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Let me count the ways

 Elizabeth Barrett Browning, Sonnet 43



‘Things I Love About You’, I write, thinking about you in the sturdy old family house three miles along the road where I have just tucked you into bed. It is dark outside. A half-hearted line of snow has settled along the bottom of the window.

On the wall in front of my desk it is summertime. There is a photo of you in your most vibrantly pink jacket and lipstick, arm flung around my father’s shoulder with the eye-dancing smile you have not lost. It was taken on your fiftieth wedding anniversary. The rest of us are clustered around you both in the June sunshine – four children, nine grandchildren, your twin sister Anna – all grinning madly, as well we might. We were hardly able to believe our luck that day that Magnus was alive at all.

I look across at the picture and think about you now, four and a half years on from that golden afternoon, not always sure who this ‘Magnus’ refers to but still indisputably the girl with the merry smile he fell for across a clattering newspaper office all those decades ago. I think, too, of the fun you and I had earlier this evening when I bundled you into the car on a whim and off on a wintry adventure; of your continuing capacity for wonder, your infectious joy in the moment.

And I start to count the ways I love you.

Memories go, as you know better than anyone, and there are some I badly want to hold fast. In the jargon in which, thanks to you, I have lately become proficient, I have to find ways of ensuring that the axons in my brain grow fresh synapses and new proteins are produced in the cytoplasm of a neuron so that certain scenes involving you will be embedded in my long-term memory, where with any luck they will stay for a while.

What I mean is that I want to remember you. I want to remember everything about you.

I tap late into the night, eager to round up your slippery self before it slides into yet another shape. It’s as if I have to catch you now, as if by the time I see you again tomorrow it may all have changed, as indeed there is every chance it will. If I can only pin you by the bullet point, secure you with headings, trap you in words, corral you within a list, then perhaps I can hold you beside me here for ever, the mother who clapped her hands to see the snow at night, who has lost so much of her self but not yet, not yet, the thrill of being alive.

So I write my list. And somehow it happens that I find myself talking to you.





Things I love about you

Your delight in the mad whirl of snow. Remember, Mum, the way it skipped off the windscreen on our way home this evening? I suppose you’ll have forgotten by now, but I remember. The snow rushing towards us in the beam of the headlights, making it feel more of a blizzard than it really was. You were pink-faced with exhilaration. ‘What a great journey,’ you kept saying.



Your unquenchable enthusiasm for sliding down banisters.

‘That’s how I’d like to go down these stairs,’ you murmured the other day, eyeing the one outside your bedroom with alarming intent.

‘You’re eighty-three, Mum,’ I said. ‘You broke your hip four weeks ago.’

You looked at it longingly all the same. I like to imagine that same gleam in your eye just before you vaulted a dustbin on Buchanan Street on the way to your first interview with the Sunday Post.

‘For goodness sake, Mamie,’ your mother had sighed when you landed, ‘try and act like a lady.’



Those husky harmonies layering every song you have ever sung. And the way, when everything else is slipping away, every skill, every talent, you still want to sing. Last Sunday we stood swaying with our arms around each other in the middle of my kitchen, crooning an old Ink Spots number. Your fifteen-year-old grandson Magnus muttered to his friend Jason: ‘You may have noticed we have a mad family.’ Jason doesn’t know the half of it. But song brings you alive. Your ear for harmony is as keen as ever.



The way you peer into the mirror, push your fingers through your hair and sculpt it forward into a wave. Strong hair, white with a few fugitive threads of black; hair that has always scorned a curler. I’ve been watching you do this all my life.



Your eyes. Brown, and still shining more often than I dared hope when I first realised the journey we were on. The old glee sparkles on. You respond to banter and teasing with such a whoosh of merriment that it feels as if you’re back.



Your wit. It keeps surprising us. Even in your foggiest moments it flashes through just often enough to remind us how sharp you were, how dry, how you used to make audiences cry with laughter.

‘It’s as well I’ve got two ears,’ you murmured a few nights ago during our routine bedtime combat with your polo-neck. ‘Perhaps you could leave me the other one.’



The way you stroke my hair when I’m kneeling to take your socks off. You do it almost apologetically, as if to say, ‘You shouldn’t be doing this.’ But you’ve no idea how to do it yourself. Not the faintest idea how to start. The tenderness more than makes up for your having lately introduced me to my sister with the words, ‘Now, do you two know each other?’

Things I miss about you

The way you would offer stories of your life to the most casual stranger on a bus, train or aeroplane and extract theirs in an instant.



The stories themselves. Your childhood. Your war. Those adventures on the newspaper beat you never tired of recounting. Like the time you got your fur glove stuck in the doorbell of the house near Balmoral being prepared for Princess Elizabeth and Prince Philip’s honeymoon: a Post Office engineer was summoned to mend the interminably clanging bell while you talked the housekeeper into a world-exclusive tour of the house. The first trip to Iceland with your new husband, when you were served raw shark and sank under the weight of cream in the pastries. Your incompetent attempts to bake a cake or sew on a button. Your spontaneous serenading of the Queen at a posh banquet you graced with my father, which led to the whole staid Edinburgh table joining in to bellow ‘Will ye no come back again?’ to an astonished monarch.

So many stories. You still try to tell them. But now they wander far and wide in search of a lost punchline.



The sight of you striding along the road with those long legs, exulting in the wind on your face.



Your knack of arriving unannounced exactly when I need you.

‘I thought you sounded a bit desperate on the phone last night, so here I am,’ you once explained blithely after materialising unexpectedly on my doorstep like Mary Poppins, though I lived hundreds of miles away in the south-east of England at the time. You promptly rounded up four children under six and sent me to bed.

You were thrilled, of course, when a fifth pregnancy enticed me back to Scotland. For years you had been plying me with For Sale notices from the property pages of the Glasgow Herald. I would find them tucked into letters with a scribbled note: ‘Just in case.’ In the end one torn cutting advertising a house in the next village popped through the post and that was that. I think I had an inkling, even then, that by returning to live within a five-minute drive of my childhood home I was putting down a marker for a distant future when our roles might be reversed. But at the time I was the one who needed you, the all-singing, wisecracking, up-for-anything grandma on the other side of the hill.



The words I miss most: ‘You look tired. Let me do that.’





Things I observe with dread

Empty eyes.



Grim mouth.



Vacant expression.



Stony face. In a memoir of his novelist wife, Iris Murdoch, John Bayley calls this the ‘lion face’, a look of leonine impassivity. It makes me think of the stone lion that a previous owner with a taste for the grandiose left on your garden patio. He lies there, custodian of the pansy pots, eyes dead. Truth to tell, he gives me the shivers – and so do you when you look like that.



Aggressive sniping at the twin sister whose mind has remained lively while yours has not. This is the worst thing, the very worst thing, of all.



*



If dementia care were a country, it would be the world’s eighteenth largest economy: somewhere between Turkey and Indonesia, they reckon. As a company measured by annual revenue, it would be the world’s largest. Dementia is one of the biggest healthcare challenges on the planet.

There are thought to be 44 million people with it across the world – the ones we know about anyway – with an extra 7.7 million cases predicted every year. There are up to 850,000 in the UK and around 5 million in the US. Nor is it just a disease of the West. More than half of those with dementia are in developing countries, a number expected to rise to 71% by 2050, with the fastest growth projected in China, India, South Asia and the Western Pacific. Although there are hopes – and even a little evidence – that healthier, more active ageing might delay the condition enough to mitigate the most apocalyptic predictions, the numbers are likely to remain alarming. The World Health Organisation estimates one new case every four seconds and thinks the global figure is likely to double every twenty years, reaching 135 million by 2050.

So this is a disease that respects neither geography, ethnicity, class nor gender. You, my darling mother, are unique in all sorts of ways, but not in succumbing to this disease. Not by a long way.

The cost of care is astronomical. Looking after people with the various symptoms of dementia, whether caused by Alzheimer’s or one of the other forms, is already costing 1% of global GDP – that’s around £400 billion a year. In the UK the figure is over £23 billion, more than the cost of care for stroke, heart disease and cancer combined. All those bills are poised to rise to dizzying levels in years to come.

Most of us will be touched by dementia in one way or another, either as relatives, friends or the one in three over the age of sixty-five who will eventually die with it ourselves. Those not immediately affected will be contributing to the health and social care bills, so nobody escapes. More than any other modern ailment we really are all in this together.

Dementia is not a form of natural ageing. Having watched a pair of twins approach old age together, I can see this as well as anyone. As you, my mother, succumb to a vicious brain affliction that hijacks memory, personality and functional capacity, I observe your non-identical twin slowing down gradually while retaining a sure ability to name half the British cabinet, beat the family at crosswords and spot a bank statement error from five paces. Dementia might be increasingly common, but it is not ‘normal’.

On the other hand, dementia is certainly age-related. The longer we live, the higher our chance of contracting it, which is why the ageing of the world’s population (with 22% predicted to be over sixty by 2050) is leading to such a rise in numbers.

Some people develop symptoms as early as their thirties or forties, but the vast majority of people with dementia are old. And being old, some are treated as if they are barely human, de facto as expendable as the children of the nineteenth-century poor. At least Oliver Twist had the advantage of looking cute under the grime. Our society likes cute. We coo over pandas and agonise over seals but are too busy running away from our own mortality to confront the fate of the elderly, who don’t by and large have the advantage of being very cute at all.

Early one morning I woke to a radio interview with the National Health Service ombudsman for England, Ann Abraham, on Radio 4. Today’s normally dispassionate inquisitor John Humphrys was struggling to keep his voice under control as he questioned her about a report showing that hospitals in England were processing elderly people without care, dignity or respect. He suggested that the case-studies of patients routinely denied enough food or water, or left in beds reeking of faeces, must surely beggar belief.

‘Sadly,’ Abraham replied drily, ‘it doesn’t beggar belief.’

That autumn the Care Quality Commission in England found that more than half the hospitals it visited unannounced were failing to offer basic care to elderly patients. Lack of money was not the main problem, the inspectors said, but lack of imagination and empathy.

The following year the same regulator disclosed that almost half of all care homes and treatment centres were failing to protect elderly and disabled people. The report described staff refusing to take residents to the toilet, shouting at them and failing to respond to call bells. It made chilling reading. I imagined you as the one being yelled at, you who would hardly know how to locate a call bell, never mind ring it.

Not that we should forget the good practice, the people who dedicate lives of unheralded service to caring properly, the hospitals trying to do better and the majority of care homes where staff can be bothered to take residents to the toilet. But well into the second decade of the twenty-first century there is an under-the-radar culture of poor practice in a system never designed for the longevity we have created for ourselves and painfully slow to adapt to the explosion in dementia numbers.

Dearest mother, as I watch your own sparky intellect flounder and your very identity dissolve before my eyes, I am beginning to conclude that dementia holds a dagger to the heart of Western morality. It confronts us with profound philosophical as well as scientific questions about what it means to be human. It challenges our social complacency and our financial priorities. It compels us to ask whether we have any right to call ourselves a civilised society at all.



*



Things I want never to forget about you even, as Shakespeare would say, to the edge of doom (or at least until the day I have trouble remembering my own children’s names, too)

Your voice. Low and slightly throaty. Often on the edge of laughter. Accent and idioms emphatically west of Scotland, but without the glottal stop.

In a recording I made of your memories back in 1990 there’s a part where you say, ‘We were poor but we learned to talk properly. My father came from Ayrshire stock and he taught us some good Scots words. He always said, “Use them. It’s fine to call your stomach a wain. But if you’re speaking English, don’t say walkin’ when it should be walking.”’

You never do.

I can still read the transcripts of those reminiscences to hear you talking the way you used to: fluent and funny, every narrative peppered with direct speech, syntax irreproachable, grammar perfect. It’s hard to think of a happier complement to a husband who believed splitting an infinitive to be a capital offence.



Your laugh. The way you hurl your head back and show off a row of fine teeth, all your own and still more or less even, although one of the front two has edged slightly over its partner. You used to be more proud of those teeth, brushed with soot during the war and kept ever after when all around were losing theirs, than just about anything else – with the possible exception of hailing from the Royal Burgh of Rutherglen and having a granny from the Isle of Mull whose cow once swam all the way home.



Your smile. Dazzling, people say, which is a bit of a cliché, but yours does have an almost tangible radiance. It reminds my sister Topsy of an image from Gerard Manley Hopkins: ‘It will flame out, like shining from shook foil.’ She calls it your nuclear smile.

If I forget everything else, let me not forget this.
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Catch the moments as they fly

Robert Burns, ‘A Bottle and Friend’



There are times in life so sweet and so precious that even as we live them they have acquired the lustre of memory, even as we exult in them we are pierced and shaken by the knowledge that they can never come in quite that way again. The keynote of the experience is not just drinking in the joy of it, but registering in some deep, sad place that we have already lost it.

Two years, near enough. A golden two years between the ulcer that nearly killed my father in May 2004 and the cancer that actually did. Two years when your mind still more or less held together. A gentle enough time, in which he voluntarily slowed down for the first time in his life and, to our astonishment, discovered how to relax.

At precisely the same time each morning he would down his books, send his computer to sleep and announce his readiness for departure to a café in the nearby town. Into the car the two of you would get, eventually, after you had taken an age to fuss around locating your coat and bag and he had hung around at the front door waiting for you with what for him was a passable imitation of patience. You would laugh and joke as you settled into the front seat, soothing any tetchiness with practised ease. Then the car would slide off, my father driving the country roads at such a snail’s pace that he was regularly overtaken by cyclists, while you blethered beside him, blissfully secure in his company. After he died you said wonderingly that you could not believe he had gone without you, since you had assumed you would both expire together in a car crash on the way to that café. At the speed Dad was driving, this was possibly the least likely joint-death scenario you could have devised.

Once the car was parked, he would march up the town’s steep underpass, his ‘mountain’ as he called it, for the exercise the doctor had ordered, with you on his arm. Then the pair of you would settle at a table in the central precinct – in the open air so that he could smoke – and sip tea and coffee as the world wandered by. A motley collection of local figures began joining you, among whom Dad held court, puffing thoughtfully on his pipe.

You were in your element at his side. Your stories wandered with impunity in this company. You basked in the attentions of an undemanding audience and the reassuring nearness of my father. And, most importantly, this excursion gave a purpose and focus to your day that helped counter the feelings of lostness. You felt you were tending to him, while he was in reality quietly looking out for you. He knew you were at a loss in the house while he was closeted in the study. He understood the comfort you felt in being with him.

You, on the other hand, did not sense what was happening at precisely the same time to him. You did not notice, as once you certainly would have, when he began to show signs of a different kind of weakness. It escaped your attention that it was becoming difficult again for him to climb his mountain. You were not aware of the way his favourite tweed jacket was starting to hang off him as he sat, chin cupped in his right hand, pipe and ashtray at the ready by his left, contemplating the passing scene. 

This is how he is sitting the day I walk around the corner and am shaken by a gust of both happiness and loss, each emotion chasing the other, as I catch sight of your group in the distance.

From here I can see the tweedy deerstalker my father has taken to wearing in the chill breezes. I can tell at a glance how many members of what he calls ‘the Club’ (chairman: M. Magnusson) have braved the elements to join the table. You are next to him as usual, chic in the creamy woollen Icelandic coat he bought for you many moons ago on a trip to the homeland. You are leaning towards him, laughing. Even from this distance I can see your head flung back, mouth wide with an uninhibited merriment that makes me want to laugh with you.

I linger on my corner, drinking in the scene, the sight of my parents together, happy and, from a distance, whole.

And yet I know. Of course I know. At the very moment the happiness bubbles into my throat, I know it is about to end.



*



Despite the sheen with which memory has burnished those two years, your dementia did progress. You were often listless, your get-up-and-go, as you complained mournfully, having determinedly got up and gone. Instead, your energy was directed into angry outbursts against your bewildered twin. You became easily frustrated and quickly agitated. All of a sudden, out of nothing it seemed, you would become ‘het up’, as if stoked in a furnace of irritation.

It came out as a rash on your skin. Itching built up in the course of the day, until your back, arms, chest and scalp were a mass of red blotches that creams were powerless to clear up. You scratched and scratched, clawing at your head and tearing at your arms until they bled.

After returning from the café, my father would head off to write or read in seclusion and the itch would hot up as the afternoon crowded in on you with its unformed worries and nameless agitations. The more you scratched, the more bothered you became about how much Anna was annoying you with her whirring vacuum cleaner and her fussing over domestic details in which you no longer took even the most perfunctory interest. And the more she annoyed you, the more the two of you argued.

Many a day one or other of us would call in to find the household sagging with misery and at the same time electric with tension. Like many relatives in her situation, Anna could not help arguing. She was not to know that dementia causes a progressive lowering of the stress threshold. You having been quite the least stressed person any of us had ever known, it took a leap of imagination for her to grasp that a little-understood brain disease was making you over-react to what the experts call ‘stress stimuli’ – a noisy vacuum cleaner, a feeling of constraint, your wishes being resisted, a loss of control – by becoming agitated and at times verbally aggressive.

For your children, popping in and out, it was easy enough to soothe these anxieties and redirect your latest obsession with a quip, but Anna, on hand all the time, was quite unable to stop herself correcting you and becoming upset in turn. While she was in constant despair at how difficult you were becoming, you in turn would be clutching at your fiery skin and complaining vociferously about her. Increasingly we sisters had to place ourselves in the middle and find the words to calm and divert.

Anna phoned Topsy one day to say she had had to lock the door to prevent you storming out and now you wouldn’t stop shouting at her. Topsy raced over to find you wild-eyed and red-faced. She sat you down under a pool of light in the kitchen and made you a cup of tea and toast spread with banana. You took a bite of toast and a sip of tea while she sat opposite, leaning close in, holding your hand and talking and making you laugh. Suddenly the cloud went and you were back again, eating ravenously, turbulence soothed.

Toast and tea, Mum. The family comforter. You used to do the same for Topsy when she was young, filling the kettle and sitting her down and smoothing away her fears and worries. Now she was being regularly summoned from her flat in Glasgow to offer back to you that same capacity to make the world right again.

Another morning, a Saturday, she answered a plea from Dad: ‘Can you come over? Your mother is upset and fretful and she’s asking for you.’

She cycled over, enticed you out of bed and made your day harmonious. As she left to go back in the evening, you said to her, ‘You know, you’re the strongest person, the most comforting person, I’ve ever met in my life.’

Who was the parent and who the child here? ‘It was so entirely the reversal of how things used to be that I felt quite disorientated,’ my sister says. ‘Everything had flipped.’

Of course it hardly takes a parent with dementia to sow confusion in a middle-aged soul. Many of us are pinched so hard between two generations that we have trouble locating an identity of our own anyway. Perhaps dementia only intensifies the inevitable process of becoming a parent to the person who used to parent us.

I suspect the real problem for my sisters and me at this time was that we simply did not expect, and could not bear, that Shakespeare’s vision of the last stage of life – ‘second childishness and mere oblivion’ – should have started to apply to someone as strong and vital and young at heart as you.



*



My father said he began falling for you the moment he read what you had written about the opening of the Edinburgh Festival. The piece started, so he said, something like ‘So-and-so the Polish violinist was in the middle of such-and-such a concerto when the rain started. He put his violin away in its case, shut the lid and walked back to his digs. The 1953 Edinburgh International Festival had begun.’

I have never managed to locate this article, which seems to have evaded your joint cuttings collection. Recently I waded through old Express files on microfiche in the public library to look for it, without success, although I was in a hurry and there were so many stories packed into every page that I may have missed it. Perhaps I was subconsciously not trying very hard, since I suspect my father’s memory may have gilded the genius of the piece and I would rather not be disappointed. But its effect on him was real enough.

He described it to me the day I at last managed to tie him to my cassette recorder at the beginning of the 1990s. I had already collected your memories, but he was proving harder work. I was beginning to despair of enticing anything very personal, when suddenly we reached 1953 and he turned instantly, dreamily voluble.

‘I was so struck by Mamie’s sheer effortless brilliance and lucidity and compassion, all mixed up into one,’ he said, gazing out of the study window with a faraway look most unlike him. ‘This way of seeing the festival in terms of human beings and not the arty-farty nonsense that most people were writing at the time. I was terribly taken with it.’

‘What was she like at that time?’ I asked.

I find myself reading my transcription of his answer now with a kind of longing. Yes, this is you, Mum. This is how I remember you, too.

‘Oh, immensely dishy,’ he was saying. ‘She had a wonderful freshness about her, an open, merry, gleeful way of looking at life. She never took herself seriously – or indeed us, which was a good thing. I liked her eyes, always open, and the way her nose crinkled when she laughed.’

He laughed himself, took a brief suck at his pipe. I was sitting on the windowsill beside him, willing him to continue.

‘Also it was the first time I had met a girl who was actually working, who wasn’t a hothouse Oxford plant. Although Mamie was so marvellously unworldly in so many ways, she had been earning her living for some time. If she had a job to do she would say, “All right, sorry, I’ve got to be off.” I admired that.’

He was into his stride now, still gazing off into middle distance. I had never heard him talking like this before.

‘She was the externalisation, also, of the tremendous love-affair I was starting with journalism. I suddenly discovered what a marvellous thing it was to do. It just got into my blood, and after that festival I asked for a job on the paper full-time. It was a mixture of wanting to be near this wonderful creature, who wrote like an angel and looked like one too, and also wanting to be a journalist. She was the muse, the goddess of journalism, and I had become a devotee of both.’

He really did talk like this, my dad, didn’t he? Talked the way he wrote.

‘I think that by the end of the festival I had already decided to marry her.’

His reminiscing flagged a bit after that and he began to look meaningfully across the room at his computer.

‘I’m afraid I don’t have a very good memory,’ he sighed, which is ironic, all things considered. ‘I do remember her coat, which was bluey-grey, very loose, tucked in with a belt and big collar. She always looked terribly cuddly in that. And she had the most marvellous legs.’

There, Mum, I thought you would like that. Not, as I write, that you are exactly sure who Magnus is any longer, although you smile at the name. But I think our attempts to evoke him still make you feel comfortable and peaceful in some deep way that is beyond words and certainly beyond what we normally think of as memory.



*



What did it feel like to be you, in those last months of sharing your life with him? Although you resisted every attempt to discuss it and hotly denied that anything was amiss, you must have known your mind was not as it should be.

I found a clue in a Dick Francis paperback you left on your bedside table. You had lost interest in reading and we were trying to encourage you with easy novels. This one showed no sign of having been read, but on the inside cover and continuing across the flyleaf containing the author’s biographical note, you had written the words of a poem.

I was shocked at first to see that you had defaced a book, even a cheap paperback: unspeakable sacrilege in a house where books were revered. But your graffiti moved me to tears. Not so much because it was evidence of further slippage in your brain, although that gave me a jolt, but because of the words themselves. They were scrawled in short lines of capitals, the letters you were now most comfortable forming. And, although I could see at once that the line-breaks were in the wrong place, the words themselves, no doubt committed to memory in the English class at Rutherglen Academy, were better than any you would have found printed between the leaves of this particular book:



I WANDERED, LONELY AS A CLOUD

THAT FLOATS ON HIGH

O’ER VALES AND HILLS

WHEN ALL AT ONCE

I SAW A CROWD –

A HOST OF GOLDEN DAFFODILS

BESIDE THE LAKE BENEATH

THE TREES,

FLUTTERING AND DANCING

IN THE BREEZE

THE WAVES BESIDE THEM

DANCED, BUT THEY OUTDID

THE CHATTERING WAVES

WITH GLEE,

A POET COULD NOT BUT

BE GAY, IN SUCH A JOCUND

COMPANY

I GAZED AND GAZED BUT

LITTLE THOUGHT

WHAT WEALTH THE SHOW TO ME

HAD BROUGHT.

FOR OFT WHEN ON MY

COUCH I LIE

IN VACANT OR IN PENSIVE MOOD

THEY FLASH UPON THAT

INWARD EYE

THAT IS THE BLISS OF SOLITUDE

AND THEN MY HEART WITH PLEASURE FILLS

AND DANCES WITH

THE DAFFODILS.



You hadn’t recalled the correct adjective for Wordsworth’s ‘sparkling’ waves: ‘chattering’, you thought. But you were very nearly there. As you lay in bed in the dim hours of the early morning you must have been working your mind. You were trying to hold on to memory.

Much later I picked up the book to read myself one idle afternoon. A slip of folded paper fell out, and my throat caught again at the sight of it. You had captured there, in the same untidy capitals, a rather less poetic piece from your speech-making days:



LADLES AND JELLYSPOONS, NAILS AND SCREWNAILS – I STAND UPON THIS SPEECH TO MAKE A PLATFORM. I’M HERE TONIGHT BECAUSE I CAN’T BE HERE TOMORROW NIGHT. AND THE FIRST SONG IS A DANCE.



You may have insisted nothing was wrong, but here again was the evidence that you were hanging on for dear life, scrabbling for memory before it went.

Although my father knew you were struggling, he remained reluctant to bestow solidity on the monster by giving it a name. There were only hints and unspoken understandings. Once he took me aside to ask if I could buy you a dress to wear to a posh function. At the official dinners to which he was forever being invited, as chair of Scottish Natural Heritage or chancellor of Glasgow Caledonian University or patron of this charity or that, you had always been an asset. You could talk to anyone, remember the names of acquaintances he had forgotten, remind him surreptitiously of the punchline to any joke upon which he had recklessly embarked and be relied upon to start up a song if the table needed enlivening. Although you never had more than a functional interest in clothes, you knew what suited your rangy figure and kept it simple. You always made the effort and he was proud of you.

Now he said there was a dinner coming up at which you would be, just a little, on show. I remember how hesitantly he said this. At the time I was too obtuse, too busy, or perhaps too afraid of peering under a scab he was clearly keen not to open, to say more than: ‘Yes, of course I will.’

How long had he been worrying about you on those public occasions? How long had he been quietly rescuing you from conversations in which you had lost your way? And when did he start noticing that you had not bought yourself anything new at all for a very long time?

Tempting you out shopping was a trial. You could not be bothered, did not see the point and were not even impressed when I told you we were doing this for Dad, which normally did the trick. Still, I propelled you to the shops at last and we bought a floaty summer dress in which you looked fantastic. I was the one who made you try it on but it was you who chose it in the end. You still knew what you liked and you could never abide granny clothes.

When the night of the dinner came around, Topsy and I laid everything out for you on your bed, made sure you did not forget your lipstick and led you downstairs like a bride. Dad was waiting for you at the bottom. He beamed when he saw you.

That summer, July 2006, we all spent a few days in Iceland. ‘Unforgettable’ days I was going to write, before I remembered that this is one of the most useless words in the language and that anything can be forgotten, even, as you know, that holiday, the last occasion our whole family was together on this earth.

You and Dad, with your children and our partners and offspring, joined a mass pilgrimage to the old estate of Laxamýri in the north, which my grandmother Ingibjörg’s branch of the clan had owned long ago. It was the kind of hearty reunion in which Icelanders specialise, bringing together scores of relatives whose common ancestors had once lived and toiled on this fertile stretch of farmland.

My father revelled in his role as clan patriarch. He looked thin and not very robust but immoderately joyful to be here where his family story began. Radiant with satisfaction, he walked along the lupin-fringed path to the waterfalls in the company of nine jostling grandchildren and 160 assorted kinsfolk, pointing out the harlequin ducks in their exotic plumage and the blue mountains still laced with snow.

Six months before you were parted, that is how I like to remember the two of you: Magnus the saga man, squinting into the sun on a summer’s afternoon on the farmlands of Laxamýri, with a breeze ruffling his hair and you at his side, happy.
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O’ Mice and Men

Robert Burns, ‘To a Mouse’



There is no way of opening up a living brain to study Alzheimer’s disease. Which is why every question I ask of the scientists who are trying to figure out where and why memories go, and how we stop it happening, seems to lead in the end to mice. Possible cures, hopeful stabs at vaccines, the latest theory for which someone somewhere has managed to land a research grant – sooner or later they all have to be tried out on a mouse.

My father used to call us children his ‘mice’, which has long given me fond, sisterly feelings for the species. As you know, Mum, if I had to wish dementia on any living creature it would emphatically not be a mouse. But sometimes needs must.

In the natural course of life mice don’t get Alzheimer’s, but they can be genetically engineered to develop a disease similar to it and lose their memory. Among their more promising research activities has been aiding the development of a vaccine, testing out a decoy drug and drinking vast quantities of coffee.

First it had to be established that mice do have a memory. In the 1980s neurologist Professor Richard Morris devised an ingenious water-maze that has since been used in thousands of experiments. A mouse is slipped into a round, high-sided pool of milky water which contains an escape platform hidden a few millimetres below the surface and a number of clearly visible clues, such as coloured shapes. The mouse swims around looking for a way out, until it locates the platform and scrambles to freedom. Every subsequent time it is put in the pool the mouse finds its way out more quickly, which suggests it has learned and remembered where the hidden platform is relative to the visual cues. After enough practice it will swim from any release point straight to the platform.

Richard Morris showed that this mouse is using spatial memory located in the hippocampus, the area vital for making new memories and one of the first to be affected in Alzheimer’s.

Through genetic selection mice can be bred to produce too much amyloid and tau, until there are enough of them with bad memories to experiment with. Those are then given the water-maze test before and after receiving treatment and the effect on their memory measured.

In the 1990s a group of these mice were immunised with injections of beta-amyloid at the age of six weeks. At 13 months all their amyloid deposits had gone, while the brains of untreated mice were still littered with them. Unfortunately the first trial of this vaccine on humans had to be stopped in 2002, when several people trying out the vaccine developed brain inflammation. Scientists are still trying to develop a human vaccine that will avoid this dangerous reaction.

Attacking an earlier stage in the disease process, researchers in St Andrews and Kansas universities have given another set of mice a protein they believe can block the degeneration of a neuron from within by acting as a decoy for the amyloid inside a cell to attach to. After being injected with the decoy, the mice found their way to the hidden platform more easily than before.

In these experiments, and hundreds of others, the fightback against dementia around the world is advancing. At the neurological level it really is like a war, conducted around a three-pronged defence of the neuron. Right inside the cell is the move to protect weak targets. Outside the cell is the battle to stop or reverse the formation of toxic amyloid once it reaches that point. Then, disappointingly far from the real action, are the drugs currently on the market that aim to protect the function of those cells that are left as damage is wreaked around them. This last is the weakest flank, but it does have the honour of being the only one currently on the battlefield at all.

Meanwhile caffeine has joined the field. Researchers in Florida gave a group of elderly mice with impaired memories the equivalent of two cups of coffee in their drinking water every day – also equivalent to fourteen cups of tea or twenty soft drinks – while a control group received their water neat. When the mice were tested again after two months, those which had been given the caffeine performed as well on memory tests and a mousey version of ‘thinking skills’ as mice of the same age without dementia. Those on plain water continued to do poorly. During autopsy the brains of the mice given caffeine showed almost a 50% reduction in levels of beta-amyloid. The caffeine also appeared to suppress inflammatory changes that may be implicated in the over-production of amyloid.

The million-dollar question in all these trials is whether the same effect would be seen in humans. In Florida a team has been monitoring a group of over-sixty-five-year-olds in Tampa and Miami who already suffered mild cognitive impairment, a condition normally expected to lead to full-blown Alzheimer’s in about 15% of cases. Every one of those with higher blood caffeine levels reportedly avoided the onset of Alzheimer’s disease during the years they were being observed.

There is still too much the scientists don’t know here for immoderate excitement. Even so, as the great battle of the brain rages around us, anyone worrying about their own might do worse than raise an espresso or two to those gallant mice on the frontline.
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A man himself must also die

Hávamál (‘The Words of the High One’)


Anna takes me aside one day in October 2006. She says, ‘I think your dad’s failing.’ That word ‘failing’. As soon as she says it I know he is going to die.

They call pancreatic cancer the silent killer because the symptoms are so often put down to something else. In the months since our return from Iceland he had been getting ever more thin and pinched, but we thought we knew why. On a filming trip to the remote island of St Kilda, he was thrown backwards in a motorboat and painfully damaged some ribs. The doctor prescribed paracetamol and stoicism: nothing to be done with ribs, he said. As usual, Dad made no complaint.

Now it is Anna who notices what has eluded his children, dropping in and out, always busy; Anna who spots what you, devoted but cloudy, attached but disengaged, have not. And the moment she puts her disquiet into words, I see too.

I suggest he consults a specialist, and my father agrees with such little demur that I realise he too must have started to wonder. It feels odd to be colluding to sort out his health without you.

You join us at the hospital, though, to receive the results of his scan: a probable tumour in the pancreas with likely spread to the liver. It is ‘worrying’, says the consultant behind the desk, choosing his words with care. My father sits with hands folded, looking, all of a sudden, very small. He is listening intently. Perhaps his heart is thudding, like mine. Perhaps he too is feeling sick. This is the worst it could be.

‘So I’m riddled with the damn things,’ he observes pleasantly.

He bares his arms for blood tests – ‘tumour-spotting’. How could I not have noticed how angular they had become? His wedding ring hangs loose on his finger.

You are sitting beside him, saying little. Not understanding when the doctor says essential fatty acids might be good to boost his system, you leap in to protest that you would never dream of giving him fatty foods. The doctor nods politely.

After the consultation I collect the car and drive to the hospital entrance. You are waiting together at an outside table. Dad is in his raincoat the colour of milky tea, staring straight ahead. He looks unutterably bleak. You spring across to the car and hold the door open for him. A spasm of irritation crosses his face.

‘See,’ he says to me, sotto voce, ‘the kid gloves are out already.’

‘I heard that,’ you say, settling yourself in the back seat.

‘What did you hear?’

You’re laughing. ‘I know what you said.’

And he laughs, too. You two were always able to make each other laugh.

Back at your house, I go and perch on my favourite spot on the radiator in the study, next to his leather armchair.

‘I don’t want to be treated with kid gloves,’ he repeats. ‘I just want to carry on as normally as I can.’

He sits there. Just sits there. What else do you do when you have just been told your life is ending?

Looking straight ahead, I say to him, ‘You knew, didn’t you?’

‘Yes, I knew.’

‘Because of how you were feeling?’

‘Well, you get to know your own body. And as Thor said, you can’t fart against thunder.’

‘Did Thor really say that?’

He laughs. ‘Well, I may have embellished that one.’

Next day I compile a press statement for him. He has had to cancel an appearance at the Cheltenham Literature Festival to talk about his latest book, Fakers, Forgers and Phoneys, and the Gloucestershire news service has released a story on the wires referring to a ‘critical medical emergency’, which has had the phone ringing all morning. I write something to the effect that broadcaster Magnus Magnusson has had to cancel his immediate appointments because of a recent diagnosis of cancer. ‘He is currently undergoing tests and is in good fettle.’

Dad murmurs, ‘Yes, good fettle, I like that.’

‘I had hoped you might have had a little longer to absorb it all.’

‘Oh, I’ve absorbed it. I absorbed it right away. It’s shit. Then you have to get on with it.’

I love him.

The papers next day are full of ‘Magnus Magnusson has cancer’ stories and the phone hardly stops. ‘Who




























































































































A selection of readers’ comments

This is but a short selection of the hundreds of messages received by Sally since the first publication of Where Memories Go. If you’d like to share your dementia story,youcan join our Facebook page at facebook.com/wherememoriesgo or send an email to wherememoriesgo@gmail.com.



‘The experiences described in the book so closely matched the experience my family had with our beloved mother, who also died with dementia, aged 81, in 2008. Mum had always loved music, of all sorts: we soon realised that a CD, or a song, would lift her spirits and bring her back to us in no time at all. She grew up in Mull, and had been part of the Gaelic Choir tradition taking part in the Mods, so anything like that was great; but she also loved Glenn Miller, a memory of when she first met our father shortly after the war. Music is a great gift – and Playlist for Life is a fabulous venture.’

Susan





‘So much of what I read in this amazing account of dementia reminded me of my own mum’s story as she too battled the disease. My mum was a little Welsh lady and poetry and music would just flow from her. People never understood why she was unable to recall really important events in her life, and yet she could finish off a whole poem or a song if I said just one line. Thank you for giving me an understanding of how this all works and for also giving me the reassurance that what I did to enhance mum’s life right up to the end was indeed the right thing to do. Your story has been therapy for our story.’

Nicky



‘Having previously managed care homes, some of which provided specialist care for people with dementia, I would suggest that Where Memories Go should be compulsory reading for all who work with people with dementia, be they doctors, social workers or care workers. It could revolutionise care.’

Richard



‘Thank you for highlighting your (and your family’s) experience with a loved one with dementia. I am a care worker and continually see the struggles that families go through to ensure that their loved one is safe and happy and cared for. I believe everyone in the healthcare sector needs to read this moving and emotive story. The love and compassion you have shown over the years pours out from the page and into me. I will be encouraging others to read your tale. Thank you.’

Emma



‘I’m a mental health nurse by trade, although I’ve had to retire for health reasons. I miss it every day. Reading about the huge part music can playwith dementia sufferers really inspired me, and what a joy to realise a connection can still be made when others fail.’

Michelle



‘Reading your book has inspired me to try and keep both my gran and my mother (they both have dementia) entertained with music, and just in the last two weeks I’ve got them both tapping their feet, and my mother especially swinging her arms at the lovely sound of Mario Lanza.’

Karen



‘Thank you, Sally, for being willing to stick your head above the parapet and criticise the system where it goes wrong, as well as applaud those who do a good job in offering support to vulnerable people and their families. I will commend this book (and already have done so) to everyone I know.’

Derek



‘Sally, I had the privilege of hearing your mum speak at a West Sound Burns Supper about 20 years ago and remember her as an exceptional speaker – extremely articulate and highly amusing. My dad began to show the first signs of dementia when he was only 59 and passed away in 2010 when he was 78, so I completely understand when you say that you hate dementia. The sense of helplessness is beyond words. However I also felt that it reminded me of how amazing the human brain is when it works properly, the difference good nursing care can make and the huge responsibility we have to support those who care for people with dementia and their families.’

Elaine



‘I think this book explains dementia on such a human level that anyone can understand it and relate to it. I am about to start a new job as a Dementia and Delirium Clinical Nurse Specialist and will definitely be recommending Where Memories Go.’

Anne
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