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			While all the stories in this book are true, along with the names of David and Liz, other names and some identifying details have been changed to protect the privacy of the people involved.

			The quotes from David’s journal are written in italics and accompany each drawing. They are printed as he wrote them, with corrections made only to clarify the text.

			Jade heart carved by David for Liz.

			Fleece heart felted by Liz for David.



	

 

			Being deeply loved by someone gives you strength,

			while loving someone deeply gives you courage.

			Lao Tzu
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Foreword

			“You can do this Liz, you promised David.” Liz’s voice.

			“It takes an enormous amount of energy to face the Alzheimer’s journey.” David’s voice.

			How could an aging woman possibly maintain her stability through 13 years of her husband’s progressive dementia? Some call dementia ‘the long dark’. Within that darkness, loved ones gradually disappear from life. But not love. This book is about love. And loss. And life lived before dementia, through dementia, and after dementia.

			Before I read Liz’s book, I wondered how both Liz and David sourced the strength to navigate the myriad disconnections caused by dementia. The loneliness, the grief, and ultimately his death. Against relentless adversity, they sustained their love. After all, David was her soulmate, father of their three children, a capable breadwinner whose career was in nursing. They also shared a deep Christian faith which, in his art, he depicted as a yellow glow. As his dementia grew, so did his artwork, until he could no longer write or draw. In David’s art we see radiance shining, sustained within the container of their faith.

			Although I did not know Liz or David personally, I knew of them. We all worked within variations of the health care system. Nelson is a fairly isolated mountain community of 10,700+ people in the B.C. interior. Many, like Liz and David, who also worked their farm, enjoyed active pursuits in surrounding mountains, forests, and lakes. Occasionally I would see David and Liz walking their sheep dog along the waterfront path. I recognised them - he with his glowing eyes, strong body, and abundant dark hair; her with large blue eyes, rosy cheeks and short white curls. They strode with an athletic grace and synchronicity typical of folks who work and play on their land. Radiant with health and hope, what could possibly affect their happy trajectory?

			Dementia!

			Author Liz Amaral has transcribed her husband David’s illustrated dementia journals into a compelling and intimate book. Their mission? “I want to give readers hope that love and connection is possible with dementia.” (P.4). In sharing their vulnerable story, the couple hoped to help others to recognise the early symptoms with dementia, and to seek timely support. Although David died in 2021, his voice and art in their book is as authentic and fresh as is Liz’s story about caregiving for 13 years.

			In Canada, 70,000 people are currently diagnosed with dementia. Another 500,000 contend with cognitive decline, but live independently. Dementia can open the heart. It can also reduce a half century of great love to stereotypical roles of suffering patient and suffering caregiver. With dementia, one may expect many separations, letting go’s, and sometimes conflict with spouse or with the limitations in health care.

			By age 62, and after years of confusion with a diagnosis of adrenal fatigue, David received a diagnosis of Alzheimer’s disease. Alzheimer’s is a type of dementia. Later this was amended to frontotemporal dementia. From age 62 to 64, he chronicled his journey through the erasure of his mind and his identity. Liz commented, “There was no clear end to our losses, just an uncontrollable slide into the unknown.” (P.29). Their book explores the changes necessary for his physical safety, such as safeguards and schedules on the farm, or activities with safe people who cared. Ultimately, dementia caused increased separateness as David travelled into the world of assisted-living and extended-care facilities during the COVID lockdown. He depicted their journey as a canoe trip down the river of life. We see David and Liz afloat in a red canoe heading for the frothing waterfall. What saves them? What keeps them afloat? You will find clues in David’s compelling art.

			Yes, this book is uplifting, frightening, joyous, horrifying, and informative; a testament to a greater destiny or faith than we might feel capable of. Dementia can call out the best and worst in our nature. The shock is that life can be turned upside down.

			Liz promised the book to complete David’s life. Then through the relentless demands of caregiving, she realised that she had met every setback and every discouraging change with skills that people in her situation need to know. In part, this book exemplifies the courage, strategies and inventive powers of women, or men, forced to be the main provider. “I do keep my promises,” says Liz, in her characteristic blunt fashion. I have come to know Liz as a gutsy smart woman, a fit and athletic grandmother. Now, she is a damn good writer. I hope that she writes a sequel book to educate caregivers about the demands and gifts of the role. We need skills to navigate the complexities of health care and extended care nursing. We need skills to navigate aging or cognitive decline. This book, this profound journey with David and Liz, shines light and courage to paddle our canoes through the rapids and waterfalls that life delivers.

			Lee Reid, M.Ed. retired Mental Health and Addictions Counselor, Nelson BC
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Preface

			“You can do this, Liz,” I repeat to myself as my heart pounds wildly. Manuscript in hand, I walk onto the stage at Taghum Hall, our small but lively community hub near Nelson, British Columbia. Writing enthusiasts and supporters are all in their seats, ready for an evening with local writers who will share excerpts from their creations.

			I’ve never thought of myself as a writer, yet here I am. For the first time, I’m going to let others into a very personal and painful story about my husband David’s dementia. He was only fifty-eight when we started noticing that something was happening to him. For the next thirteen years until he passed away, the disease turned our lives and relationship completely upside down.

			Together with my own writing, I’m going to share excerpts from David’s journal. He started writing a journal just after he was diagnosed with dementia in order to track what it was like to be robbed, slowly and persistently, of a sense of who he was. As a nurse, he made notes on how this disease of the brain changed his personality and stole his abilities. As an artist, he drew out the turmoil in his internal world. For eighteen months, he was able to articulate his insights in that journal even as he lost so much of what he could do in everyday life. Then, the journal entries stopped.

			I promised David that I’d publish his “view from the inside.” He wanted people to see what someone with dementia might be going through. He also hoped others would look for help sooner if they learned to recognize early signs.

			I do keep my promises. At first, I thought it’d be simple to deliver on it but doing so turned out to be a whopper of a task. David had filled four thick spiral-bound notebooks with his handwritten descriptions and drawings in coloured pencil or oil pastel. My plan was to just choose the most striking entries and compile them into a book. But when I joined a writing class to help me select the best passages, my classmates challenged my plan. “David’s entries are all amazing, but you were affected, too. What about your journey?”

			They made a compelling point. As David’s wife and caregiver, I’d experienced a radical upheaval in my life. Still, I resisted. If I explored my own story alongside David’s, I’d have to re-open the floodgates to the emotions brought on by a disease that slowly and steadily stole my husband from me. Did I really want to tell my story?

			Despite the pain I knew would surface, my answer was a resounding “yes.” Reliving my heartache would be worth it to provide readers with a map to the journey through dementia for both the person with the illness and the caregiver. I wanted to give readers hope that even in the midst of the devastation dementia brings
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