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JOHN KILLICK was a teacher for 30 years, and has been a writer all his life. He has published books of his own poetry and books on creative writing. He began working with people with dementia in 1992, and has held a number of posts with nursing homes, hospitals, libraries and arts centres. With Kate Allan, John created and moderates the website www.dementia­positive.co.uk. He has edited six books of poems by people with dementia, and co-authored books on communication and on creativity. He has written many articles and book chapters, and given many workshops in the UK and abroad. He has also made a number of appearances on radio and TV.
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Foreword


John Killick came to the field of dementia care quite late in his life and brought mature eyes to bear on the experiences of people with dementia and the approaches to their care. His skills as an observer, communicator and poet were well honed and were put at the service of an intensely empathic nature. The result has been a series of books of poetry that have enabled the reader to feel the joys and fears of many, very real, people who have dementia. These books clearly show that John is well equipped to see beyond the platitudes often used to describe the world of the person with dementia, a world that is affected by the efforts of researchers, practitioners and clinicians as they strive to find ways to be of help.


In The Story of Dementia John has turned his attention to these experts and applied his empathic understanding of the experiences of people with dementia to identify those that have made a genuine contribution to their care and wellbeing. He has dug into their writings to find the gems of their understanding and shows them to us with a clarity that is very hard to achieve in such brief chapters. General readers who have never read an article or a text book on dementia will find their interest piqued as John brings out the motivations behind each author’s writings and shows how they have made a particular contribution to the field. John knows more than most that we have a long way to go before we can claim to understand either the process of dementia or the experience of people with dementia. However, this lively book will open doors to what we do know, providing immediately available insights to the casual reader and references to the sources for those who wish to dig deeper.


I believe that inclusion in this book should be taken as a great honour. John is very capable of separating the wheat from the chaff.


Professor Richard Fleming


Executive Director


Dementia Training Australia


University of Wollongong


Australia




Introduction


This book tells a story without an ending. Some may think it is rather premature to tell it at all since we may well still be near the beginning. But in my view it needs telling, even in a truncated form, since it is a complicated picture and some way needs to be found to identify a kind of a pattern in it.


Why should I be the person to attempt it? Well, because I am a writer, not a researcher, or a professional, or a family carer, or a person with dementia, and to that extent can stand outside it. On the other hand, in this instance I am not just a professional writer who can pick up a subject, write about it, then put it down again and move on to the next topic. When this book appears I shall have been working in the dementia field for a full quarter of a century, predominantly directly with people with dementia in care homes, day centres, hospitals and their own homes. I have concentrated on the twin aspects of communication and creativity and already published extensively on these. I have met ten of the twelve subjects of these chapters, and many more who might have been included. I have attended conferences and seminars and read widely on the subject. I have formed opinions and believe I have attained a perspective.


Of course, there are people working in dementia who will not share that perspective. This is inevitable in an area where so little is known, and so many are travelling hopefully without any reassuring sense of arrival. The academic world is split, with individuals and groups often adhering to diametrically opposed theories and practices. They are unlikely to be reconciled until understanding reaches a more secure level, and the truth when it comes will almost certainly partake of both viewpoints.


The plan I have adopted is a straightforward one. I have chosen 12 individuals to represent the field of enquiry, and hope that in general terms they represent different areas of expertise, but I do not regard this as pigeonholing; the individuals come first, and their specialisms second. I readily recognise the choice is a personal one, and others might have selected different contributors to the scene, maybe with a wider international scope. I write from within my own limitations in this regard.


The format, then, is simple, the arguments less so. I have tried to write as comprehensibly as possible. Some subjects are too convoluted to explain in words of one syllable, let alone two. I have kept the chapters short. Anyone wanting to follow up a person’s take on any particular aspect should read the books, chapters and papers listed. I have put the references at the end of the book to keep the main text uncluttered.


The one exception to the short chapters rule is Number Five. This is the one in which people with the condition hold sway. Listening to the voices of those experiencing dementia occupies a crucial position in learning about the subject, and has been much neglected by self-styled ‘experts’, so I make no apology for allocating them a little more space than anyone else.


The overall message of the book is hopeful. In this, I feel, it offers a contrast to much of what the media presents us with: a kind of fairground ride of lows and highs. The lows are the negativity of fear and disaster promulgated by headlines emphasising numbers of people being diagnosed; ‘tsunamis of dementia’ are conjured up which threaten to sink our societies beneath the waves. The highs are equally exaggerated: taking a particular pill or following a diet or regime of exercise are heralded in tall front-page headlines as saving us from extinction. My claims are modest, a cautiously optimistic picture of the future is painted by the individuals I have chosen to feature. So the story of dementia as I present it in these pages is the alternative narrative which has been occupying the shadowlands of the subject, and which is much in need of bringing into the light.


I have benefited from the advice of some of the subjects of this book, who have commented on my writings, but must stress that fundamentally the responsibility for the text, with all its shortcomings, is mine alone.


John Killick




PRELIMINARY: WHAT IS DEMENTIA?


Of all the pages in this book, this is the most difficult to write, because no-one can agree on a precise form of words.


Professor Julian Hughes (see Chapter Eight) favours ‘acquired diffuse neurological dysfunction’, whereas the American Psychiatric Association in the new-minted 5th edition of their ‘Diagnostic and Statistical Manual of Mental Disorders’ has plumped for ‘a neuro­cognitive disorder’.


Closer to home, the National Health Service goes for ‘a syndrome (a group of related symptoms) associated with an ongoing decline of the brain’ and the Alzheimer’s Association prefers ‘a general term for a decline in mental ability severe enough to interfere with daily life’.


Personally, I would reject all these negative and wholly medicalised viewpoints in favour of something which emphasised multiple causes and consequences, and which gave equal weight to the biological on the one hand, and the psychological and social, aspects on the other.


No doubt infuriated by the fear and stigma aroused by the word, Professor Carol Brayne of Oxford University would abolish it altogether and just talk about ‘brain ageing’!




The Figures of Dementia


Over one million people in the UK are expected to be diagnosed with dementia by 2025, a number expected to double by 2051.


62% of those diagnosed with dementia are affected by Alzheimer’s disease, making it the most common diagnosis.


35.6 million people worldwide are affected by dementia.


Three quarters of people with dementia worldwide have not received a diagnosis – per one study, in India the undiagnosed could total 90%.


25,000 people from BAME backgrounds in the UK are affected.


1 in every 14 of the population aged 65 and over in the UK is affected by dementia.


1 in 3 people in the UK will care for a person with dementia in their lifetime.


£11 billion is saved by the labour of unpaid carers in the UK every year.


66,000 people have cut their working hours to care for someone with dementia, and 50,000 have left work altogether.


£4.5 billion worth of costs of dementia in the UK is picked up by the NHS.


£50 million is going to be spent on the UK’s first dedicated Dementia Research Institute.


Five times fewer researchers choose to work on dementia than on cancer.


72% of those with dementia live with another condition or disability, most commonly arthritis, hearing problems, heart disease or a physical disability.


25% of hospital beds are estimated to be occupied by those with dementia.


40% of people with dementia report feeling lonely.


34% do not feel part of their community.


One third of people with dementia live in a care home.


Over one million Dementia Friends have been recruited since Public Health England and Alzheimer’s Society launched the campaign in 2014.


13,583 people with dementia were forecasted to take part in dementia research in 2013/14, improving on 2012/13 by almost 1%.


Every three minutes someone in the UK develops dementia.


55% of people living with dementia are in the mild stages.


56% of people put off seeking a diagnosis for a year or more.


62% of people feel that a diagnosis of dementia means that their life is over.




CHAPTER ONE


The Identifier


Alois Alzheimer




For the beginning of the story I am going back to 1906. That is not to say that dementia, in one form or another, did not exist before that date, but that was the year the condition we now refer to as Alzheimer’s was first identified.


It is called Alzheimer’s because that was the name of the person who first made the discovery – Alois Alzheimer. The person to whom he first attached the title was Frau Auguste D. It came about like this: Alois was a doctor who, in 1888, obtained a post as Assistant Medical Officer at the Municipal Mental Hospital in Frankfurt, Germany. In 1901 Frau D was admitted to the hospital with complex psychological symptoms. Alois became deeply interested in her case, and when he left the hospital in 1903 to take up positions in Heidelberg and Munich he entered into an agreement with the asylum that, upon her death, Frau D’s brain would be sent to him for analysis.


Frau D died in 1906 (she was only 55) and thus it was that Alois embarked upon a piece of research that proved to be of historical significance. At that time, the all-embracing category for older people with mental health problems was ‘senile dementia’, but Alois claimed to have discovered a variant of this, characterised by plaques and tangles (these are prime suspects in cell death and tissue loss in the brain, which Alois studied on slides under a microscope). Later that year he delivered a three-page paper in the form of a case study to the South-West German Association of Psychiatrists identifying a distinctive pathology on the basis of this one example. Thus the disease ‘belonging to Alzheimer’ was born.


All that’s true, but we can’t underestimate the importance of another academic, Ernst Kraepelin, who held professorships at the Universities of Heidelberg and Munich during Alois’ time at both institutions, and to whom Alois was indebted for his mentorship.


During that decade there were other researchers looking at dementia who could easily have come to the fore. Kraepelin, however, chose to promote Alois’ work in the textbook he published. It was already a well-thumbed tome, and it was in the 1910 edition (the eighth!) that he created this subdivision of ‘senile dementia’. The professor, we may surmise, was engaged in an exercise of academic one-upmanship, to keep his university ahead of its rivals, and Alois’ discovery was grist to his mill. ‘Alzheimer’s Disease’ was now officially on the map.
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