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Lupus:Why Doctors
Often Miss It

BY JAN YAGER

hen Sallie Sperling’s first
son was born 23 years
ago, she found little of the
joy she had expected. Hit
by incapacitating fatigue,
she wasn't even able to
take care of him at times.
“| was a basket case for six months,"
she says. Her doctor's comment? “You're
a new mother. What do you expect?”’

Sallie tried to persuade herself that
he was right. But her strange bouts of
fatigue continued, so she consulted
other physicians too. One said she had
low blood sugar and put her on the
then-fashionable diet for it. Another
suggested removing her gallbladder, a
recommendation she refused.

After about a year and a half, her
symptoms gradually disappeared. Sal-
lie became the mother of two more
sons, experiencing none of the prob-
lems she'd had before. All was fine—
until five years ago. Two weeks before
leaving with her husband on a six-week
bicycle trip through Europe, Sallie
caught the flu—or so she thought. She
felt better by the time she left, then
nearly collapsed at Heathrow Airport.
““I slept for thirty-six hours. We thought
it was jet lag."” Two weeks later, cycling
through Scotland, she couldn’t go on.
The Sperlings rushed home.

Flu was quickly ruled out, but her
doctors had no idea what else might be
wrong. By then, she had a wide range of
symptoms: rashes, terrible arthritis-
type aches, chest pains. She temporar-
ily lost her sight and—most frightening
of all to her—couldn’t think straight.

“It was not a good year,” she says in
a tone of obvious understatement.
“Such an incredible amount of worry.
We were constantly trying to hide our
fears from the children. My husband
became so protective of me that | final-
ly blew up, very gently, and said,
‘Whatever | can do for myself, you've
got to let me do." "
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““You're just stressed out.”

“It’s all in your head.”
Women with lupus know
they’re sick, but doctors

don’t always believe them.

Sun is a no-no. I.upﬁs patient Sallie
Sperling always wears a hat and sunblock.

One day, Sallie read an article about
Lyme disease and noticed that she had
many of the symptoms listed. Excited,
she consulted an expert on the disease.
As she learned, she had the wrong dis-
ease but the right doctor. After a num-
ber of tests, he gave her the news: lu-
pus. Eighteen years and umpteen
doctors later, Sallie Sperling had final-
ly been correctly diagnosed.

This Strange Disease

Half a million Americans—the vast ma-
jority of them women—have a systemic
lupus erythematosus, as lupus is com-
monly known. The immune system
goes haywire, producing large numbers
of antibodies that attack cells and tis-
sues. In turn, this can injure or inflame

just about any part of the body: the
skin, joints, kidneys, lungs, blood, cen-
tral nervous system, tissue linings and
other organs.

The disease usually shows up be-
tween the ages of 15 and 45. Symp-
toms come and go, and flare-ups are
typically followed by periods of remis-
sion that can last for years. Cases can
be mild, as Sallie’s eventually proved to
be, or life-threatening.

Diagnosis today is better than ever,
cutting the once-high death rate by al-
lowing treatment before significant
damage is done. But many women still
must go from doctor to doctor before
finding out what's wrong with them.

A big problem is that there’s no sim-
ple test. Though a couple of blood tests
can be very helpful in making the diag-
nosis, doctors still must suspect lupus
to order them. And because symptoms
usually are vague and variable, doctors
frequently are thrown off the track.

The only definitive sign is a butterfly
rash, so named because of the shape it
forms across the nose and cheeks of
some women. Other symptoms can in-
clude fatigue, joint pains, fever, weight
loss, poor appetite, anemia, mouth
sores, sensitivity to sunlight, nausea
and chest pains, among others.

Many of these problems easily can be
attributed to other problems. Anemia,
for example, can seem to be the result
of heavy periods. Nausea can be
chalked up to a nervous stomach.

Very frequently, a woman is told ei-
ther that her symptoms are all in her
head or that she is suffering from stress
or some other emotional ailment. Marie
McDonald, 43, of Bridgeport, Connect-
icut, actually was told that getting mar-
ried would cure her.

Fighting Lupus

If you suspect you have lupus, consult

either your family physician or an ar-
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Lupus

CONTINUED
Lupus doesn’t
make you look
sick, even
though you
are. “You
pray for a
symptom
that can be
seen,” says
newspaper
copy editor
Vicki Croke.

thritis specialist. (Because almost all pa-
tients have joint pains, these doctors
tend to be the best informed about lu-
pus.) The physician should rule out other
possibilities for your symptoms and give
you an ANA blood test, says noted lupus
researcher Dr. Peter Schur, professor of
medicine at Harvard University. A nega-
tive result means you almost certainly
don't have lupus, he says. But if the test
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with a severe case, like Marie McDonald,
may find herself unable to work at all,
even though she used to routinely put in
12- to 14-hour days.

In addition, people often misunder-
stand the illness. Marie once was cruelly
asked if she had AIDS, a vastly different
disease of the immune system. (Lupus is
not contagious.) And if a person doesn’t
look sick, as is often the case, people
have a hard time believing she is. “Is she
really that tired, or is she just making ex-
cuses?” they wonder.

“You pray for a symptom that can be
seen,” explains Vicki. “Once | had a
stomachache on Monday and a head-
ache on Tuesday. My parents were very
supportive, but | knew they were thinking
that | just didn't want to go to school. So
when | woke up the next day with a swol-
len eye, | thought, Ah ha! Now they have
to believe me."”

The changes lupus brings can be for
the better, however. Vicki, in remission
for 16 years, credits lupus with her burn-
ing desire to lead an extraordinary life. A
copy editor for the Boston Globe, she has
reported in Moscow, gone skydiving and
just recently returned from an expedition
to northern Canada to see polar bears.

Says Sallie: "'After watching two
friends who were my age die of lupus, |
began to realize that | might not live to

is positive, there's a one-
in-three chance of lu-
pus, and you should
have further, more
sophisticated
testing.
Treatment de-
pends on the ex-
tent of the dis-
ease and the
specific prob-
lems it is caus-
ing. When major
organs such as
the kidneys are
being attacked,
doctors generally
prescribe very powerful
corticosteroids. For fe-
ver, aspirin may be all that's
necessary; for joint pains, a non-
steroidal anti-inflammatory such as Na-
prosyn often is used.

Sallie Sperling was relatively lucky:
She didn't need steroids, which often
cause debilitating side effects. For two
years she took an anti-inflammatory drug
to combat joint pains; since going into
remission three years ago, she's been
medication-free.

Flare-ups can't always be prevented,

but making certain lifestyle changes can
be helpful. Absolutely critical is to stay
out of the sun. Lupus patients don’t g0
out without a hat and religiously put on
sunscreen with an SPF of 15 or greater.
(In a different, very mild form of the dis-
ease called discoid lupus, which causes
only skin rashes, these precautions are
the only treatment required.)

Another necessity: getting enough
rest. Early on, Sallie says, she had a real
problem with that. “The moment | felt
OK, | exhausted myself doing a million
things. So then | would relapse. | had to
pace myself. The fatigue lupus patients
feel is a deep, interior exhaustion that
is hard to describe. Now, the moment |
feel it coming on, | just stop.”

Lupus patients also are advised to eat
nutritiously, exercise regularly, drink
moderately and not smoke. As Vicki
Croke, 32, of Cambridge, Massachu-
setts, puts it: “I do the things everyone
should do, except that I'm stricter.””

Adapting to Lupus

The changes lupus makes in most peo-
ple's lives go beyond health ones. Some-
times there are work problems. Employ-
ers aren't always sympathetic about an
iliness that comes and goes. Someone

see my kids grow up. So | took a hard look
at my life, and we made changes.” The
Sperlings moved to Tucson from Con-
necticut. They took the children to Eu-
rope. Sallie dropped all notions of being
a superwoman. Out went old friends who
wanted to talk about ‘me, me, me’; in
came new ones who give as well as take.

“It's a paradox, but it has been very
rewarding,” she says. “‘I've learned

things that would have taken me years
and years to figure out if I'd been
healthy. For now, lupus seems to have
receded into the shadows. But if | get it

again, | think | will cope better.” @
Dr. Jan Yager, Ph.D., is a sociologist and
author of 11 books, including Business
Protocol: How to Survive and Succeed in
Business (Wiley, 1991).
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