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Introduction


We often use the term ‘Alzheimer’s’ when what we actually mean is dementia. Although it’s true that people with Alzheimer’s do have dementia, people with dementia may not necessarily have Alzheimer’s. Dementia is a gradual decline in certain brain functions, including memory, thinking and reasoning. It can be caused by a number of conditions or illnesses. Alzheimer’s disease is the most common, and is thought to be the cause of over half of all dementia cases. Vascular dementia and Lewy body dementia each account for up to 20 per cent of cases, and less common causes make up the remainder. Around 6 per cent of people over 65 have dementia, with the illness becoming more common with increasing age and affecting one in three or four people over the age of 90. It is estimated that more than 850,000 people in the UK have dementia. By 2025, the number is expected to rise to over one million and, by 2050, it is projected to exceed 2 million, according to a 2014 report by OHE (the Office of Health Economics) for Alzheimer’s Research UK. Chapter 1 looks at the causes, symptoms and characteristics of the more common types.


According to the Alzheimer’s Society, there are an estimated 670,000 unpaid carers of people with dementia in the UK. The carer may be a spouse or partner, a parent, a sibling or other relative or in-law, or it may be a friend or neighbour. Whether you will find yourself in the role of ‘carer’ or not, you are probably reading this book because someone close to you has been diagnosed with dementia, or because you’re worried that he or she may be developing the condition.


The aim of the book is to help you to understand how the person might be affected by dementia, how this might impact on you and on the rest of the family, and how you can access as much practical help and support as you need.


Chapter 2 looks at how dementia is diagnosed, including ruling out other illnesses that may be causing the symptoms. This chapter also contains advice on getting medical help even if your loved one insists there’s nothing wrong. Chapter 3 then looks at some of the feelings you might both experience if the diagnosis is indeed dementia, and Chapter 4 addresses some areas that may be of special concern if the person with dementia is your spouse or life partner. Drug treatments and non-drug therapies are covered in Chapter 5, which also looks at what can be done to help people with dementia to retain skills and abilities, and to stimulate their memory in enjoyable ways: for example, making a life-story book or putting together a memory box.


If you’re living with and/or caring for someone with dementia, there will be all sorts of practical concerns as well as emotional ones, and there are sections to address a number of these issues, including advice on coping with memory loss (Chapter 6) and with continence problems (Chapter 7) and on finding out about and accessing other sources of help and support, such as claiming benefits and organizing respite care (Chapter 8) and arranging residential care (Chapter 9). The final chapter deals specifically with the topic of being a carer. The chapter looks at some of the emotions involved, some of the difficulties carers face and ways in which these may be overcome. It also includes a section on the very final stages of dementia, and how you might feel after your loved one has died.


Sadly, there is still a stigma attached to Alzheimer’s disease and other dementias, and this means that dementia is rarely talked about. This situation is improving slightly, especially with the recent media attention attracted by well-known personalities speaking out about how dementia has touched their lives. Perhaps among the most popular was writer Sir Terry Pratchett who sadly died in March 2015. He had a rare form of dementia, posterior cortical atrophy or PCA, which affects visual abilities, for example causing difficulties with identifying and locating objects and in skills such as spelling, writing and arithmetic.


An obituary in the Daily Express on 15 March 2015 by Jeremy Hughes, chief executive of the Alzheimer’s Society, paid tribute to Sir Terry’s work as an ambassador for dementia:


Terry Pratchett brought dementia out of the shadows – we owe it to him to find a cure. Sir Terry Pratchett approached his own diagnosis of dementia by saying: ‘If we are to kill the demon then first we have to say its name. Once we have recognised the demon, without secrecy or shame, we can find its weaknesses.’


Sir Terry was a patron of the Alzheimer’s Society, making a personal donation of $1 million, and backing campaigns to increase funding for research and improve the quality of dementia care. In his original written reaction to his diagnosis, Sir Terry wrote, ‘I regarded finding I had a form of Alzheimer’s as an insult, and I decided to do my best to marshal any kind of forces that I could against this wretched disease.’ He made countless media appearances, presented a petition to 10 Downing Street, and made a film for BBC2, Terry Pratchett: Living with Alzheimer’s.


In March 2012, the Prime Minister set a challenge to deliver major improvements in dementia care and research by 2015. The three champion groups were set up to focus on the main areas for action: driving improvements in health and care, creating dementia-friendly communities and improving dementia research.


Since then, according to the government, there has been significant progress, with improvements in diagnosis, over one million people trained as ‘dementia friends’ to help raise awareness, and over 400,000 NHS staff and over 100,000 social care staff trained in better supporting people with dementia. Spending on dementia has doubled and there are now major research and infrastructure programmes in place. In order to build on these improvements, a new policy paper was published in February 2015: The Prime Minister’s Challenge on Dementia 2020. In his Foreword to the paper, the Prime Minister states these primary aims:


By 2020 I want England to be:


•the best country in the world for dementia care and support, and for people with dementia, their carers and families to live; and


•the best place in the world to undertake research into dementia and other neurodegenerative diseases.


Realistically, it is only when our own lives are touched that we tend to sit up and take notice, usually because we are filled with questions. I hope this book will go some way towards answering your own questions, that it will provide practical solutions to some of the difficulties that may arise, and that it will offer some support during what is likely to be a difficult time. I hope also that it will help you to feel comfortable discussing dementia, not only with your close friends and family but also with colleagues, neighbours and whoever else you happen to be chatting to. Talking freely about this all too common illness will help raise awareness, smash the stigma and improve the quality of life for all those living with its effects.


Note: Throughout the text, I usually refer to the person with dementia as ‘your relative’ or ‘your loved one’; in most cases, the person with dementia will fall into these categories, but I hope you don’t feel excluded if these terms don’t really fit. I wanted to avoid repeating ‘the person with dementia’, partly because it’s cumbersome, but mainly because it puts the emphasis on the illness rather than the individual. I have also avoided the overuse of ‘he or she’ and have instead alternated between the two.



1

What is dementia?

Dementia is the term used to describe a collection of symptoms that are caused by the destruction of brain cells as a result of certain diseases or conditions. Alzheimer’s disease is the most common cause of dementia – more than half the people with dementia have Alzheimer’s. The second most common cause is vascular dementia, which accounts for around 20 per cent of cases. Other fairly common causes are Lewy body dementia and frontal lobe dementia.

Dementia is a progressive disease, which means it will get worse over time. It usually begins in old age, but it is by no means an inevitable consequence of growing older. As we age, our memories, just like our bodies, become less robust, and we tend to forget things more easily than when we were younger. Mild forgetfulness is annoying but normal; the severe, life-affecting memory loss that characterizes dementia is not. It can be difficult to tell the difference in the early stages, but there are other symptoms associated with dementia that make it clearer that something is wrong. (See p. 9.) Although dementia is more common in older people, it can start earlier. In 2013, there were 42,325 people with early-onset dementia (onset before the age of 65) in the UK, according to the Alzheimer’s Society. Very rarely, it can start before the age of 40.

Alzheimer’s disease

Alzheimer’s disease is what we tend to think of when we hear the term ‘dementia’. The name comes from the psychiatrist and pathologist Alois Alzheimer, who first described the disease in 1907 after noticing that protein deposits could be found in the brain of someone with dementia.

When your loved one is diagnosed, you may be told that he or she has ‘dementia of the Alzheimer’s type’. This is because a definite diagnosis of Alzheimer’s disease can only be made by examining the brain tissue after a person has died. Doctors still don’t know exactly what causes Alzheimer’s, although it is thought there may be a genetic cause in a minority of cases (more about this on p. 6). However, the symptoms – the decline in the ability to remember, to learn, to think and to reason – are caused by physical changes in the brain which stop it from working properly.

When scientists examine the brain tissue of someone with Alzheimer’s under a microscope, a number of changes can be seen. These include:

•small lumps called amyloid plaques, which grow in the areas of the brain responsible for controlling memory and thought. The lumps are made up of protein and parts of dead cells, and it is thought they may stop messages being passed between the brain cells;

•bundles of tangled threads, known as neurofibrillary tangles, which form inside the brain cells and prevent messages moving between them. They can also cause the cells to die;

•holes or gaps in brain tissue where cells have died;

•insufficient numbers of neurotransmitters (chemical messengers that move between the brain cells).

Myths about Alzheimer’s

In the vast majority of cases, we don’t know why someone develops Alzheimer’s, and this lack of knowledge has led to a number of myths about the disease. We do know that Alzheimer’s is definitely not caused by:

•overusing or underusing your brain;

•stress or bereavement;

•hardening of the arteries;

•contact with someone who has the condition; Alzheimer’s is not infectious or contagious – it cannot be ‘caught’.

There has been some circumstantial evidence linking Alzheimer’s with aluminium. However, since the link was first suggested, there has been a great deal of research and no causal links have been identified. Aluminium is widely present in our environment, and we are all exposed to small amounts of it on a daily basis. Given that the majority of elderly people do not develop Alzheimer’s, it is highly unlikely that it is a contributory factor.

Vascular dementia

Vascular dementia is caused by damage to the blood vessels in or near the brain. If the blood vessels are blocked or damaged, blood flow will be affected and this may result in a lack of oxygen to the brain, which in turn can damage or destroy some areas of brain tissue. Areas of brain tissue that have died through lack of oxygen are called infarcts. This is sometimes the result of a small stroke. Over time, several infarcts may appear and brain function will be affected, causing dementia. This is sometimes known as multi-infarct dementia. It is possible for Alzheimer’s and vascular dementia to occur together.

Lewy body dementia

This is where small clusters of proteins called Lewy bodies form in the brain, affecting brain function. Lewy bodies are also found in people with Parkinson’s disease, and some symptoms of Parkinson’s – stiff muscles, a shuffling walk, loss of facial expressions – are sometimes seen in Lewy body dementia. As well as the usual dementia symptoms such as memory problems and confusion, people with Lewy body dementia may also experience hallucinations, and may have difficulty with balance.

Frontal lobe dementia

Frontal lobe dementia is where the damage to brain cells occurs in the front parts of the brain, which are the areas that control mood and behaviour. We don’t yet know why this happens in some people. As with Alzheimer’s, this type of dementia causes a progressive decline in mental function over a number of years, although the symptoms are slightly different in that the personality changes are very prominent, and may sometimes involve quite bizarre behaviour. The person may have trouble with language but, in the early stages, experience few or no difficulties with memory. This type of dementia tends to begin earlier than Alzheimer’s, often when people are in their 40s or 50s.

Other causes of dementia

Dementia can also be caused by rarer diseases such as Korsakoff’s syndrome, Binswanger’s disease, Creutzfeldt-Jacob disease (CJD) and HIV and AIDS. Dementia may also be more common in people with motor neurone disease, Huntingdon’s disease, Parkinson’s disease and multiple sclerosis.

Who is at risk?

There is continuing research into why some people develop dementia and others don’t. To a certain extent we’re all ‘at risk’ of developing some form of dementia, but scientists have identified a number of factors that can increase that risk. It should be borne in mind that people who appear to have a high risk of developing dementia may never do so. It’s also possible for the condition to develop in someone who appears to be at low risk.

Risk factors

Age

Age is by far the most significant risk factor. Some people develop dementia quite early in life, but it is relatively rare in people under 65. As we age, the risk increases. According to the Alzheimer’s Society, only one in 1,000 people between the ages of 40 and 65 has dementia. This increases to one in 50 in those aged 65–70, one in 20 in 70- to 80-year-olds and one in five of those over 80. Other health conditions or illnesses associated with ageing may contribute to the increased risk: for example, conditions that affect the heart or blood vessels (the cardiovascular system) such as high blood pressure, heart disease and stroke.
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