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Testimonials

“This easy to read, sensible and insightful book, offers practical information and advice simply and compassionately given for all stages of the condition. This will be a great resource which can be picked up in times of need and can be used to jot down questions, ideas and useful strategies along the journey that can be helpful reminders when talking with healthcare professionals. Knowing that you are not alone on this journey and that there are people out there like Jane with the expertise, knowledge, empathy and the passion to offer this support means a great deal. Jane lets us know that none of us are experts, but with kindness and wisdom helps us to do our best and advises that we all need to be kind to ourselves and ask for help when we need it.”

—Carol Maddock, Daughter

“Jane’s compassion and warmth shines through her words. I believe that it will be a comfort to families/ caregivers who are experiencing the fear of a diagnosis and will offer an anchor when they’re unsure of how to communicate. I think it will also be a helpful tool for professionals to help them educate extended family and friends to help them understand what’s happening and manage expectations. Jane has a real knack for taking the ‘edge’ off a difficult subject through her reassuring tone and practical tips. This gives people a pathway to follow through the ‘mist’ as you would say- a guiding light”

—Mari Evans Mental Health Nurse Consultant.

“Finding the Light In Dementia has been invaluable and has helped us know what to do and how. We are currently caring for my 90-year-old Mum together in her home and with all the challenges that later Stage Alzheimer’s bring, this book has been a great source of wisdom on how to tailor our approach. We have used the book to provide a consistent approach to her care. All professional home caregivers would also benefit from reading this to enable them to provide the best care possible in their role. It’s also a book that reminds us to look after ourselves!”

—Angharad and Anthony Brown, Daughter and Son-in-Law, Family Caregivers

“This little book is a life saver for people who have dementia and their caregivers, families and friends. I think it should be given out by every professional who gives the initial diagnosis. People need something to grasp, and the sensitivity, simplicity and emotion contained in this book may help them cope better.”

—Lorraine Morgan, Nurse Consultant

“It’s absolutely amazing, I think it should be compulsory reading for everybody at the start of dementia. I wish it had been around when my husband started developing it”

—Elizabeth Cox, wife and caregiver

“This is an insightfully wonderful book for both caregivers and professionals alike. ‘Finding The Light In Dementia’ helps to calm the overwhelming feelings that come with a diagnosis of Dementia or Alzheimer’s. It is almost as if Jane has gently taken your hand in hers and is walking alongside you, encouraging you through this new chapter of your life. She has provided wonderful information; plus note pages at the end of the chapters for you to keep a record of the questions you want to ask the Doctor. This book is a much needed gift to yourself.”

—Carole Fawcett, MPCC, Counsellor
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Be a lamp, or a lifeboat, or a ladder. 
Help someone’s soul heal.
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Author’s Note

Receiving a diagnosis of dementia comes with a multitude of emotions: fear, devastation, shock, panic, resentment and bemusement. All of these feelings are caused by uncertainty about what lies ahead and having to face up to an unknown future.

Finding the Light is here to offer hope and comfort by helping you to understand what is happening to your loved one living with dementia. Once you can understand why their behaviour may change, this book guides you with practical, creative tips to see through the mist of dementia and helps you re-connect with them and yourself. Finding the Light suggests taking small steps to adopt enjoyable approaches to help overcome some of the difficulties you may be experiencing.

I will explain about how dementia may affect your loved one in relation to space and time, sensory changes, communication difficulties and differences in thinking and reasoning. Finding the Light goes on to explore how you can communicate and re-connect with them by making subtle changes in the environment, whether indoors or outdoors, being aware of your body language and creating sensory life stories that make the most of the senses.

Following the simple activities and tips recommended here may help to keep your relationships vibrant and healthy. They may also help toward slowing down your partner’s* deterioration. By understanding what happens when somebody has dementia, you will learn to be more empathic and re-develop a connection with your partner and with yourself, thereby helping to maintain love and dignity. Finding the Light also helps you to recognise your needs and offers steps to self-care. By caring for yourself, you are in a better place to care for others.

This book is not meant to replace your doctor. Dementia affects people individually and different stages will come with different issues; therefore, the advice here is general and does not necessarily suggest that your partner will experience all of the changes discussed.

__________________

*   I will refer to your loved one as partner in the sense of care partner throughout the book





Introduction

Dementia is a term for a number of symptoms that affect the brain due to disease or the presence of small strokes. It is progressive in nature which means that the individual affected will experience ongoing deterioration of their condition. There are a number of different types of dementia that include Alzheimer’s disease; vascular dementia; Lewy body dementia; frontotemporal dementia and Parkinson’s disease dementia as well as rarer conditions. The person diagnosed will experience different symptoms that depend on the type of dementia and where the damage in the brain occurs. For the purpose of this book, I have covered the most common effects that can occur in all types of dementia and may affect people at different times. Your partner may not experience all the symptoms noted in this book, but it is important to understand what is happening to them and how you can help at all stages of their condition.

Having a diagnosis of dementia can be a frightening experience often leading to feelings of anxiety and uncertainty for the future. Chapter one in Finding the Light offers guidance and practical advice about what positive plans you need to make together.

People who have dementia may become disoriented to time and space. They need to be in a relaxing and familiar environment surrounded by people who know them or know their lifestory in order to feel safe and secure. They also need to be around people who understand the nature of dementia. Involve their friends and family; children can be particularly intuitive and offer a blanket of hope and a great source of love. Language is often affected by dementia, so Finding the Light introduces ways we can communicate beyond speaking. Chapter Two will help you make the most of non-verbal forms of communication and find ways of understanding each other. This includes using your senses and body language and learning to find your connection at a deeper spiritual level.

Memory and awareness of time and place can be affected by dementia. This can include forgetting, repetitive behaviour, failing to recognise people, not understanding time and getting lost. Finding the Light helps you to understand what your partner is experiencing. Chapter Three provides suggestions to overcome these difficulties and Chapter Four offers ways to stimulate memories together to help you both find joy in shared remembering.

Judgement may be impaired by dementia: this can include not being able to recognise risks, such as knowing that a hot cup of tea may scald, or how to dress appropriately for the weather. Dementia can also affect how and what a person is able to see in the world around them. Finding the Light explains how, with your understanding, you can gently guide your partner in the decisions they make while helping you understand what they may be experiencing. Chapter Five will introduce you to some ideas to help your partner feel safe, secure and content while maintaining their independence for as long as possible.

Eating, drinking and sleeping can be affected by dementia. Finding the Light shows how good nutrition, hydration and sleep can help you both keep well and maintain some balance in your lives together. Chapters Six and Seven offer some tips and advice to help you both stay rested and nourished.

Appearance and a sense of who we are can change due to dementia. Finding the Light identifies the difficulties that can occur when attending to appearance and personal care. Chapter Eight helps provide practical suggestions to help your partner keep their dignity and sense of self-worth.

Changes in behaviour can occur when living with dementia. Finding the Light explains mood changes and fixed beliefs, which can be due to fear and frustration as well as changes in the brain. Chapters Nine and Ten explain what might be happening to your partner. These chapters offer approaches to help minimise the difficulties they experience and to see that there may be a message behind this behaviour that needs to be responded to sensitively.

When caring for someone living with dementia, we tend to forget about our own needs, and this can lead to emotional, physical and social problems for ourselves. We may become resentful, experience emotions that make us feel guilty, have our own health problems and become isolated from our friends. Chapter Eleven suggests positive steps to self-care while caring for your partner.

There may come a time when you will need to consider professional help in caring for your partner. Chapter Twelve offers advice about befriending, care in the home and what to consider when looking at a care home, either for respite or on a long-term basis. This also includes advice in the event of a hospital admission. It gently helps you to see the benefits of asking for help and shows how you can continue to connect together and both stay well when other caregivers are involved.

The nature of dementia means that your partner’s condition waxes and wanes as time goes on. This book helps you to think about being creative and flexible in your caring and recommends that you consider the suggestions here. If you have found that some strategies no longer work, it doesn’t mean that they won’t work in the future.......keep an open mind. You might want to consider a trial and error approach to solving any of the difficulties you both experience.

The ethos of this book is to help you connect with and care for your partner and for yourself. Include your family and friends and ask them to read Finding the Light too, so that they can feel confident and become more involved. Whether you’re a spouse, partner, daughter, son, sibling, parent or friend, this book is for you.

I know how busy you are, so for quick reference, the main points to remember are summarised at the end of each chapter, alongside some notes pages for you to write key points about what works for both of
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