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This book is the personal memoir of a daughter who discovers and tries to manage the onset

of Lewy body dementia in her mother.Written in clear English by a layperson, it is not technical

or scientific. Instead, it highlights the daughter’s own experiences and lessons learned—as well

as mistakes—as she embarks on an unwelcome journey.The aim of the book is to help others

who suddenly find themselves in the role of caregiver, especially those who have little training

or experience with dementia patients. It discusses issues such as recognizing the early

symptoms of dementia, how to adapt the home to support the person suffering from dementia,

and how to secure and manage the services of medical doctors, home health care workers,

and hospice nurses. It describes coping with the frightening symptoms of the disease, such as

psychotic episodes, as well as some of the less serious side effects, such as brief memory

losses.It also emphasizes the power and the importance of humor when one is faced with a

deadly disease. Lewy body dementia kills about 250,000 people a year in the United States.

There is no cure. This book is candid and supportive in its discussion of how to prepare for the

end.

About the AuthorLeona Illig is a fiction and nonfiction writer who lives in Maryland with her

husband, David, and a small spaniel named Clara. Her fiction includes a children's book, The

Elephant and the Bird Feeder, and a coming-of-age novella, Thumper: Life on the Farm. Her

short stories have been published by The MacGuffin and others. Her humorous nonfiction

articles have been published by the Astronomical Society of the Pacific and by Sky &

Telescope, the premier astronomy magazine in the United States. Her books, articles, and

stories appear under the bylines L. Upton Illig and Leona Illig.She holds an associate's degree

in elementary education from Anne Arundel Community College and a master's degree in

English literature from the University of Maryland, College Park. She is a member of the

Maryland Writers' Association, the Eastern Shore Writers' Association, and others.For more

information, please visit her website at www.threevillagesmedia.wordpress.com --This text

refers to the paperback edition.
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For Mom Vivian Elizabeth Upton née McKenzie

ForewordThis book is not about the devastation of dementia. There are enough of those

around. Nor is it a lighthearted look at a disease that is responsible for about 250,000 deaths in

the United States each year. What this book is, is this: a narrative of my experiences caring for

Mom during the last years of her life, as she struggled with Lewy body dementia. It is written

from a layperson’s point of view in the hope that you, the reader, will be able to benefit from our

experiences. I’m not a doctor, nurse, professional caregiver, physical therapist, emergency

medical technician, or . . . well, you get the idea. I’m probably someone just like you.When Mom

and I started this journey, we knew nothing about dementia in general, or Lewy body in

particular. Yes, we had heard about Robin Williams, but we immediately thought, Well, that will

never happen to us. If that sounds like you and your family, read on.By the time our journey

was over, I had been educated. I had gotten help. But the fact is, I wish I had known more

about this disease and its effects right from the start. I might have avoided a lot of stress on my

family, on me . . . and on Mom.Hence, this book. Not all dementias are alike, and my

experience may not be like yours. Every situation is different, with a surprise lurking around

every corner. But it doesn’t matter. If only one sentence in this book helps just one person,

that’s good enough for me. “Mission accomplished,” as they say. Or maybe they don’t say.

Times change.I said a few paragraphs ago that this is not a funny book. But it does have humor

in it (at least, I hope so). We humans need laughter. No matter how grim things get (and

dementia can get very, very grim), you need to seek out smiles. It’s no accident that only one

letter separates grim from grin. And an “I” is in both of them. You can quote me on that.The

other reason that this book contains humor is because of Mom herself. Mom laughed, and her

family laughed, too. She could be really funny, intentionally and accidentally. I couldn’t write a

book about Mom without some laughs sprinkled here and there.And it’s all true. Even the jokes.

Despite the fact that dementia began to erode her mind and personality, she still had her

moments. One Christmas, members of the church choir came to our house to sing carols. They

were wonderful people, but while they were introducing themselves, Mom began to fidget. The

carolers began to discuss which carols they might sing. Finally, after some deliberation, the

minister looked at Mom and kindly asked her, “Mrs. Upton, what would you like us to sing?”

Mom looked him straight in the eye and growled, “Just sing.”This book is for anyone who is

struggling to help their parents, children, other relatives, friends, and colleagues with dementia.

I tried to find a catch-all term for all these different categories of people to make the book

easier to read. In the first draft I tried using the term, “loved one.” But after the tenth iteration of

“loved one,” I began to feel like I was in a funeral home. So, I have used “Mom” throughout

most of the book. But Mom could be anybody. It could even be you.So, here’s the book. It’s

meant to be easy to read and organized so that you can find things quickly. You don’t have to

read it straight through from beginning to end. We’re not talking Moby Dick here. Look through

the chapter headings, and if one describes the situation that you’re facing now, start there if



you want. Really, I won’t mind. And there aren’t any tests.So. I just realized that I’ve written a

memoir about forgetting. Pretty funny, eh?And remember: just sing.

Part OneIn the Beginning

“Now, Hal, what time of day is it, lad?”Falstaff to Prince HalAct 1, Scene 2Henry IV, Part

1ByWilliam Shakespeare

Chapter OneThat Will Never, Ever,Happen to Us. . . Or Anybody Else We Know . . .Let me

introduce you to Mom. We’ll call this part, “Intro to Mom 101.”Mom sailed into her eighties in

good health. She had the usual ailments (high blood pressure, high cholesterol, and type 2

diabetes), but they were all controlled with medicines with the help of our family doctor. Except

for a bout with breast cancer when she was sixty-six (it was successfully treated with a

modified radical mastectomy and medicine), and problems with ingrown eyelashes, she had no

serious health problems. She weighed about 110 pounds and had a good appetite, especially

for oysters and hard crabs. We are serious Maryland seafood-eaters in our family.Mentally and

emotionally, we couldn’t have asked for a better mom. We went shopping together, ate out

together, and discussed the soap operas together (As the World Turns and The Guiding Light

were our favorites). Mom, my younger sister, Barbara, and I went on trips together. Later, my

husband, David, and I took Mom on vacations with us. She enjoyed visiting Williamsburg,

Virginia; it was a magic place for us. The holidays were spent at either our house or hers.Two

deaths in our family hit us hard. The first was the death of my dad, Ridgely, from complications

of heart problems, when Mom was 78. The second was the death of my sister, Barbara, from

cancer, when Mom was 84.These were terrible times. Mom, however, was strong. She was a

survivor. She knew that life is a gift.And she had an irrepressible sense of humor. For example:

one afternoon Mom, Barbara, and I were watching television and the “dancing raisins

commercial” came on. You know the one: a group of raisins comes dancing across the screen

to the tune of, “I Heard it Through the Grapevine” by Marvin Gaye. Mom had never seen the

commercial before. She started laughing and couldn’t stop, and from that time on, that

commercial became part of our family folklore.At this point you may be saying to yourself,

“They seem to be watching a lot of television, don’t they?” Yep, that’s right! Mom watched a lot

of television and enjoyed every minute of it. She also liked country music—the real singers,

artists like Hank Williams and Patsy Cline. And polkas. Lawrence Welk was big at our house.
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