


Narcolepsy Network emerged from the vision of 13 women
from self-help groups across the United States — Mary
Babcock (NE), Ruth Justice Nebus (N]), Norma J. Potter
(FL), Nicole L. Kephart (OR), Ann Matthes (MA), Eve Davis
(NH), Sue Brockway Carella (CA), Niss H. Ryan (NY), Clair
S. Sassin (DC), Jan Wright (CA), Violet Baumann, Blanche
Baechalin, and Lorraine Baird (N]).

In July 1984, most of these women met for the first time in
Akron, Ohio. All were members of the American Narcolepsy
Association (ANA), which no longer exists today. Originally
convened as a task force charged with resolving ANA
member issues, this group soon realized those issues were
intractable, and instead began forming a new organization.
They elected Mary Babcock provisional President, decided
on the name “Network,” and began outlining the new
organization’s programs. Demonstrating the power of REM
sleep, committee member Jan Wright awoke from a short
nap inspired with the new group’s motto: “CARE,” standing
for COMMUNICATION, ADVOCACY, RESEARCH, and
EDUCATION.

In January 1986, the Task Team met at Chilton House in
Shrewsbury, NJ, completed the Articles of Incorporation
and Bylaws for the new organization, appointed Ruth
Justice Nebus as its incorporator, and elected Niss H. Ryan,
Sue Brockway Carella, Jan Wright, Norma J. Potter, and
Ruth Justice Nebus as its founders. They incorporated

the association in April, and held the first Narcolepsy
Network Annual Meeting and election of officers in May
in Shrevesport, NJ. Approximately 75 members attended
the first meeting. Since then, the Network has held Annual
Meetings every year in various U.S. cities.

From its first year, Narcolepsy Network opened
communications with the National Institutes of Health, the

few sleep disorders centers then in existence, and other key
health and science leaders. Understanding and supporting
relevant research, advocating for PWNs, and building the
organization were foundational goals. By 1988, the Network’s
New York City conference drew 200 attendees. There,

Dr. John Holloman received the first William C. Dement
Research Award, and members staged a “Nap-In” in Central
Park, gaining national attention and coverage on CNN.

The Network’s activities reached a new level in 1992, as
Network members crisscrossed the country in the “Wake Up
America” caravan as part of a concerted effort to raise both
public and Congressional awareness about sleep disorders.
This 12,000-mile journey bore fruit in 1993 when President
Clinton signed The National Sleep Disorders Research
Advisory Board into law.

By 1996, after 10 years as an all-volunteer organization, the
growing Network began hiring professional staff, including
its first Executive Director. This allowed for further advocacy,
organizational development, and physician outreach at such
venues as the American Academy of Neurology and the
National Science Foundation. Membership drives, health
provider education, and fundraising efforts also became better
coordinated.

What does the future hold for the Network? Since our
founding, we have seen major advances in research and
treatments. Technology has vastly increased access to
information on symptoms, diagnosis, treatments, research,
resources, and more. Our membership has grown very
significantly from its original 79. As newly diagnosed younger
people join our organization, they bring with them the
energy and creativity to advance the Network and its goals for
the next 25 years and beyond.



A — Advocacy: Suddenly Sleepy Saturday/Narcolepsy Awareness Day on March 9 was an
especially big day this year with NN members in 15 states requesting official proclamations
for the day and supporters sparking news coverage all over the world.

R — Research: Three researchers who published groundbreaking narcolepsy and
hypersomnia research this year spoke at our annual conference in Atlanta, and our Researcher
of the Year award recipients, Dr. Thomas Scammell and Dr. Jerry Siegel, received monetary
awards to support their ongoing narcolepsy research.

E — Education: I continued traveling the country giving presentations on sleepy children
to school personnel. By spreading our informed perspective to educators, NN plays an
invaluable role in getting children who show signs of narcolepsy the help they need.

S — Support: Our discussion group on Facebook grew exponentially in 2013. This
international support group provides help to PWNs round-the-clock. In addition, we added
in-person support groups in several states this year.

As Narcolepsy Network’s Executive Director, I am dedicated to furthering our CARES
mission. I encourage all people with narcolepsy and their families to become members and
show their commitment to the narcolepsy community. NN relies on memberships, donations
and grants to further our mission. I thank you for your contributions in 2013 and urge you to
continue your support in 2014 as we continue to improve the lives of people with narcolepsy.

Eveline Honig, MD, MPH

Executive Director






“At that point, I already knew that I wanted to spend the rest Thanks to Megan and Kevin for their hard work in raising
of my life with him,” she explained, “but his organizing the awareness and their support of Narcolepsy Network.



histamine-producing neurons in the brain may play a role in cause of the loss of hypocretin cells in narcoleptics.
narcolepsy.

Nicole Jeray



NN continued its efforts to increase the understanding of
narcolepsy among healthcare professionals by attending

the SLEEP 2013 meeting in Baltimore and the National
Sleep Foundation’s Sleep, Health and Safety meeting in
Washington, DC. At both meetings NN staff and board
members distributed information about narcolepsy and NN
to attendees.

Kevin, Eveline and Megan

Participants head south along the Hudson River Greenway
and enjoy a view of the Freedom Tower along the way.

In September, Executive Director Eveline Honig attended the
World Association of Sleep Medicine meeting in Spain, where
she distributed materials in both English and Spanish.

Dr. Honig also gave her presentation “Sleep Disorders in
Children” at the National Association of Elementary School
Principals meeting.



On April 2, Sue Brockway Carella, one of the founders of
Narcolepsy Network, passed away after a long illness.

Sue helped establish Narcolepsy Network as well as its
predecessor organization, The American Narcolepsy
Association. She served on NN’s Board of Trustees as
president, treasurer, and secretary. She was also an editor of
The Network newsletter.

She is survived by three sons, five grandchildren, two great
grandchildren, a sister and many friends in the narcolepsy
community.






In the more general sense, we want to understand other
arousal systems that almost certainly differ from hypocretin
in their activity. We think that arousal is not a sort of volume

Dr. Siegel’s work is available at: bttp://www.semel.ucla.edu/
sleepresearch
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