contents

Volume 10 Number 4 Winter 2016
INSIDE
FRONT
COVER

NATIONAL LIBRARY OF MEDICINE
at the NATIONAL INSTITUTES OF HEALTH
8600 Rockville Pike • Bethesda, MD 20894
www.nlm.nih.gov
www.medlineplus.gov

Betsy L. Humphreys, MLS
Acting Director, NLM

2

Living with Crohn’s
Disease

8

Tips for a Healthy
New Year

Kathleen Cravedi
Director, Office of Communications
and Public Liaison (OCPL), NLM

Patricia Carson
Special Assistant to the Director, NLM

Melanie Modlin
Deputy Director, OCPL, NLM

Fedora Braverman
MedlinePlus and MedlinePlus en español
teams, NLM

Mary Ann Leonard
Public Affairs Specialist, NLM

Elliot Siegel, PhD
Outreach Consultant, NLM

Selby Bateman
Senior Editor

Christopher Klose
Contributing Editor

Peter Reinecke
Strategic Advisor

Friends of the NLM
(202) 679-9930

4720 Montgomery Lane, Suite 500
Bethesda, MD 20814

2
▲ Actor Benjamin King helps others—especially
kids—learn to live well with Crohn’s disease.

12

It’s Not Too Late to
Get Flu Vaccine

14

Patient Power!
Rare Diseases

16

In Their Own Words:
Dealing with Dyslexia

22

The Basics of Probiotics

FNLM Officers

Richard Krisher, Managing Editor
Linda F. Lowe, Senior Designer/Web Developer
Jan McLean, Creative Director
Traci Marsh, Production Director
NIH MedlinePlus Magazine is published by
StayWell
407 Norwalk St. Greensboro, NC 27407
(336) 547-8970
William G. Moore, President
Sharon B. Tesh, Senior Staff Accountant
Articles in this publication are written by professional
journalists. All scientific and medical information is reviewed
for accuracy by representatives of the National Institutes
of Health. However, personal decisions regarding health,
finance, exercise, and other matters should be made only
after consultation with the reader’s physician or professional
advisor. Opinions expressed herein are not necessarily those
of the National Library of Medicine.

Follow us on
@medlineplus

14
▲ Arturo Porzecanski (left), who has a rare
disease called systemic capillary leak syndrome,
and Dr. Kirk Druey of the National Institute of
Allergy and Infectious Diseases.

24
28

Donations and Sponsorships

If you are interested in providing a sponsorship or
other charitable donation to support and extend the
reach of this publication, please contact the FNLM
office at (202) 679-9930.

Glen P. Campbell, Chairman
Barbara Redman, PhD, RN, President
H. Kenneth Walker, MD,
Executive Committee Chairman
Naomi C. Broering, MLS, MA, Secretary
Dennis Cryer, MD, Treasurer

Confronting Violence display opens
at National Library of Medicine

22 29
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FEATURE: CROWDSOURCING & RARE DISEASES

Photo: Bill Branson

Social media brought together
Arturo Porzecanski (left), who
has a rare disease called systemic
capillary leak syndrome, and
researcher Dr. Kirk Druey of the
National Institute of Allergy and
Infectious Diseases. Together, they
have expanded clinical knowledge
about the condition.

Patient Power!
Thanks to the Internet, the
“crowdsourcing” of disease
information among patients and
doctors is becoming a valuable
lifeline around the globe. For
patients with serious rare diseases,
crowdsourcing can mean the
difference between life and death.
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“Indispensible” is the way NIH researcher Dr. Kirk Druey
describes the actions taken by one of his research patients in
spreading awareness of a deadly but very rare disease.
Ten years ago, systemic capillary leak syndrome (SCLS) almost
took the life of then-56-year-old economist and American
University professor Arturo Porzecanski. Parts of his vascular system
suddenly leaked out plasma into other parts of his body. In trying
to save him before his organs could fail, doctors flooded his system
with too much replacement fluid that damaged his leg and arm
muscles.
When the attack occurred, Porzecanski and most doctors knew
nothing about SCLS. Realizing that another bout of the disease
would probably kill him, Porzecanski set out to discover more
about SCLS and any other patients who had experienced it.
Through his tenacity and smart use of the Internet, Porzecanski
was not only able to find information on new treatments but also
identify other patients seeking help in the United States and across
the globe. He set up an SCLS community group on a social website

called RareShare (www.rareshare.org).
Patients, their loved ones, and health
care professionals were sharing contacts,
treatment information, and the latest
research.

In 2008, having built up a network
of patients and front-line physicians
who could provide medical histories
and blood and tissue samples needed
to carry out research on SCLS,
Porzecanski sought out investigators
at NIH’s National Institute of Allergy
and Infectious Diseases (NIAID). With
research already under way on other,
related vascular diseases, NIAID’s
Druey made use of Porzecanski’s
virtual community to enable a
research protocol on SCLS. For a rare
disease that has fewer than 1,000
known cases, to recruit patients and
their doctors to collaborate with
researchers is very difficult yet crucial
to eventual success.
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▲ Porzecanski and Druey have worked together since 2008 to help connect patients with
systemic capillary leak syndrome, a rare disease that has only about 100 known cases. They aim
to spread life-saving information to those with the disease.

“Arturo’s efforts were indispensable,” says Druey. “And we
now have the largest registry of patients for that disease in the
world.”

In fact, Druey and his colleagues have already applied for a
grant to help fund a gathering of scientists from across the globe
who are now studying SCLS.

Through Porzecanski’s efforts on RareShare, he quickly
became the go-to patient resource for those with SCLS. He also
helped get blood samples from patients to assist Druey and his
colleagues in their research at NIH.

Porzecanski couldn’t be happier that such “patient power” efforts
will help SCLS patients who otherwise would be without hope.

“Arturo came to NIH as an inpatient and stayed several days
in the Clinical Center hospital here in Bethesda,” Maryland, says
Druey.
Porzecanski also came to NIH to show Druey and his colleagues
all of the research he had put together on SCLS—to pass along his
knowledge in the hope that it could help speed along life-saving
information to others.
Some 40 SCLS patients and their physicians have provided
Druey with blood and tissue samples, or at least medical histories,
to further knowledge of the rare disease. He has already
published 10 research articles that shed more light on SCLS, with
more papers in the pipeline.
Porzecanski has also helped spread the word to SCLS patients
that French researchers have developed a treatment of highdose intravenous immunoglobulins (IVIg) that can be effective in
stopping SCLS and lengthening the lives of patients—including
Porzecanski.

Find Out More
✔ MedlinePlus — Rare Diseases:
www.nlm.nih.gov/medlineplus/rarediseases.html
✔ Genetic and Rare Diseases (GARD)
Information Center:
rarediseases.info.nih.gov
✔ How to Find a Disease Specialist:
rarediseases.info.nih.gov/resources/pages/25/howto-find-a-disease-specialist
✔ Rare Diseases Clinical Research Network:
www.ncats.nih.gov/rdcrn

Porzecanski and Druey have made quite a team in their efforts
to understand and defeat SCLS.
“I’m fully invested in this research,” says Druey. “I feel this is
something I owe to these patients.”
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