
 At the Intersection of Health, Health Care and Policy

doi: 10.1377/hlthaff.2011.0792
 

, 31, no.3 (2012):647-649Health Affairs
Chronic Lyme Disease: It's Time To Solve The Medical Mystery Inside An Enigma

Laurie McClellan
Cite this article as: 

 
 http://content.healthaffairs.org/content/31/3/647.full.html

available at: 
The online version of this article, along with updated information and services, is

 

For Reprints, Links & Permissions: 
 http://healthaffairs.org/1340_reprints.php

 http://content.healthaffairs.org/subscriptions/etoc.dtlE-mail Alerts : 
 http://content.healthaffairs.org/subscriptions/online.shtmlTo Subscribe: 

written permission from the Publisher. All rights reserved.
mechanical, including photocopying or by information storage or retrieval systems, without prior 

may be reproduced, displayed, or transmitted in any form or by any means, electronic orAffairs 
HealthFoundation. As provided by United States copyright law (Title 17, U.S. Code), no part of 

 by Project HOPE - The People-to-People Health2012Bethesda, MD 20814-6133. Copyright © 
is published monthly by Project HOPE at 7500 Old Georgetown Road, Suite 600,Health Affairs 

Not for commercial use or unauthorized distribution

at WELCH MEDICAL LIBRARY JHU
 on March 6, 2012Health Affairs by content.healthaffairs.orgDownloaded from 

http://www.healthaffairs.org
http://content.healthaffairs.org/content/31/3/647.full.html
http://healthaffairs.org/1340_reprints.php
http://content.healthaffairs.org/subscriptions/etoc.dtl
http://content.healthaffairs.org/subscriptions/online.shtml
http://content.healthaffairs.org/


Narrative Matters

DOI: 10.1377/HLTHAFF.2011.0792

Chronic Lyme Disease:
It’s Time To Solve The
Medical Mystery Inside
An Enigma
Scientists and doctors disagree about whether there is such a condition
as “chronic” Lyme disease or “post–Lyme disease syndrome.” Americans
need the National Institutes of Health and basic science research to
help determine the answer.
BY LAURIE MCCLELLAN

I
don’t believe in the Loch Ness
monster. I don’t think a cabal of
government scientists are
autopsying aliens right now
somewhere deep in Area 51, or

plotting a vast conspiracy from a bunker
at the North Pole. But in the past two
years, I’ve lived through an experience
that has felt, at times, like a real-life epi-

sode of The X-Files—that long-running
TVshowabout a government conspiracy
hiding the existence of intelligent extra-
terrestrials.
What happened is this: My husband,

Pat, who’s now fifty-one, became fright-
eningly, mysteriously ill. And when two
doctors finally fit thepuzzle pieces of his
symptoms together, we discovered that

according to medical authorities, his
disease does not officially exist.

A Backpacker Gets Sidelined
Pat’s symptoms came on gradually—so
gradually, it took us years to realize he
was sick. Longtime hikers, in 2008 we
backpacked through Washington State
for five days, lugging forty-five-pound
packs over rugged mountain passes rip-
plingwithwildflowers. “This seems a lot
harder than it usually does,” Pat re-
marked one day, taking an uncharacter-
istic rest break halfway up a hill. Then
hismusclesbegan to stiffenupafter long
car rides.
In 2009 Pat’s usual runs on the tread-

mill became too taxing. By June of 2010
he couldn’t make it to the gym at all. He
was so tired that he needed a two-hour
nap every night afterwork. Onenight he
got home an hour late. He’d forgotten
the name of our subway stop and had
kept riding the trains back and forth
until he remembered.
Guessing that his problem might be

hormonal—Pat was forty-nine at the
time—he made an appointment with
an endocrinologist. While he waited
six weeks for the appointment to roll
around, he started wearing wool socks
to bed: His feet were now inexplicably
freezing. He began to stumble when
walking, occasionally bumping into
walls.
The joint pain started up a few weeks

later: a feeling like electric shocks shoot-
ing through his knees and elbows.
Numbness in his hands began making
it hard to type. He’d sometimes choke
while drinking or stumble over words.
Pat finally saw the endocrinologist in
July, but the doctor confidently dis-
missed the odd array of symptoms as
impossible. “The mind is very power-
ful,” he explained.
Pat’s next stop was my internist, Kate

Lemmerman, whom I respected and
trusted. She talked to him for an hour
and gave him a quick exam. “Based on
your symptoms,” she said, “I think you
might have chronic Lyme disease.”
I was surprised. It seemed like an ob-
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scure disease, even though I’d read that
ticks carrying Lyme disease were thriv-
ing in northern Virginia, where we live.
Pat could have picked up a tick while
hiking in the woods or simply from a
bush while walking through our front
yard. The Lyme test came back negative,
butDr. Lemmermanstartedhimonanti-
biotics anyway. The tests weren’t always
accurate, she explained, and Pat’s symp-
tomswere spot-on.Hewouldneed to see
a specialist in chronic Lyme disease to
confirm the diagnosis.
Then she continued, “I have a friend in

New York with chronic Lyme, and she
has to drive to Connecticut to see a
doctor. The politics…they’re just
terrible.”
Terrible politics? In retrospect, when I

think of that moment, I picture myself
stepping through the looking glass like
Alice, entering the topsy-turvy world
beyond.

Through The Looking Glass
Pat called the Lyme clinic. The practice
was so busy, it took eight weeks—until
November—to get an appointment, and
in the meantime I started researching.
A science writer by profession, I’m

comfortable doing research: pulling
studies out of databases, interviewing
experts, delving into a topic until I can
explain it to others. I expected to find
out more about what Dr. Lemmerman
had told us: that Pat had possibly had
Lyme disease for years, which could ex-
plain his gradually worsening symp-
toms. This long-term version of the dis-
ease was called “chronic” Lyme disease
by some doctors, “post–Lyme disease
syndrome” by others.
Pat’s case was different from the typ-

ical patient who gets diagnosed with
Lyme disease immediately after becom-
ing infected. These people often spot the
tick that carries the disease on their skin
or develop a telltale rash within a few
days and are diagnosedquickly. Infected
with Lyme disease bacteria only for a
week or two, such patients recover com-
pletely after taking fourteen to twenty-
one days of antibiotics.
Pat never spotted a tick or a rash. He

didn’t get sick right away. Instead, it was
possible that he had graciously hosted
his Lyme bacteria for years, giving his
unwelcome guests plenty of time to re-

produce anddeeply infiltratehis organs,
muscles, and nervous system. If this
were the case, Pat would need to take
antibiotics for six months or longer to
recover.
Dr. Lemmerman’s explanation ech-

oed what I’d learned a few years earlier,
when a friend’s teenage daughter be-
came suddenly and strangely ill. An
honor-roll student who took several
dance classes each week, she became
so fatigued that she had to sit out much
of her senior year of high school. She
suffered from joint pain so severe that
she sometimes just lay on the sofa and
wept, and she lost her ability to read.
One neurologist declared that she was
merely anxious, but another doctor di-
agnosed chronic Lyme disease. After a
year of antibiotics, she was well enough
to start college.
I began my research on the website of

the National Institutes of Health (NIH).
“Lyme disease can usually be success-
fully treated with 3 to 4 weeks of antibi-
otic therapy,” it stated. “After being
treated for Lyme disease, some patients
still report nonspecific symptoms, in-
cluding persistent pain, fatigue, im-
paired cognitive function.…[T]hese
patients…may be diagnosed with post–
Lyme disease syndrome.…[S]tudies
have shown thatmore antibiotic therapy
is not beneficial and the risks outweigh
the benefits.”
I was puzzled. Why did the NIH say

long-term antibiotic therapy was not ef-
fective? Although it was only one case, I
knew someone who’d apparently been
cured by it. And at this point, Pat had
been taking the single antibiotic pre-
scribed by Dr. Lemmerman for about
six weeks. After a week on the drug,

the numbness in his hands started to
recede. After a month, he stopped gag-
gingwhile he drank. It was clear that Pat
was getting better, but it also seemed
clear that stopping the treatment would
be a disaster. Hewas still extremely sick.
When I got to the websites written by

Lyme disease patients and advocacy
groups, the news was worse than puz-
zling. I learned that some doctors who
treat chronic Lyme disease had been in-
vestigated by state medical boards, and
many had even lost their medical li-
censes. Why? According to the guide-
lines put together by the Infectious
Diseases Society of America—the ac-
knowledged medical experts in this
case—chronic Lyme disease doesn’t
exist.
I’m not comfortable coloring outside

the lines. If credible authorities tell me
that a diagnosis is bogus, I believe them.
I might have told Pat to cancel his ap-
pointment with the Lyme specialist, ex-
cept for two things: I knew someone
who’d had the same symptoms as Pat,
and she’d apparently been cured by a
year of antibiotics. Although doctors
consider one case anecdotal informa-
tion, not proof, I’d found dozens of
strangely similar stories in my research
that were hard to ignore.
Also, I trusted my internist. She, too,

was an MD, just like the doctors at the
Infectious Diseases Society, and she’d
diagnosed Pat with what she called
chronic Lyme disease. She’d even re-
ferred him to another doctor in our area
who treated the disease.
I felt like we’d landed in the middle of

a war. Pat, who’d been climbing moun-
tains a few years ago, now struggled to
walk a city block. Two doctors were tell-
ing us that he had a certain disease, that
it was treatable, and that he could re-
cover. But the standard medical author-
ities were telling me that this condition
didn’t exist and that the proposed treat-
ment was ineffective and harmful.
What were we supposed to do?
Given the choice between doing noth-

ing and pursuing a possible cure, we did
what I think almost anyone would. In
November 2010 I accompanied Pat to
his first appointment at a Lyme disease
clinic.
During my research, I’d discovered

that a state medical board once had sus-
pended this doctor’s license for pre-
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scribing long-term antibiotics. I felt like
an outlaw entering that office—and also
like someone desperate for help. Staff
members ordered more tests to screen
out look-alike diseases.Blood tests ruled
out ahost of conditions, andabrain scan
showed that Pat didn’t have multiple
sclerosis (MS). Chronic Lyme disease
seemed to be the diagnosis that fit.
Pat was given prescriptions for a so-

phisticated regimen of drugs to control
his symptoms, plus multiple antibiotics
to fight the infection. He would need to
take the drugs for the next year or so. He
started swallowing some twenty-five
pills a day, and the pace of his recovery
picked up.

Searching For Answers
I’m not a scientist. I don’t know exactly
what’s causing Pat’s symptoms, or how
they’re related to the bacteria carried by
a tick. In some ways I’m not surprised
that doctors don’t have ready answers,
because Lyme disease was pinpointed
only thirty-five years ago (it’s named
for Lyme, Connecticut, where a cluster
of caseswas first identified), and it’s still
considered an emerging disease.
Here’s what I do know: Just because

scientists don’t understand the cause of
a disease doesn’t mean that it doesn’t
exist. Backwhenpatient-reported symp-
toms were all doctors had to go on, MS
was known as “faker’s disease.” Then
magnetic resonance imaging was in-
vented, and doctors could suddenly
see detailed high-resolution images of
the brain lesions that explained the
symptoms patients complained about.
Like thoseMS patients whowere once

called fakers, chronic Lyme disease pa-
tients are trapped in a nightmare. I see
only one solution: research and new
knowledge.
We need to pick apart the tangled

causes of this disease and find the most
effective treatments. The NIH recently
took a first step in this direction,
directing the Institute of Medicine
(IOM) to hold a workshop on Lyme dis-
ease. (It took place in October 2010; the
report now is posted on the IOM
website.) Researchers and doctors on

many sides of the debate spoke, includ-
ing some who treat patients for that
“nonexistent” chronic Lymedisease that
Pat was diagnosed with. In his closing
remarks, IOM committee chair Lonnie
King, dean of the College of Veterinary
Medicine at Ohio State University,
talkedof theneed for anational research
agenda.
I believe the NIH should create that

research agenda and, in the process,
set up long-termclinical trialswithLyme
disease patients. Lyme research is still in
its early stages, and funding couldhave a
tremendous effect, breaking through
the controversy that has stifled
progress. Researching Lyme disease fits
with the NIH’s history of focusing on
specific diseases (such as cancer),
emerging diseases (such as HIV), and
diseases that lack a clear explanation
(suchas thosebeing studied in theNIH’s
Undiagnosed Diseases Program).
It’s important not only that the NIH

begin funding and organizing Lyme dis-
ease research; it’s also important that it
do so now. The number of confused, ill
patients is growing.
In 2010 the Centers for Disease Con-

trol and Prevention reported 30,000
new and suspected cases of Lyme dis-
ease. For people living along the East
Coast, the situation is urgent. Just
twelve states accounted for 94 percent
of all Lyme cases reported in 2010, in-
cluding all of the coastal states from Vir-
ginia to Maine.
The governor of Virginia recently cre-

ated a Lyme Disease Task Force to ad-
dress the problem—a step that, accord-
ing to one newspaper article, is “calling
for amoreopen-mindedapproachby the
medical community.”
“We don’t want people freaking out

inappropriately,” said task force chair
Michael Farris, an attorney whose wife
and children have been diagnosed with
Lyme disease, “but a certain amount of
freaking out is warranted here.”
As frightening as the numbers are,

some researchers believe that Lyme dis-
ease cases might be underreported by a
factor of ten. If 10 percent of those cases
turn chronic, as studies suggest might
happen, that could mean 30,000 Amer-

icans every year sidelined by a debilitat-
ing disease—one that we’ve failed, so
far, to truly investigate.

Escape From The Underworld
Sometime in the spring of 2011, Pat
made a joke. I couldn’t remember the
last time he’d done that, despite the fact
that before he got sick, someone we’d
once met on vacation asked him, “Are
you a stand-up comic?”
Hearing Pat’s joke was like seeing the

first spring crocus poke through the
patchy snow. He was making his way
back from the underworld of illness. To-
day, fifteenmonths after starting antibi-
otic treatment at the Lyme clinic, Pat
says he’s about 75 percent better.He still
can’t go running, but we recently took a
three-mile hike together.
Western medicine has never been

good at dealing with the unknown.
Our system loves tests, clinical data,
yes-or-no answers. Solving a medical
mystery like Lyme disease is quite a bit
trickier.
Thinking about the Lyme wars raging

today, my mind circles back to Dr. Mc-
Coy on the classic Star Trek TV show. He
could cure nearly any disease in the uni-
verse with what appeared to be a hand-
held scanner, but when faced with the
unknown, McCoy blurts out, “I’m not a
magician, Spock, just an old country
doctor!”
Like Dr. McCoy, we possess the most

advanced medical technology ever seen
on the planet, yet the unknown, in the
form of an emerging disease—such as
Lyme disease in all its forms—still has
the power to baffle us. It’s time to har-
ness the power of our labs, researchers,
andgovernmentagencies andstart look-
ing for answers. ▪
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