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			Markus Hänni in front of the north face of the Eiger, in his homeland, the Bernese Oberland (Switzerland).
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			In gratitude to the best parents in the world.

And for B.

		

	
		
			“I’m 29 and I’m supposed to be dead by now. But you don’t always have to do that, what others say.”

Markus Hänni
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			I knew where the ampoules were that paralyzed the heart muscle and promised a gentle death.

			For a while, I sneaked around the place and looked around. No one was to be seen. So, I grabbed a pack, stuck it in the pocket of my bathrobe and disappeared into my room.

			It was time to go.

			The sad story of the twin brother Markus Hänni from Toffen near Bern in Switzerland should end here once and for all.

			No one had to cry for me. Everyone should be glad it was finally over. Soon they would know that it was better that way, because I had no perspective.

			In a will, saved under “My last will and testament”, I had written down how the funeral was to take place and who was to receive my computer. I had already given my tickets for the football match between Holland and Romania during the European Championship to my twin brother Thomas.

			Off to paradise, where I don’t need antibiotics anymore, no cystic fibrosis therapy in the morning and in the evening. Sometimes, years pass before we understand how precious moments can be.

			See you soon!

			I already had a needle in the vein of my left arm; an access for medication. I pulled the remedy into a syringe, opened the small top on the cannula, and put the syringe into it. I had observed how this worked a thousand times before.

			It had become dark outside. A strong wind was blowing. They had predicted bad weather for the next few days. I couldn’t care less.

			The ward was quiet, nobody was walking back and forth in the corridor. I had my peace and quiet.

			Live and breathe!

			I took a deep breath, then I squeezed the clear fluid into my veins. The effect started in no time. Immediately, I felt an enormous burning sensation on my skin and my tongue felt paralyzed. Before my eyes, the world first began to blur, then a dense, dry fog covered it. Finally, she disappeared completely.

			After that, there was silence.

			The fact that I am still alive today, in spite of the actually failsafe method, must have something to do with a great guardian angel. Theoretically, my dose would have been enough to send three people to heaven without stopping.

			But I woke up and lived.

			And if I’m honest, I wasn’t sad at all.

			What on earth happened to me? I’ve always been so tough. However, I was at wits’ end. The fact that I needed all my strength just to sit upright in bed did not seem to me to be a life worth living. The fact that I was dependent on the help of others was so humiliating to me that it was no longer bearable.

			No hour is more unvarnished, more intimate and more final than the hour of death.

			But she hadn’t come yet.

			Somebody objected to me leaving the stage …

			My name is Markus Hänni and I have cystic fibrosis.

			Anyone who enters this term into Google will automatically find the word “life expectancy”. 

			With over 100,000 hits. There it says at the top of a medical information page: “Patients who became ill in the 90s live to be 40 to 45 years old; before that 30 years.

			My diagnosis was in the ‘80s. I’m 29 now.

			I could choke. But I don’t want to.

			For life is far too beautiful …
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Winter dreams in Valbella 

			Maybe it sounds a little kitschy and may look like postcard romance. But what am I supposed to do? When I look out of the window here, I see rugged Swiss mountains in front of the blue sky. A thick layer of fresh snow lies on the fir trees. A little further down, on the frozen lake, children in wraps jump back and forth and have a snowball fight and couples in love stomp their rounds, holding hands. Here in the warm room, I hear the fire crackling in the fireplace and the smell of a vegetable gratin, baked with strong Swiss cheese, pulls into my nose. I couldn’t be better. I feel well and strong. It’s been a good day.”

			That wasn’t always the case when I was a child with my parents and drove up from Bern to Valbella. Once, I felt so bad that after only two hours, father had to pack everything up again and bring me to the hospital.

			“This time it will be close, dear Hänni family, this time it will be very close”, the doctors said not seldom. “Hopefully, he’ll make it.”

			Should I remind myself of all that? I don’t think I can help it.

			But just today, on this glorious winter’s day? Yes, just today! I feel that every beautiful day in my life is a gift. Especially since I don’t know how many more there will be. If it’s up to me, plenty more. That’s what I’m fighting for. On the other hand, you shouldn’t always rely on earthly happiness.

			That’s why I’m starting to write my story today. Right here and now. It’s quite possible that a cough might interrupt me from time to time, a stabbing pain in the lungs, but that’s part of it. It is part of me.

			My cough reminds me that I am basically like everyone else – like all 29-year-olds all over the world. But there is a difference: With me, the clock may tick a bit faster. Which is not insignificant to my story. Therefore, a day, a winter day like this, is a doubly beautiful day for me.

			I want to enjoy, laugh and hear others laugh. My greatest hobby is acting. I like to take on the funny roles because I think that there is nothing more beautiful in the world than to make other people laugh. Because the one you make laugh has been made to think. Laughing without thinking doesn’t work.

			Sometimes, mostly on Sunday, I also perform a small play or some other artistic contribution in the ICF (International Christian Fellowship) in Bern, a Protestant faith church. They deal with many topics that are also dealt with in this book: life, the things between heaven and earth, the explainable and the incomprehensible, happiness, the future.

			Fortunately for me, I have my family. I have wonderful parents who have accompanied me on my journey in a way that is unprecedented. Thank you very much for that, right at the beginning. (Mama, your vegetable gratin smells sensational!)

			I have two brothers, one of whom is my twin brother, and one sister. Our dog, a two-year-old Appenzeller-Labrador hybrid, is called Tina.

			Maybe you’re wondering if I’m married or single. That’s quite justified for a 29-year-old. Well, I’m a little in love right now.

			Probably a little much. She doesn’t know yet.

			That some of my genes have a crucial defect, she knows that. However, she probably has no idea that my hormones release a lot of colorful, excited butterflies in my stomach.

			That doesn’t make things any easier. Although, I think I’ll be smarter on that point when I finish this book. Maybe then I’ll tell you how it turned out, depending on how it turns out. In my thoughts a secret dedication resonates which inspires me to type these lines as personally as possible.
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			Outside, in front of our house in Valbella in the Grau-bündner mountains, between the Parpaner-Rothorn on one side and the Piz Scalottas on the other side of the high valley, a few cross-country skiers go on the cross-country trail. If they were to ski further and further in this direction, they would perhaps eventually cross the Lenzhorn to Davos in a few hours, where the economic forum is currently being prepared. I’m at 1,500 meters above sea level in a cabin in the mountains where the ice crystals compete for a place on the windows and the people in the next village  speak a language, Rhaeto-Romanic, which is difficult to understand.

			Yet I feel like I’m on a global stage. Last summer, I put up a signpost on the road with the kilometer distances to destinations all over the world in case all the cross-country skiers and hikers are looking for new destinations. To St. Peter’s Square in Rome it is 587 kilometers, to Las Vegas 9,285, to Santiago de Chile 11,937, to Chur 16. Athletes need to be able to plan how long they will be on the road.

			Maybe I’ll go there sometime, into the wide world, outside of Europe. It would all be a dream.

			On the other hand, I can’t take the strength out of my body too much. Anyone who has already asked God for an audience several times, albeit involuntarily, also learns to appreciate life. Here and now with mother’s ingenious vegetable gratin with melted cheese.

			For me, being with my family here in our house, which we call Valcasa, means both recovery and inspiration at the same time. Yesterday, for example, I got up and wrote a short play. I like the seclusion up here, the change of scenery. That’s why I come here two or three times a year for a week.

			We used to be here during school holidays. Today, the family meets completely, sometimes only my brothers and I, sometimes my parents with the family of my sister. I think it’s a gift. For me, family is not an outdated, old-fashioned or even stuffy term, but rather a community that has helped me survive. And perhaps will continue to do so in the future.

			After I’ve recovered here for a few days in solitude and re-grounded myself, I have to go back down to the city. The silence up here is something beautiful. At some point, however, it can also have a constricting effect. Sometimes I feel that way after a successful project. Shortly before Christmas, I was involved in an important musical in Bern, which was not only written by me, but in which I also played a leading role. The whole team met often, we rehearsed, got things done, prepared intensively for the two performances.

			But then, suddenly, one day before Christmas Eve, it was all over. The last curtain had fallen, the applause had faded, the last hymns of praise had faded. Everything was quiet around me and I was alone. But I am a person who doesn’t like to be alone unless I have something that needs to be done, something creative for example. Otherwise, I always need people around me. My family, my friends, people to whom I can and may say something.

			When everything was finished, I fell into a void. A feeling I also know from my hospital stays: when the visitor said goodbye, when the door slammed and I could only hear the footsteps in the corridor that went away.

			The short play I wrote yesterday is about Ruth, a book in the Old Testament that many people don’t even know, but with which I associate terms like loyalty and humility. Ruth also fell into a void after the death of her husband, but she refused to give up …

			My great biblical role model, by the way, is Job. A man my friends sometimes compare me to. Mostly when I’ve been back to the clinic. For Job was one who had everything, suddenly lost everything and fell ill. Even his friends turned against him and accused him of being so badly off because he had no faith and had committed too many sins. The Reality was, however, a quarrel between God and the devil, which he grew up in because he remained faithful to his Lord.

			In my case, too, only God knows what the future holds for me. If I could make a suggestion, I would tell him: “Teach me to write really big, important musicals. My secret dream is that at some point a piece of mine will be performed on the lake stage in Bregenz. Wouldn’t that be great? I can already see the audience in front of me: in evening dresses or jeans – no matter.

			Beautiful dreams are there to fulfill them, even if reason does not let up in its efforts to wake you up again and again.

			My professional situation is currently marked by my illness. At my last company, it was extremely difficult because I missed several days or even weeks again and again. I was not feeling well. I just didn’t have enough strength for a five-hour workday.

			A few months ago, my doctors freed me from this cycle of mutual dissatisfaction by writing me sick for a whole year. A year that I should use for recovery, which I also succeeded in doing. Right now, that year’s over and a final conversation at my company came to the conclusion that my contract would not be renewed.

			Now I have to see what happens next. That I can do something productive is absolutely clear. It’s just not possible from seven in the morning till five at night. So, it happened that I started writing while I was looking for new activities that fit me.

			And I love what I am doing at this moment, although looking back on my life is also connected with many torments.

			With tears.

			With grief.

			With fears of the future.

			If you have to go to your supervisor almost every week to bring him a sick note, it’s very stressful. for all involved.

			For me, that also served as a blow to my motivation because I’m always trying to do my best. However, I often knew from the outset that I could not finish a project from A to Z. This makes you take things lightly and interpret certain things differently than everyone else. For example, health is naturally the most important thing for me. This was confirmed by all colleagues and but of course, I don’t know what went on behind my back.

			I believe that in a completely normal occupation I am rather a burden for the others. A feeling that is actually unbearable.

			If, for example, I feel a pressure on my chest in the evening, I know that the next day I have to go to hospital quite certainly in order to recover. To get healthy for work. I was turning in a hamster wheel.

			This went on for six years.

			Before that, I was at a school where I was in class with future top athletes who had to train a lot and therefore managed the workload not in three years but in four. That was ideal because they had time for their training and I had time for my therapy. I found this unusual situation very good, because athletes have a fighting heart – and that’s exactly what I needed in my life so far.

			The doctors said, “I don’t think he’d ever get into elementary school.”

			But I went to elementary school.

			The doctors said, “He won’t ever reach the upper school.”

			But I reached it.

			The doctors said, “He won’t be able to graduate.”

			Nevertheless, I finished school with top grades. Nevertheless, I owe this to my parents and also to teachers who encouraged me and believed in me.

			When I remember that time in school, something strange comes to my mind: I never spoke about my illness there. Not even in elementary school. At least not voluntarily. If my absence were an issue, I’d always make excuses.

			I did not want to face all this. Under no circumstances. I was embarrassed that as a man I had damage to my body. Men can’t have weaknesses! Can’t be “worth less” than others!

			I probably trained my acting talent throughout my school days through all these secrets.

			I’ve only been able to talk about it frankly since that incident not so long ago. At that time, I could not and did not want any more, my body lost all its strength, my thoughts longed for eternal silence. I wanted to end it all.

			Maybe my classmates and teachers learned something from me, the sick guy. For example, it’s not just the victories that get you ahead.

			Today, I’m thinking ahead again, but not in years or decades, but rather from month to month. My illness is not suitable for making plans in the distant future, i.e. after 80 years of age. Maybe I’ll be married in five years, maybe not. Maybe I’ll have kids, maybe I’ll be alone.

			If I had three wishes now and here, what would I wish for? That medicine continues to work on researching my disease. That she could find new solutions, even a therapeutic breakthrough. That there are new perspectives. The disease does not necessarily result in death.

			I wish myself success that will enable me to earn my living independently.

			And I wish I had a lovely wife. A happy relationship.

			Love.

			As I said before, I’m head over heels in love. A few weeks ago, I met her for the first time at ICF. She’s young and pretty – what am I saying

			– she’s beautiful! In the beginning we just liked each other very much. In the last few weeks, we have talked a lot with each other, exchanged ideas about what is important to us. Little by little, the conversations became more and more personal and we developed a great closeness to each other. There are few people to whom I have told so much about myself so far. Time with her is something very special. I want to be with her every day.

			In the meantime, I’ve told her how I feel about her, because I like playing with open cards from the beginning. Unfortunately, nothing official has yet developed from this official announcement, although we meet frequently.

			I don’t think my illness has anything to do with the fact that it hasn’t become a real relationship yet. I hope not.

			A difficult emotional situation.

			I feel physically very fit right now, which probably has something to do with the release of a lot of endorphins.

			The only dangerous thing is that it all gets worse again when the pressure drops after a high. During excitement and stress, the body releases cortisol and thus inhibits inflammatory processes. When the stress decreases, the cortisol level also decreases. I could observe that on myself even as a child: Always when the last day of school was over, when the holidays began, my body struck mercilessly. Almost as if it didn’t want to grant me the free time, the happiness, the phase of recovery.

			I got weaker and weaker. The fever rose. I was lying around in bed coughing endlessly. I knew it would get worse and worse and that only a stay in a hospital with a strong antibiotic would get me back on my feet and save me.

			Once, it annoyed me so much that after a few days I inserted a catheter myself that transports the medication directly into my heart. Of course, this was not so good and I got a corresponding telling off from the doctors, in which they described the great danger of such an action to me.

			“You could have died,” they said to me. “I know how to die,” I replied. “It doesn’t work as easy as you think it will.”
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			At the moment, I have had a rest for one year and four months from having hospital stays. The likelihood that I will be able to manage without a hospital stay over the next few years is, from a medical point of view, very low. And if I have to go back to the hospital for a few days, then surely again – as always – at the wrong time.

			On the other hand, one might just have to take that with humor. Especially me! After all, I like to think of myself as a comedian and laugh for the rest of my life. Even as a child, I drowned out the bad news of the doctors with my laughter.

			But I also know that comedians are often very sensitive people.

			Of course, sometimes I cry. For example, if the body doesn’t keep up with the desires in my head. Or when others suffer. When relationships end, when pain is unbearable, when cancer attacks someone. I think a lot about such fates and wonder what all the things God thinks are good for when he sends such trials to people.

			Of course, this concerns me above all myself, since I was born with a genetic defect that is not visible to me, but which is incurable and has been dictating the rhythm of my life for many years.

			I don’t want to suffocate. I don’t even want to think about it.

			The air up here in Valbella is clear and pure. I sit upright on the chair, breathe in a deep draught of air, feel my lungs filling up with it, think about how the oxygen passes into my blood. A process that’s actually a miracle. A miracle of life.

			I always want to get some air.

			For me, this exchange only works with great difficulty, because tenacious secretion spreads through my lungs. The reason for this is a mutation in the long arm of chromosome 7. In simple terms, this means that all my body’s secretions are produced in a thickened form and that they are not properly discharged because the proteins and salts are not exchanged according to plan. This is a relatively large problem that affects more people in the northern hemisphere than is commonly thought. It is the most common genetic disease in Europe. Every year, around 300 children are born in Germany alone, 40 in Switzerland.

			Like me, they have to face reality at some point: I could suffocate!

			According to the medical studies, I should be dead by now. However, who cares about statistics. You don’t always have to do what others say …

			“What if today were my last day?” I keep asking myself this question, probably more often than the average person who relies on the “statistics of the healthy”. He wallows in the certainty of having a life expectancy of 70, 80 or even 90 years. With a life expectancy like that, a lot can be postponed till “tomorrow”.

			I can’t do that as well. My watch is ticking faster. My life is today. I fight for every minute to get the air to breathe. With death before my eyes I am aware of the finiteness and beauty of life. I think gratefully of the people I love, but also of opportunities to enjoy life and give gifts to other people. I know it’s not to be taken for granted for me to breathe.

			What would I do if today were my last day? This question puts my life in a whole new light. What would be really important to me? Who would I visit again, who would I talk to again? Who would I really have to ask for forgiveness from? Who would I thank? How will I stand before God? I’ll taste my life to the full or I’ll run riot – eternally dissatisfied and frustrated – chasing after happiness?

			I’m preparing myself for the fact that my time is finite.

			And I fight

			for life and love.
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