest x-rays and a CT scan clearly showed excess fluid in the pleural space as well as a gelatinous layer of coagulated blood below the left lung. The lungs had to work extra hard to add oxygen to my blood and the glutinous strip of blood had to be removed. That would have to be done by separating the pleural membranes with a scalpel and scraping off as much of the blood as possible. That involved a thoracotomy during which my ribcage would be spread open to reach the affected area. 

			I was readmitted to the hospital in late April. Instead of performing the thoracotomy, they wanted to make sure a chest drain wouldn’t do the job. I was sent to the Internal Medicine nursing department where we were greeted by the same caring resident physician who was there during my last stay. She had already spotted us and came over for a chat and asked how things had been at home. I had shed five kilos as a result of the unsettling events over the past month and the resident physician was taken aback by my weight loss. She left to talk to the head nurse to find out which room I would be inand whatwas planned regarding the procedure. 

			When she came back, she took us to an interview room to share rather unpleasant news. The short version was that the medical staff refused to admit me to the unit because they had no experience with chest drains and didn’t have the time or manpower to care for me. Their suggestion was I be moved to the respiratory unit because they had all the expertise needed for my case.

			I was livid that Internal Medicine was about to sabotage the planned procedure. The resident physician was equally distraught but her hands were tied. She made a few phone calls and managed to find me a bed on the respiratory unit in record time. In addition, she would still be the attending, even though would be on a different unit. She knew my file and was already part of the multidisciplinary team. Sosia and I counted our blessings that she was in our court. 

			The resident physician asked me if she could come with me for the procedure, to support me and to gain experience. Placing the drain under local anaesthesia was painful, but the discomfort was bearable. The resident physician and I talked about anything and everything. I told her I was grateful that she and Katrien were so helpful and how much Sosia and her unending support meant to me. I said I was planning to propose to Sosia when I was discharged from the hospital. I said I didn’t want to wait any longer; you never know what might happen next. The resident physician was touched by my comments and said she had no doubts we would be able to get married soon.

			After the procedure, I breathed a sigh of relief to be back on the respiratory unit. Here, the staff was understanding and caring. There was no difference between ‘old school’ and ‘modern’ nurses; everyone was just plain nice. 

			As far as eating was concerned, I was doing better. I often had beef croquettes for lunch and picked what I liked from the evening menu. It didn’t last long though, as it became clear that not enough fluid had been removed through the drain and surgery was the only option. It wouldn’t be easy for the haematologist and his team to keep the coagulation in check with the inhibitor complicating things.

			Meanwhile, the resident physician was still trying to get me back to Internal Medicine. That is where I, as a hemophilia patient, should be–and it was her unit, of course. They were difficult negotiations, but the option was still on the table. I made it clear that if push came to shove, I wouldn’t move to her unit unless everyone was on truly board and Sosia was allowed to cater my breakfast and lunch. Instead of the regular hospital sandwiches Sosia brought me nutrient-dense food from the cafeteria such as croquettes and grilled cheese sandwiches. I had had it with the attitude at Internal Medicine and was seriously contemplating filing an official complaint upon my discharge. 

			The resident physician relayed my stance and said the unit had agreed to a fresh start. They would also allow Sosia to come and go as she pleased. 

			In early May, the surgeon, OR and a team were scheduled. They had also reserved a bed on the ICU, just in case the inhibitory antibodies caused any problems. Jos and Loes came around the evening before the procedure and we discussed the events of the last few days. I mentioned I was bummed that Sosia would be alone during the surgery. Usually Katrien kept her company, but this time she didn’t have the time to stay for very long. There were other tasks and patients that needed her attention. Loes immediately said she had the day off anyway and would stay with Sosia. Her gesture put my mind at ease.

			The surgery was planned for 12pm and the preceding morning was tense as we were filled with emotion. We knew I wasn’t in good enough shape for major surgery, but we simply didn’t have a choice.

			Thirty minutes before the surgery, Katrien regulated the coagulation, the resident physician wished me luck and then I was wheeled to the OR. The ladies went with me part of the way and Sosia was allowed to accompany me up to the doors leading to the operating theatre. Once we got there she also had to say goodbye. 

			Three hours after I went in, Sosia was finally told that the surgery had been successful. However, there had been a bleed and I would be transferred to the ICU. Only when they had settled me there and I was hooked up to a ventilator, were Sosia and Loes allowed in. The surgeon who had performed the thoracostomy was there to explain that a bleed had occurred while they were scraping away the glutinous blood and that the lung had incurred a small perforation. Neither of these had been avoidable and he was sure the puncture would heal by itself. The bleed had been stopped and for now they could do nothing more than keep me on the ventilator.

			Sosia was alarmed: if I was breathing with the help of a ventilator and kept in a coma, how would I get my HAART meds? I needed my next dose by 8pm! The ICU staff hadn’t thought of that; they just didn’t have the specific experience needed. I was lucky that, in the absence of a competent and qualified physician, Sosia took control. One of the tablets could be replaced with liquid medication. Two of the other tablets could be crushed and dissolved in water. The last one was a capsule, from which the liquid had to be extracted so that everything could be administered through a feeding tube. 

			I hate to think what happens to patients who do not have proactive and alert partners to look out for their best interest when they are incapacitated. Rare and complex patients would get the short end of the stick and should be happy to leave the ICU without any major damage. My blood pressure remained on the low side, but Sosia told the medical staff they needn’t worry too much. It was a normal occurrence in my case after surgery and the hospital in Leiden had confirmed it as well. 

			That raised questions. The nurses wanted to know what my ties were with Leiden and why I had been there. Sosia wanted to scream. Why didn’t anyone ever read patient files and acquire some background information? In the end, she just gave them the short version.

			It then became obvious that the incision for the Port-A-Cath had gotten infected. It was a was a setback, but one for which the ICU was not to blame. They did their best to get the infection under control, but a large amount of pus had already formed in and around the wound. A culture was sent to the lab, but the staff figured they knew what had caused the problem. The wound had probably not been closed up correctly, which left the door open for everyday skin bacteria to wander in. The results from the culture test would confirm it, but not for another few days.

			Two days after the surgery, I was taken off the ventilator and gently woken up. The resident physician informed Sosia and said I was responsive and quite cheery. ‘That’ll pass’, said Sosia. Apparently, I always wake up from anaesthesia in a jolly mood but I can never remember it. I tend to regain consciousness for real slightly later on and, as predicted, I did so this time as well. The patient next to me was in a coma, but I still got to know the guy quite well. I gleaned his medical history from the doctors’ visits and the conversation during visiting hours told me his name, home town and where his son worked. I felt I knew his wife and daughter without ever having spoken to them. The ICU was a bit outdated, to say the least; we were in a large room and the only separation was a thin curtain that was not exactly soundproof.

			Thirty-six hours later, I got a bit overwhelmed. There were six doctors at my roommate’s bed to discuss his prognosis. They were debating whether to continue the treatment or to pull the plug. Three of them wanted to continue and three wanted to throw in the towel. A lively discussion ensued about the pros and cons of each option and things almost got hairy. And I was right there, fully conscious and unable to shut the discussion out. I started to freak out when I imagined the same scene taking place around my bed someday. I thought I was going mad. The head of the ICU noticed my distress, but he couldn’t find a spot for me on a medium care unit. He did get me a TV and placed it next to my bed. It was such a relief to put the earphones on and not hear the ICU-hubbub any longer. The next day, I was transferred to the medium care unit for cardiovascular and thoracic surgery patients. The atmosphere wasn’t very welcoming. It wasn’t because of the nurses, but because the head of the unit came to ask who I was and why I was there. He didn’t direct his question to me, but to the nurse on duty. He grumbled that I messed up his whole planning and maybe even the surgery schedule. I heard him ask why they hadn’t put me somewhere I actually belonged (which is exactly where I was, so I didn’t see the problem). Just when he asked who was responsible so he could give them an earful, the resident physician walked in. They got into a discussion–he agitated and speaking loudly and she calm and soft spoken. I only heard her raise her voice once. That was when she said: ‘Have it your way then. I’ll take the patient with me right now!’

			At the end of the day, I wasn’t transferred. The resident physician came to tell me that the head of the unit had not behaved correctly and that their discussion should never have taken place within earshot of me. He should have read my file before launching a tirade. The resident physician said the head would come later to apologise, but he never did.

			The puncture in my lung had healed and the two huge 18mm-drains that had been in me since the surgery were removed. My father and Sosia were allowed to stay past visiting hours that night. The following day, a bed became available on the cardiovascular and thoracic surgery nursing department. I was to be moved from the medium care unit because I was recovering well and didn’t require higher level care anymore. But when Sosia showed up at the new room the next morning, she found the bed occupied by another patient. In the meantime, the resident physician had come to tell me that a single room had opened up at Internal Medicine and that I would be moved there instead. I was slightly anxious and hoped that this time there would be no nasty surprises at my old ward. For now, it seemed everybody was acting normal.

			Having a single room was wonderful. Oh, the peace and quiet! I took the opportunity to propose to Sosia. Because I hadn’t been able to get down on my knees for years, it wasn’t the most romantic or creative proposition ever but she accepted. That ‘yes’ was the foundation of a future filled with joy and happiness which would also give us the strength to live through sorrow and sadness. 

			The results of the culture test regarding the infection of the PAC incision indicated skin bacteria were indeed the culprit. I didn’t experience any pain or have a temperature and had already been put on antibiotics at the ICU. The presence of the port led to a discussion. The resident physician, Katrien and I felt the port should be left alone, but the hematologist and the case manager / infectious disease specialist begged to differ. 

			The next day, Sosia’s direct colleague Patricia came to visit. It was a welcome but quite emotional surprise for me to see her again. The ladies were talking shop when the case manager / infectious disease specialist interrupted our time together. He had just come out of a multidisciplinary meeting where my case had been discussed. The head of the oncology department had been present as well because of his extensive experience with ports. The team had reached the unanimous decision that the port should be removed and clearly operated on a ‘better safe than sorry’ premise. 

			I wondered why I went through all the trouble only to have it removed after such a short time. But if it had to go, I’d rather they did it straightaway. That same Wednesday afternoon, the infectious disease specialist put me on an emergency list for the OR. That meant I wasn’t allowed any food or drink anymore because I had to be sober if I was called for the surgery. 

			That still left me with the problem of having to inject FVIII at home. The 3-week break my veins had had wasn’t enough to completely heal them. I was told that a central venous catheter could be placed at the same that that the port was removed. This CVC is also known as a central line; a tube that is inserted into a large (central) vein. In my case, it would be placed in the groin or neck and could serve to administer FVIII or draw blood. I wasn’t excited about the idea and didn’t see much use for it either. A CVC is pretty restrictive and when the time comes, it has to be removed surgically. When I said I didn’t want that line placed in me, the haematologist wasn’t happy about it but he respected my decision. All I wanted now was to get the port removed, go home and work on finally recovering completely.

			The day passed without a call from the OR that they could see me. I didn’t sleep much that night and spent the next day on tenterhooks. It was Ascension Day and an amateur cycling race was held in Maastricht. There seemed to be a constant flow of ambulances carrying cyclists that had wiped out. That evening I asked what my chances were for getting the surgery and was told that, with the operating rooms being open 24/7, it might still happen. What with the transfer and the emergency list, I hadn’t eaten in three days and weighed less than 60 kilos. On Friday morning, I was informed that my surgery was imminent. They would let me know in time so that Katrien had time to prepare and administer the coagulation factor. I was anxiously waiting for the confirmation when I heard another ambulance arriving at the hospital. I figured I’d be bumped off the list, but a few minutes later I was told they were ready for me. A calm surgeon greeted me. He had read my file and wanted to talk to me before the procedure. He said he was perplexed as to how the port had been placed and said that, in his opinion, such procedures should not be performed on a day surgery unit. According to him, it should have been done in a proper OR and never without a sedative. He said he would properly remove the port and clean the wound.

			When I woke up after the surgery, he told me he had used staples instead of stitches to close the incision. That was done because pus would still be coming out of the wound for as long as the antibiotics were active in my body. The staples allowed it to seep out and consequently the wound was thoroughly cleansed every day.

			The resident physician came to check on me after the weekend and asked how I was. I said I wanted to go home and celebrate my brother’s 50th birthday. After all, he would only turn 50 once and I wanted to be there! She understood but said I needed to finish the course of intravenous antibiotics. The last dose was planned for Thursday morning and, in theory, I could go home after that. In cooperation with Katrien we arranged for a nurse from home care organisation Meander Thuiszorg to clean the wound on a daily basis. I could sleep in the living room; the bed was still there.

			Late in the afternoon on Wednesday, the resident physician rushed in. She was quite agitated and said that the most recent chest x-ray showed that fluid was still (or again) present in the pleural space. Sosia got upset, but I told the resident physician I was going home tomorrow, no matter what. I wasn’t attacking the resident physician personally; she was only the messenger and I owed her a lot. I was just getting so tired of the relentless rollercoaster; it just didn’t stop. It was so frustrating! It was always ‘one step forward, two steps back’. I just wanted to go home and be there for Jos on his birthday. The resident physician took immediate action and managed to organise another drain procedure. The same thoracic surgeon performed it that night in my room, assisted by the resident physician. It was quick, painless and uneventful. On Thursday morning I went home, as planned. When I said goodbye to the resident physician, I told her I’d contact her about the date. She knew what I was talking about. Her stint at Internal Medicine was nearly over and we wouldn’t see each other again until the day Sosia and I got married.

			We spent the afternoon outside on our sunny terrace. My parents came to visit, but otherwise it was a calm day. My chest was still very sore but the wound was carefully cleaned every day. I had had enough of the injection service and I wanted to do it myself, but it wasn’t easy. My veins were in bad condition and my eyesight had deteriorated significantly over the past six months. I needed new reading glasses.

			The weather on Jos’ birthday was wonderfully warm, so we all sat outside. Because my body thermostat was completely out of whack I was cold most of the time, but on that day I somehow I felt delightfully comfortable. I was completely spent after chatting for two hours, but I was happy to have been there; to have made it.

			The first full week at home was uneventful. Sosia helped me get ready in the morning and Katrien came over to inject the medication on the few occasions that I didn’t manage. The Meander nurse told us that the home care organisation also had a so-called High Care team which was made up of specialist nurses with a background in complex cases. They were qualified to inject medications intravenously and were available 24/7.

			I felt the time was ripe for such a step, because I could hardly keep asking Katrien to come to my house three times a week. The hematologist for one wouldn’t appreciate such an arrangement. We agreed to involve the High Care team and Katrien filed the paperwork in no time. They came to the house the very next day for an intake and subsequently helped us out for the next 18 months. The team had a very flexible approach and was always available to assist with the injections, whether I was at the rehab center or at home.

		

	
		
		

	
		
			Rehabilitation

			Adelante had also contacted us and we were invited for an intake interview. They wanted to get to know me and see where the focus of their input should be. When I was asked what I wanted out of our cooperation, I told them I wanted to give it my all for a few months so I could get back to work by the end of the year. The physical therapist probably figured I would face a lot of disappointment with such a lofty goal, so he rephrased his question and asked about my short-term goals. Well, I wanted to get up by myself in the morning; be able to go for a short walk, drive a car again and go for a coffee at Starbucks in Aachen. They reiterated the question about clinical rehabilitation, but I really didn’t want to. Sosia would take me to Adelante and work from there during my physical therapy sessions.

			The tentative program that was due to start in July consisted of four hours of therapy, three times per week. They said I would need more time than most; in view of the pounding my body had taken, I hadn’t expected anything else. I was positively surprised by the ideas that both the rehabilitation specialist and the physical therapist put forward for my rehabilitation process. They were eager to help me get back on my feet and it felt good. 

			For the past few years I had been regularly seeing a naturopath, but recent events had put a stop to that. Her treatments complemented my regular medical care and now that I was back home we could resume the sessions. On my request, she came to our house to see if she could realign my energy pathways and get my body and mind to become one again. My negative thoughts produced negative energy and I wanted to break the cycle. I needed to channel positive energy, especially towards important things like our forthcoming wedding on 14 December. We weren’t planning a big event, but we wanted it to be memorable. I wanted to truly participate and be fully present that day and therefore the group shouldn’t be too large. I might need to sneak out and have a moment to myself, but I would already be five months into my rehabilitation process by then, so theoretically I should be fine. At least that is what I kept telling myself, even though everyone else said the opposite. They wanted me to accept that climbing back out of the hole would take three times longer than falling in. I would prove all of them wrong. Just you wait and see. 

			My rehabilitation at Adelante started in the first week of July. I still couldn’t walk and got from A to B in a wheelchair. My lung capacity was insufficient, I didn’t have the stamina for sustained activity and my muscles had wasted away. My situation was similar to cardiac patients, except for the fact that they recovered faster from their surgery than I from my situation. The program consisted of walking, exercising and pedalling on a home trainer three mornings per week. The home trainer was fitted with a telescopic crank that could be used to adjust the rotation range and thus the height that the pedals reach. This system is ideal for people with knee problems and it enabled me to ‘ride’ a bike once again. Normal bicycles require a 110-degree knee bend, but my artificial knees could only manage 90. With these cranks, I could pedal again.

			We started with practising walking indoors. The starting distance of 50 meters was increased gradually by a couple of meters each time. Physical therapy was done in groups, based on patients’ physical strength and flexibility. I started off in the seated group (level 1A) and we did simple neck and shoulder movements, leg raises and passing a ball around while all sitting in a circle. 

			The home trainer was initially set to minimal resistance and I had to pedal for 10-15 minutes. All these exercises seem easy enough, but the combination of walking, cycling and other activities left me so exhausted that I needed a 3-hour nap after lunch to recuperate.

			Brain training was also a regular component of the rehab program and that made it even more tiring. For me, as well as many recovering patients, the ordeal had taken its toll on my memory. I had a hard time remembering names and often had troubling finding words. If I didn’t write things done, I’d forget them instantly. For a healthy person it is hard to imagine the amount of energy it takes for people in that situation to memorise the names of 8-10 group members and recite a list of cities or objects. 

			The one good thing was that my weight was stable and that the extra demands placed on my body didn’t lead to weight loss. 

			It didn’t take long for me to get frustrated about rehab; only about a month. I felt I wasn’t making any progress and wondered if the cardio group was the right group for me. I mean, they were a friendly bunch and we talked plenty during the breaks and all, but why were there so many breaks in the first place? I wanted to just complete all the exercises in one go. In thinking that, I missed the point that the instructors were making: if you are low on energy, you need to carefully distribute your strength. Otherwise you simply won’t last until the evening.

			I was struggling mentally with everything that had happened over the past six months as well as with the lack of progress. The next time I saw my GP, I told him I would like to talk to a psychologist. I specified that I needed a clinical psychologist because he or she should have the medical knowledge necessary to see the bigger picture. That was important, because my lousy mood largely stemmed from my medical history. I first met the clinical psychologist in early August and we hit it off straightaway. He gave Sosia and me tools to stabilise my mood and treated me for a number of other problems in personal sessions. 

			In spite of the rocky start, I had made progress in my rehabilitation even if I couldn’t see it. I thought my recovery went at a snail’s pace and I resented the fact that Sosia had to drop me off every time. I already needed her for so many small things throughout the day, from getting out of bed to getting dressed. Once I was promoted from the seated group to the seated / standing group (level 1B), we removed the bed from the living room. I desperately wanted to sleep in my own bed, on my own mattress and more importantly: I wanted to take a nice, long shower again. I cried when I stepped into the shower for the first time and felt the stream of warm water on my body again. I still needed help afterwards, because I could only dry myself from my head to my knees.

			On the days that I didn’t have to go to Adelante, Sosia went to the office. She always settled me downstairs and made sure I was all set for the day; she would even prep my lunch. My dad often visited on those days and it was only then that I realised what had been going on in his life. Over the past six months, he had often been unable to come see me. His complaints were vague; all I knew was that he had to take tablets and had had a problem with evacuation. It turned out my father had colon cancer. He had always been a strong man and was built like an oak tree. His strong physical condition and the location of the tumour made the doctors decide to give him cytostatica (chemo therapy) in tablet form. He had almost completed the treatment and needed to get through one more course before it was finally over. Afterwards, he would be re-examined to see whether the tumour had disappeared or more treatment was needed.

			Ten weeks into my rehabilitation process I was promoted again, from the seated / standing group to the standing group (level 2). Obviously, the drills for this group focused on standing exercises which were complemented with games, such as petanque. I was also put on the home trainer again, alternating interval training with just ‘cruising’. We were walking real distances now, up to 700 meters over bumpy terrain outside. The other components of the rehab mix were fitness and hydrotherapy (exercises in a warm pool). The six months spent in bed had left with me with two so-called ‘frozen shoulders’, a condition that occurs when the connective tissue in the shoulder capsule thickens and tightens around the shoulder joint. This results in stiff and painful shoulders with limited mobility. The condition can be remedied over time, but it involves a lot of stretching and proper training. I was working with an experienced therapist who had been called in from the paraplegia department. Twice a week, he put me on the rack for half an hour and also gave me a list of exercises to do at home. Jan and Maya had given me a set of dumbbells so that I could put a little more effort into my home-based regimen. 

			Now that I was level 2, my schedule was increased to three full days per week. After a bite to eat, I spent the remainder of the lunch break in one of the relaxation rooms at Adelante. My rib cage was still a killjoy, but over all I was doing fine. I still couldn’t breathe deeply because of the chest pain (or so I thought), but I was convinced that my recovery would gain momentum once the pain wore off. 

			We had continued our wedding preparations and most of the planning and reservations were done. The invites had been sent and we couldn’t think of anything else that needed to be done, except waiting for the big day to arrive.

			When I regained an acceptable level of mobility, I went to see the dentist and dental hygienist. I usually saw our dental hygienist Miriam every quarter because I easily develop plaque. Six months in the hospital with hardly any attention paid to dental hygiene hadn’t done my gums any good. Short hospital stays don’t have much of an effect on your teeth, but if you’re there for an extended period of time (and spend some of it in a comatose state while being pumped full of antibiotics and other drugs), dental hygiene becomes very relevant all of a sudden. The only care I’d had was a quick rub with a small mint-scented sponge on a stick. 

			It was an emotional reunion and both the dentist and Miriam were happy to see me again. They had been worried about me since the time that Sosia had cancelled my last appointment. They hadn’t heard from us since and I gave them a quick rundown of the past six months. The dentist inspected the damage, but was pleasantly surprised. He had expected worse but apparently my strong teeth had fared well. My gums, however, hadn’t come through unscathed and that was largely due to the amount of plaque that had formed. Miriam accepted the challenge to clean my teeth and take pressure off of my sensitive and bleed-happy gums. Over several sessions and supported by extra coagulation factor, she painstakingly and carefully cleaned my teeth. 

			My doubts about making any progress returned in October 2012. I felt I was stuck in neutral and not taking any steps forward. Sosia still took me to Adelante three times a week and I compared myself to the other patients. Many of them came and went, yet I was still there. The old school therapists (indeed; even here there was a generational split) and the clinical psychologist kept trying to hammer it into me: I was a complex patient and should not compare my case to regular heart patients. There wasn’t even such a thing as a regular heart patient; the problems that each individual patient within that group was dealing with were vastly dissimilar as well. I’ll admit I had a lot of built-up frustration that first year. The FVIII was administered at Adelante by a Meander home-care nurse or by Katrien whenever she was at the house anyway to draw blood for tests. One morning in late October, Katrien would pass by at 8.30am to draw blood for my upcoming visit to the polyclinic. I woke up that morning feeling full; I just couldn’t get going and I felt worse by the minute. When I got downstairs, Katrien was already there with the FVIII. When I sat down next to her, I felt a wave of nausea and Sosia handed me a spittoon just in time. I was spewing blood, lots of it. I immediately panicked and upon seeing all the blood, so did Sosia. Thankfully, Katrien kept her cool; she phoned the emergency department and subsequently requested an ambulance. She had only just administered the coagulation factor when the ambulance arrived. I was loaded in the ambulance and Sosia grabbed the overnight bag that is always at the ready and followed by car. I was brought into the ER and sedated for a gastroscopy at the OR. Where was this bleed coming from? Was it my esophagus or maybe my stomach? The gastroscopy showed that I had just had my fourth variceal bleed. It had stopped because of the FVIII and the procedure was aborted so the theatre could be cleared for the next emergency. The weak spots in my esophagus had to be treated in a regular OR and I was admitted once again and stayed for several days. The case manager / infectious disease specialist had requested the input of the liver specialist and the haematologist, so two days later we were back at the hospital for a meeting. 

			The recurring variceal bleeds were a great concern and we needed to find a way to stop them. The liver specialist suggested we lower my blood pressure by means of medication. We went home with the tablets, but I didn’t exactly feel confident about the outcome. I would be allowed to resume my rehabilitation activities after taking two weeks’ rest. 

			My father had completed his last course of chemo therapy and got the all clear. There were no obvious signs of cancer anymore and he was officially in remission. He celebrated the good news by buying a new car and came round in November to show off his new luxurious ride. It was kitted out with the latest technology, was very spacious, had a high driving position and most importantly: it could accommodate his tuba. He played the tuba in the local marching band and now he was finally able to transport it without having to fold the seats down. He was thrilled with his car–a lot more than I was with mine. My car had been in the garage for a year now and no one had thought to take it for a spin every once in a while. The engine was dead and the local auto shop took it in to get it back in shape for our wedding. We wanted to take two of the guests in our car and it would be hard to fit four adults in Sosia’s 3-door hatchback. I hadn’t been behind the wheel for over a year now. Frankly, I hadn’t had the energy, physical strength or mental focus and I can’t say I missed it. Lately though, I started to feel the urge again and thought it would also be a great step towards independence. I was looking forward to not needing Sosia to drive me everywhere, but she put the brakes on my enthusiasm. She wanted me to practice driving with her and would only let me get out on my own once she felt it was safe enough to do so. 

			A few days before the wedding, we picked up the car. It felt great to be behind the wheel on the drive back. It was only 12 kilometers, but to me it was the road to freedom. Driving my own car was a godsend and I enjoyed every minute of it. The only thing that bugged me was the fact that my sore neck muscles prevented me from turning my head. I had to move my whole upper body to look over my shoulder. Either way, the drive gave my recovery a definite boost!

			Ever since I had started with the blood pressure medication, I suffered occasional hamstring cramps. Lately, it happened more and more frequently, especially after a more-than-usual strenuous session at Adelante. It was especially annoying that it happened on our wedding day as well. This time it was so bad that I couldn’t even stand on that leg. I tried to do some stretching exercises to diminish the strain, but every time I thought it had passed, the pain came back. Only when Sosia came to tell me it was time to go, did the pain subside. It was probably due to the adrenaline rush of getting married, but the cramping stopped. Oh, what bliss. I took a few tentative steps and was relieved to see that the cramps didn’t return. Nothing was stopping us now. It was a idyllic and emotional day with the people we loved. We were surrounded by the special people that had supported us over the past six months: my parents; my father’s sister; Jos, Loes and the kids; Shirley from San Francisco; Maya and Jan; our neighbour; Katrien; the resident physician and one of Sosia’s cousins with her husband. The latter lived in Germany and had been the ones to keep the whole family in Poland informed of my situation. I couldn’t have wished for a better group of people to celebrate our nuptials with.

			[image: ]

			The big day! 

			Joy and sorrow are close bed partners sometimes. We had noticed that my dad didn’t touch his plate at dinner on our wedding day. He had had cake and hors d’oeuvres in the afternoon, but didn’t eat anything in the evening. He said it was too late to eat and that he had indulged enough during the day.

			Looking back, I am grateful he was present at our special celebration at all. Sadly enough, the world was a different place only one month later. His health deteriorated quickly and the ultrasound and liver scan showed a large number of metastatic tumours in his liver. After a short illness, he passed away on Friday, 25 January 2013. When he said he was tired of fighting, a piece of me died even before he drew his last breath.

			It still makes me happy to recognise parts of him in me. We loved each other dearly, but both had difficulty expressing such feelings. Now, I could only honour his memory by sending him off in style. I summoned up all the energy and adrenaline I could muster to personally lead the memorial service. 

			There’s not a day goes by that I don’t think of him and I miss him more as time goes by. I’m sure the pain will get less over time, but now that my life is on the incline, the loss is all the greater. I wish I could tell him all about it and share my stories with him.I know he hasn’t left me; I know that his hand rests on my shoulder when I need support and that he is happy when I’m feeling well.

			I never got back to my old rehab level after the variceal bleed. It was as if the process had simply stalled. Additionally, I had trouble breathing again. Around the time of my father’s passing, my feet and lower legs started to show signs of water retention again. This time, I wanted to get to the bottom of it and we made an appointment with the case manager. As expected, an ultrasound of my liver and two chest x-rays didn’t reveal any significant changes from last time. We didn’t understand the reason that I was short of breath and lacking physical stamina. We started evaluating the past few months and realised that the amount of beta blockers I’d been prescribed since the variceal bleed was so high that I was basically driving with the handbrake on. A few calculations later, almost 75 percent of the beta blockers could be eliminated. In less than two days, I already felt a noticeable change and two weeks later it seemed nothing could hold me back anymore. I eagerly resumed the rehab program that had been going on for seven months by then.

			Unfortunately, the reprieve was short lived. It was but a tiny tablet and yet the beta blocker had an immense effect on my system. It was almost as if I was allergic to it. I was already feeling cold from having lost my protective layer of fat, but now the effect was multiplied. Wherever I went, I was wrapped in four layers of clothing. Even at Adelante, I was layered an undershirt, a T-shirt, a fleece and a vest. I just couldn’t get comfortable and even shivered in the 32-degree hydrotherapy pool. The cramping in my hamstrings continued as well and later on, my feet and calves joined in as well. On top of that, I frequently had dizzy spells.

			Of course, I wasn’t prescribed that beta blocker for nothing. Reviewing our options, the multidisciplinary team had come up with another way to control blood pressure: a TIPS procedure. That was the transjugular intrahepatic porto­systemic shunt which had ultimately not materialised in Louvain in February of 2012. This ‘bypass of the liver’ is executed in cases of sever water retention in the abdomen and/or continuing esophageal bleeds. Following a TIPS procedure, blood is rerouted via the road of least resistance, circumventing the hardened, cirrhosis-damaged liver and flowing through the bypass instead. The lack of resistance to the flow of blood eases elevated blood pressure. The body resumes normal fluid evacuation and the chance of ascites (fluid accumulation in the abdomen) is reduced. 

			A TIPS procedure is not without risk, of course. Apart from infection, allergic reactions, arrhythmia, abdominal bleeding and reduced liver function, there is the problem of natural toxins. The blood that reaches the brain has not been cleaned from substances like ammonia and this can lead to severe confusion or even a hepatic coma if appropriate timely action is not taken. Regular bowel movements are essential to avoid toxicity and other people need to closely monitor the mannerisms and reactions of the patient. Any deviation from normal could indicate toxicity. TIPS implantation cannot be undone, but is a temporary stopgap while waiting for a liver transplant.

			By then the beta blocker had been upped again, which made it harder to breathe but lowered my blood pressure and heartbeat to an acceptable level. It would do for now, but I really didn’t want to think about having to live out the rest of my days feeling like this. Quality of life would be seriously reduced, I wouldn’t ever be independent anymore and I would always need help. Rehabilitation would likely grind to a halt and I simply didn’t want to lead my life like that.

			To get a better picture of the condition of my liver, a contrast MRI was made of my abdomen. The scan was evaluated by the MUMC+ liver specialist and then forwarded to the liver transplant unit in Louvain for a second opinion. The Maastricht specialist asked Louvain to call me in for an appointment.

			The liver specialist wasn’t happy with the lack of progress either and wanted to take it to the next level. He said I was too young to watch life pass me by. He had complete confidence in Louvain’s capabilities and tried to convince me to go there. That, however, meant choosing between continuing the disruptive beta blocker or go for the TIPS procedure. Both roads would eventually lead to a liver transplant, but there was one important difference. The likely scenario for the beta blocker route was that the liver would continue to harden and that it would gradually stop functioning altogether. As a result, my overall condition would gradually deteriorate. The TIPS procedure had a completely different prognosis. In spite of having to weigh the inevitable pros and cons of both sides, it wasn’t a difficult decision for me to reach: TIPS was the way to go. Sosia was still on the fence, but we didn’t really have the luxury of choice. There was a realistic chance that my condition was too bad to even consider a liver transplant by the time I needed one. TIPS would buy me time to build up my stamina and overall condition. 

			It was mid-March when we bit the TIPS bullet. We started the procedure to get approval from my health insurance, but didn’t hear back from them. We waited three weeks before we called to check what the reason for the holdup was. After telling my story, I was told that approval was no issue, provided they receive the required paperwork. Just when you think you’ve ticked all the boxes, some hospital admin couldn’t be bothered to look up the proper fax number to send the documents to. Instead of being proactive, they just filed it under ‘dunno what to do with’. 

			Once the fax was sent, approval followed the next day. The liver specialist at the MUMC+ had already contacted his colleague in Louvain to organise my visit the next week. I was told I wouldn’t be away from home for more than a week. Katrien got in touch with the hemophilia nurse in Louvain and made sure they had plenty of coagulation factor stocked for my stay. We also arranged for Sosia to stay at a local B&B, because she was coming with me again. I wasn’t on the same ward as last time and they were much more lenient with our visiting hours this time.

			I had thought one week was fairly optimistic, but I was discharged almost as fast as I had been admitted. If it hadn’t been for my pesky clotting problem, I would’ve been sent home the day after the procedure. Even with the required extra day at the hospital, I felt it all happened at lightning speed: admission on Tuesday, TIPS procedure on Wednesday morning, 24 hours of monitoring on the ICU, back on the ward on Thursday and discharge from the hospital on Friday afternoon.

			It was a textbook surgery during which it was decided to only perform a partial bypass. In this case, the shunt–an artificial connection between two veins–is opened only as far as necessary to obtain equal pressure on both sides. This is calculated based on the results of 24-hour blood pressure monitoring which looks at the flow of blood entering the liver from the hepatic artery on one hand and the flow exiting the liver to the hepatic vein on the other. A partial bypass ensures that blood still flows through the liver so that toxins are still be filtered out. That means less potions and tablets for the patient but it also meant that Sosia and I already pulled into our driveway that Friday afternoon. It was a tiring drive, with the added bonus of heavy traffic, but I still had enough of an appetite for a good meal afterwards. I turned in early because I was still feeling the effects of the anaesthesia. 

			On Saturday however, I was overtaken by nausea and chest and back pains in the afternoon. Saturday night the situation escalated to one of excruciating pain and vomiting. 

			You can’t really treat excruciating pain with garden-variety painkillers. We called the after-hours doctors’ service for extra strong pain meds, but were told to try our luck at Louvain. After a long and sleepless night we drove to the ER at the MUMC+, hoping that it wasn’t the shunt that was causing these new problems. Katrien had always told us to call on her in case of an emergency and she came through for us once again. She had warned the ER that I was coming, so they were ready for us when we arrived. I generally don’t like going to the emergency department on weekends, because staff is predominantly made up of residents. This time though, they acted decisively and efficiently. They kept me overnight for observation and took an ultrasound of my liver. That showed that the TIPS was functioning properly, that there was nothing wrong with my gallbladder and that there were no signs of excessive fluid build-up in my abdomen. The chest x-ray didn’t shed any light on the situation either. Mercifully, I was given a morphine-based painkiller to take the edge off. It was the blood tests that provided the answer to the puzzle: pancreatitis (inflammation of the pancreas). It couldn’t be linked directly to the TIPS procedure, but there was a possibility that the two were indirectly related. The theory was that the detour that part of my blood took around the liver had caused the HAART medication levels in my blood to spike, thus irritating the pancreas. Tests were performed to get confirmation, but the results wouldn’t be instantaneous. To de-stress the pancreas, I was put on a fast and was administered an incredible amount of intravenous fluid. To top it all off, I developed a fever. Another chest x-ray was taken and blood cultures prepared. The radiologist thought it might be pneumonia. When the fever hadn’t subsided the next day, I was put on antibiotics. We were bummed, because we had really hoped to be home before the weekend. The 7-day course of antibiotics categorically threw a spanner in the works. Where was that break when you needed it?

			On the third day, the intravenous fluid was reduced to 500 millilitres per day and I was allowed to nibble on rusk and have a light evening meal. I was also given an intravenous diuretic to eliminate the excess fluid from my body. It had been over 24 hours since I had last needed pain killers, so it seemed the treatment was successful.

			The plan for Wednesday 1 May was to have the last round of antibiotics and to have the IV removed. My fluid balance was almost back to normal and my pancreatic issues had not made an appearance for days. I felt good enough to go home after that last round of antibiotics. I couldn’t wait to be back in my own house, with my own food, bathroom and bed!

			Alas, the residents didn’t agree. They wanted to check my blood levels again the next morning (focusing mainly on kidney function) and then make up their minds whether or not to send me home on Thursday. I absolutely didn’t agree with them and gave strong counter-arguments. Residents, of course, cannot decide one way or the other without the consent of the senior physician, so they had to bring the issue to his attention.

			By that time, Sosia had arrived and told the residents they had one hour to make up their minds. I used that hour to take a shower, get dressed and pack my things. I was determined to go home. To our surprise, the senior physician agreed. We went back a ways and he knew me better than the residents did. They still didn’t support the decision, but couldn’t do anything else than watch us go.

			Since the last session, which had taken place during my hospitalisation, the clinical psychologist whom I had been seeing since 2012had retired. He put us in touch with a well-qualified colleague and we instantly liked her.

			My new and improved HAART regime was far outside any known protocol. I was only taking four tablets once a day and my blood levels were perfectly balanced. The TIPS procedure had borne fruit: I didn’t need beta blockers anymore and I was no longer at risk of esophageal bleeds. My muscle strength still left a lot to be desired, but I had no trouble walking up and down the stairs at home. My stamina wasn’t up to par yet, but at least now I could put in a lot more effort into rehab therapy than I had over the past ten months. A new care assessment was on its way to Adelante and I was waiting for a new invite to go there. Another bonus of the TIPS was that it had reset my inner thermostat. The obligatory four layers of clothing, the electric blanket and the central heating overload were things of the past. The beta-blocker-handbrake had been released; I didn’t suffer so many dizzy spells anymore and most things just seemed to require less energy. I hoped and prayed that this was the break we had been waiting for. With these improvements, I also became less nervous about driving. Nothing restricted my movements anymore, I could properly turn my head and my concentration had improved dramatically. Sosia noticed the changes as well and agreed that I was able to drive to Adelante once rehab therapy started up again. The intake to update my treatment and objectives was set for early June. For the large part, my goals were still the same: building up my stamina and overall condition to such a degree that I could bounce back from a liver transplant. Up until now, hospital stays of one or two weeks had ruined my energy levels, strength and stamina. With no time to lose, I was placed in the standing group; level 2.

			The month of August in 2013 was an old-fashioned summer month with high temperatures and a bounty of sun hours. I loved it; ‘the warmer the better’ is my motto. I even wore shorts to Adelante and we occasionally exercised outdoors. Thanks to the TIPS, I was doing better and kept on improving. I could walk for 1,800 meters until my leg muscles started to protest. My stamina and muscles were no match for my willpower. Until the shortness of breath returned, that is. I hadn’t even noticed it myself, but one of the therapists noted it when she came back to work after three-week absence. I was fine with the group exercises, but that might be because of the rest you get in between. The endurance part was where my performance suffered and biking and walking became more difficult again. Even with breaks, I had trouble finishing one kilometer, let alone 1,800 meters.

			When we told the hospital, they wanted to see me immediately for blood tests and new chest x-rays. Those didn’t give us an answer as to the shortness of breath, so we looked for other possible explanations. Someone suggested it might be a lung embolism, but an ultrasound ruled out deep vein thrombosis. It was nightfall by then and the brainstorm would have to continue the next day. The rare lung complication called hepatopulmonary syndrome (HPS) was also a possibility and Sosia and I fervently hoped that we would be able to cross that off the list the next day.

			During a multidisciplinary meeting, the team came to the conclusion that HPS wasn’t the cause of my problems. It was a very rare condition and nearly impossible in the context of my medical history. We were still stumped. In light of the low oxygen saturation of my blood during cardio training, my lung function was examined. We had all kinds of doomsday scenarios running through our heads, but the senior lung specialist we spoke to he said he didn’t think the problem lay there. He explained that lung problems usually build up over the course of several years whereas my problems were of a more acute nature. A scan of the tiny air sacs in the lungs, or alveoli, was ordered. A team meeting was scheduled to take place right after the test.

			My old hematologist retired on August 30. I had to say goodbye to a trusted physician. He had been at the MUMC+ for over 30 years and was one of the founding fathers of academic hematology in Limburg. He was a second-generation hematologist who had been involved in coagulation research in particular and he had been instrumental in lifting hemophilia care to a higher level. He was the sort that cared deeply about his patients’ wellbeing. I had spent quite a lot of time with both him and the specialist from Heerlen who had retired earlier to improve hemophilia education and patient support. We often shared a drink at the bar of whichever hotel we were both staying at during World Hemophilia Conferences that we attended.

			The scan in early September didn’t show any signs of damage to the alveoli. What’s more, my lungs were in very good shape. The senior lung specialist’s only advice was to train my lungs through swimming and focus on doing breaststroke without using my legs. 

			The next day, Sosa and I met up with two physicians who were part of the multidisciplinary team. They didn’t have an instant diagnosis either, but after 15 minutes of brainstorming with them, the pericardiocentesis that was performed in late 2011 seemed a likely candidate. After eliminating all the other disciplines, only cardiology remained and no one had thought to check how the pericardium was doing. The cardiology department was informed and I was invited to come in two days later. I wouldn’t be seeing just any cardiologist; this one was very knowledgeable about organ failure and lung conditions. After reviewing the ECG and the extensive ultrasound imaging, she said that the shortness of breath I experienced was almost certainly caused by my heart. The pericardial aspiration would have caused a hardening of the pericardium, but there was also the possibility that the left ventricle and atrium could have hardened as well. The hardening of the tissue would make it more difficult for the heart to pump enough oxygen into my blood. To give a more definitive answer, she ordered an MRI with contrast. Unfortunately, there was a waiting list and it was futile to discuss our options before we had the results. It was a bit of a nerve-wracking wait, but in the meantime we asked the cardiologist to join the multidisciplinary team. She would be able to inform the others of the results and consequences, especially regarding possible drug interactions with my new TIPS-related HAART protocol. The cardiologist turned out to be a valuable specialist who was able to center us, in spite of the uncertainty and our fears. Until such time as I could have the MRI, Sosia and I were set on making the best of things. We could still have a good laugh together and that kept us strong. Humour is in the heart–as is love. If you can’t love, you’re probably not able to laugh either. Sosia and I are united in love and humour.

			The cardiologist discussed the results of the MRI in a large multidisciplinary meeting, attended by three cardiac surgeons, the new haematologist, the liver specialist and the infectious disease specialist. As per my request, Katrien was also invited to join. The cardiac surgeons were best placed to shed light on the options, but all three expressed doubt as to whether I should be put through such an ordeal. The cardiologist, liver specialist and Katrien gave them my clear message: doing nothing meant I would only deteriorate further. Besides, I was still young and with so much invested in me already it didn’t make sense to walk away now.

			We had established that the cause of the shortness of breath I experienced was the pericardium, the thin sac that encloses the heart. The most likely explanation was that a chronic inflammation had formed at the site of the pericardiocentesis that was performed in early December of 2011, before I was moved to Leiden. The result is chronic constrictive pericarditis, a process where chronic inflammation leads to the formation of excess connective tissue around the pericardium. As the sac thickens and scars, it shrivels up, preventing the heart from expanding normally to pump blood around the body. This pericardial constriction also leads to water and salt retention in the kidneys, resulting in a situation similar to right side cardiac decompensation or right heart failure.

			In my case, the only solution was a surgical procedure called pericardiectomy, or pericardial stripping. During this procedure, the surgeon makes an incision through the breastbone to expose the heart and remove the pericardium without the need for a heart-lung machine (cardiopulmonary bypass). The pericardium can be ‘stripped’ like this because it is not essential for the normal functioning of the heart. The heart-lung pump is kept on standby throughout the procedure, because there is a fair chance of complications. The pericardium cannot be removed all at once and a scalpel is used to make raster of 1-centimeter large squares on the surface of the heart. The pericardium is then stripped one square at a time. This work requires a very steady hand and everyone agreed that the procedure should be performed by the most experienced cardiothoracic surgeon at the MUMC+. This clinical professor had more than earned his stripes and wouldn’t be tempted to experiment on me. He wouldn’t risk complications just to gain scientific fame. The surgeon would be assisted by a colleague who had also been present at the lung surgery and had been involved with my case on several occasions at the emergency department as well. I was somewhat put at ease by the knowledge that I would be in good hands. The procedure was to be scheduled in the near future and until then I continued to work on my overall condition at Adelante.

			Before we had agreed to the surgery, we treated ourselves to a weekend trip to the Leiden area. The highlight was the musical Soldier of Orange and we visited Cees and Herra as well. I also wanted to go to the LUMC, where I had spent the better part of December 2012 in a comatose delirium. I had a hard time syncing my memories with the stories that Sosia and other people had told me. I hoped that seeing the reality of the place would finally enable me to tie up those loose ends. Sosia wasn’t too keen on going there because she feared it might be too confrontational for her, but she didn’t want to stand in my way. She showed me the places she sat with Jos, Loes, Jan, Maya and my mother whenever they couldn’t be in the room with me. I simply followed her around and absorbed the scenery. She didn’t hold back and showed all the places that held difficult memories for her. At last we came to the waiting area of the ICU. When the hostess at the entrance heard our story, she let us in to look around. There were only a handful of patients and from the absence of beeping sounds we deduced they were all stable. It was very quiet on the unit and we continued on to the central station for nurses and intensivists. One of the nurses immediately recognised Sosia, but at first she couldn’t place me. I wasn’t surprised; I had gained 12 kilos and wasn’t currently hooked up to a ventilator with IV’s coming out of my body. The nurse called her colleagues over and all of them recognised Sosia, and after a while, me too. They wanted to know what had happened after my discharge, how we were doing and why we were in Leiden that day. Not many ex patients come back to visit the ICU and they were delighted to know their efforts hadn’t been in vain.

			The room I had been in was right next to the nurses’ station. The nurses asked the patient who occupied the room if it was okay with him if I came in and peeked through the window. He was watching TV with his headphones on and told them I could take my time. The room was somewhat familiar, or at least, the colour scheme was. White walls and green blinds. In my delirium story, I had changed rooms several times, even from the old part to the new building. The LUMC has been housed in the same building for years now, so I don’t know where that idea came from. In my own storyline there was also a long glass corridor that led to the parking structure and people would always be watching me from there. In reality, there was only a short passage from the ICU to the operating rooms. 

			We spent over an hour at the ICU and then drove past the B&B where Sosia had stayed. Seeing the hospital and the ICU made things click in my head and gave me some peace of mind. There were still memories that I couldn’t place; they might be experiences that were fed by my own inner fears. Even though I’ll never know for sure, they no longer keep me awake at night.

		

	
		
		

	
		
			Unfit for work

			Throughout the session with the clinical psychologist, one theme had emerged over the past six months as the most important: work. By then, I had been on sick leave for almost two years. In the Netherlands that means you are officially considered unfit for work. I didn’t want to go there and deal with the social security bureaucracy only to see my income reduced. This was the sword of Damocles that had been hanging over my head ever since my 16th birthday and now I could dodge it anymore. I had always lived to work and loved doing it, but with my current health issues and future open heart surgery permanent disability had become unavoidable. With the help of the psychologist, Sosia and I prepared for the end of an era. I had to visit the employee insurance organisation of the Netherlands to determine the degree of my disability. Background information had already been provided by the company doctor and I was asked to bring additional material. The medical examiner, a calm and realistic man, had read my file and after speaking to me it was obvious to him that I should be declared to be fully occupationally disabled in the long term. 

			Even though I had been prepared, something snapped inside me upon hearing him say those words. I couldn’t hold back my tears and Sosia took over the conversation.

			While Sosia drove us home, a whirlwind of emotions twirled in my head. The two main ones were sadness and resignation. I felt that the curtain had fallen and that I had lost my battle. I thought about how I had been fighting for recovery during my sessions at Adelante. All in vain.

			I was completely knackered when we got home. I was exhausted from driving there, walking, waiting, listening, and especially from experiencing all those emotions. I went to bed and slept for two hours.

			The company’s new director, Geert, came to visit. We’d met once before and we spoke candidly. He didn’t hide the fact that he wanted to organise a going-away do for me, but I told him I didn’t want that. I had been back to the office a few times with Sosia recently and in a way I had already said goodbye to most of my colleagues. I didn’t need a party. Work was out of my system now, after 27 years and 5 months of satisfaction and passion. I learned a lot and my working years shaped me. I know I had proved to be a multi-facetted employee who remained loyal to one employer. 

			In a generous gesture Geert said I could keep the company laptop. He was also very kind in granting my request that Sosia get my remaining days off. I had accumulated quite a bit of leave and as I would need her after the operation, transferring my leave to her would keep her from having to pay for extra days off. It was all arranged as I had requested and I couldn’t have gotten a better going-away gift.

			Up to this day, I still have moments where I really miss work. It makes me sad to realise that I won’t have that collegial interaction anymore, but many of the contacts have faded away anyway. 

			[image: ]

			Quitting is not an option.

			The other day I met someone from my working past. They said I looked well and asked if I was back at work. It was very difficult to admit that I was on disability. I can’t get used to it.

			Still, life goes on. I have to focus on what’s right for me. I need all the strength and energy I can get.

			I had open heart surgery on 17 December 2013. It was a smooth process and it took just a little over four hours to remove the pericardium. The sac had encapsulated the heart strongly, but could be stripped with relative ease. Thankfully, there was no need for the heart-lung machine. After the surgery, I was taken to the ICU for 24-hour observation. I was still sedated and on a ventilator. When my condition was stable, I was taken off the ventilator and woken up. My system functioned well and I could take my medication unassisted, so the feeding tube was removed. I was transferred to Medium Care. The one thing we didn’t know was that, in spite of the warning in my patient file, the intensivists had administered intravenous fluid. The message had not been flagged because the ICU patient information system didn’t communicate with the general patient database. The amount of fluid they had pumped into me resulted in shortness of breath and low blood oxygen levels, and I was transferred back to the ICU. Not realising the fluid issue, their first instinct was that I had contracted pneumonia. Until a definite cause could be determined I was given broad-spectrum antibiotics. To combat the low blood oxygen levels I was hooked up to an OptiFlow machine which pumped high volumes of warm humidified oxygen through my nose. When the blood tests and x-rays didn’t show signs of pneumonia or respiratory infection, I was moved to High Care. I was happy to be in a single room instead of a large dormitory and to have a large LCD TV to keep my mind off of things. 

			Finally it was discovered that the fluid that was administered after the operation was the culprit. It had been hiding in my arms and behind my lungs and heart. That had caused another case of pleural effusion, leading to plummeting oxygen saturation levels. Intravenous diuretics were administered to combat the fluid, but the saturation damage would haunt me for some time to come.

			On Christmas Day, exactly one week after the surgery, I was transferred from High Care to a nursing department in a weakened condition. We didn’t understand why I was sent to Cardiology instead of Cardiac Surgery and even the nurses were baffled. No one understood this decision had been made, as this department had no real experience with hemophilia or organ failure. My cardiologist came to see me on Boxing Day and explained her reasoning, which turned out to be quite logical. If I had been sent to the cardiac surgery ward, I probably would have been discharged too soon. The healing of the wound would have been their measuring stick, but the cardiology department had a broader view. It was a nice theory, but reality proved her wrong. The day after Christmas I had several run-ins with the nursing staff. The nurse on duty didn’t care about the FVIII calculation and subsequent injection; she didn’t even seem to understand its importance. Try as I may, I just couldn’t get the message across. The last time I asked her when it would finally be checked, she said no one was available because of a staff meeting. I got really angry with the young nurse and demanded to see the head of the department. When she got there, I was finally able to convince them to draw the required blood. It usually takes about 90 minutes to have the coagulation test results, but I didn’t get them. I asked again to see the head nurse and, even though my coagulation levels were still undetermined, I injected myself with FVIII in her presence. The nursing staff didn’t check on me again after that. No one else would come either, because that Friday was a bridge holiday and the hospital was operating a Sunday schedule. By then it was 10.30am and I was just laying there. They hadn’t come to check the coagulation, give me breakfast or bathe me. They simply ignored me completely. I snapped and called Sosia to come and get me. I wanted to leave immediately, whether they liked it or not. When Sosia arrived, she spoke to the nurses. Two of them came to apologise and then bathed and dressed me. I still wanted to leave, but insisted on speaking to a physician first. When he came, he ordered another chest x-ray and said the results were good. I asked him what the criteria were for a patient’s discharge. He looked at my file and what he saw startled him so much that he didn’t want to let me go. I was obviously no normal patient and he didn’t want to bear the responsibility if something went wrong. He said that I would need to have oxygen at home but that the people responsible for that were not working today. By then, Katrien had also arrived and managed to organise an oxygen tank to be delivered to my house that day. The cardiologist tried to calm me down and keep me at the hospital for another day. I told him that would mean another cardiologist would peruse my file the next day and also say I should stay another 24 hours. By then the workweek would be over and everyone could shift the blame while keeping their hands clean. I said I was going home right then and there. As he had said that having oxygen at home was his most pressing requirement, I shoved the form under his nose and said: ‘If you would please sign here, the oxygen tank will be delivered today and I can be on my way.’

			He had no choice but to sign the form and after that, I went home with Sosia. 

			That weekend, we sent an email to my cardiologist about what had happened at the hospital. Before I went in, she had said: ‘Stay true to yourself and stand up for your needs!’ When she called us on Monday morning, she said she completely supported our decision. She wanted to hear all the ins and outs and said the way I had been treated was a disgrace. She knew I wanted to direct my energy towards my recovery and not to filing complaints, so she would take the matter up with her colleague, the head of the department. She told me to take it easy so that I could recuperate from the surgery and the below-normal saturation. I was allowed to do simple exercises at home with a therapist, but nothing more. We scheduled an appointment fourteen days later to determine the next steps.

			When we saw her next, the cardiologist stated that I looked worse than she had expected. I was still carrying a small oxygen tank, but I hardly used it anymore now that my oxygen levels were at 93%. The healthy level is 99-100%, but I had had breathing problems for so long that we didn’t really have a good benchmark. When I exerted myself, the saturation plummeted to 85% and I would need time to recover. At the time of writing, my saturation levels are still low. The difference is that with the current 94-95%, I can do much more than before and my recovery time is much shorter. 

			The cardiologist preferred I pace myself a little longer and ordered me to take it easy for another four weeks. After that, she would put in another request with Adelante to resume my rehabilitation therapy. Until then, I was allowed to strain myself a little more at home with Adelante exercises, so that my stamina could improve. She said that I would be allowed to drive again in six weeks’ time. 

			In late January, I went to see the liver specialist and the infectious disease specialist at the polyclinic. The two physicians had teamed up for as far as patient Meex was concerned. That, of course, is what I think should be the rule rather than the exception for multidisciplinary cases, but it only happens on rare occasions. The specialists were very happy with the results of the pericardiectomy. They were obviously pleased with the continuing effect of the TIPS procedure and my overall recovery. Now was the time to finally close the door on this whole situation. I went back to Adelante for therapy in the first week of February and I also started injecting FVIII again. My veins had largely healed and my self confidence had also been restored. After almost 2 years, I said goodbye to the Meander High Care team. They had always been there when I needed them and I knew that if the time ever came, they would take care of me again.

			At Adelante, I spent the first month in the seated / standing group, level 1B. I progressed to level 2, but in that standing group, I was held back by breathing problems. The cardiologist discovered another pocket of fluid on the heart and figured that the resulting pressure caused my shortness of breath. She scheduled a pericardiocentesis procedure to drain the fluid. The procedure would be performed at the day surgery unit at the end of April. 

			The alarm went off at 5am on the day of the procedure. We were up so early because I was first on the list and Katrien needed time to get the FVIII levels to 100% in a controlled and timely manner. Once that was done, she had to verify the FVIII levels again. Work in the cardiac catheterisation theatre starts at 8.15am, so we met Katrien at 7am and went to the room where a bed was allocated to me. It was a 4-person dormitory which was still peacefully quiet at that time. I was ready by 8am and waited on the bed, dressed in what I call my ‘communion gown’. My neighbour told me that she had been scheduled for heart catheterisation yesterday, but had been told late in the afternoon that the procedure had to be postponed due to emergencies. She figured that made her first on the list for today. She got a little worried when I said I was first on the list as well but, unlike me, she didn’t know there are actually four cardiac catheterisation theatres. 

			The coagulation check indicated that my levels were at 116%, so I’d better wait for an hour. The universe obliged, but not the way I wanted. My neighbour was fetched for her procedure but was brought back five minutes later. They had only just wheeled her into the theatre when emergency patients took priority again. My blood pressure started to rise. Here we were, planning everything to align just so and then this. Always those blasted unforeseen circumstances. After waiting a while longer, it became necessaryto add extra FVIII. Katrien was ready and took care of the injection. After a delay of two hours, I was finally taken down to the theatre. I couldn’t hold my tongue and made a remark about the schedule disruption for the cardiac catheterisation theatres. The cardiologist smiled and said: ‘That’s because we work so slowly.’ He probably meant it as a joke, but it is still an indication of the general attitude. They are fully committed but don’t care about schedules. The pocket of fluid was located by ultrasound and the insertion site marked. The cardiologist in charge–who had also performed the cardiac catheterisation in December–was well prepared. He knew the fluid was located between the sixth and seventh rib on the right side. I had been told the same thing during the first ultrasound, even though they were checking the left side. I didn’t go to medical school, but it seemed unlikely that the problem was on the right side if your heart is on the left. Maybe they called left right and right left, who knows. I said as much when they couldn’t find the fluid on the right side. I asked the cardiologist to check the same location on the opposite, left, side. Lo and behold, the pocket of fluid was visible. It was the exact same image that I had seen at the multidisciplinary cardiology meeting. The location was accessible and they would need to insert the needle three centimeters to reach the fluid. Before they started the procedure, they wanted to check about the left-right issue with another cardiologist who had specific ultrasound experience. And so we waited. Katrien had found out by then that the procedure hadn’t started yet and calculated that I needed more FVIII. My coagulation was under 100%, the critical level. The second cardiologist came and confirmed the location of the fluid and the insertion site. Next, Katrien came in with several hypodermic needles and I told the cardiologist that the cost of the procedure had just gone up by 2000 euro. He was surprised at the cost of the FVIII and said he would send my own cardiologist an additional invoice.

			The situation illustrates how inefficient hospital operations are. Health care for the elderly and disabled persons is subjected to budget cuts all the time, while simple efficiency measures in regular hospitals could save billions of euros. If companies operated on the same basis, they would all go bankrupt. Of course, the one important and unpredictable variable here is the patient. Still, many processes and procedures can be done much more efficiently without detriment to patient care or the number of nurses on the ward. 

			Once the extra dose of FVIII was administered, the actual procedure could finally begin. I was given a local anaesthetic and an ultrasound-guided hollow needle was inserted. When the needle was two centimeters in, I was in agony. I felt every millimeter of progression and a second dose of anaesthetic was injected. That did the trick and I could focus on the images of the ultrasound. It was interesting to see how the needle perforated the pocket of fluid and was positioned into place. A catheter was pushed through the needle into the fluid, which was subsequently sucked out with a syringe. I could see the pocket deflate and eventually disappear after about 40 millilitres was removed. 

			The cardiologist removed the needle, said goodbye and was off to another theatre and another patient. When a colleague from the other theatre came to get the ultrasound machine, one of the OR assistants started to act a little strange. Through her teeth, I could hear her whisper urgently to her colleague: ‘Gloves! Gloves!’ The ultrasound machine had been sterile packed before my catheterisation, as is the case before every procedure. It was packed in special foil that didn’t interfere with the imaging process. As usual, the whole thing had been cleaned after the procedure as well. The look on her colleague’s face was one of increasing bewilderment, so she added: ‘HIV positive!’ I said she was overreacting and that this wasn’t the 1980s anymore. I explained my status was at ‘undetectable’ and that infecting someone would require quite a bit of effort. I told her to brush up on her HIV knowledge at the infectious disease department and could see that her colleagues, even though they didn’t say anything, were nodding in approval. 

			It was almost lunch time and fortunately Sosia had brought sandwiches and something to drink. We were starving. After the perfunctory 90 minutes of bed rest, I got dressed, had the exit interview and went home with Sosia.

			I noticed that my Hb levels were still rather low and that the medication didn’t help. The iron infusion I requested miraculously got my Hb levels to the normal range in six weeks. The effect was noticeable in my stamina and in my recovery time after I been short of breath. Even with this improvement, my breathing problems were still a spoilsport. I did however feel strong enough to go on a short break with Sosia. We lived close to the tri-border area of Germany, France and Luxembourg, and Sosia had booked us into a wellness resort a 90-minute drive away from our house. We spent three nights and four days enjoying the three restaurants and casino of the resort and felt like we had been on holiday for two weeks. Our batteries were recharged and we felt reborn. 

			At the first session at Adelante after my break, a proactive therapist suggested I schedule an appointment for respiratory therapy. She said she had noticed I wasn’t breathing properly before I left and that the problem still persisted now that I was back. During our session a week later, the respiratory therapist confirmed that I had adopted an incorrect breathing technique. It is hard to relearn how to breathe; it is like reprogramming your own hard disk. You can only accomplish it if you’re very concentrated and focused on your breath. With the tools the therapist handed me, I managed to do that when I was alone–but if someone else was present, I quickly got distracted. It was the same during training, walking in strong winds or in the cold, because my mind was busy with things other than breathing properly. The respiratory therapist had warned me it would be a long process and she also said she wanted to give the alveoli, or millions of tiny air sacs in your lungs, a workout as well. She gave me a special device to exercise my lungs and get air into every nook and cranny of my lungs. When I jokingly said that instead of this type of training I might as well pick up my saxophone again, she asked if I still played. I was never a stellar player, but could perform a decent blues rendition on my tenor sax. Due to circumstances, I hadn’t picked up the instrument since 1991. Being an alt sax player herself, the therapist asked me if I’d like to try to use my sax in therapy. She said Adelante also had a music therapist and put us in touch to explore the options. Unfortunately, the sax-experiment didn’t last long. It wasn’t even playing the instrument that put me off, but lugging the heaving thing around exhausted me to such a degree that I didn’t have energy left to play it. The music therapist also noticed that the effort I had to put in to playing steered my attention away from my breathing technique and suggested we start working with percussion instruments first.

			Then, the respiratory therapist had another surprise in store for me. She told me about mindfulness and how she thought it could benefit my wellbeing as well as my breathing pattern. Mindfulness training teaches you to take a step back in order to analyse your thoughts and emotions. It’s all about observing the moment, not judging it. It trains you to look at negative feelings in an accepting and non-judgmental fashion instead of having your customary knee-jerk emotional reactions. By allowing yourself to feel what you feel and accept the way things are, it is easier to let go. Observing the present moment, suspending judgment, being aware and embracing life, enhances your will to live and helps you find meaning in life. An 8-week training taught me to ‘be mindful’ and I am sure it will benefit me in the future as well, as long as I remember the teachings.

			The iron infusion was repeated to keep my Hb levels up to par. The second dose actually increased the levels a little bit further and, more importantly, kept them at that point. I became increasingly active in the level-2 group while trying to stay mindful of my breathing. I managed to do that during therapy exercises, but I tended to get carried away with games. I never wanted to fall behind and would overexert myself. Still, everyone agreed I was progressing and for once, there were no hiccups that impeded my treatment. That had a positive effect on the sessions with the clinical psychologist, because now we could focus on existing issues without interruptions from a constant stream of newly emerging problems. 

			In music therapy, I started working with a set of diatonic Boomwhackers. This is a compound instrument of eight plastic percussions pipes. Boomwhackers produce musical tones when struck together, on the floor, or against nearly any surface. The 8-note set covers a diatonic scale, much like the white keys on a piano. It is a percussion instrument that can be played very intensely and requires a good breathing pattern. It required a great dealof focus and dedication, but gave me a lot of satisfaction in return.

			I really like the idea of training my lungs by means of a wind instrument and figured that, with my sax being a no go, I could try the harmonica. I wanted to play the blues harp, which is a standard diatonic harmonica (or mouth harp) with seven different notes.This type of harmonica doesn’t have a complete selection of notes like the chromatic harmonica, but a larger range can be achieved by “bending” certain draw (inhale) and blow (exhale) notes. To master the basics, I took beginners’ lessons and got a taste for it. On Facebook I found someone who offered harmonica lessons online and asked about private lessons with a special focus on breathing. Bart had never worked with students with respiratory issues, but agreed to see me. During our first meeting, we tried a few exercises and got excited about the possibilities. Air passes through the harmonica with little or no resistance, so the flow of air from the lungs must be kept under control. Bart adjusted his normal instruction material to enhance control over my breathing pattern. The lessons were useful and I had a good time making music.

			The music therapist at Adelante loved the idea so much that he wanted to incorporate the harmonica into our Boomwhack sessions. It wasn’t long before I was pretty proficient with the Boomwhack and added djembe and conga drums to the arsenal.

			September was a big month for me. The liver specialist and infectious disease specialist were hoping to rid me of the hepatitis C virus before a liver transplant took place, so asto keep the donor liver from being infected from the get-go. The problem was that I had already been given all three existing treatments–to no avail, I might add. The specialists said that two new drugs had been developed; one had almost passed authorisation, the other was still in the early stages of the process. These new drugs were supposedly much stronger and had fewer side effects than their predecessors and, more importantly, there was a special access scheme for long-term patients who had exhausted all other avenues and were undeniably suffering from liver problems. As my case ticked all the boxes, the specialists were very hopeful and did their best to get me on the special access list. Not long after, the infectious disease specialist called to tell me that I was granted access to the new treatment very soon. The protocol consisted of two tablets a day for a period of 24 weeks.

			[image: ]

			I’d give myself an 8/10.

			We were surprised at the results we saw after I was two weeks into the treatment. Blood tests showed no sign of the hep C virus! It was a very promising start and the virus stayed undetectable for the remainder of the course. If the virus didn’t return over the next 24 weeks, I could consider myself cured. The liver damage would not be undone, but at least a new liver would not be infected immediately. We had to wait until September 2015 to know for sure, but we crossed our fingers and hoped for the best. 

			A long time ago, I had made a promise to Cees and Herra that I would take them to dinner at Caffè Toscanini in Amsterdam once I was doing better. Over the years, they had taken me there a number of times and in August it was my turn to treat them. They hadn’t seen me in quite some time and said they were happily surprised about my condition and the way I looked.

			I raised the bar again at Adelante in September 2014: I moved one of my three therapy days from level 2 to 3, the walking group. That meant I started with level 2, had a level-3 hump day and finished off the week with cycling, fitness and hydrotherapy. 

			I ended the year with another stay at the MUMC+ ICU because of severe pneumonia. Saturation levels dropped dramatically in a few hours and a 24-hour treatment with the OptiFlow machine was necessary. Fortunately, the infection was under control fairly quickly and I was only hospitalised for a short week. The only problem we had was me having to vacate my single room at the respiratory unit because it was needed as an isolation room. I had only been in there for two hours before I was put in a 4-person dormitory. It turned out that the patient that needed to be isolated and I had now swapped beds, which was a tad scary as he carried the VRE bacteria in his intestines. I hadn’t objected to being moved, but VRE bacteria are resistant to certain antibiotics and therefore dangerous to patients with a weakened immune system. I told the nursing staff that I wanted to be moved to another room, but the nurses couldn’t tell me anything other than that no other beds were free. After all, my immune system was compromised because of the hep C infection. The chances of being infected were probably slim, but we still packed my bags. The nurse on duty looked at us in wonder and we told her I preferred to recuperate at home. Out of the blue, a bed in another room became available. The next morning, the head of the department came to clarify the course of events and apologised for what had happened. Apparently, there had been a communication breakdown. The usual course of events is that the Hospital Hygiene team is in charge. They communicate with the treating physician who then discusses the issue with the patient. The nursing staff can only start moving patients around after all those steps have been taken, but in a ‘he said, she said’-type of scenario someone had made the wrong assumption. Unfortunately assumptions can sometimes get you killed.

			In2015, I was promoted to level 3 at Adelante. The change was very tough in the beginning, because the pace is very different. Walking exercises are supplemented with games like bowling, ping pong and training circuits. In late March, I had a sudden respiratory breakthrough. The music therapy was starting to yield big results. I had learned how to maintain control of my breathing throughout the exercises and this made everything a lot easier, including walking. The only thing I had changed was my schedule: I had decreased my Adelante days to two per week because I had noticed that my days off had become too strenuous. Ever since I could handle more activity I simply wanted to cram too much into those days. Dropping one Adelante day made my schedule more balanced. The only disrupting element was the hemophilia-related injuries I had sustained before November 2011, such as the atrophy in my ankle joint which had damaged the bone and cartilage beyond repair. That meant that my good respiratory days could be sabotaged by simultaneous bad mobility days. That situation could hold back my rehabilitation process and I wanted to find a way to balance that. 

			On a different note, I still hadn’t come to terms with the loss of my father. I really missed his frequent visits and our talks. Still, I knew he was with me somehow and steered me in the right direction from time to time. The meditations I had learned at the mindfulness training helped me deal with the majority of persisting thoughts or anxieties, but it had no effect on how I felt about the loss of my father.

			One day, the naturopath led me in a meditation, guiding me to a visualised meeting with my father. We sat on the sofa and talked about things that were still bothering me. Afterwards, we hugged and said goodbye. Somehow, this goodbye was not as laden as the sense of loss I had experienced before and I was in a better place emotionally. I am still convinced my father is here, but if it all becomes too much to bear, I know I can do a similar meditation by myself.

			[image: ]

			I have no other choice but to stay optimistic.

		

	
		
			It’s a small world after all

			I turned 50 in 2015. In 1991, I didn’t think I would even make it to 30. And now that I’ve come this far, I want to go on. Life looks completely different now. The HIV is debilitated and doesn’t pose a threat anymore. The years of HAART treatment succeeded in making the status of the virus ‘undetectable’. Another effective course of treatment made the HCV undetectable as well, so now I can officially call myself cured. If I ever have a liver transplant my hemophilia might be cured as well, because the coagulation proteins the human body requires are produced by the liver. I don’t have a job anymore, but I can do what I like–as long as I have the energy to do it. I have good days and bad ones. I have sworn off the hectic extracurricular activities and only spend energy on meaningful hobbies, such as the hemophilia platform of the MUMC+ Hemophilia Treatment Center. 

			The world around me is becoming larger–or rather, my part in it is becoming smaller. I once heard a guest on a talk show call this a shrinking-circle effect. Early in life, we build relationships with family, friends and acquaintances and personal events have a great impact on our lives. They play a major role in shaping us and they determine our attitude towards and our vision of life. We are in constant flux. Most phases of our lives are beyond our control, and external circumstances–in my case a divorce and long-term illness–have an effect on the size of our circle of friends.

			After observing, listening to and silently contemplating the world around me, I too have to admit that my personal world has shrunk. Even though this is a painful understanding, I no longer cling with all my might to what could have been. This development has actually brought out the true me and opened new chapters in the book of life.

			For the better part of three years, my social life revolved around Adelante. When I started in July 2012, my therapists didn’t dare to dream I would make it to level 3, but I got there. Even today, I still progress in terms of stamina and strength. I hadn’t reached all my goals yet and I was still facing a future liver transplant, but at one point the time came to say goodbye to Adelante. I needed to find my own way to continue my recovery. Where there is a will, there is a way. There are so many options to stay physically active. I can do physiotherapy and join group sessions with a regular physical therapist, do EMS training (Electro Muscular Stimulation which uses electrodes to send electrical signals to the muscles), go on walks, participate in morning TV workout sessions, climbing the 508 steps of the Wilhelminaberg, (an artificial hill in Limburg), go grocery shopping and cook. There is no shortage of rehabilitation goals and objectives. It is a matter of wanting to set and execute those goals.

			With each step forward you raise the bar a little. All the stamina and strength I can build up will help me recover from a future liver transplant procedure, which is major surgery. I hope that by the time the transplant becomes relevant, this book will have take off. With a bit of luck, I will have made the medical establishment aware of the fact that not all patients are alike. Hopefully hospitals and other care centers have come to realise there is a big difference between regular patients and chronically ill multidisciplinary patients (or complex patients). In an ideal world, a multidisciplinary care team would be formed around complex patients without those patients needing to ask for it. Under the guidance of a leader that team would oversee the jointly drafted treatment plan, monitor the care provided, signal any shortcomings or necessary changes and adjust the treatment accordingly. This team would also confer and communicate with other disciplines in the care process, such as residents, nurses and therapists. And maybe, just maybe, I could be just a patient, without Sosia and myself having to be so alert all the time. It shouldn’t matter if I am incapacitated and my partner shouldn’t have to worry about the care process failing.

			Someone asked me the other day to rate my life on a scale of one to ten. I didn’t hesitate for a second before I said: ‘Eight!’ She was very surprised at my positive reaction and obviously didn’t expect me to come out of that deep hole with such optimism. It’s just how you look at it, I suppose. I am grateful I’m still here to tell my story; grateful that I have recovered to such a degree that–in spite of my disabilities–I am fairly independent. Yes, I still need Sosia’s help, but I don’t obsess about things I cannot change. I take it one day at a time and let the energy I have dictate the pace of my daily life. That attitude enables me to say: ‘I honestly enjoy every moment of every day.’
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			Epilogue

			I wrote this book for several reasons. First of all, I hoped it might help me process the events in my life from November 2011 to May 2015. Secondly, I needed to close the door on a secret that I had been carrying with me for 25 years. Thirdly, I wanted to give people insight into the life of a chronically ill and multidisciplinary patient. Last but not least, I intended to open up the shortcomings of the medical system for discussion and make the care process more people-oriented and personal. 

			I initially wrote this book for friends and family, ex colleagues, selected physicians, nurses and therapists and for my fellow hemophiliacs. More than 200 people came to the book presentation, which was heart warming. Later, as it was read by members of hospital Boards of Directors and by CEOs in the pharmaceutical industry, the book started to lead a life of its own. It wasn’t long after the book launch that I was asked by healthcare institutions to address their employees as a way to offer a moment of reflection and illustrate the way patients experience the other side of the healthcare system. I was also invited to present my story to the employees of pharmaceutical companies. These people work tirelessly to develop and distribute medications without ever meeting a real-life patient and I could shed light on the patient-side of their industry. I started doing these presentations in my own region, but because Boards of Directors, physicians and CEOs spread the word amongst their peers, I was soon asked to speak for national and even international audiences. I was–and still am–on a mission. As an experience expert, I am able to light-heartedly expose the infirmities of the healthcare system and subsequently kick-start discussions about this topic. 

			In the course of my journey, I heard about the Patient as a Person foundation, PAP (or MAP in Dutch; www.mensachterdepatient.nl), and found it very complementary to my mission. PAP is about person-centered care. And that starts with person-centered education. Even after three years at university, student of Health Sciences Sjim Romme and medical student Matthijs Bosveld had not seen any actual patients. Recognizing the need for interaction, they set up the PAP foundation in cooperation with Maastricht University in 2017. The foundation started with 16 experience experts and 200 participating students. At present, the foundation counts more than 300 experience experts and 1,200 student members in the southern regions of the Netherlands. I have been involved with PAP as experience expert, patient advocate, host and ambassador since late 2017. I share my experiences with future medical and care professionals to make them aware of the impact that chronic illnesses can have on those who are afflicted. I hope I can motivate these young professionals to treat their patients with empathy and compassion. PAP is also committed to promoting inter-professional cooperation between all layers and levels of study. Good communication between all disciplines and positions leads to more effective teamwork. To support my lectures, training sessions and other work, I have created an 11-minute video which can be viewed (with English subtitles) on my Vimeo channel (https://vimeo.com/305734315).

			The above has led to the decision to translate my story into English, thereby making it available to a wider audience. I would like to thank the following people for their kind efforts and generous help in making the English version a reality:

			Manon Massizzo, Cees Smit, Ingrid Ruland, Anita Assendelft, Maarten Brorens, Leon van Dorp, Patient as a Person foundation, Sobi BVBA and my wonderful wife Sosia.

			Maybe it’s a matter of time before you find your voice,

			searching for a thread to guide you through this labyrinth of choice.

			When tomorrow knocks, I’ll throw the door wide open.

			I will step out of the dark and find my place in the sun.

			(A matter of time - Soldier of Orange; based on lyrics by Pamela Philips-Oland and Frans van Deursen)

		

	
		
		

	
		
			back cover 

			‘This book clearly demonstrates the need for the healthcare sector to pay more attention to patients with complex comorbidity. That alone is reason enough to add this book to the required reading list for every student.’

			 ~ Cees Smit, honorary doctorate University of Amsterdam (2003) 

			[image: ]

			‘A life of illness’ is an autobiography. The book presents an overview of the life of chronically ill and multidisciplinary patient Hans Meex (1965), who was born and raised in a village in the southern-most tip of the Dutch province of Limburg. On his 30th birthday Hans Meex threw a party. While he certainly celebrated that high point, he was also slightly in shock. He had never dared to dream that he would live that long. Hans has since added another milestone: he recently turned 55! 

			It would be a logical assumption to think that Hans had expert care and effective medical treatment to thank for being a quinquagenarian. That reasoning is partly true, but it is especially his autodidactic medical knowledge and the vigilance of his wife Sosia that helped him survive.

			Both Hans and Sosia have challenged the ‘white coats’ on more than once occasion. Had the couple not taken appropriate and timely action, the decisions of medical experts could have killed Hans on several occasions. Hans has been a chronic patient since birth. He suffers from hemophilia, which is very treatable nowadays. However, treatment was not yet readily available when he was young and over the years Hans was struck by serious complications. As a result, his organs and skeletal system suffered dearly.  

			A rapidly increasing stream of tests, treatments, medications, therapies and surgical procedures took over his life. Hans noticed that medical experts from different disciplines did not confer and that the treatments and medications they prescribed would sometimes conflict or interact. 

			In the end, Hans (successfully) demanded the formation of a multidisciplinary team to discuss ‘patient Meex’ in regular face-to-face meetings. The take-home message from this fast-paced and entertaining book: stand your ground and do not surrender your medical care thoughtlessly to those who claim to be in the know.

		

	OEBPS/image/HansShaynelocatie2.png





OEBPS/image/1980_FO-INFO_pag_2.png
haemofilie en thuisbehandeling

Deze behandeling met stollings-
preparaat, ook wel cryoprecipitaat
genaamd, heeft een grote omme-
Zwaai gebracht in de behandeling
van haemofiliepatiénten. Tesamen
met andere behandelmethoden
z0als fysiotherapie heeft deze
behandeling ervoor gezorgd dat
veel jongeren met haemofilie toch
een betrekkelijk normaal leven
kunnen leiden en niet meer in een
rolstoel terecht komen.

Het cryoprecipitaat wordt dus
z0draer een bloeding optreedt,
met name een bloed

gewrichten of spieren, per infuus
toegediend. Heeft iemand met
haemofilie zeer veel bloedingen of
is een bepaald gewricht reeds
ernstig beschadigd, dan wordt

ook wel gedurende een bepaalde
periode enkele malen per week
cryoprecipitaat toegediend, om
voortdurend zoveel factor Vill in
het bloed te houden dat steeds
een normale stolling mogelijk is.
De laatste jaren is het toedienen
van cryoprecipitaat thuis en wel
door de patiént zelf of zijn ouders
steeds meer gebruikelijk geworden.
De voordelen hiervan zijn duidelijk:
snellere behandeling van
beginnende bloedingen, geen
wachttijden in ziekenhuizen,

medisch deskundigen, minder
school- en werkverzuim.
Dat er ook nadelen aan verbonden
zijn, zal U duidelijk zijn. Mocht
er iets niet goed gaan met het
infuus dan zal dit thuis niet zo
snel opgevangen kunnen worden
als in het ziekenhuis. Bj iedere
jongen met haemofilie zullen de
voor- en nadelen dan ook goed
afgewogen moeten worden.
Sinds 2 jaar leren de jongens met
haemofilie hier op Franciscusoord,
in samenwerking met de
behandelende specialisten van
buiten het centrum, zichzelf cryo
toe te dienen. Ook leren ze hoe ze
' met hun handicap horen om te
gaan, wanneer ze wel en wanneer
ze niet cryo moeten toedienen,
wanneer ze het beste contact met
de behandelend specialist op
kunnen nemen, waarom fysio-
therapie zo belangrijk kan zijn,

te houden en de soepelheid in
' een gewricht te behouden.

Ook met de ouders worden
gesprekken gevoerd, waarin
medische kennis wordt over-
gedragen en wordt besproken hoe
de ouders tegenover eventuele
thuisbehandeling staan.

Tot nu toe hebben vier jongens.
geleerd zichzelf te behandelen.

Ze kunnen zichzelf zonodig
cryoprecipitaat geven. Drie van
hen doen dit 0ok thuis en b.y.

ook tijdens vakanties elders.

Over het geheel zijn hun ervaringen
zeer positief, Ze kunnen vaak zelf
beter e naald in de ader brengen

dan een arts. Ze weten veel meer
over hun handicap en voelen zich
meer verantwoordelijk voor hun
eigen lichaam.

Op de foto ziet U Hans bezig
zichzelf cryoprecipitaat via een
infuus in een ader i de elleboog-
holte toe te dienen.

G. Siemons-van Zanten
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INFORMATIEBLAD VAN HET KINDEREVALIDATIECENTRUM FRANCISCUSOORD
Onderstestraat 29, Valkenburg/ Houthem, telefoon 04406-40404, 3e jaargang nummer 4, juli 1980

haemofilie en thuisbehandeling

Temidden van de aroepen
deren met spinabifida, spier-
iekten en spasticiteit in
behandeling op Franciscusoord,
ziet men gemakkelijk de kleine
groep kinderen et diverse andere
aandoeningen over het hoofd.
Tot deze Kleine groep behoren de
jongens met haemofili.
Gewoonlijk bezoeken zi het
normale onderwis en krijgen
eventueel fysiotheraple in hun
eigen omgeving.
in sommige gevallen heeft de
haemofilie zulke emstige
problemen veroorzaakt zoals
langdurig schoolverzuim of
emstige gewrichtsafwilkingen
dat deze jongens beter tjdelijk in
revalidatiedagbehandeling
kunnen komen met bezoek aan de
mytylschool.
De behandeling alher is er uiter-
aard op gericht om hen zodra het
verantwoord is, weer terug te laten
gaan naar het gewone onderwis.
Over deze groep kinderen wil ik
graag wat vertellen.

Haemofilie s een afwilking. die
‘voornamelij bij jongens voorkornt.
Letterlijk vertaald, betekent
haemofili: iefde voor het bloed.
In werkelijkheid betekent het
echter dat een haemofiliepatiént
regelmatig last heeft van
bioedingen, die zonder behandeling
soms moeilijk te stoppen zijn.
Door een aangeboren afwijking
ontbreekt er in het bloed een stof,
factor Vil genaamd, die nood-
zakelijk s voor een goede bloed-
stolling. De inwendige bloedingen,
met name in gewrichten en
spieren, zijn het meest berucht,

Zij kunnen namelijk grote schade
toebrengen aan het bewegings-
apparaat en zijn bovendien vaak
2 pinijk

Tot ongeveer 15 jaar geleden
bestond de behandeling bij een
gewrichtsbloeding voornamelijk
uit rust. Gelukkig is er sindsdien
een stollingspreparaat beschikbaar
gekomen, dat toegediend kan
worden per infuus in de aderen
van de haemofiliepatiént, De
ontbrekende factor kan op die
manier aangevuld worden, zodat
het bloed van de haemofilfe-
patiént wel normaal kan stollen.
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