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Patients as Partners
An online network for sufferers of inflammatory bowel disease provides some clues to the
power of collaboration
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By AMY  DOCKSER MARCUS

Doctors around the country have enlisted some new helpers in the fight against chronic
disease—their patients.

A few years ago, a far-flung group of
pediatric gastroenterologists set up an
online network where they could share
data and treatment strategies for children
and adolescents with inflammatory bowel
disease, in hopes of improving outcomes.
It worked—up to a point. The remission
rate jumped to 75% from 50% at some of
the centers, but then hit a ceiling.
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Some of the doctors raised a provocative
question: Could they get even better results by bringing patients and parents into the
effort?

Patients would experiment with new treatments and closely monitor how the regimens
affected them day to day, then feed the data into the online network through computers
or smartphones for doctors to examine. The patients could also use the network for
things like social support, finding other patients who shared similar interests or lived
near them.

"We were very focused on improving
outcomes, but we were doing it without
the families," says Richard B. Colletti of
the University of Vermont College of
Medicine, director of the doctor-founded
network. "Until parents and patients are
true partners, you can't get the best
outcomes."

A Work in Progress
The new project, called the Collaborative
Chronic Care Network, currently includes

Fabrizio Costantini for The Wall Street Journal

WORKING TOGETHER Emily Brandt and her doctor,
Jeremy Adler, meet every two weeks to assess her
health and sometimes adjust her treatment.

http://clk.atdmt.com/goiframe/221247842/358827510/direct/01
http://services.taboolasyndication.com/publisher/undefined/rbox?item-id=/article/sb10001424052702304692804577281463879153408.html
http://online.wsj.com/video/4B7CD898-95BD-4227-A806-903609A80270.html
http://online.wsj.com/video/280ACCDD-8C9F-4FEA-AC09-FC66FBC121C1.html
http://online.wsj.com/video/503424B4-34AA-4A79-A52A-28354DCE4895.html
http://online.wsj.com/video/4B7CD898-95BD-4227-A806-903609A80270.html
http://online.wsj.com/video/280ACCDD-8C9F-4FEA-AC09-FC66FBC121C1.html
http://online.wsj.com/video/503424B4-34AA-4A79-A52A-28354DCE4895.html


How Patients Can Become Partners With Doctors - WSJ.com

http://online.wsj.com/article/SB10001424052702304692804577281463879153408.html?KEYWORDS=cincinnati+children%27s[4/16/2012 1:37:03 PM]

Most Popular

1. Taxes—Who Really Is Paying Up

2. Why Airport Security Is Broken—And How to Fix It

3. Romney Specifies Deductions He'd Cut

4. My Life as a Failed Country Gentleman

5. Opinion: Rodney Mock and Nancy Shurtz: The
TurboTax Crime Wave

Most Read Articles Feed

Latest Headlines
Secret Service to Get a Closer Look

Not-Guilty Pleas for Oklahoma Shooting Suspects

Biggest Lawyers Grab Fee Bounty

Frustrated ALS Patients Concoct Their Own Drug

Coast Guard Begins
Sinking Ghost Ship
00:57

Facebook 'Likes'
Nasdaq for IPO
04:20

Google Wants to
Change Our View
of the World
04:22

 Powered by TaboolaFrom Around the Web
Content From Sponsors

WMUR

Goffstown Mom
Ready For 1st
Boston Marathon

WMUR

Youthful Tattoos
Turn Into Grown-
Up Regrets Kiplinger

8 High Yield
Foreign Stocks

Read Emailed Video Commented

33 participating centers testing 22
different projects. The registry has enrolled 6,800 patients, and organizers expect the
number to reach 10,000 by the end of the year.

It's still a work in progress. Doctors need to figure out how to take promising pilot
studies involving five or 10 patients and introduce them on a larger scale. The
researchers wrestle with how to protect patients' privacy while still making it possible to
extract useful information from the registry.

Then there's the reluctance of certain
patients. One doctor reported that when
he showed the results of one
unsuccessful mini-trial to the patient, the
patient refused to accept that something
he thought was working really wasn't. "It
may be hard to change some people's
behavior," says Jeremy Adler, a pediatric
gastroenterologist, "even with clear data."

The effort comes at a time when doctors
are trying new ways to treat chronic
conditions and when the rates of those

illnesses are rising in children for reasons that are not fully understood, says Neal
Halfon, director of the UCLA Center for Healthier Children, Families & Communities and
a collaborator on the project.

It's particularly tough to get data on
inflammatory bowel disease, a group of
debilitating and painful conditions of the colon
and intestines of which the main forms are
Crohn's disease and ulcerative colitis. The
problem affects around 50,000 children, and
that relatively small number makes it difficult to
get drug companies interested in running trials.
Even the biggest centers may see only 500
patients, "not enough to tell whether any
approach is making a difference," says Peter A.
Margolis of Cincinnati Children's Hospital

Fabriziano Constantini  The Wall Street Journal

DATA DRIVEN Emily Brandt's meetings with her
doctor include a review of data from her answers to
four text messages daily.
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Medical Center, who is one of the developers of
the network project.

Eager Volunteers
The new network may have an advantage,
though: These are patients who are especially
comfortable with the technology involved in
monitoring and reporting on their condition.
Susannah Fox, an associate director of the Pew
Internet Project, says their research found that
smartphone owners are more likely to contribute
and track health data online; so are people who
have a chronic condition. The very group
targeted by the network is part of the "culture
that is nurturing" a new approach, Ms. Fox
says.

The idea was to go from a system that focused
on clinicians and what they were prescribing to
one where patients could contribute new ideas
on how to treat their disease as readily as a
scientist. "We want the doctors and patients to
do experiments together," says Michael Seid of
Cincinnati Children's, a developer of the
network.
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One of the participants is Emily Brandt, a 20-year-old student at the University of
Michigan with ulcerative colitis. As part of one pilot, she gets four text messages every
day asking her different questions, including whether she took her medicine and how
many times she woke up in the middle of the night. Her doctor, Dr. Adler, gets the
results in graph form, which he and Ms. Brandt analyze together every two weeks.

Both say they have learned new things. Dr. Adler says he was thinking about changing
her medications but wanted more information before making a decision. Using the
graph, he saw that Ms. Brandt's symptoms appeared to improve for the first 10 days
after an intravenous infusion she receives every eight weeks. Neither of them had been
aware of the pattern, and they continue to follow the data to see if it holds. "When you
have chronic symptoms, every day blurs," Dr. Adler says. "So many times, we are
fooled into thinking something works or doesn't work."

Ms. Brandt says she was diagnosed with inflammatory bowel disease at the age of 6. At
one point, she underwent surgery to remove her large intestine in an effort to stop her
symptoms. "It didn't fix it," she says.

Growing up, she didn't always tell her doctors when she was in pain because she feared
they would suggest another surgery. When she got involved in the network, she finally
opened up. She says one of the aspects that persuaded her to participate was when
they asked her what she wanted to see studied. She shared that she often ate large
numbers of granola bars because she believed they helped control her symptoms. One
of their first mini-trials was testing whether that was true. (It wasn't.)

Ms. Brandt appreciates the flexibility of the network, too. She asked for short trials that
more easily fit into the hectic life of a college student. No surgery, she added. "They are
giving me options that are a lot more realistic for me to try," Ms. Brandt says.

After the project began, Ms. Brandt got a sinus infection and was prescribed a short
course of antibiotics. She told Dr. Adler that she went to the bathroom less often and
didn't wake up as frequently at night. When she stopped taking the antibiotics, her
symptoms returned. They both wondered, "was this real or a coincidence?" Dr. Adler
says. So he put Ms. Brandt on an antibiotic for two weeks followed by a two-week
washout period, and is collecting more results. "The early data look promising, but I am
afraid to draw conclusions yet," he says.

Ms. Dockser Marcus is a Wall Street Journal staff reporter based in Boston. She can be
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A version of this article appeared April 16, 2012, on page R2 in some U.S. editions of The Wall Street
Journal, with the headline: Patients as Partners.
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