
introduction to the Second edition

My father died at ninety-two. if  i live as long as he did, i have 
fourteen years ahead of  me. Along the way, of  course, i might 
get hit by a bus—which is how my parents referred to an un-
timely death. cancer or stroke could take me, or Alzheimer’s 
might creep in sooner than it did with my father.
 His dementia didn’t overwhelm him until a year before he 
died. Alzheimer’s is ultimately harder on younger people, those 
in their sixties, seventies, or eighties, because they’re apt to live 
with it longer. The mind goes, but the body bears up, sometimes 
for a decade or more.
 i bow to those many women and men who balance daily care 
for a dementia patient with the demands of  their own busy lives. 
Since my dad died i’ve talked to scores of  caregivers, both in-
termittent and full-time, and their stories often remind me of  
how easy i had it. Yes, i gave up most of  my life for a year. But 
when i moved into my dad’s house, he was ninety-one and frail. 
Millions of  caregivers are looking after dementia patients who 
might live for five more years, for ten, for fifteen.
 As a friend’s wife says, “Human beings can handle anything 
as long as they know there is an expiration date.” But with Al-
zheimer’s there rarely is. We pitch in, knowing that the person 
we’re caring for may one day forget everything, including us. 
What we can’t know is how long they’ll continue in that state. 
As the months pile up, as the years go by, this can wear down 
even the most devoted caregiver.

i WAS GOOd with my father, but terrible with my mother’s 
mother. She died after several years of  what we then called 
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senility. She almost certainly had Alzheimer’s, but at the 
time that wasn’t a disease people talked about. My first clear 
glimpse of  it came on a visit to her nursing home, after my 
mother and aunt helped get her dressed, and we all walked 
down the corridor to the elevator. When the door opened, 
Gran entered, then turned around to look out at the hallway. 
“Well,” she announced, “i don’t know where i am, but every-
thing’s all right.”
 recently, i was trying to figure out when she died. My guess 
was about 1969, and i went online to see if  that was right. To my 
dismay, i discovered that she lived on in that connecticut nurs-
ing home until 1975, three years after my mother died—and not 
once, in all that time, did i ever go to see her. i don’t know if  
anyone did. not my brother, he admits. not my cousin. Perhaps 
we all thought it was useless because she wouldn’t know who 
we were. But to imagine her in that home, old and confused and 
alone, now horrifies me. it’s true that i was out of  the country 
for half  those years, wrapped up with my marriage and divorce 
and young son. But Gran had been a warm and lovely presence 
when i was a child. didn’t i even wonder how she was doing? 
How could i, and the rest of  us, have abandoned Anna Taylor 
Lemont so completely? it torments me.
 And across the U.S. today, how many Alzheimer’s patients 
live as my grandmother did, with rarely or never a visit from 
family and friends? it seems a travesty, and i’ve been part of  
it. it’s an indication, i think, of  how difficult and painful this 
disease can be for all who are touched by it.

THeSe dAYS MY grandmother’s dementia unnerves me in 
yet another way. Because the disease has affected both sides of  
my family, i’m more likely to have inherited one of  the “risk 
genes” for Alzheimer’s. About a quarter of  the U.S. population 
has a copy of  the APOe e4 gene, and around 2 percent carry 
two copies of  the gene. One copy doubles the lifetime risk of  
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developing Alzheimer’s, and those with two copies are three to 
five times more likely to get it.
 The dominant predictor for Alzheimer’s, however, has al-
ways been one ’s age. We’re increasingly vulnerable as we get 
older, and by the time we’re eighty-five, a third of  us will suffer 
from the disease. Females fare worse than males, and two-thirds 
of  all Alzheimer’s patients in the U.S. are women—though 
that’s true in part because they live longer than men.
 The statistics look worse the older we get, and there ’s not 
much we can do about it. As advised, i try to eat well, exercise 
steadily and get enough sleep. These are logical practices, given 
that brain health depends in part on bodily health. i don’t do 
crossword puzzles or play Scrabble very often—but what the 
hell, i write books. researchers agree that frequently stimulated 
brains will wind up with fewer beta-amyloid deposits. How-
ever, the studies also explain that the most helpful stimulation is 
from “early and middle life,” which for some of  us is long gone.
 in spite of  various clinical trials, the list of  FdA-approved 
medications for Alzheimer’s has hardly changed since my father 
died in 2005. Three of  the approved drugs are cholinesterase 
inhibitors, and the Alzheimer’s Association notes that people 
taking such drugs “performed better on memory and thinking 
tests than those taking a placebo.” They add, however, that “the 
degree of  improvement was small.”1 My father took one of  
those drugs for a time—Aricept—but to no clear effect.
 The latest drug to win FdA approval is aducanumab, 
which will be sold by Biogen under the trade name Aduhelm. 
it ’s likely to be prescribed for early- and midstage Alzheimer’s 
patients, and will be administered monthly by infusion. clini-
cal trials have shown that it lowers the amount of  amyloid 
plaque in the brain, but its ability to slow cognitive decline is 

1 Alzheimer’s Association, “FdA-Approved Treatments for Alzheimer’s,” 
TS-0087, updated August 2019, p. 2, https://www.alz.org/media/
documents/fda-approved-treatments-alzheimers-ts.pdf.
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still in question. One Biogen trial showed aducanumab to be 
mildly effective, but a second trial yielded no benefits over the 
placebo.
 The Alzheimer’s Association has welcomed the drug, which 
is understandable, given the long wait for a medication that will 
alleviate one of  the country’s major health care problems. crit-
ics of  aducanumab point out that the FdA ignored the findings 
of  its own panel of  independent advisers, which recommended, 
in the fall of  2020, that the drug not be approved. Also wor-
risome are the potential side effects. Some 40 percent of  the 
patients in the original trials suffered from painful brain swell-
ing, and about 17 percent from small cerebral hemorrhages. 
To monitor these problems, patients will take Mri brain scans 
twice a year.
 Trials are underway for several other Alzheimer’s drugs, but 
there ’s nothing in sight that will cure the disease. We hope at 
best to slow it down—and even this can be wildly expensive. 
Biogen has set Aduhelm’s price at $56,000 a year. Medicare may 
cover 80 percent of  this charge, but if  it does, and many patients 
sign up, the cost could swamp Medicare ’s budget. nevertheless, 
as the first drug approved for Alzheimer’s in eighteen years, it’s 
a ray of  hope for some.

GiVen THAT OLd age is bearing down on me, and i’m likely 
to be carrying some risk genes, i have to wonder where i’m 
headed. not into a nursing home, if  i have any say about it. My 
father, who rarely asked for help of  any kind, made one request 
of  me early on. it was a demand, really. After a visit to one of  
his friends in a nursing home he told me, “don’t ever put me 
in a place like that.” in recent years i’ve visited perhaps a dozen 
such homes, and i concur. i see how they can be necessary for 
some patients, but like most Americans i’d rather die at home.
 Most Alzheimer’s patients also want to live at home, and 
more than two-thirds of  them do—though that statistic changes 
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when the dementia becomes more severe. And while the major-
ity of  Alzheimer’s deaths still take place in nursing homes, in 
the last fifteen years the number of  those dying at home has 
doubled to over 25 percent.
 Perhaps i’ll wind up living with my son. i don’t want to 
saddle him with the job—but then, i had a deeply rewarding 
year with my father, and i’m forever glad that i got to spend 
so much time with him. We hadn’t been that close since i was a 
child. Typical of  many Americans, i left home for school, then 
went off  to work, and never again saw my dad for more than 
two or three weeks a year. After i moved in with him, our lives 
were joined.

AS ALzHeiMer’S STOLe my father’s memory and speech, 
everything became more difficult. But again i was lucky, for 
he ’d always been a collector, a conservator of  letters, notes, 
photographs, and newspaper clippings. in the evenings, as he 
sat in his reclining chair, reluctant to start a sentence he ’d have 
a hard time completing, i picked out letters from friends and 
family, or carbon copies of  letters he had sent to others, and 
read him passages i thought might interest him. i glanced at his 
face as i read, but could not be sure how much he understood. 
Possibly quite little, though he seemed attentive.
 Over several months i read, or at least glanced at, every 
letter, note, and clipping in his house. There might have been 
ten thousand of  them. not all were personal, but some—a 
note my mother wrote him after they separated, a letter from 
the father of  a boy who’d killed himself—went straight to 
my heart. night after night there were only the two of  us in 
that quiet house, with the television put away long ago, and 
never an evening visitor. empty hours, you might say, that i 
was trying to fill. But without them, would i ever have gone 
through those thousands of  letters, and discovered so much 
about my father’s life?
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iT WAS nOT a given at the start that i would leave Ohio and 
move in with my father on cape cod. i didn’t want to abandon 
my friends, the upkeep of  the houses i’d built, the volleyball 
and tennis i played every week. But it was growing clear that 
my father was going to need me. Those were early days, when 
dad was first forgetting the way home in his car, and buying 
christmas cards for a nonexistent great-granddaughter and 
great-great-granddaughter. As i imagined living with him 
around the clock, day after day, i wondered if  the job would 
crush me. At one point i laid out my dilemma to a friend, Kathy 
Galt, who over many years had been steadfast with her own 
family. i told her i might be called on, but didn’t know if  i could 
handle it. We talked it back and forth. She understood what i’d 
be giving up, and what i’d be taking on. She listened to me, but 
in her own life she ’d already made plenty of  decisions like this.
 “When it comes to a choice,” she said, “do what you can’t 
do later.”




