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Preface

For seven years I have coped with my mother’s dementia. I have cared for her at home, in
assisted living, a rehab center, a specialized “memory care” facility, and the dreaded nursing home.

What do we face next?

In my question lies hope. Hope not just for my mother, Judy, but for me, and for you.

The journey I have taken with my mother has alerted me to the latest scientific findings about
dementia. Although the facts are frightening, they are our only hope if we wish to emerge with our
minds intact from what is now a fast-growing epidemic.

The shocking wake-up call is that this epidemic will also overtake those of us in middle age,
unless we can somehow prevent or treat it.

One in eight people over age sixty-five in the United States has Alzheimer’s disease, and nearly
fifty percent over age eighty-five. In 2012, an estimated 5.4 million people in the United States will
have Alzheimer’s disease. As people continue to live longer, and the baby boomers grow older, the
number of people with dementia will explode. The 35.6 million with dementia worldwide in 2010
is expected to double by 2030 to 65.7 million, and then nearly double again by 2050 to 115.4
million.

Even if we do not get the disease, or if we get it late in life, we are likely to become a family
caregiver for someone with dementia. In the United States in 2011, over 15 million family
caregivers provided 17.4 billion hours of unpaid care to family members and friends with
Alzheimer’s disease and other dementias. This unpaid care was estimated to be worth $210.5
billion, more than the total for federal and state Medicare and Medicaid spending for Alzheimer’s
care. Family caregivers often sacrifice their own health and finances to provide that care. A third of
family caregivers report feeling depressed, and sixty percent feel extreme stress.

Dementia is not only Alzheimer’s (the most common, at sixty to eighty percent), but a

Pandora’s Box diagnosis that includes over one hundred conditions. Familial Alzheimer’s—also
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called “early-onset” dementia—occurs before the age of sixty, and represents 5-7 percent of
Alzheimer’s cases. “Mixed dementia”—Alzheimer’s plus another type of dementia—has been
shown in autopsies to occur in up to 45 percent of people with dementia. Vascular dementia alone,
of which there are several forms, accounts for up to 20 percent of dementias.

This book is not a lament, however; it is a guide, and, I hope, a means to soften the blow upon
all of us. In the course of my own experience, I discovered what could have been done earlier to
help my mother, and what can be done now to help us all: Startling scientific findings show that
certain changes in diet and exercise—even changes in eye care and sleep patterns—may decrease
the risk of developing these diseases. If we are to survive the “silver tsunami,” which will
overwhelm half the population in the not-too-distant future, we must join the worldwide movement
demanding more dementia research. Alzheimer’s disease is the fifth-leading cause of death in the
United States for those age 65 and older, but the only one in the top ten without a means of
prevention, a way to slow its progression for more than a few years, or a cure.

Even if by luck or a preventive lifestyle we don’t succumb to dementia, each of us will pay for
its treatment. In the United States in 2012, Medicare, Medicaid and out-of-pocket expenditures for
Alzheimer’s and other dementia care total $200 billion. By 2050, the projected cost will reach $1.1
trillion. William Thies, Ph.D., the Alzheimer’s Association’s Chief Medical and Scientific Officer,
says that “the overwhelming number of people whose lives will be altered by Alzheimer’s disease
and dementia, combined with the staggering burden on families and nations, make Alzheimer’s
the defining disease of this generation.”

Remember those words as you read this book:

“The defining disease of this generation.”

The good news is that it is not too late to save yourself, and to learn how to best support your
relatives if they already suffer.

By sharing my journey of discovery, as well as the resources I acquired during the past seven
years, | hope to help you cope with your afflicted family members and friends. What I’ve learned

also might help you save your own sanity.
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Over the past few years I’ve inhaled all of the memoirs I could find about dementia
caregiving, but most of these memoirs by adult children caring for a parent with dementia
either treat the elder as hapless and amusing, which I find disrespectful, or they focus on the
extreme stress and craziness of caregiving at home with little support. Few of these caregivers
have written scenes in multiple care settings, as I have; few describe how they found adequate
assistance; and few offer hope that the caregiving journey can be anything other than a
crushing self-sacrifice. They describe dementia itself as a tragic wasting away and a long,
painful goodbye—indeed, as the complete erasure of the person who once was. What I have
experienced and felt with Mom is different, and I want to share our story.

Related essays on dementia research, dementia risk factors, and planning for long-term
care can be found in the appendices. I have navigated the maze of choices inherent in
dementia care, and I can now offer my journey as a guide. With enough support from others,
caregiving need not mean a life of constant exhaustion and loss. These years can be both
manageable and meaningful—not a “long good-bye” as it’s often described, but a “long

hello.”
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Ch. 20: Slowing Down

After dinner on a Tuesday, I walk the three minutes it takes to get from our house to the
large building in the center of our intentional community that serves as a meeting space.

Thirty of us are here to listen to a presentation about how to support Rita, our one resident
living with dementia. Rita has grown harder to understand, and over the past couple of years
most of her neighbors have shied away from her, including me. Karen, a neighbor who leads
the presentation, trains family caregivers and paid caregivers nation-wide in compassionate,
person-directed care. Her father also had Alzheimer’s disease. Beth, another neighbor who has
helped Rita’s children coordinate her care long-distance, joins her. A third neighbor and
presenter, Adele, has spent a great deal of time with Rita as one of what they call her “care
partners.” I’m excited to learn all I can from these women and to perhaps share some of my
own experiences.

“Instead of trying to change the behavior of someone living with dementia,” Karen
suggests, “focus on shifting your own expectations or shifting the environment. Look at what
works now, their strengths rather than their limitations, and build on those.”

Adele tells us, “If Rita says something that doesn’t seem to make sense, try to find
something that works with it. It’s like a puzzle. You don’t need to have a deep conversation to
have a deep connection. Relax with it and don’t worry about it.”” I think I can try this. I already
try to work around my mother’s odd choice of words.

“Affirm their reality,” Karen says, “and creatively re-direct them if you need to steer the
person away from insisting on something that isn’t a good idea.” Beth shares an example: If
Rita wants a third serving of ice cream at a community meal because she doesn’t remember
how much she’s already had, Beth doesn’t try to reason with her. She tells her “We’ll have ice

cream at home.” Rita says, “Okay,” and within a few minutes forgets all about it.
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Have I bent the truth with Mom? Not too often. Instead I try to explain reality as I see it,
repeating myself over and over as she forgets what I’ve said. I resist lying to her to make
things easier, not only because Mom is not yet that difficult to deal with, but also because I'm
used to our honest relationship. Part of me worries that if I start bending the truth with Mom
she will catch on and no longer trust me.

Karen explains that non-verbal communication is very important to people living with
dementia. Talk to them at eye level, she says. I wonder if that’s why Mom’s physical therapist
and nurse at Woodside crouched in front of her wheelchair to talk to her. I always lean over in
front of her, never crouch or kneel, because of my arthritic knees.

Convey respect, she says. Use a low-pitched voice. Stay calm.

Karen talks about affirming the reality of people living with dementia. “If they tell you
the sky is green, the sky is green. Don’t try to change their perspective.” Do I correct my
mother when she says something that’s clearly incorrect? I'm not sure. I could try harder to
validate Mom’s ideas and feelings.

“Paraphrase what she’s said,” Karen suggests. ‘“Reflect back what you’ve heard to clarify
your understanding of it.”

Adele admits that paraphrasing can be challenging. “When I'm talking with Rita it’s
complicated. I have to think all the time.”

Yes, I find it hard sometimes to follow Mom’s train of thought. I have to concentrate,
listen hard. I believe this is one of the main reasons why people avoid talking to those with
dementia—the puzzle of their mixed-up language. It helps if you know the person well
enough to guess what they are reaching for.

“One of the things I love about spending time with Rita,” Adele says, “is that I can just be
myself with her. Sometimes we worry that we have to act a certain way with people or they
won’t like us. With Rita you don’t have to worry about what she thinks of you, because she’s
not thinking about you!” She laughs.

Karen agrees: “It’s freeing.”
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“And when I’'m with Rita,” Adele adds, “she helps me slow down and notice so many
wonderful things around us. She’ll stop on our walks and study a leaf, or point to a bird in a

tree. I call my hours with her ‘the church of Rita.” ”

The next day, a Friday, I visit Mom and carry with me what I learned the night before. I
decide to see her after work not out of my usual worry and sense of duty, but simply to sit
with her, to slow down and enjoy together whatever pleasure we can find.

Outside, as we sit in the courtyard together, I think of what Karen said last night about
helping people with dementia feel useful; often people living with dementia are asked to do
very little, to always receive care instead of giving care. I look into my mother’s
eyes and say, “Mom, I could really use a hug.”

“Sure, sweetie!”

We hold onto each other a long time. I take her hands in mine.

“You have such strong hands,” I say. “They’re slender but strong.” We lean toward each
other, our faces a foot apart.

“So do you,” she says as she smiles and caresses the freckles on my forearm. For a
moment we look into each other’s eyes.

“I love you,” she says.

“I love you, too.” Though I’ve forced myself to say it before, this time I mean it. I feel
calm and relaxed, not wary and ready to flee.

Mom says, “The two of us...have come...a long way.”

I smile and squeeze her hand. “Yes, we really have come a long way.” Is she
remembering what we used to be like together, how hard we’ve worked over the years to grow
closer to each other? I want to cry when she says this. Does she really remember all those
years, or is she just saying something polite that she might say to anyone she’s known a long
time?

“Let’s keep going...in that...direction,” she says. She’s still smiling and looking deep into

my eyes.
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With this, I think she really does know what she’s saying. And that’s all I’ve ever
wanted—*“to keep going in that direction.” I want us to grow closer, if only by annoying each
other less and enjoying each other more.

“Yes, Mom, let’s do that. I’d like that.”

It’s too late to work out any lingering resentments between us, as Mom can’t remember
the specifics of our conflicts. So I see no point in hanging on to them. The long-distance
affection my mother and I used to share years ago through our letters and phone calls—the
affection that, in person, cooled within minutes—now holds steady, for the most part, through

our short visits together, warm and full.

A few moments later, though, Mom starts to squirm. “I’d like to...go in. I think I need to
go...” and she points to her crotch.

I’m surprised that she can feel the need to go to the bathroom, as lately she hasn’t seemed
aware of her bodily needs, but I quickly stand up, circle her around and wheel her back inside
to the bathroom in her room. Her new roommate, Edie, is not there, but I see a baby doll on
the foot of Edie’s bed. I point it out to Mom. I'm surprised, amused, a bit creeped out. The
tiny doll, swaddled in a receiving blanket, looks like a newborn with its red, wrinkled face.

Standing ready to catch her if she falls, I watch Mom as she lifts herself out of the
wheelchair, grabs the walker, and walks stiffly to the toilet. This is the first time I’ve helped
with her Depends, the first time I’ve helped her do more in the bathroom than enter
and leave. I worry that she’ll feel embarrassed, but she seems quite comfortable.

When she finishes on the toilet, I grab a dry pair of Depends folded over the handrail next
to us on the wall. They look way too big for Mom but I figure they’re better than nothing. I
remember reading online that if you are changing someone’s Depends, do so from behind so

they can’t see what you are doing and you preserve their dignity. Mom doesn’t seem at all

info@dundee-lakemontpress.com e www.dundee-lakemontpress.com



110 North Main St.
Horseheads, NY 14845-2121
Phone 866-220-3592

Fax 607-273-5818

Dundee-Lakemont Press

concerned about her dignity. Nevertheless I stand a bit behind her as I lean down to tuck the
front half of the Depends through her thighs (“Excuse me, let me just pull this through™), then
reach around in front to pull them up to her navel. I fasten the sticky tabs, and Mom pulls up
her pants.

“I don’t like these much,” she says, and I guess that she means because they’re
cumbersome, not because she objects to the idea of wearing protective undergarments. The
more time I spend with her, the more I can intuit what she means. She zips up her pants,

I point her toward the sink and the soap dispenser, and she slowly washes her hands. I remind
myself to be patient. I crank down a paper towel and she meticulously dries her hands.
“There’s the waste basket,” I say. “Yup, right there.”

I watch closely as she shuffles with her walker to her wheelchair. I suggest that we go for
a ride down the hall to the vending machine: I’ll buy her a candy bar.

“Sure!”

I push her around a corner, down a hallway I doubt she has ever seen.

Mom twists in her seat to look back at me. “I’m nervous. I don’t know...what’s at the
end...of where we are going...and where we came from.”

With her words I inhale a sharp breath, and stop for a moment in the empty hallway. All 1
can do is touch her shoulder. “Don’t worry, Mom. The staff lounge is just down here. We’ll

get some candy, and we’ll come right back.”
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