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            Foreword

         

         Since being diagnosed in 2010 with young-onset Alzheimer’s disease, I have read very many books on the subject, using the adage that for me information is power, in this case over ‘Dr Alzheimer’ who resides inside my brain and from time to time causes some considerable mischief. Books I read in the early days were either focused on academics or on carers, and if a lay person wrote a foreword or preface it was usually a carer – most often one who had recently sadly lost their loved one after a traumatic end of life. Increasingly, with earlier and more accurate diagnosis, and with better post-diagnostic support and interventions, the voice of people like me is now being heard. Moving this forward, what we need are more and better examples of co-production and professionals writing with real insight and sensitivity, and that is what we have, I am delighted to say, within this book.

         The ‘D’ Word presents two distinct yet entwined perspectives on what dementia entails for those living with the condition from two professionals who seek to deliver person-centred care. Noel clearly explains the science with insight and personal experience in order to help readers navigate their way without losing sight of the fact it is people who are at the centre of the issue, not statistics, numbers, service users, carers or patients. Alongside this, Mary draws from, and comments upon, a wealth of experience largely in the ‘third sector’ (voluntary/unpaid) which is increasingly being called upon to support people affected by dementia after diagnosis through a range of interventions.

         I have known Noel for a little more than four years. We first met at a conference for the British Psychological Society and the Alzheimer’s Society, and I was taken by his approach to de-mystifying the medical science around dementia and to challenging some widely held views by some of his colleagues in psychiatry. Following this we served together for two years on the Executive Committee of the Faculty for the Psychiatry of Old Age, where he helped a mere mortal like me to make some hopefully useful contributions. When he shared the thoughts about writing a book and for me to be involved he resisted the trap that many fall into by way of sending me a few samples to read and then write about. Noel actually came to my house and met with me to discuss the concept and contents of the book when it was still being written. He asked for my thoughts and advice and over a glass of Aussie red some lively conversation was conducted between us. Then, when the book was in draft, it was left to me how much I wanted to receive and how it could be best sent to me – paper rather than electronic so I could read it and annotate the text. Noel did all of this. I share this with you, the reader, because what I have described is very rare, and should not be; I am therefore delighted to share some thoughts on what will be a fundamental text in the library of books available on dementia.

         At first, the choice of the title, The ‘D’ Word, puzzled, concerned and challenged me as I would not want people to refrain from using the word dementia in the way that people have shifted from using ‘the C word’ to talking openly about cancer. But then I know too well there are many people who are either service providers or service users who still fear the stigma which is so often attached to dementia and who use words like ‘memory problem’ to avoid its use. I do hope that this book will go some way to helping address this.

         Seldom does a week pass that dementia fails to appear in the national media, usually with a headline around a so-called wonder drug or the failures of our care system. Consequently, it is not surprising that dementia is regarded as the most feared health condition in the over-40 demographic. This book examines in depth factors around this and goes on to state that this need not be the case if understanding, compassion and appropriate care and support are available to people. I know from lived experience that living well with dementia is a double-edged sword, something to strive for and encourage while also being aware that it is not always possible and that then the emotional and psychological consequences of feeling that one is failing are often substantial. One lives with dementia and those closest to us live with us and what the condition brings with it. Everyone is different and this in a way makes the medical model, where symptoms and treatments can be prescribed or carried out to restore one’s health, less successful in connection to dementia. In this book the authors have critically examined the medical and care aspects of dementia alongside a comprehensive analysis of what has justifiably been called the biggest challenge to health and social care in this country, and beyond.

         To close, I absolutely commend The ‘D’ Word to you whether you are a professional working with those of us who are affected by dementia, a person with the condition or someone who cares for us, or someone who at the moment is looking in from the outside. There is something within this book to support, inform, challenge and then inspire you all.

         
             

         

         Keith Oliver

         Kent & Medway NHS Trust Service User Dementia Envoy Alzheimer’s Society Ambassador

      

   


   
      
         

            Preface

         

         In a time of five-minute news cycles, the internet, blogs and social media, we encounter stories of life on a daily basis. In lifestyle pages, there are often articles regarding infidelity, the benefits of vitamin D, prison conditions, sexuality, breast-feeding, pensions and the benefits of yoga in motherhood. Mundane facets of life are constantly examined and discussed. Very occasionally, dementia makes headlines. Invariably these centre on the ‘impending epidemic’, the latest promise of a cure or a shocking story of abuse in a nursing home. There is rarely any discussion of memory, memory loss and how cognitive impairment and dementia will be part of our future – either directly or through someone we know. It seems discussion of dementia, like the other D-word – death – is studiously avoided.

         Rather than talking about dementia throughout life, we hope it will affect someone else and only think of it when it becomes a reality. We need to change this and adopt a new approach, both on an individual level and as a society. We can learn from approaches to other topics to enlighten discussion of dementia. The disability movement in particular has been vital in shifting discussions of disability away from individual impairment to a more accessible social environment for all. But for any similar dementia movement to emerge, people must be willing and able to talk about dementia more openly, particularly people living with cognitive impairments themselves. 

         HOW THIS BOOK AROSE

         This book arose out of five years of conversations between ourselves, Mary and Noel, in our joint work in a memory clinic in Surrey. For several years the local Community Mental Health Team had worked closely with dementia support workers from the Alzheimer’s Society to offer people newly diagnosed with dementia support following diagnosis. Due to a change in location of the memory clinic to a small room in the outpatients’ department of a regional hospital, the only way that we could work together was to physically sit together in the same room and see patients together. It turned out to be a serendipitous arrangement, although initially both of us were unsure that it would work. We thought that patients would prefer a private consultation with the psychiatrist, and so naturally every new patient was offered the opportunity to object to having the dementia support worker present. We discovered, though, that people were generally pleased that the medical services were enlightened enough to involve the third sector support services. People also only had to share their story once.

         Most people who attended the clinic were referred by their local doctor, and had a history of memory problems. Our job was to diagnose dementia and support people after the diagnosis. This typically involved talking to the ‘patient’ and their family about their symptoms and relevant history, performing a memory test, and reviewing and ordering investigations (such as brain scans and blood tests). An assessment was then made about whether a patient had dementia or not, and if they did, which type and whether treatment with a cognitive enhancer (medication) could be offered. Practical advice would also be given about issues such as housing, driving, lasting power of attorney and advance care directives, and people were given information about further support and services.

         As we felt our way forward in this joint way of working several things became clear. The first feedback we had – from the people we were trying to help – was upbeat and positive. People told us that they were delighted at being offered a ‘joined up service’. There were other important outcomes. We both learned a great deal from each other. Over time we came to realise that the close co-operation between our two services filled a ‘missing link’ in what was on offer to those now living with dementia.

         We saw that a traditional medical approach could only offer people with dementia (PwD) certain answers to certain questions, and support services could only offer a part solution to managing dementia. Increasingly, we noted that when we looked beyond the biology to the social context of the PwD, a more positive and helpful approach emerged. We found that we naturally became more curious about the lives of the people we saw, and discovered that many of the answers surrounding the question of how to live well with dementia were being provided by the PwD themselves. We received as much wisdom from PwD and their carers as we attempted to deliver. We witnessed, at first hand, people managing the challenge of dementia with creativity, humour, determination and dignity. And we were impressed at how many people living with dementia, and their families and friends, intuitively adapted their worlds to make them more dementia-friendly. Conversely, we noted how many people struggled from day one to make sense of their or their loved one’s condition, and felt let down at every turn by a system perceived to be uncaring and inflexible.

         This book attempts to crystallise some of this wisdom and to pose a number of questions about how society can normalise, accommodate and even embrace the experience of dementia, as a natural consequence of us living longer lives, rather than it being feared as an epidemic of a soul-destroying disease.

         We decided early on to keep each to our own perspective and write about the different aspects of dementia in the same way that we worked together in the memory clinic. So, in this book, each chapter addresses a different aspect, with each area considered from a clinician’s point of view and from a more pragmatic ‘what to do’ viewpoint. We attempt to characterise the barriers and societal restraints that prevent everyone from finding some peace in their dementia experience. People fear a life or a death without meaning. Dementia does not directly cause this. It is, we have found, the way that society views and processes PwD that causes real disability and distress. This book is a conscious attempt to highlight some of these processes and provide some pragmatic advice to anyone touched by dementia so that they can feel more empowered in their situation, despite the absence of a cure. Our chapters are arranged around the broad themes that we found underpinned difficulties frequently experienced by people living with dementia. In each, we also muse on possible responses and solutions.

         The aim of the book is not to politicise the reader, but, any discussion of dementia must touch on politics. People in the latter stages of their lives, with or without dementia, are particularly vulnerable to the effects of social policy. One of the reasons for this is that socioeconomic conditions in later life reflect the cumulative effect of life choices and circumstances over the entire lifespan. Many older people live their lives in relative poverty at a time where they may have to rely on health and social care systems for the first time in their lives. Mary and I noted, time and time again in our clinic, that people were often completely unaware of the complexities of the health and social care systems until they were suddenly forced to navigate both in a time of crisis. There was often a rude awakening as PwD and their families were exposed to the realities of means-tested adult social care. There was also sudden exposure to the stark differences in funding and assessment between health and social care and the difficulties in trying to broker care packages or nursing home placements in the private sector. People are often surprised that overworked and underfunded local authorities can only offer limited advice and financial support in a time of crisis. And in many cases, families had to find and fund their own solutions to complex problems.

         Managing expectations became a key part of our job in our memory clinic. We frequently acknowledged that whilst the UK was good at producing aspirational mission statements regarding good and accessible care in dementia, such as the national carer and dementia strategies and the Wanless review of funding of adult care,1 the reality of trying to organise and fund care for a loved one with dementia remained very difficult for many. In particular, brokering care for an adult with dementia in a crisis remains a huge challenge to families.

         We remain convinced that the biggest real source of stress to PwD and their families after diagnosis is not the absence of a ‘magic bullet’ or cure, but the worry about the provision of future care. In particular, how good care can be obtained, maintained and paid for. For the very wealthy, this is less of a concern, but for everyone else, this is a significant source of stress. We write this just after the release of another UK chancellor’s statement, and a clear absence of any policy to address an impending care crisis. There is now a perfect storm emerging that will threaten adult care provision in the UK. There is a lack of money, a lack of staff and a lack of policy. This, combined with a societal obsession with risk mitigation and paternalism, is a toxic threat to those in receipt of adult care. We fear that PwD, one of the most vulnerable groups in society, will be most affected.

         SOCIOLOGY AND THE SOCIOLOGY OF DEMENTIA

         It is perhaps important at this point to state one of the author’s [Noel’s] ideological leanings. When any medical student starts a psychiatric course, they are exposed to the ‘bio-psychosocial’ formulation. This suggests that any presentation, be it depression or psychosis or a memory problem, can potentially be addressed by considering a range of biological, social and psychological factors, the emphasis being that it is important to consider all three domains in any given psychiatric problem. Over the course of my professional life, I have tried to improve my skills in all three areas. I have obtained postgraduate qualifications in the biological (geriatric medicine) and the psychological (cognitive behavioural psychotherapy) and developed an interest in social contact and housing as the foundation for any good health. Several diplomas later, I still felt that there was something missing. In 2015, I enrolled in a Masters programme at King’s College London to study gerontology. This is the study of ageing, not just from a biological perspective but also from the social, cultural, legal, political and economic point of view, looking at how these factors interact to affect the experience of ageing and later life.

         The discipline of gerontology has much to offer in understanding the experience of dementia. Although the diseases of dementia are linked to specific pathological changes in the brain, the lives of PwD are as much affected by the society and social structures around them, such as health and social care, economic policy, socioeconomic and legal status and the broader culture. If we critically examine these factors, we can see what needs to change to help PwD live more fulfilling lives, in terms of social policy but also around societal values regarding memory, autonomy and personhood. This is important as I think it is unlikely that a ‘cure’ will ever be found (for reasons that will be explained in the book). However, if we can reconnect with our basic humanity, adopt a more holistic view of our worth, and challenge rigid assumptions regarding the relationship between the self and memory, then the search for a ‘cure’ for dementia is less desperate than it would initially seem.

         I am not for a second disparaging the tireless efforts of scientists looking for biological tools in fighting dementia, I am suggesting that a more critical examination of the social experience of dementia should be explored in parallel with the search for a medical breakthrough. I am arguing, in a sense, for a duality in dementia care, whereby we can accommodate not only biological concepts of disease and treatment, but also an appreciation of the societal and other broader contexts and meanings important in the dementia experience.

         This is in keeping with a bio-psycho-social approach where all dimensions of a disease are utilised to help the affected individual. Mary and I found this happy medium in our work together, in that we offered a sociological frame of reference alongside a more traditional biomedical approach. We believe this to be a more empowering response. This is because, although dementia is biological entity, it is also a social experience.2 People with dementia and their carers live in a social reality, rather than a biological one. And whilst the biology of dementia may not be changeable, the way we relate as individuals to PwD, is. Whilst funding and support for research into biomedical interventions and potential cures for dementia are important, policy makers should not put all their eggs in one basket. The search for a cure should not displace a critical examination of how we care for PwD. And in particular, how we can enable a PwD to find meaning in their experiences and maintain their personhood and quality of life, irrespective of the condition.

         THE VISION

         The vision of this book is to enable PwD and their carers realise they have more control over their situation than they may think. We also hope to emphasise that it is not PwD who need to change, but rather society that needs to adjust as the number of those with dementia and cognitive impairment grows steadily in number. For society to become truly dementia-friendly, it needs to consider all angles of the dementia question. What are the benefits and limits of pursuing a medical model? Is memory the most important issue in dementia? How does one maintain a sense of self and personhood successfully? How can the diagnosis of dementia be used alongside the person? Is it more helpful to consider dementia a cognitive disability rather than a disease? What is the true nature of care in dementia? How can one live an authentic emotional life in dementia? What is ‘mindful’ dementia? Are their benefits of dementia? What are the politics of dementia, particularly within the nursing home? How can one successfully navigate the seas of health and social care? How can one die well with dementia? What is the future of dementia and ‘cognitive disability’? This book attempts to provide some answers and encourage more debate around the dementia question.

         This book is not intended to be a textbook of dementia, nor does it claim any definitive approach to the condition. Its main aim is to wrestle the narrative away from traditional biomedical viewpoints of deficit, decay and neurodegeneration and encourage more conversation and shared learning about the social experience of dementia. We need to re-appropriate the ‘D’ word. We hope that by rethinking dementia from sociological and other perspectives, PwD can be supported as individuals living their lives with cognitive disability rather than just being seen as helpless victims of a senile epidemic. We also hope that caring in dementia can achieve more status and become more valued as one of the best examples of humanity, rather than being viewed as a terrible burden in an individualistic society where autonomy is highly prized. We hope that PwD will become more visible and retain their full citizenship in a more dementia-friendly society. And we hope that this endeavour captures the imagination of society as a whole. We do not see ourselves as the custodians of knowledge here. However, we hope that the sharing of our experience and thoughts garnered whilst working together with hundreds of PwD may help others live well with the condition.

         
             

         

         Mary Jordan and Dr Noel Collins

         2017
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            Chapter 1

            How do you want your dementia to be?

         

         
            Summary

            
               	As the world’s population ages, dementia is becoming much more common. This is the catch in us living longer lives.

               	The rising incidence of dementia is a success story, mirroring the rise in the average human lifespan, and of humankind conquering infectious and contagious disease.

               	The increasing possibility that many of us will develop dementia in the latter stages of life should prompt us to contemplate what our experience of dementia may be.

               	Whilst it is known that memory and function decline in dementia, individual experiences of dementia are varied and not uniform tales of decay.

               	Rather than ignoring the issue, we should think ahead about how we might cope with dementia if it should happen to us.

               	Any of us may also find ourselves suddenly in the position of a carer for someone with dementia. It is sensible to consider what this might mean to us and what would be the most important issues if this arises.

            

         

         
 I. (NOEL)

         The UK and the world’s population is ageing. By 2032, the number of people over 65 is projected to rise to around a quarter of the population.1 Historically, the dramatic decline in births has been the main driver of population ageing in the UK and the rest of the developed world. More recently, a reduction in mortality and increased life expectancy have contributed to population ageing,1 and in recent decades, improvement in mortality rates for older adults, rather than infants, has contributed most to improved life expectancies.2 A consequence of increasing life expectancy has been a dramatic rise in the ‘oldest old’, the over-85 age group. It is the fastest growing demographic group in the UK and by 2032, the oldest old is expected to double to over three million people.1

         The biggest risk factor for dementia isage. So, as the population ages, the prevalence of dementia will naturally increase. Globally, the expected numbers of people living with dementia are predicted nearly to double every 20 years and by 2030, over 65 million people will have dementia worldwide.3 In the UK, it is predicted that by 2025 over a million people will be living with dementia.4 But this is not an epidemic of dementia. The rising incidence of dementia is a success story, as noted in the recent review of risk factors by NIHR,5 mirroring the rise in the average human lifespan and of humankind conquering infectious and contagious disease. A hundred years ago we would not have needed to contemplate dementia as it affected only a few fortunate enough to reach old age. Now the probability is that we will all face it – either our own or the care of someone close to us. This is the catch in us living longer lives.

         Although we know that more people will be living with dementia, dementia prevalence figures don’t tell us what the lives of people with dementia (PwD) will be like. At present, we know relatively little about the lives of people currently living with dementia. Although the epidemiology, pathology and biomedical aspects of the disease are well documented, the experiences of those living with conditions like dementia have, until now, been relatively absent in scientific and public discourse. Most media coverage of dementia is pervasively negative. However, whilst it is known that memory and function decline in dementia, quality of life is more complex and does not simply decline in line with loss of memory and function.6 Individual experiences of dementia are varied and not uniform tales of decay. The rising prevalence of the condition, and the possibility that many of us will develop it in the latter stages of life, should prompt us to contemplate what our experience of dementia might be like. Is it purely a result of biological changes in the brain? How important are social factors? What can I do to improve the experience of dementia? How would I want my dementia to be? These questions are usually avoided earlier in life, but if they are considered now may make a big difference later.

         II. (MARY)

Planning for dementia

         Planning for dementia is rather less popular than planning for end of life. A few people have the foresight to draw up a lasting power of attorney (LPA) on a ‘just in case’ basis – perhaps rather more now than in the past – but the most common ‘planning’ that anyone does is limited to a plea to their families not to ‘put me in a home’ (see Chapter 8, page 167, for a discussion about the reluctance to go into residential care). Behind this lack of thought and planning lie many emotions. In my work, I frequently come across people who refuse to seek help and indeed, actively reject help offered to them. I meet people with elderly parents who are frustrated and angry at their parents’ refusal to accept the possibility that they need any intervention. I meet the elderly themselves, who vigorously deny any need and who resent the well-meaning attempts of their children to ‘interfere’. I work with care professionals who want to put measures in place for their clients that they believe will make their lives easier, or reduce risks to health and safety, but whose attempts to help are firmly rejected. I think that at the root of this reluctance lie some very deep fears – a fear of losing independence, a fear of losing control and a fear of being forced into a mode of life which has not been self-chosen.

         A diagnosis of dementia does indeed mean a loss of independence and perhaps also a loss of self-control. People with dementia are unable to live independently, and one of the chief symptoms of the disease is the loss of the ability to control one’s thoughts and actions. However, does the diagnosis need to lead to people being forced into a mode of life which they would not choose? One of the most memorable things I recall from working together with Noel was how often he used to attempt to explain to those diagnosed that if a person had a diagnosis but was well supported, in otherwise good health, and accepting of appropriate help, he or she could nevertheless lead a happy and fulfilled life. Each time I heard him explain this I would feel hopeful and yet apprehensive. The words were truly spoken but so few would (or perhaps could) take proper account of them.

         In my experience people who are diagnosed seem to dismiss the explanation. They would assure us that they were quite able to manage their lives, that they were well supported (if they should need support), and that they would indeed accept appropriate help and support when the time came. No one ever seemed to think that the time for help and support was now. Carers accompanying the person diagnosed were more cautious. They usually understood that support was needed, but most often (except in cases of very late diagnosis) felt that they could offer what was needed. As a general rule, it seems to me that at the point of diagnosis most people do not have a real understanding of what the diagnosis means for the future. If this is the case with people who have a diagnosis and therefore already have some experience of the difficulties arising, how much harder must it be for those of us with full cognitive abilities to picture a future where we can no longer plan for the future, make planned and considered decisions, remember a recent experience or even understand what is going on around us? Yet this is the future we must picture if we want to live happy and fulfilled lives with dementia.

         Issues to consider

         Think about it now; think about how you want your dementia to be. It isn’t enough to assume that if you have dementia you will no longer care about what happens to you. Research and empirical evidence show us that PwD do care – many care very deeply – about what happens in their lives. Many of the behavioural and psychological symptoms of dementia (BPSD) arise because PwD are unable to take action to alleviate their cares, or often to express their concerns even to those who are nearest to them. But now, at this moment, you are able to think about the future; you are able to consider what is important to you and you are able (and this can be so difficult) to think about how your life might be when those important things are swept away from you.

         
            1. Financial and legal planning. Some things are easier to consider than others. Many of us are able to picture the possibility that we may be unable to manage our financial affairs at some point in our lives. Arranging a lasting power of attorney (LPA) – that is, giving someone we trust the power to manage our money and property if we should be unable to do this – is a sensible option and many people who will make no other arrangements for the future feel able to do this. But if you really want to retain control of how your dementia will be, you need to go further than this.

            2. Writing a ‘dementia plan’. Consider what makes your life ‘worth living’ and discuss it with your family. Is it your work, your business, your hobbies, your family, your friends, your ability to hear music, to read, to walk out alone, to work in the garden, to travel, to choose what and when to eat? As dementia progresses you may lose the ability to enjoy any or all of these. What then? You could write a ‘dementia plan’ which covers all these points and lodge it along with your will, your LPA and your advance decision statement (you have drawn up all these, of course!), and this might appear a sensible option. It would be a dreary exercise though, and in the event, it might not apply as much as you might think. Many of us consider how we might feel in a certain situation – if we were to lose the ability to walk perhaps, due to accident or illness, or if we were confronted by the need for some unpleasant medical treatment such as chemotherapy – and give thought to what our plans and decisions might be, but until confronted by that very situation it is impossible to know for certain what we might think, want and actually decide. Dementia is no different. Some people whom I meet just after diagnosis state that they have always believed a diagnosis of dementia to be a ‘fate worse than death’ but very few express a wish to hasten death in order to avoid it.

            3. Managing expectations. Noel and I have some differences of opinion about how happy PwD actually are (see Chapter 3, page 43), but we both agree that many people living with the diagnosis have a good quality of life, and indeed express this fact to us verbally during clinic consultations. The truth is that expectations change as cognitive abilities deteriorate. When one can no longer pursue a 12-mile hike, one may still enjoy a stroll around the local park. Those who can no longer follow the plot of a film may still enjoy watching a nature or travel programme on TV for the action and scenery. People who are no longer able to read a novel frequently enjoy reciting poetry or having it read to them. So, for example, a healthy and intelligent 80-year-old may view with horror the idea of spending time in a day centre taking part in the activities on offer there. Indeed, I have lost count of the carers who have told me categorically that the person they care for would never countenance this – always hated socialising, never joined clubs, disliked card or board games, hated quizzes, and would dislike the experience intensely. No doubt this is true of the person who used to be – the person the carer used to know. However, someone who is no longer able to understand a U3A lecture, read a book or a newspaper, or follow a radio or TV programme may be glad to be included in a group solving a crossword together, or may enjoy being able to chat to others over a drink without feeling they have to strain to follow a conversation, may just enjoy cheerful company and surroundings other than those they see every day.

            4. Acknowledging key personality traits. It may not be appropriate to write a ‘dementia plan’ in terms of what you want to happen in all the situations you might envisage, but there are likely to be some things which you may consider to be vitally important. On the many occasions when I have been involved with care homes, hospitals or day care centres in trying to establish why a person with dementia is expressing ‘challenging behaviour’, or BPSD, the final solution usually turns out not to be connected with a particular activity or personality clash with a care-giver or resident. The problem is usually due to a misunderstanding of a basic characteristic of the person we are trying to help. So, for example, some people really dislike a ‘dead silence’, and when they are left alone in their room in the care home they become frightened and angry because it is so quiet. Conversely, others find constant noise unbearable and exhibit difficult behaviour when they are expected to sit in a communal lounge with the television on or with music playing. At day centres, we have often found that people who get anxious and restless simply need to be allowed to go outside in the garden as and when they choose – many people dislike the idea of being ‘shut in’. (I fulminate elsewhere in this book on the many care homes where ‘going outside’ is considered an activity only to be allowed on warm sunny days with the express permission of the team manager on duty, see page 170). There are people who cannot bear to sit in an untidy room and others who intensely dislike someone ‘clearing up’ around them. It is these more fundamental things, which are worth pinpointing when you consider how you would like your dementia to be. What sort of things would make life unbearable to you? And what sort of things would ultimately make you feel that life was worth living?

            5. Understanding the implications of becoming a carer. You should also consider the possibility of a future affected by dementia as a caregiver. What will you do if your life partner is diagnosed with dementia? Or if your parent (or even perhaps your child) receives a diagnosis? Your own life will be changed by the diagnosis. How do you think you might cope? With the best will in the world – and many people do have the will and the determination to look after someone they love as long as they can – your manner of life will not be the same as you might have envisaged. Your peace of mind, your time and your own health may all be affected. In many ways, it can be harder to imagine life as a caregiver than life as a person with dementia. I know this. I discuss in later chapters the many cases where caregivers reject help at the point of diagnosis because they are unable to picture a time when things will be so much more difficult than they are now. It doesn’t matter how carefully the consultant explains the prognosis or how often I describe the progressive nature of the illness, the human brain seems to find it difficult to absorb the reality of something it has not yet experienced. But considering what life might be like as a carer, and giving thought to the things that are important to you, may be wise. It is easy to become absorbed in being a carer, to gradually sublimate yourself to the needs of another, to allow your own interests to take second place, to be always ‘on duty’, to be constantly watchful for the needs and risks that arise, and to slowly, very slowly lose your social contacts, your companions and your family relationships as you become more and more absorbed into your caring role. That is a depressing suggestion, and in fact you may shy away from even considering the possibility of this happening to you. Still, this is another thing that you should think about, discuss with other family members and even plan for.

         

         
            REFERENCES

            1. Dunnell K. Ageing and mortality in the UK. Population Trends 2008; 134: 6-23.

            2. Christensen K, Doblhammer G, Rau R, et al. Ageing populations: the challenges ahead. The Lancet 2009; 374(9696): 1196-208.

            3. Prince M, Bryce R, Albanese E, Wimon A, Ribeiro W, Ferri CP. The global prevalence of dementia: A systematic review and metaanalysis. Alzheimer’s & Dementia: The Journal of the Alzheimer’s Association 2013; 9(1): 63-75.

            4. Prince M, Knapp M, Guerchet M, McCrone P, Prina M, Comas-Herrera A, Wittenberg R, Adelaja B, King D. Dementia UK: Update. London: Alzheimer’s Society; 2014. 

            5. Livingston G, Sommerlad A, Orgeta V et al. Dementia prevention, intervention, and care. The Lancet. 2017 Jul 19. doi: 10.1016/S0140-6736(17)31363-6.

            6. Banerjee S, Smith SC, Lamping DL, Harwood RH, Foley B, Smith P, Murray J, Prince M, Levin E, Mann A, Knapp M. Quality of life in dementia: more than just cognition. An analysis of associations with quality of life in dementia. Journal of Neurology, Neurosurgery & Psychiatry 2006; 77(2): 146-48.

         

      

   


   
      
         

            Chapter 2

            The limits of the medical model in dementia

         

         
            Summary

            
               	Current medical understandings of dementia focus on pathology and deficit.

               	The concept of dementia continues to evolve.

               	The increasing prevalence of dementia is a natural consequence of the increasing human lifespan.

               	There is a wide overlap of normal and abnormal between late-onset dementia and normal ageing.

               	Currently, there is no definitive test that ‘proves’ a diagnosis of dementia. The diagnosis is made on the results of cognitive testing, a history of decline in function and collaborative information from near relatives/close companions.

               	The difference between dementia and mild cognitive impairment is not precise.
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