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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.

However, they are doing the best they can with limited resources and often have no option but to educate themselves and attempt to navigate the intricate care system.

This has to change.

Dementia is not going away and it is one of the biggest health and social care challenges of this century. According to the World Alzheimer Report 2021, approximately fifty-six million people are living with dementia. These figures represent those formally diagnosed. What about those who are not?

This then raises the question of how many families are caring for their loved ones. We can only surmise.

Whilst the global search to find a cure gathers momentum, innovative practice continues to flourish and peer support increases, it still remains essential that as a society we seek to understand dementia and the impact it has on individuals and families. Engaging communities to work together for people living with dementia and their families is what drives my passion.

The idea of creating a book illustrating the range of varied experiences of families caring for their loved ones was born in the autumn of 2020.

This book was inspired by stories of isolation and loneliness during the global pandemic, alongside the new ways people found to connect with each other. It became vital to give families living with dementia a platform to share their personal stories and learning.

I have worked with Tony Husband, the wonderful cartoonist for this book, on several dementia-related projects over the past five years. Tony’s illustrations tell the stories with such eloquence, heart and sensitivity that readers will come away smiling, moved and nodding with recognition.

Much of 2021 was spent in conversation with families on Zoom; listening, reflecting and working with Tony to create imagery that evoked the heart of their experiences. We acknowledged the responsibility, wishing to represent our contributors to the best of our ability. We knew that, told well, each individual story would be both unique and universal.

With the exception of John and Nobby, whose story is in the public domain due to Nobby’s profile, we have made the difficult decision to anonymise names throughout as it would otherwise be impossible to guarantee the privacy and consent of everyone indirectly involved in each tale. However, each contributor has chosen their own pseudonym. Sienna’s Story is the only tale not directly told by a real person; this is a composite story based on my own experiences and those of many professional carers who have shared with me over the years.

I hope these personal and heartfelt contributions provide an emotional and practical resource for everyone affected by dementia. Equally as important, Tony and I hope this book is part of the journey towards a society that responds to dementia with compassion and understanding.

Collaborating with these wonderfully caring, diverse families has been the most humbling of experiences. It has been evident throughout that they are partners in care, learning as they go along and striving to empower their loved ones to live as well as possible.

We thank you all from the bottom of our hearts for sharing so generously. We sincerely hope we have done your stories justice, with the utmost of sensitivity. We salute you for all you have done and will continue to do. Together we are United.

Many times, people with dementia and their families have expressed to me how they feel emotionally when we connect. I will sign off with this beautiful quote which offers so much truth to me and encapsulates perfectly how a felt sense of meaningful connection can last forever:

‘People will forget what you said, people will forget what you did, but people will never forget how you made them feel’ Maya Angelou

Gina Awad BEM

*Although the term ‘carer’ is used throughout the book, I acknowledge this word does not sit well with everyone and not everyone identifies as such. First and foremost, the relationship takes precedence. However, many people find that not identifying with the term can make accessing support very difficult.





Kate and Fred’s Story
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Kate’s life changed when her husband Fred was diagnosed with dementia.

She had to adapt and learn new skills.
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Before his diagnosis, Fred was a social, gregarious type.

We loved our holidays together. We went all over the place.
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He supported me on my many marathons with a cheer and a wave.
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But with his diagnosis of vascular dementia, things began to change for us.

‘Fred, the boiler has packed up!’

‘I don’t know anything about that sort of thing.’
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It was different for us then. The responsibilities were mine. I had to learn quickly.
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Fred used to love cooking; he was a great cook! Sadly, I’m not, but I’m learning . . .

Some things can be difficult.

‘Time for a shower, Fred.’

‘I’m not going in there!’
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‘Evening, Fred; your pint sir!’
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But by giving him a routine, like recreating his evening pint at the pub, he feels comfortable and content.

We have amazing carers who come on a rota system. They’re fabulous. Fred’s got to know them now and recognises their faces.

[image: Illustration]

‘Here we are, Fred, snack time!’
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Fred and I think the world of them.

It was so important to me that I could find my own space and be independent, if only for a short time.
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‘Why have you only eaten half?’

‘Because it’s on the wrong side of the plate!’
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I noticed Fred would leave portions of his meals.

I realised he left the food on the side of the plate furthest from him. I served the next meal as a mix of quarter-sized portions. He ate three of the four. There’s always something new to learn.
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I sometimes feel angry and guilty. Dare I think of respite? Am I being selfish? Doubts are constant.

But through it all, we are together. Not the us that was, but a different us.
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‘Lunchtime, folks!’
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I discovered a wonderful initiative, so now once a week Fred is collected by a host and taken to their home with up to three people with dementia and similar interests. It’s a break, and a different experience. Fred really enjoys it and there’s a home-cooked meal too.
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But those dark feelings of failure, ineptitude and inadequacy often recur. I asked Fred once . . .

‘Can you imagine anything worse than me as your carer?’

‘Yes, you not being my carer.’
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