
  
    1. FOREWORD
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    This book is a pleasure to read. In over forty thumbnail sketches it combines simple human stories with important questions about the meaning of life and death, and the ways in which people suffering from dementia are treated.


    Robert and I have been friends since we trained together for the Anglican priesthood. When he moved from parish ministry into caring for people at the end of life, he took with him his immense personal energy, his Christian principles and his pastoral heart. Three things shine from these pages:


    
      	The conviction that we are children of God with deep spiritual needs right to the end of our lives.



      	The pastoral instinct that the whole person is still there beneath the ravages of dementia.



      	The personal generosity which inspires Robert to spend quality time with each one, and to insist that they are treated with kindness and simple humanity as well as professional competence.


    


    Particularly important is the emphasis on “triggers”: words and actions which can spark off negative and even violent reactions in persons with dementia, and which families and care home staff need to avoid. But the book characteristically recommends a far greater number of positive triggers which, by contrast, can create moments of spontaneous delight, happy memories and spiritual insight. These include music, acts of worship with familiar prayers and choruses, reminiscence boxes, bingo and other games, letting residents help with chores, and even taking them train excursions and cycle rides.


    The investment and staffing ratios evident in Robert’s care homes tend to confine this quality of care to the sort of professional people whose stories are told in this book. The major challenge facing Britain’s struggling care sector is to make these standards available to the have-nots as well the haves. This book deserves to be widely read, to create in all of us the vision of what is possible and the generosity and political will to make it happen.


    Bishop Michael Bourke ( Bishop of Wolverhampton, retired)


  
    2. Introduction
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    Please be VERY aware. This is NOT intended to be a textbook.


    Let me try to explain how I hope it will be interpreted by the reader.


    As we make our journey through life, we gradually form our ideas of what life is about. My life’s journey began in the coalfields of Nottinghamshire. My grandfather was a collier at Warsop Main Colliery just five miles from Mansfield. He spent eight or more hours every day of his working life underground at the coal face. My father also began his employment by going down ‘the pit’ as an electrician. He was rescued from this subterranean world by the Second World War. On returning from Egypt in 1946, and being demobbed from the RAF, he offered himself for teacher training. His life, mother’s life, and both mine and my brother Roger’s lives changed forever.


    After a short number of years teaching and living amongst the coalmines, my father was appointed headteacher at Ashford in the Water Primary School in Derbyshire. We spent the remainder of my teenage years amongst the beauty of the Derbyshire Dales, where life was very different and where a sense of ‘community’ played a huge part in village life. The next five years were spent at Lady Manners Grammar School, Bakewell, and were followed by three years at Portsmouth Polytechnic, studying for an external degree in Mathematics from London University. Then to Oxford for two years as a student in Cuddesdon College, run by Robert Runcie, and, whilst there, to study Theology and to train for the priesthood.


    In 1967, I was ordained and there began a curacy in Sheffield, and this was followed by a chaplaincy at the public school, Cheltenham College. Whilst there, I became close friends with Bishop Basil Guy, Bishop of Gloucester, who invited me to go as Team Rector to the largest parish in the diocese with a population of 70,000, and perhaps one of the largest in the UK. This was the parish of St. Mary Yate, near Bristol. Then on from there to Westminster, and then on to disaster.


    In 1985, I found myself with little choice but to leave the Church and to try to fashion a completely new career. Because of the personal priorities that I had established for myself during these previous years in Christian Ministry, I was determined to find a role that focussed on the care of, the loving of, and the valuing of other people.


    So began a new chapter of life, which was to last for the next 23 years in terms of professional work. I became the owner of a number of Residential Care Homes, caring for older people. These years were spent working alongside 300 staff, and providing care for up to 300 older people, many of whom were suffering from mental frailty.


    It was during this period that I was to form a lifelong commitment to understanding the issues and problems of older people, and those who were living and working in this particular field.


    As we make our journey through life, we discover what is important to us. For most of us this will include such things as owning a lovely house, having a wonderful partner, perhaps rearing challenging children, enjoying great holidays, having an eye-turning car, ensuring that there is money in the bank, wishing for power and influence over others. Etc, etc.


    But this journey also needs to be a journey that leads us into finding out not just what matters to us personally in terms of enjoyment, but also to discover those things that are of universal importance and significance in life. I believe that they should include such things as valuing others and caring for and loving others… even those whom we don’t either like or admire. Our journey needs to bring us to a greater understanding of the importance of those great Christian values such as forgiveness, self-giving, and enriching the lives of those around us, and those we will never meet.


    I have come to discover that every person that we personally encounter in life (and those that we don’t) has immense value, and that everyone needs to be cherished, loved, and empowered if they are to be given the best chance to discover their true and inner selves. This is as much true for a person at the end of their life, as it is about the person just beginning their babyhood, or teenagers about to enter university, or young men and women about to go to their first job.


    Many of those who are coming towards the end of life have been damaged in several ways. Some physically, some mentally or spiritually. We need to understand the importance of discovering who they have been, what attributes they had (and still have, even if these have become buried under the avalanches that life has hurled at them), and then doing all that we can to enable them to be as complete a person as possible, right to the very end of life.


    So, this is a book of collected stories about ‘older people’ or ‘mentally damaged people’. They were collected during my own journey through life, first as a parish priest, and then over the next period of more than twenty years as the owner of care homes. During this time I worked with a team of around 300 others, and spent my working hours caring for older people, many of whom were doing their best to cope with mental frailty. During that journey I met, and got to know very well, some extremely special people. I have written intimate and personal stories about each of them, and I intend and hope that each story might be somewhat thought-provoking for the reader. Perhaps one or two of them will make you smile, and perhaps some will make you shed a tear. Each of these stories is about an older person, and most of those who are the central figure in each of the stories have dementia or Alzheimer’s disease. The stories are intended to show that each of the central figures is someone who has been cherished and loved all through their lives, and that the disease that now afflicts them does not diminish their value or importance as an individual. Each of my stories is then followed by a comment or reflection about ageing and sometimes about dementia. These comments are very much my personal reflections and are not intended to be more than that.


    So let me say it again. This is NOT A TEXTBOOK, nor is it in any way meant to be a scientific journal. Please feel that you are reading a book about discovery. It tells the story of discovering the most important thing in life… which is the value of another person: their qualities, their priorities, their personalities, their problems, their illnesses, and above all, their immense value as an individual.


    And again, let me be very clear… it is the individuals in the stories – who they were, how they lived, and how they coped with their problems, including mental frailty – that matter, and not my reflections at the end of each story. The stories are not meant to be life-stories but are about single incidents in the lives of these very wonderful people. Some of the stories are tragic, some are frightening because the disease that attacked their minds brought about changed personalities.


    I want these individuals to be remembered because of, or despite these extraordinary incidents from their lives. Perhaps by allowing others to read and think about the individuals portrayed in these stories, a contribution can be made to other people’s difficult situations. I hope that this can be a positive contribution for people who are struggling themselves because they have a close member of the family who has become ‘ill’ with a brain disease or mental frailty.


    Working with, and just ‘being with’, another person is always an amazing experience. Every person is unique. Each has great value. Every individual has travelled a special and different journey. It is always a privilege to discover from each of them what has excited and enthralled them as they have travelled through life, and what for them has been painful and difficult. I think that this applies in a unique way when working with, and discovering about, those who have become mentally frail. I feel that this is so for a number of reasons. Firstly, it should be recognised that in some ways their past has become even more precious to them than it is to the average person. Secondly, the person with Alzheimer’s may well find that the present has become a blur, and the future is impossible to see. Thirdly, recent events may be shrouded in a mist, whilst the highlights and precious moments from years before in their lives still seem to be burnished and shining brightly. For these and other reasons, it is critical that ways are found that allow each person to share these experiences with others.


    The stories that follow are all true. Not all are about people with dementia or Alzheimer’s or who are suffering mental frailty. Some are just about older people and their reaction to the ageing process. Of course, I have changed the names of the individuals in each of the stories. I have also changed the location of where the event happened, and if there is a photograph, then it is there just as an interesting illustration of life in the latter years of older people. In none of the stories is the picture that I include of any of the people mentioned in these stories.


    Many of these events have taken place in a residential home environment, where most of these photographs have been taken. Particular photographs, even though attached to a specific story, have no special relevance to the people involved in the stories.


    I hope that these stories will speak for themselves, and that the short commentary that follows each one will help the reader to delve a little deeper into what is going on in the lives and minds of the people involved. I also hope that they may provide the reader with an insight into the causes and manifestation of those diseases and the conditions which afflict the mentally frail, and so often lay siege to their very lives.


    Let me also add that I was present at, or involved in, virtually all of these incidents. They are retold as first-hand accounts of the events themselves.


    However, I want to begin with a story about an experience that I had myself. The story relates to my listening to a lecture, and within it, hearing a quotation. I found that hearing that particular quotation had a massive impact on me. I believe that what it reveals about each one of us, and about society in general, is quite profound, especially in terms of what it is saying about our values. When I heard it, it was for me life-changing… I can only hope that when you read it, you will feel that it spells out one of life’s truths about the way that each of us should think and feel and act. The story follows in the next chapter.


3. +Mark…The measure of any society
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    I turned the steering wheel to the right, just managing to miss the very narrow gate post to my left, and pulled into the car park at Temple Balsall, just to the south of Birmingham. I had come to hear Mark Santer, Bishop of Birmingham, give a talk on the subject of ‘A caring society’.


    ‘Gosh, what an impressive place,’ I thought, as I opened the car door and emerged from my Volvo and looked around. ‘A School. A Conference Centre. A Residential Home for the Elderly. A Church. What a job for someone to have to be chaplain here. To combine being director of the Centre, vicar of the parish, chaplain to the school, and then to have the pastoral and spiritual care of fifty elderly residents who live here as well – what a challenge.’


    The talk to be given that morning by +Mark was to be in the church at Temple Balsall. To my surprise, the nave of the church was full to bursting with more than one hundred attendees, and Mark spoke for pretty much forty minutes with hardly a note in his hand for reference. He began with a quotation, which he attributed to Hubert Humphrey and said was given in a speech in 1977, when Hubert was Vice-President of the USA, but, in fact, should really be attributed to one of the ancient Greek philosophers.


    I quote from +Mark’s talk: 


    ‘It was when he was American Vice-President that in one of his speeches, Hubert Humphrey quoted one of the world’s ancient Greek philosophers. He said this, “The way that a nation deals with the three groups within Society is a measure of the values that the Society has.”


    ‘The three groups are these. Those at the beginning of Life, those in the twilight of Life, and those in the shadows of Life. The new-born. Those near to death, and those such as the homeless, the out of work, the starving and so on. The way that we respond to the needs of these groups is a true test of our values and our morality.’ 


    In other words, caring for those amongst us that are in these three groups, and who are inevitably extremely frail, has long been a measure of how civilised a society we are – or not!! As +Mark reminded us, they include those at the beginning of their lives, i.e. infants who have just been born, those who are nearing the end of their time here, and getting close to the time of their own death, and those in the shadows, those who very often we prefer not to acknowledge: tramps, the unemployed or unemployable, the homeless, the starving, and so on. His speech had the most profound effect on me and made an impact which lasted for the remainder of my life, and has, I believe, changed the way that I think, work, feel and behave.


    A short reflection on the above story…
And which made me re-evaluate … what is it that fashions our lives?


    (And at this point I must repeat again that this is not in any way a textbook.)


    It is interesting if we can find the time to stand back from our busy lives and try to examine dispassionately what it is that makes us the person that we are, and what have become our priorities and our values. The impact of the talk given by Bishop Mark, and the quotation from Hubert Humphrey, have had the most profound effect on me, and have altered the direction of my life.


    I was forced to face the question… How much do I care about those who are less fortunate than myself? How much time do I spend trying to help and support them? How much of my cash do I give to make their lives easier and better?


    How can I now change my way of living so that these disenfranchised groups have a place in my heart, so that I give to them in every practical way that is possible?


    So, I am left facing the questions.


    What do I do with my money, my energy, and my time now, so that I am giving support to the frail?


    I have been very lucky in life, so what kind of provision have I made for the future for those in society who during their lives have been disenfranchised?


6. Malcolm…Early-onset Alzheimer’s
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    ‘For heaven’s sake, Malcolm,’ I hissed under my breath. ‘Your operating of the railway is getting worse. Much worse. When you first joined the team a couple of years ago, you were really very proficient, and I could trust you to take on any section of the railway layout and handle the timetable and the operation quite easily… Even at Leicester, the most tricky of all the stations.’


    We were in the model railway room built deliberately in the roof void of the latest extension to the Mount House Residential Home. The railway room was 35 foot square, and gave a wonderful space in which to create a large model railway. The railway had taken four years to build, but had quickly become well known across the West Midlands and had attracted a following from quite far afield, with the result that every Thursday around twelve chaps arrived early in the morning to build and repair the model and be generally creative. Then, at 7pm, we switched into operating mode, which was when Malcolm joined us, and together we ran the trains for the next three hours.


    Malcolm was 53. A school teacher. Passionate about railways, and so having discovered our model railway, he had joined our railway club. His enthusiasm showed. He had his own large and complicated railway at home. He came to us every week to help operate our railway… But somehow, suddenly and out of the blue, his performance just disintegrated. Now, six months on from when it first began to happen, his contribution was disastrous, with more than a small number of expensive collisions, and not a little amount of damage to locomotives, carriages and wagons, which are not cheap to buy! In his younger days, Malcolm had been a very able athlete, and had represented the County at both squash and tennis. He was so keen on sport that, aged 48, he and his wife had decided that they wanted to open a sports venue. They had taken up a hefty bank loan, mortgaged their home, taken a lease on a closed sports club owned by the Borough near to their home, and then launched their new project. Three years later, it was in deep financial trouble. Everybody wanted to help in any way possible, except financially. No-one wanted to become involved in ‘the money’ side of things and risk their own savings. No-one was prepared to commit personal cash to bail out what they saw to be a failing and doomed project. Malcolm spent much of his waking hours seeking help, and the nights tossing and turning in bed, as he agonised about the possibility of being made bankrupt. Then, three months later, he became ill, and the diagnosis was Alzheimer’s. No-one knows for sure, but it was sensed by everyone that the probable cause was the severe stress that he was under. His mind seemed to atrophy at an amazing speed. Within weeks he was forgetting the most basic requests and instructions. His mental recall ability had simply fragmented and evaporated. He was terrified at what was happening to him, but, of course, could do nothing about it. A year later, he had been admitted into a residential home, and three months after that, and to the total astonishment of every one of us, he had died.


    I attended Malcolm’s funeral service. At the end of the service, as I stood outside the church’s main door chatting to one of the churchwardens, a youth of about 18 approached us from the left, and somewhat to my annoyance, interrupted us. ‘You’re the man with the trainset,’ he began. ‘The trainset that Malcolm talked about so much and came each Thursday to help run the trains.’ 


    I wasn’t sure whether it was a statement or a question, so meekly replied, ‘Yes, he came to help run the trains each week.’


    There was a slight pause, and then, ‘He was the best maths teacher there could ever be. He was so patient. He would take all the time in the world to explain how the algebra worked. Everybody loved him.’ 


    And he turned on his heel and walked towards the church gate and joined a group of 12 or more teenagers who had been with him at the service. We both stood and gasped at the obvious respect of, and love for, Malcolm that these young people displayed.


    A short reflection on the story above… 
Early-onset Alzheimer’s


    Most of the diseases that ravage body and mind in old age are feared. None of us would choose to have a stroke, or a brain tumour. Dementia and Alzheimer’s disease fall into this same category of diseases to be avoided if that were possible. When someone has one of these diseases that attack the brain, then this can impact on the body and almost always on the mind. It is as if the brain is slowly decaying. These conditions that affect the brain (and thereby the mind) seem to change the person and the personality. The man or woman that we knew and loved seems to disintegrate, or at the very least change beyond our imagining, and become a mere shadow of their former self. It becomes ever more difficult to cling on to the person that we knew so well. It is a frightening and bewildering process for both the person who is ill, and those around them.


    Neither dementia nor Alzheimer’s are well understood. It seems to be becoming clearer that they are generic terms for a multiplicity of conditions. Medics become ever more certain that at least some of these conditions are caused by a chemical imbalance in the brain. Much work is being done to see how these deficiencies can be properly identified and the chemical balance restored. For example… there are those who advocate that a small dose of aspirin can give a beneficial result, and sometimes taking aspirin seems to slow down the progress of the disease. However, there is no certainty that this is so, and there is still a long way to go with the research.


    When early-onset dementia occurs, the reaction of the family can initially be one of total disbelief, accompanied by dismay. Sometimes, some of the family try to escape from the problem by avoiding contact with the ill member of the family in their midst, and so they pretend that this person who is so changed is not really there. If you are a teenager, you may well want to hide the truth from your friends, and if ‘dad’ goes into a specialised home, what will your mates think, and what will they say?!!


    Moreover, if ‘dad’ is in a home, when you go – if you go – what do you say to him? How do you kill the time? Are you prepared to take your school reports for him to read? Or take your girlfriend/boyfriend for him to meet? Trying to make such decisions can be an absolute nightmare.


    Yet, despite all that, behind the disease was a man much loved. And not just by his wife and children. But by the young people that he taught. Why else would some of them come to his funeral service? It is so important to look beyond the disease and try to find the real person that has been there, and still can be seen and appreciated even after his death.
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