Living - not
~ dying - with early
Alzheimer’s

e planned to meet at The Sunnyside restau-

rant on Main Street in Hyannis at 10:30 a.m.
Wednesday. It was almost 10:40. [ sipped my
coffee, thinking to myself: Maybe he forgot.

I replayed the opening scene of the 10-min-
ute documentary on Greg O'Brien’s memory-
mauling battle I had seen the night before.

A former investigative reporter, newspaper
editor and publisher now living in Brewster,
O'Brien walks from his family's house to
his backyard office - a converted barn he

if

GREG O'BRIEN

“ = calls*a place of memory,"its walls cov-
- - gred with family photos and framed “It's like death in slow
GONSALVES copies of stories and people he had motion, like having a
covered through the years, sliver of your brain
shaved off each day.

The first voice the viewer hears is that of O'Brien,
diagnosed with early-onset Alzheimer's in 2009.“The .. My contribution is
to write about it."
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mornings are alwavs the same
= in disnrray. At first lighe, 1
must foecus on the five W's
before tossing the covers - the
who, where, what, when, why
and how of life - as if reboo-
ing my faithful MacBook Pro”
Brien begins.

The camera pans across the
office where O'Brien, now 64,

spent the better part of the lnst -

two years his soon-
to-be-published investigative
meroir,"0n Pluta: Inside the
Mind of Alzheimer's”

“On doctor's advice ['ve
bepun labeling " he continues,
Cut to O'Brien in the bath-

roorm, brushing his teeth. The
camern 2ooms in on the tooth-
paste and mouthwash on the
sink counter. Small pieces of
paper are taped over the brand
names with hand-written
reminders:“toothpaste”and
“mouthwash.”

“I'vee attempled often to
brush my teeth with liquid
soap and on iwo gccasions |
gargled, briefly, with rubbing
aleohol,”0¥Brien éxplaing
in the opening of a moving,
intimate portrait of the O'Brien
family’s struggle with the
brain- and body-eating disease
that claimed the lives of both
his maternal grandfather and
mother

O'Brien is featured in"A
Place Called Plato,” one of four
short films. It was produced
by Emrmy Award-winning
filmmaker Steve James, prob-
ably best-known for the movie
“Hoop Dreoms “The executive
producer of the film series is
David Shenk, author of the
seminal book on Alzheimer's,
“The Forgetting.™

Commissioned by the Cure
Alzheimer’s Fund in Boston
and the MetLife Foundation,
the documentarics are now
hitting the film festival circuit.
Last week, they were shown
al the Tribeca Film Festival
in NewYork, where O'Brien
wiis invited to be on a panel to
discuss the disease 5 million
Americans suffer every day.
During the weekend, there
welre too sereonings in Somer-
wille,

It will likely be shown on
Cope Cod this summer, around
the time O'Brien's book is et
10 be released,

The opening sequence that 1
wis replaying in my mind - a
mental trick most of us take
for granted - was cut short
when O'Brien walked through
the front deor and immedi-
ately recognized me seated
at a booth halfway across the
restaurant. He was carrying
his trusty laptop under his
aArm.

1 soon learned that, becnuse
eviery 30 seconds 60 percent of
his most recent memories van-
ish, he relies on iPhone calen-
dar alerts and emails he sends
himself every doy to keep up
with appointmeénts and meet-
ings - in addition to reminders
from his wife and oldest son,
Erendan,

He walked me through
his daily routine, beginning
with the milligrams of mul-
tiple medications he takes
- Arcept, Namenda, Celexa
and trazodone - to deal with
everything from “restartin
the brain®to helping him fall
aslecp at night.

He runs and walks each day,
hitting the treademill at Willy's
Gym in Orleans, which, he
said, helps him (o deal with
the rage.”

He told me about the*sun.
downer effect™- that time of
day when it gets dark.“The
tight changes,"he said,“and it
impacts the brain. Confusion
sets in”

He explained how Alzheim-
er's doesn’t just ravage the
brain; it also attacks the body.
“I've had no feeling in parts of
oy hands and feet for several
YEATS now.”

And he's not seeking treat-
ment for his prostate cancer so
that he can focus on fighting

A PLACE CALLED
PLUTO

To see the four shart docu-
mentaries on living with
Alzheimer’s disease, go to
livingwithalz.org

For mare information aboul
the forthooming memolr on |
the battle with the disease
writben by Grog O'Brien,
featured in ane of the films,
4o to enplute.cng.

Alzheimer’s, If the cancer takes
him soomer than Alzheimer's,
(¥Brien said, that would be a
blessing of sorts, saving him
from withering away in o nurs-
ing home a5 his mother did
before his eyes.

*I'm not disparaging nursing
hormes,” he said."IVs & personal
choice I've mode.”

Ancther personal choice
O'Brien made was (o use tha
skilis of his journalistic coreer
to document what it's like to
tive with a disease experts say
will surpass heart disease and
cancer as 4 leading cause of
death in the decades (o come.

“As an investigative reporter,
I'm trying to write as [ can,
There will be a time [ can't, But
people with Alzheimer’s, on
saome level, know more about
the disease than dectors,” he
said.

“My book is about living
with Alzheimer's, not dying.
That will come in time,” he said,
explaining how he relied on six
vears worth of copious notes
hie took when he first started to
notics the symploms.

Advance reviews of the book
s0 far have been glowing, Lisa
Genova, author of the best-sell-
ing novel "Still Alice,”which is
being made into a Hellywood
movie, said,"if you're trying to
understand what it feels like to
live with Alzheimer's ... then
you necd to read this book.”

“I'm telling the
story of my life”~ that from a
man who covered the Mafia
for the Arizona Bepublic and
was laught how to be o court
reparter by retired Supreme
Court Justice Sandra Doy
O'Connor back when she was
a Maricopa County Superior
Court judge.

Shenk, executive producer
of the films, said he wanted to
focus on families and caregiv-
ers living with the disease, not
the medical science, For more
than a year they searched for
someone who would “especially
articulate with insight about
the disease and themselves ™

“Thot's o tall order,” Shenk
told me, "We almost gave up
leoking. And that’s when we
found Greg.”

“It's an honor to know him.
['ve been iryving to educale peo-
phe about Alzheimer’s for about
13 years now. And méeting
Greg has been an important
:thtng Lin my Jh‘e.":ﬂ;l Ehen.'l?

o 1% writing an epilogue for
O’ Brien's book.

"I don't think I'm getting out
of this,” 'Brien told me before
wiee left the restaurant."It's
like death in slow motion, like
having a sliver of your brain
shaved off each doy. T made
the decision to not be o guinca
pig. My contribution is to write
about it."

But it's not all sadness, *You
can't live without faith, hope
and & sense of humor,” e said.
“Everyone gels knocked down.
But [ believe the measure of a
person is how and when you
et back up”

Oine day, O°Brien is well
aware, he won't get back up.
But that is true for all of us as
wit journey toward our own
Pluto, “*where no one can hear
whal you are saying.”

It's just some of us know in
advance how we'll get there,

Sean Gonsahees can be reached

at Sgovsa niline.
o, Follow Sean Gonsalves on

Twitter 85eantronCCT.




