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Velma’s Story

For her last birthday, we took three kinds of ice cream to my 
grandmother’s room. And, of course, every patient who saw us 
was right there! We scooped twenty-five or thirty ice cream cones 
with sprinkles. My daughter, Kate, was learning how to hold 
her cone, so my mom and I got them up on the bed together 
and covered them with sheets and towels. They laughed their 
heads off because ice cream and sprinkles were everywhere. The 
ice cream would fall off my grandmother’s cone, and she would 
pick it up and say to Kate, “I’m not doing much better than you 
are!” Then Kate would knock the ice cream off her own cone 
and laugh.  
 It was one of my most precious memories. It was such a gift. It 
was good just to be there in a moment when you didn’t have to 
do it right.  
      — Teresa 

 Teresa’s Grandmother Velma grew up as the oldest child 

of sharecroppers on an Arkansas cotton farm. She wore clothing 

made of flour sacks. At age five, only three years older than Kate 

on the afternoon they spent giggling and dripping with ice cream, 
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she was sent alone down the rows of cotton with a stick to flush 

out poisonous snakes before her father worked the fields—a father 

himself born to an unwed girl in a shotgun shack with quilts pinned 

shamefully over the windows and his grandfather standing guard at 

the front door with a gun. Velma left home, as might be expected, 

with emotional problems that greatly complicated her adult relation-

ships. In the last year of her life, Alzheimer’s disease had stripped 

away her phobias and compulsions, along with the awareness of who 

she was and had been. It happened almost methodically, Teresa said, 

“like layers being peeled off of an onion.” 

Teresa and I talked about her grandmother one morning in the 

corner of a coffee shop crammed with tables and too many people. A 

high ceiling and the clash of voices made it seem more like a theater 

lobby at intermission. Even in the commotion, Teresa’s eyes filled with 

tears, not the urgent tears of fresh grief but the ones that quietly slip 

out when we wade very far into the memories of someone loved and 

lost. She brushed them from her face, almost in annoyance. I sensed 

in her immediacy and passion a love for Velma that neither dementia 

nor death had altered. 

Her stories, spanning decades, were lively and close to the surface. 

She remembers being served a dinner of lime Jell-O mixed with Rus-

sian salad dressing. Velma had mild dementia then, and Teresa, at the 

height of adolescence, had laughed helplessly at the chopped pickles 

jiggling in muddy brown gelatin, despite her father’s reproachful kicks 

under the table. One afternoon she awoke from a nap and was startled 

to find herself in an encampment of teddy bears. Giving rein to her 

quirky sense of fun, Velma had gathered up the bears and tucked them 

around Teresa, careful not to disturb her sleep. 

To the day she died, her grandmother knew her, which is seldom 

the case. By the time Alzheimer’s reaches the final stage, the cerebral 

hemispheres, in youth plump and packed within the skull like the flesh 

of perfectly ripened fruit, have shriveled and pulled inward. For Teresa’s 
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grandmother to have recognized and said goodbye to her family at the 

end was highly unusual. 

More often, death from advanced Alzheimer’s (instead of a complica-

tion) comes after a person has lost virtually everything.23  A woman I met 

when beginning my research several years ago has gone from mid-stage 

AD, chattering and exploring her surroundings with apparent interest 

in the constant newness of it all, to lying curled, barely moving, in a 

hospice bed. Occasionally she mutters, and she can swallow. Soon these 

reflexes will be gone, too.  

Dementia cannot be compared easily to other organ-specific mala-

dies because of the brain’s resiliency and intricate control of every bodily 

function. What remains of the brain in mid-to-late AD is nonetheless 

complex, bringing the potential for random behavior and differences 

between people with similar patterns of damage. One man with 

younger-onset AD went steadily along in the mid-stage for more than 

a decade, before he became so incapacitated his wife arranged place-

ment for him in a nursing home. Leaving their house with clothing and 

toiletries packed, he shuffled out to the car and insisted, as he always had, 

on opening her door in a gesture of courtliness. She thanked him, then 

jumped out and sprinted around the back fender to help him with his 

own door. The same man was led in handcuffs from the noisy, chaotic 

facility by the police a few weeks later for having reportedly cornered 

himself behind a barricade of furniture in what may have been, on an 

intuitive level, a sensible response to a setup that probably seemed more 

to him like past years in Vietnam than a new place to live. 

  

Unlike most people in the late stage of AD, Velma kept her speech, 

putting words purposively together, until just before death and was thus 

able to change within her own mind some of the more troubled parts of 

her past. Settled into the confines of a nursing home after staying alone 

during a precarious middle phase, she redid her daughter’s wedding. 

Teresa’s mother, Ruth, had married the son of a sharecropper, and her 

Velma’s Story
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failure to secure a higher social rank through one of the more readily 

available means provoked Velma’s caustic disapproval. Her sole contribu-

tion to the bridal festivities had been a demand that her daughter choose 

a more expensive china pattern. Fifty years later, Velma stepped into 

her role as mother of the bride. She was full of plans. Teresa would be a 

bridesmaid, and she’d wear a blue and burgundy dress. Kate would be 

the flower girl. They would carry lilies. Ruth, who had worn a wedding 

dress sewn by an aunt and posted the invitation in a few local church 

bulletins, charitably agreed. “Sure, Mom,” she’d say, with superhuman 

patience, “I think a Saturday in May would be nice. Yes, let’s serve 

punch.” Until at last, the redemption was complete. Velma had done it 

the way she should have and perhaps at the time had wanted deep down, 

but of greater importance, she had found a way of apologizing. 

Although dementia is grievously unfair, there was a hint of rec-

ompense in Velma’s cognitive losses. Determined to wrest something 

more from life than an endless strand of days in a field, she finished high 

school with honors and established herself as a beautician. She washed, 

fixed, colored, and curled away the stigma of having grown up poor. 

Yet she was powerless to remedy her deep insecurity. Velma spent most 

of her life afraid. As the disease escalated, so did the paranoia which 

had distorted her thinking since childhood. For a particularly taxing 

period of months, she would call Teresa every half hour or so, day and 

night, crying that she was being beaten, the nurses hated her, people 

were after her. She concocted elaborate schemes for escape from the 

nursing home and sordid stories about Teresa’s father. Teresa, dealing 

then with Kate’s passage from infancy to toddlerhood, wisely stopped 

answering the phone. In the long run, those neural pathways were 

cleared away, and Velma was left with fragments of memories distilled 

from the complications of anger and shame. As she talked freely about 

her past for the first time, Teresa and Ruth began to fit the stories 

together like fragments of broken china, reassembling a family history 

they had never known.
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Throughout adult life, Velma had compensated for her sense 

of inadequacy with notions of racial superiority, regrettably not an 

uncommon gambit. As her dementia worsened, the dyke of civility 

within her personality crumbled, and her unrestrained racial slurs 

would stop traffic, Teresa said. By the late stage, Velma had forgot-

ten not only the vocabulary but the reasons for her discrimination. 

People were just people, and ethnicity no longer mattered. Her last 

roommate was an African American woman, for whom Velma cared 

as lovingly as she would have her own mother, laying out her gown 

at night and checking to make sure her false teeth had been put in a 

glass of water.  

Alzheimer’s disease does not generally inspire a sense of peace and 

acceptance of other people. Sadly, the opposite is often true. A woman 

who had been coping reasonably well with memory loss awoke from 

the anesthesia for surgery to repair a broken hip cursing like a drunken 

sailor. She was never the same again. “It was a night and day difference,” 

her daughter, Jenny, recalled. “Oh, my goodness, she was nasty! She 

called my father every name in the book and was suspicious of people. 

It was terrible. She’d spit on the nurses; she would hiss. You had to 

worry she’d try to harm you. Unfortunately that was an overriding 

characteristic of her dementia until she quit communicating.” 24 

It didn’t change her husband’s love. Any marriage therapist who 

has had a session spiral into a screaming match will tell you embedded 

resentments are hard to undo. But in the absence of deliberate hurt or 

betrayal, so is passionately held affection. When Jenny’s mother forgot 

how to swallow, her father would sit by the bed, massaging morsels of 

food down her throat. He helped her to live months longer than doctors 

believed she could.    

Late stage Alzheimer’s disease returns a person to a state in many 

ways like infancy—only, though, in lost abilities. Even at the very 

end, when body and mind have almost shut down, there is an adult 

present with a life history of accomplishments a disease cannot take 

Velma’s Story



100 Alzheimer’s: A Crash Course for Friends and Relatives

cop y r igh t e d   m at e r i a l cop y r igh t e d   m at e r i a lcop y r igh t e d   m at e r i a l cop y r igh t e d   m at e r i a l

away. Velma’s family recognized her unchanged right to be treated 

with dignity. Ruth kept her in clean clothes and set her hair weekly. 

Velma may not have recognized her daughter or cared any more about 

a hairstyle so crucial to her self-image at the height of life that she had 

trained herself to sleep sitting straight up to preserve it. She did realize 

she was being given considerable assistance. In a newly acquired state of 

humbleness, she said “thank you” over and over, stunning Ruth, who 

had long lived under the steady drumbeat of her mother’s criticism. 

Nothing Ruth did was ever enough, until Velma lost both her trait of 

discontent and control of her bladder. “You didn’t do this for me. You’ve 

disappointed me! You could have been so much more. Your husband isn’t 

good enough. Your children don’t act right. I expected you to turn out 

better” became, as Ruth folded freshly laundered clothes and combed 

Velma’s hair, “Oh, thank you. Thank you so much for what you do 

for me. Thank you for caring so well.” Teresa said her grandmother’s 

words were like an axe, chipping away at a backlog of hurts. 

Ruth’s intimate care of her mother was difficult in part because 

the laundry smelled so awful. Everything reeked of urine, and the 

stench permeated her car and her own clothing, her own hair. The 

palpable memory of it persisted after Velma died. One dubious mercy 

of Alzheimer’s disease by the end stage, when incontinence invariably 

poses a problem, is that it destroys the sense of smell. The fragile nerves 

of the olfactory bulb fall to the disease early on. One caregiver said her 

husband’s physician blindfolded him after he complained of memory 

loss and checked his ability to distinguish between common scents, like 

lemon, gasoline, smoke, and vanilla. He couldn’t identify any of them. 

So Velma, whose life was spent helping women show a well-coiffed 

front to the public, was not aware she had fallen so far into helplessness. 

Ruth’s realization that her mother could no longer keep herself clean 

enabled her to begin emotionally letting go of the relationship. She 

knew her mother would never get better, but much worse.

Alzheimer’s disease is relentless, claiming regions of the brain like a 
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steadily advancing army with crosshairs aimed first at the most sophis-

ticated targets: the ability to learn and reason, the sense of direction, 

abstract and sequential thinking, and the attachment of emotion to 

reality. Finally it takes anything that is left. Velma’s loss of skills began 

to coincide with her great granddaughter’s acquisition of them. Kate, 

with only the most rudimentary psychological needs—kindness, pre-

dictability, attention—and no storehouse of past hurts and expectations, 

accepted her great grandmother’s mistakes and regressions as a matter 

of inconsequential fact. Kate wasn’t grieved that Velma could not think 

of words, understand the difference between fact and fantasy, or dress 

and bathe herself. Kate couldn’t do those things either. With a small 

child’s incomprehension of time except as related to the necessities of 

food, play and sleep, Kate lived in the moment with Velma, and theirs 

was a simple, undemanding love. When she was learning to write, Kate 

composed a letter which summed it up: “Grandma Velma, God loves 

you. You are fun. I love you. Love, Kate K.”    

Distracted and pulled in many directions, mired in irksome life 

circumstances, and sometimes just plain tired and stressed out, we adults 

find it hard to downshift to a gear in which only what is immediately 

happening matters, and the energy and good intentions we invest will 

be instantly forgotten. A daughter, Sarah, lives several hundred miles 

from her mother, stricken by Alzheimer’s disease in her mid-seventies. 

Sarah has a busy life with her own family, but she dearly loves her 

mother and can hardly speak of her without tears. Regardless of these 

tender feelings, she described her frustration on one occasion with her 

mother’s bewilderment in the bathroom. “I had her standing in front of 

the toilet, and she had no idea what to do. I kept saying, ‘Please, please, 

sit down!’ I tried to explain. She was confused and kept grabbing at 

my hands and shaking my shoulders.” Her voice was tinged with the 

upset of having had a chunk of time fall away in trying to bring about 

something so basic. 

Velma’s Story
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Sarah’s mother, unlike Velma, had gone from being the “wise 

owl” of the family, the one to whom people had always turned for 

advice and unconditional love, to someone who would lose in the end 

even her characteristic smile. Her affliction with Alzheimer’s disease 

was particularly cruel. Perceptive enough to know she was failing in a 

dreadful way, she could not comprehend why. Throughout a Christmas 

holiday, years into the disease, she sat around and cried disconsolately. 

One of her granddaughters climbed in her lap and asked, “Gramma, 

what’s wrong?” 

“I don’t know. I don’t know,” she replied, hugging the child. 

While Sarah’s mother felt the best parts of herself draining away, 

Teresa’s grandmother rediscovered an ingenuous freedom at the end. 

Velma no longer fought with herself or anyone else, something she 

had not experienced since the beginning of life. Losing the ability to 

walk was a discovery she shared with Kate. Teresa said they would hold 

hands and practice going up and down the halls of the nursing home. 

Velma was forgetting; Kate was learning, but mainly they were having 

a good time together.  

After Velma was diagnosed with Alzheimer’s disease, everyone in the 

family had braced for a hard end. When death came, it was like opening, 

then closing a window. Velma, having made amends for the problematic 

relationships of her past, drifted gently away. Years later, Teresa wrote 

about it:

In the last days, I took Kate and our newborn son, Adam, to see 
Grandma Velma. It was painful to see her so helpless. I remem-
bered someone so different. I had always loved her so much. We 
sang to her, and we prayed with her. Kate climbed up into her bed 
and got right next to her. It was a moment I will not forget. My 
mother took the children to the car, and I told my grandmother I 
loved her. She whispered that she loved me, too. The next day, she 
could not speak. She died the day before Kate’s third birthday.
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A Friend in the Late Stage:  
Accepting and Honoring

DO THE REMEMBERING

 Infancy and early childhood are  the only times most of us 

experience unqualified love. When self-control, empathy, responsi-

bility and other social skills are mastered, people hinge their positive 

feelings toward us on our consistent exercise of these capabilities, and 

rightly so. One of the ways in which late stage dementia echoes the 

first few years of life is in the need for the kind of patience and freely 

given love we bestow on a child. In a baby’s fragility, we perceive 

the promise of years ahead. It is understandable to be with someone 

confined to a bed, unable to use his mind, and think to yourself not 

much is left. But what this person became through his work and rela-

tionships exists regardless of the fact he will end his life with advanced 

dementia. The extreme disabilities Alzheimer’s disease imposes must 

be accepted. Continuing to love is a choice. Facing the disease without 

reassurance of enduring love and respect from others would add a 

8
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preventable dimension to the anguish of the experience. When you 

are with a friend with dementia, deliberately see two people—the one 

afflicted by a devastating illness and the one who wore a white lab 

coat, raised children, played Brahms and Schubert, told stories, made 

the best cupcakes in the world, 

could argue a case, rewire a house, 

or design a garden. See the person 

you have always loved. A disease 

can change how the future will play 

out. It cannot change the past.    

HAvE REAlISTIC ExPECTATIONS

A person in late AD may be capable of acknowledging you only in a very 

limited way—a  faint smile, the lifting of a hand, an “ahhh,” a glance 

in your direction—or not at all. Unlike Velma, most people near death 

are not speaking. Many are barely moving. This does not discount the 

importance of your visit. Bring along a book with pictures of something 

reminiscent of the past (horses, dogs, travel, cooking, sports) and flip 

through the pictures, talking quietly about them: “Ben, here’s a terrier. 

I remember when you had a terrier named Scruffy. This Dalmatian 

has a lot of spots, doesn’t he?” Or bring a photo album and tell your 

friend about the pictures: “Here we are at Easter, when your children 

were six and seven years old. Susan is wearing that brown velvet dress 

you made for her….”

Were you in high school together? Bring your yearbook. Did your 

friend enjoy poetry at one time? Longfellow and Wilde are rhythmic 

and beautiful to read, but any poem would be fine. The words won’t 

matter; your presence will. Think back to show-and-tell in school and 

the interesting things you packed in a paper bag: “Aunt Juliet, here are 

the shells we found at the beach last week. Would you like to hold this 

 See the person you have 
always loved. A disease can 
change how the future will play 
out. It cannot change the past.
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one? Feel how smooth it is from the waves.” Aunt Juliet will sense your 

care and positive intention, and that’s what counts.  

For another possibility, remember the longsuffering rabbit you once 

hid in your book bag and brought out, to the dismay of your third grade 

teacher and the delight of your peers? A well-mannered pet (unlike the 

average cat) might be the ticket to a splash of happiness if the caregiver 

has agreed in advance to a four-legged visitor.    

Most of us have been stuck in awkward social situations when, out 

of the twenty-five thousand words we 

probably know, only about ten come 

to mind, and they aren’t the right ten. 

Don’t let the challenge of relating 

to a person bedridden by dementia 

leave you feeling tongue-tied. We 

strain to fill time, when we are uneasy, 

with ceaseless conversation. There’s 

no need for it with a friend in late stage AD. You can stop by with 

a book or a quiet project, sit by the bed, and say now and then, “I’m 

right beside you. I’ll stay with you for a while.” Play it by ear. It may be 

just as well to say nothing. Margaret, a caregiver whose father died of 

Alzheimer’s disease, has this advice: “Go without an agenda. If you go 

into a setting, and you have no idea what to expect, but you’re open to 

what unfolds, I think that’s better.” Whether you make an observable 

connection is not as important as the fact you will, by caring enough to 

be present, almost certainly lessen the pain of living with an immobile 

body and a shattered mind.

use the b•e•s•t way

Verbal communication stops before the ability to interpret nonverbal 

cues. One of the first connections an infant makes is between a soothing 

 By caring enough to 
be present,  you will almost 
certainly lessen the pain of 
living with an immobile body 
and a shattered mind.

A Friend in the Late Stage: Accepting and Honoring
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touch or tone of voice and relief from physical distress. A smile is asso-

ciated with being held and cuddled, music with being rocked. People 

in late stage Alzheimer’s sometimes find comfort in a soft blanket or 

stuffed toy that must bring back a sense of the security of early child-

hood. When words have lost meaning, nonverbal lines of communica-

tion will be left open. Remember the acronym “B-E-S-T” for ways 

you can continue to connect:

 

 Body language. Lean toward the person; keep your arms open, not 

crossed. Open your hands.

  Expression. Your facial expression can substitute for the warmth 

and affection you may not otherwise be able to convey. Smile if it 

feels natural. Even in the late stage, eye contact may be a way to 

connect. Try to let go of the expectation of a response. A caregiver, 

struggling with her mother’s lack, ever, of any indication of aware-

ness of her, asks in the anguish shared by many in this role, seldom  

acknowledged by the patient, “Does she understand me at all? Does 

she hear me? I want her to feel loved. I want to comfort her. I think 

that’s the hardest thing.” The woman continues to reach out to her 

mother, despite her discouragement, believing as a matter of faith 

that her mother is conscious on some deep level of her love.  

  Sounds. Keep your voice quiet and modulated. Loudness can cause 

agitation and fear, since there is no comprehension of the words—the 

reaction is entirely to the tone. Talk about the past or your current 

feelings as though the person can understand, using the cadence of 

your voice to communicate. The meaning of the words is not rel-

evant; the meaning behind them is: “Dad, I’m thinking of our first 

hunting trip. It was one my best times ever. You carried me on your 

shoulders, the mud was so deep getting to the duck blind.” Calming 

music may be better than speech. Teresa, from the previous chapter, 

has a lovely voice and sang to her grandmother near the end. 
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NOTES

Preface
1 See Ralph Waldo Emerson’s essay, “Compensation,” first published 

in 1841. The dementia Emerson suffered at the end of life, robbing him of 
his ability to think and speak, does nothing to diminish our admiration of 
his brilliance and enduring wisdom. Charles Eliot Norton, Emerson’s close 
friend, wrote in a letter dated March 30, 1882 of having recently seen him, 

“his memory gone, his mind wavering, but his face pure and noble as ever, 
though with strange looks of perplexity wandering over it from time to time” 
(Charles Eliot Norton, The Letters of Charles Eliot Norton with Biographical Com-
ment by His Daughter Sara Norton and M. A. DeWolfe Howe, Vol. 2, Boston & 
New York: Houghton Mifflin Company, 1913, p. 132).

About This Book 
2 Interchangeable for the purposes of this book, but not synonymous: 

Dementia is a symptom of overall mental decline which can have many 
causes, among them neurological disorders (for example AD, Parkinson’s, 
and frontotemporal lobe dementia), multiple small strokes in the brain, infec-
tions, head injuries, and drug or alcohol abuse. A few causes of dementia are 
potentially reversible: depression, metabolic disorders (such as vitamin B12 
deficiency), hydrocephalus (an accumulation of fluid in the brain), treatable 
tumors, hypothyroidism, and impairment from medication interactions 
and side effects. Alzheimer’s disease is the most common form of dementia, 
accounting for 60 to 80 percent of all cases.  

Alzheimer’s 101 
3 See Alzheimer, p. 7,* for  Jarvik and Greenson’s translation of his 1907 

synopsis of the presentation made to the 37th Conference of South-West 
German Psychiatrists in Tübingen, where he first described August Deter’s case. 

* The full citation of resources used for both text and notes can be found in Works 
Consulted, beginning on page 181. 
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The paper could not be translated literally from German to English. Jarvik and 
Greenson note that the word, “schneiden,” interpreted in this passage as “to 
cut her open,” could possibly mean “to ignore her.” Their translation, however, 
is consistent with Alzheimer’s medical chart and case notes on Deter. 

4 In the early 1900s, dementia patients did not have the support of medica-
tions to ease anxiety. We are also now aware of environmental modifications 
that can help calm people who struggle with their emotions.

5 These diagnostic terms (“possible” and “probable”) were proposed 
in 1984 by the Alzheimer’s Association, then the Alzheimer’s Disease and 
Related Disorders Association, and the National Institute of Neurological and 
Communicative Disorders and Stroke (NINCDS). A diagnosis of probable 
Alzheimer’s disease is given when all other causes of a progressive, irreversible 
dementia have been ruled out. A diagnosis of possible Alzheimer’s disease 
means that no other explanation for dementia can be found, but the symptoms 
are atypical of AD. The 1984 criteria were revised in 2011. The two classi-
fications remain but were clarified and expanded to apply accurately to both 
clinical and research settings (McKhann et al., 2011, pp. 1–7 and McKhann 
et al., 1984, pp. 939–944). 

Physicians use a battery of tests to arrive at a diagnosis. Steps taken gen-
erally include a complete neurological and physical examination, an evalu-
ation of patient history and interviews with family members, tests of blood 
and spinal fluid, brain imaging studies, and neuropsychological testing. The 
process is rigorous and represents a physician’s best judgment about the cause 
of symptoms.

An injectable imaging agent developed at the University of Pittsburgh, 
Pittsburgh Compound B or PIB, temporarily binds to plaques in the brain, 
making them visible in a Positron Emission Tomography (PET) scan (Wil-
liam E. Klunk et al., “Imaging Brain Amyloid in Alzheimer’s Disease with 
Pittsburgh Compound-B,” Annals of Neurology 55, no. 3, March 2004, pp. 
306–319). In the spring of 2012, the U.S. Food and Drug Administration 
approved for clinical use a radioactive dye, Amyvid, which, like Compound-
B, can reveal amyloid plaque buildup in the living brain by means of nonin-
vasive brain scanning. While the drug may provide important information 
in ascertaining the cause of a patient’s cognitive impairment and, possibly, in 
identifying AD in patients before the symptoms of dementia emerge, the FDA 
cautions that it should be used only as an adjunct to a full medical evaluation 
(“FDA Approves Imaging Drug Amyvid: Estimates Brain Amyloid Plaque 
Content in Patients with Cognitive Decline,” FDA press release, April 10, 
2012, http://1.usa.gov/HIrL3N). 
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Scientists are finding other ways to identify cellular pathology long before 
the onset of dementia. New diagnostic guidelines, issued by the Alzheimer’s 
Association and the National Institute on Aging in 2011, specify a preclinical 
stage (mentioned on page 6) in which patients have no discernible memory loss 
and nonetheless show biomarkers, such as abnormal levels of tau and amyloid 
plaques in spinal fluid and shrinkage in selected regions of the brain, indicating 
that the disease is present. Earlier detection should result in more effective 
interventions and preventative strategies (Reisa A. Sperling et al., “Toward 
Defining the Preclinical Stages of Alzheimer’s Disease: Recommendations 
from the National Institute on Aging—Alzheimer’s Association Workgroups 
on Diagnostic Guidelines for Alzheimer’s Disease,” Alzheimer’s and Dementia 
7, no. 3, 2011, pp. 280–292).

6 Alois Alzheimer’s original medical file on Auguste Deter, in his own 
handwriting, was discovered in 1995 in the archives of the University of 
Frankfurt. In the 32-page document, Alzheimer transcribed in detail his 
interviews of Auguste and meticulously documented her behavior, varying 
emotional states, and physical condition, noting, for example, that she wore 
dentures. Cooperative during his examination of her, he reports she later 
screamed repeatedly, “I will not be cut. I do not cut myself.” (Maurer et al., 
pp. 1547–48).

7 Little information is available about Karl Deter. He and Auguste had 
one daughter. According to Konrad Maurer, coauthor with his wife, Ulrike, 
of Alzheimer, published in translation by Columbia University Press, Deter 
married the neighbor who aroused Auguste’s suspicions (Strobel, p. 132).

8 Condensing the pathology of AD into this broad brushstroke summary 
is like giving the following skimpy instructions for flying a jet: Get in the 
cockpit, talk to the control tower, push some buttons, and race loudly down 
a long strip of pavement until airborne. For books with a different aim and 
a more detailed explanation, try looking online at Green-Field Library’s 
collection (www.alz.org/library/index.asp). Green-Field is a service of the 
Alzheimer’s Association and is the largest library dedicated to AD and other 
forms of dementia in the country. Green-Field Library also offers the com-
mercial respite care videos described in chapter 11. You may borrow materials 
through your local Alzheimer’s Association chapter or a public library that 
participates in the interlibrary loan program. 

9 An important gene that heightens the risk of sporadic AD directs the 
functioning of apolipoprotein E or APOE, a protein that carries lipids in the 
bloodstream. The gene, discovered almost 20 years ago, has three alleles, or 
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forms: E2, E3, and E4. A copy of one allele is inherited from each parent — E2 
is thought to lower the risk of the disease, E3 (the most common variant) is 
neutral, and E4 increases the risk. Getting a copy of E4 from each parent is 
the worst combination, but even such a worrisome pairing is not a reliable 
predictor. Auguste Deter’s APOE genotype was E3/E3 (Manuel Graeber et 
al., “Histopathology and APOE Geneotype of the First Alzheimer Disease 
Patient, Auguste D.” Neurogenetics 1, 1998, p. 226).

With advances in technology, scientists are finding additional genes tied 
to the common form of late-onset AD: In 2011 a large collaborative research 
effort conducted by the Alzheimer’s Disease Genetics Consortium increased 
the number of genes implicated in sporadic AD (“Studies Find Additional 
New Genetic Risk Factors for Alzheimer’s Disease,” National Institutes of 
Health press release, April 4, 2011, www.nih.gov). Understanding the genetic 
factors which underpin the disease critically influences the design of clinical 
trials and the development of treatments and therapies.

A number of studies have linked sporadic AD to the same lifestyle factors 
that contribute to heart disease and diabetes: high blood pressure, elevated 
serum cholesterol levels, obesity, and lack of exercise. Even mild head injuries 
can heighten the risk (Victoria E. Johnson, William Stewart, and Douglas H. 
Smith, “Widespread Tau and Amyloid-Beta Pathology Many Years After a 
Single Traumatic Brain Injury in Humans,” Brain Pathology 22, no. 2, March 
2012, pp. 142–149). People with lower educational levels seem to be more vul-
nerable, perhaps because intellectual activity bolsters compensatory cognitive 
reserve (Catherine M. Roe et al., “Alzheimer Disease and Cognitive Reserve 
Variation of Educational Effect with Carbon 11-Labeled Pittsburgh Compound 
B Uptake,” Archives of Neurology 65, no. 11, November 2008, pp. 1467–1471). 
Age-related declines in estrogen and testosterone have been implicated in some 
studies (Cynthia Gorney, “The Estrogen Dilemma,” The New York Times 
Sunday Magazine, 18 April  2010, p. MM52 | Chu Leung-Wing et al., “Bio-
available Testosterone Predicts a Lower Risk of Alzheimer’s Disease in Older 
Men,” Journal of Alzheimer’s Disease 21, no. 4, October 2010, pp. 1335–1345). 
For a summary of research on nongenetic (and potentially modifiable) risk 
factors, see Deborah E. Barnes and Kristine Yaffe, “The Projected Effect of 
Risk Factor Reduction on Alzheimer’s Disease Prevalence” (Lancet Neurology 
10, September 2011, pp. 819–28). Also see Christopher Patterson, “General 
Risk Factors for Dementia: A Systematic Review” (Alzheimer’s and Dementia 
3, no. 4, 2007, pp. 341–347).  

The differences between healthy cognitive aging and early dementia, some-
times hard to articulate clearly, are outlined in a very readable paper by Rawan 
Tarawneh and David Holtzman (“The Clinical Problem of Symptomatic 
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Alzheimer Disease and Mild Cognitive Impairment,” Cold Spring Harbor 
Perspectives in Medicine 5, no. 2, May 2012, http://1.usa.gov/168XK90). 

10  Current medications improve AD for about a year (sometimes less) 
in approximately half of the patients who take them. Pharmaceutical com-
panies have focused much research on the development of drugs aimed at 
reducing, stabilizing, or preventing the formation of plaques in the brain. 
However, some scientists question whether plaques cause the symptoms of 
AD and suggest instead that dementia may be due to the harmful effects of 
free flowing, soluble amyloid-beta oligomers, which eventually aggregate 
into plaques; plaque formation may be the brain’s attempt at sequestering 
these rogue compounds (Samuel Gandy et al., “Days to Criterion As an 
Indicator of Toxicity Associated with Human Alzheimer’s Amyloid Beta 
Oligomers,” Annals of Neurology 68, no. 2, August 2010, pp. 220–230 | Jim 
Schnabel, “Amyloid-Beta ‘Oligomers’ May Be Link to Alzheimer’s Demen-
tia,” The Dana Foundation, 12 July 2010, www.dana.org | Cindy Sondag 
et al., “Beta Amyloid Oligomers and Fibrils Stimulate Differential Activa-
tion of Primary Microglia,” Journal of Neuroinflammation 6, no. 1, January 
2009, http://www.jneuroinflammation.com/content/6/1/1). The failure 
in clinical trials of drugs such as bapineuzumab (“bapi”) seems to suggest, 
disappointingly, that diminishing the load of plaques in the brain does not 
improve cognition (Bill Berkrot, “Pfizer, J&J Scrap Alzheimer’s Studies As 
Drug Fails,” Reuters, 7 August 2012, www.reuters.com).

Scientists are forging ahead in the investigation of drugs formulated to 
inhibit amyloid-beta, despite the conflicting opinions on whether the target 
should be plaques or oligomers, and some encouraging results have been 
reported. Swedish researchers published the positive outcome of a three-
year clinical trial to evaluate a vaccination for AD, called CAD106, which 
triggers an immune response against amyloid-beta, apparently without the 
potentially lethal side effect of meningoencephalitis observed in an earlier 
trial vaccination, AN1792. AN1792 is the drug Adelle (chapter 1) received 
before the trial was stopped for this reason (Bengt Winblad et al., “Safety, 
Tolerability, and Antibody Response of Active AB Immunotherapy with 
CAD106 in Patients with Alzheimer’s Disease: Randomized, Double-Blind, 
Placebo-Controlled, First-in-Human Study,” The Lancet Neurology 11, no. 
7, July 2012, pp. 597–604). 

For a discussion of the U.S. government’s national plan to curb AD, 
which includes funding of research on a new insulin nasal spray treatment, 
listen to the PBS interview of Dr. Francis Collins, Director of NIH, and Eric 
Hall, CEO of Alzheimer’s Foundation of America, “U.S. Launches National 
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Strategy to Combat Alzheimer’s Disease” (PBS NewsHour, 15 May 2012, 
www.pbs.org/newshour/bb/health/jan-june12/alzheimers_05-15.html). 
Non-pharmaceutical treatment methods, such as deep brain stimulation, are 
under study also, so far with limited results (Susan Young, “Brain Pacemaker 
Tested on Alzheimer’s Patients,” MIT Technology Review, 7 December 2012, 
www.technologyreview.com/news/508461/brain-pacemaker-tested-on-
alzheimers-patients/).

11 Artist William Utermohlen’s self-portraits, from the beginning of his 
career to the end, provide a striking visual portrayal of how Alzheimer’s 
disease evolves (www.williamutermohlen.org). Utermohlen was diagnosed 
with Alzheimer’s in 1995 and died nine years later. An article by Denise 
Grady and a slide show of the artist’s self-portraits are available online 
(“Self-Portraits Chronicle a Descent into Alzheimer’s Disease,” The New 
York Times, 24 October 2006, http://nyti.ms/igxR4r). You can see within 
the anguished lines of Utermohlen’s last portrait not only the scale of loss 
he had suffered by the close of his life but also, remarkably, the talent and 
emotion he was still capable of expressing then. The work validates the 
time honored saying A picture is worth a thousand words and, perhaps even 
more compellingly, gives voice to just four words Utermohlen could not 
otherwise say—I am still here.  

12 Age is the greatest risk factor for AD. One in eight people over age 65  
has the disease, one in two people over age 85. As advances in health care 
increase the average life span, the prevalence of Alzheimer’s disease is expected 
to rise. According to the Alzheimer’s Association, at present a person develops 
diagnostic AD every 68 seconds. By the year 2050, the Association says the 
rate will increase to one new case every 33 seconds.

Chapter One
13 For some patients, denial is a manifestation of frontal and parietal lobe 

dysfunction. The term anosognosia refers to a physical inability to perceive one’s 
cognitive deficits and has been reported in up to 30 percent of patients with 
mild dementia (Sergio Starkstein et al., “Anosognosia Is a Significant Predic-
tor of Apathy in Alzheimer’s Disease,” Journal of Neuropsychiatry and Clinical 
Neurosciences 22, no. 4, Fall 2010, www.neuro.psychiatryonline.org). See also 
Daniel C Mograbi et al, “Anosognosia in Alzheimer’s Disease—the Petrified 
Self,” Consciousness and Cognition 18, no. 4, December 2009, pp. 989–1003. 
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Chapter Two 
14 In the foreword of Cary Henderson’s memoir, Partial View: An 

Alzheimer’s Journal (Dallas: Southern Methodist University Press, 1998), his 
wife, Ruth, recalls seeing Henderson, a former history professor, struggling 
at the kitchen table to write as his language abilities failed. Henderson’s book, 
transcribed from tape recordings and illustrated with artistic black and white 
photos by Nancy Andrews, gives a sad and touching firsthand view of life 
with mid-stage AD. 

15 See the October 9, 2009 entry, entitled “The Week,” of  Kris Bakowski’s 
blog on coping with early onset Alzheimer’s disease (www.creatingmemories.
blogspot.com). Bakowski has been a nationally recognized advocate for people 
living with Alzheimer’s disease for many years.

“Question to Clarify,” p. 36, contains most of her blog, “Loneliness,” pub-
lished June 13, 2004.  She concludes the entry with the poignant statement, 

“I see my friends going on about their lives, and I can’t participate or I sense 
they don’t want me to because I can’t contribute. I don’t blame them. They 
aren’t being cruel. It’s just life these days.” 

16 Ralph Waldo Emerson’s early symptoms are an example. Emerson was 
sitting under a tree with a friend one day, trying to escape the glaring midday 
sun. He noticed that his friend was not fully sheltered and remarked to him, 

“Isn’t there too much heaven on you there?” Emerson began increasingly to 
use gestures and descriptions to substitute for words he could not recall, once 
identifying a dear friend, not by name but as “the mother of the wife of the 
young man—the tall man—the one who speaks so well” (The Literary World: 
Choice Readings from the Best New Books, with Critical Reviews, vol. 36, London: 
James Clarke & Company, 1887, p. 429). 

17 See Rabbi Wolpe’s timeless, elegant book on grieving and loss (Wolpe, 
pp. 21–22). I felt comforted, even strengthened, by Wolpe’s reflections, orga-
nized around themes of home, dreams, self, love, faith and life, during the 
difficult years following my husband’s death.

Chapter Three
18 See Ann Davidson’s memoir chronicling a year of her husband’s ill-

ness (Davidson, p. 36). Davidson provides a window into the experience of 
having one’s life partner stricken by symptomatic AD while still fairly young. 
She tells of being on an airplane with her husband, on the way to an awards 
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ceremony where he was to be honored for his cutting edge research. He 
could not pronounce the word “coffee” to order it from a stewardess. Later, 
in his acceptance speech, he brought tears and laughter from the audience by 
describing himself, with a sense of humor ironically reminiscent of Ralph 
Waldo Emerson, as having a failing mind and an arthritic toe, but being in 
fine shape between the two. 

19 Henri Nouwen, a priest and former professor at Harvard, Yale, and 
Notre Dame, is one notable exception to this observation. Nouwen chose to 
leave his post at Harvard and spend the last part of his career and life taking 
care of a profoundly handicapped man named Adam. A prolific writer and 
philosopher, Nouwen enumerates Adam’s gifts to him, not the reverse, and 
offers a compelling rebuttal of our societal tendency to base worthiness on 
mental ability and tangible achievement. He describes his friendship with 
Adam in his last book, completed just before his death, Adam: God’s Beloved   
(New York: Orbis Books, 1997).

Chapter Four
20 Many skilled nursing facilities provide age-appropriate activities, such 

as card games adapted to cognitive ability, scrapbooking, and easy jigsaw 
puzzles of scenic photographs. Although patients in the later stages of AD 
have abilities comparable to those of a small child, they have had, nonetheless, 
a lifetime of adult experiences and may perceive on some level the indignity 
in being seated at a community table, sharing crayons and coloring books. 
For an informative research study which compared levels of engagement in 
nursing home residents with dementia when presented childish toys, realistic 
and animated objects, or live babies and pets, see Jiska Cohen-Mansfield et 
al., “The Value of Social Attributes of Stimuli for Promoting Engagement 
in Persons with Dementia” (The Journal of Nervous and Mental Disease 198, no. 
8, August 2010, pp. 586–592).

Chapter Five
21  A person in mid-stage dementia needs longer than we typically allow 

to process verbal messages. You may need to wait for 15 seconds or more to 
give sufficient time for a response. Keep your statements and questions simple 
and concrete. 

22 Alzheimer’s patients have varying speech and language difficulties at 
different points in the disease. All patients do not eventually speak in fluent, 
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monological jargon—described here as “word salad.” This symptom closely 
resembles a form of aphasia (loss of language abilities without loss of intellect) 
associated with damage to the left temporal lobe: Sentences are produced with 
appropriate intonation, but they make little or no sense (see p. 151). Early 
in the disease, a majority of patients experience naming deficits, in which 
speech is essentially normal but limited by an impairment in word-finding, 
hence the reliance on word substitutions and descriptive phrases (“the things 
I wear on my feet” for “shoes”). Later in the disease, speech may become 
perseverative or echolalic. In the end, it ceases altogether. For a discussion 
comparing the case studies of Carl Wernike, a German neurologist who linked 
language deficiencies to specific lesions in the brain, to the case studies of 
Alois Alzheimer, see P. J. Matthews et al., “Wenicke and Alzheimer on the 
Language Disturbances of Dementia and Aphasia” (Brain and Language 46, no. 
3, April 1994, pp. 439–462).   

Chapter Seven
23Alzheimer’s disease is the sixth leading cause of death in the United 

States. If the patient survives to the very end, she will have difficulty swal-
lowing and can aspirate foreign material into the lungs, leading to pneu-
monia. Death frequently happens at an earlier point in the disease from 
complications of dementia. Bedsores, which you’ll recall contributed to 
Auguste Deter’s death, are caused by immobility; urinary tract infection is a 
risk with incontinence; the inability to coordinate the motions of walking 
or the skills needed to drive safely can result in serious injury. Without the 
capacity to speak coherently, a patient cannot report early symptoms of a 
secondary illness or actively participate in her care. Lacking comprehension 
of both time and risk, she cannot manage medications responsibly or stay 
out of dangerous situations.    

24 For current research on the effects of certain types of general anes-
thesia on Alzheimer’s disease, see in particular the work of Dr. Zhongcong 
Xie, Director of the Geriatric Anesthesia Research Unit, Harvard Medical 
School. Xie is one of ten authors of a study comparing the safety for AD 
patients of two common anesthetics (Z. Yiying et al., “Anesthetics Isoflurane 
and Desflurane Differently Affect Mitochondrial Function, Learning, and 
Memory,” Annals of Neurology 71, no. 5, May 2012, pp. 687–698). To access 
a link to the abstract of this article, which may be helpful if you would like 
to discuss the concern with a physician, use www.onlinelibrary.wiley.com; 
enter the article title into the advanced search box.

Notes
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Chapter Eight
25 Novelist Henry James, whose writing can seem at times deliberately 

complex, gave his nephew this famous advice: “Three things in human life are 
important. The first is to be kind. The second is to be kind. The third is to be kind.”  
A century later, a number of scientific studies validate the claim. Researchers 
have found that counting and recording one’s kindnesses for a week signifi-
cantly increases feelings of happiness (Keiko Otake et al., “Happy People 
Become Happier Through  Kindness: A Counting Kindness Intervention,” 
Journal of Happiness Studies 7, no. 3, September 2006, pp. 361–375). Similarly, 
Dr. Stephen Post, of Case Western Reserve University, correlated compassion 
with both longevity and a sense of well-being, provided that helping behavior 
is kept within reasonable limits. The emerging science of love and giving 
is summarized in his book, Why Good Things Happen to Good People: How to 
Live a Longer, Healthier, Happier Life by the Simple Act of Giving, coauthored by Jill 
Neimark and Otis Moss, Jr. (New York: Broadway Books, 2008).

Chapter Nine
26 Lacrimal glands of the eyes produce three types of tears—basal tears, 

which keep the eyes hydrated; reflex tears, which flush out irritants; and 
emotional tears. Emotional tears have a different composition than other 
tears. They contain enkephalin, a pain relieving endorphin, and prolactin, a 
hormone which affects immune response and reproductive processes. People 
feel better after crying because tears wash away chemicals produced in excess 
during times of stress. See Dr. William Frey and Murial Langseth’s Crying: 
The Mystery of Tears (New York: HarperCollins Publishers, 1985) and also 
an interesting article by Pam Belluck, “In Women’s Tears, a Chemical That 
Says, ‘Not Tonight, Dear” (The New York Times, 7 January 2011, p. A5). 

Science aside, Charles Dickens may have said it best in Great Expecta-
tions, as the main character struggles with moving away from his childhood 
home, his harsh experience there notwithstanding: “Heaven knows we need 
never be ashamed of our tears, for they are the rain upon the blinding dust 
of earth overlying our hard hearts” (Great Expectations: A Norton Critical Edition, 
ed.  Edgar Rosenberg, New York: W.W. Norton & Company, 1999, p. 116).
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Chapter Ten
27 Willa died on April 13, 2011. Her final diagnosis was small stroke or 

vascular dementia, although for ten years she exemplified the classic behaviors 
and stage-related changes of AD. 

Chapter Eleven
28 Cicero’s letter begins, “Yes, Servius, I could, indeed, have wished,  as 

you say, that you had been by my side in my most grievous affliction. How 
much you could have helped, had you been with me … I  can easily understand 
from the feeling of greater tranquility which your letter gave me” (Cicero, 
The Letters to His Friends, Vol. 1, translated by W. Glynn Williams, Cambridge, 
Mass.: Harvard University Press, 1958, p. 227).  

29 A supper club may also be helpful to patient-and-caregiver couples  
in retirement communities. It can seem wrong to leave a spouse staying 
in a separate unit, which provides more intensive care, alone at mealtimes. 
Continually missing meals with the larger group may bring on a sense of 
loneliness even in a setting with built-in opportunities for socializing.

30 For Baggie dinner ideas, look at some of the limited ingredient cook-
books. Gooseberry Patch’s 5 Ingredients or Less Cookbook (www.gooseber-
rypatch.com), has many recipes friends could assemble with ease. Cooking 
Light and Better Homes and Gardens have published five-ingredient cookbooks, 
too.

Chapter Twelve
31 Hesitation on the part of my prospective guests was, of course, due 

to social awkwardness and uncertainty about how the evening might play 
out and not to the fear of somehow contracting the disease. Along these 
lines, however, media reports of late have summarized research showing 
that certain of the brain abnormalities of AD can be initiated by injecting 
brain extracts containing small amounts of amyloid-beta directly into the 
brains of genetically engineered mice and that the tangling of tau protein 
can spread sequentially from neuron to neuron (Jamie Talen, “Two Labs, 
Same Conclusion,” Neurology Today 12, no. 6, March 2012, pp. 1, 22–24 
| Liu L. Drouet et al., “Trans-synaptic Spread of Tau Pathology in Vivo,” 
PLOS One 7, no. 2, 2012, http://bit.ly/zJfeki | Lary C. Walker and Harry 
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LeVine III, “Corruption and Spread of Pathogenic Protein Seeding in 
Neurodegenerative Disorders,” Journal of Biological Chemistry 287, September 
2012, pp. 33109–33115). 

These and similar studies have prompted a flurry of media reports cap-
tioned “Is Alzheimer’s Disease Contagious?” and raised the threat of AD’s 
similarity to mad cow disease, linked, we know, to invasive, treatment-defying 
prions, which are contractible by eating contaminated meat. The problem 
created by the use of such words in the press as “prion” and “contagious,” at 
least for the headline skimmers among us, is our tendency to find too quickly 
within them the justification for a leap of logic onto the notion that we can, 
by avoiding everyday exposures, limit our own vulnerability to the disease. 
Even without benefit of corroborating science, we must come to the com-
monsense conclusion that if Alzheimer’s disease were transmittable by any form 
of normal human contact, family caregivers engaged in the intimate care of 
their loved ones would fall victim to it as a result, and they don’t.

It seems the main layperson takeaway from these studies should be the 
hope they will generate therapeutic methods aimed at a different, perhaps 
more effective point of intervention. That said, I recommend two resources 
for those who wish to learn more: a refreshingly accessible article by John 
Hardy and Tamas Revesz (“The Spread of Neurodegenerative Diseases,” 
New England Journal of Medicine 366, no. 22, 31 May 2012, pp. 2126–2128) 
and the Neurology Today podcast, “Does Alzheimer’s Disease Spread in the 
Brain?” featuring an interview with Bradley Hyman, of Harvard Medical 
School, and Karen Duff, of Columbia University, who briefly explain how 
research developments in this area may lead to new approaches to treatment 
( Jamie Talen, February 29, 2012, http://bit.ly/rCBryX). 

32 See Betsy Peterson’s Voices of Alzheimer’s: Courage, Hope, and Love in the 
Face of Dementia, page 46. Peterson’s husband was diagnosed with probable 
Alzheimer’s at the age of 72, shortly before their tenth wedding anniversary. In 
the book’s introduction, Peterson tells of her own diagnosis of breast cancer after 
moving her husband to an assisted living facility. He died several weeks after 
her final chemotherapy treatment. She notes the contrast between the practi-
cal outpouring of support her friends offered during her treatment and their 
considerably more subdued response to her husband’s very different illness. 

Reading her book is almost like taking part vicariously in an Alzheimer’s 
support group. Quotations, seemingly chosen for inclusion in the book because 
they are widely representative, are organized around headings of friendship, 
loneliness, finances, dignity, and other relevant topics commonly discussed 
in these groups.   
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acetylcholine, 14
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advice, giving, 86–87
age, 5,13, 15,172n12
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Be the kind of friend who makes a difference.
Alzheimer’s disease? Yes, it’s scary. You aren’t sure what to say and do. 
You wonder how things will change in the months and years ahead. 
Alzheimer’s: A Crash Course for Friends and Relatives has the answers 
you need. You’ll learn:

• What to expect and how to respond with empathy.

• How to make the most of your relationship throughout each stage.

• Practical, innovative ways to help.

It isn’t hard. It doesn’t take a lot of time. You can show a world of  
compassion in one minute—if you know what to do in that minute.

Alzheimer’s diseAse / CAregivers / relAtionships

“Alzheimer’s: A Crash Course for Friends and Relatives offers important and effective strat-
egies that can empower family members… . mary Cail’s book will help caregivers and 
patients feel more confident and closer to each other as they struggle to cope with this 
troubling and relentless disease.”
 — gAry smAll, md, director, UClA longevity Center and 
   coauthor of The Alzheimer’s Prevention Program

“A novel yet practical approach wrapped up in a blessedly brief all-stages guide for friends 
and family eager to communicate effectively with those living with Alzheimer’s and their 
families. Gentle, wise, compassionate dialogues offer creative options with explanations 
to break through typical language and thinking barriers. All-Weather Friends will be pre-
pared to offer just the right stuff at the right times to make a difference.”

 — LisA P. GWyther, MsW, LCsW, Director, Duke Family support Program and 
   coauthor of The Alzheimer’s Action Plan: A Family Guide


