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As horrific as it sounds, Cindy’s
situation isn’t so unusual. In a 2006
special report by the Centers for
Disease Control and Prevention on
pain in America—the most com-
prehensive government report on
the subject to date—1 in 4 U.S.
adults said they’d experienced pain
lasting longer than 24 hours in the
previous month, and of those, 42
percent said it had lasted for at least
a year. Pain hurts our wallets, too:
It costs Americans more than $60
billion a year in lost productivity.

“It’s a public health crisis,” says
internist and psychiatrist Scott
Fishman, MD, chief of the division
of pain medicine at the University
of California, Davis and president
of the American Pain Founda-
tion, a nonprofit patient advocacy
group. “Chronic pain is a disease
just like diabetes or heart disease.
Our bodies are wired to alert us via
pain when something is wrong, but
when that system becomes diseased,
people may feel pain even when
there’s no obvious reason.”

For some people, like Cindy, the
discomfort is the legacy of an acci-
dent. For others, it accompanies a

condition like arthritis or fibromy-
algia. And sometimes the cause is a
mystery. The worst part is that find-
ing relief can be a huge challenge.

“BUT YOU DON’T LOOK SICK”

As any chronic pain sufferer will
tell you, a big barrier to getting
doctors—not to mention friends
and family—to take the pain seri-
ously is that in many cases, there
aren’t any solid diagnostic tests

to prove what you're feeling. “Pain
is subjective,” says Dr. Fishman.
“Doctors have to accept that pain
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is what the patient says it is.” Ste-
reotypes about women being more
sensitive also get in the way, and
these only add emotional pain to
the physical suffering, say patients.

“More than anything, people
with pain want validation,” says
Penney Cowan, founder of the
American Chronic Pain Associa-
tion, an international support and
advocacy organization. “Living in
pain is devastating, and not having
others believe you makes you feel
even more isolated.”

Cindy, who lives in a Boston
suburb and worked in corporate
training, spent five years searching
for relief. “Many times I was dis-
missed and demeaned because there
was no objective evidence of my
pain,” she says. Some doctors gave
her nerve blocks and steroid injec-
tions, which didn’t help much. But
others said things like, “I don’t see
why you should have pain—this
injury should have healed a long
time ago,” says Cindy. “It’s like
they think you’re making it up.”

Finally, she found an osteopathic
doctor who convinced her to try
Lortab (also sold under the brand
name Vicodin), which is a combina-

tion of acetaminophen (the active
ingredient in Tylenol) and hydro-
codone, a narcotic. It helped, but
not as much as low doses of the
antidepressant amitriptyline, which
she still takes along with a muscle
relaxant to prevent back spasms.
(Antidepressants may alleviate pain
by acting on similar pathways in
the brain.) She also participates in
water-based physical therapy.
Penney, who now lives in Sacra-
mento, California, also had a hard
time getting treatment—in her case,
for fibromyalgia.  (Please turn to 102)
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When she started having muscle
pain throughout her body, extreme
fatigue and trouble sleeping, no one
could explain why. She tried physi-
cal therapy, several medications,
even counseling. At one point she
got so out of shape that she couldn’t
hold a cup of coftee.

But still doctors dismissed her,
telling her “you’re just going to
have to live with it,” she says. Six
years went by before she finally got
a diagnosis and the help she desper-
ately sought when she enrolled in an
inpatient program at the Cleveland
Clinic. Penney declines to discuss
whether she now takes medication,
because she doesn’t want to influ-
ence others’ choices. But she does
say that relaxation and stretching
exercises help, as does trying not to
overdo it on “good” days.

(UNDER)EDUCATION OF DOCTORS
It’s not surprising that Cindy and
Penney searched so long for help.
On average, U.S. medical schools
devote just seven hours (out of
roughly 3,000 instruction hours)
to pain treatment, says Beth
Murinson, MD, a Johns Hopkins
University neurologist and author
of Tuake Back Your Back.

Medical schools focus on the
diagnosis and treatment of spe-
cific diseases and conditions, she
explains. Because chronic pain is
considered a symptom that can be
caused by a variety of conditions,
it doesn’t quite fit in with that focus.
Thanks to Dr. Murinson’s efforts,
Johns Hopkins is now one of four
U.S. medical schools that require
students to take an 18-hour pain
course. (The others are at Stony
Brook, University of Pittsburgh
and University of Chicago.)

Another problem is that the
American Board of Medical Spe-
cialties—an organization that plays
a key role in the development of
standards for board certification
in different fields—considers pain
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medicine a subspecialty of neurolo-
gy, anesthesiolgy or physiatry (phys-
ical medicine and rehabilitation),
not an independent specialty in its
own right. Some say that discour-
ages doctors from pursuing it. The
American Board of Pain Medicine,
an association “committed to the
certification of qualified physicians
in the field of pain medicine,” does
offer its own certificate exam, but
only 2,200 doctors in the U.S. have
passed it since 1992.

Due to the lack of highly trained
experts, only 5 percent of chronic
pain patients ever see a pain special-
ist, according to research conducted
by neurologist Russell Portenoy,
MD, chair of the department of
pain medicine and palliative care at
Beth Israel Medical Center in New
York City.

THE RELUCTANCE TO PRESCRIBE—
AND TAKE—NARCOTICS

Because most doctors aren’t well
versed in pain treatment, patients
typically bounce around to different
providers and experiment with a
variety of treatments before finding
a solution that works for them—

if they ever do. Many of those who
find relief say that taking narcotics
(opioids) is what ultimately provides
the best remedy. However, narcot-
ics such as hydrocodone (Vicodin),
oxycodone (OxyContin) or hydro-
morphone (Dilaudid) can be
addictive for some people, and

this has created a stigma.

Mary Vargas, 38, an Emmits-
burg, Maryland, attorney and
mother of three, wears a patch con-
taining fentanyl (a narcotic) to help
relieve neck pain from an injury
she suffered when a distracted driver
crashed into her car in 1996. But

the patch is not easy for her to get,
despite having a valid prescription.
“There are so many hoops that
you have to jump through,” says
Mary, who says pharmacists are
wary of these drugs and their asso-
ciation with abuse. Once, after
a long day at work, she stopped
at a major chain drugstore. The
pharmacist looked at her prescrip-
tion and said, “We don’t usually
fill these kinds of prescriptions at
this time of night.” It was 9 p.Mm.

After a few similar incidents, she
switched to a mail-order pharmacy.

Many doctors are hesitant to
prescribe these drugs, too. Not
only are they undereducated about
treating pain, they’re also afraid of
getting into legal trouble. In most
states, either a medical board or
state health agency monitors who’s
prescribing these drugs and how
often, and they, along with the U.S.
Drug Enforcement Agency (DEA),
have the power to sanction doctors
who they think are acting inap-
propriately. In reality, it’s rare that a
doctor would face charges or sanc-
tions for prescribing a narcotic: A
study in the journal Pain Medicine
found that only 725 U.S. doctors—
or about 1 out of every 1,000 prac-
ticing physicians—were charged
between 1998 and 2006 with crimi-
nal and/or administrative offenses
related to prescribing narcotics.

Nevertheless, the fear of facing
charges or losing a medical license
looms large. Twenty-nine percent of
primary care doctors and 16 percent
of pain doctors said they prescribed
narcotics less often due to such
concerns, according to a 2010 study
led by Dr. Portenoy.

Sometimes, it’s the patient who
isn’t comfortable  (Please turn to 104)
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taking a narcotic. Atlanta resident
Larondra Terry, 44, developed
fibromyalgia symptoms shortly after
the difficult delivery of her son,
Dyson, in November 2006. She
tried out several different medica-
tions, but none of them worked
well. The only drug that’s really
helped is OxyContin, says Larondra,
who, with her husband, recording
artist Tony Terry, has become
a spokesperson for the National
Fibromyalgia Association.

“I'm not happy about having
to take OxyContin and am trying
to wean off it,” she says. “It dulls
the pain enough for me to function,
but it makes me dizzy and nause-
ated, and I don’t like taking a drug
that has a stigma attached to it.”

DEPENDENCE VS. ADDICTION

While the negative associations
can make life difficult for those
with legitimate pain problems, they
aren’t entirely off-base. The abuse
of prescription drugs is a growing
health problem, with about 5.3 mil-
lion Americans currently abusing
prescription pain relievers, according
to the National Institute on Drug

Abuse (NIDA). Some of them,
of course, started off by filling

a legitimate prescription. But that
hardly means that everyone who
takes narcotics for pain relief will
become addicted to them.

Narcotics can alter the brain’s
activity, causing physical depen-
dence and sometimes addiction.
But many people don’t understand
the difference.

Dependence happens when your
brain and your nerves become so
accustomed to a drug that if you
stop taking it, you may experience
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withdrawal symptoms, including
restlessness, muscle pain, insomnia,
diarrhea, vomiting, involuntary

leg movements and goose bumps
(hence the term "cold turkey").

Addiction, on the other hand,
has a powerful psychological com-
ponent. NIDA defines addiction
as a condition “characterized by
compulsive drug-seeking and use
despite harmful consequences.”

In other words, addicts will go to
great lengths to obtain a drug, even
if'it’s illegal, even if it costs them
their jobs and relationships.

When given to the right patient,
however, narcotics can be lifesavers,
which is why the American Pain
Foundation considers them useful
tools. “Every treatment option has
risks, but so does inadequate treat-
ment,” says Dr. Portenoy. “These
drugs are appropriate for carefully
selected patients.”

So who is a good candidate for
a narcotic? In a nutshell, someone
who doesn’t have risk factors for
becoming addicted. These include
a personal or family history of sub-
stance abuse and/or mental illness
such as depression, obsessive-com-
pulsive disorder, bipolar disorder

or schizophrenia. But anyone who
takes a narcotic should be on the
lookout for signs of addiction, such
as taking more than the prescribed
dose or feeling like you wouldn’t be
able to stop if you had to.

Of course, narcotics aren’t the
only option. Other treatments
include anti-inflammatories, medi-
cations that target the nervous
system, and antidepressants that
affect brain chemicals. But if you
don’t have risk factors for addic-
tion and your doctor is unwilling
to even consider  (Please turn to 108)
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narcotics—especially if other drugs
have failed you—it’s time to consult
a specialist.

LIVING WITH PAIN

Because of this reluctance by
prescribers and patients—and a lack
of adequate training and research
in the medical community—many
patients continue to struggle, with
pain permeating every aspect of
their lives. Although her employer
was understanding, Cindy Stein-
berg ultimately had to quit her
high-paying job in favor of Social
Security payments. Going out

and socializing can be hard, too.
Crowded movie theaters are out
of the question. Instead, Cindy will
attend a matinee at an art house,
where there’s room to spread out.
She’ll sit as long as she can, and
then roll out an inflatable mat at
the front of the theater and lie

on it. “I've gotten used to checking
in with theater managers before
buying tickets,” she says.

Still, Cindy has chosen to use
her pain as a motivation for good.
She leads the American Chronic
Pain Association’s Boston-area
chapter meetings, serves on the
board of the American Pain Foun-
dation and chairs the Massachusetts
Pain Initiative’s legislative council.
She also works with officials in the
state health department and profes-
sional licensing boards on regulatory
matters affecting pain.

Patient advocates like Cindy,
as well as pioneering doctors, are
working to eventually change the
way that pain is viewed and treated.
For now, most of them simply wish
for a greater understanding.

“Chronic pain is an illness in
its own right,” says Dr. Portenoy.
“Patients seeking care for pain
should be given the same respect as
those with any other ailment.” m

Medical reporter RITA RUBIN often writes
about drug safety and women’s health.
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