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WHY AM T ALWAYS

TT1RED?

if you ask yourself that question, you might have Chronic Fatigue Syndrome,
a devastating fliness whose very existence remdins a mystery.

BY HEATHER MILLAR ®™ JLLUSTRATION BY JOE SORREN

hronic Fatigue Syndrome is a tefrible name.
It doesn’t accurately describe the serioug

symptoms of the affliction. A few caze gtud-

ies prove the point
W Staphen, a 41-year-old molecular biologist living
in Los Angeles, comracted the flu 19 years ago

and never really got better As the years passed, -
he discovered that mwost of the food he ate made

him sick. He stépped eating dairy produets, wheat,
chicken, vegetables, nuts, and beans (though he now
tries to eat sonie of thege in retation to have a more
manageable diet and takes allergy trearmentsd. If he
goes for 5 short hike, he faels spent for days. To get
through the workday at his scientific research job,
he sometimes sleaps inhis car at lunchtime. He faels
Tucky to be able to work. L

m jeeney Captain, 50, of Staten Island, New York,
sleeps 12 hours & day, but when she wakes up she

foels like she's been up all night. Her muscles ache
and burn, though she hasn't been able to exercise in
alimost 3 derade. She hag irritakle bowels and biad-
der. 3he pets migraine headaches. Ofren, her vision.
blurg, Het illness so debilitates her that she's lost
her business, her home, her independent tife in Fort
Lauderdale. She now lives with her parents.

= Mary, a ratired schoolteacher in Virginia, was
diagnosed with the illness in the mid-1980s. She
had to give up pursuing a master's degree in com-
puter science because she waz nnabls to retain the -
information. Now &o, she faels washed out and ill
maost of the time. She and her husband gave up
their season tickets to the theater snd stopped
entertaining. She dropped cut of the neighbor-
hood garden club. Even the local sewing club has
gotten to be too much for her. “I’s been a series of
105535,"‘ she says.
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B Amy Mclaughlin, a 15-year-old in
Andover, Massachusetts, earned her
high school diploma 1ast year, That was
1o mean feat. Amy has been ailing since
tifth grade. Shes so Eatipued most of

 the time that she spends 22 hours a day
in bed. Her eyes cant focus on books, so
tutors read to her Sometimes, even sit-
ting up in bed is almost impossible, so
Amy did her schoolwork at home, in Five-
inute ineraments. Thewgh collegeisnot
anoption right now, Amy hopes someday
to becoime a forensic psychologist.

Yhe cireumstances of these patients,
the way they got sick, the severity and
exact combination of their SYMpioms
vary widety, Yet all four have been diag-
nosed with CF3. And despite almost two

exertion, and not made betrer by rest
In eddition, patients must sufi
from st lenst four of eight other syn
toms such as sore thyoat, muscle ach
joint pain without swelling sr redne:
and headaches, I tests show that the
Symptoms cannot be explained by sy
stance abuse, severe obesity, the si
effacts of medication, depression .
psychotic disorder, or another diagn
sis to explain the chronic fatigne, the
a diagnosis of CES often follows. Almo,
everyone — doctors, patients, researc)
UrS — agree on one thing: The emph:
sis on fatigue leads some to asgur
that those with CFS are malingerer:
'Hence, CFS already has been change
to “Chronie Fatigue and Immuon

RESEARCHERS RECENTLY SUGGESTED THAT
HELP. HOWEVER, SOME PATIENT GROUPS HAVE CRITICIZED THIS APPROACH.
“IT'S RIDICULOUS,” SAYS Jii.L MCLAUGHLIN, OF THE CFIDS FOUNDATION, “ASKING
SOMEONE WHO CAN BARELY WALK TO EXERCISE IS LIKE TORTURING THEM."

“GRADED EXERCISE THERAPY" MIGHT

|

decades of research, scientists have yet
to pinpoint a cause for it. While the
Centers for Disease Control in Atlanta
has launched an amibitious study seek.
ing to define a genetic profile for CFs,
there is =il no laboratory test to diag-
nose the illness, . ]

“Is chronic fatigus one thing?
‘Nobody has areally good answer to that
says Stephen, the L.A. biologist. “I have
2 hard time myself really defining i,
grabbing on te some boundaries. Are we
in the same boat or not? It's hard o say”

Those who suffer fram GF§ have long
struggled to be taken seriously. When
it was First described, many dizmissed
the illness as the “vuppie flu.” Early €bC
suxveys seermed to show that the sya-
drome was relatively rare and that the -
majority of sufferers were white women

in upperincome brackets. But the CDC
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how estimates that as many as 500,000
Americans have a CFS-like condition. A
recent DePaul Unjversity survey puts
that number as high as 805,000 and
concludes that the majority of those are
low-income minorities.

“It’s not the yuppie flug it's just the
oppasite,” s2ys Di. Leonard A. Jasom, the
professor of psychology who directed
the DePaul study. “It’s much more com-
mon than we thought, It affects many
more minorities, and the majerity, as
many as 9o percent, have not been diag.

. nosed.” Jason estimates that 420 people

in every 100,000 have CFs.

WHAT IS CF5?

For now, CES ix mostly identified by
what it isn't. CDC guidelines describe
1t z¢ unexplained or relapsing fatighe
that is not lifelong, not the result of
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Dysfunction Syndrome™or CFIDS by the
two largest patient advoeacy organiza.
tions: The CFIDS Association of America
and The National CFIDS Foundation, - -

"To the uninitiated, chronic farjgue
Isyndrome] is that you're tired and
Yyou're trying to make a big deal about
it,” explains Jilt McLaug hlin, execu-
tive director of The National CFIDS
Foundation, “The name undermipes any
understandingordescrip ion of the dis-

© ease. You can't rajze money. Peaple don't

wani to give money to tired people.”
McLaughlin’ group has collacted
6,000 signatures on a petition to change
the iame o “Myalgic Encephalomyelitis”
A disorder recognized internation-
aily. With ME, first described in 1934,
patients experience muscle weakness
and prolonged recovery time.
“Idon'tthink the public understands
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the severity,” says Kim Kenney, presi-
dent ard CEQ of The CFIDS Asseciation
of Avacrica. “Some people with CFIDS
are homebound, bed-bound, completely
disabled, completely unable to have any
sort of normal function.”

A lot of peopls struggle with the
syndrome, and that number seems to
be increasing, It has hebbied celch-
rities such as Lauren Hillenbrand,
who took four years to write her best-
selling book, Seabiscuif, about the
19308 champion racehorse, and Keith
Jarrett, a world-renowned jazz pianist.
Michella Akers, the star of the U.S.
Women's Soccer Team, finally had to
quit the gport because of CFS. Speed
skater Amy Peterson, & five-rime
Olympian, struggles with CFS. And
despite growing public and sclentific
arrention, tracing the syndrome back

to its source has proved difficult.

More than 1,000 academic papers
on the syndrome have been published,
and there’s now a journal dedicated
to its research: The Jourmal of Chronic
Fatigue Syndrome Yet few answers
have emerged. Studies have linked CFS
to gll sorts of causes: viruses, brain
abnormalities, low Dlood pressure,
heart gbniormalities, and an 'iinl_;alance
of hormones produced by the pifuitary,
hypothalarnus, and adrenal glands. Yet
each time one study sugpests a cause,
anocther survey refwtes it or sheds doubt.
on the new theory,

“If's an
explaing Dr. Nancy Klimas, a profes-
sor of medicine at the Universfty of
Miami who directs a center devated to
researching CFS. “So whatever study
you do, you'tl find that not everybody
has this. You have these overlapping
circles that have absolutely heen the
source of all our confusion as far as
conflicting studies”

While all the scientific details have
Vet to be pinned down, the working
theory now iz that multiple triggers

umbrella  definition”
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CHRONIC FATIGUE

DO YOU HAVE CFS?

rnake sense to be avaluated for CFS:

= Do you experience severe fatigue that doest
seem to be relatad to a busy schedule, lack of
sleep, physical exertion, or liness?

m Have you had this fatigue, or vecurring episodes
of fatigue, for more than six months?

" B Does the fatigus seversly affect what you
can accomplfsh?

1f you've been il} for move than six months,
" have you also suffered from at least four of the
foflowing symptoms? .

m 1055 of short=ferm memory of concentration
W Sgre throat

% Tender iymph noges

w Muscle pain

w Multi-jeint paln, without redness or swelling
& Headaches of a new fype, pattern, or severily

® Insaimnla, of sleap that doesn't refrash you

he (D estimates that s many as 85 percent of those wha have CFS haven't been disgnosed.
Researchers fed by Dr. Leonard .Jason at DePaud University in Chicago put the number at 90 perceri,
CFS symptoms have some overlapping symptoms with those of other diseases, such as fibromyalgla, Gulf
War lilngsses, and muitiphe chemical sensitivity. Lupus, hypothyroldism, and Lyme disease can also cause
pratlems simitar to CFS symptoms, Stll if you answer “yes” to most of the following questions, it might

m Feel exhausted for more than 2 day after exertion

may cause the immune sysiem to go
on “hyper activation,” which causes it
to overreact to problems. Some think
this hyperactive state may even be
connected to infections that went into
dormancy but have reactivated. This
constant immune response in geneti-
tally or environmentally susceptible
individuals may help cause the fatigue.
Tt may aiso create acascade of reactions
in other body systems, leading to the
horzible grab bag of symptoms linked
‘to CFS: dizziness, chemical sensitivi-
ties, memory problems, nausea, insom-
nia, rashes, headaches, muacle aches,

joint sensitivity, sore throat, irritable
bowels, weaknesg, and constant pain,
or “fibromyalgia”

“The thinking is that something
comet along and whacks us, and for
sOme I8AZOM our immune system
daesn't get back on the right {rack,"
says Mzry, the Tetired schoolteacher
who i¢ also on the steering commit-
tee for the Chronic Fatigue Syndrome
Association of Arizona.

That immmune response, the theory
goes, creates all sorts of other prob-
lems. Tor instance, “You can't keep the
immune system pressed ‘on’ without




! affecting the nervous system and the
. endoerine system,” explains Dr. Klimas.
Seientists also have begun to
- divide CFS sufferers into subgroups
- such as those with primarily neurolog-
ical symptoms, those having mastly

: immune symptoms, or thoze p]agued‘

chiefly by muscle problems The hope

' is that doing studies of people with

' similar clusters of afflictions will be
more effective than the research per
formed so far, which mostly tumps all
CFS patients together,

| THE TREATMENT DILEMMA

., There may not be a chemical marker for
: all kinds of CFS, but there could be one
that chiefly affects the immune system
and another that affects the cemral ney-

; vous system or the endocrine system,

| scientists believe. “It's a mixed popula-

w tion of peeple,” says MeLaughlin, of the

CF¥IDS Foundation. “You're not going to

single entity”

The few cliniea! trials of drugs like
the anti-inflammatory prednisone or
the antiviral g_a-mzﬁa globulin, have 5o
far failed to show much use in treating
CFS. Several more are now in progress,
such as an open-label trial of thalide-
Talde for fibromyalgia. Other trials aim
at modulating the immune system,
including Isoprinesine, which is nsed
totreat herpes viruses in Eurape,

¥ields new treatments or zheds more
Hght on the cause, or causes, of CFS,
doctors will continue t¢ treat the
dizease mostly by trying to ease its
symptoms. These treatments usually
involve geveral medical specialtier and
are genred to the needs of each individ-
ual. For instance, a patient with a lot of

7A RESOURCE GUIDE

The CFIDS Assoclation of Amarica, PO, Box
220358, Charlotte, North Caroling 28222-02398;
(704) 3652343, hﬂr!hﬂtm

The Ratlosal CFIDS Foundation, i03 Aletha
Road, Needham, Massachuseits 02492 (761}
439-9535, hitp/ ferwwncl-net.org

U5, Centers for Disease Control, Nalional Center
~ for Infectious Diseases; Chranic Fatigue Syndrome,
http:/fevow.cde.gowncidod diseases/cls/

gastyointestinal problerns and rashes
might see a dlet specialist and a derma-
tologist, while a patient with dizziness
might seek out a nearologist.

“You have to use lots of techniques,
[such as sleep therapy and pain relief]
not just one” explaing Dr. Veeraindar

Goli, assistant clinical professor of
psychiatry and anesthesiology at Duke
University School of Medicine, who spe-
cializes in treating CFS. “And the treat-
i ment has to be tajlored to rach patient.”
| Someone whose main problems are
. pain and sleeplessness, say, might get

find a single cause because it's nor &

Until this new round of research

prescriptions for pain relievers ang
sleep aids such as Ambien or Remeron,
A depressed patient might take low

doses of antidepressants such as Paxil .-

or Zoloft, and so on.

Though it's unclear wiy, many CFS
patients are hypersensitive to almost
all medjcations, o the dosages may be
smaller than usual Physicians often
recommend supplemental or “slterna.
tive” therapies to help people daal with
their illness. Meditation and biofeed-
back may help some patients cope with
the stress and anxiety of living with
CFS. Others may benefit from “cogni-
tive behavioral therapy™ that aims to

-help patients gontrol and cope with
their reaction to their symptoms.

Researchers recently suggested
that “graded exercise therapy” might
help some sefferevs. Under supervi-
sion, peaple with CFS are enconraged

to jincrease their activity level. The -

idea is to increase stamina. However,
Some patient groups have criticized
this approach, "it's ridiculons,” says
McLaughlin, of the CPIDS Foundation.
"Asking someone who can barely walk
to exercise is like torturing them.”
There are till more questions than

answers. But CFS researchers say
their understanding of the dizeage is -

better now than it used to be. Though
the trigger remains elusive, doctors
now understand much better how the
immune systam responds in thoze with

CFS. Doctors hold out hope for gene

research like the diagnostic study now
being dene by the CDC. The hope iz that
analyzing tens of thowsands of genes.
will yield a distinctive pattern shared
by CFS patients. “with genomies,”
explains Dr. Goli of Duke University,
“we may be able to find not only the
markers for this disease, but the genes
that cause it” @
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