Chronic Fatigue
Syndrome

Is the cause physical or psychological?

hronic fatigue syndrome is almost as mysteri-
ous today as when cases of “yuppie flu” first

surfaced in the 1980s. No infectious agent has

been found to cause the illness, which is de-
fined as six months of fatigue and at least four flulike symp-
toms. Some researchers argue that the disease is psychologi-
cally induced — perhaps even a form of “maés hysteria.”
Others are convinced it has a physical cause, The federal
government is funding investigations into possible distur-
bances m the immune system and the brain. Surprisingly,
nex;v studies suggest minorities and blue-collar workers — not
yuppies — are most likely to suffer the symptoms. The illness

probably will turn out to be a complex interplay of biological,

psychological and social forces, many experts agree.
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Chronic Fatigue Syndrome

ISSUES

onica Meyer re-

mempers the be-

ginning of her
chronic illness as a time of
overwhelming stress. She had
just been through a nasty di-
vorce and was raising two
children while working full
time as a sysiems analyst.
She landed in the hospital
with a serious bladder in-
fection. As she tells it, she
never got well again.

Meyer returned to her job
in Marin County, Calif,, but
felt so weak afier an hour
that she could not stand up.
Her coworkers had to carry
her out of the office. During
4 lengthy convalescence, her
mother had to hand feed her.

Before her illness, Mevyer,
53, was vivacious and energetic. But
for the past 10 years she has been un-
able to work because of recurrent
episodes of profound fatigue. A half-
hour phone conversation can leave her
so tired she has trouble completing sen-
tenices. In her most exhausted states,
she says, she feels “retarded,” unable
to read or comprehend a newspaper.

Meyer's chronic tiredness and-cog-
nitive problems, and her occasional joint
pain, were diagnosed as chronic fa-
tigue syndrome (CFS), a mysterious,
lingering iliness with no known organic
cause, bur plenty of controversy with-
in the medical profession. Many suf-
ferers say their illness started with the
flu or an infection. In others, the symp-
toms developed gradually, without a
clear illness triggering it.

According to the Centers for Dis-
ease Control and Prevention (CDC), a
CFS diagnosis requires a patient to have
severe, chronic fatigue for six months
or longer and at least four of the fol-
lowing symptoms: substantial impair-
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Monica Meyer’s chronic tiredness, cognitive problems
and joint pain bave been diagnosed as chronic fatigue
syndrome. The condition forced ber to stop working as a

systems analyst 10 years ago.

ment in short-term memory or con-
centration; sore throat; tender lymph
nodes; muscle pain; multijoint pain;
headaches; sleep which is not refresh-
ing; and feeling extremely tired or out
of sorts for at least a day or two after
exertion. As many as 800,000 Ameri-
cans have the condition, according to
a recent DePaul University study. !

Federally funded researchers have
been investigating possible organic
causes since the 1980s, ranging from
viruses and other infectious agents to
abnormalities in the immune system
and the brain. So far, they have faited
to find a definitive answer.

Skeptics in the medical commurity
suggest the condition is largely psy-
chelogical. In her 1997 book Hystories:
Hysterical Epidemics and Modern Cul-
fure, Princeton University humanities
Professor Flaine Showalter suggested
that CFS is a classic psychogenic epi-
demic, in which people unconscicus-
ty develop symptoms they learn about
through the media or other patients.

BY SARAH GIAZER

She describes CFS 25 a mod-
ern version of 19th‘century
hysteria, which “mimics cul-
turally permissible expressions
of distress,” 3
Meyer admits that she was
“burning the candle at both
ends” with activity and stress,
and that the bladder infection
“opushed my body over the
edge. I believe there’s an in-
visible tine, and once you cross
it, you never bounce back”
Today, Meyer carefully con-
serves her energy, depends
on friends for grocery shop-
ping and builds long pericds
of rest into her tightly restricted
schedule. Like many CFS suf-
ferers, she goes through cy-
cles of feeling good, in which
she exerts herself through ex-
ercise or sociability, and then
crashes with exbaustion. These
days she keeps track of her
energy level moment to moment, mak-
ing sure to rest when anything tires her.
There is no known cure for CFS,
so most doctors treat the symptoms,
using a varety of approaches, includ-
ing pairkillers, sleep aids, blood pres-
sure medications, anti-depressants and
stimulants. However, in a CDC study
in which recovery was defined by the
individual patient, about half reported
“recovery,” and most of them said they
had recovered within the first five
years after the onset of the illness. 4
Meyer has “tried everything” from
New Age treatments like acupressure
and homeopathy to mainstream treat-
ments like ant-depressant drugs — all
with little success. “The solution for me
is just self-monitoring,” she says, T thirk
the body just needs time to heal iiself.”
Robert Ferrari, 2 Canadian doctor
in Edmonton, Alberta, specializing in
theumatology, says Meyer is typical
of many patients he sees — perfec-
tionists who led overly full lives. Fer-
rari believes CFS provides a socially
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acceptable means for overstressed peo-
ple to drop out and restructure their
Yves, although they have no con-
scious desire to do so.

“Super-moms especially have a lot
of stress. 'They dom’i listen to the clues
that tell us when we should back off,”
Ferrari says. “Typical CFS patients tend
to be super individuals. They can't just
go to their boss and say, Tve taken
on a big project and now 1 want o
drop it.” They cannot say to themselves
efther, ‘Suddenly I can’t handle it.” ”

As for the widely reported cogni-
tive problems, he poirts to studies find-
ing that individuals subjected to psy-
chological stress have a harder time
completing cognitive tasks. As for the
pain, he notes that people who keep
a daily pain diary tend to magnify symp-
toms they might otherwise ignore.

Anthony L. Komarcff, a professor
of medicine at Harvard Medical School,
says his personal experience with
hundreds of CES patients has con-
vinced him that the disease does have
a physical basis. However, Komaroff
admits, there is no “perfect test” that
shows any single abnormality unique
to all CFS patients that distinguishes
them from healthy people — or from
patients with other diseases.

In the mid-1980s, Komaroff went
to the Lake Tahoe resort town of In-
cline Village, Nev., to examine the first
modern reported rash of patients com-
plaining of chronic fatigue symptoms
in the United States. “Many had phys-
ical things wrong that no amount of
sugeestibility could cause,” he says, in-
cluding abnormal lab tests, difficulties
with muscle strength and coordination
and loss of intellectual ability. Partic-
ularly memorabie, he says, were pa-
tients who had graduated near the top
of their class the year before sudden-
ly having below-average 1Qs.

David S. Bell, a pediatrician in rural
Lyndonville, N.Y., had a similar ex-
petience in 1985, when he treated
more than 200 adults and children for
CFS. 3 “ knew many of the patients
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CFS in the U.S..

CFS is.most COmmon among
women, Latinds, people in their
405 and skilled workers, based
‘on a ranidom sample of 18,000
* Chicago adults. Nationwide,

' 800,000 people suffer from CFS,
vesearcher Leonard Jason of = -
DePaul Urniversity estimates.

u Prevalance rates of CFS
(per 100,000 people)
e

White .

- African-American 337
|atino o 726
Other

491

315

18-29

30-39 412
40-49 805
50-59 413

Qver 60 354

Prof 325
Unskilied/semiskilled 486
701

Skilled workers :

Source: Leonard A. Jason, et al., "4
community-based study of chronic
fatigue syndrome,” Archives of
Interrral Medicine, 7999

before they got sick, and I do not feel
they had mass hysteria or that this
was a psychiatric illness,” insists Bell,
author of The Docior’s Guide to Chron-
ic Fatigue Syndrome. “I believe it is
a physical illness.”

The conviction that there is a phys-
jological explanation for CFS is shared
by the CDC official investigating the

condition. Dr. William C. Reeves says
CFS patients are not “whiners looking
for excuses. These are people who
had very successful lives, and those
Lves are ruined”

The disease can frustrate doctors, he
says, because physicians “don’t have a

physical sign they can get into the billing-

system” or a drug that can fix it

The CDC is financing research into
possible immune system or brain dys-
function as a potential cause of CFS.
“At its root, there’s something wrong.
We just haven't found it,” Reeves says.

As sclentisis continue to search for
a cause, here are some of the issues
being debated:

Is CFS a physical disease?

When CFES first came to public at-
tention in the early 1980s, some re-
searchers and doctors blamed the Ep-
stein-Barr virus, the bug that causes
infectious mononucleosis. The theory
derived partly from the niysterious chron-
jc fatigue outbreak in Incline Village,
where two local doctors found that 75
percent of their patients had increased
Epstein-Barr antibody levels. ¢ Howev-
er, the hypothesis was discarded after
it was discovered that many healihy
people also have such antbodies.
About 95 percent of all adults over age
25 have been imfected with Epstein-
Barr, but many have no symptoms. /

Since then, other hypotheses have
cropped up, but researchers have yet
to find a single cause or group of
causes that would distinguish CFS
from any other disease or explain CFS
in all patients.

The most ardent skeptics say CI'S
is just the modern manifestation of such
Victorian maladies as “nervous ex-
haustion,” a set of socially acceptable
symptoms victims learn about through
the press, their doctors and other pa-
tients. According to some theorists, these
patients manifest symptoms of tired-
ness and aches because they cannot
admit they have psychological prob-
lems or are overwhelmed by stress.
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Almost every cause blamed for CFS
either is so common that it occurs in
as many people with the syndrome
as without, or the abnormalities are
the result — not the cause - of the
syndrome, says George E. Ehrdich, an
adjunct professor of medicine at the
University of Pennsylvania and chair-
man of the Expert Advisory Panel on
Chronic Degenerative Diseases at the
World Health Organization.

Studies have found that anywhere
from 3570 percent of patients with

CFS also suffer from another mysteri- -

ous disease, fibromyalgia. & Tt is de-
fined by three months of widespread
musculoskeletal pain and tenderness
at 11 of 18 specific points on the body.
Many doctors on both sides of the de-
bate view CFS and fibromyalgia as vir-
tually the same iliness.

‘I see both of these as iatrogenic
diseases — caused by doctors,”
Ehulich says. “Usually the symptoms
cannot be verified by examination. On
the whole, these are signs of social
maladjustment — not diseases.”

There's a tendency for the diag-
noses to vary according to what kind
of specialist sees the patients, skep-
tics point out. For example, rheuma-
tologists look for musculoskeletal
pain; gastroenterologists look for
gastrointestinal problems. Depend-
ing on the study, 58 percent to 92
percent of patients with CFS also
have irritable bowel syndrome —
characterized by pain, constipation
or diarrhes.

Harvard’s Komaroff was an early
champion of CFS as a disease with a
physical basis, While he acknowl-
edges researchers have yet to find a
diagnostic test that can single out a
CFS patient from healthy individuals,
he says most studies find intriguing
differences in many CFS sufferers.

“There are clear, statistically signifi-
cant differences reflected in [CFS pa-
tients’] central nervous and immune sys-
tems . . . that are different [from healthy
peoplel in the vast majority of scien-
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Pain and Memory Pro_blems Are Common

- In adition to suffering from at least six months of fatigue, most CFS

patients also reported such. classic symptoms as muscle and joint
pain and impaired memory, according to Professor Jason’s Chicago
survey. Most of the sufferers had never been diagnosed with CFS,
and most were receiving no treatment. '

- Symptoms reported by CFS sufferers

Source: Leonard A, Jason, et al., “A community-based study of chronic fatigue
syndrome,” Archives of Internal Medicine, 1999

tific papers,” he says. Unusual neuro-
logical patterns have been detected in
high-tech magnetic resonance imaging
(MRD) pictures of the braing of some
CFS sufferers, he notes. Many also have
unusually low blood pressure,

Since many CFS patients first con-
tracted a flulike illness, some experts
believe CF3 is caused by an abnor-
mality in the way the immune system
responds to infection. For instance, the
immune systern may behave as if it
must continue to fight an infection that
is no longer there, causing the fatigue
normally present when a person is
fighting a virus. Or, the immune sys-
tem activation might be sending dis-
torted messages to brain cells — lead-
ing to fatigue, cognitive dysfunction
and other symptoms of CFS. ?

However, no single biological ab-
normality has cropped up in all CFS
patients. In fact, symptoms can vary
widely from patient to patient, mak-
ing CFS appear to be several differ-
ent diseases. Pediatrician Bell lists over
40 common symptoms. 1°

“Pinding syndromes with overlap-
ping symptoms and lab test abnormal-
ittes could reflect different expressions
of the same underlying abnormality,”
Komaroff says.

Skeptics like Nortin M. Hadler, a pro-
fessor of medicine and microbiology/im-
munclogy at the University of Nogth
Carolina, say they're not persuaded by
any of the studies, because so-called
abnormalities may simply reflect minor
differences among healthy individuals
rather than markers of biological sick-
ness. “We're talking about merabolic
variations that are slightly different, and
some of them are things you'll have
when you feel joy, some when you
feel awful,” Hadler scoffs. He dismiss-
es repotts that CFS patients show un-
usual pattems in their brain scans or
their neurcendocrine or immune sys-
tems. Such patierns are “either very
hard to reproduce” in subsequent stud-
ies, he says, or are more lkely “a re-
flection of feeling {ll” than a cause.

In the absence of convincing bio-
logical evidence, Hadler says, he con-
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cludes that CFS patients are “psy-
chosodcially challenged.” Others sug-
gest that depression is a major factor
among CFS patients.
" However, after polling 18,000 Chica-
go residents, Leonard A. Jason, a pro-
fessor of psychology and director of
the Center for Community Research at
DePaul University, disagrees. “The ma-
jority of people in our samples fwho
had CFS! did not have psychiatric dis-
orders before getiing CFS,” he repotts.
Jason is among a growing body of

experts who think CFS is likely to Be

explained by an interplay of biologi-

i cal, psychological and social factors. “It

|
|
I
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|
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could well be that having post-trau-
matic stress disorder or depression could
bring about biclogical changes in the

| body so a person could be more vul-
| nerable to having CFS or a variety of
| things,” Jason says. “So, cleatly, psy-

chelogical disorders could be one more
risk factor.” But he doubts depression
or any other psychiatric problem alone
causes the phenomenon. !

Benjamin Natelson, a professor of
neuroscience at New Jersey Medical
School, estimates that 3040 percent of
people with CFS have co-existing psy-
chiatric problems. But, he adds, when
he treats his patients’ psychiatric prob-
lems with anti-depressants, for example,
they feel better, but most continue to
have physical. sympioms linked to/CFS.

Natelson is currenily researching two
hypotheses about the cause of CFS: that
some patients may have “a [mild] smol-
dering brain disease,” or are in the early
stages of heart disease. “When you ask
early heart failure patients, what's their
major problem, if's fatigue,” he notes.

Anthony S. Russell, who heads the
Rheurnatic Disease Unit at the Univer-
sity of Alberta, Canada, doubts that CFS
or fibromyalgia are otganically based.
When he asks both types of patients
to rate their pain on a scale of 1
10, they almost invarably rate it as a
“1(0” — extreme pain, he says. But the
fibromyalgia patients with CFS don't act
as if they're in. excruciating pain. “These
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patients are smiling, chatting, holding
normal conversation,” he says.

Russell believes thai such patients
simply represent a portion of the gen-
eral population that has always suf-
fered aches and pains especially keen-
ly, without necessarily giving it a name.
He points to British surveys showing
that about 5 percent of the general
population clim to suffer from chron-
ic pain. 12 “But most never see a doc-
tor because they deal with it,” he says.

Skeptics often describe this exag-
gerated response to pain or fatigue as
“symptom  amplification” or “somati-
cizing” — essentially, a psychosomat-
ic response that makes a patient feel
pain or fatigue that is unwarranted by
their physical condition.

However, two University of Wash-
ington researchers think CFS and fi-
bromyalgia patents may have a phys-
iological characteristic that makes them
feel pain and fatigue more keenly than
most people. After surveying the re-
search on conditions in which fatigue
or pain appear out of proportion {0
patients’ physical exams, they conchuded,
“The most frequent and consistent ob-
jective finding in unexplained clinical
conditions has been a decrease in pain
threshold and tolerance.” 12

Lead author Leslie A. Aaron cites a
variety of siudies that may provide a
biological clue to these patienis’ in-
creased pain sensitivity, “Since 1990,
there’s been an impressive accumuia-
tion of data in basic science labs show-
ing that individuals with fibromyalgia
have increased substances known to
carry pain signals to the brain,” she
says. In addition, some studies using
EEG tests find that people with fi-
bromyalgia respond to tactile and vi-
sual stimuli more acutely than healthy
people. Still other studies find that
these patients tend to have low blood
flow to portions of the brain known
to modulate pain transmission.

“This evidence strongly suggests that
something is going on at the physical
level,” says Aaron, who thinks it's most

likely that physical and psychological
phenomena interact in these patients
to produce CFS symptoms.

Is coguitive bebavioral therapy
(CBT) the best treaiment for CFS?

According to 2 controversial recent
British government report, the two most
successful CFS treatments are CBT —
a form of psychotherapy — and grad-
uated exercise.

Psychologists use CBT to change a
paitent’s mistaken beliefs, such as the
conviction that exercise will make him
sicker. Then the therapist helps a pa-
tient establish a sleep-and-activity rou-
tine and set goals for gefting betier.
Graduated exercise aims to gradually
increase a patient’s aerobic activity, such
as walking or swimming, on the grounds
that inactivity makes patients physical-
ly and psychologically worse. 4

Poth conclusions generated contro-
versy, especially from patients. First,
some objected to CBT because it is
used by psychologists, and thus implies
the disease is “all in the mind.” ¥

However, proponents claim it has
successfully helped patients with other
well-accepted diseases — like cancer
and arthritis — return to normal, ac-
tive lLves. In addition, it doesn't re-
quire that the therapist question the
biological basis of the sickness, they
point out.

Pediatrician Bell says he uses CBT
with his patients, but doesn’t call it that.
‘T say, T know youre sick: T do think
you should get out of the house and
go shopping for an hour every day,” ”
he explains. “A lot of patients will say,
TF I do any activity, I will get worse.’
The implication is the disease will get
worse. What Pm trying to change is the
last concept. Your symptoms may be
worse for the next couple of days, but
the disease does not get worse.”

“Psychologically informed treatments
are certainly the most effective man-
agement sirategies to date,” says Simon
Wessely, a psychiatric epidemiologist

and head of general hospital psychia-




I Was Emomonally Devastatmg

disease of depressed housewives or employees locking for

S. ome skeptu:s view chromc fatigue syndrome (CFS) as a
an excuse to.get out of work, But several current and for-

- mex ‘members ‘of a Califarnia CFS support group stuggest a d]f~ .
ferer pattern: ambitious professmnals who strove valiandy to

: keep workmg desplte feeling debilitated by a mysterious-ailment.
CAftér Tulie Woodside, a2 former account executive; - caught
~what felt like the flu, she continued dragging intw work for

. several years, -often working only part of the week and then -

spending the next three days in bed. “F spent a lot of time

' managing my fatigue. instead of my work and covermg up for .

my .errors,” she says, recalling that cognitive difficulties led her
o ‘make numerical mistakes in hand]mg ber clients’ money.
" “Chris” tred to keep his job as an informarion fechnology

specmhst for two years after getting a persistént flu, even though

the number of days he made it to the office each week dwin-
dled. “It was very rewardlng work ! he says. “ djdﬂt want o
- give that up.”’
© Steven D. Patterson 45 managed to ﬁmsh law school while
suffering from symptoms including severe cramps, constipation,

- night sweats, flulike fatigue, food allergies and ringing in his

. ears. He wanted to keep his demanding job handling federal

_.dlsaster assistance but was laid off, he beheves because his

. employer thought he was malingering.

- Perhaps a sign of their desperation to find a cire and get
their lives back on track: is the willingness of many CFS patients
to try treatments ranging from the occult to the alternative.

'-__therapy
“energy” forces — after she heard of a woman there who could
“wotle miracles. The woman waved her hands around, daiming

Woods1de spent her savings to travel to I_ondon for “polarity
-— which claims to-heal pecple by manipulating their

to mmarshal healing forces, but Woodside didn't feel a thing.
“It was emotlonaﬂy devastating when it didn’t cure me,” she

“recalls. She. has also tred acupuncture, Lerbs, homeopathy, vi-
tamins, ‘anti-depressants, sleeping pills, diet changes, mineral

reatments, anti-viral medications.and antibiotics. Nothing worked.
All CFS suffers say the syndrome has taken a devastating toll

an their lives. Woodside stopped working in 1991 and has re-
_signed hersell to being “productive” only about two hours a

day. Both “Chris” and Patterson say their girlfriends hroke up

‘with them because of the ‘illness. Patterson moved to Florida
ast year to be close to a doctor he thinks can help him with -
* his gastrointestinal and cognitive problems. Meanwhile, his mem-

ory and reading cormprehension are so unreliable he has given
up’ practicing law unless he has an associate to fall back on.
‘For some patients, the most painful aspect is encountering

_doctors who don't take the disease seriously and treat their prob-

lems as psychologically induced rather than biclogical, “We hear
hearthreaking stories of people struggling to find someone who
will listen to them,” says Woodside, president of the California
Capital CFIDS Associan‘on, a patients’ group in Sacramento.

Now that's changing. “More often, now, people will get the
diagnosis, but the doctors don't know what to do for them,”
Wooclmde says.

try at London’s Institute of Psychiatry.
His studies of CBT have found posi-
tive results for chronic fatigue patients
in their functioning and fatigue. “How-
ever, that also does not prove this is
a psychological disorder,” he adds. 1
But DePaul’s Jason points out that
CBT is not a cure for CFS. Although
in clinical trials it helps about 70 per-
cent of patients feel better, it has ot
produced total recovery. 17
While acknowledging that CBT helps
some patients cope with their iliness,
K Kimberly Kenney, president and
CEO of the Chronic Fatigue and Im-
mune Dysfunction Syndrome Associa-
tion of America (CFIDS), says, “Be-
havioral therapies are no more a cure
for CFS than they are for cancer” 18
" Patient groups have developed hos-
\ tility toward CBT because some of the
earliest British researchers tried to con-
vince patients that their illness had no

"
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organic cause znd made no secret o
their belief that patients had become
phobic about exercise, says Jason, who
is studying CBT for CFS patients in the
United States. Kenney notes that of the
44 studies rated for the British report,
CBT studies had the highest dropout
rate and did not include patients too
disabled to make it to the clinic.
Moreover, Jason and Kenney charge,
medical personnel who have heard
about CBT sometimes try to practice
it in a crude form without any train-
ing. “Here’s a patient who can bare-
ly walk for five minutes, and they're
being told to walk half an hour three
times a week,” Jason says. It just
makes the patient feel more “neglect-
ed and misunderstood,” he adds,
Some patient advocates fear that CBT

could be empioyed to make patients

over-exert themselves and get sicker.
Kenney warns that CBT “has the po-

tential to cause severe relapses, espe-
cially when not administered by skilled
professionals.” 17 Kenney says most
U.S. practitioners are not educated about
CFS, and managed-care companies often
won't pay for the number of CBT ses-
sions needed to be successful.

Meyer’s reaction to the British rec-
ommendation favoring CBT is typical
of other patients. “fThose] whe think
it's psychological have never been
there,” she says. CFS sufferers “would
do zanything” to get well. “I don't see
how CBT would fix it”

The British committee’s recommen-
dation on graduated exercise was equal-
ly contentious. Several patient repre-
sentatives resigned from the panel rather
than support urging more exercise. 2
Most patients say carefully monitoring
and limiting activities that exacerbate
symptoms, like exercise, is the only
way to avold entering a vicious cycle
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of overactivity and then crashing with
fatigue. For instance, Meyer says she
can work out on a ireadmill for up to
30 minutes, but any more will land
her in bed for four days,

Meyer's approach, known as “pac-
ing,” is based on the “envelope” or
“glass-ceiling” theory: that energy is fi-
nite and living within this envelope is
the best way to manage the ilness.

However, no research supports
pacing, and some clinicians say it per-
petuates the illness, the British report
noted. Even so, the panel supported
pacing as a third treatment alternative
because it is popular with patients —
a decision that prompted four panel
members to resign, claiming it played
down the psychological and social as-
pects of CFS, #

Some CFS experts in the U.S. also
condemned the pacing recommenda-
tion, including Stephen E. Straus, for-
mer chief of the clinical investigation
lab at the National Institute of Allergy
and Infectious Diseases and one of the
first National Institutes of Health (NIED
researchers reported to suggest 4 pos-
sible psychological basis for the dis-
ease. He said the British group’s con-
clusions “appear more shaped by
anecdote than by evidence” By en-
couraging patlents to avoid increased
activity, pacing “may condemn [CFS pa-
tients] to stay il longer,” he said. * g

BACKGROUND

Victorian Precursor

n his 1998 book, Chronic Fatigue
and its Syndromes, psychiatrist

|

Wessely argues that “neurasthenia” or
nervous exhaustion — a favorite upper-
class disease in Victorian England and
America — was the precursor of mod-
ern CFS, #
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Much like the modern syndrome,
the 19th-cenmury disease featured ex-
cessive fatigue; difficulties with think-
ing, speech and memory; and neuro-
muscular weakness. Doctors blamed
the condition on exhausted muscles
and nerves. The recommended cure
was iotal rest, and fashionable spas
were crowded with sufferers.

By the end of the century, how-
ever, the condition: fell cut of favor as
the disorder came w© be viewed as
psychological. The upper classes did

not want the stigma of having & psy-

chological disease, Wessely writes.
By 1906, the disease was being de-
scribed as a condition mainly of the
working classes. By the late 1920s,
medical journals were questioning the
organic nature of the condition, and
by 1960 neurasthenia was dropped as
an official psychiatric classification in
the United States and England
Neurasthenja “provided a haven for
those . . . who either insisted on its
solely organic basis or saw it as a
refuge for the mentally infirm,” writes
Wessely. Both arguments have resur-
faced in connection with modern CES,
he writes. In both the old and new
iliness, he argues, the issue of legiti-
macy — “namely what constituies an
acceptable disease” — is at stake.

The First Epidemic?

I n the United States, chronic fatigue
symptoms reappeared in 1984,
when patients started complaining of
extreme tiredness and flulike symp-
toms in Incline Village. Physicians Paul
Cheney and Dan Peterson asked the
CDC to investigate. A year later, a
similar outbreak occurred among Bell’'s
patients in Lyndonville.

However, the CDC’s report on the
Lake Tahoe outbreak, published on
May 30, 1986, questioned whether the
disease existed and suggested the two
doctors had misdiagnosed the condi-

tion. In her book Osler’s Web, jour-
nalist Hillary Johnson writes that CDC
investigator Jon Kaplan suggested the
doctors had colluded with their pa-
tients to identify as a single disease 2
syndrome that varied wildly in the
symptoms and length of tiredness. #
“CDC investigators . . . could not
document any more cases in Incline Vil-
lage than appear normally in the pop-
ulation,” says the CDC's Reeves. “There’s
no good evidence that anything urusual
was going on there” The practitioners
specialized in chronic fatigue and were
sought out by such patients, he noted,
which could explain the large number
of patients with similar symptoms.
Because of its similarity to mononu-
cleosis, the illness was dubbed “chron-
ic Epstein-Barr virus” (CEBV) or “chron-
ic mononuclecsis.” That name fell out
of favor after it became clear that most
healthy adults were exposed to Ep-
stein-Barr sometime during their lives.
In 1988, the CDC published its first
official definition of “chronic fatigue syn-
drome” in the Annals of hternal Med-
icine, That same year a patients’ orga-
nizaton known as the Charotte CEBY
Association began to meet. It later be-
came the CFIDS Association of Ameri-
ca, based on the hypothesis that a flawed
immune system causes the condition.
Media interest in the new syndrome
grew in the 1980s, and the Take Tahoe
practice was inundated with calls from
people around the country reporting
similar symptoms. The condition ac-
quired the label “yuppie flu,” because
of the many young urban profession-
als and Hollywood personalities who
were struck by the illness. The pre-
occupation with AIDS, and the search
for a causative virus in both diseases,
also contributed to media interest. %
In 1988 a television show, “The Gold-
en Gids,” featured episodes dramatiz-
ing a character's CFS diagnosis. That
same year the CFIDS Association was
flooded with more than 10,000 requests
for information, and a quarter of the
calls to the communications office of




the National Institute of Allergy and In-
fectious Diseases were about CFS, %7

CDC Restores Misspent Funds

In 1990, Congress authorized the NIT
to fund several CFS research centers
arour:d the country. In 1994, the CDC
loosened its 1988 definition of chronic
fatigue syndrome, In addition to at least
six morths of fatigue, patients now only
have to suffer from four symptoms —
not eight — o meet the diagnosis.

In 1996, journalist johnson — who

suffered from chronic fatigue — pub-

lished her bock portraying NIH and
CDC officials as hostile to the idea that
CFS was a medical disease. The hook
renewed the concerns of patient ad-
vocates that the govemment was not
aggressively investigating the condition.
Two years later, Reeves accused CDC
Administrator Brian Mahy of diverting
CFS research funds to other areas. In
1699, the CDC inspector general con-
firmed that between 1995 and 1998
some 57 percent of CFS funds were
actually spent on other programs. The
agency agreed to restore the misspent
funds over the next four years.
Reeves now says the CDC has re-
stored the $13 million and reinvigo-
rated the CFS program. The agency is
focusing on possible probiems in brain
or immune-system functioning. &

CURRENT
SITUATION

:':?New Prevalence Rates

N ew studies are finding that CFS
is actually more common in the
general population than once thought
and, surprisingly, most common among
ethnic minosities and blue-coilar work-
ers, rather than “yuppies.”

CQ on the Web: www.cqpress.com

1900s-1920s

Newurasthenia, or nervous ex-
baustion, falls out of faver

-among the upper classes when

doctors begin viewing it as a

 bsychological disease.

1906
Neurasthenia is described as a
disease of the working classes.

g AT Reportea crs
outbreaks attract media inter-
est and investigation by the
federal government. The mys-
terious syndrome is dubbed
“chronic Epstein-Barr virus.”

1984 :
About 200 cases ‘of CFS are re-
ported in Incline Village, Nev.

1985 _

Dozens of patients in Lyndonville,
NY, report severe flulike symp-
torms.

1986

Centers for Disease Control
{(CDC) finds no evidence of 2n
epidemic at Incline Village and
questions whether CFS exists.

1987

CFS is called “chronic Epstein-
Barr vinus” in the United States, -

based on preliminaty studies by

the National Institutes of Health
ANIH). But it soon becomes clear
most people are exposed ©
Epstein-Barr.

1988 _ o
The CDC coins the term “chronic
fatigue syndrome.”

19%0s

A %W Congress aii-
thomzes CFS researcb, but the
CDC resists. The syndrome is
Jound among Persian Gulf
War veterans.

1990

Congress orders NIH to estabhsh
CFS research centers.

1994
The CDC redefines CFS reducing

~from eight to four the number of

symptoms besides fatigue needed
for & diagnosis.

1997

A CDC study says Gulf War veter-
ans have higher rates of CFS than
their military -counterparts who
did not pasicipate in the war.

May 1999 _

The CDC's inspector general
finds that the agency diverted
funds Congress intended for
chronic fatigue research. Agency
agrees to restore funds.

Oct. 11, 1999 .
Chicago study finds CFS is most |
common among ethnic mmormes
and blue-collar workers.

48 e ’

W% g . %ﬁ&%‘g Coitroversy
contmues over whether CFS is
biologically, Dsychologically or
socially mduced.

Jan. 11, 2002

In a compromise between pa-
tients and medical skeptics, a
British government panel recom-

. mends both behavioral therapies
and a carefully limited lifestyle. It
is attacked by both sides.
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f In a 1999 study of more than 18,000
| Chicago aduits, DePaul’s Jason pro-
| jected that as many as 800,000 peo-
'k ple nationwide suffer from CFS — 422
out of every 100,000 Americans —
neatly twice the rate previously re-

/ poried by the CDC. # latinos and

gf blacks had the highest prevalence rates.

/
i

PSR

“The researchers speculate that the high-
er rates among Latinos and blacks may
result from generally poor health due
to stress, poor nutrition, inadequate
health care and more hazardous jobs.

The CDC's most recent population
study — conducted in Wichita, Kan.,
but as-yet unpublished — found an
even higher rate among Alrican-Amer-
icans, the highest prevalence of any

\hxracial ethnic group, Reeves says.

Reeves suggests that some of the dif-
ferences petween the Chicago and Wi-
chita studies may reflect the different
racial and ethnic makeup of the two
cities. A CDC study in San Francisco also
found that CF3-like disease was most
common among blacks and those with
household incomes under $40,000. %
" Jason speculates that the percep-
tion of CFS as a muainly white, pro-
fessional illness may have stemmed
from the focus of most previcus stud-
ies on patients refetred to private doc-
tors. Such surveys could have missed
mincrities and lower-income workers,
who rely more on public health clin-
ics or emergency rooms. By contrast,
the Chicago study used a random sam-
ple of adults. It found that more than
90 percent of adults who met the cri-
tetia for CFS had never been diag-
nosed, and most were recejving no
treaiment, according to Jason.

CFS is rarely diagnosed, he says, be-
cause its most salient symptom — fa-
tigue - is also a common sign of
many other disorders, notably depres-
sion. “Making the distinction between
CFS and depression is absolutely crit-
ical,” he says. “Yet lots of regular physi-
cians fwithout) psychiatric training can’t
differentiate anxety disorders and de-
pression from chronic fatigue syndrome.”
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How Psychological?
P hysicians who doubt that CF5 is
a genuine disease tend to view
data like Jason's as further evidence
that most people manage to cope with
tiredness and aches until twld they
have a specific disease. UNC's Hadler
is among those skeptics who believe
i's actually harmful to tell patients they
have a disease when there’s still no
medical evidence of what causes it.
But Jason contends that people
who are unaware that their suffering
has a name are not coping that weil.
Compared to healthy people, partici-
pants in the Chicago study who had
CFS symptoms were more likely to be
unemployed, receiving disability pay
or working pait time. Most met the
criteria for a psychiatric problem, the
study found, but about 20 percent had
never experienced a psychiatric il-
ness. Jason says his data suggest that

most CFS sufferers become depressed
as a result of their illness rather than
before. -
“Once these people get sick, theﬂ
can't work anymore,” he says. “You |
have the family questioning you, your /
social relationships start dropping offf
and then you have medical personnet
saying, ‘This is all in your mind, anci’l
you could easily reverse it if you want-
ed to. It's not hard to understand why
those people would get depressed.]

Like past researchers, both the-Tg-
cent CDC and Chicago investigators
found that CFS is more common among
women than men. Some CFS skeptics
argue that the gender difference pro-
vides additional evidence that CFS is
psychologically rooted, because U.S.
women often carry the doubie stress
of work and family. But other experts
think it may reflect the fact that
women are more likely to seek med-
ical care.

Moreover, several other diseases —
especially those involving the immune
system -— affect far more women than

|

Awho did not serve in the war, #

men, inclading lupus, multiple sclero-
sis and rheumatoid arthritis. “It's a
plausible hypothesis that hormonal
differences male immune-mediated dis-
eases more common in women than
men,” says Harvard’s Komaroff.

ulf War Illness
ceording to the CDC, there is

A no evidence that CFS is conta-
gious. > Since the so-called outbreak
in Nevada, the agency has investi-
gated reported outbreaks in other
states, but found no evidence of an
epidemic — with one exception.
The agency says the so-cailed Gulf
War Syndrome, suffered by soldiers
who served in the Persian Gulf War
in 1990-1991, was the first document-
ed cluster of CFS. A 1997 CDC-fund-
ed study found a significantly higher
rate of both medical and psychiatric
conditions among Gulf War veterans
than among their military courterparts

As of 1999, the Department of Vet-
erans Affairs found that a quarter of
those who served in the war were dis-
abled with service-related medical
conditions. Most who were severely
ifl also met the definition for CFS, ac-
cording to the CDC’s Reeves. To date,
no single substance has been identi-
fied as the cause of Gulf War illness,
which has symptoms such as multiple
chemical sensitivity and depression. %

A team of researchers led by Wes-
sely has suggested that the scldiers’
pre-war inoculations, combined with
the stress of deployment, may be linked
to their health problems. *

“Calling Gulf War illness chronic fa-
tigue syndrome makes a big jump pol-
icy-wise that cannot be completely
backed up by the data,” Reeves cau-
tions, noting that the government has
been reluctant to make that conclusion
because of the liability implications.

Continued on p. 300




Is chronic fatigue syndrome a “real” disease?

ANTHONY L. KOMAROFE, M.D.

PROFESSOR OF MEDICINE, HARVARD MFDICAL
SCHOOL; EDITOR-IN-CHIEF, HARVARD HEALTH
PUBLICATIONS

WRITTEN FOR THE CQ RESEARCHER, MARCH 2002

ften, when people hear that there is no known test or

cause for CFS, they misinterpret that to mean the illness
4% is not real. But over the past 15 years, scientists have

1den1:1ﬁed AUMETous b1olog1cal abnormalities that provide evidence

et for CFS

CFS pamerits
rile cut othe

mune $¥stem is activated, it makes chemical messages. Brain
and immune-system cells can receive these messages, possibly
leading to fatigue, cognitive dysfunction, enhanced sense of
pain, hormonal dysregulation and other features of CFS.
Several imrmune-system abnormalities seen more often in CFS
patients mimic the immune pattern of a body fighting a virus,
even though no virus has been identified as the cause of CFS.
The most intriguing recent immunclogical finding in CFS is
the discovery of a novel, low-molecular-weight protein called
RNase-L, which is found in white blood cells and is part of a
chemical prceess that gets tumed on when white cells are need-
ed to fight viral infections. This protein is found more often in
CFS patients than in healthy people or in people with two other
farigue-producing conditions: depression or fibromyalgia.
Considerable evidence also indicates that the brain and
central nervous system are involved in CFS. “Soft” evidence
includes patient-reported symptoms such as cognitive dysfunc-
tion; sensitivities to stimuli such as bright lights: numbness in
the extremities; and disordered sleep. “Hard” evidence in-
chudes hyperintense signals on MRI scans and reduction in
cerebral blood flow on SPECT scans — an abnormzlity that
changes over time ard is not an indication of brain damage.
Altogether, these and other findings provide important evi-
dence that CFS is not an imagined filness. While there still is
no CFS test, scientists are moving closer to developing tools
to assist clinicians in diagnesing it. In the interim, scientists
have provided clues to the biology of CFS and have given
clinicians, scientists and patients critical data showing that CFS
is a real and serious illness.

CQ on the Web: www.cqpress.com

GFORGE E. EHRLICH, M.D.
ADJUNCT PROFESSOR, UNIVERSITY OF
PENNSYLVANIA AND NEW YORK UNIVERSITY

WRITTEN FOR THE () RESEARCHER, MARCH 2002

arious viral infections and malignant tamors, or

leukemias, produce overwhelming chronic fatigue, as

do a variety of neuromuscular diseases. These usually
can he diagnosed. The unfortunate term chronic fatigue syn-
drorne was coined o identify conditions for which tiredness is

oniceEyine disease. Al of
these self-reported disorders have symptoms that cannot be
scientifically verified, and all are said to be complicated by
“cognitive dysfunction” — self-reported memory impairment.

Chronic fatigue is called a “syndrome” because there is no
consistent definition of symptoms, nor is there objective proof
of a link to ar organic disease.

It is an example of social pathology, in which patients
react to environmental factors by social mimicry: Once some-
one complzins of the symptoms, they are copied, not neces-
sarily volitionally, by others. The media contribute to thase
epidemics via talk shows, wide-eyed reports on local news
and myriad newspaper features that discuss them as if they
were real,

Chronic fatigue is an urban and suburban contagion of
learned behavior, rarely diagnosed in rural areas where it ‘would
nct be tolerated. While nearly everyone experiences these
symptoms at some tme, only a proportion give in to them.
Without the secondary gain — in sympathy, compensation and
toleration — the symptoms would ultimately disappear.

Unfortunately, activist advocacy groups encourage giving in
to the symptoms, as do trial lawyers and well-meaning but
misguided doctors and compensation systems that have
bought into these erroneous concepts. By giving these symp-
toms names, we are driving the complainants into the hands
of those who would profit from their discomforts, where they
will be told that they are disabled and have little chance of
getting well, and that someone or something (such as an acci-
dent) is responsible for their syndrome.

We are not saying these patients are malingering or imagin-
ing their symptoms. But we do believe psychological factors,
fed by etronecus terninclogy, make their experienced symp-
toms worse and prolong them.
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Contirnied from p. 298

Komaroif, who served on two Na-
tional Academy of Sciences panels in-
vestigating Gulf War illness, says the
veterans' syndrome has been studied
even less than CFS or fibromyalgia. “I
would put Gulf War illness in the cat-
egory of one of those illnesses that
overlaps with chronic fatigue syn-
drome,” he says. “But whether it's re-
ally the same will remain unknowable
uatil we figure out the causes” g

OUTLOOK

“It's a question of whether this ex-
plains the phenomenon or only a few
people with the phenomenon.”

If researchers evenmually find some
organic cause, patients will be proven
right in their conviction that CFS is a
biological disease. If the diagnosis fades
away, much like neurasthenia did early
in the 20th century, skeptics will be
proven right in their belief that it is just
a fad masking psychosocial distress. g
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ment approach developed by a private researcher, Dr. Jacob
Teitelbaum, is encouraging both patients and doctors who
are adopting his strategies.

Demograpbics of Victims

Angle, Monigue, “Worn Out At the Finish Line: Chron-
ic Fatigue Forced Author of ‘Seabiscuit’ to Pace Herself,”
USA Today, July 23, 2001, p. D4.

Laura Hillenbrand, 34, the author of Seabiscuit, has suf-
fered from chronic fatigue syndrome for the past 14 years,
and treatment has proven ineffective,

Fackelmann, Kaihleen, “Real Life With a Phantom Dis-
easer’ More Sufferers Don't Mean More Answers About
Chronic Fatigue,” USA Today, Jan. 13, 2000, p. 9D,
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chronic fatigue in the community before and after adjust-
ment for psychiatric morbidity.

- CITING THE CQ RESEARCHER

MiA MiA STVIE
" Koch, Kathy. “Fruck Safety.” G
Dé,]las. 25 Jan. 2002 <hitp: /h'br__arv.c ress. com>

APA STYLE :

CHICAGO STYIR

- Sample formats for citing these reports in a blbhography mclude the ones hsted below Preferred styles :
and formats vay, so please check with your mstructor or professor : '

_Resear earcher 12 March 1999 CQ Electromc L1brary Rlchlzmd CQH L1b

Koch, K. (1999) Ti mc]e S&Ifelj) 0 Researcher 9, 209 32

Koch, Kathy. “Truck Safety K CQ Resemcber 9 (March 12 1999) 209 232

CQ on the Web: www.cqpress.com

April 5, 2002 303




