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About the Book

Dementia is a little understood and currently incurable illness, but much can be done to maximise the quality of life for people with the condition. Contented Dementia – by clinical psychologist and bestselling author Oliver James – outlines a groundbreaking and practical method for managing dementia that will allow both sufferer and carer to maintain the highest possible quality of life, throughout every stage of the illness.


A person with dementia will experience random and increasingly frequent memory blanks relating to recent events. Feelings, however, remain intact, as do memories of past events and both can be used in a special way to substitute for more recent information that has been lost. The SPECAL method (Specialized Early Care for Alzheimer's) outlined in this book works by creating links between past memories and the routine activities of daily life in the present.


Drawing on real-life examples and user-friendly tried-and-tested methods, Contented Dementia provides essential information and guidance for carers, relatives and professionals.


About the Author

Oliver James trained and practised as a clinical child psychologist and, since 1988, has worked as a writer, journalist, broadcaster and television documentary producer and presenter. He is a trustee of the Alzheimer's charity, SPECAL and lives in Oxfordshire with his wife and two small children.
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Praise for Contented Dementia

‘reveals how a revolutionary new way of treating dementia brings amazing benefits for patients and carers alike … This is no clever-dick philosophising’

Guardian

‘an indispensable handbook for anyone coping with the effects of dementia and who wants to keep a sufferer as happy as is humanly possible … can give a dementia patient a profound sense of wellbeing, along with a blissful lack of awareness of all the things that they can no longer do … halts the emotional shutdown’

Daily Express

‘explains a revolutionary way to care for dementia patients … tender techniques that can ease absent minds’

Telegraph

‘I found myself weeping … offers a loving and accepting way of interacting with people in this state … It’s an important book for carers and people with more advanced dementia and the advice is also relevant for earlier stages … could make life easier and gentler for everyone involved’

You magazine

‘takes the reader into the world of the self, and the way the disease strips away the memory, dignity, and hope … [James] shows that dementia need not be a nightmare of frustration and embarrassment … The book is a radical plea to move beyond an approach that is dependent on medicine and leaves people befuddled and doped’

Church Times

‘aimed at helping patients and carers manage the distressing and debilitating effects of dementia … [it’s] remarkably simple … The resulting well-being can last a lifetime’

Yours magazine
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To Dorothy


An Open Letter from Penelope Garner, Inventor of the Method Described in this Book, for Readers who have been Diagnosed as Having Dementia

Dear Reader,

If you have been diagnosed with dementia and have picked up this book, this is a letter specially for you.

You are the expert in a most extraordinary subject – dementia. Your memory is behaving quite strangely and letting you down. You know what it’s like to be slightly out of step in a way that is sometimes difficult to describe.

This book is designed for other people to learn what you already know, so that they can help rather than hinder your progress through life.

Here, below, are a few tips specially for you. Stick to these, and you can safely leave everything else in the hands of the person you trust most.



	From now on please don’t worry about the future – stay with what you already know and love.

	Appoint the person you most trust as your advocate – and ask them to read this book while you get on with your life.

	Forget all about the diagnosis – you’re very good at forgetting now, so use this skill to forget about dementia and get on with enjoying your life once more.





If you take these tips to heart you have nothing to fear. Be confident, go with the flow and leave all the work to someone else.

With Very Best Wishes,

Penelope Garner


Introduction

The idea of dementia sends a chill down the spine, like no other ailment.

Media coverage is uniformly pessimistic. Dramas and documentaries on television depict a gradual disintegration into non-existence; the press chronicles horror stories. Alas, this only reflects the reality of most sufferers and their carers. As the first slips of short-term memory begin to be undeniable and unmistakable, an emotional Hades beckons, because at present there is no cure and the conventional management of the illness holds out no hope of well-being. When Terry Pratchett, Britain’s bestselling fiction writer, recently gave a press conference to announce he is in the early stages of the illness at the young age of 59, he said he envied his father’s death through cancer. To him, Alzheimer’s was ‘like stripping away your living self a bit at a time … a nasty disease, surrounded by shadows and small, largely unseen tragedies’.

Until I met my mother-in-law, Penny Garner, I would have assumed the same. Today, I know that the disability created by dementia does not have to be hellish, that it truly is possible to create well-being for the rest of the person’s life, if you use her method for managing it.

Penny was a Cotswold housewife without a university degree when she got started, nearly twenty years ago. The inspiration was the dementia of her mother, Dorothy. This single case taught her all the fundamental skills she needed. She went on to develop them working with older people at the community hospital in Burford, Oxfordshire, initially as an Alzheimer’s Society helper. Through painstaking observation of what helped and what distressed the patients, she put the pieces of her theory together and turned them into a unique practice. In 1997, the work of SPECAL was described by the Alzheimer’s Society as ‘a very impressive demonstration of person-centred care’ and ‘a unique service with a model emphasis on highly individualised, person-centred care’.1 In 1999, its effectiveness was verified and commended by a Royal College of Nursing evaluation.2 When the National Health Service sought to sell Burford Hospital in 2002, Penny persuaded a benefactor to provide the funds which enabled her charity SPECAL (Specialized Early Care for Alzheimer’s) to buy the hospital site so that her work could continue. Today, SPECAL is an internationally admired centre of excellence.

Over a period of a year, I observed Penny teaching her method to carers and professionals, and I interviewed her extensively. This book is an attempt to make the SPECAL method available to anyone who cares for a person with dementia. In particular, I hope it helps their spouses, partners, offspring and siblings, some of whom will be full-time, live-in carers, others orchestrating care from a distance. Whatever your precise role, you will probably feel foreboding, despair and exhaustion. Worst of all you may feel you have suffered a bereavement: the person you once knew does not seem to be there any more. But I hope that by the end of the book you will see that, however advanced the illness, the real person who means so much to you is still there. This is Penny’s revelation: that a great deal of the mind and emotional self of the person with dementia is still functioning as well as it ever did.

PENNY’S METHOD IN A NUTSHELL

Penny’s single most important point is that the only difference between the person with dementia today and the person you used to know is a single disability: they can no longer store new information efficiently. All their difficulties and your problems in dealing with them derive from this fact. As you will see in Chapters 4–6, if you cease requiring them to store new information when communicating with them, a great many of the problems will disappear. To do so, you merely have to obey Penny’s three commandments:

1. Don’t ask questions.

2. Learn from them as the experts on their disability.

3. Always agree with everything they say, never interrupting them.

This entails replacing the common sense way we normally communicate with what Penny calls SPECALSENSE.

SPECALSENSE provides a rich vein of alternatives based on her second great discovery: memories from long ago are still there, largely undamaged and intact. Recent scientific studies using advanced brain imaging techniques3 have proven what Penny has been saying for 20 years: that old memories in people with dementia are often untouched by the illness. Once you grasp this fact, not only does it greatly clarify much of what the person with dementia says and does, it also provides a key with which to unlock their isolation and ill-being. As you will see in Chapters 7–9, it enables you to help them to make sense of their surroundings and to actually enjoy their life: to permanently occupy a state of contented dementia.

In plain language, people with dementia are often using past experiences to make sense of the present, and the SPECAL method makes a virtue of this. In the absence of the new information which they have not been storing, they naturally search for past situations to provide them with a context, to indicate what the hell is going on – the fundamentals that the rest of us completely take for granted, such as: Who are these people around me? Where is this place? What is it? In the absence of recently stored clues, in a roomful of people they may look to the past and conclude that they are in an airport lounge waiting for an aeroplane. If they are at a loose end at home and have always enjoyed gardening or crosswords or Bridge or golf, they may decide that this is what they were about to do, even though their carer considers them long since incapable of such activities. So long as they are appropriately supported in their perception of what is happening, they can find themselves living as happily as they ever did. But that does not mean they will be consigned to a permanent time warp. If Penny’s techniques are employed, they do not lose track completely of present-day reality as experienced by the rest of us. It is possible to help them to connect their historically based way of perceiving situations with the necessary tasks of everyday living, like eating, going to the loo and sleeping. In a phrase, Penny’s method ‘makes a present of the past’.

Eventually, in most cases, it becomes essential to move the person to a nursing home for their own benefit (explained in Part Three). This is not fatalism but realism. It does not signify the end of your relationship. On the contrary, it signals a wise investment in your loved one’s future and the basis for continuing togetherness. At this stage, it is in their best interests to be with their peers, so long as they are assisted by informed carers working on a rota system. Thankfully, it is eminently feasible to transfer the SPECAL package developed at home to the nursing home, making the job of the staff much easier.

For this book is not only intended for relatives who are carers. Anyone who has regular contact with a person with dementia at any stage of the illness should benefit. There are numerous professionals who do so, from GPs to community psychiatric nurses to carers working in nursing homes. These latter should find this book especially helpful, since responding to people with dementia is one of their main daily tasks. Several hundred such professionals, together with volunteers, have already found SPECAL training of inestimable value. Professionals encountering the SPECAL method for the first time may feel that it represents an unrealistic amount of work, given their already large caseload. Yet the reality is that so much can be achieved by the family working with their one person with dementia, supported by a SPECAL-aware professional.

This is not in any way to decry the work of the millions of people around the country who support people with dementia and are unaware of the SPECAL method. All carers should access the impressive support services to be found at local level.4 The Alzheimer’s Society, Age Concern, Help the Aged and other charities provide crucial and invaluable advice on how to obtain practical support – from accessing funding for nursing help, to provision of transport, to obtaining meals on wheels. As soon as a diagnosis has been obtained, it is vital that carers make contact with these organisations and get all the logistical back-up they can. What Penny’s method confers on top of this is sustainable well-being for both the person with dementia and their carer.

The management method, beginning with basic principles and extending to specific skills and techniques, will be needed by any carer who wishes to help rather than hinder a person with a progressive irreversible dementia as they struggle to make sense of their life. SPECAL offers a particular cocktail of ingredients chosen to suit the condition, and to compensate for the disability. In the relatively early stage of dementia, where there is comparatively little disability, little compensation will be required. If the cocktail is prepared early, it will be ready on tap as more is needed later on. The earlier it is introduced, the easier the fit with the routines of everyday life. In almost all cases where dementia has been diagnosed, the problems are already advancing and the SPECAL method is your best chance of nurturing lifelong well-being. It is extremely common for family members to be unaware of the extent to which the person with dementia is disabled. People with dementia get highly skilled at concealing the situation they face, whilst being only too painfully aware of its existence. The sooner that the family engages with the SPECAL method, the better it will be in terms of the quality of life for all concerned, and the greater the likelihood of sustaining well-being through the rest of the person’s life.

WHAT IS DEMENTIA?

The commonest dementia, known as Alzheimer’s, affects 4 per cent of all retired people and a fifth of over-85s – about 700,000 Britons. The word dementia derives from the Latin words dis, meaning ‘away from’, and mens, meaning ‘mind’. First used in the 18th century, it referred to mental deterioration and idiocy caused by the death of brain tissues. In practice, dementia is really just a word for depleted mental functioning, like memory loss or short attention span, particularly common in the elderly. While it can have several causes, such as burst blood vessels (i.e., strokes) it was not until the beginning of the twentieth century that a German neurologist, Alois Alzheimer, discovered the specific brain damage that now bears his name. Conducting an autopsy, he identified a particular pattern of neuronal tangling and degeneration.

The deficits in psychological functioning that are deemed symptoms of dementia are commonly listed as: memory loss, short attention span, disorientation, impaired judgement, illogical thinking, incapacity for abstract thought, emotional responses that seem inappropriate and incapacity to perform the activities of everyday life. All of these are associated with ageing generally, but in Alzheimer’s and other dementias the decline in functioning is much more rapid.

Whereas people who have suffered strokes can recover, sometimes completely, there is no cure for Alzheimer’s, nor any sign of one. At best, the drugs that have been developed to reduce the symptoms work only for a limited number of sufferers, and then just briefly. Management of the disease is already a huge problem for everyone concerned – sufferers, relatives, the health and social services – and it is set to become an ever-greater one as the elderly become an increasingly large proportion of the population. That is what makes Penny’s method of such momentous importance. It is the only one that can legitimately offer a real chance of sustained well-being.

Initially, the best way to explain what Penny has discovered is through her personal experience. So Part One starts with Dorothy’s story, from which all the basic SPECAL theories and practices developed. Part Two is wholly practical: it provides a manual for putting the theory into practice, a systematic set of techniques for delivering well-being.5 Part Three completes the exposition of wraparound care by explaining how to transfer it into a nursing home.

Quite rightly, the British treat the hyperbolic claims of most self-help books with the scepticism that they deserve. Nonetheless, I am going to make one of those bloated-sounding claims: after you have read this book and put it into practice, it really will transform for the better the well-being of both you and the person for whom you care. You must be the judge of whether I am right and there is only one way to find out: get reading!

1 John, J., and Pride, L., 1997, ‘SPECAL Project Care Service Review’, Care Consortium Alzheimer’s Disease Society.

2 Pritchard, E.J. and Dewing, J., 1999, ‘A Multi-Method Evaluation of the SPECAL Service for People with Dementia’ (RCNI Report No.19), Oxford: Royal College of Nursing Institute.

3 For recent scientific papers illustrating this point, see Fleischman, D. A. et al, 2005, ‘Implicit Memory and Alzheimer’s Disease Neuropathology’, Brain, 128, pp. 2006–15; and Golby, A., 2005, ‘Memory Encoding in Alzheimer’s Disease: an fMRI Study of Explicity and Implicit Memory’, Brain, 128, pp. 773–87.

4 Policies differ across all four countries within the UK and compared with the Republic of Ireland in regards to statutory benefits and the assessment and funding of continuing or long-term care, so I have kept mention of specific policies to a minimum.

5 There is support available for readers who are struggling with any aspect of the method at www.specal.co.uk. See also www.oliver-james-books.com for further details of relevant work by me. For readers who do not have access to the internet, written communications can be sent to: The SPECAL Centre, Sheep Street, Burford OX18 4LS.


Part One

MAKING SENSE OF DEMENTIA
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CHAPTER ONE

Dorothy’s Story

DOROTHY JOHNSON WAS 59 years old when she first noticed insidious changes in her memory, which had been infallible up to then. As an accomplished and competitive Bridge player, she began to experience ‘blips’ in her sequencing skills at critical points in the game. She would lose track of one significant card and fail to complete strategies that normally would have been guaranteed.

When she mentioned this to her family, she was told that she was taking the game too seriously, but she noticed other problems. She had always maintained a casual approach to the whereabouts of her spectacles, purse, keys or handbag at any particular time. For years it had been a family joke that when it was time to leave the house she would dash to gather these together only at the last minute. But there came a sinister development in this familiar pattern: on occasion she had trouble making any sort of informed guess as to where her handbag might be. She became increasingly convinced that there was something wrong: a brain tumour, perhaps? This suggestion was gently dismissed by the family, who saw only an exaggeration of well-established characteristic traits.

Her husband, Sam, was a distinguished GP. As time passed, he picked up significant signs of memory change. However, he excluded the possibility of an acute condition and openly discouraged any medical investigation. He knew only too well the limitations of what medicine had to offer, but Dorothy persisted that something untoward was going on. Sam reluctantly yielded to her requests for a brain scan and this revealed evidence of substantial, irreversible brain atrophy. In an attempt to protect her from distress, she was not told about this. Rather, she was informed there was no brain tumour and exhorted to make more effort with her memory in future. ‘In that case I must be going dotty,’ she concluded.

‘Nonsense!’ came the swift reply from Sam, ‘You must just make more effort, that’s all.’

He continued to dismiss her concerns, extolling the virtues of various memory aids. Dorothy gamely tried to write everything down but one day sadly enquired of her daughter Penny Garner, ‘What is the point of writing lists if I can’t remember to read them?’ In the car one day, she turned to Penny and said, out of the blue, ‘If I turn into one of those dotty old women, you must promise you will put me in a home!’ Penny laughed, wondering what on earth she was talking about, but her mother persevered and sounded totally serious, as if it was the single most important request she had made in her life. ‘Please promise me. I mean it. You simply must. If I turn into a dotty old woman it will make no sense to leave me at home to interfere with everyone else’s life. Put me in a home. I shall be fine, I promise you.’ Eventually she extracted a promise from her rather nonplussed daughter and they went on their way to the beach.

Penny was to return to that conversation many times but it was not for several years that she noticed her mother was less able to give the sort of in-depth advice that had been such a feature of their relationship. She simply could not cope with too many details and although hard to separate from her usual patterns, other changes were also taking place. Food shopping had never interested her, unless for a special occasion. Now, endless trips to the shops were required, as each time she returned home without at least one important item she had intended to buy. Never one to exult in domestic tasks, her lack of application to running the home was nonetheless becoming much more pronounced. When the trusty cleaning lady, Mildred, left because of her own family commitments it was soon apparent that Mildred had been protecting Dorothy in many small but significant ways.

Things started to verge on the chaotic. Telephone messages were not relayed – an unheard of occurrence until then – and Sam’s medical practice was suffering. Eventually, he announced that he would take early retirement, a decision that horrified Dorothy. She insisted privately to Penny that this would result in a disastrous loss of self-esteem for him. He talked privately to Penny of moving to a smaller, more manageable house. Dorothy was aghast. Surely they had always said they would never move? Dorothy told Penny that she would not be able to cope with the interference of Sam organising the domestic scene if he retired and they moved. Penny talked to each parent in turn, again and again, over several months, and was confused herself as to which one to listen to, which way to turn.

Then Dorothy’s GP sent for Penny without telling Sam and delivered a bombshell: that for some years Dorothy had been suffering from a progressive, irreversible form of dementia. The GP told Penny that Sam was fully aware of this but refused to discuss it with anyone. Dementia was not a medical but a management problem. Dorothy was losing her memory, bit by bit, and eventually would lose it entirely. ‘We need our memory for everything,’ he said. ‘Eventually she will forget how to walk, to talk, to eat, and, in the final stages, to breathe.’ A silent revolt surged up in Penny: surely there was something that someone could do about it? Then she realized he had not finished. He was adding several other statements which remain etched on Penny’s mind to this day: a house move at this stage would be disastrous; it was imperative that she remained where she was until full nursing care was needed, which it undoubtedly would be, but not yet; successful management lay in avoiding confrontation at all times and minimising change to familiar routines.

Penny was stunned by this stark portrait of a situation whose existence, until that moment, she had barely glimpsed, let alone understood. She was reeling with shock about the future and certainly didn’t see how she would ever be able to stop her father making the move he was so determined upon. How could she persuade Sam to change his decision without a huge confrontation? It so happened that a tiny cottage had just come on the market only 150 yards down the lane. At least this proximity would preserve a few of Dorothy’s daily routines, like walking to the shops, and might leave her some independence from Sam. The cottage proved an acceptable compromise to both parents.

Further advice from the GP followed: Penny should study the movement of a crab, which only moves forward by moving sideways. She must learn to move in that way, not confronting Dorothy with her own dementia, and never challenging her decisions head-on. Dorothy’s confidence was the key. The past should be celebrated, not mourned.

After the move from the family home to the cottage occurred, Penny set about following the advice she had been given, to the letter. She made the best of today, but kept to everything she knew Dorothy enjoyed from long ago and limited anything new to a minimum. Dorothy was her old self for much of the time whenever Penny visited, although Penny was on several occasions left gasping at the enormity of some of her mother’s casual remarks. Dorothy said to her one day, ‘Isn’t it funny? I only ever lose my memory with Daddy. I have no problem at all with anyone else!’ Another time, they were standing in the kitchen making mugs of tea. Penny had added the milk and handed Dorothy the milk bottle to replace in the fridge while she carried the tray of tea next door. When Dorothy failed to arrive in the sitting room, Penny popped back to the kitchen. She caught sight of Dorothy contemplating the milk bottle in complete puzzlement. Catching sight of Penny she said, ‘Oh, thank goodness you’re here! Could you just give me a clue? What am I doing with this?’ With Dorothy’s help, Penny was beginning to get the hang of what dementia was about.

Together, Penny and Dorothy had a series of adventures, each more zany than the last. On a day out shopping in London, Dorothy decided she’d like a new skirt. In those days the shop assistant used to hover helpfully in the changing room to assist the customer as they tried everything on. As Dorothy slipped off her own skirt to try on the selection of new possibilities, she revealed a second skirt underneath. The expression on the shop assistant’s face was priceless. Both skirts were removed without comment and every other one tried on. When Dorothy selected one of her own skirts as the most suitable new one to buy, the shop assistant gulped and Penny beamed, ‘Such a good choice – the least expensive of them all.’ Dorothy was delighted at the news and promptly put it on. The second of her own skirts also proved helpful, as Penny prevailed upon the baffled assistant to place it in a carrier bag as their new purchase. They left happily discussing how satisfactory it was to pick up a real bargain.

Life with Dorothy was often like living in Alice’s Wonderland and Penny would not have missed it for the world. She discovered that one or two routines could be repeated again and again, because Dorothy never seemed to tire of what she enjoyed. The frequent repetition did not bother her. Provided she felt secure, she was able to make her own sense of any situation and then it was just a case of Penny making sure that no one else interfered. Penny herself developed a complete indifference to what other people thought, as long as her mother remained happy. She noticed that when waiting somewhere, such as in the supermarket checkout queue, Dorothy assumed they were at the airport in the duty-free lounge and about to embark on an exciting journey. Provided no one tried to put her straight, they progressed along splendidly, almost without a hitch. Using the ludicrously simple tactic of agreeing with everything Dorothy said worked like a charm and anything else was disastrous. Together, she and Penny lived a happy shambles.

Sam, on the other hand, organised everything in the cottage with military precision and now that he was retired, he devoted his full energy to it. A perfectionist, he could hoover faster and more adroitly than anyone else, so long as no one got in the way. Depending on whose point of view you accepted, Dorothy managed to get in the way incessantly – or was it the hoovering that got in her way? Sam found it virtually impossible to see her perspective on anything. Why pack a suitcase for a flight you aren’t taking? He just couldn’t get the hang of living with someone with dementia at all.

Dorothy was no longer allowed to drive and her car was sold. Her bank account was closed. She was handed small amounts of pocket money each week by Sam, something that perplexed and annoyed her, and she, in turn, perplexed and annoyed him. The examples of their mutual confusion became depressingly repetitive. Whenever Penny visited, Dorothy explained that she felt completely trapped. Living alone with what appeared to her to be a deranged companion, a volatile situation developed as their lives gradually fell apart.

She was hesitant on the telephone when golf and Bridge friends rang up, usually confused about which was which. Gradually they all gave up. Sam discouraged anyone from dropping in and the old friends began to fade away. With Dorothy now in the cottage all the time, Sam found himself just as trapped as she. The mirroring of each other’s situation was truly dreadful. In desperation, Sam became friendly with a new neighbour who felt she must do something to help. Unlike Dorothy, she played neither golf nor Bridge, but kindly offered to take Dorothy to visit some of her own friends for tea while Sam had an afternoon off. As far as Dorothy was concerned, no one there had anything in common with her, and with profound good sense and impeccable manners she politely left within five minutes of arriving. She was promptly recaptured and led back inside by the anxious volunteer neighbour, offered some more tea that she declined, again politely, and again asked to be allowed to leave. And so it went on, week after week, as the neighbour desperately tried to be helpful to Sam, who in the end kept Dorothy at home all the time, refusing to let her go out at all.

Help arrived in the form of Mildred, the much-loved helper from the past who was now persuaded to return to work part-time. As long as Mildred was present in the cottage, there were relatively few problems but she could do nothing about all the other hours of the week when she was not there. Dorothy went down with a severe attack of trigeminal shingles, spent a week in a huge general hospital and on her return home was more at sea than ever. Various drugs were introduced to try and control the situation but Sam soon agreed with the GP that these all made her general condition worse. He said to Penny one day, with tears in his eyes, ‘What on earth can I do? I wasn’t trained to fail.’

An old friend from Sam’s medical days kept in touch. One day the friend rang Penny privately to say he felt that the situation was becoming volatile and potentially quite dangerous. He felt strongly that she should consider moving Dorothy out. Penny was appalled. Then she remembered her promise to her mother all that time ago, to be sure to put her into a home if she ever turned into a ‘dotty old woman’. Was she dotty? In a way, yes; in another way, definitely not. What would she have had to say, if only Penny could have asked her? What would she want? Suddenly there was no question. Dorothy had given Penny explicit instructions to do whatever needed doing, indeed Penny had promised to ‘do the sensible thing’. With a heavy heart, privately acknowledging that she had Dorothy’s consent and accompanied by a curious sense of purpose, Penny began quietly to explore what alternatives there might be to the cottage.

Mildred was deeply concerned at the idea of uprooting Dorothy to somewhere new but agreed a nursing home near Penny’s house was the least worst option. Sam could visit Dorothy when he came to stay with Penny. She then tackled Sam about a plan she and Mildred were making for ‘separate holidays’ for them both.

Penny visited various possible homes willing to countenance confused clients and did her best to erase the details of each from her mind as she drove hurriedly away, in one case moments after entering the front door. Each seemed more indigestible than the last and she could not imagine Dorothy in any of them. Then a friend took Penny to have tea with her grandmother who had moved into a nursing home and seemed to be very happy. The grandmother reminded Penny greatly of her mother: elegant and charming. It was like a genteel, convalescent hotel with flowers in the entrance hall, a properly laid out tea trolley with a selection of sandwiches and cakes. Penny asked to meet the matron, who seemed entirely preoccupied with her ability to pay the fees and her mother’s bathroom habits, something that Penny had never considered in such detail before. ‘Is she incontinent? I must make it clear that we don’t take anyone incontinent here.’ Penny hastened to reassure her that Dorothy was fine, incontinence-wise. A bed was almost immediately available, no further questions were asked and within days Penny arrived with Dorothy and her suitcase. Dorothy was swept away by a member of staff. Penny tried to convey a few handy tips about what made her mother tick, but found herself politely ushered out. She went home with fingers firmly crossed and longing to know what was happening.

After three days the matron telephoned. ‘Will you kindly come at once! You must remove your mother immediately. How soon can you be here?’ Dropping children in every direction, Penny was at the nursing home an hour later, facing the white-faced matron at her desk in the office. ‘Your mother is a wanderer!’ she declared accusingly. ‘Why did you not tell us? You must remove her at once!’ Penny asked falteringly what she meant. The matron tersely explained that Dorothy had started exhibiting many instances of unacceptable behaviour within minutes of her arrival, including leaving her chair during tea. Apparently Dorothy had slipped out of the door while no one was looking and had set off down the drive. When recaptured by a member of staff coming on duty, Dorothy had explained that she was ‘going shopping’. The matron had personally taken time to explain to Dorothy that there were no shops in the vicinity and that she must remain in her seat at all times. Dorothy deliberately flouted instructions, setting off again several times and always with the same explanation when recaptured. She was going shopping. The matron explained in a starched voice that people like her mother were ‘wanderers’ and had no place in nursing homes. Where, then, Penny asked nervously, did they belong? The matron gave her a pitying look, wrote out a few words on a piece of scrap paper and passed it across the desk. As she did so she rang a bell and ordered Dorothy and her luggage to be sent down to the front hall. Penny stuffed the scrap of paper in her pocket as she was frogmarched along to wait for her. Dorothy eventually arrived, looking somewhat perplexed, and mother and daughter set off for home where Dorothy resumed life with an ever more exhausted Sam.

Penny and Mildred between them restored some sort of equilibrium to the household and Penny returned to her own home over a hundred miles away. She checked the scrap of paper and was relieved to find the address she had been given was nearby. It turned out to be a large-ish country house with various makeshift extensions, for the most part consisting of corrugated plastic and with an atmosphere reminiscent of Fawlty Towers. She was ushered into a tiny office where she found, sitting behind a desk piled precariously high with papers, an eccentric character referred to with some reverence as ‘The Professor’ by the staff. He greeted her with a keenly observant look. ‘Welcome!’ he said, with obvious delight at the sight of a new arrival in his office, ‘And what can we do for you?’ Over the next half hour they chatted about her plight and his life’s work, and how the two might come together to their mutual advantage.

During the course of the conversation there was a constant stream of visitors popping their heads around the door seeking information. A nurse in search of a missing bishop, a postman delivering what appeared to be paper napkins and an opera singer who had lost all her teeth and most of her clothes. All were greeted with politeness and deference by The Professor, and seemed happy with various explanations that Penny found obscure. The distinction between patients and staff was curiously blurred. She asked what happened to ‘wanderers’ here. She was immediately assured that the staff were under strict instructions to allow every new resident to do exactly what they wanted for the first three days and nights following their arrival at the home. If they wanted baths in the middle of the night, or meals every five minutes, or walks to the next county, their wish was never denied. After the first 72 hours of unconditional acceptance of whatever they wished to do, no one was ever a bit of trouble again. It was a time-honoured ritual that he had learned paid off in a remarkable way.

Dorothy moved in the following week. Penny was encouraged to drop in at any time of the day or night. Dorothy spent the first few days mainly in and out of the kitchen and the office, checking that the cook was happy, that the laundry was sorted and that proper travel arrangements were in place for her impending departure. Her enquiries were treated with respect and she graciously accepted the expressions of thanks that flowed from the staff. Gradually she moved about less, although she maintained an interest in the activities of the kitchen. Penny would arrive as inconspicuously as possible, in order to catch a fly-on-the-wall glimpse of her mother’s life in the home. Dorothy was usually contentedly busy, but would stop for a cup of tea if encouraged by the staff. She and Penny would sit alongside each other in the residents’ lounge, a crowded, dingy room with torn lino on the floor, surrounded by people in varying states of animation and decrepitude. Dorothy would talk in an excited way about travel arrangements and as they discussed possible scenarios, Penny would begin to see the room through her eyes. At times, it was an overcrowded airport departure lounge and their companions were fellow tour members; at others, it was a large party of friends that Dorothy was attentively hosting; on another, it was a medical convention which was clearly boring her rigid.

Over the next four years Dorothy’s mental prowess declined. As her English vocabulary became increasingly vague she used French words instead, having lived in France as a child. She and a Moroccan cleaner at the home exchanged pleasantries right up to the end of her life, based on a few simple, shared phrases which eventually turned into friendly nods and a wave of the hand.

When she visited, Penny made it a rule to stay only long enough to find out whether life was acceptable. It seemed crucial to ask the question, ‘Is everything all right, Mum?’ and to receive the flickering, reassuring nod in response. The process of making sufficient contact to obtain an answer was like fiddling with a faulty electric plug that would only connect to the mains socket in a random, intermittent way. The fiddling had to be done by reaching out with the eyes, quietly murmuring and touching her mother’s hand as if there were all the time in the world. Sometimes Penny fiddled for hours and at others it only took a moment or two to make the connection. Sooner or later Dorothy would give the all-important ‘I’m okay’ nod, even if in later life this was only with the eyes. The sense of relaxation as they engaged was palpable. Penny would sit back in her chair while Dorothy resumed her former activity, whatever that might have been. In the early years at the home that would involve pottering off to the kitchen to supervise. In later years Dorothy would resume a gentle doze in her chair. Penny would take the opportunity to slip quietly away, seeking out a member of staff to watch over Dorothy as she left.

One day, however, Penny ran into a real problem. She had been at the home for hours, sitting alongside Dorothy, fiddling, as it were, with the plug, without getting any response. It was time for her to pick the children up from school. Without the reassurance that all was well, she felt she could not leave and did the only thing she could think of. She telephoned a friend to pick up the children so she could stay. Observing her carefully throughout the evening, it eventually became clear that Dorothy had a throat infection and was running a temperature. Penny discussed the situation with the staff and Dorothy was put on a course of antibiotics, tucked up in bed and was soon on the road to recovery. Penny realised her mother had communicated in the only way she could: by withholding communication altogether.

This situation repeated itself on three further occasions over the next few years, and each time Penny was able to establish that Dorothy was physically unwell. By remaining by her side, Penny had the luxury of open-ended time in which to pick up further clues as to what precisely was wrong.

Otherwise, Penny was unfailingly rewarded with a connection, however brief, which made clear that Dorothy was fundamentally okay. Very occasionally, she would reveal startlingly longer moments of lucidity, as if to remind Penny that she could take nothing for granted about her apparent state of cognitive decline. It was as if, while appearing to doze, she had actually been listening all the time.

There were several chaotic incidents in the nursing home as Dorothy settled in, including the day when she created a new system of storage in the linen cupboard. Each episode was greeted with politeness from the staff and Dorothy sailed serenely on. It was truly an eccentric place. The clothes the residents wore were unusual and often remarkably few. Penny became quite used to seeing Dorothy in an unaccustomed combination of items, rarely her own, and all had suffered the dire consequences of the antiquated and unreliable laundry system. Any stockings – and sometimes several – were invariably around her ankles and her hair was in
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