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In Reporting Symptoms, Don’t Patients

Know Best?

y DENISE GRADY
About six years ago, my doctor gave me some samples of a drug to treat pain from an injury. I took
it for a few days and then woke up one morning with a big red blister on my tongue. I'd never had
anything like it before, and I wondered if the pills might be to blame. They weren’t helping much
anyway, so I quit taking them. The blister went away. I mentioned it the next time I saw the doctor,

but he said it must have been a coincidence.

Not long after, the drug, Bextra, was taken off the market in the United States. It had been linked to
heart attacks and also to a dangerous condition called Stevens-Johnson syndrome — which can
cause mouth blisters, among other things.

There’s no way to know if Bextra caused my problem, but it seemed like a reasonable idea, and 1
never understood why my doctor was so quick to dismiss it.

The episode came to mind when I read an article in the March 11 New England Journal of Medicine
by Dr. Ethan Basch, an oncologist who treats men with prostate cancer and does research at
Memorial Sloan-Kettering Cancer Center in New York. He argues that doctors, researchers, drug
makers and regulators should pay more attention to patients’ firsthand reports of their symptoms
while they take medicines, because their information could help to guide treatment and research,
and uncover safety problems.

Direct reports from patients are rarely used during drug approval or in clinical trials, Dr. Basch
says. If patients’ comments are sought at all, they are usually filtered through doctors and nurses,
who write their own impressions of what the patients are feeling.
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