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ABSTRACT

During a night of severe pain and weakness, | found several plausible-sounding
diagnoses online: occipital neuralgia, nerve damage, and meningitis. The next
day, | consulted a physician who did not offer professional guidance; instead the
physician suggested tests entirely based on my self-diagnoses. What resulted
was an unnecessary array of lengthy and costly testing that did not diagnose
the problem. Although my symptoms disappeared on their own, | was left feel-
ing mistrustful of my physician and ultimately stressed and anxious. Against the
backdrop of my experience, | highlight the potential harms of Internet-based
self-diagnoses and the importance of collaboration and trust in the patient-
physician relationship.
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n a bland Thursday night, | felt a thorn throb in my head. Believ-

ing the headache would pass with the night, [ went to sleep

around midnight. A troubled history with insomnia had primed
me for what was usually a long wait for sleep, especially on a night with
a kind of pain [ hadn't felt in a while. As the night dragged on, the pain
sharpened like a knife piercing into the back of my head. By 2:00 aMm, I was
close to tears. In the dead of the night, with nothing but my pain, | spent
my time between shooting frequent glances at the clock in silent prayer
that all this would pass and perusals of WebMD, among a myriad of medi-
cal websites, on possible diagnoses. “A sharp jabbing pain in the neck, back
of the head, and behind the eye,” one page convincingly read, “are possible
symptoms of occipital neuralgia.” Occipital neuralgia. That was what I had.

By 3:00 AM, the thorn had sprung vines and blossomed into a network.
The pain began to spread down my spine to my lower back. Like with my
head, what started as a mild throb sweltered into a jagged pain around the
tailbone of my spine. “Pain in multiple places is potentially a sign of nerve
damage,” another page read. | then recalled how a 68-year-old relative of
mine had a genetic condition where the cylindrical bones in his lumbar
vertebrae were smaller in diameter, pressing the nerves within to cause
pain in different parts of the body. Nerve damage due to this genetic con-
dition [ had to have. With a double meaning, “this was it," | thought.

[ frantically kept calling my insurance company—and kept hearing that
the line could not connect. [ was in Seoul, South Korea at the time for a
research fieldwork trip, away from my home country, and required autho-
rization before any health care service to be covered.

By 5:00 AM, the pain shot through my legs and my hands tingled
from numbness. | could no longer walk without collapsing from crippling
weakness and pain. | lay in bed, drowning in fear of what the pain meant.
The only feeling left that wasn't burdened with pain remained in my fin-
gers—it was just enough for me to keep using my phone, like a spark of
hope or a cruel joke. With everyone | knew asleep or thousands of miles
away, | scrolled furiously through the medical wisdom of the Internet.
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“Drowsiness, stiff neck, severe headaches, poor motor
control are possible symptoms of meningitis. Other
symptoms could include confusion, rashes, aversion to
light..." Seeing confusion in the list, my mind raced:
was | confused as well> What would confusion feel
like?» Why is this all happening? Perhaps [ was con-
fused too. It definitely had to be meningitis now.

As the darkness painted on my window loosened
into lighter shades of day, very slowly, around 9:00
AM, my unnamed affliction, like a sadist now bored
with its conquest, began to retreat. | took the chance
to call my insurance company again and successfully
obtained approval. Before rejoicing in some relief from
the pain, and able to walk again, | bolted to the closest
hospital—a national university hospital—where [ was
directed to an international clinic inside.

There, [ met Dr Kim.

"W hat seems to be the problem?>” he asked.

"I believe | have meningitis.” | stated,
matter-of-factly.

“Really? Why?>"

[ went on to describe one of the worst nights of my
life.

"Well, let's see then.” He went on to prescribe a
blood test, which eventually ruled out meningitis and
stated | should be fine.

But [ wasn't convinced. Days later, a conversation
with a friend reminded me of the raw squid salad dish
[ had had the night of my ordeal. WebMD came back
with new diagnoses: food poisoning or parasites. As
if the two were a choice, | became fixed on the worse
prognosis. With renewed determination, I returned
to Dr Kim and told him the ordeal [ experienced that
night was a result of parasites.

“Ah, I'll send you for two tests for parasites then."
He entered the order into his computer, then swiveled
over to face me. "So, do you have any more theories
about your condition?”

Both parasite tests also came back negative. After a
full week and a half, my pain and other symptoms dis-
sipated on their own, which Dr Kim was pleased about,
but still said he had no idea of the cause, yet asserted
there was no need to worry about the matter, now that
it had passed. If [ was not in physical distress, then I
simply need not worry, [ was told.

While I rejoiced in the knowledge that [ was appar-
ently fine, | wondered: could the stress | experienced
and the lengthy, costly procedures that I undertook
have been avoided if Dr Kim had not entertained all of
my opinions? Did he mistake giving the patient control
for patient-centered care?

A chief merit of patient-centered care is its col-
laborative nature that facilitates physician-patient
communication by allowing patients like me to speak

openly and contribute to the interaction.! It is by
giving patients information and explaining medi-

cal options tempered with a professionally trained
opinion that they are empowered.? The dangers this
model was meant to circumvent are well understood:
an overbearing physician dominating the discussion,
disregard of the patient's opinion, patient mistrust
in the physician, and ultimately misdiagnoses or a
prescribed solution that the patient disagrees with
and refuses to adhere to.? But my encounter with
Dr Kim lays bare the dangers of the reverse; how
there's a tipping point in this partnership, where
giving only the patient the power to speak has

the same consequences as only giving voice to the
physician—a misdiagnosis that fails to address the
patient’s needs.

A constellation of diagnoses swirled around my
head, and Dr Kim prescribed a lengthy, costly test to
treat each one—and invited me to disclose any further
ideas for him to keep testing. This signaled to me that
[ was right to worry; that | had reason to develop more
concerns, with no end in sight. Dr Kim not only exac-
erbated each concern [ had, but also my overreactive
tendency to develop concerns by giving legitimacy to
my conclusions without assessing the evidence sub-
stantiating them.

An ongoing relationship and collaborative dia-
logue were missing. Patients need control and input
into the final decision, but with proactive guidance
through testing and treatment options from physicians
who know them; they need the agency to draw their
own lines, but with a steadying hand laid over their
own, particularly on the Internet when the veracity
of information is made tenuous by its sheer volume
and lack of quality control and as people increasingly
turn to and trust online websites as credible sources of
knowledge.*¢

My experience shows the need for a sense of
trust woven into the fabric of a collaboration whose
importance goes beyond the testing phase to effect
better physician-patient communication and health
outcomes.” In this case, it would have afforded me a
sense of security. Without it, even after the dust had
settled after my ordeal, I could not divorce myself from
the nervous tic that kept me self-diagnosing in the first
place, despite the fact that no symptom had resurfaced
after my week-long ordeal. Was | really all right> Or
was something rusting inside me, waiting to break?
Had something already been broken?

The entire process was transformative. Where
before [ believed | only had the responsibility to find
a physician® and my physician the responsibility to
heal me,” [ realize now that we both needed to enforce
another two-way responsibility. | needed to be heard
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and guided and he needed to listen and inform, nei-
ther overturning or blindly accepting the other—so
that [ might not capsize into illusory waves of neural-
gia, meningitis, and other diseases thrashing about in a

sea of WebMD.

To read or post commentaries in response to this article, see it
online at http:/lwww.AnnFamMed.orglcontent/17/5/462.
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