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Dedicated to my younger sister, Heidi, who had a ruptured brain aneurysm last year and is recovering well. At only eleven months apart, we’re like twins; she’s my best friend and I love her to the moon and back.
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Foreword



I have learned a lot about dementia through my own experience of living with a family member with Alzheimer’s over many years, and also through my involvement in raising several millions of pounds for research into this complex condition.


Society has been – and remains – far too inclined to dismiss dementia as an inevitable disease of old people, and so one that doesn’t warrant the focus and attention given to other life-threatening conditions such as cancer. This could not be more wrong.


The reality is that dementia affects people of all ages and can have life-changing consequences that may last a decade or more.


Dementia doesn’t just affect the individual but their family members and other people around them, and its impact on all of them can be devastating.


Sadly, one in three people alive today will be diagnosed with dementia, yet the funding for research is minuscule – while financial provision for the care of those affected is almost non-existent.


Funding long-term specialist care is a bottomless pit and, as a result, responsibility falls overwhelmingly on family members and friends acting as unpaid carers – and on care homes run on a shoestring.


Diagnosis of dementia is difficult: it may be many years before a diagnosis is reached, and many people go undiagnosed to the end.


It is important to recognise that the condition is not just about memory loss but can include difficulties with thinking, problem solving or language, as well as changes in personality and mood. As the true stories in this book show, these changes can be gradual and can have a huge impact on relationships if their cause is not understood.


I hope that this excellent book will help readers recognise and understand the early signs of dementia, and the changes that it brings about. Even after a diagnosis, which might explain initial behavioural changes, there are a whole series of further changes and stages that must be recognised and accepted.


For those living with and caring for loved ones with dementia, the most important thing is that impatience, irritation – and even despair – should be replaced with understanding, compassion and kindness.


Most educational resources shy away from describing the final stages of dementia, which can last for years, but it is important that they are also recognised, planned for and addressed by family members. You can find more information about the various stages of this illness by visiting https://www.alz.org/alzheimers-dementia/stages.


I am really grateful to Gina Awad and Tony Husband for researching, writing and illustrating the moving case studies of family carers featured in this book. I am sure they will help many people by raising awareness of dementia, and increasing understanding of how we all need to be prepared to recognise the symptoms and respond to them with empathy and love.


Sir Malcolm Walker CBE










Introduction



Over the years, I have witnessed family carers* struggle to meet the needs of their loved ones whilst neglecting their own. A myriad of overwhelming feelings can arise, including guilt for not being good enough and fear of getting it wrong, leading to immense frustration and loneliness.
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