"The doctor got the big seizures out!" says a happy and healthier Shawna, who goes to school regularly now.
By CHERYL KICK. "I thought they'd put Wayne on some sort of
medicine to control the seizures, and that would be the end of it,"
my new friend told me, recalling the day, over two years ago, when
she first learned her young son had epilepsy. "But the medication
didn't work. Wayne's seizures just kept getting worse. Every
moment with him was like an hour, waiting for the next
convulsion."
I met Melody Horn and her son, Wayne, at St. Louis Children's
Hospital in October 1979 while in my defiant pursuit of a highly
controversial surgical procedure that might help stop my daughter
Shawna's epileptic seizures. Over lunch in the coffee shop, we
shared our experiences as mothers of children
with epilepsy.
.
"Wayne would often hurt himself during the seizures," Melody
said, "teeth through the lips, split chin, bruises all over his body.
Our doctor kept trying all types of drugs, but nothing stopped those
exhausting seizures."
I recognized the utter frustration in Melody's tone, and
understood her anguish only too well. My daughter Shawna, like
four-year-old Wayne, was among the 400,000 children and adults
in this country whose seizures rage on in spite of the numerous
drugs available for the treatment of epilepsy today. As I listened to
Melody's familiar account, I couldn't
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help but contemplate the cruel irony of our two situations. Most of
the country's more than 2 million epileptics can substantially or
totally control their seizures by taking daily medication.
But, unfortunately Wayne and my daughter, Shawna, were
among the 20 percent of epileptics who couldn't be treated by drug
therapy, the backbone of epilepsy treatment. Drug which usually
prevent convulsions, even when pushed to toxic doses, provided
little, if any, relief for Shawna and Wayne. For them, and other
victims of uncontrollable seizures, fear and apprehension become a
way of life. And, due to compounding health problems, progressive
deterioration in their condition-even to the point of
institutionalization or death looms as an ever-present threat for
sufferers and their families.
Because of this threat, both Melody Horn and I had traveled to
St. Louis Children's Hospital over a year ago, she from a small town
in Texas, and I from Los Angeles, in hopes that our seizure-plagued
children could be helped by the surgery that we couldn't obtain in
our home states.
My daughter Shawna, at five years old, had been having seizures
for three years. My husband Keith and I had watched helplessly as
our only child, once healthy and vibrant, gradually became thin,
weak, and partially paralyzed over the right side

of her body from the constant seizures that were virtually
impossible to control. In addition, the six anti-convulsant drugs
she had to take made her drowsy and unalert-side effects as
debilitating as the disease itself.
After the labors of eight pediatric neurologists over the three
years had proven unsuccessful, Keith and I were faced with the
agonizing conclusion that nothing more could be done for our
daughter that hadn't already been done, and that the doctors were
probably justified in recommending we place her in the state
hospital, where her constant medical needs could be met. We
found ourselves torn between an uncompromising determination
to keep our child at home with us, and the aching reality that she
was not getting any better, or any easier to care for.
It was in this eleventh hour that by sheer chance I came upon a
reference book about epilepsy, written expressly for doctors.
Amidst all the cryptic medical terminology, I read about a
surgical procedure called "removal of seizure focus." I wondered
why I had not heard about this operation before.
It seemed that in a scant few university medical centers in the
country, specially skiJIed neurosurgeons were screening
epileptics, whose seizures couldn't be drug-controlled, for an
extremely sophisticated surgical technique, in which the brain
tissue causing the seizures is strategically removed. The procedure, long past the experimental stage, was considered to be
both safe and effective-when performed by capable surgeons according to a 1977 report compiled by the U.S. Commission for
the Control of Epilepsy. Up to 50% of selected patients having
the surgery gained complete freedom from the uncontrollable
seizures, and an additional 15 to 20% obtained substantial relief
not possible on medication alone.
"I immediately picked up the phone to call Shawna's doctors.
"It's just too radical," was their unanimous reply. "It's not
considered the accepted method of treatment."
"Accepted method!" I retorted angrily. "What is more unacceptable than putting your child in an institution without trying
everything else first?" Radical or not, Keith and I were
determined to look into the treatment. Outraged that our doctors
had not offered us this option long ago, we decided to pursue it
on our own. We encountered one unnerving obstacle right from
the start - the surgery was not available anywhere in California.
Despite all the favorable statistics I had read, this surgery was
conspicuously unheralded, unsought, and veiled in a curtain of
controversy by the doctors specializing in the treatment of
epilepsy.
Still determined, but uncertain where to turn next, I telephoned
a New York neurologist whom I remembered had seen Shawna
the year before when he was visiting Los Angeles. Bracing
myself for another dead end, I reacquainted him with Shawna's
history, and timidly explained what we were trying to do.
"I remember your daughter," he replied to my amazement.
"And yes, I think she might well be a good candidate for the
surgery." So it was due to his confident guidance that Shawna
and I boarded a plane to St. Louis three days later. This special
technique was being performed on a regular basis at St. Louis
Children's Hospital, under the auspices of Missouri's
Washington University.

It wasn't until we were halfway there that all the determination
and grit I started out with began giving way to a fainthearted
fear. I was without the support and approval of the doctors on
whom I had depended and trusted for three years. All I had was
an overstuffed envelope of photocopied medical records
attesting to their blighted efforts.
But hours later, as I pushed Shawna's wheelchair down the
halls of the century-old hospital, my confidence slowly returned.
The time-worn antiquity of the building, bearing witness to
generations of service, seemed to soothe my senses, dispelling
some of my apprehension about this sudden juncture in our
lives.
When I met Melody in the neurology ward that first day,
Wayne was already three days into his recovery from the
surgery. Having suffered about thirty seizures a day before the
surgery, he had had only one seizure since. Seeing the elation
twinkling in Melody's eyes revived my hopes for Shawna once
more.
The next morning I met Dr. Sydney Goldring, the Chief of
Neurosurgery at Washington University. He was the doctor who
had operated on Wayne, and would now be evaluating Shawna.
A kind-faced, yet strikingly intense looking man, he

Faced With The Decision Of
Institutionalizing Their Daughter
Or Having A Dangerous Brain
Operation That Could Leave
Shawna Partially Paralyzed-The
Kicks Risked Surgery

entered Shawna's room flanked by a half dozen-white-coated
attendants. After asking me a few questions, he soberly
explained the elaborate evaluation process that would determine
if Shawna was a candidate for the surgery. I was anxious to
know what results we could expect from the surgery, but Dr.
Goldring gently advised me to take one step at a time-the first
being the evaluation process.
This surgery could not help every type of epilepsy, he
cautioned. It was only considered when the affected brain tissue
was confined to an area that could be safely removed without
causing significant functional damage. This criteria, he
forewarned, ruled out a number of candidates during the
evaluation process. Shawna could be turned away at any point.
But according to what I had read, at least 800,000 persons in
the United States, or 40% of all epileptics, have this type of
seizure disorder, called focal epilepsy, and 360,000 of them are
uncontrollable. Although the evaluation would be an arduous
process, it would be worth it to see if Shawna might be among
the ones who could be helped.
Only when the results of the preliminary tests were within

continued on page 69
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"The surgical treatment of uncontrollable epilepsy hangs in limbo.
Many physicians are reluctant to consider surgery, even when a patient
is faced with institutionalization or possible death. So, while
time sits in judgment, many live in despair, unaware that the operation exists."
February 1981
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quence. Sometimes I would tie the cross
with a piece of cord, remove the warp from
the pegs, chain it up, and store it away for
weaving later. At other times I would
transfer the threads directly from the pegs to
the loom and begin weaving.
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the qualifying range, would the final, most
discriminating step in the evaluation be
performed - the implantation of electrode
monitors onto the surface of the brain.
A major surgical procedure in itself, it
was the first stage of the two-part operation.
Once the implant was in place on Shawna's
brain, the electrical impulses it received
would be recorded on video tape. If the
tapes indicated a single dominant seizure
focus in the brain, this area would be
removed at the second stage of the surgery,
in order to try to .reduce or even totally
eliminate the seizures.
If on the other hand, no clear trouble area
was evident, and the problem appeared to be
generalized over the entire brain, the implant
would be removed and the evaluation
discontinued.
Shawna's preliminary testing went
smoothly, and in a few days Dr. Goldring
was ready to perform the implant surgery.
Keith joined us in St. Louis. We both tried
not to get our hopes up, but others could
sense the emotion straining beneath our calm
facades. We had never been this close to a
solution to Shawna's problems.
In the early dawn hours of November 6,
1979, Shawna was wheeled to surgery, where
Dr. Goldring and a team of over twenty
assistants were preparing for the implant. As
Keith and I walked alongside the stretcher
toward the surgical suite, we were careful not
to let our eyes meet. We knew if they did we
would be faced with each other's fears, and
neither of us could bear that just then.
By nightfall Shawna had been transferred
back to the neurology unit, into intensive
care. When we were permitted to see her, we
found her lying silent and
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motionless, a bandage on her head that went
to her eyebrows and over her ears. The postsurgical swelling of her face had stretched
the skin to a glossy, feverish redness. Her
bed was surrounded by a caravan of
elaborate monitoring equipment attended by
a watchful technician. A network of wiring
coiled about the floor around our feet. Paper
spewed from beneath wriggling EEG
instruments. Video cameras rolled, one
focused on Shawna, one on the EEG
readout. Soon the origin of each seizure
would be known.

Eat the foods you love
and still lose weight?
If you have tried everything to lose weight but forever wind up gaining it back because you
can't give up the foods you love, there is good news for you I
Now, there is a powerful new appetite suppressant that lets you eat the foods you love as it
helps give you added control to feel satisfied with less while on your diet Because this amazing
new diet product will help to lessen you appetite, It becomes easier for you to lose unwanted
pounds quickly, safely and effectively.

Start Losing Weight The Very First Day
As everyone knows, to effectively lose weight. you must reduce your Intake of calories Due to
these delicious cherry flavored wafers containing a powerful appetite suppressant that aids in
curbing hunger. .YOU EAT LESS CALORIES Thereby losing excess weight, safely. easily and
comfortably
With this powerful new appetite suppressant. satisfaction with your results IS 100%
guaranteed as within minutes after ingestion, your body is supplied with a safe yet powerful
aid to increased willpower.
Whether you need to lose 10 Ibs , 20 Ibs , 40 Ibs or more
Whether you need to lose 2, 4 or 6 inches off you waist, hips, thighs and buttocks
Even if you need to come down 2, 3, 6, or even 10 dress sizes
You must agree that you are more satisfied, that you are losing weight easier than ever before
or simply return the unused, portion of the product within 10 days for a full refund.
Notice: This powerful high potency appetite suppressant is safe when used as directed
However, they are to be used on a daily basis only until you have reached your ideal weight.
After reaching your ideal weight, do not continue to use them daily or you may become
excessively thin
To order fill in the coupon below and mail today

r---------------------------------------------------'
Please rush me your maximum potency appetite suppressant diet helper 015
day supply only $12 95 plus $1.50 p & h
OSAVE 54.00-30 day supply only $22 90 plus $2 00 p & h OSAVE $10.0045 day supply only $3135 plus $2 00 p & h

Name ____________________________________________________________________________ _
Address ____________________________________________________________________________ _
City State Ztp ________________________________________________________________________ _

Mester Charge end Visa Cards accepted
Exp Date ________
Credit Card No.
Master Charge and Visa Card customers may call now at (603) 6683580
Mail to Diet Helpers, Dept. LDF2
P.O. Box 3122, Woburn, Massachusetts 01888

L _________________________________________________________ _

';:~i\ ~- Now you can get a

.~~<.~1Il

*
~ ,,'.~ ~ A ~Ou~~0819Sd~~I:n~UW:~
*
DEGREE ~
COLLEGE

~ I / :..,..

MONEYMAKING OPPORTUNITIES
$700 PER MONTH EARNINGS possible filling out Income tax

'earn~dm6e~~~~:,~f:e~tf~g s~:s~~~

eraled Tax 2011 Montrose Chicago 60618 Of
EXTR AO RDI NAR Y INTEREST
PR OFITS sellln~beaUltfUI
nngs] Je we lry. gold.
TO ALL
Silver Send $1 00 (refundable for catalog/gUIde Mar·
vara, 1651B West Sandy Marana, AZ 85 38
ACUPRESSURE RELIEVES artnntrs. $2 00. Headaches, $1.00. Low
Back Pam. $1.00 Safe Effective. Or Chan. Box 478, Monterey Park CA
91754
GREEK BAKLAVA. MEATBALLS. MOUSAKA, Morel Grandma's
ReCipes $200 Grecian 770 Locust SI , Fall River, MA 02720 WINNER S
C OLLEC T MILLIO NS IN U.S. Governme nt Lottery' You could be a
big winner to ol For free entry cards. mtorrnauon Without obligation, send
name, address to Energy Group. Dept aWA011. Roseland, NJ 07068
Of INTEREST TO WOMEN

in Accounting

t_'" I ... at ham. In spa,. tlm.1

.
1. -,Y Now available! Same lTOining system used by mony of the FOl1lJne 500
corporotlans to troln their own employees. College
degree aworded with major in AccountIng. You also
get courses in Business Low, EconomiCS, Prtnclples
of Finance and much more. Approved for G.I.'s and
Veterans. Get focts now. No obligation. No solesman
will call.

ICS CiNiERFOROEGReeSTUoIES,o;ptwSOCO

I ...,,,.,
I

18515
I NAME

I

ICS College Center, Scranton, PA

HOME WORKERS HUD. ED! Good
Hammonton NJ 08037

earnmgs. Write. N Roland.

~~~~!~T CNMAt~~x$~~1 ~~ G~~\~~~eetx ~~w~~ers welcome Free
BUSINESS MONEY MAKING

c~u~c~~a

Ill.~~I· g:st::E:O ~~l

Sa mples.

I

AGE

ADDRESS
\ CITYISTATEIZIP ______________________________ _____________________ _

.•...

*
*
J *

~~~~I~OO'f):~

~~~~I~lt~~~~~~I_

~rnk3c~o3W6~~d~:.~~s~~nc~~~~

~o~~~aluable.
SLEEP LEARNING HYPNOTISM
l
SLEEP.LE AR NI NG - HYP NO TI S Ml Strange catalog free Au·
tosuggestlon Box 24-WX OlympIa Washington ADVERTISERS
AGENCIES

------------"

HAVE AN EXCITING, WELL PAYING CAREER Start Now and E.rn
Your DlpkJm. In • Home Study Course that You cen Complete In
Your Spare Time.
, "I
I

·1

I

In your spar. hours ... le.rn to meet the
enormous demand for Interior Decorltln.
II
Ind Draperies from new hom •••• pert·
'
f '
menta. hotels. busln.ss ••• friends and
,. atl", ••. Buy 1. rlcs, Shld.s, see •• sorl •• at whole,. I. prices
;;::'~~IU:U':lIrc:lt~s.yc::t:EE';~Krtr
I.e

·~:II:I.~~

3ust: •• ·

DtCOlAnN' INSTITUTE,.12 I. Lyo n It. OepIMvO I.,." An •• C A 12701

70

- - ------

--

-

I
1
I
I
I
I MAIL
I TOO. y

I

P1Nl18 rush FREE Information about your QUICK.
lOW COST way to tearn Professional Atslsllng
No obhgatlon No salesmen wilt call
Name
Age __________

--

City

I
1
I
I

Sta,. __________ZIO __________ I

THE LA URAL SC HOOL, Dopt.

L.C281 I

L ______ ___ 2~3I_N.:.!~~.!.~~ • .:!!.~
______ J

Twenty four hours later, after careful
study of the tapes, Dr. Goldring announced
that a singular seizure focus had been located
in the left hemisphere of Shawna's brain.
Surgery to remove the tissue was scheduled
for 7 a.m, the next day.
Keith and I had a lot of questions, What
effect would removing this tissue have on
Shawna as a whole? How would it affect her
other brain functions-her thinking, her
walking, her talking?
Anticipating our questions, Dr. Goldring
explained that most brain tissue involved
in.a seizure focus has already become
useless
because
of
the
constant
bombardment of seizure activity in the cells.
In young children like Shawna, nature
intrinsically provides that when this occurs,
other parts of the brain gradually take over
the function the damaged tissue can no
longer handle. This was the case with
Shawna's speech; the implant recordings
indicated that her speech had at some point
vacated the damaged area in the left
hemisphere, and transferred itself over to the
adjacent healthy tissue in the right side of
her brain.
However, depending on the patient and
the individual seizure focus, Dr. Goldring
went on, some difficulties could still arise.
For instance, Shawna's seizure focus was
hedging very close to the portion of her
brain that controlled the function of her right
arm and leg. This was why she had
predominantly right-sided seizures and a
mild paralysis of these limbs. Because of its
precarious location, removing this seizure
focus could leave Shawna's right arm and
hand almost totally paralyzed. Keith and I
had to decide if the prospective benefits of
the surgery justified taking such a risk-with
no guarantee of success,
For every patient, Dr. Goldring explained,
the sole objective of the surgery was to
improve the patient's quality of life. Shawna
could use her right arm and hand to some
extent, but the movements were stiff and
awkward. The seizures, however, were
ravaging her body, undermining even the
limited physical abilities she did possess.

Shawna could not make this decision for
herself, so Keith and I would have to make
it for her. We signed the consent forms
giving Dr. Goldring permission to proceed
with the operation. If Shawna was to be
more physically handicapped as a result, we
would accept it, and teach her to cope, we
resolved. The seizures were far more
handicapping.

b

It's been nearly a year since we made that
decision. Shawna's right arm is weaker, and
the fingers have been virtually motionless
since surgery. In time, I'm confident
Shawna will understand why we had to let
this happen. But right now, it seems to
matter very little to her, as she manages to
get into considerable mischief with one
hand!
One unexpected benefit of the removal of
the destructive brain tissue was that it
restored Shawna's health to such a degree,
that she was transformed almost overnight
from a listless rag doll bordering on
malnutrition and exhaustion, into a busy
and romping little girl who gained 12
pounds in the first two months after
surgery.
Her seizures were not completely
eliminated as was hoped, but they have
been markedly reduced in both frequency
and severity, permitting Shawna to lead a
fuller and more active life. We still have a
few frustrating days when the medication
she still must take has to be adjusted up or
down, but it's a far cry from the old days
when she was totally incapacitated with
convulsions. Shawna really puts it best
herself, when she declares, "The doctor got
the big seizures out but the little ones were
hiding!"
Seizure surgery won't solve the age old
problem of epilepsy. It's only indicated
when medicine fails. And as with all
surgery, it carries with it some risk, and
sometimes difficult decisions. But for
people like Shawna, who would otherwise
live-or die-a prisoner of hopelessly
uncontrolled seizures, it can mean the only
chance for a healthier, more active and
independent life.
Now that she is able to attend school
regularly, Shawna is making considerable
progress in beginning reading and math
skills-achievements that were far out of
her reach before. She is stepping out into
her world in other ways, also. Today,
when I pack her suitcase and kiss her
good-bye, it's to spend the weekend at
Grandma's house instead of in the hospital.
For me personally, the most poignant
victory came when a doctor at St. Louis
Children's Hospital said with a satisfied
smile, "Well, it looks like you won't be
needing that institution after all."
We took a special family vacation this
summer, Keith and I, Shawna, and her

new baby brother, Gary. We drove to Del
Rio, Texas to visit Wayne Horn and his
family. Wayne is a genuine success story.
He has never had another seizure, and has no
residual effects from the operation .. Melody
and I are still close friends. The miles
between us can't change that. But now the
blessings we share far outweigh the burdens,
and we both face motherhood with a brighter
outlook.
The decision Keith and I made for
Shawna was not easy. We knew it would
affect her for the rest of her life. But at least
we had a choice. Now, our daughter has a
chance. •
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Editor's Note: For general information about
epilepsy, write: The Epilepsy Foundation of
America, Suite 406, 1828 L Street, N. w..
Washington, D.C. 20036.

WORK SMARTER AT HOME
continued from page 21
17. LEARN TO MAKE QUICK DECISIONS. Business executives are trained to
ask themselves, "What is the worst thing that
could happen if this decision is wrong?"
Then, if they can live with the "worst" that
could happen, they go ahead and decide
rather than wasting time and energy in a
mental muddle. For all but earthshaking
situations, this is a valuable rule.

18. START WITH THE TOUGHEST JOBS
FIRST. Energy is a limited resource, so
apply yours to the most difficult tasks when
you feel fresh and capable. You might be
better off balancing the checkbook or
writing an important letter early in the day,
for example, than later when you're tired and
drained.
19. EXPECT THE UNEXPECfED. Even
when you organize time carefully, there will
be some surprises. A friend will visit from
out of town, a child will come home from
school ill. Afterwards, you may feel thrown
off schedule and unsure what to do next. In
his book, How to Get Control of Your Time
and Your Life (Signet, 1973), Alan Lakein
suggests asking yourself, "What is the best
use of my time right now?" By answering the
question, you will redefine your priorities
instantly.
20. BE GOOD TO YOURSELF. To be at

your best, you need regular meals, sleep,
exercise, leisure, and only you can make
sure that you get them. So don't wait for time
to treat yourself well, because time won't
wait for you. •

Susan Lapinski, former editor of Lady's Circle, is a frequent contributor to the magazine.
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