


Feeling Numb

Jessica Lipnack

hirty-odd years ago, I woke to a sparkling June sun and a body
numb from my rib cage to my toes. The anesthesia arrived that
suddenly, without a blinking yellow light or a distant oncoming
horn, and another two decades would pass before I learned its name. For
all my adult life, this Ms, this disease whose insidious symptoms defy
capture, has been my companion, coming without warning, decking me,
then departing in a flash, leaving barely a shadow.
MSs. Multiple scarring. I look up the definition a hundred times, chant
the words like a mantra.

Multiple sclerosis (abbreviated Ms, also known as disseminated scle-
rosis or encephalomyelitis disseminata) is a chronic, inflammatory,
demyelinating disease that affects the central nervous system (CNS).
MS can cause a variety of symptoms, including changes in sensation,
visual problems, muscle weakness, depression, difficulties with coor-
dination and speech, severe fatigue, cognitive impairment, problems
with balance, overheating, and pain. Ms will cause impaired mobility
and disability in more severe cases. :

MY SYMPTOM CHECKLIST: changes in sensation, depression, severe
fatigue, overheating, and pain.

Numbness and its odd twin, tingling, but not the pleasant kind. A
fifth of my left hand heavy, as if in a press, for a dozen years now. Long
spells of deadness in my torso, a short walk too long for my falling-asleep
legs. Tingling also in my vagina, where normally desirable, but not like
this. My abdomen, my calves wrapped tighter and tighter, as if an ACE
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bandage were strung to its limits, until I fear I will implode. My CNs, my
central nervous system, plugged into a socket, sizzling, fraying, about to
short out at any moment, and then, in the next, drained of all physics,
every hidden erg suctioned dry.

I draw the nervous system, pen the fine lines of a dendrite, trace my

frayed left ulnar nerve, magnifying the crevices where the myelin has
gone missing. I swim through my brain, circle the plaque, stare down the
black holes of lesions, and pray they remain this benign. I pour buckets
of white light over my head, wrap blue silk along my spine, bathe in a bag
of oxygen, tap my inner power plant when I cannot lift my head, and eat
no fat. Or gluten, root vegetables, meat, dairy, soy, and nuts. It is crazy
making. - ‘
THIRTY-ODD YEARS of this, coming and going, conﬁning me to bed,
dropping me into a chair when everyone else stands, the telephone
too heavy to hold, the Wall of Pain so impenetrable no forward step is
possible.

Then, suddenly, nearly a year ago, I am better. It’s loosened its grip,
perhaps forever. Don't say that, friends warn. Bad luck. You'll have to eat
your words. They are right, of course. Sheets of numbness, strikes of pain,
dripping and drooping when the temperature rises, and my left hand is
still numb. But, in the centre of my being, I am well. Nearly a year.

Unpredictable, my myelin, in its disappearing, its ravaging, and its
reparation.

MY MS BEGINS when my body emits its first urgings for a child: womb
throbbing, breasts seeping near a baby, and, in the kitchen of my imagi-
nation, a small towhead tumbles toward me.

I am twenty-seven when I dismantle the blockade, discard the chem-
ical warfare, snap the snug diaphragm back in its plastic case, trash the
wrinkled tube of spermicide.

Only a few weeks of trying (how odd a word for the act of bringing
forth existence) pass, not even time yet for my period.

It’s seven on that sunny Saturday in 197s.

My life is packed with people, plans, and problems.

A wedding to attend in a few hours. '
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An irritating college friend, who's borrowed my backyard garden, is
planting cornbeansandsquash, one word when she says it, always trailed
by The corn grows up, the beans grow down, and the squash grows
around.

My father-in-law, purveyor of the term “annoyances in paradise,”
airmails one of his to me. In his third year of twelve at sea, “‘competing
for the slowest circumnavigation,” he asks that I register his motorcycle,
requiring hours in line at the Department of Motor Vehicles, and on the
fourth visit, I run out, crying, as a cop says, Something wrong with your
papers, lady?

At work, a client of the government stripe has thrown back a three-
hundred-page report because the word goal now must be, by federal
mandate, objective.

I'm practising Iyengar yoga, holding headstand, folding in forward
bend, assuming warrior pose.

ALL I DO is sit up in bed and bend my head forward.
~ AllIdois sit up in bed and bend my head forward.

I will say the same a hundred times in the decades to come.

All1 do is sit up in bed and bend my head forward.

Lightning rips down my spine.

Negative ions, blowing circuits from neck to toes.

And then energy seeps from every cell until what remains is a thin
cracking shell. ‘
~ Where once was a body, now there is a cushion stuck with fine-point
needles, slim daggers boring into bone, stripping nerves. Prickling rip-
ples from my rib cage to my feet. Soles meet the floor—or do they? I feel
nothing but bristles.

I THINK I NEED to go to the Emergency Room, I say to my husband.

I think I need to go to the Emergency Room.

Take me to the Emergency Room.

It is Saturday and there is no neurologist. When he arrives the next
day, I drench him with questions. In the great divide of doctors who talk
with patients and those who speak to themselves, this man stands with
the self-conversers.
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What is wrong with me?

It’s a question larger than he can answer.

He prescribes a myelogram, casually, as if he were suggesting I weigh
myself. This would be my second. I know what to expect, which is that I
never expected to have to endure another.

On Monday, he shoots radioactive syrup through my spine, stlcks
a needle the size of a thermometer into my back, and drags it over the
nerve roots. No synonyms for this genus of excruciation.

What is wrong with me? We go round and round on his morning
visits.

I don’t know.

What is this?

I just told you, I don’t know.

It doesn’t have a name?

Transverse myelitis from Ts to sé.

What does that mean? '

Numbness that goes across, from your rib cage to your sacroiliac.

That’s a description-not a diagnosis.

He shoves the chart in the rack on the bed.

I WRITE a four-page poem called “Feeling Numb.”

DAY 4: Jeff arrives with a suitcase.

Ben called, he says.

He says to get you out of here, says it’s kundalini rising, the head-
stands and all, and they're going to kill you if you stay.

I'M LEAVING, I tell the doctor. When do I come back?
In a month, if you want, but I won’t have anything more to say.

I CALL MY MOTHER, who has finally quit smoking after fifty years and,
as we speak, I hear the Zippo click, the striking flint, and her long inhale.

KUNDALINI RISING is a good thing, says Ben, a meditator and a med-
ical-device inventor, whose credential provides credibility where my
skepticism normally reigns, says that I'm evolving spiritually, that he can
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heal me, that I should come for a session, but . . . my feet. No problem, he
says. Sit in your living room at four every afternoon and I will visit in
meditation.

Evolving spiritually, perhaps, but disintegrating physically. Yet I sit,
day by day, and during each session, my neck grows hot like a pan warm-
ing to flame, then cools.

In a month, I can walk again—alone.

DOES IT START that June Saturday or has it come with me, my sealed
medical orders? What of another day, just after high school graduation,
when I reach for a magazine and pain scorches down my leg; searing for
the next three years?

Does this hurt? Doctor after doctor asks the same, as they twist and
pull, yanking my leg from its socket.

Only deep, I say, an ultra-thin spear that mines deeper around the
clock.

Pain. I stalk its source, go inside the muscle, trace the nerve to the
trailhead, finger a single throbbing cell, and as I reach to pluck it, it shoots
to my hip, then bursts down my shin. -

Another doctor pumps cortisone into my groin, poison that stings
for a day, then aches for a week.

I AM STILL A TEENAGER for the first myelogram: the lab technician
tells me to squeeze his massive biceps if it hurts. It’s OK, he says, as I
apologize for cutting off his circulation.

The surgeon slices me open, finds fatty tissue, leaves a brutal scar
from my hipbone to my quad, a gelatinous blotch in place of smooth
nineteen-year-old skin. He calls it exploratory surgery, the cover story
for the search for a tumour. No one has said it but I know that’s what
they’re looking for. ‘

“PAIN. (peyn), n. from Latin, poena, penalty.”
* What crime have I committed to deserve/warrant/justify this?

ASPIRIN is a line item in my budget. A doctor has told me to use it for
pain. Does he mean round-the-clock, year after year? Headaches con-

72



Feeling Numb

tinue, rocket attacks, slicing my skull. Mono and hepatitis. Another
month of college lost as I lug around the two-hundred-pound suit of
exhaustion that no amount of sleep will lighten.

AND SO IT GOES for the next ten, next twenty years. Spells of numb-
ness so thick that I cannot feel my feet, bouts of fatigue that disturb my
sleep and confine me to bed, stretches of bone-splitting agony that no
medication, over-the-counter or prescribed, relieves. (Marijuana, when
available, softens the pain.)

I see several more chiropractors, leaving them behind when one, an
ugly man old enough to be my father, slobbers a kiss over me. I see home-
opaths: the first uses the word weird when I describe my symptoms; the
second prescribes tablets made from snake venom. His office smells like
rotting food; a few months later, I read that he has died:

I try no-fat, low-fat, fruits-and-vegetables, soy-free, and soy-based
diets, consume so many supplements I worry I will grow fat from those
alone, test my allergies and learn that I have sixty-three. I yank the mer-
cury fillings from my mouth, run Vitamin C through my veins to flush
the toxins, fast for ten days. I relinquish close to ten thousand dollars,
spending nearly a month of my life with needles stuck in my meridians.

ALL THAT AND MORE in search of relief, in search of a name, a cause for
my ills, and, in the end, I owe my diagnosis to a migraine that lasts for
twenty-three days in 1991.

I call my doctor for the test results.

Nothing to worry about he says, meaning no brain tumour because
every time anyone has a brain MRI that is the unspoken subtext.

Send me the results, please.

And there, in black-and-white: lesions consistent with Ms.

Don’t worry about it, my new neurologist, my forever-neuro says,
forever because he always encourages me, tells me to travel even in the -
midst of attacks, compliments my reflexes, tells me how healthy I look
when I do, helps me down the hall when it’s hard to walk, shows up at
my house with a fluorescent light affixed to a headband that he wants
me to wear when I fly to Tokyo because jet lag will be very bad for me,
calls me his poster child for what is possible with Ms.
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He takes a sample of my spinal fluid and measures the velocity of my
nerves, an old-fashioned test invented by a doctor at his hospital.

You have Ms, he says, as I join my voice to others who say it doesn’t
have me.

THIRTY-ODD YEARS, and now it is my sixtieth birthday and I'm eating
sushi with my closest friends, gulping down toro even though I know it’s
heavy with metals, say I feel better than I have since I was twenty-seven.
They ask why.

The truth:

I read a book about back pain with a familiar message—bodies soma-
tize emotions—and decide I can feel better even when I feel worse, that
I have choice.

I complete the novel I've wanted to write for thirty years.

I go back on gluten, eating pasta, bread, and more pasta, start drink-
ing wine.

I go to physical therapy for writer’s neck, hire a trainer, treat yoga
like protein, consume it daily.

I walk a few miles five of every seven days, travel to Europe and New
Zealand and Alabama and Vermont in just under nine months.

I move my study from the third floor, where I can only see one tree,
to the first, where I look onto the garden.

AND AS I‘WRITE these words, my shins are flush with tingling, my left
hand is still heavy on the keys, and the mist of fatigue is not far away.

Jessica Lipnack is CEO of NetAge, a Boston consultancy, co-author of six books, including
Networking, The Age of the Network, and Virtual Teams, and keeper of Endless Knots,
a blog www.endlessknots.com.
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When creating art in her Brooklyn, N, studio, Eliza Stamps works as a teaching artist
in the New York City public schools. She exhibits frequently in galleries in New York and
around the country.
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