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Gareth O’Callaghan is one of Ireland’s most popular radio presenters, having enjoyed a successful career that has stretched across forty years. During that period, he has worked for many radio stations, both home and abroad, including RTE and BBC. He also spent a number of years working as a psychotherapist in Ireland. In 2018, Gareth took early retirement from his radio career after being diagnosed with Multiple System Atrophy. He is the author of six books, including the 2003 No. 1 bestseller, A Day Called Hope, which documented his own personal journey through and beyond depression. He spends much of his time these days writing and blogging. He continues to challenge this awful illness through daily physical exercise, while urging others with similar debilitating conditions to do the same. He lives in Cork.
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Introduction

9 OCTOBER 2019

Sunlight filled the office. It seemed like a perfect day at last; something that had been so rare in recent times. I sat close beside her, smiling nervously while saying nothing; loving that look of disbelief in her beautiful green eyes. Only four per cent of the world’s population have green eyes, she would often remind me. She concentrated on the paperwork, watching for the pencilled ‘x’s that our solicitor, Suzanne, had tagged for her to sign her name beside. ‘At last, it’s here,’ I could imagine her saying to herself. She was finally signing her divorce papers.

I knew she was both nervous and relieved. We both had heavy colds. We felt broken after all that had been happening, but more united than ever. Ever since the evening we’d first met in March 2015, both of us still felt in many ways like a couple of teenagers on their first date. We also felt we had aged as a result of the extreme stress and anxiety we’d been living through more recently. It was etched on our faces for all to see.

By then, that afternoon in October in our solicitor’s office, we were both physically shattered; emotionally exhausted. Paula had been propping me up all this time because of this horrible illness, urging me to keep going. I just couldn’t see the point at times because I felt so ill, but I didn’t want to go anywhere; I just wanted to be with her.

It was hard to believe that nearly a year and a half had passed since I had received the awful news. I had never been seriously ill in my life, but now all that was changing so fast. As illnesses go, this couldn’t get any more serious. Each day I swamp the discomforts with painkillers and sedatives, pills that prevent my body going into convulsive spasms; tiny tablets that relax my muscles at night so that I get a few hours of decent sleep; other pills that prevent me from acting out my dreams and hurting myself with my hands and legs or, worse still, Paula; sachets of powder that I add nightly to water and drink in order to keep my bowels working properly. Each morning as Paula massages away the chronic pain in my toes and feet with CBD oil, I insist to this gorgeous woman of mine that I am fine.

There are nights when I watch her sleeping and it washes over me that this is so unfair on her. Looking at her, I realise that her beautiful life is already predestined as a result of this horrible beast of a disease.

I couldn’t have blamed her if she had made her excuses and walked away as soon as we had received the news. What she had taken on, so soon after we had met, was a front-row seat beside a guy who had a one-way ticket and was heading for the departure lounge; but she made it quite clear that she wanted nothing else, no matter how bad it might get, only to be with me all the way, through it all. I will never know where she finds the strength to be so resolutely determined.

Looking back, it felt like it had been such a long journey. It wasn’t even five years since we’d met but so much had happened in that short time. I watched her carefully now as she listened to the solicitor’s assurances. She was finally getting divorced, I kept thinking. It’s here, at last. Our solicitor handed her the black pen one last time and pointed to the bottom of the third page. ‘Sign here,’ she said, indicating the blank black line.

Paula’s eyes welled up. I put my arm around her shoulder and pulled her in to me tightly. Suzanne smiled. ‘Well done,’ she said as she got up from her chair to reach across the desk and hug Paula. For the first time in a very long time, it was as if something had shifted.

We walked out into the freezing cold October sunshine a few minutes later. We both felt as though we were finally stepping into the future we had hoped and prayed for since we had first met each other on a nightclub dancefloor in her native Cork during a radio station listeners’ promotional night nearly five years earlier. Neither of us had ever experienced anything like the instant connection we both felt that evening when our eyes locked on to each other.

Our chance meeting was most definitely one of those ‘Sliding Doors moments’, when a spur-of-the-moment conversation, decision or encounter completely changes the direction your life takes. Peter Howitt, director of the 1998 film Sliding Doors, calls it ‘the cerebral flipping of the coin’. One such moment that instantly comes to mind is Princess Diana’s last-minute decision to make a trip across Paris on that August night in 1997. Where would she be today if she had decided to stay in her hotel instead of getting into the back of her chauffeur-driven Mercedes S280 to return to her apartment? Another Sliding Doors moment has to be the 1992 signing of Eric Cantona by the then Manchester United manager, Sir Alex Ferguson. Would the team have still gone on to win four Premier League titles in five years, along with two League and FA Cup doubles without ‘King Eric’?

Each and every life journey is defined by these random moments that can change the entire course of circumstances for that person, although they might have seemed inconsequential at the time. Most of the time we are too distracted by the demanding task of living to be even aware of these moments – until perhaps months or even years later when we consider how life might have turned out if, during its cerebral flip, the imaginary coin had landed the other side up.

Whenever I look back, I can identify how my own life has been shaped by such moments which have brought me to where I am now, many of which I have written about in Part One of this story. In the same way, the seemingly random events and encounters in your unique life journey account for where you are right now, as you hold this book in your hands.

On that October day, life for Paula and me was littered with unavoidable obstacles and a huge uncertainty as to what lay ahead. But we were together. We had come a long way since the warm Friday afternoon sixteen months earlier, when the same diagnosis coming from two neurologists confirmed what I had suspected for months. Could my diagnosis be yet another Sliding Doors moment? All I know is that this illness has been the greatest wakeup call I have ever been given. But instead of destroying me, this diagnosis has invigorated my determination to survive. It has instilled in me a belief that I can outrun the odds of a prognosis which, medical research informs me, is most definitely not in my favour.

The odds of staying alive and remaining healthy are well and truly stacked against me; my defiance is at odds with all that I have been told by the neurologists and movement disorder specialists. There are those who see my outspoken beliefs that I can ‘beat this one’ as bold disobedience, almost open resistance. But what is the alternative? To give in to this beast of a disease simply because neurologists tell me there’s nothing I can do to prevent it from killing me? Yes, perhaps this is the Sliding Doors moment of all time for me, one like no other in all my sixty years. It terrifies me, but I can’t just sit back and allow it to destroy me without doing everything I can possibly think of to stop it – no matter what I have been told. Am I wasting my time? Of course I’m not, because doing nothing would be akin to wasting my life – no matter how challenging the times ahead might become. When I look back, I never want to find myself saying, ‘I wish I’d tried harder.’ I have no doubt that I am being true to myself, and right now that’s all that really matters.

Nothing can ever prepare you for bad news – very bad news; even when you get a gut feeling that you already know what’s wrong long before it’s finally confirmed. There’s always a place somewhere inside, like a reassuring voice, that silently reminds you there’s a chance it’s not what you’re expecting to hear. In hindsight, my hunches have usually been spot on. Call it a higher energy, or a sixth sense, but it’s never let me down – even when you hope with all your will it might be wrong.

You might have spent every available opportunity on Google, engaged in your own private research that screams over and over: You have a serious problem. But there’s always going to be that tiny space reserved somewhere in the back of your mind that keeps reminding you there’s still a slim possibility you will be proved wrong.

The fuse had been lit long ago. Whatever had sparked this rare and deadly disease deep in my brain years before will probably remain a mystery to global science and its tireless researchers for many years to come. The only certainty was that it would continue in its own insidious way to rob me of my quality of life, relentlessly carving out its unique trajectory until it ran out of internal body parts that it could destroy. And then – if I managed to get that far – it would finally suffocate me.

In recent years, I’d often wondered what thoughts might cross my mind if I was ever to be given this sort of bad news, the sort that doesn’t really get any worse; the ‘there’s-nothing-we-can-do-for-you’ type of news. Of course there is worse news, such as being told that your child is dying; but thankfully that was not, and hopefully never will be, the case.

Specifically I have often thought about how I might react to being given this kind of news about my own health. Would I become hysterical? Would I curse? Could I even cope with such an irreversible diagnosis? After all, what would be the point of continuing to struggle with a life that is doomed to silent misery and eventual vegetative status; especially when you realise that the remainder of your life is inexorably moving from ‘bleak’ to ‘bleakest’. I can’t imagine the person tasked with breaking the news to me saying, ‘… now that’s the bad news, so here’s the good news …’ There is no ‘good news’ with an illness like this. Would I start to dwell on all the things I had been putting off doing for as long as I could remember, because I was ‘too busy’? Or would I even hear the words I’m being told?

I recall a close friend on a live television talk show telling those of us watching at home how he could only hear a kind of white fuzzy noise when he was being given his terminal cancer diagnosis. He explained to his host how he had watched the lips of the oncologist as they moved precisely and mouthed something, but he couldn’t hear the words he was saying.

Nothing like this happened when I received the news. It was just a voice repeating much the same as I’d heard the previous day, a conversation on the radio that had jolted me into an unavoidable confrontation of the rotten indecencies of life. The doctor being interviewed was explaining how one third of the current population would have some form of a brush with cancer in their lifetime; another third would develop a neurological disorder such as Alzheimer’s, Parkinson’s, multiple sclerosis, or suffer a stroke; while the final third would just have to take their chances with a myriad of other horrible possibilities including heart disease, murder, self-inflicted fatal injuries, and deaths caused by dangerous recreational sports. There was also the remote possibility of getting hit by a bus. I remember thinking that it was one of the most fascinating medical interviews I had listened to in years. It was like a plot from a Stephen King novel. If I was a gambling man I would clearly choose to be in the final third for as long as I had left of this life, because it seemed to offer slightly better odds – provided you stuck to a reasonably healthy regime and retained a hopeful outlook. Of course at that time I was able to choose. But now I know that neither a healthy regime nor a hopeful outlook safeguard you whatsoever from these horrible life-threatening illnesses. Every one of us of course should lead a healthy lifestyle, if only because such a lifestyle is likely to lead to a longer, healthier life – provided the big guns of chronic illness don’t spoil the plan. I know people who won medals for all sorts of sporting achievements, who stuck rigidly to training routines and fitness regimes and strict diets, who got incurable cancer, or dementia, or another serious illness. And all the time your consultant is trying his or her best, as they’re delivering the diagnosis, not to dwell on the thought, ‘Rather you than me, pal.’

I now belonged in the second third of the statistical pie chart. I had just been enrolled into a fringe group of random people who have ‘little-known-about’ or ‘never-heard-of-before’ diseases. I had a rare and horrible neurological illness, progressive and incurable, called multiple system atrophy (MSA for short).

I am Gareth O’Callaghan. And this is my story.
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