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Restless Legs Syndrome Foundation, Inc. is dedicated to improving the lives of the men, women and
children who live with this often devastating disease. The organization’s goals are to increase awareness, to
improve treatments and, through research, to find a cure for RLS.
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2017 - 2018
RLS Foundation Scientific and Medical Advisory Board

The Restless Legs Syndrome Foundation Board
of Directors held meetings on:

December 15, 2016
Telephonic Meeting

February 7, 2017
Telephonic Meeting 

April 7, 2017
Telephonic Meeting 

May 17, 2017
Telephonic Meeting

July 11, 2017
Telephonic Meeting

September 29, 2017– October 1, 2017
Annual Meeting 
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From the time restless legs syndrome was first identified in medical literature three centuries ago, RLS has
remained one of the most widespread yet least understood human diseases, often leading to shame and
ridicule. But, the medical landscape began to change in the late 1980s when a group of researchers led by Dr.
Arthur S. Walters, founder and first chair of RLS Foundation’s Medical Advisory Board, rekindled the
attention of the medical community toward RLS.  Then, in June 1992, Pickett Guthrie, Dr. Walters and
other forward-thinking individuals got together to take charge of their own health issues when their doctors
were ignoring them; they founded the Restless Legs Syndrome Foundation. In 25 fast-paced years, we have
moved from a small group gathering around a kitchen table to an established foundation that has
transformed medical opinions, increased awareness both in the medical community and in society, and
funded research that is creating new and better treatment options.

This year we celebrate 25 years of hard and effective work by the dedicated volunteers who serve on our
Board of Directors and our Science and Medical Advisory Board, our very capable and professional staff, and
the many volunteers who lead support groups or provide phone and online support around the country.
Within the past five years we have established eleven Quality Care Centers that are staffed by certified RLS
experts who are knowledgeable and experienced in managing the most severe cases of RLS. With your support and extraordinary
commitment, we have raised nearly two million dollars to fund medical research that has led to better treatments and is coming closer
every day to finding a cure. We have also led the creation of invaluable diagnosis and treatment guidelines, led in the efforts to identify
and deal with the phenomenon of augmentation, created resources for children and teens to help them understand and manage their
RLS, and are now leading the fight to preserve access to low total daily dose opioids for patients with difficult-to-control cases of RLS. 

2017 was a banner year for the Foundation as we certified four of those eleven Quality Care Centers and expanded our member base,
now numbering more than 5,000 individuals. We ramped up our presence on social media to increase RLS awareness far beyond our
member base and donors. And, we funded two promising research studies: to evaluate a possible treatment for augmentation (a common
and devastating side effect of RLS dopamine medications); and to gather data on the long-term use of opioids to treat RLS. 

The opioid crisis has affected the RLS community. The Foundation has developed a strategy to respond to this challenge and retained an
advocacy organization with extensive experience in nonprofit, healthcare industry and governmental relations to guide and direct our
efforts on behalf of the RLS community.  The Foundation will continue to support research to understand further issues of tolerance,
efficacy and addiction as it relates to use of opioids for management of severe forms of RLS and to distinguish RLS from chronic pain as
each has its own distinct pathophysiology.

All of these efforts need your continuing and increased support. Although the Foundation is far stronger financially than it was a few years
ago, we need all who are affected by RLS to step forward by supporting us and bringing others into the fold as new members. Please
consider increasing your donation to the RLS Foundation to support research, education, advocacy outreach, and the service to the RLS
community that our staff and volunteers provide.  Equally as valuable, if you know anyone affected by RLS who is not a member of the
Foundation, encourage them to join, or pay it forward and buy their first year of membership!

On behalf of the RLS Foundation staff, volunteers and Board of Directors, thank you for all that you do. Together, our voice – and our
impact – are powerful. 

Lew Phelps
Chair, RLS Foundation Board of Directors

Lewis Phelps
Chair, RLS Foundation

Board of Directors

www.rls.org

2017 Highlights I From the Chairman of the Board
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From the seeds of an RLS Foundation grant, researcher Byron Jones, PhD,
has grown a genetic reference population of mice that is poised to serve as
an animal model for RLS research. 

In 2004, the RLS Foundation awarded Byron Jones, PhD, an $8,000
grant for a project to start a mouse colony that could be used in
research to help identify RLS-related genes. Over the course of 12
years and many mouse generations, Jones has employed a genetic
reference colony that not only has helped unearth three possible RLS
genes, but also may provide a model for studying RLS and testing
treatments. Jones’s program is summarized in a recent review article in
Sleep Medicine.1

“The human genome informs the mouse genome,” says Jones. “It’s
partly tongue in cheek, but also serious. … Genetic information in
the mouse is, 90 percent or better, the same as in humans.”

“We need to understand how things happen at the cellular, molecular
level,” he says. “The drugs we use are superficial – not cures. I want to
go after what is causing RLS, and how we can intervene to prevent
this [disease]. You need to know how it works before you can cure it.” 

BXD40: A match for RLS iron regulation
In the RLS-funded project, Jones (then at Penn State) set out to find
an inbred mouse strain whose genetics, when deprived of iron,
produced the same biological characteristics (phenotypes) as RLS. He
obtained mice known to be different in all kinds of phenotypes, and
tested them for differences in their response to iron deficiency. 

Jones’s team studied over 30 strains of mice to identify a strain called
BXD40 that met their criteria. When fed an iron-deficient diet, the
BXD40 females showed great loss of iron in the substantia nigra
region of the brain, but hardly any loss in the periphery –   matching
the iron deficiency profile of RLS in humans. 

During the project, Jones was invited by Johns Hopkins researchers
Christopher Earley, MD, PhD, and Richard Allen, PhD, to
collaborate on researching genetics and iron regulation in the brain.
Allen showed that BXD40 mice had phenotype characteristics the
same as people with RLS – namely, altered sleep patterns and
problems with their sensory systems. 

This team identified three genes seemingly involved in iron regulation
that were not previously known to play a role in RLS – among them,
the gene BTBD9. “We literally stumbled upon these mice, but it was
a planned stumbling,” says Jones. “We struck a homer.” Other
scientists like Yuqing Li, PhD, an RLS Foundation grant recipient, at
the University of Florida, are using these findings to further explore
BTBD9 in genetic models of RLS. 

A ‘perfect experimental platform’
Jones subsequently was awarded two R01 grants from the National
Institutes of Health – one to continue this work on genetic regulation

of iron in the brain, and the other to
study the effects of chronic stress on
alcohol consumption. His research
team (now at the University of
Tennessee) has controlled breeding
within the colony to create strains with
fixed genotype so that all are genetically
alike. They have grown the mouse
colony, generation by generation, to
include over 100 strains of mice.

Jones calls this a “perfect experimental
platform.” Scientists can now look at
the effects of the different genes by
going into the colony, choosing mice with a particular genetic profile,
and testing them to answer scientific questions. Strains can also be
tested in different laboratories to tease out the effects of environmental
factors. “We get remarkable replication of experimental results across
all laboratories,” says Jones.

Matching RLS behaviors and response to medication
In recent work, Jones and collaborator Erica Unger, PhD (at Lebanon
Valley College in Anville, Pennsylvania), matched the BXD40 model
with RLS behaviors. 

Unger analyzed the 24-hour activity levels of BXD40 mice compared
with five other BX strains. The BXD40 showed that with dietary iron
deficiency, the BXD40 mice had an increase in activity in the last part
of their active cycle and first part of their rest cycle –matching the
cycle of RLS symptoms in humans. No other strain showed this
circadian change in behavior. 

Unger also tested this model with RLS medications. Preliminary data
showed that treating the BXD40 animals with levodopa or quinpirole
significantly reversed the decreased rest time and increased activity. 

The result: a potential RLS animal model in the iron-deficient
BXD40 mouse which shows the many characteristics of RLS in
humans – iron regulation, behaviors, and response to dopaminergic
drugs. 

Jones plans to use this animal model to build on his RLS research. 

“We were able to find some animal verifications of what was going on
with humans, and that’s always cool,” says Jones. “Now, if we find out
how the protein BTBD9 operates in the brain in iron management,
then instead of treating RLS with a dopamine agonist, we might find
some agent that alters the expression of this gene.” 
____________________________________________________
1 Allen RP, Donelson NC, Jones BC, Li Y, Manconi M, Rye DB,
Sanyal S, Winkelmann J. “Animal models of RLS phenotypes.” Sleep
Medicine 2016 Sep 2 (Epub ahead of print).

  www.rls.org

2017 Highlights I Find a Cure

Creating a ‘Perfect Experimental Platform’ for RLS

Byron Jones, PhD
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For many people who have Alzheimer’s disease, evenings are
difficult. Right around sundown, uneasy feelings and
confusion start to flow. The person may become forgetful,
agitated – even aggressive, and start pacing or wandering.
These symptoms can last through the night and make it
tough for anyone in the household to get a good night’s sleep. 

Could it be that these behaviors – known as nighttime
agitation, or “sundowning” – are caused by RLS? And could
treating the RLS lessen the nighttime agitation symptoms?

Researchers led by Kathy Richards, PhD, at the University of
Texas at Austin are working to answer these questions. Dr.
Richards and co-investigator Christine Kovach, PhD, from
the University of Wisconsin-Milwaukee have been awarded a
$3.9 million, five-year grant from the National Institute on
Aging to evaluate whether there is an association between
nighttime agitation and RLS in people who have Alzheimer’s
disease.

“Nighttime agitation is the No. 1 reason why people with
Alzheimer’s cannot be cared for at home,” says Dr. Richards.
“If we can find a better and more precise way to treat
nighttime agitation, we can improve the quality of life for
many persons who are living with Alzheimer’s disease.” 

Nighttime agitation is often treated with powerful
antipsychotic drugs, which are only moderately effective and
carry with them serious risks, such as falls, stroke and death. 

Because nighttime agitation has a strong circadian component
and shares symptoms with RLS, Dr. Richards and others have
long postulated that for some people, undiagnosed RLS could
be the underlying cause. In a previous study led by Dr.
Richards, researchers examined symptoms in 59 people who
had Alzheimer’s disease and nighttime agitation. They found
that 24 percent of participants also had RLS. 

In the current research, the team will validate this result in a
pilot study – an eight-week, double-blind, randomized
controlled trial with 136 long-term care residents who have
nighttime agitation and RLS. Participants will receive either
gabapentin enacarbil (Horizant, an FDA-approved
medication for treating RLS) or a placebo. Data from the
study will also help discern the effectiveness, safety and
optimal dosage of gabapentin enacarbil for treating nighttime
agitation, as well as whether the frequency of RLS symptoms
may be linked to nighttime agitation.

The researchers will use a tool newly developed by Dr.
Richards called the Behavioral Indicators Test-Restless Legs.
This test includes a brief 20-minute observation and simple
set of questions for caregivers. Previous studies have shown
the tool to be an effective way to diagnose RLS in people who
have Alzheimer’s, and one that has potential for future use
with children and others who don’t have the ability to report
their symptoms. 

RLS Foundation Executive Director Karla Dzienkowski
visited the University of Texas in May, where she gave a
presentation about RLS and met with Dr. Richards’ team to
extend the RLS Foundation’s support for the research
endeavor. “Cognitively impaired seniors with RLS may have
difficulty expressing RLS symptoms causing an inability to sit
or lie still during the evening or nighttime hours,” says
Dzienkowski. “This study will ensure seniors with cognitive
impairments are accurately diagnosed and receive proper
treatment to manage their RLS symptoms.” 

Dr. Richards emphasizes that while there is no evidence
suggesting that RLS causes Alzheimer’s, the study may show
that it’s important for caregivers of people with any type of
dementia to watch for possible signs of RLS that can then be
treated to potentially reduce nighttime agitation. 

It all comes down to quality of life for people who have
dementia, says Richards. “I hope they will be more
comfortable, and that they – and their caregivers – can get a
good night’s sleep.” 

2017 Highlights I Improve Treatments

Research Will Evaluate Nighttime Agitation and RLS
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The RLS Foundation Research
Grant Program has awarded $37,000
to William G. Ondo, MD, of
Houston Methodist Neurological
Institute, to explore a potential
treatment for augmentation. The
study “Treatment of RLS
Augmentation with Ecopipam, a D1
Specific Antagonist” will evaluate the
drug ecopipam in reversing the
symptoms of augmentation, a
common side effect of dopamine

medications taken for RLS. Dr. Ondo is director of the RLS
Quality Care Center at Houston Methodist, and a member of the
RLS Foundation Scientific and Medical Advisory Board.

“Dr. Ondo’s proposal presents an exciting opportunity to
investigate a new approach to treat RLS augmentation,” says RLS
Foundation Executive Director Karla Dzienkowski, RN, BSN. “As
the only organization with a dedicated RLS research grant
program, it is our hope that research like Dr. Ondo’s will lead to
new and better treatments and one day, a cure for patients living
with RLS.” 

2017 Highlights I Improve Treatments

New Study Will Test Treatment for Augmentation 

William Ondo, MD

Dopamine and dopamine agonists (medicines that mimic
dopamine) can dramatically treat RLS and periodic limb movements
in sleep (PLMS). However, chronic use often results in
augmentation, a condition manifested by earlier onset and
intensification of the original RLS symptoms. Understanding and
eliminating augmentation is arguably the greatest practical problem
in RLS management.

The mechanisms by which dopaminergics actually treat RLS are not
entirely understood. First, dopamine and dopamine agonists react
with at least five different dopamine receptors, which can do very
different things depending on their type and location. In fact, in
several known systems, the D2/3 types seem to do the exact opposite
of the D1 type. 

Based on clinical and basic science information, our team and others
have speculated that stimulation of dopamine D2/3 receptors in the
spinal cord treats RLS symptoms. The main dopaminergic RLS
medications (pramipexole, ropinirole, rotigotine and L-dopa) all
mostly stimulate D2/3 receptors, but also stimulate D1 receptors to a
lesser degree, especially L-dopa.

We previously developed an animal model of RLS in mice and rats.
This model consists of iron deprivation, and destruction of the
dopaminergic neurons that descend into the spinal cord, where they
interact with both D1 subtype and D2/D3 type receptors. These
animals showed markedly increased activity consistent with RLS,
although they could not tell us if they had RLS sensations.
Importantly, the symptoms improved with the D2/3 drugs to treat
RLS, such as pramipexole and ropinirole, but also dramatically
worsened with a drug that specifically stimulates D1 receptors. No
such drug is available for human use. 

In later experiments, we tried to identify underlying mechanisms of
augmentation by treating some of these modeled mice chronically
with the dopamine agonist pramipexole. The main change over time 

was that treatment increased spinal cord affinity (efficiency) of the
D1 receptors (which seem to worsen RLS symptoms in the model).
There was also a mild reduction in D3 receptor density over time.
Therefore, our hypothesis for augmentation is that over time, the
ratio of the “bad” D1 receptors to “good” D2/3 receptors increases,
thus causing the chaotic condition where the same drug both treats
and worsens the condition. In turn, based on this theory, if you
could block the stimulation of the D1 receptors and keep the D2/3
stimulation, you could have benefit similar to when the medicine
was first started. 

Unfortunately, there are very few medicines that specifically block
D1 receptors without also blocking D2/3 receptors. In fact, only one
such drug has ever been tested in humans: ecopipam (owned by
Psyadon Pharmaceuticals), an investigational D1-specific blocker.
The drug has been tested in more than 1,000 people with Tourette’s
syndrome, obesity, schizophrenia, cocaine dependency, Lesch-Nyhan
syndrome, and diabetes mellitus. It is currently undergoing studies in
Tourette’s. The safety profile has been good, with sedation the most
common side effect (potentially desirable in people who have RLS).

We will be conducting a small, short study of ecopipam in RLS
patients currently taking only dopamine agonists – pramipexole
(Mirapex), ropinirole (Requip) or rotigotine (Neupro) – who initially
had good benefit but now have augmentation. Other RLS drugs will
not be allowed in the study. Participants will add either ecopipam or
placebo for six weeks to their current dopamine drug. Participants
will then “cross over” to the other arm (placebo or ecopipam) for
another six weeks, so that everyone will get both ecopipam and
placebo at some point in the study. Neither the patient nor the
physician will know which group they are in, to avoid bias. Overall,
there will be six visits in Houston over about 14 weeks. We will assess
a number of RLS and augmentation scales to determine if the
medicine helps augmented RLS. Based on the results of this
“exploratory” study, funded by the RLS Foundation, other larger
studies might follow.

Summary:“Treatment of RLS Augmentation with Ecopipam, a D1 Specific Antagonist”

6www.rls.org
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Recent research findings make the case for investment in a
long-term infrastructure to train primary care providers in the
United States to recognize and treat RLS. Currently, doctors
do not receive such training in medical schools.

In 2016, the RLS Foundation awarded a research grant to
William Padula, PhD, of Johns Hopkins Bloomberg School
of Public Health, to conduct an economic study on the value
of accurately diagnosing and treating RLS. Padula, in
collaboration with Christopher J. Earley, MD, MB, BCh,
PhD, FRCPI, at Johns Hopkins Medicine; and Charles E.
Phelps, PhD, MBA, at the University of Rochester; concluded
that training primary care providers to correctly diagnose RLS
would be cost effective. They found that in 65 percent of
cases, the cost of training is expected to be lower than costs
related to patients’ medical care, as well as lost work and time. 

Padula and Phelps will co-present their findings at the annual
meeting of the International Society of Pharmacoeconomics
and Outcomes Research (ISPOR) in May, and are preparing
the results for publication in a medical journal.

“We hope that in addition to publishing these findings,
headway can be made to incorporate training on RLS
treatment into standard postgraduate medical curriculum for
many of the primary and secondary medical disciplines,” says
Padula. “This scientific evidence on value is sure to help.” 

The study sheds light on a vexing problem: Since RLS is not
covered in the medical school curriculum, patients who have
RLS are commonly misdiagnosed by inexperienced or
undertrained providers as having other chronic conditions
with similar symptoms, such as Parkinson’s disease (PD),
attention deficit hyperactivity disorder (ADHD) or sleep
deprivation. Some evidence shows that the misdiagnosis and
subsequent treatment for the wrong condition leads to
worsening patient outcomes and high accumulated costs of
care. 

For example, a patient who is misdiagnosed with ADHD may
take medications that actually worsen RLS symptoms, and
subsequently be misdiagnosed with PD. The period of
misdiagnosis commonly persists for years, taking a significant
toll on sleep and quality of life.

The researchers collaborated on
the design of a cost-effectiveness
analysis to model scenarios of
costly misdiagnoses leading to
poor patient outcomes, as opposed
to properly treating RLS. They
applied their model using
information from a comprehensive
review of medical literature.

Padula’s economic analysis on the
costs of RLS is the first of its kind
in the United States and will
support the Foundation’s efforts to
expand provider education. 

“Understanding the underlying factors – such as lack of provider
education – that delay access to treatment and addressing them will
ultimately improve patient outcomes,” says Karla Dzienkowski,
RN, BSN, executive director of the RLS Foundation. 

She adds, “Dr. Padula’s study underscores the economic impact
of RLS and burden of disease for individuals living with RLS. It
is our hope that this research provides RLS researchers valuable
information to secure future funding from the National
Institutes of Health, Department of Defense, and other
sources.” 

2017 Highlights I Improve Treatments

RLS Training for Doctors Would Be Cost
Effective, Study Shows

William Padula, PhD
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2017 Highlights I Increase Awareness

1992

RLS Foundation
achieves nonprofit status

The Foundation’s headquarters is established in founding member
Pickett Guthrie’s dining room in Raleigh, North Carolina. 

Medical Advisory Board established
This panel of RLS experts shares knowledge by serving as
speakers and by developing and reviewing educational
content published by the Foundation.

Pickett Guthrie named first executive director
The Foundation will be led by six directors over the next 25 years: 
Pickett Guthrie (1993–1996)
Carolyn Hiller (1996–1997)
Cate Murray (1997–2000)
Allan O’Bryan (interim 2000–2001)
Georgianna Bell (2002–2013)
Karla Dzienkowski (2014–present)

1998
First Ekbom Award presented to
Dr. Arthur S. Walters 
Through this award, the Foundation

recognizes service to the RLS
community. Future recipients will include

Dr. Richard Allen, Cate Murray, Bob Balkam,
Sheila Connolly, Bob Waterman, Dr. Wayne Hening,
Pickett Guthrie, Dr. Michael Silber, Roberta Kittredge and
Dr. Christopher Earley.

2002
First RLS national patient meeting held in St. Louis,
Missouri

2004
Foundation launches online discussion board
This new platform offers 24/7 access to support in a
private forum.

Medical Advisory Board publishes first RLS treatment
algorithm 

1990
First NightWalkers published 

Founding member Oron Hawley prints the single-page first
issue on his home printer. 

1995
First RLS support group formed

Juanita Therrell leads the first meeting of the group
“Sleepless in Seattle.”

RLS Support Group Network established
Thelma Bradt volunteers to coordinate the program.

Foundation launches www.rls.org

1996
Scientific Advisory Board established

Robert H. “Bob” Waterman, Jr., chairs this first group of
scientific advisors,  charged with developing a research grant

process.

1997
Foundation moves to Rochester, Minnesota

Foundation launches research grant program
Over the next two decades, the Foundation will fund nearly

$1.6 million in competitive research grants for basic and
scientific study of RLS. 

Foundation helps fund first RLS research at
National Institutes of Health

First RLS Medical Bulletin published
This essential reference provides RLS diagnosis and

treatment recommendations. 

2000
Foundation establishes RLS Brain Bank at

Harvard Brain Tissue Resource Center  
The Foundation maintains this collection for tissue

distribution to RLS researchers.   

2005
National patient meeting held in Orlando, Florida

2006
National patient meeting held in San Antonio, Texas

The First 25 Years …

9
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  2017 Highlights I Increase Awareness

   

2007
RLS gene variant discovered

In a groundbreaking study funded in
part by the RLS Foundation, researcher

Dr. David B. Rye and team identify a gene
variant in RLS, supporting the theory that RLS is hereditary. 

2012

Foundation partners with International Restless Legs
Syndrome Study Group (IRLSSG) to conduct patient survey 

By gathering input from RLS patients in the US and Canada,
this survey reveals the need to better educate healthcare

providers, to increase awareness and to continue research
toward better treatment options.

2013
Medical Advisory Board publishes revised consensus

statement with RLS treatment algorithm

Foundation certifies first RLS Quality Care Center 
Staffed by leading RLS experts, these centers provide

specialized disease management and today are located at
Johns Hopkins, Houston Methodist, Mayo Clinic,

Innsbruck Medical University, Stanford, Emory, Yale,
Vanderbilt, Scripps, Neurocenter of Southern Switzerland,

and Mass General.

2015
Foundation relocates to Austin, Texas

RLS: A Guide for Teens published 

Foundation conducts Year
of Augmentation campaign

The Foundation conducts
extensive outreach to educate

patients and healthcare providers about
augmentation. The RLS Foundation, IRLSSG

and European RLS Study Group co-publish an article on
augmentation prevention and treatment.

2017

Foundation’s Facebook page reaches 10,000 likes

Social media brings increased awareness
The Foundation expands its outreach through Twitter,

YouTube, Google+, LinkedIn and Instagram.

2008
Foundation establishes volunteer ‘contact’ role
“RLS contacts” are experienced support group
leaders who provide support by phone and email. 

Foundation holds RLS scientific conference at Johns
Hopkins University 

Foundation launches Youth Initiative
Known today as the RLS and Children
Program, this initiative focuses on the
needs of children and adolescents
living with RLS.

2014
Foundation conducts Patient Odyssey Survey 
This survey is the first to evaluate the impact of RLS
on quality of life from the perspective of individuals
with RLS and loved ones who care for them.

RLS word cloud created
A collection of words used to describe RLS, this collage
expresses the shared struggles of people with RLS and
serves as a powerful awareness tool. 

2016
Foundation expands research grant program 
Funding is increased to $200,000 annually for up to
eight pilot studies. A merged Scientific and Medical Advisory
Board is established to best leverage combined expertise. 

YouTube channel established with RLS and Augmentation
video and My RLS Journey shorts

Foundation introduces redesigned, mobile-friendly
website 

Success Built on Many Milestones

www.rls.org9
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In the midst of a nationwide abuse crisis, access to opioids in the US is
tightening. Healthcare providers are increasingly hesitant to prescribe
opioids, health insurers may not cover them, and pharmacies are
creating policies to limit their use. 

While these measures may help prevent abuse, they also have the
unintended consequence of making it difficult for people with
chronic conditions such as RLS to obtain opioids for legitimate
medical treatment.

The RLS Foundation’s Board of Directors has launched an advocacy
initiative to help ensure that RLS patients are not denied access to
opioids as a treatment option. The Foundation will develop and
implement a campaign to lobby policymakers and educate the RLS
community and the public on the urgent need for protections for
RLS patients. 

“Opioids are an important strategy in the fight against RLS,” says Lew
Phelps, chair of the Board of Directors. “We know from clinical
experience and scientific research that the drugs that are FDA
approved to treat RLS don’t work for some RLS patients and over
time actually make the disease worse for many others. If opioids are
taken away as a reaction to concerns about opioid abuse, for many
people who have RLS, no effective treatment will be available. We
can’t let that happen.”

The Foundation has engaged a public policy firm as its partner to
provide input to federal agencies and organizations that are
considering creating rules (the White House, Congress, the US Food
and Drug Administration (FDA), and the Centers for Disease
Control and Prevention (CDC)), as well as to professional societies
and other influential groups. 

In addition to lobbying at the federal level, the Foundation will work
to build a grassroots network of people who can help identify issues at
the state and local levels and advocate to decision-makers on behalf of
the RLS community. 

This initiative has been funded by designated gifts from generous
members of the Board of Directors and concerned Foundation
members in support of continued access to opioids as a critical RLS
treatment option.

Through the initiative, the Foundation also will reach out to the
National Institutes of Health (NIH) and Department of Defense to
promote funding for RLS research.

“We are working to reestablish our strong voice in Washington,” says
Phelps. “We anticipate benefits from working with our new public
affairs partner that will extend far beyond the immediate ‘opioid crisis’
issue.” 

As a next step, over the next several months the Foundation will
develop a position statement and strategy for advocacy on opioids.
Watch for updates in upcoming issues of NightWalkers and eFriends,

and on the Foundation’s website at www.rls.org. To subscribe to
eFriends, the Foundation’s monthly e-newsletter, visit
www.rls.org/subscribe. 

Why are opioids needed for RLS?

The FDA has approved drugs in two classes of medications for
treating RLS, and both types can have major shortcomings.
Dopamine-type drugs (pramipexole, ropinirole and rotigotine patch)
will frequently cause augmentation, a devastating side effect
characterized by worsening of RLS symptoms. Alpha-2-delta ligand
medications (gabapentin, pregabalin and gabapentin enacarbil) can
also have significant side effects that limit their use, and in some
clinical studies only about 60 percent of RLS patients appear to
respond to the medication.  When these medications become
ineffective, what choices of treatment remain?

The first known description of RLS in the medical literature appears in
a treatise by Dr. Thomas Willis published in 1672. In that treatise, the
first potential treatment for RLS was also described: opioids. Since
then, clinical trials, longitudinal case studies and substantial clinical
experience among experts in the field have supported Dr. Willis’
observation: Opioids are a very effective treatment for RLS. Some
longitudinal studies covering three to 10 years of patient care have
shown long-term, sustained benefits when compared to dopamine-
type drugs. These longitudinal studies have not shown a significant
problem with tolerance or addiction. Based on all data and experience,
opioids are considered the next best line of treatment for those in
whom the other two classes of medications appear no longer effective. 

The RLS Foundation recently awarded a research grant to John
Winkelman, MD, PhD, of Harvard Medical School for a study on
the efficacy and tolerability of opioids for long-term treatment of
RLS. This study was highlighted in the summer 2017 issue of
NightWalkers.

If you are looking for a healthcare provider, visit www.rls.org or
contact the Foundation at info@rls.org for information about RLS
Quality Care Centers and other providers knowledgeable about RLS. 
____________________________________________________
1Garcia-Borreguero D, Patrick J, DuBrava S, Becker PM, Lankford
A, Chen C, Miceli J, Knapp L, Allen RP. 2014. “Pregabalin versus
pramipexole: effects on sleep disturbance in restless legs syndrome.”
Sleep 37(4): 635–43.

2017 Highlights I Increase Awareness

RLS Foundation Launches Advocacy Initiative on Opioids
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Webinars
2016 – 2017

Iron, Hypoxia & RLS

James Connor, PhD, and Stephanie Patton, PhD
October 14, 2016

RLS Research Review:
Then & Now

David Rye, MD, PhD
November 9, 2016

The Prevention &
Treatment of Augmentation

Mark Buchfuhrer, MD, FRCP(C), FCCP, FAASM
January 17, 2017 

Neurostimulation & RLS

John Winkelman, MD, PhD
February 10, 2017 

Coping with RLS

Philip Becker, MD
March 9, 2017 

Basics of Advocacy

Linda Secretan
April 19, 2017 

What is RLS?

William Ondo, MD 
May 17, 2017 

Technology’s Impact on
Healthy Sleep

Jeffrey Durmer, MD, PhD 
June 15, 2017 

RLS & the Dopaminergic
System 

Stefan Clemens, PhD
July 13, 2017 

Animal Models in RLS
Research 

Byron Jones, PhD
August 15, 2017

Cardiovascular Health
& RLS

Lynn Marie Trotti, MD, MSc
September 9, 2017
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Leaders

($10,000 or more)

Ms. Ann S. Alspaugh
Arbor Pharmaceuticals, LLC
Ron and Sharon Barrett
Mr. and Mrs. Tom Dunagan
The Dzienkowski Family
Madith K. Hamilton
Carolyn Mohn
Joseph R.  Portmann III
Gene Sivertson
Judy and Bob Waterman

Benefactors

($5,000 to $9,999)

Peter and Incy Brooks
Michael Brownstein, MD, PhD
Pickett and Bob Guthrie
Mrs. Annette S. Hunter
M. Lynn McCracken
Gregory C. Oberland
Lewis M. Phelps
Ms. Jan A. Sogge
Mrs. Eleonore L. Whiting
Larry and Fran Williams
Mr. Frank M. Wilson III

Patrons

($2500 to $4,999)

Mrs. Barbara Bere
Russ Buschert
Mr. James B. Fullerton
Ms. Vera M. Gerhardt
Mrs. Rhondda L. Grant
Roberta and Edward Kittredge
William Rhodes Foundation
Mr. and Mrs. Paul Rochester
Mr. Freeman H. Smith III
Cal & Grace Walstra

Sponsors

($1,000 to $2,499)

Anonymous (4)
Carolyn C. Achee
Mr. Kevin K. Albert
Lida R. Brown
Mrs. Gail S. Buckley
Mr. Thomas Churchill
Chad & Ginni Dreier
Barbara A. Faraone
Vanessa and Seth Glogower

George Grandison
Ms. Elizabeth Grant
Mrs. Gail Grim
Ms. Anne W. Hammond
Jeff and Pam Harms
Wm. James Heaton
Ms. Marguerite Holden
Leon and Dina Krain
Edmund Wattis Littlefield, Jr.
Mr. and Mrs. J. Terry Manning
Joseph Martin, MD, PhD
Mr. Michael Maston
Ms. Jacqueline C. Morby
Nancy S. Passanante
Starla Phelps
Ms. Carla Rahn Phillips
Ms. Lisa A. Pugh
Mr. Robert H. Ritterbush
Mr. & Mrs. E. Randall Smolik
Dr. Craig Snydal
Mr. Robert E. Spangler
Dr. Gilbert Storms
Helen W. Sutphen
Cindy Taylor
Mr. and Mrs. John Thiele
Alletta R. Thompson
Grant P. & Sharon R.   

Thompson
Robin Tost
Mr. Aleksandar Totic
Elise & Woody Widlund

Sustainers

($250 to $999)

Anonymous (27)
Serena Alleman
Ms. Terry Angell
Guy and Dona Armstrong
John W. & Mary C. Baker
Ms. Nancy Baker
Ms. Christie Barbour
Bob Barker
Mr. Quentin Bassett
Philip M. Becker, MD
Mr. Richard Billings
Inez Boettcher
Mr. George F. Bone
Ms. Sandra C. Bowen
Ms. Leatrice Caldwell
Ms. Susanne Campbell
Ms. Caroline Chamales

RLS Foundation Levels of Giving

At the RLS 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 our 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 three areas:
quality care centers, 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 even
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.

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

Appreciated securities are gifts that may allow you to
eliminate 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, check with your
tax advisor.

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 512-366-9109 or info@rls.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.
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       $100 to $249
Friends              $75 to $99
Contributors    $1 to $74
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Bonnie Christensen
Lee C Coates
Dr. Carol L. Colby
Mrs. Rei M. Colling
M. Grace Conant
Sheila C. Connolly
Mrs. Zibby Crawford
Mr. Roger Crooks
Mrs. Lois M. Crouch
Jonelle Prether Darr
Mr. Thomas Darr
Dr. Edward T. Dehan
Ms. Helle K. DeSimone
David J. Dickoff, MD
Mindy and Joe Dill
Elizabeth Dirkx
Anne B. Dorsey
Mrs. Katharine Downham
Helen Drewett
Heyward Drummond
Paul B. Dudley
Dr. Amy Dwork-Berger
Mr. and Mrs.

Louis Echavarria
Jim Emswiler
Janice H. Frizzell
June M. Fry, MD, PhD
Mr. Thomas Gardner
W. Peyton George
Mr. Chip Gillis
Ms. Catherine Glowacky
Ms. Pat Golab
Mr. David Goldberg
Beatrice H. Goldstone
Mr. Doren Goldstone
Charles C. Gould
Anna Grassini and

John McDevitt
Wayne and Donna Gregory
Douglas E. &

Marcia S. Haas
Mr. Ron Haedt
Mrs. Carolyn M. Hahne
Mr. Stephen L. Handley
Evelyn Harper
Ms. Kimberly Harris
Mrs. Lois K. Hart
Thomas Hartzog
Ms. Susanne Havlic
Mr. James Hawthorne

Dr. Arthur M. Hewitt
Ms. Barbara Hirschy
Mrs. Laurie Hirst
Janice and Larry Hoffmann
Ms. Isabella W. Horsky
Mrs. Sharon Huntington
Jean Hayden Hutchins
Stephen H Iser
Mrs. Maureen Janda
Mr. and Mrs. Max E. Jester
R. Fred Kautz
Garry J. Kearns
Mr. Terry Keiper
Michael J. Kikta, MD
Ms. Doreen Kim
Dr. Marvin Kleinau
Mrs. Kathleen Kotchi
Dr. Mark Kozlowski
Diane Kuehn
Régis and Pamela Langelier
Walter Langford
Betty Lapham
Mrs. Lee Lipman
Mr. and Mrs. Don N. Lovell
Lorinna W. Lowrance
Mrs. Barbara Mack
Colin MacKenzie
Ms. Susan Mallory
Ms. Mary H. Manning
Lloyd Mathis
Jerry McCaslin
Pat & Diane McKeague
Mr. Thomas McKnight
Marney Mesch
Ms. Candy-Monte Midkiff
Mr. Steven Minick
Ms. Karen Mokrzycki
Ms. Silver Moore-Leamon
Robert A. Moran, PhD
Mrs. Diane P. Moyer
Roger Mulvihill
Jim & Barbara North
Ms. Carol M. Ogrodnik
Ms. Nancy K. Olson, RN
Robert J. Patterson
Marika Pauls Laucht and 

Donny Cheung
Prof. Robert J. Peroni
Mrs. Carolyn Phillips
Ms. Gail L. Pickering

Dr. Stephen N. Price
Mr. Walter H. Rauser
Mrs. Sheila Richards
Prof. Victor H. Rieck
Mr. Lawrence Rockwood
Mr. David T. Sands
Ms. Jane Sauther
Mrs. Elizabeth O. Scheben
Lori Schifrin
Jan Schneider
Ms. Donna M. Schroeder
Mr. John Schwager
Linda Secretan
Carol J. Seely
Mr. and Mrs. F R. Sekowski
Kay Simmons
Mr. William J. Smith
Ms. Jacqueline A. Snodgrass
Kermit Spruill
Mrs. Constance Stoner
Mr. Joseph Suchecki
Mr. Timothy Swanson
Suzanne Tennies
Mr. James Thompson
Tim & Kristin Thornton
Mr. Thomas E. Turk, Jr.
Jack E. Turner
Ms. Elizabeth K. Usina
Mrs. Wendy Veiga
Mrs. Eileen Vermillion
Ms. Patricia Veuve
Mr. Richard Vezza
Dr. Bradford Wade
Marguerite H. Wagner
Christine Tunison Wait
Mrs. Karen Walborn
Ms. Joy K. Walker
Arthur S. Walters, MD
Mrs. Shirley M. Ware
Mr. Jon Wellinghoff
Leah R. Wickham
Ms. Toby Woodhouse
Mr. Jason Xu
Harvey L. Young
Mr. Dean Zarras
Naomi and

Michael Zigmond

Supporters

($100 to $249)

Anonymous (48)
Mr. Mark Abramovic
Ms. Carole Adams
Mr. Jay D. Adkisson
Betty Affisco
Mrs. Karon Ahrendt
Mr. and Mrs.

Ralph L. Albright
Jean A. Allee
Janet L. Allis
Mrs. Gela Altman
Ms. Paula Anderson
Mr. & Mrs.

Leland E. Anderson
Ms. Barbara Andreason
Ms. Helga Anker
Dorothy Armstrong
Larry L. Arndt
Mrs. Susan Arndt
Ms. Joan Arsenault
Ms. Carole S. Arthur
Ms. Patricia J. Arthur
Martha Atchley
Ms. Carol C. Ault
Richard C Austin, MD
Mr. Lloyd E. Axelsson
Mr. Donald N. Babb
Rand Babcock
Mary Eaton Backer
Mr. Wilmer Bahe
Mrs. Janet Bailey
Drs. Jacquelyn and

Scott Bainbridge
Ms. Mary Ellen Baker
Mrs. Marcia Ball
Ms. Melanie Balzer
Gerald Bardeson
Ms. Agnes R. Barrett
Mary & Syd Baxter
Mr. Donald T. Becker
Betty L. Bell
Mr. Kent Bell
Ms. Barbara Bellamy
Lois E. Belohlavek
Ms. Lisa Bennett
Robert A. Bensen
Lola Bermudez
Barbara Berrier
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Ms. Shirley Bevan
Elizabeth L. Bewley
Mrs. Vinnie Biberdorf
Mr. G. William Bissell
Mrs. Barbara Blahuta
Mr. Jerry Blakeley
Ms. Sybil J. Blankenship
Ms. Amy Jean Boebel
Mr. Steven Boerma
Mr. Troy Bolden
Ms. Ruthann Bonzi
Mr. Charles C. Boone
Mr. Charlie Boren
Mr. Jeffrey Borofsky
Mr. George Borowsky
Mr. William Bossenberger
Ms. Jane Boswell
Mrs. Leah Boudreaux
Ward C. Bourn
Mrs. Sally H. Bowen
Carolyn P. Bower
Dr. Dolores A. Bower
Mr. John Bowman
Nancy Bradford
Dr. Daniel Bradt
Bradt Family Society
Thelma Bradt
Dr. & Mrs. James Breece
Mrs. Marilyn K. Brendle
Mr. Sidney Briggs
Hannah and Sydney Britt
Ms. Betty M. Brockington
Mrs. Vicki Brokos
Mrs. Wendy Brooke
Jane E. Brown
Ms. Susan R. Brown
Mr. and Ms. Robert Brugger
Ms. Susanne A. Brzakowski
Katherine Bufanio
Ms. Mary Burns
Ms. Gena Burtch
Mr. Richard C. Burton
Norma C. Butler
Mr. William L. Byrd
Mr. Brian Calendrillo
Mrs. Ramona W. Cameron
Ms. Bonnie Campbell
Kenneth A. Campbell
Mr. and Mrs. Ray Cannon
Mr. Al Capitanini

Mr. Paul A. Carney
Ms. Bonnie M. Carroll
Ms. Stephanie Carty
Ms. Mary Lou Case
Ms. Felicia M. Cashin
Mr. Bill Cassen
Alfred & Brenda Castiglioni
Mr. Robert K. Caulk
Mrs. Patricia A. Cerny
Mr. Paul Chalkis
Mrs. Kitty Champlin
Ms. Barbara J. Chandler
Mrs. Florence A. Chandler
Ms. Peggy Chappell
Ms. Laura E. Childers
Ms. Diane Churchill
Mr. Ron Cicchini
Mr. Thomas R. Clem Sr
Mrs. Irene F. Clowser
Mr. Walter Co
Arnold and

Annebelle Cohen
Ms. Betsy Collins
Ms. Kathleen B. Collins
Mr. Laurence Conley
Dr. and Mrs.

James R. Connor
Mr. and Mrs. Clive Cook
Mr. Charles Cooke
Mrs. Susan E. Cooley
Lewis N. Corrington
DeElda L. Cotanche
Mr. Doug Counsell
Mrs. Dorothy B. Cowles
Ms. Carol L. Cox
Ms. Alice Craig
Ms. Barbara Crain
Mr. John Crncich
Ms. Tonja Cross
Mrs. Mary Cuseo
Ms. Arwilda Cushman
Susan Dabelsteen
Samuel D'Amato, MD
Jim Daubenmier
Mr. Bruce H. Davidson
Ms. Suzayne W. Davis
Mr. Don R. Deabenderfer, Jr
Ms. Barbara Dean
Mrs. Jocelyn Decker
Ms. Veda I. Decof

Mrs. Sandra S. DeCoursey
Doris Dent
Mr. Ronald DeRuiter
Mr. Charles Dickinson
Mr. Bernard N. Dickman
Ms. Linda Dilger
R C Dillihunt, MD
Ms. Annis Dinnerman
F. Edward Dudek
Paul H. Dudek
Ms. Mary Lee Duff
Ms. Georgia Duker, PhD
Mr. Bill W. Duncan
Ms. Dawn Duncan
Laura Dunlop
Janice H. Duran
Mrs. Mary Earle
Lorne L. Ebel
Mrs. Susan Eckers
Ms. Jean K. Eckert
Dr. John A. Edwards
Mr. Peter Edwards
Joan Elder
Mr. Keith Ellenberg
Vashti P. Elliott
Donna Elmore
Mr. Doug Epperson
Mrs. Nadine Euler
Mrs. Diane M. Evasick
Richard Ezell
Mr. Bryan Fagan
Mr. Robert C. Fairly
Mr. Sigo Falk
Win Farquhar
Ms. Mary Feltz
Mr. Stefan Feyen
Susan G. Fidel
Mr. Gary Fifolt
Mrs. Mozelle N. Filimon
Mr. Eugene Firmine
Lee J. Fischer
Mrs. Merial R. Fitzgerald
Don and Carol Flammer
Thomas Flanders
Mrs. Mary K. Flannery
Mrs. Sue Fletcher
Mr. H W. Flood
Elmer G. Foley
Dr. Harriet Forman
Mr. Robert Fowler

Evelyn France
Ms. Mary Fransen
Mr. Robert Freese
Mrs. Naomi Frenkel
Mr. John Frieden
Sherri Frost
Mrs. Mastern Fuller
Bill Fuller
Ms. Louise Furcolo
Dr. Julia Gaff
Mr. John Gage
Mr. David Gagne
Mr. V John Gajar
Marcella Gallagher
Ms. Sylvia R. Gallagher
Ms. Ana Maria Garcia
Jason Gardner
Jeannine Garrett
Mr. Joseph S. Gass
Mr. David Gebhardt
Mr. Peter Gerame
Ms. Judy L. Gerardi
Kenneth E. German
Wouter Geurts
Mr. David L. Gilbertson
Mrs. Debbie Gill
Mr. Jerry Gilland
Mr. George M. Gingerelli
Beverly and

Murray Ginsberg
Mrs. Dorothy D. Goldstick
Mr. Kenneth Goodson, Jr.
Mr. Earl Goodwin
Mrs. Ruth K. Gordon
Mr. Robert Gorecki
Anne Adams Gorry
Mr. John F. Grafenauer
Erica Grantmyre
Mr. David L. Gray
Ms. Jane B. Green
Ms. Sabrina Greensea
Judy Greff
Cathryn S. Gregory
Mrs. Maxine Griffin
Ms. Suzan K. Griffin
Ms. Wanda R. Guyton
Ms. Kathleen Haase
Mr. Carl F. Hagenmaier, Jr.
Mrs. Mima Hale
Mr. James Hall
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Dr. Judith Hall
Marilynn S. Hallman
Mrs. Richard

Hallock Debby
Mr. Charles Hamilton
Mr. John Hampel
Mr. Dennis Hansen
Mrs. Nancy C. Hardy
Mrs. Mary E. Harrington
B. Harris
Helen Harris
Mr. Burlin C. Harrison
Mr. Roland W. Hart
Dr. Leo M. Hartke
Ms. Margaret L. Harvey
Ms. Marianne Haug
Vic & Bettye Hauser
Jim Healey
Donna Heaney
Mrs. Judy K. Heckman
Mr. Allen Hellwege
B. Kay Henderson
Mr. Stephen Henderson
Ward and Cheryl Heneveld
Lynne and William Herndon
Mr. Gordon Herron
Mr. Gilbert Heth
Dr. Susan Hetherington
Arlene R. Hetland
Mrs. Katherine A. Higgins
Ms. Judy L. Hill
Mr. Kenneth Hinz
Robert Hirth
Mr. Lloyd Hittle
Ms. Cynthia Ho
Ms. Susan Hobbs
Ms. Patty Hodgins
Judith Hoffman
Mr. David Hoge
Mr. John Hooper
Mr. Peter K. Hoover
Mr. Ron R. Hopperton
Mr. Monte Horn
Mrs. Irma Hornbeck
Ms. Julia S. Horowitz
Mrs. Charlene M. Houghton
John T. Hubbard Jr.
Ms. Margaret T. Huddy
Joan Hudgins
Mr. James S. Huffman

Ms. Paula J. Hughes
Mr. Clyde L. Humphrey
Peter and Marcia Hunter
Thomas D Hurwitz, MD
Roland & Martina Huson
Lucille L. Hynes
Ms. Deon L. Jaccard
Ms. Shirley Jackman
Mr. James M. Jacob Jr.
Ms. Jessica Jenkins
Jean D. Jensen
Ms. Catherine Johnson
Ms. Judy Johnson
Mr. David J. Johnston
Mrs. Evelyn Johnston
Elizabeth R. Jones
Ms. Priscilla Joseph
Mr. and Mrs. Hisashi Juba
Mr. John Juvinall
Mrs. Georgia Kahler
Mr. Edward Kalinowski
Dr. Anoop Karippot, MD, 

DABSM
Mrs. Linda M. Kawtoski
Donnie and Darlene Kee
Mrs. Sarah P. Kellen
Mr. Henry Kelly
Ms. Shirley Kelly
Ms. Alice Kennedy
Mr. Michael J. Keogh
Allan R. Kerze
Nancy Kindness
Mr. Patrick J. King
Mr. Mike Kirby
Mrs. Susan M. Kirkland
Ms. Karen Kite
LTC (Ret) Marypat A. Klee
Mr. Cliff T. Kleintop
Mr. Jeffrey M. Kloc
Cletus Koehler
Rosemary Kosmak
Dr. June Kramer
Molli Krausz
Phil Kroeker
Mr. Michael Kun
Ms. Evelyn R. Kunkel
Mrs. Faye G. Kunze
Ms. Linda LaBerge
Robert La Fountaine
Yuan-Yang Lai, PhD

Ms. Susan Lamica
Bob Landauer

Mrs. Cynthia Landgrebe
Linda K. Landis
Mr. John Lane
Mrs. Sharon Langis
Ms. Kim Larrow
Ms. Melinda Lasater
Ms. Nancy Lauby
Anne W. Lauer
Ms. Elisabeth Laura
Mrs. Beatrice Levit
Nan Levorsen
Mr. & Mrs. Leon Levy
Amelia Lewellen
David A. Lewis
Will Lewis
Ms. Gail Linn
Ms. Sylvia Lipscomb
Dorothy Liston
Ms. Maria C. Little
Ms. Martha P. Littlefield
Mr. Brian Livingston
Ms. Emily Lobatto
Paul Lohrenz
Mr. Don Longacre
Patricia and George Loveland
Ms. Andrea Lowery
Ms. Mary Ann Lucas
Ms. Nirit Luchans
Mrs. Martha Lussenhop
Mr. J. Terence MacAvery
Mr. Richard Machalek
Tom Mack
Mr. Kenneth F. MacKay
Tom Main
Ms. Saida S. Malarney
Frank E. Manchester
Mrs. Tove Mandigo
Mr. John O. Manning
Mr. P Severin Marsted
Mr. Edward F. Martin
Mrs. Cheryl Masters
Mr. Joseph F. Matchey
Rev. James & Jean Matthews
Marcia Matthieu
Alice Maxin
Mrs. Polly M. Mazur
Mrs. Pauline McCharen
Mrs. Buffy McClure

Ms. Marilyn A. McGowan
Mr. Robert McIntyre
Mrs. Patricia McKee
Patricia H. McKee
Linda McKenna
Christine McMorrow
Ms. Lisa L. McPherson
Michael T Mendelson
M. Marjorie Meredith
Ms. Emily G. Messier
Elsa Michitsch
Mr. Charles J. Miller
Sally Mills
Helen Misiaszek
Mr. Darius Mistry
Mrs. Jill Mitchell
Ms. Joyce Miyasato
Mr. Eric Moen
Ms. Mary Kay B. Moffitt
Judy C. Monostory
Mr. Robert Montcalm
Dr. Frits Mooi
Mrs. Virginia Mooney
Phyllis Windrem Morales
Steve Morton
Sue Moss
Mr. Robert Mucci
Mr. Steven Muller
Dr. Daniel J. Murphy
Mrs. Linda Murphy
Ms. Maureen Murphy
Susan Murphy
Mr. Tom Murray
Walter W. Murrell, PhD
Ms. Dixie Myrick
Mr. and Mrs.

Larry D. Nelson
Ms. Linda R. Nelson
Theresa Nelson
Mr. Kent Newmark
Mrs. Kristen Nolan
Ms. Mary Nolan
Mr. Arlo R. Nord
Keith and Bonnie Noyes
Ms. Barbara O'Connell
Mrs. Barbara Odenkirk
William G. Ondo, MD
Ms. Jean B. Osbahr
Ms. Roberta Owen
Dr. Walt Owens
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Ms. Kathleen Parker
Mr. Robert Patterson
Ms. Maria Paul
Ms. Denise Payne
Mrs. Mary T. Payne Norcross
Ms. Cynthia Pearson
Donna S. Peckinpaugh
Ms. Mary Lou Pelzer
Mrs. Jacqueline L. Pereira
Rebecca D. Guerra
Mrs. Kendra Perrotto
Donald L. Perry
Ms. Joyce Perry
G Peters
Ms. Lela A. Peterson
Mrs. Judy Phillips
Ms. Suzanne Pirko
Mrs. Joyce Piskulic
Mr. Perry Plank
Mr. Stephen Plattus
Mr. Gary Pollatz
Ms. Debra B. Price
Mrs. Elizabeth Purcell
Mr and Mrs Stan Quade
Mrs. Carolyn Quick
Mark Quinton
Mrs. Betty J. Quist
Ms. Barbara J. Ragland
Ms. Marilyn Ralston
Emily Rand Breitner
Ms. Anne Rapp
Ms. Mara Rasure
Carey Rayce
Mr. Brian Redfern
Marcia Reed
Susan Reed
Daryl and Ella Reid
Mr. Robert J. Reilly
Mrs. Diane M. Reinhart
Mr. Johnnie Ricketts
Mr. Jay Riojas
Ms. Barbara Riser
Carol Roberts
Mr. James Roberts
Ms. Kathryn W. Roberts
Ann Robertson
Jean Robertson
Tom Robertson
Mr. Gary Robinson
Ms. Peggy A. Rogers

Maurice Rollins
Rich Rosenthal
Jim and Anne Ross
Ellen and Merrill Roth
Mrs. Janice Rottman
Richard Roullard
Mr. Hal Rucker
Mr. Charles Rush
Marjorie J. Sahr
Kei Sakita
Mrs. Brenda Sallee
Mr. Richard G. Samuelson
Ms. Donna A. Sanders
Mrs. Judy Sanders
Ms. Sonnhilde Saunders
Mr. LeRoy Saylor
Mrs. Linda R. Schaeffer
Ms. Toby Schafer
Ms. Helen T. Schauer
Mary M. Schelb
Mrs. Anne E. Schleich
Ms. Susan Schlichting
Ms. Isabel Sonia Schneider
Mrs. Jeanne Schoedinger
Ms. JoAnn E. Schoenegge
Sandra Schoppe
Mr. and Mrs. Roger C. Schulte
Mr. Daryl Schulz
Jack T. Scully
Mr. Cary Seekins
Mr. Allan Segel
Ms. Diane Segel
Mr. Spencer O. Setter
Shirley I. Seymour
Ms. Susan Shafer
Harry Shaia
Mrs. Louise Sharp
Pat Shaw
Ms. Bonnie Shear
Mr. Billy L. Sheats
S. J. Shedenhelm
Ms. Carmen Shell
Ms. Sylvia Shields
William D. Shiels
Mr. Daniel G. Shoaf
Mr. and Mrs. Eugene Sikorovsky
Dr. Ronald Silvestri
Mr. Kevin Simmons
Mr. David Singer
Ms. Mary Sloan

Ms. Delores Smallwood
Mr. Dennis C. Smith
Dwain L. Smith, DVM
Mr. Edward Smith
Mr. James F. Smith
Mr. and Mrs. Michael K. Smith
Preston L. Smith
Stephen D. Smith, MD
Walter C. Smith
Donna L. Sons
Michael & Regina Spaulding
Dorothy T. Speer
Mrs. Joyce C. Spivey
Ronna L. Staley, MD
Mrs. Sheila Stankus
Ms. Holly Stedman
Mrs. Thelma C. Steele
Ms. Jacqueline N. Steensma
Mr. Jim Stein
Mr. and Mrs. William E. Steinhart
Mrs. Faye M. Stephen
Mr. Daru Stevens
Mr. Chris Steward
Mr. Gerald T. Stillman
Mr. and Mrs. Marshall Stivers
Ms. Mary Stompe
Winifred Jo Stravino
Rev. Bettina Suppe
Nan Suydam
Mr. Paul Svab
Marian W. Sweeney
Ms. Susan Swigart
Ms. Karen M. Taberski
Mr. Tom Tangretti
Ms. Kathleen Taube
Harry C. Taylor
Mr. Thomas P. Taylor
Wendy C. Taylor
Thomas and Margaret Terrell
Mr. Andrew T. Tershak
Susan Theiss
Mrs. Janice Thomas
Mr. Michael Thompson
Mrs. Janice M. Toles
Helena Tompkins
Ms. Linda J. Tonissen
Mrs. Shirley S. Toothman
Barbara Torell
Mrs. Ruby Townsend
Mr. Melvin G. Trammell
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Ms. Janet L. Trent
Mr. Ronald Tritsch
Mr. and Mrs.

James T. Trollinger
Mrs. Jan Tschantz
Mr. David A. Tuomala
Michael Ulwelling
Mrs. Kathie Underdal
Dr. Gary Utz
Ms. Sharon Vachon Rice
Mr. Charles B. Vail
Ms. Mary Valiant
Mr. and Mrs.

Robert Van Etten
Mrs. Cynthia M. Van Horne
Mrs. Audrey Vik
Mr. Daniel Vreeland
Mr. Jerry Vulstek
John M. Wadahara
Ms. Luann Wagnon
Gordon Waldron
Mr. Gary Walker
Mrs. Gloria R. Wallace
Nora L. Walter
Ms. Kay-Frances Wardrope
Mr. Joseph Wataha
Mr. and Mrs.

Lawrence P. Watson
Mr. Rupert Watson
Mrs. Betty Weber
Mr. George Weeks
Mr. Ron J. Weisberg
Mr. and Mrs. Eugene Wendt
Ms. Sandra N. West
Mr. Thomas West
Lucille Westervelt
Mrs. Karin Whealon
Mr. John White
Ms. Allison

Whitney-Coleman
Dr. Friedrich Widdel
Mr. Joseph K. Wiggins
Mr. Clifford Wiita
Mr. Joe Wilbanks
Ms. Marilyn Wilkes
Mr. Derwin Williams
Mr. John B. Williams
Mr. Kent Williams
Mr. Rod Williams
Ms. Caroline R. Willms

Ms. Jean Wimer
Jerome P. Witek
Ms. Nancy Witt
Mr. Thomas H. Witzel
Mary Lou Wohlhieter
Joanne Wojahn
Louise Wolfe
Mrs. Lucy H. Wong
Ms. Diane W. Wood
Mr. Gordon Woodard
Claude A. Woodward
Mrs. Julia Woodward
Robert & Ruth Wopat
Ms. Helen Wornik
Mr. Cody Wray
Mrs. Anita Wright
Gail Wright
Ms. Lois Yarbor
Mrs. Bonnie B. Yelverton
Russell and Robin Young
Mr. William W. Young, Jr
Robert J. Zaruba
Ms. Ann L. Zimmerman
Ms. Joanell Zimmerman
Barbara Zizka
Mrs. Joy D. Zumbrunn

continued from page 16

17 www.rls.org

RLS ANNUAL REPORT 4 9 18_Layout 1  4/9/18  5:56 PM  Page 17



18www.rls.org

Thank you for your continued commitment and financial support of the RLS Foundation
during our 2017 fiscal year. Again, this year, individuals provided the majority of support for
Foundation programs and activities, representing seventy-nine percent of total donations.  

Our popular free monthly webinar series, support group meetings held all across the US, the
large library of educational materials reviewed and updated by members of our Scientific and
Medical Advisory Board, serve to educate the general public and medical community about
RLS.  Our website and social media channels including Facebook, Twitter, Instagram, YouTube,
LinkedIn and +Google continue to expand our reach. Our much-acclaimed quarterly magazine,
NightWalkers, continues to delight our members with in-depth stories about the most promising
research and treatments available today. Communicating through these many channels, we are
reaching a larger and younger audience, fulfilling our mission to bring greater education and
awareness about RLS.  

Furthermore, this year we funded two grants through the RLS Foundation Research Grant
Program. One grant is a multi-center longitudinal pilot observational study of the efficacy and
tolerability of long-term treatment of RLS using opioids, and the second to study a new
medicine for the treatment of  RLS in patients with augmentation. Together, these two grants
will hopefully help the Foundation achieve its goal of finding better treatments, and ultimately a
cure for RLS.

The RLS Foundation’s Finance and Audit Committee reviews and recommends for Board
approval the budget for the upcoming fiscal year. Throughout the year, the Committee monitors
revenue and expenditures of the Foundation and then oversees the annual audit performed by an
independent accounting firm. This financial oversight ensures donations and other foundation
income are spent on programs beneficial to the members of the RLS community.

It was my pleasure to join the RLS Foundation’s Board of Directors in the fall of 2016 and serve
as Treasurer during fiscal year 2017. I hope that my experience as a scientist involved in new
drug discovery and prior responsibility as CEO of a publicly-traded company have been be an
asset to the Foundation. I look forward to the Foundation’s continued success in 2018! 

Sincerely,

Ronald W. Barrett, PhD

Ron Barrett, PhD
Treasurer

Financial Report
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2017 Highlights I Financials

    Revenues and Support

Contributions $625,489
Membership Dues $126,178
Investment Earnings $39,390
Other $1,707

Total revenues and support $792,764

Expenses

Program Services
Education $322,987
Membership $174,970
Research $190,740
Support Groups $30,841

Total program services $719,538

Fundraising $115,761
Management and general $72,149

Total expenses $907,448

Statements of Activities For the Fiscal Year Ended September 30, 2017

The RLS Foundation's full financial statements,  the complete audit opinion of Reynolds and Franke, PC, CPA, and all accompanying notes are available online at: www.rls.org

2017 Where Our Funds Come From 2017 Where We Use Our Funds

   
     

     
     

      

   
      

     
     

     
     
      

Contributions 79%

Membership Dues 16%

Investment Earnings 5%

Other <.5%

Education and awareness 36%

Research 21%

Membership 19%

Fundraising 13%

General and administrative 8%

Support 3%
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3006 Bee Caves Road
Suite D206
Austin, TX  78746

512-366-9109
info@rls.org

www.rls.org
rlsfoundation.blogspot.com
Discussion Board: bb.rls.org
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