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Restless Legs Syndrome Foundation, Inc., (dba) Willis-Ekbom Disease Foundation, is dedicated to
improving the lives of the men, women, and children who live with this often devastating disorder. The
organization’s goals are to increase awareness, to improve treatments, and through research, to find a cure

for WED/RLS.
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MOVING

FORWARD

“If everyone is moving forward together,
then success takes care of itself.

— Henry Ford

As we begin the new year, I am excited about the progress made by the Willis-Ekbom
Foundation in 2014. Our dedicated staff, members of the board of directors, medical
and scientific advisory board, and volunteers worked together to raise awareness and
educate the public about WED/RLS. The expansion of the Quality Care Center
initiative is helping individuals all around the world find the support and treatments
they need to enjoy productive lives. Our free online webinars brought expert physicians
into the homes of hundreds of participants on cutting edge topics. Our website
continues to experience growth as it serves to educate the WED/RLS community. In
addition, our presence on the major social media platforms continues to grow as a
resource and support system for those who suffer from WED/RLS. I thank all of our
members, volunteers, and staff who make these efforts possible.

The Foundation continues its commitment to research through our grant program.
With the generous research donations received, we were able to fund a research grant
that is designed to help develop new treatment options leading to better symptom
control. With your support, the dedicated members of the Scientific Advisory Board Jacquelyn (Jacci)

are committed to funding research to improve the quality of life of WED/RLS patients. Bainbridge, PharmD
Chair, Willis-Ekbom Disease
Foundation Board of Directors

Thank you for being part of a successful 2014 and we look forward to much success in
2015. We could not do it without your help and support. Together we strive to work
towards increased awareness, improved treatments, and a cure for Willis-Ekbom Disease
in the near future.

Sincerely,

A B
Jacquelyn (Jacci) Bainbridge, PharmD
WED Foundation Board Chair 2014

3 www.willis-ekbom.org
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Scientists Link BTBD9 Gene with WED/RLS

Foundation-funded study sets stage for further research

Scientists at Emory University have made important progress
toward understanding the role of genetics in WED/RLS. In a
recent study funded in part by the WED Foundation, a
research team led by Subhabrata Sanyal, PhD, found the gene
known as BTBD9 contributed to WED/RLS symptoms in
the fly Drosophila. Researchers also observed the gene’s effect
on iron metabolism and the function of the dopaminergic
system in Drosophila.

BTBD?9 is among several genes that have been linked with
WED/RLS in past research. In the recent study, scientists
removed BTBD9 from flies and observed a subsequent
increase in WED/RLS symptoms: motor restlessness and
disturbed sleep. These symptoms improved when the flies
were given pramipexole (a dopamine agonist commonly used
for treating WED/RLS in humans). Using human tissue
culture cells, scientists also observed an effect of BTBD9 on
iron mobilization pathways in the brain.

“Funding from the WED Foundation was
crucial in our efforts to generate a genetic

model of WED/RLS in flies.”

“The major significance of our study is to highlight the fact
that there might be a genetic basis for WED/RLS,” says Dr.
Sanyal. “Understanding the function of these genes also helps
to understand and diagnose the disease and may offer more
focused therapeutic options that are currently limited to very
general approaches.”

Drosophila, commonly known as a “fruit fly,” is used as a
genetic research model for a number of diseases because
certain genes in Drosophila (such as BTBD9) closely match
those of humans. Also, techniques to remove genes for genetic
analysis are well developed and rapid in the fly.

The new research findings set the stage for further exploration
of the role of BITBD9 in WED/RLS, as well as for using
Drosophila as an animal model. “Once it becomes clear how
exactly BTBD9 alters the functioning of dopaminergic
neurons (these studies are currently underway in my

www.willis-ekbom.org

laboratory at Biogen Idec), it might be possible to intervene
pharmacologically and develop targeted WED/RLS
treatments,” says Dr. Sanyal.

Support from the WED Foundation was crucial to the recent
research, says Dr. Sanyal. “It is important to note that our
work on WED/RLS has not been supported directly by the
National Institutes of Health, and therefore, the entire work
would not have been possible were it not for the support we
received from the WED Foundation.” Grant funds were used
to support a talented postdoctoral candidate, Dr. Amanda
Freeman, who carried out most of the work, as well as to fund
other essential activities.

The study has been highlighted in Science Magazine and
published in three peer-reviewed journals (see below).

For an overview of research supported by the WED
Foundation, please see the handout WED Foundation
Research Grant Program, available from the Foundation at
info@willis-ekbom.org or 507-287-6465, or by using the
form on page 23.

Hurtley, Stella and Maria Cruz, eds. 2012. “Restless Flies, Fragmented
Sleep.” Science, June 22, 1483.

Freeman AA, Syed S, Sanyal S. 2013. “Modeling the genetic basis for
human sleep disorders in Drosophila.” Commun Integr Biol 6(1): €22733.
doi:10.4161/cib.22733.

Freeman AA, Mandilaras K, Missirlis F, Sanyal S. 2013. “An emerging role
for Cullin-3 mediated ubiquitination in sleep and circadian rhythm:
insights from Drosophila.” Fly (Austin) 7(1): 39-43.
doi:10.4161/1ly.23506.

Freeman A, Pranski E, Miller RD, Radmard S, Bernhard D, Jinnah HA,
Betarbet R, Rye DB, Sanyal S. 2012. “Sleep fragmentation and motor
restlessness in a Drosophila model of Restless Legs Syndrome.” Curr Biol

22(12): 1142-48. d0i:10.1016/j.cub.2012.04.027.
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WED Foundation Certifies First International

Quality Care Center

In March, the Foundation’s Board of Directors certified the
Innsbruck Medical University Sleep Lab and Sleep Disorders
Outpatient Clinic as a WED/RLS Quality Care Center. Located
in Austria, the Innsbruck clinic is the first international center in

the Foundation’s Quality Care Center program.
“The Innsbruck Quality Care Center demonstrates the

commitment of healthcare providers on the international level to
collaborate and share research and innovative treatment practices to
provide the highest quality of care for those living with
WED/RLS;” says Jacci Bainbridge, chair of the WED Foundation

Board of Directors.

Birgit Hogl, MD, is director of the Sleep Lab and Sleep Disorders
Outpatient Clinic in Innsbruck. The Innsbruck clinic will
“improve education and promote sharing of best practices, thereby
improving health care for the patient community. This program
seeks to improve the quality and accessibility of care for individuals
with WED/RLS in the European community,” says Dr. Hogl.

The WED Foundation launched the WED/RLS Quality Care
Center Program last year to improve diagnosis and treatment for

people who have the disease.
WED/RLS Quality Care Centers are recognized as leaders in the

field, serve as liaisons to primary care providers and support
groups, and are listed in Foundation materials so that patients and
providers can use their services. Certification is based on criteria
developed by the WED Foundation Medical Advisory Board and
requires a high level of expertise and experience treating

WED/RLS patients.

Through education, sharing of best practices and quality
improvement projects, the program aims to help the WED/RLS
community overcome persistent barriers to effective diagnosis and
treatment.

To learn more about the WED/RLS Quality Care Center

Program, visit willis-ekbom.org/quality-care-program.

The Johns Hopkins Center for Restless Legs Syndrome
5501 Hopkins Bayview Circle ® Baltimore, MD 21224

410-550-0574

Contact: Robin Fishel

tfishel2@jhmi.edu

Certified healthcare providers:

Christopher J. Earley, MB, BCh, PhD, FRCPI
Richard P. Allen, PhD

Mayo Clinic Center for Sleep Medicine
200 1st Street SW  Rochester, MN 55905

507-538-3270 (central appointment office)
www.mayoclinic.org/sleep-center-rsrt/appointments.html
Certified healthcare providers:

Bradley E Boeve, MD

Suresh Kotagal, MD

Mithri Junna, MD

Melissa C. Lipford, MD

Michael H. Silber, MBChB

Erik K. St. Louis, MD

Maja Tippmann-Peikert, MD

The University of Texas Health Science
Center at Houston (UTHealth)

6410 Fannin Suite 1014

Houston, TX 77030

832-325-7080

(Appointment scheduling through Department of Neurology)
Certified healthcare provider:

William G. Ondo, MD

Innsbruck Medical University

Department of Neurology, Sleep Lab and Sleep Disorders
Outpatient Clinic

Anichstr. 35, 6020 ¢ Innsbruck, Austria

+ 43512 504-23890

Contacts: Maria Kuscher, Cesarie Ndayisaba,
Manuela Oberlechner
schlaf-neurologie@i-med.ac.at

Certified healthcare providers:

Birgit Hogl, MD

Birgit Frauscher, MD

Elisabeth Brandauer, MD

Thomas Mitterling, MD

www.willis-ekbom.org
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Words That Say “You Are Not Alone”

Recently the WED Foundation created a word cloud — a
graphic created from a list of words. The Foundation asked
people to describe in one word what living with WED/RLS

was like, then used those words to make a word cloud.

This word cloud is amazing. It is informational. It is truthful.
Most of all, it is scary and depressing. Terms such as herky-
jerky legs, buggly and ikky can make this disease sound trivial
and bearable, but these words also describe what WED/RLS
teels like. Misunderstood is a fact of life most of us have lived
with for a long time. Historically, we have not been taken
seriously, and in many, many cases this is still true.

Even when we get brave enough to admit that WED/RLS is
insanity, unending and tortuous; friends, family members and
medical professionals do not take us seriously. In their minds,
having restless legs, arms or other body parts is minor — a
small annoyance at best. I remember when fibromyalgia and
chronic fatigue syndrome were considered maladies made up
by people who were simply lazy. Now they are accepted and
widely known as real conditions; the public at large knows
exactly what they are.

I was thinking about what words might be used to create
word clouds for other chronic conditions or diseases. Probably
most of the words in our word cloud (such as relentless,
excruciating, unrelenting and incurable) can be used to describe
other diseases. Take out those words, plus the ones such as
heebie-jeebies, and you are left with two that are major players
in our world.

The first is chainsaw. While this may get chuckles, it is a
deadly serious word. Too many people have said they would
like to cut off their legs just to get away from the misery but
are afraid of phantom restlessness. Name one other disease
where you would think about cutting off part of your body
rather than enduring the feelings. We are not talking about
pain here (although many suffer pain along with the
restlessness); pain is accepted in our society — having jumpy
legs or arms is not.

The other word that makes this word cloud unique is lonely. 1
fully understand that every person at one time or another feels
lonely. But this is a loneliness that comes when you are
surrounded by people who have no clue what you are going

through. Chemo patients, dialysis patients, people with
dementia — all have enormous support networks, which is
wonderful. WED/RLS affects from 7 to 10 percent of the
population, and yet we walk the floors at night with no one
beside us. We look out at the darkness without having anyone

holding our hands.

This word cloud can be depressing — just like our lives can be
when we are dealing with WED/RLS. But I prefer to look at
it as something new and refreshing that can be used to create
awareness, open conversations and best of all, remind us that
we are not alone. I may not have the exact same symptoms as
you, take the same medications or have the same outlook —
but I know what you are going through.

The same moon shines over us all. So while we may not know
each other personally, we can work together so that one night,
if we find ourselves walking the floors, WED/RLS will not be

the reason.

Kathy Page
2014 Development Committee Chair

www.willis-ekbom.org



WED Foundation Levels of Giving

At the WED Foundation, we rely on private donations
to make our work possible. While we do receive some
industry grants, our lifeblood is you and your
commitment to the mission. We cannot thank you
enough for the support you give every year.

Unrestricted Gifts give the Foundation the flexibility to
target funds for programs and projects that are in the
most need of financial support.

Restricted Gifts may be designated to two areas:
education and research. Donations to these funds are
earmarked for special projects that may complement
your intentions more closely.

Monthly Giving allows you to spread your donation
out over the year and enables us to count on a more
constant stream of gifts. You can also choose to restrict
your gifts with this option. Monthly giving can be
done by setting up a recurring credit card gift or an
automatic bill pay/donation each month with

your bank.

Assets to Give are the quickest and easiest way to give
to the WED Foundation. Checks payable to the WED
Foundation or credit card donations completed online
are fully deductible and provide an immediate source of
income for programs.

Appreciated Securities are gifts that allow you to
eliminate the burden of capital gains taxes. In nearly all
cases, you are able to claim a charitable income tax
deduction equal to the fair-market value of the
securities.

Bequests given through your estate at the time of your
death are an attractive way to make sure that your
interests are preserved. When you let us know about
your plans to give a gift in your estate, you become a
member of our Ekbom Heritage Society, an elite group
at the Foundation committed to our mission and vision
for the future.

If you would like to learn more about planned giving,
please request our Giving Avenues brochure or contact

us at 507-287-6465 or info@willis-ekbom.org.

Levels

We value all of our supporters at every level. Each of
you makes an important impact on the programs that
help so many living with restless legs syndrome

(Willis-Ekbom disease). Thank you!

Leaders $10,000 and above
Benefactors $5,000 to $9,999
Patrons $2,500 to $4,999
Sponsors $1,000 to $2,499
Sustainers $250 to $999
Supporters $101 to $249
Friends $75 to $100
Contributors $1 to $74

www.willis-ekbom.org

Ekbom Heritage Society
Anonymous (4)

Ms. Alejandra C. Arboles Zapata
Ms. Frances Baum Kaplan

Betty J. Borden

Steve and Kay Bordi

Peter K. Brooks

Marilyn and Fredrick Butterfield
Sheila and Frank Connolly

Mr. George S. Duncan

John E. Farmer, DO

Mr. Charles Fehner

Ms. Ann Marie Fritz

Janice Frost

Pickett M. Guthrie

Anne W. Hammond

Mrs. Jean M. Handwerk

Janice and Larry Hoffmann
Gwen Howlett

Mr. John P. Jansson

Howard R. Kahn

Judith A. Kotar

Ms. Elizabeth Laipson

John E Meredith

Dr. Walter W. Murrell, PhD

Dr. Dorothy J. Quisenberry, PhD
George M. Salem

Ms. Shirley Siuma

Gene Sivertson

Ms. Kathrin W. Young

Leaders
($10,000 or more)
Michael Brownstein MD PhD via
Brownstein Family Foundation
Mr. and Mrs. Tom Dunagan
Mr. Joseph R. Portmann III via
The Portmann Family Charitable Fund
Mr. Morris Range
William D Rhodes Foundation
XenoPort, Inc.

Benefactors

($5,000 to $9,999)

Anonymous

Mr. and Mrs. James Aberer

Peter and Incy Brooks

Robert and Pickett Guthrie

Mr. and Mrs. G P. Hunter Jr.

Dale R. Klinger

Carolyn Mohn

Schwab Fund for Charitable Giving

UCB, Inc

Bob and Judy Waterman via
San Francisco Foundation

Patrons

($2,500 - $4,999)
Russ & Janet Buschert
Chad and Ginni Dreier
Karla and John Dzienkowski
Ms. Elizabeth Grant

Ms. Anne Johnson

Mrs. Roberta J. Kittredge
Mr. Rex E. McCrary

Mr. and Mrs. John Thiele
United Bankers’ Bank
Peggy R. Walker

Mr. Frank M. Wilson IIT

Sponsors

($1,000 to $4,999)

Anonymous (2)

Carolyn C. Achee

Ms. Ann S. Alspaugh

Mrs. Barbara Bere

ChevronTexaco Matching Gift Program
J. Hunt Downing

Christopher J. Earley, MD PhD
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Mrs. Dolores Fiola

Florence Petrlik Family Foundation

Vera M. Gerhardt

Mr. Seth Glogower

Mrs. Rhondda L. Grant

Greystone Foundation

Mr. and Mrs. Harry Grim

Ms. Anne W. Hammond

Ms. Pamela A. Harms

Mr. James Hemak

Leon and Dina Krain

Drs. Regis and Pamela E.Langelier

Edmund Wattis Littlefield, Jr.

Mes. Elisabeth M. Ljungkull

Lorinna W. Lowrance

Terry and Jan Manning

M. Lynn McCracken

Pat & Diane McKeague

Ms. Jacqueline C. Morby

Mr. Terry Myers

Joyce Perry

Ms. Lisa A. Pugh

Mr. Robert H. Ritterbush via
Ritterbush Charitable Fund

Sage Foundation

Mr. Tom Silver

Mr. Freeman H. Smith

Mr. & Mrs. E. Randall Smolik

Dr. Craig Snydal

Cindy Taylor

Robin Tost

Mr. Aleksandar Totic

Ms. Joy K. Walker

Mr. Arthur W. Zuhlke

Sustainers

($250 to $999)
Anonymous (3)

Ms. Carole Adams

Alberta Treasury Bank

Mr. John Alexanderson

Ms. Karen Alizzi

Apogee Enterprises, Inc.

Ms. Dorothy Armstrong

Drs. Jacquelyn and Scott Bainbridge
Lewin T. Baker

Mr. Kent Bell

Mr. Timothy Bemis and Ms. Anita Raj
Barbara Berrier

Mr. Mintoo Bhandari

Mr. Bart Bolwyn

Ms. Betty J. Borden

Mr. Jeffrey Borofsky

Mrs. Kay Bowers

Marilyn Butterfield

Ms. Felicia M. Cashin

Ms. Dorothy A. Caudill
Thomas A. Churchill

Barbara Clucas

Lee C Coates

Mr. and Mrs. Gordy Coleman
Dr. and Mrs. James R. Connor
Dorothy B. Cowles

Rev. Lisa S. K. Cressman
Michael Davis

Mr. Karl E Dietzel

Elizabeth Dirkx

Nonda Donovan

Robert L. Dorfman

Mrs. Thelma Duker

Mr. Jim Emswiler

Barbara A. Faraone

Stefan Feyen

Fidelity Charitable Gift Fund
FirstGiving

Ms. Beth Fischer

James B. Fullerton

Mr. W. Peyton George
GivingFirst Community Foundation



continued from page 8

Ms. Nina Glasner

Ms. Lucille Gleddie

Ms. Pat Golab

Mr. Doren Goldstone

Ms. Kay I. Hall

Dr. and Mrs. Matthew R. Harmody

Robert G. Hasty

Mrs. Lynn Hawthorne

Margaret P. Heath

Monica J. Herman

Mr. and Mrs. George Hill

Mrs. Judith Hoffman

Ms. Marguerite Holden

Isabella Horsky

Mr. Dean Houdeshel

IBM Employee Contribution
Campaign - Hearts-H

Mr. Steven Iser

Mirs. Maureen Janda

Ms. Shirley Kelly

Mr. Adam Kertesz

Ms. Doreen Kim

Dr. Mark Kozlowski

Mr. Robert N. Landauer

Mes. Patricia A. Leighfield

Leisureworld Senior Care Corp

Amelia M. Lewellen

Donald Loveland

Ms. Susan Mallory

Mary Helen Manning

Mr. and Mrs. David Mardigian

Mr. Lloyd Mathis

Ms. Kim McPherson

Merck Employee Giving Campaign

Marney Mesch

Mr. Carl Meyer

Minnesota Council of Nonprofits

Doug and Becky Morrison

Mrs. Ann Mullinix

M. Roger D. Mulvihill

Janet Murray

Network for Good

Ms. Kathy Page

Pasadena Foundation

Ms. Nancy S. Passanante

Mrs. Donna Payne

Ms. Cynthia Pearson

Prof. Robert J. Peroni

Ms. Vonda Peterson

Mr. Joseph W. Pinciaro

Mr. Perry Plank

Robert W. Potter

Stephen N. Price MD

Mrs. Leslie Quintero

Mr. Brian Redfern

Ms. Mary E. Reinthal

Mrs. Gisela M. Riggle

Mrs. Susan Robertson

Mr. Lawrence Rockwood

Ms. Lynda Sakraida

Mr. David T. Sands

Mrs. Elizabeth O. Scheben

Jan Schneider

M. John Schwager

Mr. and Mrs. F R. Sekowski

Gene Sivertson

Mr. and Mrs. Stephen N. Smith PE

M. Robert E. Spangler

Sherrill Spears

Jack Stone

Michael G. Sullivan

Helen W. Sutphen

Mr. Dennis Szilvasy

Mrs. Alletta R. Thompson

Mr. Tim Thornton

Mrs. Shirley S. Toothman

Mrs. Linda Topper

Mrs. Jane Triller

Truist, Inc.

United Way of Central Maryland
Perry R. Verret

M. Patricia Veuve

Village Emporium

Laura Walker

Calvin and Grace Walstra
Arthur S. Walters, MD

Dr. Friedrich Widdel

Mr. and Mrs. Woody B. Widlund
Deetje J. Wildes

John B. Williams

Diane W. Wood

Mr. Lawrence Wyborski

Mrs. Bonnie B. Yelverton

Mr. Dean Zarras

Supporters

($100 to $249)
Supporters ($100 to $249)
Anonymous (22)

Mr. Louie Albanese

Ralph and Carol Albright
Mrs. Serena Alleman
Geary Allen

Ms. Lucy E Allen

Janet L. Allis

Gela Altman

Evelyn D. Anderson
Gayle V. Anderson

Mr. & Mrs. Leland E. Anderson
Ms. Delcie M. Anibale
Mr. Craig Ankerstjerne
Apple Matching Gifts Program
Mrs. Roberta Armacost
Larry Arndt

Ms. Susan Arndt

Ms. Joan Arsenault

Ms. Carole S. Arthur
Richard C. Austin

Mr. Donald N. Babb
Mary Eaton Backer
Virginia H. Bagby

Ms. Alice M. Baggaley
Bank of America Matching Gift
Mr. Walter J. Bank

Ms. Agnes R. Barrett

Mr. Joseph H. Bauernfeind
Phyllis Bazzano

Joe Beard

Catherine K. Becker
Philip M. Becker MD
Ms. Connie Beckman
Ms. Suzie Beizer

Michael J. Bellamy

Mr. Fred Bender

Mr. Robert Benedick
Elizabeth L. Bewley

Mr. John Bigley

M. Richard Billings

Mr. G. William Bissell
Mr. John P. Black

Inez Boettcher

Ms. Sandra C. Bowen
Carolyn P. Bower

Mr. John Bowman

Mrs. Eveline A. Boysen
Mr. Bruce Bredland

Ms. Anne Brennan

Mr. Dick E Bresnahan
Arnold A. Brewer

Mr. Sydney Britt

Joe and Maxine Broadway
Ms. Betty M. Brockington
Ms. Laurie A. Brown
Lida R. Brown

Prof. Lucy Brown

Diana Bruce

Mr. Robert Brugger
Mr. Dietrich Brunner
Katherine Bufanio

M. Roger Bulgren

Mr. E. Jeffrey Burke
Norma C. Butler

Mr. Ben Byer

Ms. Leatrice Caldwell
Ms. Bonnie Campbell
Ms. Margaret Campbell
Ms. Susanne Campbell
Mr. Al Capitanini

Dr. John B. Carlile

Ms. Linda Carlson
Gregory S. Carter, MD, PhD
Ms. Mary Lou Case
Gerard Castry

Mr. James E. Cavanagh
Ms. Caroline Chamales
Ms. Barbara J. Chandler
Mr. Adam Cheslin

Mrs. Elisabeth H. Clarkson
Mrs. Janet E. Clisch
Arnold J. Cohen

Dr. Carol L. Colby

M. David Conger

Ms. Barbara Conits
Sheila C. Connolly
Kenneth Cook

Mrs. Susan E. Cooley
Ms. Mary Cover

Ms. Carol L. Cox
Patrick Crowley

Ms. Lise Cruz

Ms. Linda Curry

Ms. Marie Curtis

Susan Dabelsteen
Dorothy M. Dahlen
Myra L. Daley

Ann Dansby

Mr. Dale David

Pastor Bruce H. Davidson
Mr. Don R. Deabenderfer Jr
William W. Denton, I1I
Ms. Helle K. DeSimone
R C Dillihunt, MD
Mr. James Dillon

Ms. Kristin Doolittle
Rita O. Dorey

Anne B. Dorsey
Katharine L. Downham
Ms. Helen Drewett
Paul H. Dudek

Dudley Family

Ms. Mary Lee Duff
Bill Duncan

Laura Dunlop

Ms. Elizabeth Dunn
Ms. Ruth D. Eager
Mary Earle

Ms. Joanne Eaton

Mr. and Mrs. Louis Echavarria Jr

Mrs. Susan Eckers
Jean K. Eckert

Mr. Peter Edwards
Tim Ekdom

Vashti P. Elliott

Lori Emslie

Mrs. Diane M. Evasick
Mr. Robert Ewart
Richard Ezell

Ms. Diane Farber
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Mr. Newell Gay
Carolyn Geduld

Mr. Peter Gerame
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Mr. Wayne Gregory
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Mr. Thomas Hartzog
Bettye J. Hauser

Mrs. Betty Headley
James Heinz
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Mr. John May

Cathy A. McCarthy
Mrs. Diana McColm
Park McGinty

Linda McKenna
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Dr. A. Thomas Perkins MD
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Mr. Robert Tollefson

Mrs. Ruby Townsend
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Régis Langelier, PhD
WED Foundation Board

Treasurer

www.willis-ekbom.org

Report

Thank you for your support and commitment to the Foundation in 2014!
Individual donors continued to show strong support by contributing 77%
of the Foundation’s total revenue this year. The fiscal 2014 end of year
match fundraiser was successful beyond our expectations. This underscores
the importance of our donors contributions to supporting the mission of
the Foundation.

The WED/RLS community continues a focus on this disease using social
media, local and national volunteers and members. We educate the general
public through online webinars, support group meetings and educational
materials. Funding outstanding research grant proposals and promoting the
certification of Quality Care Centers supports the mission of the Foundation to
be a trusted source of non-biased information.

The Finance and Audit Committee continues to monitor the budget to ensure
that revenue and expenditures are in balance and to review forecasts for the

coming year, making certain money is wisely spent in programs that benefit the
WED/RLS community.

ach gift, regardless of the size, allows the Foundation to continue our mutua
Each gift dl f th 11 the Foundation t t tual
goals of awareness, education, better treatments and research leading to a cure.

This is my final year as treasurer and board member. I have strived to improve

our investment strategies and to obtain a better dollar return. It has been a real
pleasure, and honor, to serve on the WED Foundation Board.

Cordially,

Régis Langelier, PhD
WED Foundation Board Treasurer
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Willis-Ekbom Disease Foundation 2014 Revenues
Statements of Net Assets * September 30, 2014 and 2013

Assets 2014 2013
Cash and cash equivalents $ 184,424 $ 284,498
Investments 445,951 316,761
Pledge receivable 10,000 0
Prepaid and accrued assests 20,810 18,837
Inventory 7,053 4,518
Fixed assets, net of depreciation 5,136 6,929

Total assets $ 673,374  $ 631,543

Liabilities
Accounts payable and accrued expenses $ 28,071 $ 27,755
Research grants payable 17,500 0
Unearned revenue 16,748 35,280

Total liabilities $ 62319 $ 63,035 [ Contributions 65% (unrestricted and restricted)

[ | Membership 21%

Net Assets [] Grants received 9%
Unrestricted $ 491,190 $ 472,573 01 . o
Temporarily restricted 119,865 95,935 nvestment income 3%

Total net assets 611,055 568,508 B Unrealized gain on investments 1%

Total liabilities and net assets $ 673,374 $ 631,543 - Miscellaneous income 1%

Statements of Activities * For years ending September 30, 2014 and 2013

Income 2014 2013
Contributions (unrestricted and restricted) ~ $ 332,383  $ 508,748 2014 Expenses
Membership 106,224 97,121
Grants received 48,532 96,120
Investment income 18,724 14,621
Miscellanous income 331 4,615
Unrealized gain on investments 9,093 8,600

Total income $ 515,287 $ 729,825

Expenses

Programs
Education and awareness $ 154,685 $ 227,698
Membership 147,608 157,945
Research 54,472 20,860
Support Groups 10,743 17,095

Total program expenses 367,508 423,598
General and administrative 80,698 85,503
Fundraising 24,534 30,890 [ Education and awareness 33%

Total expenses 472,740 539,991 B Membership 31%

Net increase in net assets $ 42,547 $ 189,834 [ General and administrative 17%

[ Research 12%

] Fundraising 5%

B Support groups 2%
$1.3M+ 5 Year Revenues and Expenses Comparison (M=Millions, K=Thousands)

$1.2M [ Revenue M Expense

$1.1M
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