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 1: The Beginning



I loved you first: but afterwards your love


Outsoaring mine, sang such a loftier song…


– Christina Rosetti


My husband James is changing and I don’t know why. Nor, if I’m absolutely honest, do I want to think about it because if I do I start to feel scared.


He’s not himself.


I don’t mean by that that he’s feeling ill, it’s just that he is not on top of things, and that is uncharacteristic. He isn’t organising his work desk or bothering to tidy away things in the kitchen, which he’s always done before – and, more unsettling, his personal hygiene has slipped. I’m constantly making allowances: maybe it’s the odd-sock-wearing nutty professor coming out in him, a characteristic of the distracted creative – he’s a writer, after all. That must be why he’s forgetting to clean his teeth.


I’m doing my best to adapt to his strange moods and the odd things he does. I find myself brushing the starker facts under the carpet: he’s stressed, there’s too much on his plate, he’s getting scatty in his old age.


But the thing is that James isn’t very old: he’s only fifty-seven. Surely he shouldn’t be losing his keys and glasses quite so often, or leaving his favourite jacket and valuable wristwatch on a film shoot, or his passport on a plane? And why is he forgetting to return important work calls? That I find really worrying. It’s not like him at all. He lives and breathes his work, he’s in it day and night, often compulsively, writing screenplays and documentary scripts about the subjects closest to his heart. James has enormous empathy for the struggling man and especially likes stories about people who have overcome huge challenges. I’m beginning to wonder: are we about to have challenges of our own to deal with?


But I’m not going to think about anything like that, at least, not yet. He’s just stressed; it’s a phase we’ll have to get through, that’s all.


*  *  *


It’s hard to tell when the first signs of Pick’s Disease, a particularly brutal form of dementia which affects the frontal lobes of the brain, started to show in James. But this is the beginning of what was to be the most terrifying and painful journey of both our lives. It’s a condition that can affect men and women in their prime, like James, and there is no cure. Patients and their carers usually find themselves cast off by the medical profession – ‘Sorry, there’s nothing more we can do for you’ – and adrift on an increasingly turbulent sea. That’s how it was to be for us for eleven soul-destroying and utterly frightening years.


Just when things were becoming so bleak – once James was living in a care home – I found a friend whose wife Bonnie was in the same care home, also with early-onset dementia. John became my comfort, and for a couple of years there were four of us inextricably entwined in the strangest dance of love and care. It helped me so much to talk to someone who was experiencing so many of the same things.


At some point during James’s life in the care home I wrote a memoir of what had been happening to us both, which came out in a torrent of words on the page. It was only later that I organised it and added a few short commentary paragraphs, tempered by the benefit of hindsight.


At the beginning I was full of incomprehension. How could this be happening to James, of all people? He had always been a brilliant man, talented and bright-eyed, with a wealth of emotional intelligence. How could this quicksilver, funny, logical and sensitive mind be attacked in this way?


*  *  *


James was born and brought up in Belfast in a very loving family. He passed his eleven plus and moved on to grammar school, and from there he went to London where he graduated with a degree in Economics and Politics from the London School of Economics. But he wanted a career in television as a cameraman.


As a young lad in the streets around the Falls Road, he had watched the BBC camera crews filming the Troubles in Belfast. It triggered in him a huge fascination with the whole process of telling a story to camera. After the LSE he got a job as a researcher with the BBC, before applying to train as a cameraman. He competed with over a thousand applicants and was thrilled when he was accepted for the prestigious course. He would go on to win many awards for his camera work, on programmes like Panorama, Z Cars, Play of the Week and on many documentaries, before graduating to writing and directing his own programmes.





2: Something Feels Not Quite Right



For standing in your heart,


Is where I want to be, and long to be;


Ah, but I may as well try and catch the wind.


– Donovan


James has lost all interest in cooking. I can’t remember the last time he made one of his Indian curries. When he’s not filming and I’m working, he always does the food shopping and cooks the evening meal for my return. He spends hours choosing the spices to marinate the meat, and his food is beyond delicious.


Now it feels like an age since I last came back to a steamy kitchen, redolent with the smell of spice – so warm and welcoming with Lucy and Spanny, our two dogs, milling around his feet while he moves happily about.


Kathleen, a local girl who comes in four hours a week to help with the housework, has noticed things are different with James.


‘I don’t think James is himself. There’s something not right. It’s not like him to leave all the dirty dishes piled up in the sink,’ she tells me worriedly. ‘And he’s leaving food uncovered. Not putting it away in the fridge anymore.’


This is not James.


Around this time, I take James to the doctor. He’s been complaining of a pain down his left leg and is having difficulty passing water. This isn’t the first time I’ve tried to have it checked out but in both cases the tests have come back negative.


This doctor is a family friend. He listens as we tell him the symptoms, then concludes that it’s just a case of James being neurotic and possibly suffering from mild depression.


He gives his diagnosis, smiling. ‘James, I can find nothing wrong with you. I suggest you get out of the house, stop writing and get into the real world. Get back to directing and mixing with people. Earn some money.’


I’m annoyed by the doctor’s unsympathetic attitude. But one thing is true, James hasn’t been getting out, and all he seems to want to do is closet himself away to write. And never mind earning money – James is no longer paying the bills. He’s leaving them unopened, not from any fear that we haven’t the money to pay them, but due to this new and growing incapacity that steals daily over his life.


Our home is in a very rural part of the country. With no nearby neighbours we are isolated. With James not earning money I’m beginning to feel stressed about the cost of maintaining such a large house. Maybe we should move closer to Dublin. James would have the stimulus he needs, I reasoned, to bring him out of himself. He could get out and about and mix with people.


*  *  *


We decide to go away for the weekend. I have the perfect place – a salmon fishing lake we both love in County Kerry – where we can chat about the future and make a plan.


We stay in a country house we know well, perched on the shores of the lake. James’s passion for fly fishing had been ignited some years before whilst making a documentary on the salmon fishing of Scotland, when he had been lucky to have Prince Charles’s ghillie as his tutor. Although I don’t fish I love going out with him. I take my sketch pad and position myself further along the bank; we enjoy a quiet and peaceful companionship, the dogs milling about the lake shore, whiling away the hours until lunchtime when we share our picnic together.


Today I feel so happy, at one with nature and with James. It is an idyllic day, and not a cloud spoils our enjoyment of it. It’s as if our recent troubles belong to other people, not to us.


There is a ripple, though. It breaks the halcyon perfection of the day later on, after we have packed up the fishing gear and picnic basket and returned to the house, content and hungry for supper. Always before when we’ve stayed here, after a delicious dinner cooked by a superb chef, James would join in with a group of local musicians, accompanying them on the piano. This evening, James insists he wants to go out fishing again. I cannot persuade him not to go back to the lake and I’m disappointed and a little confused. He promises he won’t be too long.


It is midnight and there’s no sign of James. I’m sitting in bed, trying not to worry. He’ll appear any moment now, I reassure myself. By three in the morning I am feeling frantic and call the desk porter. I’m fearing the worst: the area round the lake is boggy and there’s no lighting. What if James has fallen into the lake and drowned?


The desk porter is equally concerned and says he will call the police to send out a search party. I feel a strange conflict of emotions at his words – panic at what might have happened, coupled with a crossness with James that he had ever chosen to go out at all.


At that moment he walks in casually, smiling. He seems to have no concept that I might have been worried, and doesn’t apologise, can’t work out why I might have been concerned – a stance that kindles my anger into fury.





3: Juggling while there’s an Elephant in the Room



And I woke and found me here,


On the cold hill’s side


– John Keats


Before James’s diagnosis I would experience moments of anger or hot irritation, which I felt worse about after I knew that James’s mind was in the grip of Picks Disease, the ‘bastard dementia’ as I called it. After diagnosis I became better at drawing from a wellspring of patience, although I didn’t, by any means, manage to quench all the blazes of frustration that boiled up. I realised, on seeing how calm and efficient many of James’s carers were later on, that in many ways it is much harder to care for someone whom you are closer to.


These early frustrations, and not a little fear, were partly caused by the ‘other half’ of the well-oiled machine that is good coupledom breaking down. Help! Where’s my other half? Who can I call now to fix my computer glitch, telephone me when I’m on a long journey to make sure I’ve stopped for a coffee and something to eat, feed the dogs when I’m late back from work, meet me at the airport after a work trip?


One of the lovely things about being a mutually supportive couple is that you’re there for each other, you’re thinking about each other wherever you may be. The loneliness of arriving, unmet, at a station platform at night, or not seeing a smiling face at the arrivals hall and having to make your solitary way home, is one of those things that losing a partner brings home to you. But for now, James is still with me, and for the time being our life together is functioning with a scattering of odd glitches, and a degree of frustration and fury on my uncomprehending part!


I’m working so hard at the moment that I can hardly keep all the balls in the air, trying to keep my own design business running while constantly having to dive for the balls James seems continuously to be dropping. It’s hard to lose the support and efficiency of your other half – my better half, I’ve always considered him. The hard fact is that for quite some time now all the earning is being done by me, as well as the major share of the household chores. James seems unconcerned that we have a large country house to maintain – it’s as though money has ceased to mean anything to him – and the things he would always do to support me are dropping away.


Little things that cause a ripple of concern are multiplying daily. Only a few weeks after our fishing weekend I come back to the house in the evening after work to find the dogs biting at my ankles, desperate for food, and their water bowl dry. James dotes on Spanny, a Corgi, and Lucy, a Jack Russell, which makes his ignoring their needs so oddly uncharacteristic. He boasts about Spanny’s exceptional talent at howling in unison to opera arias, and he is always very protective of Lucy, my little stray whom James nursed back to health after we found her on the roadside, emaciated and starving, some years ago.


Our previously tight ship feels as if it is listing badly, and I have the uneasy feeling – which borders on stark fear at times – that our helmsman is elsewhere while our leaky vessel is drifting out to sea.


*  *  *


It’s late, the weather is grim, and I’m on the last plane to Dublin after an exhausting day in London visiting a client, whose design for renovating the interior of their large house in Eaton Square is finally complete. Take-off was delayed due to snowstorms, but I comforted myself that, despite the late hour, James will be waiting for me at the airport. It is always a huge joy and relief to see his face at the end of a long day, especially when I’m bone tired and longing to get home to a warm kitchen, welcoming dogs, some hot food, and a cuddle in front of the fire.


We disembark at midnight, but in the arrivals hall at Dublin airport there’s no sign of James. Worried that he might have had an accident in the blizzard, I call home. I’m relieved when he picks up, but this turns into angry frustration when he cannot explain why he isn’t here to meet me. From what I can gather, he’s already been to the airport and, when my flight hadn’t come in at the scheduled time, didn’t hang around to wait for it and returned home.


Our house is two hours from the airport and, as I wait for James to pick me up, I’m feeling cold, exhausted and increasingly furious. It’ll be four in the morning before I get home.


When he finally arrives at the airport I shout at him. ‘James, why the hell didn’t you wait for my flight? Why didn’t you ask at the information desk? They’d have told you it’d been delayed.’


He doesn’t answer and offers no explanation, merely picks up my bag and heads for the car. On the drive home he offers no apology and I don’t speak to him for the rest of the journey.


The next day I raise it with him again, still confused at what happened the previous night. ‘It’s not like you not to have waited,’ I tell him. ‘You could have had a coffee and read the paper.’


He just looks at me blankly and appears not to know what I’m talking about.


I’m confused and don’t know what to make of it, but then I put it aside and forget about it for the moment, too busy, keeping all those balls in the air, to do anything else.





4: The Working James



But one man loved the pilgrim soul in you,


And loved the sorrows of your changing face.


– W.B. Yeats


For our entire married life I’ve been used to hearing James tapping away on his computer, often in the very early morning, which is his most creative time. He’s always included me in his work, talking through his ideas, discussing how his screenplays should be made, and accepting my suggestions for a character or a situation that differed to him. I’ve loved being part of his world; from the moment we got together I’ve been in creative heaven. I watched him writing and making his dramas. When he travelled away to film for weeks at a time I’d fly out and join him, be it in America or Europe.


We worked on many projects together. One such story was the life of Dr Noel Browne, a man who against the odds of a tragically impoverished Irish background qualified as a doctor. Whilst doing an internship in England, Browne was inspired by the newly formed National Health Service. Returning to Ireland, he entered politics, was elected to the Dáil, and rose to the position of Minister for Health.


He tried to introduce The Mother and Child scheme into the Catholic dominated Ireland of the fifties, where money dictated your chances of getting medical attention, but came up against huge opposition from the head of the church, Archbishop McQuaid. James felt certain Noel Browne’s story needed to be told on the big screen, and he and I spent hours researching and interviewing him.


After approaching the Irish Film Board, James was commissioned to write the screenplay and make the film. At the same time he was developing other projects. One told the story of the abduction of two young girls by two men who were on a murder spree. We obtained all the forensic details from a coroner and James was working hard on developing the screenplay.


Now, though, unlike before, there seems to be something frenetic about his writing. I wake in the middle of the night to find him hunched over his computer at 2am, typing away furiously at his keyboard. I cannot persuade him to come back to bed. He’s written seven screenplays in a matter of months. Suddenly it’s as if his life depends on them and it’s as if he is aware that there’s only a limited span of time in which he can get it all down. He has so much to say, so much he wants to write, so many half-finished projects, ideas that are jostling in his head.


James has always juggled several projects in the hope of getting one of them made. I’ve frequently marvelled at his ability to write screenplays in tandem while he waited for scripts to be accepted for development. Television and film boards commissioned him to write and make dramas. He produced and directed several, with titles like Elizabeth Gaskell, The Love Series, and Trading Places.


He was an extraordinary human being. He cared so much about the inequalities of his fellow man. He wanted everyone to have a fair chance in life. He detested the large corporations where only profit mattered. Now there seems to be less and less of the deft and efficient juggler; he can’t even get it together to answer calls, and shows no sign of wanting to direct any more.


I wish he didn’t look so desperate and lonely sitting hunched over his desk, tapping away at the keyboard as if there’s a hound from hell biting at his heels and his time is running out.


Natalie, his secretary, is worried too, and for the first time brings her concerns to me. She’s worked loyally for James for ten years, and no doubt she’s been keeping her concerns to herself for a while.


She says that James asked her to do some research, but his instructions made no sense, so she went back to him and queried them. He insisted it was okay, that’s what he had meant, but on probing them further she became even more confused. He continued to insist angrily that his notes made sense, but she was adamant she could not decipher them.


‘I think there’s something strange going on,’ she says.


I push her words aside. ‘It’s just James. He’s a bit quirky.’


Two years ago James and I went to Prague to research the six-part series he was writing on Mozart. It was a happy time, James was excited and animated as he searched for all the sites related to his musical hero’s life.


After that trip, Sony promised to fund the project, with American, Canadian and French networks also coming on board, following a series of very positive meetings. Back then it looked – as much as these things can look in the world of TV and film production – as if the series would go ahead and be made. It was an exciting time, as this, of all his work, was the closest to James’s heart.


Two years on, having been told that Prague will be a much more cost-effective location than Vienna in which to film the series, we return to the city to do another recce.


This time James is distracted, no longer the sparky-eyed enthusiast he’d been that last time we’d been in Prague. It is as if he is just a shell of the old James, walking about aimlessly, not seeming to know what he needed to do. In the four days we are there we achieve nothing.


We return to Dublin and no more is said of the project. James ignores all further calls from Sony.
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