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			Foreword

			The day before Sharon sent me a request to write the foreword for this book, I stumbled upon a treasure. As I was doing a deep clean in my car, I found a small, crumpled, faded pink sticky note. As fortune would have it, I took the time to see what it was instead of letting the vacuum suck it into the void. My heart stopped when I recognized my mother’s familiar handwriting. The fluidity of her script indicated she had written her message at least ten years earlier, after which she contracted familial tremors followed by dementia that required almost five years of 24-7 care.

			On this tiny piece of paper, my mother had carefully written a pithy instruction by the seventh-century Buddhist teacher Padmasambhava, who brought Varjayana Buddhism from India to Tibet. She wrote: “Negative circumstances can be transformed into spiritual power and attainment. Make use of this truth. Utilize adversities and obstacles as the path!” I thought, “Such a message should be taken personally!”

			I share this with you because over the years I have known Sharon, I have observed her gracefully assimilate her diagnosis and symptoms of mild cognitive impairment (MCI) into her spiritual path and utilize these daunting obstacles as opportunities for growth. True, we don’t know what lies ahead, but just as the instructions on that tiny pink piece of paper and in this book encourage us to do, we can make use of our life—even the aspects that we deem “impossible”—because that’s when the extraordinary reveals itself to us.

			I remember how this looked when caretaking my mother. Although I experienced many challenges watching my mother’s slow decline, I tried to never label her situation pathological. We will each have our unique way of engaging our individual circumstances, and I honored whatever my mom had to work out. There were many magical moments. One of my favorites was when, after she could no longer stand up, she requested I take her on a walk. “Bring ‘Red’ along,” she instructed. I had no idea who or what Red was, but I assured her Red would come with. We had many adventures on our virtual walk, never stepping foot outside her room that day.

			In the later years, Mom seemed more at peace and yet still fiercely awake. We took care of her life, her body. It was impossible to say what was going on in her mind, although sometimes after not having spoken for many months she would belt out a full sentence, scold us, or say, “Hi, honey!” Most of the time it seemed she had an acute awareness of all the goings on, despite her silence.

			In this book, Sharon calls to our attention that we can be at our best when facing hardships and uncertainty. In the beginning of the book, Sharon states her steadfast commitment to growth, “no matter what lies ahead.” And in the pages that follow, she generously shares how she honors that commitment. She shares her personal stories, along with the emotional and spiritual tools she uses for coping and thriving, such as meditations and guided contemplations. She underscores the power of open questioning and curiosity. The reader feels supported in their own personal journey.

			It’s very hands on.

			I am delighted that Sharon wrote this book so that we can partake in her wisdom and experience and find solace in the fact that we are never doomed. Even in our darkest hours—even if our memory fails us—when we cultivate an open and adventurous spirit, as Sharon is showing us how to do, we will continue to encounter delightful surprises and experience deep joy.

			—ELIZABETH MATTIS NAMGYEL
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			Introduction

			Today is a pleasant fall day. It’s perfect weather for planting daffodils, as the sky is cloaked in clouds, the breeze soft and warm, and the soil pliable from a recent rain. As I dig into the soil, stuffing each bulb carefully six inches deep, I feel so grateful for this day and my continued ability to garden. Several years ago, I was diagnosed with mild cognitive impairment. Often this diagnosis has treatable causes, but in my case, it is likely due in part to Alzheimer’s disease. The diagnosis rocked my world. I wondered how long I would still be able to enjoy the very basic joys of life, such as planting bulbs in the ground. Instead of the anticipated rapid diminishment of my abilities, I have discovered a slow, nuanced process of change. I am realizing there are many moments, days, weeks, months, and years to enjoy a full and rich life while living with cognitive decline, and there are many small simple practices I am incorporating into my days to help me walk that path.

			WHAT IS MILD COGNITIVE IMPAIRMENT?

			Although I have worked in health care most of my life, I was not familiar with the term mild cognitive impairment, or MCI for short. I have known family, friends, and patients who seemed to have a quirky memory, but I thought of this as part of their personality and the normal aging process. I remember my grandmother in the kitchen wearing her blue gingham apron, standing in front of the kitchen counter washed in sunlight. She had flour on her hands and shoes as she held a wooden spoon in the air over the bowl of half-mixed cookie dough. Looking at me intently, she rattled through all the names of her daughters and granddaughters, searching her mind for the right fit for the little girl standing in front of her. I would smile internally at this familiar ritual but wait quietly, holding back the urge to offer up my name, as she found prompting more upsetting than the memory lapse itself. Was this MCI?

			With this question in mind, I scoured websites and poured through articles and books, trying to understand what was happening to me and millions of others just like me. I began my search with the Alzheimer’s Association website, as my neuropsychologist, Dr. Gregory Prichett suggested. I found their definition for mild cognitive impairment helpful.

			
				Mild cognitive impairment causes cognitive changes that are serious enough to be noticed by the person affected and by family members and friends but do not affect the individual’s ability to carry out everyday activities.

				MCI can develop for multiple reasons, and individuals living with MCI may go on to develop dementia; others will not. For neurodegenerative diseases, MCI can be an early stage of the disease continuum including for Alzheimer’s if the hallmark changes in the brain are present.[1]

			

			I then wondered, What is the difference between normal memory changes and cognitive impairment? This is a difficult but important question to ask if you have any concerns about your memory. The answer is not always definitive or clear-cut, but with the support of a well-trained health professional, it can be determined if the changes you are experiencing are typical for your age or may be suggestive of mild cognitive impairment, which may need further testing. There are different causes for MCI, and many of them are treatable, so it is important to note that not everyone will go on to develop progressive neurodegenerative disease.

			To determine if MCI may be caused by Alzheimer’s disease (AD) or other neurodegenerative diseases, further exploration is needed. There are two proteins normally in the brain called amyloid and tau. A hallmark change indicating Alzheimer’s disease is when these proteins build up abnormally and increase to an elevated level. Amyloid and tau can now be measured through imaging the brain with specialized PET scans and testing spinal fluid. Soon there will likely be a blood test available to detect the elevated presence of amyloid even before there are any cognitive changes. The world of neurocognitive research is on the cusp of major changes to the diagnosis and treatment for early stages of Alzheimer’s disease and related dementias.

			In my case, MCI is considered likely due to Alzheimer’s disease based on two factors: elevated amyloid levels indicated on a PET scan I had as part of a clinical study, and my continued slow decline in cognitive function. For many people like me, it appears that MCI is likely due to Alzheimer’s disease.

			New breakthroughs in research and clinical trials in recent years offer hope for early, effective treatments in the near future. Research has also proven the positive impact of preventative measures such as exercise, a healthy diet, good sleep, and staying intellectually active. These preventative measures can slow progression before and after a diagnosis of MCI or early dementia. I find hope in the small daily activities I can engage in that may keep my cognitive abilities as strong as possible, for as long as possible. I think of this every time I add a few berries to my yogurt in the morning.

			There are at least 5 million Americans who have mild cognitive impairment due to Alzheimer’s disease to date.[2] As I found myself standing at this gateway, knowing that dementia will likely be an integral part of my future, I wondered about the other 5 million or so people in this country who are also grappling with similar news. I want those of you who are joining me on this unexpected path to know that you are not alone. This book is for you.

			WHY I WROTE THIS BOOK

			When I was first diagnosed with mild cognitive impairment, I made a conscious decision to integrate the process of cognitive decline into my lifelong path of spiritual growth and developing an open heart and mind, no matter what lies ahead. I am a passionate, lifelong learner who seeks connection and understanding when faced with adversity. Throughout my life, I have devoted myself professionally and personally to supporting others in developing self-reflection practices, compassion, and loving-kindness. These life lessons are what support me now and what I have to offer to you as a guide through this new unknown territory of changing cognitive abilities. There may not be a medical cure for Alzheimer’s disease and related dementias but that does not preclude the ability to meet this illness with dignity, curiosity, and openness.

			My ongoing study of Buddhism and psychology, along with my previous experiences as a caregiver, interfaith chaplain, and educator, has placed me in a unique position to reflect upon and write about my lived experience of mild cognitive impairment. Because of my personal struggles with MCI, I want to share what I have learned to provide guidance, assurance, and encouragement to others—life does not end with a neurodegenerative disease diagnosis.

			In my work as a chaplain and caregiver I have witnessed the spiritual and emotional challenges that so many confront during major life changes of any kind. I have also witnessed the transformational potential that such challenges can offer. I have worked with people of many faiths and those with no particular belief system, supporting their path toward finding meaning and purpose, no matter their circumstances. In this book, I draw on the emotional and spiritual tools I have learned through my work, many of which are based on Buddhist practices but are accessible to everyone.

			The thought of developing Alzheimer’s disease can seem like an invasion on your sense of identity and a long-term death sentence. A person with neurocognitive disease may feel doomed to depression, misery, and insurmountable suffering. I have felt overwhelmed by these feelings at times as well, but I refuse to accept that there is no compassion, love, and joy for those living with AD. I have seen for myself when working with the brave folks I’ve come to think of as my “dementia ancestors” that their humanity would often shine through the thick fog of dementia.

			My first acquaintance with Alzheimer’s was not a personal one. As a nurse and chaplain, I have walked alongside hundreds of people living with cognitive decline. Once my diagnosis was confirmed, so many faces, names, and stories of those I’ve cared for and their loved ones came swimming back up into my thoughts. Will I meet memory loss with the same amount of grace as Gabrielle? Remembering Mary’s joyful laughter, can I maintain a sense of humor even as I lose my mental functions? What life lessons they taught me over the years will be supportive during the early stages of this progressive and terminal illness? These are some of the topics explored in Until My Memory Fails Me with the hope that this will lead each of you into discovering your inner strengths and personal resources to meet this challenge with self-compassion.

			HOW TO READ THIS BOOK

			We will walk together through the book, with the dementia ancestors and others I have met along this journey, to discover what treasures might be hiding among the weeds and tangles of cognitive decline. To respect the privacy of these subjects, I often use pseudonyms, which are indicated by an asterisk in the text. These life experiences will provide a pathway toward understanding and working with some of the changes that can occur in early stages of Alzheimer’s disease and related dementias. Along with sharing these anecdotes and life lessons, I pose open-ended questions throughout the chapters to encourage self-reflection. You will also become acquainted with guided meditations at the end of each chapter that are easily accessible to everyone.

			I have processed deep emotions and made sense of my world through poetry since I was a teen. Poetry can describe some of the more visceral aspects of experience that are difficult to put into a narrative form. The poems occasionally shared in Until My Memory Fails Me allow a small glimpse into my internal world as I confront the early stages of neuronal tangles and dysfunction.

			Most of the practices and meditations are brief and can be done throughout the day—in the grocery store, going for a walk, while doing the dishes. These on-the-spot meditations are simple ways to connect with the present moment and can be a soothing balm, a skillful means to work with challenges now, at this early stage of cognitive change, and develop a positive outlook that can be supportive through the long road of change ahead.

			You may already have a formal meditation practice or wish to develop one. The section of meditation instruction will assist you in creating a brief daily practice that allows a time of introspection and a foundation for deepening mindfulness and awareness. Tonglen is a specific form of meditation within the Tibetan Buddhist tradition. My teacher, Pema Chödrön, has called tonglen a particularly beneficial practice for our times as it is a way of increasing compassion for ourselves while also deepening our capacity to show compassion toward and feel connected with all beings.

			You are invited to experiment and play with each of these practices to find one—or perhaps a few—that suits your needs best. A meditation that is not interesting to you now may become more relevant at another time.

			A thread runs through one chapter to the next, connecting a number of ways to cope and thrive; to find happiness, joy, and love in the midst of changing cognition and decreasing abilities. Just as a garden moves through the seasons with differing blossoms in the spring, summer, and fall, the book moves from encountering the shock and disbelief at the time of diagnosis through working with emotions, stigma, and bias; the process of testing and diagnosis; working with grief and loss; to planning for an unknown future.

			While the chapters have a certain continuity from one to the next, each chapter can also stand alone. You may choose to read all or a part of the book at any given time. The book is intended to be an open guide that you can return to now and again when you need further encouragement or your situation has changed.

			My ultimate aspiration for this book is that it will inspire a sense of personal meaning and purpose, and encourage each of you who are joining me on this journey to embrace this life-changing disease with as much ease and grace as possible. Until My Memory Fails Me can also be a guide to the intimate experience of what it is like to have early cognitive decline. In this way, the book can be of benefit to family and friends of a person living with cognitive changes, and relevant to the many caregivers and health-care providers who become integral team members for those with mild cognitive impairment or early dementia. May this be of benefit for each of you who are joining me at the gateway of early neurocognitive disease.
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			In the Beginning
Shock and the Potential for Transformation

			My sister Janet and I were enjoying some outdoor time in my backyard when a friend walked up the drive carrying a batch of morning glories for me. I met him with excitement, my arms wide open, so happy to see these vibrant young plants. I called out, “Oh, the marigolds are here!” My friend stopped in his tracks. He looked at me quizzically, saying “morning glories” in a somber tone.

			This could have been an easy slip of the tongue, no different from the frequent faux pas so familiar to folks my age. But the word marigold became stuck in my brain, like a skipping record. When I was pointing out the various vegetables I planted in our raised bed, I called each one a marigold. The tomatoes, lettuce, carrots—no matter what I was trying to describe, “marigolds” came out of my mouth. I didn’t seem to be able to correct myself, which baffled and frustrated me. Janet giggled. I’m not sure if it was a nervous laugh or she really thought this was funny. I didn’t.

			This was when I became suspicious about my symptoms. It was early June of 2021 and a beautiful summer day along the Upper Mississippi River in La Crosse, Wisconsin, which borders both Iowa and Minnesota. Like the rest of the country, my husband, Frank, and I were enjoying a respite from the pandemic—a brief window of time between becoming fully vaccinated and the onslaught of the Delta variant yet to come later in the summer. Family gatherings were a welcome distraction from the isolation and pandemic fear that permeated our lives for the past year.

			I had retired from working in the Spiritual Care Department at Gundersen Health System Hospital, just as the pandemic was ramping up, after nearly ten years in the department and a total of twenty years in chaplaincy. I missed my work as a chaplain and an educator but was relieved to be off the front lines of the COVID crisis. This did not spare me from the virus, however. In November of 2020, I contracted a mild case of COVID-19. I recovered from the acute phase, but a chronic cough has now lingered for years.

			Finally we could visit my mom in person again and take her on an outing from the assisted living facility that she called home. For a year I had visited her through the window, speaking by phone, through the bitter cold, snow, and rain. It was so comforting to be in the same room with her again even while keeping a distance and wearing masks. That spring, Frank and I also traveled to visit my son, Kale, and his wife, Rebecca, in Portland, Oregon. In late May my daughter, Allison, her husband, Steven, and my then three-year-old granddaughter, Scarlett, drove from Phoenix, Arizona, to visit us. Then in June, Janet was visiting for a week as she was making plans to retire to this area from Colorado with her
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