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            The person behind dementia
   

         

         
            “If I had not had the possibility to talk about this again and again, I do not think I would be alive today.”
   

            Man, age 73
   

         

         Dementia has always been said to be a disease that strikes the family. And until now, virtually all of the voices heard in connection with dementia, and how it affects peoples’ lives, have belonged to family members.

         The idea behind this book was to give people with dementia a voice. To give the people who feel the effects of dementia on their own bodies and souls the opportunity to speak out. To tell us in their own words about their experiences with having dementia. This book contains the personal portraits of eight individuals, ages 47 to 73, with early-onset dementia. In them, they tell us how they experience confusion, frustration, pain, sorrow and loss. But they also tell us how they experience a new dimension being added to their lives, because there is no escaping the fact their lives are totally different today than they were before their diagnosis. And because they know that their futures will turn out much differently than they had imagined.

         Over the past 10 years there has been an increasing focus on dementia, and on what it does to the people who suffer from it and to their families. There has also been an increasing focus on how the health care system and social authorities are dealing with this. Increased media attention especially has contributed to the creation of a particular picture of people with dementia in the public eye. A picture which as a rule has portrayed those suffering from dementia as old people who live in retirement centres or nursing homes. Old people who are incapable of speech. Who stare out into space, without any apparent contact to the world around them. Who yell and scream, and behave violently. Or as old people who leave their homes and cannot find their way back again. Portrayals of this kind help create a particular picture of what it means to have dementia.

         But the picture is not as simple anymore. Over the past ten years incredible developments have taken place. Because of new methods and advances in medical technology, doctors today are able to diagnose dementia much earlier than they could ten years ago. This means that today the predicaments of many more people can be explained and dementia diagnosed. This also means that today many more people are diagnosed with dementia at a much earlier stage of the disease than they were previously. So the picture of a person with dementia as old and living in a nursing home is no longer accurate. There are many younger people - in this context, under 60 years of age - walking around among the rest of us with dementia, even though it is not outwardly apparent that they have it. This does not mean, however, that people with dementia do not experience reactions from the world around them due to their disease. The portraits show that they do.

         A large responsibility
   

         Being diagnosed with dementia at an early stage of the disease carries with it a large responsibility. For it is the patients themselves who must live with the certainty that for the rest of their lives, the development of the disease will be downhill. And how does a person who might only be 52 years old, is active on the job market and still has children living at home tackle this situation? As some of the portraits show, it is an extremely difficult situation, and an enormous personal challenge.

         But the rest of us also have a large responsibility. Those who live with the person with dementia: close family members, husbands, wives and children. Also other family members and friends, some of whom may have known the person with dementia for a lifetime. For the person with dementia it can be difficult to understand that, after being diagnosed with dementia, the usual invitations to parties and gatherings with friends no longer arrive. But some of the people interviewed have experienced just this.

         Therefore, if people with dementia are not to feel they are being kept out of private life, working life, leisure activities and social life, the rest of us have a responsibility, too.

         On behalf of myself and the dementia information and advocacy centre, Formidlingscenter Nord, I would like to extend a large thank-you to the people who agreed to contribute to this book. It has been a very strong emotional experience for me to be allowed into the personal universes of people who were unknown to me before this project began. In spite of the many developments in this area, there are still many taboos surrounding dementia. Many people still consider it degrading and shameful to get this disease. But the people in this book have chosen to defy such taboos and speak out. These portraits are presented in anonymous form, which was primarily my choice as the author and not the wish of the eight individuals to hide in the shadows of anonymity. These people not only opened up their homes to me. They opened up their hearts and told me their deepest and most painful thoughts, feelings and experiences. It has been my intention to reproduce the interviews in a way in which comes as close as possible to our original conversations, sometimes lasting for hours. I hope the portraits presented here can help create other pictures of the person behind dementia. Of these eight people behind dementia.

         The book is published in cooperation with the Counselling and Support Centre for dementia patients and their families in Odense, Denmark (Raadgivnings- og kontaktcenter for demensramte og paaroerende). Thank you to Ulla Thomsen and the others from the Centre for their close and constructive cooperation.

         Publishing this book was made possible by the dementia fund under the Ministry of Social Affairs.

         Steen Kabel
   

         Formidlingscenter Nord
   

      
   


   
      
         
            Profile
   

         

      
   


  
   
    
     
      Woman
      

      age 57
     

    

    
     Beautician
    

    
     Own business
    

    
     Stopped working as a beautician in 1997
    

    
     Worked for a short period as a home-helper
    

    
     Did voluntary social work at the Danish Red Cross and YMCA
    

    
    

    
     Married
    

    
     4 children
    

    
     7 grandchildren
    

    
    

    
     Alzheimer’s dementia
    

    
     June 1999
    

    
    

    
     I remember it was a very hot summer day. I was sitting in the car when the cell phone rang. I pulled over and answered the phone. It was the hospital. The person on the phone said who she was I think, but I cannot remember the name at all. And it doesn’t really matter. That was not the important thing.
    

    
     The important thing was that she asked me if I had heard about Alzheimer’s disease. Because I would be getting a letter the next day with a prescription for some medicine called Aricept. I should start taking it because I had been diagnosed with dementia. And they would contact me again in four months.
    

    
     I went into total shock. Everything went black and I had no idea where I was. I have no idea how I got home. I did eventually get home, but I just could not bring myself to tell my husband or my children about what I had been told over the cell phone earlier that day.
    

    
     Three months went by before I dared to tell my husband or anyone else the news. In those three months I carried my insecurity, fear, pain and sorrow all on my own. Fear of what the future would bring. Pain and sorrow over everything I was to lose in the future because of the disease. I visited several nursing homes, libraries and city offices to find out more about the disease, Alzheimer’s. But deep down, I already knew. As a beautician with my own business, I have been to many nursing homes to fix old people’s hair over the years. And I have seen many of the senile residents there, some over the course of several years, so deep down I knew very well what dementia was. It was just too painful to think about. So I withdrew into my own little shell.
    

    
     One day I saw a shocking program about dementia on the television, and I thought: My God, is this really how my life will end? I could not stand to think about it. And at the time, I seriously considered finding a tall building and jumping off. I did not want to end up like the people on the television. I could not do that to my husband, or to my kids. I was really frightened of myself. Frightened I would really go through with it. But then I also thought, I could not do this to my family either. And it was not a dignified way to end my life, so I changed my mind. Luckily - because I still have so much to live
    

    
     But how many tears I cried. And how many long, sleepless nights I had, especially right before I finally mustered up the courage to tell my husband and children about the death sentence I felt I had been given. And what a relief it was. From that day on I could suddenly begin to live my life again. Granted, it would be a different kind of life than the one I had imagined I would have. But I was still alive - and I am very glad of this
    

    
     The First Signs
    

    
     I remember the first signs that something was wrong inside my head. I experienced some short black-outs in which suddenly I could not remember where I was. Or what I had just been doing. I also had the experience a couple of times that I could not find my way back home. This was very strange and very unpleasant. I had to call my husband and have him guide me home again using the cell phone. And then there was also the common sign of getting to the supermarket and not being able to remember what I wanted to buy. I often bought groceries that we already had at home, and forgot the things we did need. I could forget to shut off the stove, and I could forget to close the refrigerator or freezer. I could also forget plans to meet with my husband or my friends. My temper changed as well. I could get angry in a totally different way than I usually did. And I could become sad in a totally different way as well. It was clear that I was becoming a different person. My identity was changing. I could just not figure out why.
    

    
     But we humans are extremely good at accommodating and making excuses when things do not go the way that they should. Too much work, too much stress, too many worries about other things. There are always good excuses you can make - to yourself and to the people around you. And I was no exception at that time. I, too, was a champion at finding good excuses, but the fear was always there somewhere, eating away at
    

    
     At the beginning I thought that my symptoms had something to do with my work as a beautician and that fact that I had worked with hair permanent solutions for so many years. I also had to give up my job as a beautician for a time because I could not manage it anymore. I was certain it was the fumes from work that were causing the attacks that were occurring more and more frequently every day. But the symptoms did not disappear when I stopped working.
    

    
     The reactions of others
    

    
     I cannot clearly recall the reactions of the people around me. Because I did try to hide the symptoms as well as I could. But I was not always successful. I think my close family and friends noticed the changes in about the same way as I did. But at that time, none of us were able to put words to the changes.
    

    
     I have always been the strong one in both my previous and my present marriage. I was the outgoing one, the organiser of our daily lives. I was the one in charge of buying and selling the house. I built the carport and changed the spark plugs in the car. I decided how the house was decorated and I reupholstered the furniture. And I was in charge of the cooking and managing our household economy. I have also always been very active in my spare time. I have gone to shooting and driven go-carts. I have run orienteering races and done volunteer social work. I have always felt like a world champion, and I could not bear that this picture was falling apart. It was falling apart for myself and for those around me, because I was no longer capable of doing all of the things I used to. But I could not accept being defeated, and so I did everything in my power to hide the symptoms - even from my own husband and children.
    

    
     But this was impossible to keep up in the long run. I had to find out what was wrong.
    

    
     The Diagnosis
    

    
     I was the one who took the initiative to speak with our doctor, because I knew deep inside that something was terribly wrong. As far as I can remember, it was in some other connection that I asked the doctor what could be wrong. At that time I had not even thought about dementia. Not at all.
    

    
     Our doctor gave me a short check-up himself, then referred me to several different hospitals for further examinations and tests, and to be scanned. I cannot remember exactly how much time it took to reach the diagnosis, but I think it went relatively fast. And then one Friday afternoon, I got the news from the hospital on my cell phone. Words cannot describe how I felt. But I think it is absolutely disgraceful that that kind of news can be given to a person over a cell phone. You simply cannot do something like that to another human being.
    

    
     I thought, it must be some mistake that she is asking me this. But when the letter came in the mail the next day, there was no longer any doubt. I had been diagnosed with dementia. I had been given a death sentence. And I had a very hard time dealing with it. It was like falling down into a deep, dark hole, and it was impossible to crawl out.
    

    
     I still cannot comprehend why I had to be told in the way that I was. Why were my husband and I not called into the hospital so I could have been given the diagnosis in person? And why did they not explain the disease to us and tell us how it would progress? Why could we not be told together so we had the possibility to talk about it? Why? This question still nags at me. If I had been told in a decent way, I am certain that the things that happened later on would have been totally different and much easier to tackle.
    

    
     And why did the hospital not notify our family doctor, so that he could call us in for a meeting? I still do not have the answers to these questions, but I hope that other patients do not receive the same treatment as I did. It is so undignified.
    

    
     I do not know why I chose to keep the news a secret from my husband and children for three months. It is a long time to carry a secret like that around. Far too long. But I think it was the fear of being rejected that held me back. The fear of being left - even though I never thought for a minute that either my husband or my children would leave me because of the diagnosis. And I wondered constantly if they could see it themselves. If they could sense it. If they noticed when I forgot things. I had many sleepless nights, alone, crying in the dark. And I do not know how many times I said to myself: tomorrow you are going to tell them. But then the next day everything went fine, so I put it off until the weekend. Or until the week after. Or
    

    
     A big relief to tell others the news
    

    
     During that period, only me and the hospital knew about the diagnosis. But there came a time when I could not take it anymore. I was afraid of what I might do to myself. So one day I finally pulled myself together. I do not know why, but first I chose to go to my own doctor and tell him about the diagnosis. His initial reaction was to lean back in his chair and ask me how my husband had taken the news when I had told him. Think, the first person his thoughts went out to was my husband. I could have killed him, but I did not, luckily. After that comment, I did not want to continue talking to him. But I did realise then that I needed to tell my husband and children. I could no longer carry this secret around by myself.
    

    
     And what a relief it was. It felt so good to tell them about it. And of course I got all the support, help and attention I needed and, in a way always knew I would get. Both from my husband and my children. It was great to feel this - especially after the way the health system had dealt with the
    

    
     No follow-up
    

    
     I cannot understand either, that the hospital never followed-up on my case. I got the prescription for Aricept in the mail, but never at any time have I spoken with a doctor - not about the disease or about the effects of the medicine. I was told they would contact me in four months, because I was supposed to come in for a new scanning at the hospital then. But I have not heard another word from them. I have called to remind my own doctor of this during this past year, but nothing has happened still. They say they do not have the resources. But it cannot be right that there is no follow-up whatsoever. I have been told that I can get a scanning done at a private hospital for £500.00 (6,000 Dkr.).
    

    
     But I cannot really see what good a scanning will do. I can feel myself that things are going downhill. I feel myself becoming weaker and weaker, and some of the symptoms are also becoming more and more pronounced. And maybe because of this I feel it is more important to talk to someone about my disease, than it is to get a scanning. It would have really been nice if the hospital had sent a folder from the Alzheimer’s society when they sent me my diagnosis. If they had, I would know where to go, and would have someone to talk to about what I should do.
    

    
     Right now what I really need is to meet other people in the same situation as myself. I would like to meet other young people with dementia and talk to them person to person about how they are dealing with the disease, what the disease is doing to them and their prospects for the future. What is difficult for them? And how do they tackle the many difficult incidents that occur every day? I really miss having this, because you can only unload on your family for so long. I am afraid they will get tired of all my talk about disease and misery. Even though they have assured me they will not.
    

    
     Marriage
    

    
     Marriage My husband is an incredibly warm and sensitive person. And I have never doubted that he would be supportive of me and my disease. So really, the reason it was so hard for me to tell him about my diagnosis was because I was trying to protect him. Deep down, I was afraid. Afraid I would be too much of a burden on him. I think it is such a shame for him and my children that in the future they will be saddled with me, and little by little I will leave them and drift into my own, private world. A world they cannot enter, but one that leaves me increasingly dependent on them and their help. But my husband also has his own life to live. It is difficult for me to come to terms with the idea that I may rob him of many of his best years, because when those years roll around I will no longer be able to take care of myself.
    

    
     We cried together a lot at the beginning. For me, it was as if a balloon had burst after carrying my secret around alone for three months. But we also spent a lot of time talking about a lot of very personal
    

    
    

    
    

    
    

    
    

    
    

    
    

    
    

    
    

    
    

    
    

    
    

    
    

    
    

    
    

    
    

    
    

    
    

    
    

    
    

    
    

    
    

    
    

    
    

    
    

    
    

    
    

    
    

    
    

    
    

    
    

    
    

    
    

    
    

    
    

    
    

    
    

    
    

    
    

    
    

    
    

    
    

    
    

    
    

    
    

    
    

    
    

    
    

    
    

    
    

   
  

 




    Vážení čtenáři, právě jste dočetli ukázku z knihy The Person Behind Dementia. The personal portraits of eight people with early-onset dementia.

    Pokud se Vám ukázka líbila, na našem webu si můžete zakoupit celou knihu.
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