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Foreword

The Scottish Dementia Working Group and the National Dementia Carers Action Network

The Scottish Dementia Working Group (SDWG) and National Dementia Carers Action Network (NDCAN) are national member-led groups, for people living with a diagnosis of dementia and carers of people with dementia. As active voice groups, our members are committed to enabling and promoting the diverse voices of people with dementia and carers to campaign for, promote and uphold rights and drive change. Our priorities include raising awareness, improving rights, and tackling the stigma of dementia.

Alongside what unites us, it is important to remember that no two people impacted by dementia are the same. We are all different, with different needs and different interests. Some of us like to sing or play music, others enjoy keeping active or being creative. There are those who want to continue working or learning, whilst maintaining social connections with friends and family is a priority for others.

Just as our interests are different, so too are our experiences of dementia. Every person’s dementia journey is different, from the pathway to diagnosis, to living well with dementia. And, from how we can keep doing the things we enjoy, to managing the symptoms of dementia and the support we might need.

Working together has shown us that there’s no one-size-fits-all answer to dementia, but there are common questions that arise and helpful advice and useful information that can be shared. This book sets out to do just that and provides insight on everything from what dementia is and how it is diagnosed, to the symptoms and stages of dementia, how to live well with dementia and how to support someone living with dementia.

Alongside answers to the many questions that people living with dementia and their carers have, you’ll find helpful suggestions and strategies to assist both the person living with dementia and those who support them to adapt to and cope with changes in memory and behaviour. There’s also an important chapter for carers with advice and information on self-care.

In producing this book Tom and Michael have brought together their wealth of knowledge and experience to create an excellent and long overdue resource for anyone affected by dementia, and we hope you will find it to be an effective guide as you navigate your own dementia journey.


Preface

Whether you are worried about your memory, have been diagnosed with dementia, or are concerned on behalf of a friend or relative, we hope you find the answers to your questions in this book. No one should have to go through dementia alone, and we hope you have support around you and can find extra help as you need it.

One difficulty in writing a book like this is not knowing who is reading. We have tried to be consistent, but there are times when we address the person with dementia and others where the information is aimed at their relative or carer (not only are there text boxes addressed to carers throughout but Chapters 18 and 19 are addressed exclusively to them). Similarly, it is easier to see if the information is pitched at the correct level or is too convoluted in conversation than on the page. We have attempted to be clear while also including some detail for those who want to know more. We have done our best to achieve a reasonable balance.

We used Twitter and our local contacts to source the questions people with dementia and their families thought were important. Hopefully, this approach means that the book will be helpful to many people. We are very grateful to friends and colleagues who posed questions or have read all or some of this book in manuscript form. In particular, we would like to thank Alzheimer Scotland for permission to reproduce Figures 7.1 and 15.1, Rosie Ashworth, Willy Gilder, Fiona Hartley, Stuart Hay, Emma Law, Donncha Mullin, David Ross, Lucy Stirland, Danielle Wilson, and all the Partners in Research who read the manuscript. Their comments have greatly enriched this book. The responsibility for any remaining mistakes or infelicities of language is, of course, ours.

Finally, we are grateful to our families for their love and support while we were typing, and always.

Tom Russ and Michael Huddleston
Autumn 2022
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What is dementia?

Doesn’t everyone’s memory get worse as they get older?

Some human faculties worsen as part of ‘normal’ ageing. The ability that most commonly deteriorates is reaction time. A slower reaction time can make it harder to process information quickly. It can mean you take longer to think things through and make decisions.

Other faculties, like wisdom, often – but not always! – continue to increase into later life. Similarly, our vocabulary tends to increase and then remains stable throughout life.

Memory problems are often assumed to be one of the normal aspects of getting older. However, if you struggle to remember things, it might actually signal that something other than ageing is happening.

Do memory problems mean that I have dementia?

If you are experiencing memory problems, you should contact your doctor and arrange an assessment. However, don’t jump to the conclusion that you have dementia. That is a possibility, but there are plenty of other reasons why you might be experiencing memory problems. Of approximately 1000 people referred to our memory clinic in Edinburgh each year, probably half are diagnosed with dementia. Other reasons a person’s memory might worsen include side effects from medication, other health conditions, stress, depression and anxiety. You can do something about most of these conditions, either through changing medications or lifestyle. As such, it is very important to contact your doctor if you or your family are concerned about your memory.

The dementia syndrome

Medicine was previously much more straightforward, and the branch of medicine that dealt with the mind especially so. There is a bust of the famous French doctor Philippe Pinel (1745–1826) in the hospital where Tom works. Rather than the thousands of coded illnesses in the World Health Organization’s latest International Classification of Diseases, Pinel recognized only four diagnoses: melancholia (which we now call depression), mania, idiocy (intellectual disability), and dementia.

The word ‘dementia’ comes from the Latin demens, meaning ‘out of one’s mind’, but is now used to denote a syndrome (a collection of symptoms that often go together):


	a deterioration in one or more cognitive (thinking) skills, often including memory

	experience of difficulties when carrying out everyday tasks

	progressive deterioration (i.e. it keeps getting worse)

	deterioration lasting at least six months.



Is Alzheimer’s the same as dementia?

Several different illnesses can cause the syndrome of dementia. The most common is Alzheimer disease, which is probably why many people think dementia and Alzheimer’s are the same.

However, clinicians are often to blame for this uncertainty because of the imprecise way we use language. To be precise, we must distinguish between Alzheimer disease and Alzheimer dementia (often formerly referred to as ‘dementia in Alzheimer disease’). Alzheimer disease is an illness which affects the brain. It can be detected in people’s brains even when they are only in their thirties or forties.

These changes in the brain tend to get worse with age, but – importantly – not everyone who has Alzheimer disease goes on to develop Alzheimer dementia. The latter is a progressive decline in memory (and other thinking skills) and other day-to-day abilities. Simply put, Alzheimer disease affects the brain, and Alzheimer dementia affects the person.

Many people with Alzheimer disease in their brain will likely never develop any symptoms of Alzheimer dementia. Unfortunately, we cannot currently predict who will develop symptoms and end up with a diagnosis of Alzheimer dementia, and who will live to a ripe old age with no memory problems and die of something else, despite having Alzheimer disease in their brain.

Is dementia the same as Alzheimer’s?

Many other illnesses also cause dementia, so no – dementia and Alzheimer dementia are not the same. Nevertheless, Alzheimer disease is the illness that most commonly results in dementia.

Vascular dementia

The second most common illness is cerebrovascular disease, or changes in the blood vessels within the brain. This same process occurs throughout the body and can also lead to angina and ischaemic heart disease. Vascular disease causes small areas of the brain either to be starved of oxygen over a long period or die. This can lead to vascular dementia (dementia resulting from cerebrovascular disease).

Vascular dementia can occur alongside one or more strokes or ‘transient ischaemic attacks’ (TIAs, or mini-strokes). Dementia symptoms after a large stroke are called ‘post-stroke dementia’. The underlying process in the brain is the same.

Mixed dementia

Many people diagnosed with dementia have a combination of Alzheimer dementia and cerebrovascular disease. This combination is generally referred to as ‘mixed dementia’.

Dementia with Lewy bodies

The next most common overall cause of dementia (but the second most common neurodegenerative cause at 10–15 per cent) is dementia with Lewy bodies. ‘Lewy bodies’ (build ups of protein in the brain) are named after Dr Frederic Lewy (1880–1950), the Jewish German doctor who first identified these features in the brain in 1910.

Frontotemporal lobar degeneration syndromes

The fourth most common cause of dementia is the fronto-temporal lobar degeneration syndromes. These all predominantly affect the frontal and temporal lobes of the brain. Symptoms include changes in behaviour or language with particular difficulties with executive function (planning and sequencing).

What about less common illnesses associated with dementia?

The four common causes make up about 19 out of 20 dementia diagnoses. However, there are further causes of dementia, including progressive supranuclear palsy, Huntington disease, motor neuron disease, corticobasal degeneration, cerebral amyloid angiopathy, CADASIL (cerebral autosomal dominant arteriopathy with subcortical infarcts and leukoencephalopathy), and Creutzfeldt–Jakob disease. There isn’t room to discuss these conditions in detail here, but information is available online. A good place to start is the websites of general dementia charities or those for the specific disease. (e.g. see Further resources)

Does dementia run in families? What does it mean for my children if I have dementia?

Some dementias do run in families, but these tend to be the types of illness where, tragically, people develop symptoms much earlier than usual, often in their forties. They are usually associated with known genetic abnormalities, and several people in the wider family might be affected. Someone with a mutation in one of the relevant genes has a 50/50 chance of passing it on to their children.

Most people who develop dementia do so later in life (often arbitrarily defined as 65 years or older), and age is the most important risk factor. That is not to say that genetics doesn’t play a role. Someone with a first-degree relative (a parent, sibling or child) who has Alzheimer dementia has a slightly increased risk of developing dementia compared to the general population. Still, many people with a close relative with dementia do not develop dementia.

Except for those rare genetic instances mentioned above, it is not inevitable that someone who has a relative with dementia will develop dementia themself.
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When does dementia start?

Isn’t dementia a disease of old age?

Traditionally, dementia has been regarded as something that happens to people in later life. In As You Like It, Shakespeare described the last stage of life as ‘sans teeth, sans eyes, sans taste, sans everything’. While we won’t argue with the Bard, it is increasingly recognized that, although the symptoms of cognitive and functional decline most commonly occur in later life, the underlying disease process begins years, if not decades, earlier. Disease – for example, Alzheimer disease – is not the same as dementia. Disease comes before dementia.

When does the risk of developing dementia start?

Rather than a disease of later life, dementia should be understood as a disease of the whole life course. In other words, your risk of developing dementia starts to accumulate before birth. Genetic factors (which you inherit from your parents) can influence your risk of developing dementia before you were even conceived, in the selection of which egg your mother released and which of your father’s sperm fertilized that egg.

What happens to you in the womb is also relevant to your subsequent health. Our experience in the womb (the ‘intra-uterine environment’) affects the risk of developing coronary heart disease later in life. A similar relationship with the brain has also been identified. A recent study showed that people who were small babies performed more poorly on cognitive tests 70 years later, other things being equal. Admittedly, there is limited evidence directly linking birth characteristics with dementia, but many scientists are beginning to make an association between smaller birth weight and higher dementia risk later in life.

Once you are born, your experiences continue to influence your later risk of dementia. Your early life experience matters.

When does Alzheimer disease begin in the brain?

The development of Alzheimer disease – and many diseases which cause dementia – is initially silent, causing no symptoms. It begins many years before any symptoms appear. Some people, despite having a substantial amount of brain disease, never develop symptoms of dementia. We do not yet know why some people’s brains seem more resilient against the changes of Alzheimer disease than others, although there are several theories.

What is cognitive reserve?

Cognitive reserve is one theory – often associated with Professor Yaakov Stern of Columbia University in New York City – to explain why some people’s brains are more resilient against the changes that can result in dementia. People have different numbers of brain cells – we call this ‘brain reserve’ – and some people’s brains also try to compensate for any damage to the brain. As we know, Alzheimer disease develops silently over many years before causing any symptoms. Consequently, some people’s brains might tolerate and adapt to a greater degree of disease before any symptoms appear. Or, maybe, if two people had the same amount of Alzheimer disease in their brains, the one with more cognitive reserve would have fewer or no symptoms. Someone with higher cognitive reserve is more likely to be diagnosed with dementia when the Alzheimer disease in their brain is at an advanced stage. As such, they may decline faster following diagnosis.

But what influences cognitive reserve

How do memory and thinking skills change as one ages?
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