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My mother calls me at a terribly awkward moment—I've just finished teaching and am about to join
a departmental staff meeting I'm nearly late for. The only reason I answer is because my screen shows
she's called six times in the past hour. A hint of concern prickles at me, strong and sudden, like the scent
of shampoo wafting from a passing woman on the street, invading the nostrils.

“Hi, Mom,” I whisper from a corner of the meeting room, “I'm working. Is something
wrong?”

Her voice sounds dull when she replies—Ilike a child on the verge of sleep, or a drunken man,
hunched over the bar, chin just above it.

“No no, Wilma, not at all,” she whispers, her words are without borders. “I just won-
dered if you have Mom's number. Someone must have erased it from my phone this
morning.”

I sigh—whether in relief, annoyance, or despair, I can't tell.

I am not Wilma,; that's her 56-year-old sister. And their mother—my grandmother—has been dead
for more than a decade.

Twelve years ago—just a few months after my grandmother's funeral—my mother was diagnosed
with a very rare form of cancer. It crept through her lymph nodes into her brain, and into the lives of her
closest family members, initially unnoticed, then disruptive beyond measure. I was a doctoral student,
just back from over a year of fieldwork in Indonesia, when my father called. She had fallen asleep during
dinner, he explained, her head on the table. I was told not to panic by someone who was clearly trying
to suppress his own panic. There was a scan scheduled at the hospital, a procedure to follow, and all we
could do now is wait—perhaps it was migraines, or stress. Her own mother had just passed away, after
all, maybe this was all just a scary response from her body.

The following week, during a museum visit I had planned with my mother, I noticed that she could
no longer properly use her right leg. She leaned heavily on my shoulder while we viewed paintings of
flowers and Dutch skies, limped from room to room with me, cringing her teeth until she finally burst
into tears in the museum café over a slice of blackcurrant tart. She didn't want to die yet; she was afraid.
Her children were still so young, she said, holding my hand so tightly it hurt.

First, she lost her bicycle keys; then her bicycle; then her way home.

Without a clear diagnosis, she was admitted to the hospital.

I wrote large parts of my monograph sitting on a plastic folding chair beside her hospital bed; her
decline was so rapid that my father, brother, and I took turns watching over her. Her eyes were always
closed those days, and it was unclear whether she heard our voices or felt any pain. She breathed with
a wheeze, seemed sick, uncomfortable. Every time her breathing faltered briefly, a device would beep.
When my mother coughed harshly, I looked up from my notes and told her it was okay if she wanted to
die; no need to suffer, I was in my late twenties, I was doing well, she need not worry, and she had done
such an incredible job as a mother.

She didn't die—for years after, I have felt guilty of telling her she should, wondering whether she
had heard me.

The doctors stormed into the hospital room with such haste that I leapt up, near-dropping my laptop
from my lap. With computer in hand, I stood listening to their excited account. After thorough exam-
inations, a female doctor with round glasses and small curls told me; after days in which my mother had
grown weaker and weaker, they were now certain of what was wrong and—more than that—they could
save her, if they acted now. Did I agree with that?

T agreed.
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NOTHING WRONG

Three months after that intervention, my supposedly saved mother came to my PhD defense. In the aca-
demic chapel where I was to tell a committee about the anthropological research I had conducted, she was
wheeled in a wheelchair, wearing a wig that looked fake, 50 kilos heavier than she had been in her healthy
years. Her eyes held a wild, unfamiliar look I'd never seen before. That gaze frightened me; I fixed mine on
the men in robes in front of me. One of them would later tell me and the audience, with emotion, that it
was so extraordinary that my mother could be present after her life had hung by a thread. Out of the corner
of my eye, I saw my mother frown deeply, her mouth corners turning downward—she, on a fragile thread?
What did that man with the strange outfit possibly know about her health? Nothing was wrong with her;
she was convinced she was recovering from a routine heart operation.

She had a point. The committee member didn't know the full story. It unfolded so slowly that even
I, on the day I defended my thesis, couldn't yet recognize its contours. At the time, like my mother, 1
was still convinced she was recovering; though I knew it wasn't her chest that was affected, but her
head. I suspected her mind was temporarily lingering somewhere I couldn't reach, exhausted by all the
unknown cells and chemicals that had entered her brain. Soon, I thought, she would return to the real
wortld—the world of her quick jokes and sharp thinking, back to her beloved paintet's studio, to her
couscous dish, which she always made in the traditional way and was known to be so delicious that the
Moroccan neighbors from my childhood would praise its smells when she was cooking. Indeed, I still
believed then that eventually, my mother would come back to me.

It must have sunk in the year after I earned my doctorate—I now opened lecture halls daily, ex-
plained complex books to young students, told them that it was great if the material confused them,
because eventually, a new understanding of how things worked would settle back into their minds.

It had to have become clear to me then, during one of my lectures, that nothing would settle in the
woman my mother was now. She would never return to who she once had been. So this was what the doc-
tors had meant when they promised to “save’ her: a new woman would be brought back from the operation
table into my life, a woman with whom I had no bond yet, but who, from now on, depended on me.

Cancer, and then the aggressive chemotherapy, had so severely damaged my mothet's brain that she
could no longer walk or live independently; large parts of her memory were gone, and her character
seemed entirely changed. She would often become angry over things that seemed insignificant to me—
things that had previously seemed trivial to her, too.

Her family—my father, brother, and I—was initially astonished that we were now supposed to live
with a stranger among us. She could no longer fulfill the roles of mother or wife, while we still played
our old parts. She would never ask us how our workday had gone or whether we were happy. She could
no longer think along with us, as she had done a month before she got ill, when I had found out that the
man whom I loved had been unfaithful during the final weeks of my fieldwork.

“Slow down, darling,” she said then, in a soothing voice, after I told her I wanted to go on together
but wasn't sure if it was still possible, and asked whether I should leave our shared apartment—I couldn't
stay there in such confusion, but what was he supposed to do if I left? It was a one-time mistake I could
understand, after all—I had gone into the field for a year, and he wasn't made of stone...

“Slow down, darling,” my mother repeated, pouring a glass of red wine for me, “You're
thinking too far ahead about feelings you haven't even fully understood yet. First, you need
to feel what you feel, and now, you must drink that wine. Otherwise, I'll really start to
worry.”

Now, she never worried about me anymore. She called me by the wrong name, thought we were the same
age, fought old sisterly quarrels with me.
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RESIDENTS OF A NEW WORLD

Looking back now on that time, I see how my family and I had unexpectedly leaped into the
universe of caregiving we were now part of: a world filled with “care indicators” and labels like
Non-congenital Brain Disorder. In this universe, doctors “worked together” with participating citi-
zens—like us—who were constantly told they bore the primary responsibility for their ailing family
member.

“Do you notice that their shampoo is empty? Buy new shampoo, otherwise, their hair will not be
washed. On weekends, remember that there are no activities for residents of the nursing home—re-
member to bring medicine if you take a resident outside.”

There were information evenings where other caretakers, with trembling voices, spoke of their
mother, father, partner—who, often after an accident or illness, had changed beyond recognition.
Brochures offered tips on how to avoid burnout as a caregiver:

“Most caregivers tend to their loved ones alongside their regular jobs. That can be exhaust-
ing, especially if the person cared for is demanding or cannot give back the attention and
love the caregiver offers. Caregiving can then feel like a one-sided, draining relationship.”

Just as love songs on the radio, once unnoticed, suddenly resonate when you are passionately in
love; so now my eyes lingered on newspaper articles I would have otherwise overlooked. The headlines
shouted at me: the care system is broken; the caregiving staff is drained; another elderly person is tied
to the bed due to shortages in care.

I knew all about that. Twice we had to move my mother because a care home merged, or because, in
the end, they could no longer provide the right care for her. The weeks after such a move, my mother
was even more confused than usual; some days she called me a dozen times, asking where I was, oh,
would I come by tomorrow, in that case where was her husband—he was supposed to come today,
wasn't he?

No, he'd just visited her this morning, I explained, but my mother shouted that that was impossible,
what did I know? She sat here all day alone, waiting for us.

We had moved to a world of caregiving, now suddenly living in the province of non-congenital
brain injury, in the city with a care indicator of 7 out of 10, in a nursing home that smelled of urine and
disinfectant.

My mother—who had been a professional artist in her healthy days—asked why her atelier had been
moved, and whereto.

My mother demanded lemonade, water, new paint, and new brushes.

My mother needed to go to the toilet.

My mother painted on all the paper available in the nursing home, then also her table, her desk
lamp—she was very busy, she said, preparing an exhibition; the gallery owner would come soon to
evaluate her new work.

“Your mother was ghosting around the hallways again last night,” said a nurse, and I realized those
words perfectly captured what my mother was doing in her current life—more precisely, who she had
become in it: a ghost of her former self.

We lived together in what John Law and Michel Collon might call an “absent present,” a concept I
use a lot in my anthropological writing, meaning that something isn't simply gone or absent; rather, it
continually shifts between “being” and “not being.” It is not a fixed state, but a pattern where some ele-
ments appear while others disappear. You could also say: absent presents exist in the ongoing dynamics
of appearing and vanishing, where reality is not solid but always in motion.

In his own words, my father called his new way of being with my mother “living in a museum.”
Their house, in which he now lived alone, was filled with her paintings, with the iron objects she had
made in her work space, typically dressed in dark green coveralls, with a welding helmet on. Looking at
the pieces of art filled him with pride of her talent, but also with sadness for all she could no longer do.
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But looking into her eyes, my father found even more painful than looking at her old artwork—
whenever he does, he gets drawn into their shared past. Her face, swollen from the medication, blurs;
her wrinkles smooth out, and there again stands the 20-year-old art student he fell in love with on her
first day heading to university. They stood side by side in the bus; she grabbed his hand, and he held
hers.

Look longer, and see my mother with a pregnant belly—wearing a dungaree, so popular in the 1980s,
looking annoyed and hungry, scraping kilos of carrots in the kitchen of their first rental apartment: their
macrobiotic experiment was not destined to last long.

Look even longer, and see the tense look on her face as they sat together at the computer in the
spacious house they later owned, searching Google Maps—Ilooking for me, their grownup but still
youngish daughter, on the snow-covered camera footage. Only after I returned from research in the
Arctic did we discover they had spent months watching a video loop of images recorded years before,
from a helicopter.

“Music has always been something she enjoyed,” my father recalls, as he gently takes off her itchy
wig and combs it to the rthythm of the jazz record he's playing—next to him, her bald head nods along,
It's true: music played an important role in their relationship. When I was born, my father played “Isn't
She Lovely” from a cassette he brought along, pressed into a hospital radio. During long periods of
fieldwork, he played “Ain't No Sunshine When She's Gone.”

“That always lifted her spirits again,” he says, smiling at my mother.
Now my mother gives us both a puzzled look.

“I find that sound annoying,” she says, about the jazz trumpet echoing from the speakers.
“I don't like it at all.”

She no longer likes champagne either—once her favorite drink for family celebrations: my brother's
birthday, the birth of a grandchild, my return from a distant land. The oysters she once found so fes-
tive, my dad opening them by hand for her, preparing them with lemon, soy, and spring onion, just as
she liked them best—she now refuses. The last she ate, she spat out with a shudder, her face filled with
disgust. The artichoke served afterwards she tried to stuff whole into her mouth.

Our sadness does not lie in her new preferences; not even in the physical care that she requires. While
those tasks sometimes do feel hard, abandoning her would be so much more burdensome still. And
therefore, along with thousands of other caregivers residing in the universe of braindamaged patients
and other people with loss of memory, loss of self, we help swollen feet into supportive shoes, fold up
and unfold rollators, pull out hairs, wash dirty pants, buy the largest size of diapers, offer pills—“Don't
forget these, grandma,” my 4-year-old daughter says routinely on Saturdays, as I tear the little orange pill
from its plastic wrap at exactly noon.

My mother takes the pill without protest, with a little water from a bottle, then looks at me,
startled:

“Where's that boy of yours? The son, what's his name again?”’

“Oh no,” I try to sound as lighthearted as possible, “I don't have two children. I only have
one, a daughter. See, she's right here.”

But my mother isn't listening anymore, she appears terrified: “Mama said we had to take good care
of him!”

The sadness of us, her caretakers, isn't even in our inability to shake off her confusion, but in the
simultaneous being and not being that we are confronted with through caring for her—it feels as if we
are constantly reaching for something familiar, something that once was, only to find it gone.
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MISSING WHAT REMAINS

I didn't realize I missed my mother until a few years ago, when I accidentally overheard a conversation
between two graying women. One was tall and thin; the other, small and sturdy—Ilike someone who
was born and raised in mountainous regions. They stood in front of a house with little blue flags in the
windows, just as I was walking past.

From what they said, I understood they had just become grandmothers to the same grandchild, born
by the woman who was their daughter and daughter-in-law. They had just spent the hour stroking the
baby's chubby cheeks, and now they showed each other the photographs on their phones—they must
already have missed his face, even though he was less than three meters away.

“I'll give him a foot massage every week when I come to babysit,” said the shorter woman as I passed,
“because I read that it helps little ones sleep better.” She had bought a special book for it, asking if the
other wanted to borrow it, or could she leave it here for both to read?

“And then I'll send you that recipe for the soup that's supposed to be so nutritious for new mothers
in postpartum,” I heard the taller one say behind me.

It was a warm, quiet summer afternoon. The heat pressed down on my bare shoulders like a heavy
duvet, and I thought back to that first night after I had given birth, when I had bent over my newborn
daughtet's cradle in the dim light. She made tiny, squeaking sounds under a wool blanket, and I worried
she might be too warm, bundled up so thickly, with a hot water bottle at her feet—would that be alright?
But the midwife had insisted: my baby was very small at birth and needed to be kept warm, she said.

I stood there for what seemed to be forever, my hand hesitating above the blanket, caught between
worry and trust—was she too warm? Wasn't there also something called overheating? But my doubt
remained powerless—I couldn't contrast the midwife's expertise with any personal experience in this,
and I had no one else to ask for a second opinion.

My partner had already admitted he did not know what to do; my father had mentioned he had for-
gotten how it all was back then; and my mother... oh, my mother was gone. She had probably known,
once, but she was no longer there, or at least not as the mother who could have given me advice now.

The sound of the ladies' voices carried far, and as I turned the corner, my legs suddenly made a run-
ning motion—I understood that my body wanted out, out of the heat, out of their eager care plans, out
of the realization that I had missed my mother terribly for years.

But I couldn't actually miss her, my mind protested. That can't be, I told myself: no one is to be
missed, she still exists. I visit her regularly, see her more often than most of my friends see their parents.

“You still have a mother,” said a friend whose mother died of breast cancer when he was a child, and
I nodded vigorously, feeling as if cotton had filled my head—somewhere there must be helpful words,
but I could not reach them.

OFFERED: WOMAN, 71, ONCE A PROFESSIONAL ARTIST

Language points to the gates to reality, but never fully captures it—that's something every ethnographer
knows, trying to sum up complex impressions from the field in an article. Ended up on the screen or on
paper, quotes and observations look battered and dented.

But in this particular case, the words I just formed even seem perverse to me; they diminished a
woman who is more than her brain injury, who used to be so much more than words could ever fully
grasp.

I was writing the email because we, as caregivers, once more had to search for a suitable home for
my mother. Over and over, in the academic articles I keep about it, I read about the anticipated care
crisis—a result of growing aging populations and the ongoing hollowing out of the European healthcare
system. And yet, as I deleted and rewrote the words that might get her invited into a new nursery home,
I couldn't help but think that this crisis has long been here for people like my mother, whose brains
no longer help her navigate a world where money must be earned, bread spread, clothes ironed. She no
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longer fits there, and in the universe of the ill, there's too little room for everyone. And so the caregivers
compete for support.

The subject of my email read: “A place for my mother.” The text beneath reminds most of personal
ads that used to be found in newspapers, meant to attract romantic partners. “My mother is a profes-
sional artist, 71 years old, can walk short distances with a walker,” I wrote, “usually cheerful,” and, to my
deep shame, I even used the word “compliant” to describe her. I did this because, in the nursing home
where she still lived but soon wouldn't because, in the words of the staff, her care profile “no longer
fitted their expertise”, I had all too often seen the exhausted faces of overworked nurses, dealing with
patients who are not, at all, compliant.

“Such was never my father,” says a middle-aged woman, embarrassed, when she hears from the
staff that “he was swearing again while he needed to be showered.” “That aggressive behavior I don't
recognize in him,” says another caregiver, despairing over her husband, who, after his stroke, sits in a
wheelchair, and in another world.

With my mother, it's different: I find her now indeed compliant, slow, no longer capable of taking
initiative, too distracted for protest. She was never passive like this before, I want to write in my
email, in defense of the woman who firmly taught me to see the world in my own way, not just look
at it. As a little girl, she took me along to draw cows in the green clover fields around our holiday
cabin, with folding chairs, drawing supplies, and sandwiches with old cheese in our backpacks. She
watched carefully that I didn't dare to do what she called “pretty drawing.” I wasn't allowed to stare
too long at the paper; I had to keep my eyes fixed on the animal before me, so my drawing wouldn't
reflect how I thought a cow should look, but instead: how I really saw it. She didn't care much for
beauty; her goal was authenticity.

Would anyone reading my email believe that this woman, when I was 18 and announced I planned to
study abroad, shocked me by suggesting she would buy a vibrator for me to take along in my backpack?
After all, my boyfriend wouldn't travel with me. She let herself be talked out of it, but she was annoyed
for hours over what she saw as my prissy fuss—yet soon after I left, she wrote that she understood: “I
read online that those things make a lot of noise, and that's no good for anyone, of course. It would just
distract you from experiencing pleasure.”

I think of my mother, who during a visit to me in Indonesia, spontaneously gave away all her dresses
to the poor women we encountered along the way; I think of the woman who, after I told her about a
new date, much older than me, asked nervously if he also had a mustache, and when I said no, sighed
contentedly: ““Then it's probably fine.”

How do you captute someone's witty, stubborn, meddlesome, creative, dreamy, caring, anxious,
extroverted character in a brief email, designed to present her as an attractive, suitable, easy resident to
the care authority in an overburdened, competitive system? Perhaps there is no use, I thought grimly,
perhaps that email would have been better summed up in two words: HELP US.

DAMP BREAD AND VANILLA ICE

Along the tiled corridor of the nursing home, round marks show where worn rollators and heavy lifts
have scraped the floor. In the elevator, the smell of damp bread lingers; the doors close so slowly I cal-
culate that climbing the stairs would have been three times faster. Upstairs, I glance around the shared
space called the “living room,” where tables arranged in a U-shape hold the same people eating. A man
with his mouth wide open hums a greeting. A woman leaning awkwardly in her wheelchair sways her
upper body.

My mother is never there—nor does the medical staff appear when I visit on weekends—care short-
ages, indeed—yet I always walk past when I come to visit, acting as if I am searching for nurses or my
mom, thinking I might find them here. What I find, instead, is a place that feels cold and strange, so
unlike my childhood home, with its art and travel souvenirs, my father's saxophone in the corner, my
mothet's collection of stones in the windowsill.
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This is where my mother nowadays eats, lives; this is her life, a life in which I am a recurring figure,
but not truly part of it—I never ate here with her at night; the soft mashed potatoes and saltless carrots
are reserved for patients only, meals served at a time she once would have found ridiculously early, made
from ingredients she once would have disliked. Now she eats them, the nurse who is changing her tow-
els says, with taste.

This new woman in my life, the absent presence, asks every week when I take her out for lunch for
a cup of vanilla ice cream. When the shy middle school girl brings it, she asks for whipped cream, a
grateful smile when the staff complies with her request. “We should give her a good tip,” she says, “that
kid's doing really well.” Her mouth opens wide like a bird's beak, the spoon trembling as she brings it
to her tongue—yet somewhere halfway through her dessert, she looks up awkwardly: “I don't have any
money with me,” she whispers, and only when I tell her repeatedly that it's no problem, that I'll treat us
today, she relaxes again.

Usually, right after this, I start to brace myself for what is to come: soon she'll ask if I want a bite, for-
getting again that I don't like this type of ice cream. “Mom, I'm not such a sweet tooth,” I say, and she,
fiercely: “Since when? You always loved sweets. We all did, remember, mom always used to buy those
pink cakes for us when we were in elementary school,” and I hum in a way that can mean everything and
nothing, remembering the woman across from me, who told me, years before she mostly disappeared
from herself, that she had recently discovered the best way to spend a Sunday evening. I could learn
from her, she announced in all seriousness: first, you make sure you're alone at home, housemates at the
gym or at work or at the pub; it doesn't matter. Then lie on the sofa, cover yourself with a blanket, turn
on the TV, with a glass and a bowl of snacks nearby, taking small sips of red wine- almost swallowing
but leaving a few drops for the taste—and then pick a small amount of potato chips, use your fingers
to fold it around a cube of soft cheese, and just like that, stuff it in your mouth. “De-li-cious,” said my
mother—she had always loved everything savory.

But on this Spring morning, my mother surprises me—it happens rarely, but sometimes, like now,
she suddenly does not stick to the script I thought I by now knew, and says something different from
what she always does.

“Are you okay?” my mother asks, looking at me in a way that makes the restaurant spin, her worried
face the still center. ““You must tell me what is going on, or I can't sleep tonight.” She seems to see right
through me, and I feel trapped by her maternal instinct. Because, no, I'm not doing well today
weeks have been too full, my weekends too, I'm here but I promised my daughter we'd go camping, 1
want to bring soup to a friend with a broken heart, I need to work hours on an academic article with a
looming deadline. It's been too much; sometimes I fear I can't manage much longer. I look at her and

my

know she will understand—my mouth opens, I want to tell her so much that I don't know where to start.
But at that moment, my daughter reaches to take the small plastic bag from my hand, crumpled between
my fingers, and says: “Don't forget your pill, grandma.”

That evening, I read a book about dementia. According to the author, a priest, we in our society too
easily assume that people whose memories fade suffer greatly. To her astonishment, she hears of people
planning their self-chosen death after they get diagnosed with early dementia, while very little is known
in the sciences about how it actually feels to lose one's memory. What if it's not so bad, after all? Her argu-
ment is as logical as it is beautiful: isn't our identity always fluid? Don't we change throughout our lives?

Of course we do—I think of the marriage I once entered, the long solo walks in the rain, the scale
showing a lower and lower number; it's been not even 7 years, but it feels like a different life. The author
asks me, page after page, could it be that your mother hasn't disappeared, but is simply a different type
of mother now? Just as everyone is constantly becoming someone else?

My phone vibrates—a childish image of a horse, shared with me via email by my mother. She sends me
tens of such pictures some days, and I guiltily delete them all. Then comes a message from her that I can
barely decipher as an advertisement: “Ladies Christmas Sweatshirt Checkered Cat Casual Yellow Blush
Pink Wine Sportswear Round Neck Long Sleeve Outerwear Micro-elastic Autumn Winter 2024—$25.99.”

And then: “I still have trouble with my energy after that heart operation, but once I get better, we'll
do something nice together again.”
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And immediately after: “I love you. Take good care of yourself. Are you, is your husband kind to
you?”
Without thinking, I start to type a reply.

“I haven't told you yet, Mom, but I am divorced,” appears on my screen, and I am surprised
I felt I had to say that after all these years,

“and I haven't told you that before I dared to make that decision,

there were nights that lasted forever,

and days that lasted months,

and hours that lasted for weeks,

but now I am okay, really, Mom, or actually: most of the time, I'm incredibly happy.

Just as I click “send,” a green camera icon appears—rvideo call. My mother. My breath catches—she
must have read my message already. She might have become different, I think, but maybe the author is
right: she is still just my mother. One who still wants to know how I am, whether I am surrounded by
nice people, who care for me as I do for them. Perhaps I've misunderstood her all these years, unjustly
kept her at a distance.

I sit up straight; electricity seems to run through me, my mouth is dry.

I answer.

In the screen, a smile appears, in a face marked with wrinkles.

“That's nice to read, Wilma, sweetheart,” my mother says, but-
maybe I should go to school now,
“the teacher will be so angry again with us if you show up late.”
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