


THE OBITUARY [N THE MORNING PAPER JOLTED ME QUEASILY AWAKE.
“Elizabeth Tilberis, Magazine Editor, 51, Dies.”

Fear and remembrance entwined like a tumor around my gut. For years
Tilberis, the much-admired editor of Harper’s Bazaar, had defied ovarian
cancer, turning her private struggle into a public crusade. She'd pushed for
greater awareness of the illness, raised money for medical research, and writ-
ten a punchy, funny memoir, No Time fo Die: Living With Qvarian Cancer.
1, like millions of her readers, assumed she had won her battle.

I hadn’t realized how much I'd been counting on it. Twenty years ago, my
mother, too, died of ovarian cancer. She was 52, Back then, doctors could do
little when the disease spread to her abdomen, spawning tumors that blocked
her intestines and literally starved her to death.

That loss still aches, But why was I so upset about the death of Tilberis, a

telative stranger? Apparently, | wasr’t alone; her death stirred an cutpouring
of grief. “Liz was the Joan of Arc of ovarian cancer,” says Carolyn Runowicz,
professor and director of gynecological oncology at Albert Einstein College
of Medicine and Montefiore Medical Center in New York City. “She lent an
air of invincibility: She was going to fight this and live forever.”

I'd met Tilberis, just once but memorably. With a grand smile, she came
sweeping out of her office to greet me and my infant danghter after I'd writ-
ten an article about lesbian motherhood for the magazine. Tilberis had just
had a bone marrow transplant, leaving her pale and rail thin, but she betrayed
not a hint of frailty. She stuck out her hand and gave ime 2 firm handshake.
“And this must be Fvann?” she asked wirh delight, her British accent warm
rather than clipped. Something about her maiter-of-fact beauty, her dignity,
and her strong, sculpted hands reminded me of my own mother, Evelyn.

[ thought of those hands again as the obit swam before me. But now an icy
fear mixed with the familiar grief. Why was ovarian cancer still so deadly? How
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could Liz Tilberis, treated
with the most sophisticated
medical technology, fall vic-
tim to it today? Was L, too,
at risk? Putting down the
stewspaper, I closed my eyes,
my thoughts rushing back
20 years to my mother—
and then to my daughter,
who, like me, may be vul-
nerable to “the disease that
whispers.”

IN DECEMEER 1979, a bliz-
zard struck Manhattan, delaying me
for frantic hours as I rushed to see my
mother. The flakes seemed to fly upward
outside her hospital window. I saw her
drawn, dull-eyed face and realized that
she was going to die. Stepping out inte
the hallway, I fell into the arms of a
nurse, whe already knew.

{was the daughter from the West, sum-
moned by my mother’s whispered sur-
render. She hadn’ wanted me to come.
She wanted to meet midway across coun-
try for a victory hike. That would be in
Death Valley, she wryly observed in her
final letter to me.

enginesr inventor,
and mother of folir

OVARIAN CANCER

14 Now. 79

Dearest Lex,

This smalf still voice comes to
you from the depths of nry smsall
intestine. By now I've become a
Dr. Seuss cseature who lives on
the mercury droplets inside the
rubber balloon at the leading tip
of an ovange suake. The drag-
ging end emerges from my left
nostril. ...

Let’s plan something I can
look forward to—I find that a
real help. Right now I'm boping
for cranberry jello for Thanksgiving. . . .

Misch, much love

Mom

I had no idea then of the threat ovari-
an cancer poses. In the United States it
strikes one wotman in 58, and more than
half die within five years. It kills more
women than all the other gynecological
cancers combined. That doesn’t have
to be the case: If her disease is caught
in Stage One, when it’s confined to
the ovaries, 2 woman has a 95 percent
chance of long-term survival. But only
about one case in four is detected eatly,

and that’s usually due to fuck,

Most often, symptoms appear only
after cancer has spread throughout the
abdomen. At that point, survival rates
drop precipitously. About 60 percent of
women diagnosed with ovarian cancer
have advanced disease, and only 28 per-
cent of them are alive five years later.

'm told this represents progress.
Twenty years ago, the mortality rate was
even higher. But the vagueness of symp-
toms remains one of the biggest barriers
to detection and survival, Fatigne, a gen-
erally lousy sensation, feeling full after
eating very little—these “wamning signs”
are also common in healthy women,
Even such clues as abdominal swelling,
pelvic pressure, and gastrointestinal
problems are easily ignored. Frequently,
women diagnosed with ovarian cancer
say they were initially told by doctors to
go home and take Mazlox.

“We can tell you story after story of
women who had classic signs of disease
and were dismissed our of hand,” says
Ann Kolker, an ovarian cancer surviver
and executive director of the QOvarian
Cancer National Alliance, an advocacy
group. “This disease is barely on the
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radar screens of women or
their physicians.”

That was certainly the case
for my mother and her doc-
tor. But now, as I sift through
her letters and notepads
of scribbled thoughts and
equations—she was an en-
gineer and inventor, always
knee-deep in data—1I can trace
the shadowy outlines of can-
cer. “Intermittent first appear-
ance, Oct. 1976,” she wrote
later in her red date book.

Her stomach had started to bloat for
ro apparent reason. She noticed it in
Bonaire, a Caribbean island where she’d
gone scuba diving with fellow engineers.
At 49 she had learned to dive, and this
was her first underwater adventure. The
bloating was embarrassing, my mother
told me later, but she was able to hide
it—frorm her colleagues, from us, even
from herseif.

In my family, illness was something to
be ignored until it lost interest and went
away. My mother had no patience for her

OVARIAN

CANCER

body’s shortcomings. She returned home
from Bonaire to a New Jersey winter,
50 it was easy to wear her oversize ski
sweater much of the time. It hid the
bloating; 2 lab coat did the same at work.

For years I thought that my mother
had neglected her symptoms. But when
1 asked my father recently, he wasn’t sure.
Suddenly it was important to me. I called
my mother’s former gynecological on-
cologist, Robert C, Wallach, now at New
York University School of Medicine. His
secretary warited me it would take forev-

er to Jocate records that old.

But Wallach called back an
hour later.

“I remember your mother,”
he said. “What do you need to
know?” That night, he pulled
my mother’s records out of a
box of microfilm, put them
under his microscope, and
read thers to me.

My mother hadn’t ignored
her symptoms, after all. She
went to see her regular gyne-
cologist a month after she first
noticed the bloating. Oddly, according
to her records, he gave my mother a tubal
ligation and sent her home, It’s unciear
why my mother, then 49 and approach-
ing menopause, chose to be sterilized.

But here the account grows doubly
puzzling. The gynecologist found some-
thing alarming during surgery: an ac-
cumulation of fluid, known as ascites,
in my mother’s abdomen. Produced by
tumors, ascites is a red flag for ovarian
cancer and probably caused my mother’s
bloated stomach. But the doctor didn’t
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tell her about the ascites. Nor did he tell
her that the fluid was found to contain
cancer cells. Or that he'd discovered nu-
merous lesions on her boweland uteras,
signs that the cancer had spread.

By February 1977 my mother had
grown so weak that one night she had to
ask a colleague to drive her home from
work. That’s when she went to Wallach.
She told him of the bloating and the
sensation of fullness in her stomach. He
examined her, analyzed the pathology

CVARIAN CANCER

slide from her tubal ligation, and oper-
ated within days, removing her uterus,
ovaries, and some abdominal tissue.

A few days later my father, two broth-
ers, sister, and I gathered in 2 hospital
room where my mother told us the news.
“I have ovarian cancer,” she said calmly.
We had no idea how sick she was, and
her demeanor gave no clue. Privately, she
knew her odds were stim.

I now know that her cancer had pro-
gressed to Stage Three, meaning it had
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invaded her abdomen. {*At Stage Four,”
Tilberis writes in her memoir, “they tell
you to go home and get your affairs in
order.”) But Wallach said the surgery had
gone very well. My mother urged us to
assume the best.

Instead, things got worse.

Hi Dexver, she wrote in June 1978, using
her pet name for me. First, o quick trip
through cancer space. The first report of no
recurrence was a bit hasty. Some wmicro-
scopic cells were found in the biopsy
search, They are changing my poison. . . .
Will keep you posted.

Albways a restiess spirit, my mother
now indulged her wandertust. She stored
a tent in the trunk of her car, hiked
through Yosemite, and drove cross-
country with me in a beat-up rented
Mustang, On her return flight she wrote:

Dearest Lex,

You must know this trip was memorable
and significant in many ways for me. This
morning, returning to the airport, I felt a
real sinking at the termination of it. I agree
with you on squeezing in all we can.

My mother died less than two years
later, still thirsting but ready to go. “The
West is caliing—and I don’t mean Cal-
ifornia,” she wrote to me from her hos-
pital bed, her exuberant handwriting
reduced 1o cramped, weak letters. “ " Nuff
small talk,” she signed off. “I'm disap-
pearing into that colon again.”

After she died, we piled into a taxi out-
side the hospital, each holding a shop-
ping bag of the unfinished lab reports
she'd kept by her bedside, We still cant
bear to throw them away.
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1AM MY MOTHER'S DAUGHTER. I can
see that just by looking around my base-
ment office, a dusty, teetering landscape
of half-read bocks, half-filled yellow

notepads, and ungepairable gadgets.
Outwardly, the likeness to my mother
ends there. I lack her checkbones, height,
elegance, and tact. But as [ began to re-
search the disease that took her life, [
started to wonder if there might be some
similarities I wish [ didn’c have. Near-
Iy one in ten cases of ovarian cancer is
hereditary. Just how much of herself has
(continued on page 188}
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Quarian Cancer feontinned from page 166)

my mother passed on to me?

After decades of research, scientists
still don™ know what causes ovarian can-
cer. But they suspect it has to do with in-
cessant ovulation. Every month an ovary
erupts, releases an egg, and heals. Ifa
wognan takes no breaks from ovulation—
if she has no children and doesn’t use
birth control pills—she will weather per-
haps 444 ruprure-and-repair cycles by
her 30th birthday. In some women the
repair mechanism may break down,
enabling abnormal cells to grow. Ovula-
tion run amok, one writer put it.

There are 2 few suspected risk factors,
although many women who get the dis-
ease claim none of them. I fir
a few too marny for comfort.
Women who have never or
rarely given birth are more
likely to develop ovarian can-
cer; I have only one child.
Women who have used oral
contraceptives for five years
appear to cut their risk of
the disease by half; I've never
used them. Women whose
mothers or sisters had the
disease are at a higher risk; I
certainly fit that category.

But I've never had breast
cancer, which would double
my risk. And ovarian cancer is most
prevalent in women over 55. Yet the
women P've known with the disease—my
mother, Titberis, a few friends—were
diagnosed much earlier. At 41, U'm only
eight years younger than my mother was
when her symptorms appeared.

So I quickly came up with a plan: 1
would get tested for the disease, and if
the test delivered bad news, nip it in the
bud. Just as quickly, I realized it wasn't so
simple—because there is no good test for
ovarian cancer.

The problem is rooted in anatomy.
The ovaries are small, well-armored
organs floating free in a cavernous
space. A healthy premenopausal ovary
is about five cubic centimeters. A post-
menopausal ovary is a little smaller—
roughly the size of an almond, says
Carmel J. Cohen, director of gynecolog-
ic oncology at New York’s Mount Sinai—
NYU Health Systemn. A cancerous ovary,

188 HEALTH

even one that contains a billien cancer
cells, swells only to the size of 2 walnut.
S0 a routine pelvic exam ravely catch-
es early-stage disease. “You're trving
to distinguish between an almond and
a walaue,” says Cohen, “in a woman
whose almond is located halfway be-
tween her front belly wal! and her back-
side, after she’s just had 2 big lunch and
she’s on her way to the baby-sitter and
the doc is an hour behind schedule.”
Pap smears can’t pick it up, either. For
that matter, even a surgeon looking at an
ovary can't tell whether it’s cancerous.
The only way to know if an ovary should
come out is to remove it and send it to
the lab for testing. Most women aren’t
willing to take such a draconian step.

In fact, there are two tests for the dis-
ease, a blood test and a vaginal altrasound
exam, but they aren’t recommended for
the average woman because they often
give erroneous results.

The blood test measures levels of the
CA-125 protein, which is secreted into
the bloodstream by ovarian cancer cells,
Asit happens, though, CA-125 levels can
be elevated by any number of factors,
including pregnancy and menstruation.
That’s one of the frightening drawbacks
of the test: It can convince healthy wom-
en that they have ovarian cancer. Some
wormen have had their ovaries taken out,
in 2 procedure called an oophorectomy,
only to find that they hadn’t had cancer
after all.

I was even more worried about the
test’s other major shortcoming: CA-125
levels can loock normal in women who
have the disease. Studies have shown
that the test detects early-stage ovarian
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cancet less than half the time.

“There is no evidence—none, zero—
that wide use of the CA-125 test will
reduce the mortality rate of the disease,”
says Maurie Markman, director of the
Cleveland Clinic’s Taussig Cancer Cen-
ter. “But we sure have evidence that we'd
have unnecessary tests, Unnecessary anx-
iety, and unnecessary surgery.”

That didn’t sound so good. But the
blood test’s reliability goes up if it’s paired
with the ulirasound exam. The procedure
is much like the sonogram wormen have

~ during pregnancy, except that instead of

resting atop the belly, the probe is placed

in the vagina to get closer to the ovaries.
And doctors arer’t looking for a baby.
This ultrasound is better than CA-125
at detecting early-stage disease. John van
Nagell, director of the University of Ken-
tucky’s ovarian cancer screening project,
has used ultrasound to monitor 15,000
women for a dozen years. To date, he’s
found 20 previously undetected ovarian
cancers, Fifteen of the women had early-
stage cancers, and all are alive today.
Unfortunately, ultrasound szt able to
distinguish between a malignant turor
and 2 benign growth. [n van Nagells
study, nine out of ten women who had
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GVARIAN CANCER

their ovaries removed turned out #of to
have cancer.

It’s unclear, though, how many of
those surgeries were truly unnecessary,
Marny of the “benign” growths showed
signs of being precancercus. And with-
out testing, far more cases of ovarian
cancer would be missed. In fact, van
Nagell thinks ovarian cancer screening
will eventually take its place beside the
mammograrm as a yearly exam for the
average woman over 50. “Women are
going to demand it,” van Nagell told me.

I found myself agreeing. Give me
the information, I told my doctor. 1 can
handle ir.

The CA-125 test was un-
dramatic: | bad blood drawn,
The ultrasound, by contrast,
started out fun, as I watched
my innards come to life on
the celevision screen. Halfway
through it, however, the boy-
ish, friendly doctor frowned
at the screen, muttered some-
thing to a nurse, and sent for
the older, more experienced
guy in the bow de.

1 found myself ceying soft-
ly in the darkened room as [
waited. Did I have my moth-
er’s cancer?

It turned out to be nothing, just one of
my organs pretending to be more than it
was. Still, the scare made me 2 litle more
sympathetic to the “don’t test” argument,
which boils down to a concern that wom-
en will demand the tests in numbers
out of balance with the incidence of the
disease, and then get unnecessary, life-
alvering surgery.

But I resent the notion that women
should be spared the shock that a faulty
test might give them. Is it legitimate to
withhold screening in order to protect
women from worry? “By that argument,
yow'd never see a doctor,” van Nagell
says. “Yowd never have a mammogram.”

HAPPILY, ROTH MY TESTS turned out
negative. But I still had to navigate one
more morass. Researchers had told me
that my mother’s cancer approximate-
ly doubled my risk, to about § percent.
Things would be worse, they said, if I
had an extensive family history, I kuew
that none of my mother’s immediate

relatives had the disease. But she didn’z
have many female relatives, period. Most
of the women in her Hungarian family
had died in Nazi concentration camps.
On her mother’s side, she had two
healthy female first cousins. On her
father’s side, only one female first cousin
survived Auschwitz, ['d never spoken to
her, but F got her number from my aunt.

Fva,” it turned out, had alse been di-
agnosed with ovarian cancer. Fourteen
years ago, at age 58, she'd gone to her
doctor, complaining of sbdominal pain
and distention.

Don’t worry, he told her. It will go
away. Eva’s son, an internist, wasn't se

sure, “He banged on my abdomen with
two fingers, and he didn’t like what he
felt,” she said. “Then [ got worried, be-
cause he never was an atarmist.”

Eva had Stage Three ovarian cancer.
She survived only becanse of the watch-
fulness of her son, the docror. “But thank
God, knock on wood, Pm fine,” she said.

That made two women in my family
with ovarian cancer.

I called Steven Narod, head of the
hereditary cancer program at Women’s
College Hospital in Toronto. Narod has
the breezy, ofthand manner of a slightly
bored mortician. Even with a mother
who died of the disease, I had little to
worry about, he assured me; the addition
of a cousin didn’t qualify as an “exten-
sive” family history. “The nice thing in
cases of ovarian cancer at age 52, with no
breast cancer in the family—and you're
not jewish, presumably?”

“T am Jewish,” I said, my voice flac.

“Oh, if you're Jewish, the risk of hav-
ing a genetic mutation jumps,” he said,

*This name has been changed.
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pausing a beat. “You'd better get tested.”

Jewish wommen of Eurcpean descent,
known as Ashkenazi Jews, are far more
likely than other women to have a muta-
tion in one of two genes, called BRCA-L
and BRCA-2 (short for Breast Cancer ©
and Breast Cancer 2}, which can predis-
pose them to breast and ovarian cancers.
As an Ashkenazi Jew with ovarian can-
cer, my mother had a 40 percent risk of
having the mutation.

Now, I'm rot good with numbers, but
even I could see that if [ had & mutation,
it would shoot my cancer risk through the
roof: I'd face up to 2 60 percent chance
of contracting ovarian cancer, and a 15 o
85 percent chance of breast cancer. On
the other hand, Narod said, if I hadn’t
inherited a mutation, my risk proba-
bly was no greater than if I had no fam-
ity history at all.

The genetic tests are expensive—
$2 400 for an examination of every bit of
the BRCA genes and $430 for a narrower
view of the section likely to hold a genet-
ic error in an Ashkenazi woman. But my
mother’s doctor didn’t mince words, “If
I were you,” Wallach said, “I'd have the
test done this week. And if it were posi-
tive, I'd check myself into 2 hospital.”

I thanked him, hung up the phone,
and started to cry. Prophylactic oopho-
rectomy is what Wallach was talking
about—taking out my ovaries before can-
cer has a chance to strike. This was more
than T had bargained for. At 41, in seem-
ingly good health and with no desire
to induce premature menopause, [ was
looking for a risk-reduction strategy,
not vivisection.

But if it turns out [ have the mutation,
Nared said, it would be foothardy to rely
on screening. He cited a recent study in
England in which 20,000 women got
blood tests for seven years, with ultra-
sound follow-up. In the group that was
screened annually, 16 women were found
to have ovarian cancer. Sadly, 11 of the 16
had advanced cases.

“To me, that ain’t good enough,”
Nared said. “I don’t want to tefl my pa-
tients, ‘Hey, go for screening. If you get
ovarian cancer, there’s a five out of 16
chance we’ll cure you.’ Yor're going to
say, “Thanks but no thanks, Doc. Take
out my ovaries.” [ mean, if you had any
brains that's what you'd say.”
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That got me mad, but it also got me
moving. I called Tom Frank, medical
director of Myriad Genetic Labs in Salt
Lake City, which provides commercial
BRCA testing (with a doctor’s order).
Once they had my blood samiple, Frank
said, Myriad technicians would zero
in on the two suspect genes and check
for any mutation.

“We proofread all the letters of the
genetic code of these genes,” Frank ex-
plained. “There are 17,000 lerters of
genetic code, and each one is individual-
ly proofread. The test has to find a single
letter that's cut of whack.”

In my imagination, [ saw row after
row of little men in green-plastic visors,
hunched over microscopes. 1 wanted
those genetic bean counters o my side,
I had some blood drawn at my doctor’s
office and sent it off.

Some weeks later, after my partner
gave birth to our new son and all hell was
breaking loose in our house, I got a short
E-mail note from my doctor: I didn’t
have the mutation.

I would have thought P’d be ecstatic.
Instead, after months of reliving my
mother’s death and investigating my own
risk, [ felt numb. But when I mentioned
it to friends and family, they were all hap-
py for me.

“So what are you going to do now?”
one friend asked me, Meaning: Wilf I
continue to get tested?

Hmm. The risk still felt real. My
mother’s death stili felt fresh.

T've decided Tl go for yearly blood and
ultrasound checks. Put 've stepped off &
runaway train of fear. When I got a storm-
achache last week, 1 knew it was from
coleslaw, not cancer. 'm no longer
scheming about ways to take part in clin-
ical trials of new tests for ovarian cancer.

And now, as I watch Evann dancing
and prancing through the fields near our
Vermont home, I've stopped worrying
about a time bomb ticking in her DNA.

Or 2 bomb in mine. I can concentrate
on the things that matter: changing litrle
Raphael’s diapers, singing dopey songs
with Evann, and doing what niy mother
would do—squeezing in all T can. "

Alexis Jetter, @ contributing editor, is co-
editor of The Politics of Motherhood: Activist
Voices From Left to Right.
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