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Noise is a big part of all our lives, but for me it’s almost a constant companion. In work, it’s the frantic communication of deadlines and ideas and getting shows to air. In life, it’s the radio – almost always current affairs – or the phone or the internet, trying not to miss anything that’s happening in the world. Or it’s the children and the radio and the dog and the relentless whirr of the washing machine and the noise of the to-do list in my head churning the things that didn’t get done again today.


There is one moment in my week, however, which is almost always calm. On Monday nights, after the credits have rolled on the television show I present, Claire Byrne Live, I get into my car at about 12.30 a.m. for the twenty-minute drive home. Usually, the radio comes on in the car and at that time it’s a music show and for once I don’t fumble to switch to find a talk station; instead, I allow myself to really enjoy the music and to take a few deep breaths and relax.


On Monday, 24 September 2018 I sat into the car after the show and when the radio came on I tried to follow my routine and enjoy the song that was playing, but my head felt crowded and so I switched it off and drove in silence. My brain insisted on this in order to process what had happened that night and the profound impact it had on me.


That was the night I met Father Tony Coote. He was on the show to tell us about his Walk While You Can initiative. I had read and heard about Father Coote’s mission the previous summer to get from the top of Ireland to the bottom, and it was clear that he was a force to be reckoned with. I’m sure most would agree that, faced with the devastating news that they have a condition like motor neurone disease, a physically challenging awareness campaign would not be top of the to-do list. So part of me expected to meet a unique person, but I wasn’t prepared for the force of nature who won me over, and indeed the rest of the country, that night.


We had a brief chat before the interview and the first thing I noticed was the joy around him and the sparkle in his eyes and the good humour. Good humour follows this man in spades and his optimism and pragmatism is infectious. It was that pragmatism and the ‘let’s just get on with it’ spirit that stopped me in my tracks. There I was, feeling tired after a long day, worried about minor troubles, allowing little things to bother me, and I was talking to this person who can no longer walk or lift his hands and whose future is inescapably bleak. Meeting Tony Coote is the kick in the behind that many of us need.


After his appearance on the show, I stayed in touch with Tony, and a few months later I attended his special conferring ceremony at UCD where he was awarded a doctorate. It was a wonderful occasion, and Professor Joe Carthy, Dean of Science, jokingly said that Tony has been claimed by so many people – from parishioners, to friends, colleagues at UCD, and so many others who have crossed his path and feel that he is somehow ‘theirs’ – it is hard to know whom he belongs to. But once you meet him, you understand utterly why that is so.


Since I met Doctor Coote, who tells me that this is how I should now address him (!), I have heard many stories from others about the quiet ways he has helped individuals throughout his life: about his compassion, lack of judgement and unshakeable belief that everyone who needs support and help should get it, regardless of what they may have done in the past or the perceived hopelessness of their situation. I know also that he has begun national movements relating to mental health and volunteering overseas that have started as an idea in his head and – due in no small part, no doubt, to his stubborn nature – have grown to affect positively so many people in this country and far beyond.


Tony freely admits that he does not like his illness and some days he hates what it is doing to him, but he refuses to waste his energy hating the fact that he has MND. Hating it isn’t going to stop its progression and it’s not going to do him any good. Instead, he uses his time to campaign for help for those who are coming after him – to raise funds for research – and for nursing care for those with the disease now. He has also written this book, in part to tell us how he has lived his life, how he has tried to stay true to his three pillars – inclusivity, compassion and love.


It is hard to see any good in what has happened to Tony Coote, but would he have written this book if MND had not come along? Would the whole of Ireland have come to know this remarkable person and been touched by his outlook on life had he not been struck by MND? From my own perspective, I may never have met him had it not been for his diagnosis and subsequent campaign. I know that my life is richer as a result and I’m sure, when you turn the last page of this book, yours will be too.


I am honoured to introduce this book to you for my friend, Father (Doctor) Tony Coote.


Claire Byrne, 2019
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As I write this, it is New Year’s Day 2019.


Exactly one year ago, at the age of fifty-three, in the same room where I am now, I had a fall that began a massive change in my life.


It led to a diagnosis of motor neurone disease, and the rapid loss of muscle tone, ability and my independence.


When I look back, it’s like looking at a different world. Like many people, I look both backwards and forwards. I don’t know exactly what the future will bring, although I know I will probably not be alive this time next year. But this doesn’t scare me at all.


I have never been afraid of death. I know it frightens some people to hear me talk like this, but it is what I truly feel. The future still holds promise and I know I will continue to live every day to the fullest. I have always said that I’ll do what I can, as long as I can. And when I can’t, I can’t.


Even though my time is short, I’m not in any rush to do things I have never done before or to see places I have never seen before.


Each day, I savour memories of the past. Many of these make me laugh and some make me cry. If I cry, it’s because I see the faces of those I love and I am conscious of the fact that soon I will be saying goodbye. It is probably true that all memories contain both laughter and tears.


But there is no morbid atmosphere in my home. Rather, it is a place filled with activity, with comings and goings, storytelling and the emptying of many bottles with a ‘%’ sign on the label.


I want to write the story of my life, and tell the story of my faith, while I still can. I want to write with honesty and compassion, for myself and others. I want also to recognise that in all our lives there is pain and loss and difficulty. But there is help too, and answers.
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I woke in my house in Mount Merrion, Dublin around 6.30 a.m. I hadn’t had much sleep. I had an appointment that morning in the Beacon hospital. I went to the window; the whole area was covered in snow. Normally on a Wednesday I would have had my parish duties to attend to, but that day the entire country was at a standstill owing to the heaviest fall of snow in years.


At around eight I phoned the hospital to say I was postponing because of the weather. However, when I looked out again an hour later, I saw cars making their way up the road, so I decided I would head to the Beacon after all. My appointment was with a neurologist for 10.30 and we were to discuss the results of a brain scan I’d had about ten days earlier.


The reason for the scan was because I’d had two falls. The first was in early November when I was coming down the steps of Saint Thérèse church in Mount Merrion. I was carrying a box and suddenly, without explanation, I fell, hitting my shoulder off a wall and my knee on the ground. An elderly man who was passing helped to pick me up. ‘Offer it up, Father,’ he said. I was convinced I was rushing, as usual, and had just missed a step.


Then on New Year’s Day various members of my family were visiting for lunch. Just before dessert, I went in to the sitting room to put some logs on the fire and I suddenly fell face down on the floor, again for no apparent reason. Everyone came running and I heard someone say, ‘He’s had a stroke.’ Gently, they tried to lift me and were encouraging me to use my left hand to raise myself up. I told them I had no power in that hand, which seemed to confirm their suspicions about a stroke. Eventually they got me onto a chair and advised me to go to a hospital or call a doctor. I protested that I just needed some time because I was in a state of shock.


My guests started to leave, but only after making sure I had water and was okay to stand up. Over the next few days, my brother Pat stayed in touch to remind me to make an appointment with a doctor. I had only seen a doctor three times in my adult life, all in relation to issues with my elbow from playing squash.


It took me two days to call a GP, who prescribed anti-inflammatory pain relief and advised me to take two weeks off – which I spent in Glendalough – to allow my knee and leg to heal because I still had pain there. During this time, I noticed that my knee wasn’t particularly swollen, and yet I still had pain there, and also in my shoulder. I asked my GP to arrange for me to have scans of both. The results showed nothing sinister, just the expected tissue damage, so she referred me to an orthopaedic consultant in the Beacon and also a neurologist.


A week later I met the orthopaedic consultant, who had reviewed my scans, and he said that there was nothing there that he could detect. He asked me to describe any particular symptoms I was experiencing, and I said that sometimes my leg went into an involuntary spasm and began to shake. He said this was known as clonus, and I read something in his face that suggested it might be serious. He asked if I intended to see a neurologist and I told him I had an appointment for later that week.


The neurologist said that some of my symptoms were consistent with a stroke, but she couldn’t detect anything definite and so arranged for a brain scan. Those were the results I was waiting for on that February day.


And so it was that on that snowy morning in February I was heading to the Beacon hospital. And yet there was a nagging feeling within me that said if it had been a stroke, I would have been called back sooner. Perhaps that was why I hadn’t slept much during the night.


The hospital was mainly deserted except for a few staff who had braved the weather. My neurologist took me into a small bay behind a curtain and began to give me the results of my brain scan. She said that a radiographer and consultant radiographer had initially seen nothing in the scan but when she looked again she saw what she called scrapings, which told her I had motor neurone disease (MND).


She asked if I had considered that possibility. I said I hadn’t, that I had resisted researching my symptoms online to find out more. At the time I knew very little about MND.


I know far more now, of course. Motor neurone diseases are a group of neurodegenerative disorders that selectively affect motor neurons, the cells which control voluntary muscles of the body. Each motor neurone disease affects patients differently, but they all cause movement-related symptoms, mainly muscle weakness. The rate of progression can be very different: some patients will be relatively symptom-free for years, while others will have a much faster onset.


I can’t say what was going through my mind at that moment when the neurologist first mentioned MND, but on reflection I suspect that my body was going into shock. She asked me to undress because she was going to carry out some tests that I later learned were called electromyography (EMG), and a nerve conduction test that involved sticking needles into my muscles and applying electroshock to my feet, which would give her readings on a laptop. The readings were not clear, so the consultant had to twist the needle deeper into my muscles.


I have thought about this many times since: what a cruel test for such a cruel illness – sticking needles into muscles, inflicting pain when so much pain would be on the way.


The tests took well over an hour, after which time the consultant said that there was one more place where she had to put the needle – in my tongue. ‘No way,’ I said. ‘I’m not having that.’


‘I understand,’ she replied sympathetically. ‘You’ve had enough for one day.’


She left me to get dressed. However, there was a lot of gel still on my hands and arms that had been applied before the tests, so I went to the sink to wash it off. Turning around to put my clothes back on, I fell flat onto the floor. This wasn’t quite like previous falls. I think it was shock this time that raced through my body and flung me down.


The consultant came back in. ‘Oh you poor man,’ she said.


I left the hospital and drove home through empty streets as the snow continued to fall. Everywhere was white and still and unfamiliar, outlines changed by the blanket of snow and the whirling flakes. Consequently the journey took longer than usual and my mind was full of thoughts about what would happen to me, who I would tell and how. Reaching home, I went straight into the sitting room, still in my coat, the ticking of the clock the only sound I heard. For some time I just stared out the window. Each house was almost hidden behind thick drifts of snow. I watched the world outside and it was peaceful, with hardly a car passing or a person walking by. I stood there for some time. I suppose I was letting the news I’d received seep into me and land there, amid feelings of confusion, fear and terror.


Later that day I contacted my brothers – Pat, Kieran and David – to tell them the news. Pat and Kieran both live in Dublin, while David is in Australia. There was, I think, a mixture of shock and confusion when they heard. Like so many people, they didn’t understand the full weight of my diagnosis. Pat, the youngest, who lives in Ballinteer, wanted to come over, but by then the snow was much heavier and I asked him not to. It wasn’t safe to drive, and it was quite a journey on foot.


I then phoned the Archbishop of Dublin, Diarmuid Martin, to tell him my news. That summer, I was due to move from the parishes of Mount Merrion and Kilmacud, where I had served for nearly ten years, and I asked him if I could remain in the post since I knew so many people there. I feared that by taking up a new appointment, I would arrive in a new place, a stranger, and would inevitably be known as ‘the sick priest’. To my relief, the archbishop agreed and assured me that he and the diocese would help me in any way they could.


After making my calls, and when one of the neighbours had supplied me with fire-lighters, I settled down in front of the blazing fire with a glass of rich red wine.


I went to bed late and didn’t sleep. My mind was spinning, thinking about how the diagnosis would affect my life. I could hear the wind outside blowing harder and bringing more snow, and I tossed and turned, probably for most of that night. Of course, the night has a tendency to magnify everything. In its stillness you know – and I surely knew that night – that you are alone.
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The next morning, the road outside was completely covered with snow. My house has a large front room which looks onto the street, beside the church carpark. Beside the church is the local national school, and so from my front room I can hear children and their parents walking up and down, to and from school, several times a day. The house is always busy – friends and parishioners drop in frequently. At the back is a peaceful garden.


On this day, though, owing to the weather, the street was completely deserted. On the path up to my door the snow was perhaps three feet deep and so I didn’t feel I could venture out safely. But I suppose too that I didn’t want to meet people in a half-cheery way while inside I was still in turmoil, trying to figure out what the hell was going on. I phoned some of my parishioners and told them the news, and they arrived with food and other supplies to help me through the next few days. One of them brought a bunch of daffodils that had not yet flowered and placed them in a glass on my coffee table. Some were crying and I did my best to console them. This is so often the case when we break dreadful news to people – the person with the illness becomes the consoler to those they tell.


I accepted their kindness gratefully but inside I was terrified. I’ve always been an independent person and have felt responsible in some way for those around me, something that had been instilled in me, no doubt, from childhood.


*


I suppose being the eldest child, and given the circumstances of our upbringing, I have always had a strong sense of responsibility for my brothers and my mother. I was born on 16 June 1964 in Holles Street hospital to Patricia Rigney from Fairview and Patrick Coote from Ennis in County Clare. I grew up in Fairview in Dublin. My mother worked in a solicitor’s office on the quays until she married and, as was the law in Ireland at the time, had to give up her job. My father had been in the Irish Army as part of the UN peacekeeping missions to the Congo, but by the time I was born he had left the armed forces and was training to be a physical education teacher. My parents went on to have four more boys: David, born a year after me, then Kieran three years later, followed by Alan, who died when he was very young, and then Pat.


My mother and father married in 1963 after meeting at the Metropole Dance Hall in Dublin. My mother’s sister Pauline, who was unmarried, lived with us in Fairview. Ours was a happy childhood, with many good memories and lots of friends. I remember long summers playing Subbuteo in each other’s homes or else being out all day. We had much more freedom then than many children have now, out all day until ‘tea time’.


I wasn’t much good at football, but I used to take on the role of referee if we organised teams to play in the park. My main passion was running, though, and every Monday evening, as part of a local athletics club, I would run from Fairview out along the coast road, through Clontarf to Dollymount Strand and back.


On Sundays, as a family, we would go for what was known as a Sunday drive. We typically headed towards the Sugar Loaf mountain in Wicklow or on towards Wexford.


Fairview Green was also the home place of my mother and her family. Her parents had bought the house where we lived in the early 1927. As a child, I remember some neighbours who had known my grandmother, who died in 1963, before I was born. Several times a month I would shop for some of these elderly neighbours, particularly Mrs O’Neill, for whom I would buy groceries and untipped cigarettes, and Mr Dunne, who would give me his shopping trolley and I would go with my list to Angela Leavy’s store on Fairview Strand. Angela knew everyone and so when I handed in the list, she knew exactly what Mr Dunne was looking for. Once a week, we would do our own shopping and all walk to the Howth Road to the H. Williams supermarket. My mother now had a little troupe of helpers, willing and unwilling, to carry the messages home.
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