


Mission Statement

Narcolepsy Network is dedicated to improving the lives of men, women, and children with narcolepsy. The organization's goals include
increasing public awareness to foster early diagnoses; advocating for all persons with narcolepsy; promoting and supporting narcolepsy and
related research; and providing education and resources both to peaple living with narcolepsy and the public at large.

A Brief History of Narcolepsy Network

Narcolepsy Network emerged from the vision of thirteen
women from self-help groups across the Unites 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 (NJ).

In July 1984, most of these women met for the first time
in Akron, Ohio. All the women were members of the
American Narcolepsy Association, which no longer exists
today. By May 1985, they had decided the issues facing
the Association could not be resolved, and so set out to
form a new group. They elected Mary Babcock their
provisional President, decided on the name “Network,”
and began writing brochures and outlining the new
organization, choosing the 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, 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 the organization’s
founders. They incorporated the association that April, and
held the first Narcolepsy Network convention that May in
Shrevesport, NJ, with approximately seventy-five attendees.

Since then, the Network has held conventions every year in
various U.S. cities. By 1988, the third annual conference of
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the Narcolepsy Network drew 200 people to New York
City to see the first William C. Dement award given to
Dr. John Holloman.

The Network’s activities reached a new level in 1992, as
Network members crisscrossed the country in the “Wake Up
Narcolepsy” caravan. Part of a concerted drive to raise both
public and Congressional awareness about sleep disorders,
this effort bore fruit in 1993 as President Clinton signed The
National Sleep Disorders Research Advisory Board into law.

By 1996, after ten years as an all-volunteer organization, the
Network hired its first part-time paid employee. Since then,
we have had four paid Executive Directors: Howard Wolfe
(1998 — 1999), Robert Cloud (1999 —2003), Stan Bard (2003),
and Eveline Honig (2004 — present); and seven Presidents:
Ruth Justice Nebus (1986 — 1990), Sue Brockway Carella
(1990 — 1993), Niss Ryan (1993 — 1995), Robert Cloud (1995
—2001), Barbara Heitzenroeder (2001 — 2003), Sharon Smith
(2003 —2008), and Patricia Higgins (2008 — present).

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 vital
information encompassing symptoms, diagnosis, treatments,
research, resources, and more. Our membership has grown
from seventy-nine to over 1,100 paid members today. 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 twenty years and beyond.



President’s Message
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2009 has been an inspiring year for Narcolepsy Network. Despite an extremely challenging
economy, our mission to INCREASE AWARENESS, IMPROVE TREATMENTS, and PROVIDE SUPPORT for
people with narcolepsy (PWN) continued to resonate with donors, members, and volunteers.
Thank you all so much for keeping us moving forward with our initiatives to support the
Narcolepsy Network Community!

NN held several notable events in 2009, including both our annual conference and the first ever
Narcolepsy Network “Spring Dreams” fundraiser in New York City. Both were resounding
successes, and are featured with other 2009 highlights later in this Annual Report.

This year, we published four editions of our newsletter, The Network, distributing them to
members in winter, spring, summer, and late fall. These publications offered the latest news,
research, and coverage of issues important to PWN, family members, friends, and professionals
who treat PWN.

2009 also saw a major advance in narcolepsy research, with the groundbreaking finding that # new
gene for narcolepsy (T cell alpha receptor gene) implicates the immune system as the cause for narcolepsy.
This Annual Report also features a discussion of this important study.

As you read the stories and information in this Annual Report, please take a moment and
remember why you support NN. With your help, we’re looking forward to an exciting 2010,
and to achieving our goals of earlier diagnoses, improved treatments, and greater support for the
narcolepsy community. Once more, thank you for a great 2009!

Patricia Duffin Higgins
2009 President, NN Board of Trustees
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Reason to Give: Kailey Profeta

Kailey Profeta learned to live with
narcolepsy starting at a young age.
After receiving a diagnosis at nine,
finding the right doctor and treatment
took years; only after connecting with
Narcolepsy Network did Kailey’s
mom, Michele, start seeing positive
changes in her daughter. Even then,
adjusting to narcolepsy was a struggle
and remains a constant balancing act.
Yet Kailey has succeeded in managing
her narcolepsy, working within its limitations while not letting
them define her. Narcolepsy Network caught up with Kailey,
now a high school senior at the top of her class, to hear about

her plans for the future and thoughts on her experience so far.

You're currently applying to colleges. What schools do you want
to go to?

I want to major in fashion design, but a lot of universities
don’t have that. A lot of art schools have it, but I would like to
go somewhere where I’'m not only surrounded by art people.
Not that I don’t love them, but I like being surrounded by

all types of people. The school I'd most love to go to is the
Rhode Island School of Design. I'm going to apply, but I’ll
probably start out somewhere here, probably University

of Georgia. Then after a year or two I'll probably transfer
somewhere else. I also applied to the Emory of Oxford
campus. It’s a two-year college, a different campus than the
Atlanta campus, and after those two years you go to Emory. It
would be a really great place for me to start out.

What do you do to follow your interest in fashion?

Well, I work at a bridal shop. I learn a lot about the industry
and selling, retailers and pricing, that sort of thing. I take

art. That helps a lot, because I wouldn’t say I was the best at
sketching before I started taking it. I just went to New York
for this Teen Vogue event called Teen Vogue Fashion University
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led: Kailey doesn’t mention that she won
a competition to attend], where I met
designers and other people in the
industry. They told us about where
they came from, how they got

here, gave us tips. It was a really

cool experience.

How have you used the Narcolepsy
Network?

They’re the ones who helped us find
the doctor I have now, which is a big part of why I'm doing

so well. Also the conferences — I've gone since I was eleven.
I’ve just learned so much valuable information and met so
many wonderful people. When you’re there, it’s like you’re
normal, because everyone has it too. In my day-to-day life I'm
the only person who has this — most people don’t know what
narcolepsy is — but when we’re there we’re not the

one-in-a-million.

So you have friends you've met there?

Yes. Unfortunately none of them live nearby, but I still talk to
them. We text and I talk to them on Facebook. I see them at
the conferences, although this year I wasn’t able to go because
I had to take the SATSs to make the Early Action deadline for
University of Georgia and Emory-Oxford.

What would you say to someone your age who's just being
diagnosed with narcolepsy?

I’d tell them that their life definitely isn’t over, even though it
might feel like it. I did have to stop doing things that I loved.
But just because you have to stop doing one or two things
you love doesn’t mean you have to stop doing everything. 'm
not going to stop loving fashion or wanting to be a fashion
designer just because it’s going to be hard. If anything, I’d
say I’ve become more determined because of narcolepsy, just

because I've had to work harder for everything.



Dr. Mignot: Two Narcolepsy Research Findings in 2009

"This year, Nature Genetics published a major
finding related to narcolepsy/cataplexy
(“Narcolepsy is strongly associated with the T-cell
receptor alpha locus,” June 2009), confirming the
disease as an autoimmune disorder. Narcolepsy
Network spoke to Dr. Emmanuel Mignot, a lead
author of the study and Director of the Center for
Narcolepsy at Stanford University, to discuss this

result, as well as other 2009 narcolepsy research.

A big finding this year linked narcolepsy to the immune system
through the T-cell receptor alpha locus. What are the research
implications of this study?

Having this genetic marker in the T-cell receptor (TCR)
indicates a special T'CR is involved with narcolepsy.
Unfortunately, the marker doesn’t tell us which one. So it’s
like a signpost showing us where to study further: the TCR in
people with narcolepsy.

The TCR gene is very particular. There aren’t enough genes in
the body to create the diversity we need for immune responses
to all possible bacteria and viruses, so the TCR gene is an
example of how DNA has adapted to this particular need. The
TCR gene doesn’t produce just one T'CR protein...it reshuffles
itself to produce more like one billion TCR protein subtypes.
Because of the genetic association, we now think that there is

a specific TCR variant involved in causing narcolepsy. So now
we’re isolating millions of T-cells (immune white blood cells
carrying T cell receptors) from patients with narcolepsy and
controls, and sequencing the T'CR of each of these cells. If we
find T-cells carrying the genetic variant we found associated
with narcolepsy, it will almost surely be the receptor involved
in the immune response that causes narcolepsy. Discovering
that receptor would be a huge prize for diagnosis and
prevention, because we could then develop reagents to detect it
in the blood, and treatments to block this TCR.

Besides the Nature Genetics paper, were there any other
important advances in the field?
Thanks to increased awareness, we have the opportunity to

diagnose and see patients closer to when they first
develop the disease. Based on this knowledge,

it seems that most often, narcolepsy starts quite
abruptly. In this context, I believe narcolepsy can
be called a “hit and run” autoimmune disease.
Probably, the immune system goes into the brain,
kills hypocretin-producing cells, then leaves
without a trace quickly. So early diagnoses are very
important, because they enable us to search for
remaining traces — for example, in the cells we’re
now sequencing for the TCR gene. In addition, we’re looking
at traces of environmental factors that could be involved in
triggering narcolepsy, for example winter infections. In 2009,
we discovered that most cases with onset within one year had
high levels of antibodies signaling a recent strep infection. So
I believe now, pretty strongly, that strep is often involved in

triggering an immune response that precipitates narcolepsy.

What I’'m not sure of now, is whether the strep infection is the
specific factor leading to narcolepsy or just a nonspecific co-
occurring factor that reactivates a preexisting T cell that pushes
patients to the edge so that they develop narcolepsy. Indeed,
strep infections are known to boost the immune system non-
specifically through proteins called “superantigen.” Recently,
narcolepsy cases after HIN1 flu vaccination have been
described in Europe (not the US). As the European vaccine
contains a strong immune system booster (called an adjuvant),
strep could instead precipitate narcolepsy as a secondary
factor, with another more specific factor involved (for example
another virus, as winter infections often involve various viruses

and bacteria together).

In a simple model, the immunological synapse is like a
molecular sandwich, with the HLLA on one side, the TCR

on the other, and in the middle the environmental factor like
a piece of strep bacteria or a winter infection virus. Once
everything’s aligned, the narcolepsy-specific TCR would

be activated, beginning that abnormal immune response
destroying hypocretin cells. So we want to define the
environmental factor to understand what’s in the “sandwich.”

www.narcolepsynetwork.org



2009 Highlights

Narcolepsy Network held our annual conference in Jacksonville, FL, on
October 23 — 25. Narcolepsy researchers from around the world attended,

and presentations featured keynote speaker David Rye, MD, PhD, a neurologist
at Emory University and director of Emory Healthcare’s Program in Sleep;

as well as keynote speaker Juliette Faraco, PhD, Senior Research Scientist at

Stanford University’s Center for Narcolepsy. Donations from Cephalon enabled a

number of scholarship recipients to attend; most were meeting other people with

narcolepsy for the first time—a powerful, renewing, and supportive experience.

To further our goal of aiding early diagnosis, this year NN published a new brochure, “Narcolepsy
in the Classroom,” to raise awareness among teachers, nurses, and other school professionals.
Recognizing that these educators may be the first to notice the symptoms of narcolepsy, NN mailed

this new brochure to 10,000 school nurses across the country.

We held our first Spring Dreams fundraiser in New York City on March 7. Dr. Oliver
Sacks made a special appearance, and enjoyed meeting a number of NN members.
Members and non-members alike in the NYC area embraced this event, allowing us

to raise both donation dollars and awareness. “Spring Dreams” appeared in local news
sources, as well as our newsletter and website. We are very grateful to Rosalee Kalwara

for funding this event.

Dr. Oliver Sacks is currently writing a book about
hallucinations, including those experienced in near-sleep
and narcoleptic states. He welcomes brief accounts from NN
members about their experiences with these hallucinations.
You can write to Dr. Sacks at mail@oliversacks.com.

|

Dr. Oliver Sacks
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With earlier narcolepsy diagnoses affecting children at younger ages than ever before, the face of
Narcolepsy Network is changing. In response to this trend, we launched our Pediatric Advisory Board
with the goal of providing parents the tools they need to enable their child to succeed. This Board
marks a celebrated milestone for the Narcolepsy Network community!

Two NN trustees were among a crowd of hundreds attending the Cinema Audio
Society’s Awards Night celebrating Dennis Maitland, a PWN receiving a Career hoioci
=

SLEEP DI
aaily

Achievement Award to honor his distinguished contribution to film. Many attendees
questioned us about narcolepsy, and we enjoyed the chance to spread awareness within
the vibrant CAS community.

In June, NN ran a busy booth for the SLEEP 2009 meeting in Seattle. We handed out
pamphlets, answered questions, and enlisted the support of many professionals who

treat patients with narcolepsy.

Wake Up Narcolepsy held their first ever Golf Outing in May and, with funds raised
at this event, offered a sizeable donation to support Narcolepsy Network and the NN

community. Through such fundraising events, this Massachusetts nonprofit is committed

. . Wake Up Narcoler
to educating others about and finding a cure for narcolepsy. e Golf Outing

Wi
Thank you Wake Up Narcolepsy! N S

7 www.narcolepsynetwork.org



Thank YOU
2009 DONORS

DREAM MAKERS ($1000 and up)
Anonymous (2)

Pamela Call, MD

Gerlinda Carey

Cephalon, Inc.

James F. Chace Jr.

Combined Federal Campaign

W. Don Gillen, Jr.

Jazz Pharmaceuticals, Inc.

Sze-Ping Kuo

Mary Parker

Arthur Preston

Jane & William Volock

Wake Up Narcolepsy/Kevin Cosgrove
Lorrie Wexler

DREAM CATCHERS ($500 to $999)
Benjamin Burnside

Robert Burnside

Patricia Chessare

Patrick Clarke

Susan Dambrauskas

Arla DeVeau

G. Dale Ernst

The Goldie Anna Charitable Trust
William & Judith Gutowitz
Patricia Hart, PhD

Nels J. Hendrickson

Dr. Eveline & Jonathan Honig
Robert K. Hutchings

Robin Kent

Elissa Khurana

Florence McArdle, PhD
Seidman Family Foundation
Sharon D. Smith

Candace Steele Flippin
Joyce A. Walsleben, RN, PhD

DREAM KEEPERS ($100 to $499)
Susan Agnello

Carmencita Anulao

Michael R. Armstrong

Daniel Arritola

Jeffrey Babb

Emily Baker

Violet Baumann

Kathleen Bernardi

Edward Bernreuter MD
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Narcolepsy Network wishes to thank the following donors, whose generous donations made it
possible for us to provide information and support to thousands of people living with narcolepsy
and their families. We also thank those not listed who volunteered their time and energy in 2009
to help further the mission of the Narcolepsy Network by helping individuals and families, and
advocating for and/or spreading awareness about narcolepsy in their communities.

Anne Bray

Rita Brooks

Gregory Brown

Mike A. Burkholder
Deborah Chang

John Chessare, MD
Steve & Lindsay Chessare
Joseph Cipolla

Joanne Clevenger
Danny Day

Jean Donaldson

Rachel Donohoe

Ruth Doran

C. R. Duffin

Jeanne Duffin

Joe Duffin, Jr.

John Duffin

Joseph Duffin

Kevin Duffin

Timathy Duffin, MD
Carole Ellstein

Cejae Escudero

Carol Fleming

John Gard

Linda Gaunt

Mary Good

Judith Gordon

Edward Gormley

Meeta Goswami, MPH, PhD
Ann Green

Robert Warren Grigg
Margaret & Andre Guenoun
Raymond Hall

Blanton Hamilton Il
Carole & Bill Harrer

Mr. & Mrs. James Higgins
Patricia Higgins, RN
Kathleen & Fred Hirt
Jason Hungerford

iGive, Inc.

Jennifer Jeffries

Anne Johnson

Jane Johnson

William S. (Bill) Johnson
Josephine Juall

Rosalee Kalwara

Kelley Kelley

Dianne Kernell

Audrey Kindred

Jessica Kindred

Michael Kindred

Verma Knapps

Hilda Kraker

Steve Lemen

Patricia Lilz-Gross

Elva Mae Lloyd

Lola Long

Kelly C. (Emo) Matthews
Dale/Bonnie Maue

Gene & Maureen McCabe
Cynthia McCutchen

Microsoft Matching Gift Program
Tonja Morgan

Irene Moshouris

William Moss

Motorola Communications via United
Way

Narcolepsy Institute/Dr. Meeta
Goswami

Pamela Naylor

The Nelson & Hodson Families
Nestles Microsoft Giving Campaign
Mee Ng

Helen O'Day

Jesse Qlson

Melissa & Mark Patterson
Megan & Bradley Phillips
Pitney Bowes Employee Involvement
Fund

Gerald Purer

David Rapoport, MD

Debbie Reit

Zita Rogers

Andrew Rosenthal

Ardis Rovelstad

Dr. David & Catherine Rye
Richard Schierburg

Robin Schletter

E. Philip Schreier

Elizabeth J. Scott

Rita Simons

Eileen Sisemoare

Martha Slezak

Bob Soucek

Julie Sticklin

Mary Dawn Sullivan

Rachel & Lowell Swarts
Talk About Sleep

Vatsal Thakkar

Ronald Tong

Two Sigma Investments, LLC
Marguerite/ Clyde Utley
Margo Vignola

Dante Vitali Sr.

Zach Ware

Ellen Westheimer
Elizabeth Williams
Victoria Wood

Richard Wynne
Rochelle Zozula, PhD

SUPPORTERS ($50 to $99)
Anonymous (1)

Jami Aldridge

Stephen Amira PhD

E. Joan Bennett

Paul Binkley

Leslie Boyce, MD
Janice & Michael Brennan
Karen Brooke

Olayemi Brooks

Karen Burgerhoff
Suzanne & Robert Butschi
Dorothy Card

Sharon Davis

Christina A. Duranko
Cheri Filion

Patricia & James Flynn
Patricia Frank

Margo Gamble

Edwin & Susie Givens
Deborah Golab
GoodSearch/GoodShop
Ed Gorbett

George B. Grammer
Dana Groff

Marilyn Hallowell
Twilla Harris

Kathleen Herbst

Naomi Holtan

Cindy Howton

Naomi Jedrusiak
Brenda Jenkins

Just Give



William Klein

Linda E. Koblenzer

Mrs. Ellison Lambert
Alan Levinson

Raymond Madsen
Carolyn Miller

Timothy Murphy
Suzanne Nazar

Network for Good

Gerald Nolan

NYS Dept of Health Accts Payable
Ober Family Fund of the Princeton
Area Comm. Fdn.
Jacqueline O'Neill

Carol Orr

Melody Price

Michele & Kailey Profeta
Tim Profeta

Peggy Ramsey

Melvin L. Reimers

Ethel & Joseph Renick
Cara Satira

Joann & Gerald Schaefer
Helen Sherer

Becky Smith

Susan Smith

Jerry Stilkind

James Talley Il

Carolyn Taylor

Robert & Martha Sue Thompson
Eric Tung

United Health Employee Giving
Campaign

Conrad Urbik

Theresa Utesch

Lydia Verbrugge

Karen & Fred Vollman
Alice Voorhees

Harry Walton, Jr.

Ann Wellner

Dan West

Linda V. Williams
Marilyn Workman

Keith Wulff

Beverly Young

SUPPORTERS
Anonymous (10)

Marilyn Alevras
Laura Andris
Shawn Auman
Leila Awad

June K. Barker
Jack D. Beam
Douglas Beech
Scott Benson
Anne Bergstresser
Roger Steven Blaho
Betty Boesen
Thomas Boyd
David Brickman
Linda Brink
Winifred Burnett
Jeanne Cadoret
Sue Brockway Carella
Diane Carnahan
Kristin Clark
Robert Cloud
Sherri Cook
Louise Corcoran
Maury Cotter
Jayne Dean
Willie Dean
Rebecca Dearfield
Bradley Densmore
Roland Denzel
John Dews-Alexander
Edna Doak

Kerry Douglas
Jackie Dowd
Margaret Doyle
Harold Emmerson
Linda Evander
Mary Fagan
Christine Fischione
Dorris Fleshner
Josephine Floyd
Joanne Flynn
Sarah Foster

Lori Frye, RN
Aileen Garvin
Bernice Garza
Ayelet Gneezy
Jack Goodwin
Pamela Graham
Matha Greenlaw

Esther B. Gyger

Patricia & Tim Hadden
Tara Harbaruk

Laurence Harms

Linda Kay Harrison
Timothy Havey

Susan Higgins

Robert Jennings

Anne Johnson

Madelyn Jones

Valerie Jones

Sara Juckel

Marlene Juscen-Long
Nancy & James Kerns
Caleb B. King

Allen Klus

Barbara Korbelik
George Koshy

Jim Kramer/Brodart Social Club
Elliott H. Krieter

David Kudelko, DO
Judith Lando

David Lesch

Joe Leuschke, MD
Arlene Loomis

Helen & Geoff Macalister
Patricia Maher

Deanna Manning
Elizabeth McDonald
Janet Merenz

Dianne Meyers

Mamye Meyers

Laverne Mezo

Esther Nebus Mitchell
Alexandra Morris
Arlene Morris

Frances & Donald Mosser
Ruth-Ann & Richard Muszynski
Rubin Naiman PhD
Ashley Nguyen

Taylor Nikides-Kokolakis
Dennis Nowe

Janice Olsen

Jennifer Ostrom

Sandra Pawlowski
Joseph A. Piscopo
Robert Platz

Marie Ponsot

T
s

Matthew Pretzer
Leslye Queen
Kimberly Ratliff

J. Michelle Reisman
Ardis Reiss

Liane Ripatte

David Rosenman
Stuart Rosenstein

Bill Rudd

Laura Ruddy

Niss Ryan

Mr. & Mrs. L. Sarkozy
Chelsey Schneider
Sandy Schulte-Day
Eliza Ladd Schwarz
Natalie Segebart
Cecil Seim

Alice Senerchia

John Sherman

Mary Ann Simmons
Dorothy Simpson
Robbie Skeffington
Sharel Spendlove
Janet & Ashley Starr
Michelle Rose Stewart
Erin Stockdale

Susan Stokes

Helaine Stone
Bridget Swartz
Candace Tackett
Maeleen & Jerry Thorius
John Thurley

J .Michael Tiemann
Scott Ulick

Mary & K.V. Ungurean
Donald J. Vasquez
Byron Veath
Stephanie A. Vukmanic
Peggy Waldon
Lorraine Wearley
Carol West

Anthony & Mary Williams
Susan Williams
Regina Winship
Zachary Wyatt
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Narcolepsy Network Leadership

Board of Trustees

Patricia Higgins, RN, President
Moorestown, NJ
phiggins@narcolepsynetwork.org

Sharon D. Smith, CPA, Vice President
Syosset, NY
ssmith@narcolepsynetwork.org

Mort Rosenstein, Treasurer
Marblehead, MA
mrosenstein@narcolepsynetwork.org

Heather Smith, Secretary
Seattle, WA
hsmith@narcolepsynetwork.org

Sue Brockway Carella
Redwood City, CA
scarella@narcolepsynetwork.org

Mali Einen
Menlo Park, CA
meinen@narcolepsynetwork.org

Audrey Kindred
Brooklyn, NY
akindred@narcolepsynetwork.org

Sara Kowalczyk, MA, MPH
Charlestown, MA
skowalczyk@narcolepsynetwork.org

Michele Profeta
Peachtree City, GA
mprofeta@narcolepsynetwork.org

Ramon M. Werbeach

Rootstown, OH
rwerbeach@narcolepsynetwork.org

Trustee Emerita

Niss Ryan, Founder
Larchmont, NY

Advisory Trustees

Mark Bronstein, Esq., Attorney
Boston, MA

Dana Groff, IT Professional
Seattle, WA
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Medical Advisory Board

Emmanuel Mignot, MD, PhD, Chair
Stanford Center for Narcolepsy
Palo Alto, CA

Stephen A. Amira, PhD

Brigham & Women'’s Hospital/ Harvard
University

Brookline, MA

Robert W. Clark, MD

Columbus Community Health
Regional Sleep Disorders Center
Columbus, OH

Meeta Goswami, MPH, PhD
Narcolepsy Institute
Bronx, NY

Lois Krahn, MID
Mayo Clinic
Scottsdale, AZ

J. Gila Lindsley, PhD

Sleep Well/ Tufts School of Medicine
Dept. of Psychiatry

Lexington, MA

Quentin Regestein, MD
Brigham & Women’s Hospital
Boston, MA

Martin B. Scharf, PhD
Center for Research in Sleep Disorders
Cincinnati, OH

Lawrence Scrima, PhD
Sleep-Alertness Disorders Center, Inc.
Aurora, CO

Jerome Siegel, PhD
UCLA Neurobiology Research
Sepulveda, CA

Michael J. Thorpy, MD
Sleep-Wake Disorders Center
Bronx, NY

Joyce A. Walsleben, RN, PhD
Sleep Medicine Associates of NYC
New York, NY

Pediatric Advisory Board

Agnes Kenny, MD
Family Physician
Peru, Indiana

Suresh Kotagal, MID, D’ABSM
Pediatrician, Child Neurologist, and
Sleep Specialist

Mayo Clinic

Rochester, Minnesota

Suzanne Moore-Darms
Licensed Clinical Social Worker
Marlton, New Jersey

Michael Eig, Esq.
Special Education Attorney
Chevy Chase, Maryland

Mali Einen

Clinical Research Coordinator
Stanford University Center for
Narcolepsy

Palo Alto, CA

Michele Profeta
NN Board of Trustees Liaison
Peachtree City, GA

Narcolepsy Network Staff

Eveline V. Honig, MD, MPH,

Executive Director

Joyce Scannell, Office Manager
Kathleen Randell, Accounting Manager

Amy Conley, Office Assistant

Board of Trustees monthly Teleconferencing calls on:

January 21, 2009 May 21, 2009

February 17, 2009
March 17, 2009
April 21, 2009

July 21, 2009
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June 16, 2009

August 18, 2009

September 22, 2009
November 17, 2009
December 15, 2009




Financial Report Narcolepsy Network Inc.

Expense Categories

Statement of Financial Position ¢ Years Ended December 31 veetngs
Newsletter 6% i ;
Assets: 2009 2008 10% R
Cash and cash equivalents $ 267,504 $ 260,870 -
Prepaid expense $ 4116 § 1,882 National Revenue Categories
Accounts Receivable $ - $ 877 office.
Property and equipment, net $ 2500 _$§ 2635 omersn  Membership
TOtal Assets $ 2741120 $ 2661264 Staff Salary o
& Taxes 6%
Liabilities and Net Assets National Conference 25% Donations
Liahilities: 35%
Accounts payable and accrued expenses $ 659 § 1,703 .
Payroll withholdings and accrued taxes § 129% $ 604 2009 Membership Corporate
TOtal Llabllltles $ 1 1955 $ 2’307 Long Term & Special Members 16% National (ZSSr;nts
Sleep Center \ Conference 15% °
Net Assets: Renewal 1%
Unrestricted §270,165 $ 239,941 Professiona! —,
Temporarily restricted § 2,000 $ 24016
Total Net Assets §272,165 263,957 B
Total Liabilities and Net Assets $274120 _$266,264 el
Statement of Activities ® Years Ended December 31 ! Remewal 6%
2009 2009 2009 2008 2008 2008
Temporarily Temporarily
Unrestricted Restricted Total Unrestricted Restricted Total
Revenues, gains, and other support:
Conference grants § 53,169 $ § 53,169 $ 55000 $ $ 55,000
Conference and related fees § 28,760 $ § 28,760 § 34410 § § 34410
Total Conference Income $ 81,929 $ - $ 81,929 $ 89410 § - $ 89,410
Contributions/Grants § 68317 $ 2,000 $ 70317 $137292  § 24,016 $161,308
Membership dues $ 37385 $ = $ 37,385 $ 54777 $ = $ 54,777
In-kind contributions $ - $ $ - $ 159 § - $ 1,595
Investment earnings § 5981 $ § 5981 § 6842 § - $ 6842
Educational materials $ 2,037 $ $ 2037 § 3208 $ $ 3208
Net Realized & Unrealized
Gain (Loss) on Investments $ (512 $ $ (512 $ (2,501) $ $ (2,501)
Other revenue $ 456 § = $§ 456 $ - 3 - $ -
$195,593 $ 2,000 $197,593 $290,623 $ 24,016 $314,639
Expenses:
Salaries $ 58,432 $ $ 58,432 $ 57,397 $ $ 57,397
Direct Contract/Grant Expense § 6250 $ $ 6250
Payroll Taxes $ 4930 $ $ 4,930 $§ 5152 § $ 5,152
Conference $ 33616 $ $ 33,616 $ 39059 $ $ 39,059
Printing and reproduction $ 23,922 $ $ 23,922 $ 33,451 $ $ 33,451
Travel, meals & lodging $ 14056 $ $ 14,056 $ 19590 $ $ 19,590
Telephone $ 5068 $ $ 5,068 $ 6011 $ $ 6,01
Postage and shipping § 11128 § $§ 11,128 $ 14710 $ $ 14,710
Office supplies $ 5175 § $ 5175 $ 7409 § $ 7,409
Professional fees $ 11,79 $ $ 11,79 § 5800 $ § 5800
Insurance $ 1,706 $ $ 1,706 § 4589 § $ 4589
In-kind expense $ - $ $ - § 1483 § $ 1,483
Office rent $ 3440 $ $ 3,440 § 3762 $ $ 3762
Depreciation § 135§ $ 135 § 708 $ § 708
Internet and technology $§ 1515 $ $§ 1515 § 5300 $ $§ 5300
Dues and registrations $ 4778 $ $ 4778 § 4730 $ $ 4730
Other § 3,543 $ § 3543 $ 4,365 $ § 4,365
$ 189,485 - $ 189,485 213,516 $ = 213,516
Change in net assets § 6108 § 2,000 § 8,108 77,107 $ 24016 101,123
Net assets at beginning of year $239,941 $ 24,016 $ 263,957 $162018 § 816 $ 162,834
Reclassification of
Temporarily Restricted Assets $ 24016 $(24,016) $ - § 86 § (816 $
Adjustment $ 100 $ = $ 100 $ -9 = $
Net assets at end of year $ 270,165 $ 2,000 §$272,165 §$ 239,941 $ 24016 $263,957
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