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FOREWORD

t/ ‘ My wife, Jan, was diagnosed with younger-onset Alzheimer’s
disease at age 55. Thus began a journey that was lonely, sad, exhausting,

and physically dangerous to me as a caregiver.

This book has a lot to say about being a friend, both to caregivers and
to dementia patients, at a time in life when friends are vital to survival. I

have one supreme demand for any caregiver who is reading it: Survive.

Alzheimer’s caregivers are usually selected not by training, but by geog-
raphy. We are the closest person to the person with the disease. It could
be a wite caring for her husband, or a daughter for a parent, or a brother
for a sister. Caregivers often suffer depression that can spiral into even
more serious health problems. Caregivers cope with endless, growing
and sometimes irrational demands. One constant...as bad as it is today,

it will almost surely get worse.

And here’s the hardest part: Caregivers are alone. With almost any other
disease, the person who is sick is part of the team. If someone you love
is battling cancer, that person is part of the process, part of making deci-

sions about their life, medicine, chemotherapy.

Not with Alzheimer’s. If you are the caregiver holding this book, you're
it. Doctors have few treatments and none that offer a cure or even slow
the disease. The person with the disease will disappear ever more, making
your struggle as a caregiver ever harder. It makes having friends who can

begin to understand and listen with compassion all the more important.



If you're a friend or relative, seize the tools in this book. Learn the strat-
egies. Read how others coped. Prepare for what is coming, but do so

knowing that every Alzheimer’s journey will be different.

And if youre a caregiver, most of all take care of you. You will be of no

use to the person you are caring for if you are no longer here.

Survive. That will be your personal victory over this disease.

Emmy Award—winning journalist and author Barry Petersen has been a CBS
News Correspondent for more than three decades. He is the author of Jan’s Story:
Love Lost to the Long Goodbye of Alzheimer’s.
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“... We have a great deal more kindness than is ever spoken. [Even
with| all the selfishness that chills like east winds the world, the
whole human family is bathed with an element of love like a fine
ether. How many persons we meet in houses, whom we scarcely

speak to, whom yet we honor, and who honor us!”!

— RarrH WALDO EMERSON (1803-1882)

We remember Emerson for his brilliant, complex mind. We remember
him as a philosopher and writer of enduring essays, poems, and lectures.
He entered Harvard as a student at age fourteen. What many of us may
not know is that he died unable to write his own name, probably due to
Alzheimer’s disease.

A NOTE FROM THE AUTHOR

4 ‘ Ir I HAD WRITTEN A MEMOIR ABOUT CAREGIVING, I would have
entitled it simply, Confessions, and filled the pages with my regrets.
Maybe I'd teel absolved, then, for having admitted the times when my
patience had ground to a halt and I felt overrun with frustration at a
situation I could not control. I've met and interviewed caregivers who
inspire within me the kind of awe I reserve for remarkable musicians
and athletes: They have reserves I lacked when confronted for the
umpteenth time with an unsolvable problem involving my father, in
the throes of dementia, or my mother, grappling with a bevy of age-
related and chronic health ailments. When logic couldn’t be applied,
and there were no answers.

I spoke with many caregivers who do this work with little relief,
night and day, seven days a week. I've transcribed their stories of
heartache, need, occasional humor and small triumphs. But I didn’t

write the book for caregivers. It’s a book of advice and information for



friends—the friends of caregivers and the friends of people suffering
from dementia, from early stage to late. I wrote it because friends can
help; in the smallest offerings of time and care, friendship makes a dif-
terence. I know this truth because I've lived it.

Dementia, whether it is caused by Alzheimer’s or another neurologi-
cal disorder, is isolating. Friends who don’t know what to say or what
to do drop out of sight, out of touch. Socially, life seems to go from
the big screen to a small 1950s television set, a grainy little box with a
temperamental antenna, perched atop a coffee table. The world shrinks.
There are no more dinner parties and spontaneous outings, not when
dementia has progressed beyond a certain point. Everything must be
carefully planned, and even then, it may fall apart at the last minute.

Understanding friends, who've tailored their expectations to the
realities of dementia for both patient and caregiver, can re-expand the
world. Caregivers and people with dementia, especially in the earlier
stages when symptoms are not quite so obvious, have support groups
they can attend, but they need also to keep the connections and loves
they’ve built over decades of living. It’s up to friends to help. This is

what my book is about.

AS MY FATHER LAY DYING, I sat beside him hour after hour, day after day,
intermittently trying to comfort him. Nothing I said or did penetrated
his mental fog. When I touched him, he cringed. When I tried to sing
hymns to him, he grimaced (which, admittedly, was understandable).
He said few intelligible words. He screamed like he was being tortured
when the nurses changed his gown or sheets, and I had to leave the
room and clap my hands over my ears. But periodically, friends arrived
with chicken salad sandwiches, coffee, chocolate and even, once, whis-
key. A minister from a church I had visited for a few months stopped
by, unannounced, and invited me to talk—or rather wail—for what
seemed like a long time, sitting stoically through it, like he was stuck in

the middle row of a bad movie. They took me out of that bleak scene,
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with the dangling lines and vinyl furniture, the air reverberating with
my father’s labored breathing, and reminded me, over and over again,
that life, for all its unavoidable sadness, is good. This is the power of
friendship and connection to the bigger world.

I wish I could come to terms with what happened to my father,
with the slow unraveling of his mind and with the ways I failed him in
my own distress and fear, and within the context of a culture that too
often fails its most vulnerable, needy members. Despite bad times in my
life—the miscarriage of my only pregnancy after five years of infertility
treatment, my husband’s brain tumor and, a short time later, his suicide,
my brother’s sudden death, an abusive relationship, a briefbut terrifying
brush with ovarian cancer—nothing prepared me for what it would be
to have my father, in a tight voice, threaten to cut open my head on a
difficult, memorable night; my father, who signed every note he ever
wrote to me with SWAK (sealed with a kiss). Nothing made me less
heartsick at seeing him sit with his shoulders slumped and head drooped,
still despondent with grief years after my brother’s death, a grief from
which dementia mercilessly did not free him, or to find his scribbled,
undecipherable attempts at writing. When I produced the first draft of
this book, he glowingly pronounced it a masterpiece. By the very end of
his life, his brain and his eyes had all but failed. He sometimes squinted
at headlines out of lifelong habit, holding a crumbled newspaper inches
from his nose, unable to read the words.

My father was a physician. He delivered ten thousand babies. He
combatted his fatigue from the perpetual middle-of-the night dashes to
the hospital by singing—awfully, but with great enthusiasm. I remember
him carrying me into the ocean, back when [ wore a frilly swimsuit,
and my hair was twisted into long blonde braids. I wish I had been able
to carry him through his struggles during the final years of life, when
waves of loss, so much stronger than an ocean, crashed relentlessly, and

within the turmoil of his own mind, he could not make sense of what

his life had become.

A Note to the Reader
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FRIENDS CAN’T FIX THINGS, but they can bring comfort and relief when
you feel less like a fortress and more like a flimsy dam, straining against
a surge of problems. My friends couldn’t have assuaged my grief or
guilt. They couldn’t make my father well. They couldn’t undo the
dystunctions in our parent-child relationship, made indelible by the ink
of age and ingrained disparities. They could and did, however, offer
me a place to go, where the force of the adversity receded for a while.
I sat on the deck of a friend’s vacation house one evening, as the sun
slipped beneath the sky, and a row of cottages, lit from within, formed a
bracelet around a darkened lake. I had spent most of the day in a police
station and an attorney’s office, trying to stop a fraudster from pilfering
my father’s accounts. Dad didn’t understand what he had done, writ-
ing check after check for thousands of dollars, and I didn’t know how
to keep it from happening again, not then, anyway. I can still see my
friend’s face as she listened compassionately, like that minister. Years
later, I can reclaim the comfort I felt, eating a dinner I did not make,
my napkin ruffling in the late spring breeze. Friends are life saving.
Circumstances can become one huge, relentless storm, and every
one of us slips into a muddy kind of despair at times. A compassionate,
sensitive friend—an all-weather friend, so to speak—is a godsend. The
rain stops for a while. You can dry off, warm up and maybe even laugh.
Dementia is one of worst storms life can impose, pelting one prob-
lem and loss after another for years on end. This book is about how to

be a friend with an umbrella.
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ABOUT THIS BOOK

J ‘ DOES SOMEONE YOU LOVE HAVE ALZHEIMER’S DISEASE (AD)? Is
one of your friends, relatives, or neighbors a caregiver? You can make
the most of your relationship from the early stage, when changes are
not so obvious, through the last. If a person in your world is dealing
with dementia, whether as a patient or a caregiver, this book is for you.
It will guide you through steps you can take to be supportive in the
months and years ahead. You can help more than you may believe
possible just by learning new ways to connect.

The book can best be described as a crash course for people who
have not experienced this situation themselves. In a crash course, infor-
mation is practical, often used to tackle a crisis. It breaks the surface and
invites a more in-depth investigation. Most of us, however, are quite
familiar with Alzheimer’s disease, given the intense media coverage
in recent years. We don’t want so many details. The neurobiology is
thoroughly complicated. What we can readily see—the relentless loss
of intellect and life skills—is grim.

A man I met at a party was more candid than most when I told him
I was writing about friendship and dementia. He paused for a moment
and asked, smiling politely, “Why would I want to read that?” as if to
say, Why would anyone? His hesitation was not surprising. An afflic-
tion that slips in with the stealth of a cat burglar and destroys neurons
frightens us. We are tempted to push the threat to the fringes of con-
scious thought, eat salmon and blueberries (linked to a lowered risk of
cognitive decline), and hope for the best. We abandon, sometimes, the
people who must squarely face the disease.

But the single biggest risk factor for AD is age. By placing ourselves

well within the orbit of modern medicine and complying with the roster



of recommended health screenings, most of us try earnestly to become
old. Ironically, our success in prolonging life is related to the disease’s
prevalence. In the year 2050, one in eight people worldwide will be over
the age of sixty-five. At present, ten percent of people over age sixty-five
have Alzheimer’s disease. The longer you live, the greater the chance

Alzheimer’s will affect your life in a significant way, if it hasn’t already.

THIS BOOK IS MEANT TO HELP YOU to have what I term ‘informed
compassion,” and to navigate the changes AD brings to relationships
with dementia patients and their caregivers. Most of us feel sympathetic
toward others when they are mired in hardship. To a limited extent, we
can imagine what they’re going through, but therein lies the rub: If you
have not dealt with this or a closely comparable situation yourself, you
can only imagine what it entails. Taking the time to learn about a friend’s
" condition and figure out how you
v ‘ The eﬁort to bring others  can genuinely help is the difference
up to speed about aproblem between having informed compassion

can add to the stress: It is and feeling sympathetic but powerless

exhausting to repeat the same to make a real difference.

. . Consider this: Although listening
information over and over, . S
A ; f I f patiently to a beleaguered friend is
even wnenyou are grateful jor . .
V) 8 an act of true kindness, such a friend

s .
People s interest and concern. may be too tired to talk. The effort

to bring others up to speed about a
crisis can add to the stress. It’s exhausting to repeat the same informa-
tion over and over to different people, even when you are grateful for
their interest and concern. And no one wants to speak in a way that
seems meant to invoke the pity of others, the goal of being understood
set aside. We just want those with whom we interact to get it, and

unfortunately, they can’t—not without help.
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THE FIRST THREE PARTS OF THE BOOK are about life with the disease after it
has passed the preclinical (or asymptomatic) stage, in which changes are
occurring in the brain, but outward signs are not yet evident.* People’s
stories are followed by suggestions that explain how to support both
the friend with memory loss and the caregiver.

Keep in mind, although the focus is on Alzheimer’, the most
common form of dementia, there are many other causes, and the result-
ing needs are much the same. For the purposes of this book, the terms
are almost interchangeable.? Realize, too, that every person’s experience
of dementia is different. The scientific study of disease is methodical, if
imperfect; relationships are more of an unpredictable creative art. The
tips and strategies are meant to serve as guidelines. Do the best you
can. A caregiver whose husband in mid-stage AD tends to sit for long
stretches, disconcertingly silent and somber, has this advice: “People fear
his lack of a response. They feel responsible and afraid if it doesn’t go
well. I want to say to them, ‘Don’t be afraid. It isn’t your fault. I know
he enjoys your company, even if he can’t show it. And it means a lot to

5

me when you spend time with him.”

J ‘ “People fear his lack of a
YOU CAN MAKE A UNIQUE CONTRIBU- response. The)}f‘eel responsible

TION to the lives of dementia patients . 1 afmid l'fl't doesn’tgo well.
and their caregivers. You understand

I want to say to them, ‘Don't
be afraid. It isn’t your fault.”

the history—the important people,

events, and places—upon which your

relationship is based. You can remi-

nisce with a friend suffering from Alzheimer’s, and you can relate
meaningfully to the broader circumstances of the caregiver’s life. As
someone who does not directly bear the problems and challenges, but
can come and go at will, you bring a different strength and energy to

the circumstance.

* . . . . .

For clarification, the first three parts of this book correspond to the main stages you'll find listed
on the Alzheimer’s Association website (www.alz.org) which contains detailed information on
the symptoms of each stage.

About This Book 7
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We choose friends initially out of a sense of mutual benefit and
enjoyment, avoiding, as a rule, people who talk too much or too little,
people with overwhelming needs, and people with whom we do not
share common interests and activities. However, we remain involved
with friends caught up in trouble who may, for a time, seem wholly
self-focused and perpetually serious because we care about them:
They’ve become a part of our lives; the relationship has deepened. When
Alzheimer’s affects the way a person can respond within a relationship
or the way a caregiver can participate, the concept of reciprocity must
be redefined. We stay connected as an expression of commitment and
care. During the most difficult points of life, every person needs the
unselfish attention of friends and loved ones who are willing to put
aside some of their own needs and allow the relationship to adapt to
the changing circumstances.

If you want to be prepared for the changes Alzheimer’s brings,
this book will help you view the gathering clouds as a reason to stick
around rather than run for cover. Read it slowly, as the changes unfold.
Give your friend the freedom to change in an atmosphere of acceptance.

Whether you have a lot of time or a little, you will make a difference.
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