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IN PRACTICE

NEUROLOGY PATIENTS (GO ONLINE FOR DISEASE
INFORMATION — HOW NEUROLOGISTS CAN HELP

By Orly Avitzur, MD, MBA

/

s the parent of a child with a
very rare neurological syn-
drome, the Internet was vital
to putting the pieces of a puzzle togeth-
er,” one mother commented in a survey
on how patients use online resources. “It
saved my son months of struggle when |
found a diagnosis prior to the neurolo-
gist he was seeing, who openly admitted
she had only heard of the condition but
never treated a child with Landau-KI-
effner Syndrome (LKS)."

The survey results, reported in July by
the Pew Internet and American Life Pro-
ject, showed an increase in the number of
patients seeking online medical help. The
survey indicated that 80 percent of adult
Internet users, or about 93 million Ameri-
cans, have searched for at least one of 16
major health topics online. Moreover,
among that group, 58 percent said they
first go online when they need reliable
health information, compared with 35
percent who said that their initial move is
to contact a medical professional.

Indeed, according to Vital Sigus: e-
Health in the United States, a report re-
leased last January by The Boston Con-
sulting Group, a management consult-
ing firm, our patients are most likely to
search the Web, visit online support
groups, and come to the doctor’s office
requesting specific treatments and ask-
ing to enroll in clinical trials.

The report found that patients with
multiple sclerosis (MS) are among the
most active neurology patients online.
MS patients go online for medical infor-
mation an average of 20 times per year —
compared with nine times per year by
the average patient with chronic dis-
ease. They are five times as likely to par-
ticipate in forums or chat sessions, and
one-third have requested a specific pre-
scription medication from their doctor.

TREND IN NEUROLOGY

To consider the impact of this trend on
the physician-patient relationship, Neu-
rology Today spoke to neurologists and
online experts.

"My patients very often download
information on newly approved drugs
and nutritional supplements and bring it
to their appointments,” said Alexander
Mauskop, MD, of the New York
Headache Center. Dr. Mauskop said
that he frequently suggests that patients
use search engines, like google.com, to
research a subject. “When patients re-
search their own concerns online, |
don't need to explain the basics,” Dr.
Mauskop said. “As they used to say in
Sims commercials, ‘An educated con-
sumer is our best customer.”

That is exactly the attitude patients
are looking for in their physicians, said

Susannah Fox, Director of Research at
the Pew Internet and American Life
Project, who reviewed more than 2,000
comments from patients on their online
experiences. "Many of our respondents
said that discussing the information
they'd found with their doctors
strengthened their doctor-patient rela-
tionship. By contrast, when their physi-
cians refused to discuss their concerns,
their relationships with their doctor suf-
fered. Some patients were so frustrated
that they left their doctors.”

Dr. Orly Avitzur is a neurologist in pri-
vate practice in Tarrytown, NY. She
holds joint academic appointments at
Yale University School of Medicine and
New York Medical College.

WHAT PATIENTS FIND

More patients are apparently bringing
the fruits of their online research to their
doctors' offices. “A half dozen patients
came in this week alone with informa-
tion they found on an investigational MS
drug, alemtuzumab (Campath),” said Bri-
an R. Apatoff, MD, PhD, Director of the
Multiple Sclerosis Clinical Care and Re-
search of New York Presbyterian Hospi-
tal Weill-Cornell Medical College.

"Patients frequently bring informa-
tion they have found on drug company-
sponsored Web sites,” he said. “In most
cases, these sites appear to provide bal-
anced information, but [ am concerned
that some bias may be introduced. So |
tend to direct patients to the National
MS Society Website, www.nmss.org, or
to WebMD, www.webmd.com.

"In some cases, a patient may find
information that the physician must
discuss, interpret or put in its proper
context, such as an extensive list of
potential side effects or erroneous
information about a condition or
treatment,” Dr. Mauskop explained.

DEARTH OF

ASSESSMENT TOOLS

In September, the Health Improve-
ment Institute, in collaboration with
Consumer WebWatch, published the
first phase of a research project on in-
formed use of Internet health informa-
tion sites. It found that there are no
criteria or assessment tools to evaluate
health Web sites. It recommended
that, until such tools exist, patients
look for this among other information
— who owns, sponsors, or funds the
site; potential conflicts of interest; ease
of navigation; and an indication of
when the site was last updated.

"Patients should use common sense,”
said online health specialist Tom Fergu-
son, MD, Senior Research Fellow at the
Pew Internet and American Life Project
and Editor and Publisher of The Ferguson
Report: The Newsletter of e-Patients and On-
line Health (www.fergusonreport.com).
"They should compare what several
sites have to say on their topic of con-
cern and be critical consumers ... even
the best sites may occasionally offer
less-than-perfect information.

"The Internet is an open-source sys-
tem,” Dr. Ferguson said. "Anyone and
everyone can contribute. So there will
always be inaccurate, self-serving, or
outdated information available. Yet
open systems have their own unique
quality control resources. Among the
most important of these are the smart
patient, both lay and professional inter-
active resources, and the tendency of
patients to review and compare many
sites rather than taking the information
at any particular site as the gospel.

"A patient with epilepsy, for exam-
ple, can read the medical literature,
consult an online support community,
or e-mail a distant specialist,” he contin-
ued. “They can even put up a Web site
to share their experiences and to pro-
vide links to their favorite online re-
sources for that condition. So if they
come across sites providing outdated
information or making unrealistic
claims, they are Net-savvy enough not
to get themselves in trouble as a result.

"But if a patient is elderly, debilitated
by illness, or not up to speed with online
technology, physicians can try to help
their patients understand the basics about
their disease,” Dr. Ferguson said. He not-
ed that often younger, more Net-savvy
children can help in their Web searches.

Physicians should actively monitor
the information patients find on the

Web. “Tell them that after they have

learned more about their disease online,
you'd like them to return for a more in-
depth discussion in which you will be
happy to answer their questions and
discuss possible treatment and manage-
ment options in more detail.”

BENEFITS OF SITES

Dr. Ferguson has been particularly im-
pressed by the work of neurologist
Daniel B. Hoch, MD, PhD, who
helped develop PatientWeb.net, an
online community used by patients of
the Massachusetts General Hospital
Epilepsy Service.

Dr. Hoch's three-year experience
with PatientWeb has shown him the
unique value of online support groups
for patients with neurological disorders.
He advises fellow neurologists to devel-
op innovative ways to harness the pow-
er of the Internet — rather than treat it as
an unwanted intrusion such as direct-
to-consumer marketing.

"Some neurological patients need
more support and guidance than they
can get from an occasional clinical vis-
it," he said. "But when their doctors di-
rect them to non-profit, non-commer-
cial sources of Web-based information,
our studies show that patient satisfac-
tion is greatly increased.

"Patients who have gone through the
same experience can do a great job of
providing practical answers to the new-
ly diagnosed,” he said. “For example, a
first-year college student with a seizure
disorder who was having trouble cop-
ing at school submitted a post for help
on the PatientWeb bulletin board.
Within a few days, she was flooded
with responses from current students,
recent graduates, and people well estab-
lished in their careers, offering pointers
on focusing techniques, note-taking,
and how to study and use electronic re-
sources — whereas all we could do as her
doctors was to address medication
changes or side effects.”

The mother of the LKS child, cited
in the Pew survey, ultimately found the
help she was seeking and concluded:
"Our physicians have been very open to
discussing information found via the In-
ternet. | have also had physicians point
me to useful sites. [ feel in control of
my and my family’s health. | now can
check out information regarding diag-
nosis, treatments, therapies, and med-
ications prior to trying them and feel
more in control and knowledgeable
about what we are dealing with.” [J

Dr. Avitzur will be directing the Electronic Office Program at the AAN's
2004 Eastern Winter Conference in the Bahamas, February 13 to 15.



