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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.

  www.rls.org
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This is my first year chairing the Board of Directors of the RLS Foundation, and what a year it’s been!
No one guessed that a tiny virus would force us to rewrite all of our plans. Covid-19 has changed nearly
everything we do and how we do it, but one thing has not changed. The Foundation remains solidly
committed to providing support to our members, educating the public and healthcare providers and
supporting advanced research about RLS.

We’ve lived up to those commitments in new ways:

• Our Support Groups, led by a dedicated corps of trained volunteers, have moved from in-person 
meetings to online sessions. Foundation staff have set up systems and support to make this 
transition as seamless as possible. To everyone’s delight, the online sessions have been enormously 
popular, bringing in an influx of new members.

• We had planned to host a Patient Symposium in October 2020, building on the success of our 
2018 symposium in La Jolla, California. Although we had already lined up a conference site and a 
stellar group of presenters, Covid-19 forced us to postpone the gathering until it is safe to meet together in person. Instead, 
this year we held a Virtual Summit online on October 17, 2020, which was an educational and inspiring experience. The 
Virtual Summit reached over 100 participants, who told us afterwards that they were deeply satisfied with the day and looked 
forward to the postponed in-person symposium. 

• We also conducted an updated Patient Odyssey survey in September and October of 2020 that produced over 3,000 
completed survey responses from RLS patients and their partners. Preliminary analysis of the results shows that RLS has a 
severe impact on the quality of life, and that knowledgeable healthcare professionals are the key to successful disease 
management. As these results are further studied and reported to the healthcare community, they will provide statistical 
evidence in support of better education for healthcare professionals and better treatment options for the RLS community.

• Throughout the year, we’ve made an extra effort to be in contact with our members, providing them with support to manage 
their disease. Karla Dzienkowski, our Executive Director, has joined many of you for informal coffee hours online that 
combine support with a sharing of information and advice.

Behind the scenes, the staff has had to reinvent almost all of their normal work patterns. With Covid-19, keeping the office open was
no longer safe, yet phones still had to be answered, new members welcomed and projects kept on schedule. Very quickly, procedures
were reorganized to ensure that only one person at a time was in the frequently-sanitized office. Online tools eased collaboration to
some extent. Likewise, the Board of Directors was able to meet the requirements of a well-run nonprofit – reviewing programs,
providing financial oversight and setting overall directions for the Foundation – by means of frequent online meetings. We were
guided by an active Finance Committee, supported by outside accountants and independent auditors, to ensure our financial health. 

I want to particularly acknowledge the two recipients of the Foundation’s highest award for dedication and service to the RLS
community – Dr John Winkleman and Karla Dzienkowski. Each in their own sphere has been a quiet hero. On a sad note, the
Board lost a valued member with the death of Ron Anderson, whose deep scholarship on human suffering of all kinds illuminated
his compassion for those living with RLS. We will miss his wise counsel.

All things considered, it’s been a good year, and I’m pleased to have been able to share it with such a passionate and dedicated group
of people: my fellow Board members, Karla Dzienkowski and her staff and all of you, our wonderful members.

Carla Rahn Phillips, PhD
Chairman of the Board

Carla Rahn Phillips, PhD
Chair, RLS Foundation

Board of Directors

www.rls.org

2019-20 Highlights  I From the Chairman of the Board
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A new tool to evaluate RLS symptom severity has been
developed that may improve the ability of clinicians to provide
high-quality care to patients, and expand opportunities for
researchers to conduct large studies. 

An international team of researchers has developed a self-
administered version of the International Restless Legs
Syndrome Severity Scale, or IRLS, which has been used by
clinicians and researchers worldwide since 2013. In the IRLS,
an individual’s RLS severity is rated on a scale from “very severe”
to “none” based on a patient questionnaire. 

This scale helps clinicians monitor a patient’s symptoms, plan
treatment and measure outcomes; and is used widely in
research. Its use is limited, however, by the need for a clinician
familiar with the scale to administer it to the patient. 

To overcome this limitation, the International Restless Legs
Syndrome Study Group (IRLSSG) has developed a self-
administered version, called the sIRLS. In a recent study
published in Sleep Medicine, a team of IRLSSG researchers
validated its effectiveness and reliability.

“Overall, we showed that the self-administered scale – the
sIRLS – is a reliable, valid and precise instrument, as good as
the clinician-administered scale,” says Denise Sharon, MD,
PhD, of Tulane University School of Medicine, who led the
study. “The sIRLS can be successfully and effectively used for
research and in the clinical practice to evaluate RLS symptom
severity and the quality of care of RLS patients.” 

Since patients can take the sIRLS without assistance – in the
clinic, by mail or online – it offers an economical option that
can be used by clinicians who are not familiar with
administering the IRLS. It can also be used by researchers who
are conducting large, epidemiological studies when the cost of a
reliable, clinician-administered scale would be prohibitive. Both
versions are designed for patients who have already been
diagnosed with RLS. 

The sIRLS has the same structure and questions as the IRLS,
but the wording is tailored for use by patients rather than
clinicians. The researchers consulted with members and staff of
the RLS Foundation to develop this more consumer-friendly
language. 

“Many RLS Foundation members helped us with this task,” says
Dr. Sharon. “We circulated versions of these instructions, and
RLS Foundation members took the time to review the wording,
complete the test and give us very important feedback.”

In both tests, patients complete a questionnaire in which they
rate 11 aspects of their RLS symptoms over the past week, using
a five-point scale. For example, questions ask how often they
have symptoms, and how RLS affects their ability to carry out
their daily affairs. 

To determine if the sIRLS could successfully be taken without a
healthcare professional present, the researchers recruited 173
RLS patients from eight research centers in four countries, who
took both versions of the test. 

In their findings, the researchers note that while both scales are
effective and reliable, one version should be used consistently
when comparing assessments taken at different times. The
sIRLS currently is available only in English. 

The 21 co-authors of the study included several members of the
RLS Foundation Scientific and Medical Advisory Board: Arthur
S. Walters, MD; Lynn Marie Trotti, MD, MSc; and Jennifer G.
Hensley, EdD, CNM, WHNP; as well as former Medical
Advisory Board chair Richard P. Allen, PhD.

“I would like to express my gratitude to RLS Foundation
members who helped us in developing and studying the sIRLS,”
Dr. Sharon says. “To all who participated, thank you!”

  www.rls.org
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2020 Federal Spending Package Supports RLS Research
The RLS Foundation continues to advocate for the RLS community on
Capitol Hill and across federal agencies. 2019 was an active year, and the
Foundation was successful in helping to secure recommendations from
Congress through the appropriations process. 

Notably, the federal funding bill encourages sleep disorders research at
the National Institutes of Health (NIH) – and for the first time,
specifically lists “restless legs syndrome.” In late December, Congress
passed its final bills, and the president signed both to fund the
government in fiscal year 2020.

Following are some of the key recommendations and funding that
were included in this important legislation.

Medical Research

National Institutes of Health (NIH):
• Congress appropriated $41.7 billion for the NIH – an increase of 

$2.6 billion over the 2019 fiscal year. The RLS Foundation 
worked alongside the broader patient community to ensure that 
the NIH received a substantial increase in funding to continue 
vital research that will benefit patients. 

• Congress included the following recommendations:
– Sleep and Circadian-Dependent Mechanisms 

Contributing to Opiate Use Disorder. The funding bill 
specifically recognizes work by the National Institute on 
Drug Abuse (NIDA) and the National Institute of 
Neurological Disorders and Stroke (NINDS) to address 
the opioid crisis through innovative research directions. 
The bill notes “the promise that research on sleep and 
circadian mechanisms can play in the prevention and 
treatment of opiate use disorder” and encourages relevant 
NIH institutes and centers to work collaboratively to 
“continue the exploration of innovative research pathways.” 

– Sleep Disorders. The bill commends “the recent expansion 
and advancement of the sleep and circadian research 
portfolio under the coordination of the National Center 
on Sleep Disorders Research (NCSDR),” and “encourages 
dedicated research activities on specific sleep disorders, such 
as narcolepsy and restless legs syndrome, to ensure 
scientific progress benefits patients impacted by debilitating 
conditions disordering their sleep and biological rhythms.”

• The fiscal year (FY) 2020 NIH Congressional Justification (a 
document with detailed estimates and justifications for research 
activities) also emphasizes that restless legs syndrome research 
continues to be a promising direction for the NCSDR. 

Department of Defense:
• The Peer-Reviewed Medical Research Program has been funded at 

$360 million for FY2020, and sleep disorders has been 
included again as a category eligible for funding. 

Professional Education

Centers for Disease Control and Prevention (CDC):
• Congress budgeted $5 million for the National Neurological 

Conditions Surveillance System. This initiative aims to expand 
surveillance of neurological conditions, providing data to increase 
the understanding of these disorders and to further support 
neurological research. The system will initially focus on multiple 
sclerosis and Parkinson’s disease, with the goal to eventually 
expand surveillance of many neurological conditions.

Department of Veteran’s Affairs:
• Sleep Disorders. The Department of Veteran’s Affairs was 

previously directed by Congress to assign a program manager for 
sleep disorders. The new funding bill requires that the 
Department provide an update to Congress by June 30, 2020. 
This is an important first step in improving coordination of 
sleep disorders research across federal agencies and in broader 
activities.

None of this progress would be possible without the many RLS
patients and others across the country who have connected with their
legislators locally and in Washington to share their personal stories. 

While the RLS community has accomplished much, more needs to
be done. In 2020, Congress will continue to take legislative action on
funding the government, advancing critical research, and addressing
the opioid crisis. The RLS Foundation will continue to advocate for
appropriate access to opioid therapy at low total daily doses for RLS
patients through targeted outreach to federal agencies and key
congressional committees.

The RLS Foundation is looking for individuals to get involved in
legislative activities and share their experiences with leaders in
Washington. Are you ready to step up? To learn more about RLS
advocacy and to view free educational webinars, visit the “Get Involved”
section of www.rls.org or contact the Foundation at info@rls.org.

Do Your Part: Support RLS Advocacy!
The RLS Foundation’s advocacy initiative is funded solely by gifts
from generous individuals in the RLS community. Please
consider supporting this work in 2020 by making a gift to the
RLS Advocacy Initiative. Visit www.rls.org or call 512-366-9109.
Thank you for your support!

Sleep Disorders. –The committee commends the recent expansion
and advancement of the sleep and circadian research portfolio
under the coordination of the National Center on Sleep Disorders
Research (NCSDR). The Committee encourages dedicated research
activities on specific sleep disorders, such as narcolepsy and
restless legs syndrome, to ensure scientific progress benefits
patients impacted by debilitating conditions disordering their sleep
and biological rhythms.

2020 apporpriations bill
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e National Advisory Neurological Disorders and Stroke
Council (NANDSC), a division of the National Institutes of
Health (NIH), has awarded a new grant to Yuqing Li, PhD, a
professor of Neurology and Neuroscience at the University of
Florida. Dr. Li and his team will further investigate the genetic
mechanisms that are involved in the development of restless
legs syndrome. 

Dr. Li will build on his previous research concerning the role of
the MEIS1 gene in RLS, which was made possible with an RLS
Foundation grant he received in 2015. Li’s work involved
exploration of an animal model in which he and his team
performed a detailed analysis of MEIS1 mutant mice to
determine whether they showed RLS symptoms. ey also
examined the brain’s dopamine system to identify areas affected
by the MEIS1 mutation. 

“I want to take this opportunity to express my gratitude for the
Foundation grant in 2015,” said Li, who published three papers
on MEIS1. “e funding allowed us to collect the necessary
preliminary data to apply for this NIH grant.”  

Li says the Foundation grant allowed him to identify changes in
the dopamine and cholinergic systems in the brains of the
mutant animals, which suggests that they could be important in
causing RLS.

“With the new NIH grant award,
we are going to develop animal
models with MEIS1 altered only in
dopaminergic or cholinergic
systems,” said Li, who received the
NIH grant in September. “is
will allow us to determine the
relative importance of the two
systems in causing the RLS. We
may find out that both systems are
important, or one is crucial and
leads to the changes in the other.
is kind of knowledge will allow us to have a better
understanding of how RLS can develop in patients and develop
better-targeted therapies for RLS patients.”

e support of the Foundation members has led to the funding
of 47 grants totaling over $1.8 million in funding. “e RLS
Foundation is excited by the news of this NIH award to Dr. Li.
is study will help to expand our knowledge and
understanding of the disease leading to development of targeted
therapies and, hopefully, a cure,” said Dzienkowski, RLS
Foundation executive director. To support the RLS Foundation
Research Grant Program go to www.rls.org/donate.  

5
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Yuqing Li, PhD, 2015 RLS Foundation Grant
Recipient, Awarded NIH Funding

Yuqing Li, PhD
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RLS Foundation to Conduct Patient and Partner Survey
Take the RLS Patient Odyssey Survey to help advance RLS research, treatments and awareness!

On Sept. 23, RLS Awareness Day, the RLS Foundation will launch a
new research study on the challenges of living with RLS. The RLS
Patient Odyssey Survey II will evaluate RLS treatment strategies,
emotional well-being, relationships and lifestyle, adding to the body of
knowledge about the burden of disease and identifying focus areas for
future education and research.

Specifically, the study aims to: 

• Understand the experiences of RLS patients with medical 
treatment and symptom management

• Provide data to researchers on the long-term burden of disease, 
including impact on spouses and partners

• Promote awareness that RLS is a serious neurological disorder
• Provide resources for RLS patients to help facilitate decision-

making with their healthcare providers on medical treatments to
manage their disease 

RLS Patient Odyssey Survey II is the second survey developed by the
RLS Foundation. Findings in the 2013 first survey were published in
the the Journal of Sleep Medicine and disseminated broadly. RLS
Patient Odyssey Survey II will gather updated and expanded data in
areas such as symptom management, experience with healthcare
providers, and ways in which the disease affects daily life and
emotional well-being. 

The current survey is particularly focused on the RLS patient
experience, especially with regard to treatments and medical care. The
survey was designed by a work group comprised of RLS Foundation
Scientific and Medical Advisory Board members Brian Koo, MD,
William Ondo, MD and John Winkelman, MD; Board of Directors
member Jeffrey Durmer, MD, PhD; and staff members Karla
Dzienkowski, Maddie Lionberger and Zibby Crawford. The survey is
made possible thanks to an educational grant from Arbor
Pharmaceuticals.

RLS Foundation members and nonmembers alike are encouraged to
participate in the study, which will consist of two online surveys: one
for RLS patients, and one for partners. To participate, visit
www.rls.org/odyssey from Sept. 23 to Oct. 23. See below for details.

Survey results will be shared with the RLS community and the public
in 2021, prepared for publication in the medical literature, and
presented in scientific meetings. Findings will also be shared with
health policymakers in Washington, DC in the RLS Foundation
legislative agenda and advocacy materials. 

“RLS is a serious disease that can have a devastating impact on quality
of life,” says Karla Dzienkowski, executive director of the RLS
Foundation. “We have come a long way to advance treatments and
research, but today's treatments are limited, and there is no cure. RLS
patients still face significant, daily challenges in managing the disease.
This study will provide data to accelerate and focus our efforts to
address these challenges and improve quality of life for RLS patients
and future generations of their families.” 

6www.rls.org
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New research from John Winkelman, MD, PhD, a member of the
RLS Foundation's Scientific and Medical Advisory Board, and
director of the Massachusetts General Hospital certified RLS
Quality Care Center, was featured in the August issue of Sleep
Review magazine! e article, “Are Dopamine Agonists Doing
More Harm an Good for Restless Legs Syndrome Patients?”
features a study that Winkelman, a researcher at Harvard Medical
School, conducted, which found nearly 20% of restless legs
syndrome (RLS) patients are prescribed doses above the FDA
recommended maximum.

e article notes that while clinicians who prescribe their patients
higher doses of dopamine agonists (DAs) may find symptoms
quickly disappear, that result is usually temporary and can even
lead to worsening RLS, also known as augmentation – or as
Winkelman describes it, “putting out fire with gasoline.” Research
indicates that augmentation occurs in 50% to 70% of patients
who use DA medications for 10 years.
“When the dopamine agonists have made the RLS worse, the
response of most doctors, unfortunately, is to increase the dose,
which just makes it even worse,” said Winkelman, whose study
was published in the medical journal, Sleep. “en they increase it
again and they get into this vicious cycle.”

e research found that roughly 20% of RLS patients prescribed
dopamine agonists, out of a large data sample, were prescribed
doses higher than the upper limit of what the Food and Drug
Administration (and RLS expert guidelines) recommend. Even
more worrisome is that half of those patients (10% of those given
a dopamine agonist) are prescribed these medications at doses
greater than 150% of the FDA recommended maximum for RLS.

“is doesn’t happen overnight. is happens over years and
years,” said Winkelman.

Dr. Mark Buchfuhrer, also on the
Foundation’s Scientific and
Medical Advisory Board and the
new medical editor for
NightWalkers, commented on
Winkelman’s research. “For most
doctors this is still first line
treatment,” said Buchfuhrer, who
practices at the Restless Legs
Syndrome Clinic at the Stanford
Center for Sleep Sciences and
Medicine, a certified RLS Quality
Care Center.

Dr. Winkelman concluded that prescriber education on the risks
of high-dose DA prescribing for RLS is especially important. e
Foundation offers a free twelve-part on-demand educational
webinar series to educate healthcare providers about the care of
RLS patients. e series is located at www.rls.org/PhysicianEd.

To access the full article online, visit https://www.sleep
reviewmag.com/sleetpreatments/pharmaceuticals/prescription-
drugs/dopamine-agonists-harm-restless-legs-syndrome-patients/.

2019-20 Highlights   I Improve Treatments

Foundation Board Member Publishes New Research
on the Dangers of Dopamine Agonists
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John Winkelman MD, PhD
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United We Stand

Is the nation as divided as network anchors and cable news pundits
say we are? From the wall-to-wall coverage of today’s political
landscape, it might seem so – but at the RLS Foundation, we’re
grateful to say that our membership is a house united!

We all may come from varied backgrounds, faiths and ideologies,
but when it comes to the disease we share, we stand firmly on
common ground. anks to member support, we have begun to
make our united voice heard and respected on both sides of the aisle
in Washington.

Two years ago, we decided it was time to add a new pillar – public
advocacy – to support the efforts that underpin so much of what we
do in awareness-building, quality care delivery, and world-class
research. In 2019, we learned just how powerful and effective our
voices could be.

Our advocacy goals are incisive and laser-focused. We aim to press
policy makers and stakeholders to support an increase in RLS
research, to clear a path for improved education about RLS within
the medical community and with the public, and to ensure patients
with severe RLS continue to have access to low total daily dose
opioid therapy, an important consideration as our nation grapples
with the opioid crisis. 

With the springboard of these clear objectives, expert counsel, and
dedicated involvement from our staff and members, we set out in a
quest to make significant headway. 

• We held the first-ever RLS Advocacy Day on Capitol Hill in 
Washington on May 3, 2019, organizing a team of 30 
participants to meet with 45 congressional offices representing 
16 states.

• We educated key legislators, agency officials, and policy makers 
through a grassroots base of RLS patients and a group of 
congressional champions both on and off the Hill.

• We mobilized 350 public comments from the RLS community 
on federal rulemaking regarding the opioid epidemic to press 
the case for access to low total daily dose therapy.

• We coordinated grassroots meetings with local congressional 
offices throughout the country during the August recess.

In short order, our efforts began to bear fruit. We secured key
congressional appropriations committee recommendations to
support RLS research in the 2020 federal budget. We convinced
Congress to continue to champion RLS research at the National
Institutes of Health. e Senate Defense Appropriations committee
once again included “sleep disorders” among the conditions eligible
for funding through a Department of Defense medical research
program. (For updates in these areas, including news of federally
funded RLS research, turn to pages 3 and 6.)

And, at long last, we earned Congressional recognition of RLS
Awareness Day on September 23!

Our members made the difference in two important ways.
Membership dues and contributions to Foundation fundraisers
helped pay for our presence in Washington and for experts who
continue to guide us through the bureaucratic thicket and enable
our voice to be heard. Moreover, some members strengthened our
presence with their own personal voices and stories, through written
comments and in-person meetings. To find out how you can make
a personal difference, visit www.rls.org/get-involved/advocacy. 

We enter a new year and a new decade with palpable optimism that
a cure is finally within reach. We stand as a house united – not
divided – as we continue to persuade policymakers across the
political spectrum to more fully accommodate the needs of RLS
patients, and to help deliver our ultimate goal of finding a cure for
RLS. 

RLS Foundation Board of Directors
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Why Your Voice Matters
Your advocacy efforts have been paying off! In October 2017, the RLS
Foundation launched an advocacy initiative to inform federal policy
makers about restless legs syndrome (RLS) with three main goals in
mind: increasing funding for research, protecting appropriate access to
opioid therapy, and expanding physician education and public
awareness. 
Many members of the RLS community have done their part in
pursuing these goals by reaching out to their federal and local
representatives via email, letter or phone – as well as joining the
Foundation in Washington, DC, last May for RLS Advocacy Day on
Capitol Hill. As a result, Congress continues to highlight RLS medical
research at the National Institutes of Health (NIH) through report
language in annual appropriations bills; and the Department of
Defense continues to pursue important research on sleep disorders. 
You may be wondering, “How does this affect me?” Educating
legislators about the concerns of RLS patients puts necessary pressure
on Congress to continue funding major research institutions, which in
turn allocate resources to further research on RLS and sleep disorders in
general – bringing scientists closer to finding better treatments and
ultimately, a cure. 
e proof is in the grant allocations that have been awarded to key
researchers in the field, including members of the Foundation’s very
own Scientific and Medical Advisory Board. Brian B. Koo, MD, who
is the director of the Yale Center for Restless Legs Syndrome (an RLS
Quality Care Center), recently received a grant from the Department
of Defense for his work on RLS and hormones. Dr. Koo and his team
at Yale University are investigating whether the levels of melanocortin
hormones are increased in the blood and cerebral spinal fluid of people
with RLS. (If you are interested in participating, see page 21.)
Likewise, RLS Foundation advisory board member James Connor,
PhD, at Penn State University received a grant from the National
Institute of Neurological Disorders and Stroke to investigate iron
deficiency and the RLS brain, in collaboration with David Rye, MD,
PhD, and Lynn Marie Trotti, MD, MSc, both of Emory University.
Dr. Trotti is the director of the Emory Sleep Center – an RLS Quality
Care Center. Together, these researchers have developed models that
will help to determine how cerebral spinal fluid from RLS patients
affects the iron transport at the blood brain barrier. 
Also funded by the NIH are RLS Foundation advisory board member
Kathy Richards, PhD, RN, FAAN, of the University of Texas; and
Christine Kovach, PhD, RN, FAAN, of the University of Wisconsin.
They received a large grant from the National Institute on Aging to
improve the treatment of nighttime agitation in people with
Alzheimer’s disease. The researchers hypothesize that RLS may be a
cause for nighttime agitation and sleep disturbance in these
individuals.
ese experts have made significant advances in the field of RLS
research. Dr. Koo is one of the world’s foremost experts on the
epidemiologic research that links periodic limb movements during
sleep and cardiovascular disease. Dr. Connor is a leader in 

“e RLS Foundation’s presence in Washington, DC, has
been very important in enhancing visibility of the name and
the disease. is gives us a fighting chance for competitive
grant money.” – Dr. Christopher Earley

understanding the cellular and molecular mechanisms by which cells
regulate iron. Dr. Rye was part of an international team that identified 
the first gene variant associated with RLS. And, Dr. Trotti is a two-
time recipient of the American Academy of Sleep Medicine
Foundation Strategic Research Award for her work on central disorders
of hypersomnolence, RLS and sleep in neurodegenerative disease. (For
more on Dr. Trotti’s accomplishments, see page 12.)
In addition to their work in research, these experts also work directly
with the RLS Foundation to increase their impact on the RLS
community. Drs. Connor, Koo and Trotti are all members of the
RLSF Scientific and Medical Advisory Board. Dr. Koo and Dr. Trotti
serve as the directors of the Yale Center for Restless Legs Syndrome and
the Emory Sleep Center, respectively. Dr. Rye is a certified RLS
provider at the Emory Sleep Center. Finally, Dr. Koo and Dr. Trotti
play a significant role in educating the public, as the medical editor of
NightWalkers and the author of the “In the News” column,
respectively. 
RLS Foundation Scientific and Medical Advisory Board member
John W. Winkelman, MD, PhD, of Harvard University; and board
member Jeffrey Durmer, MD, PhD, of Fusion Health; have attended
numerous meetings with policy makers to advocate the needs of RLS
patients.  
Christopher Earley, MB, BCh, PhD, FRCPI, also adds a powerful
voice to RLS advocacy in Washington. Dr. Earley is not only the chair
of the RLS Foundation’s Scientific and Medical Advisory Board, but
also the director of the John’s Hopkins Center for Restless Legs
Syndrome, an RLS Quality Care Center. He has joined the RLS
Foundation in Washington on multiple occasions to advocate for the
needs of RLS patients, healthcare providers, and researchers. Dr. Earley
is conducting an NIH-funded study to evaluate epigenetic changes in
DNA from blood (lymphocytes) and from brain autopsy in individuals
with and without RLS.
Here is Dr. Earley’s take on the recently funded research projects: “e
truth is, restless legs syndrome is something that most people don’t
know about, and definitely very few people understand. When it
comes to competing for grant-based money whether through the
National Institutes of Health, National Science Foundation, or
Department of Defense, name recognition is important. e RLS
Foundation’s presence in Washington, DC, has been very important
in enhancing visibility of the name and the disease. is gives us a
fighting chance for competitive grant money when measured up
against heart disease, cancer, and neurological conditions like
Alzheimer’s disease. Further work is needed. Another visit to
Washington is planned in February to address the possibility of giving
RLS higher visibility on grant-supported initiatives.”
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Zooming Ahead to Make Worthwhile Connections

10www.rls.org

e COVID-19 pandemic has been an unprecedented time and
period of adjustment for every one of us. Fortunately, the RLS
community has many volunteers across the country who are willing to
take time to coordinate support group meetings for anyone interested
in learning more about restless legs syndrome (RLS), discuss strategies
for coping with RLS, and find relief and hope by coming together to
share a common goal—managing RLS.

John Alexanderson leads the Doylestown, PA Support Group and
generally holds a meeting every quarter. When stay-at-home orders
prevented the group from meeting in person, John was the first to
volunteer to serve as our "guinea pig" by holding a virtual meeting on
Zoom. Meanwhile, Nick contacted the Foundation looking for a
support group in his area. However, no support groups exist in his
state of Montana.

Clara Schlemeyer, the Volunteer Coordinator for the RLS
Foundation was able to connect Nick with John, who invited him to
join their virtual meeting. us, we found a wonderful way to help
more people reach each other for support, regardless of where they
live. Plus, everyone found the virtual meeting to be very helpful! "We
liked it so much that we plan to make Zoom a regular meeting, but

also hoping for some purely social interaction in between," said
Alexanderson.
Bobbie Kittredge, former RLS Board Member and Ekbom Awardee,
has led the Seacoast Support Group for 16 years and was eager to try
something new. She invited RLS Foundation Executive Director,
Karla Dzienkowski, to join her virtual meeting and update the group
on what's happening at the Foundation. "I think it was very special
for the group to meet you, Karla, and I certainly did appreciate what
you brought to our first virtual gathering," said Kittredge. "Clara did a
great job making this Zoom meeting so easy for us."

COVID-19 has changed the world in many ways, and for the
Foundation, the global pandemic allowed us to realize the potential
we have to expand our support throughout the world without leaving
the house. During a recent Zoom gathering we enjoyed meeting a
gentleman from South America, proving that RLS has no boundaries!
When this pandemic comes to an end, the Foundation will continue
to offer Virtual Support Group meetings open to everyone in the RLS
community, along with their partners and family members. So, please
sign up at www.rls.org/vsg to join us in a future Virtual Support
Group soon. We can’t wait to meet you! 
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2019-20 Highlights   I Increase Awareness

Webinars2020

www.rls.org

November 12, 2020
Genetics & Epigenetics:
Their Relationship to RLS
Speaker: Christopher J. Earley, MB, BCh, PhD, FRCPI

October 8, 2020
Using Light to Increase Alertness
and Improve Sleep
Speaker: Dr. Mariana G. Figueiro

September 9, 2020
Ask Dr. B
Speaker: Dr. Mark Buchfuhrer

August 25, 2020
How You Can Raise RLS Awareness
This September
Speaker: Philip Goglas, HMC

August 24, 2020
Painful RLS. Do You Have It?
Speaker: Elias G. Karroum, MD, PhD

July 14, 2020
Cannabis and RLS
Speaker: Jacquelyn Bainbridge, PharmD

June 10, 2020
sIRLS: Self-completed RLS Severity Scale
Speaker: Denise Sharon, MD, PhD, FAASM

May 6, 2020
Safe Treatment of RLS with Opioids
Speaker: John W. Winkelman, MD, PhD

April 8, 2020
Iron and RLS
Speaker: Dr. James R. Connor

February 7, 2020
Basics of RLS
Speaker: Dr. J. Andrew Berkowski

RLS ANNUAL REPORT 4 13 21_Layout 1  4/13/21  11:55 AM  Page 11



Leaders
($10,000 or more)
Ronald and Sharon Barrett
Peter and Incy Brooks
The Dzienkowski Family
Ms. Mary English
Ms. Joyce R. MacKenzie
Gregory C. Oberland
Dr. Carla Rahn Phillips
Mary J. English Schmitz
Mr. Wesley Scott

Benefactors
($5,000 to $9,999)
Anonymous (2)
Mrs. Marcia Ball
Mrs. Rhondda L. Grant
Pickett and Bob Guthrie
Mr. Niles Horton
Mrs. Annette S. Hunter
Annette & Pat Hunter
Leon and Dina Krain
E. W. Littlefield, Jr.
Ms. Linda L. Macey
Ms. Catherine MacMillan
Shalini Paruthi, MD
Lewis M. Phelps
Mr. and Mrs. Paul Rochester
Mr. & Mrs. E. Randall Smolik
Ms. Jan A. Sogge & Louis Roberts

Patrons
($2500 to $4,999)
Ms. Felicia M. Cashin
Christopher J. Earley, MB, 

BCh, PhD, FRCPI
Charles C. Gould
Laura Hoffman
Marilyn and Robert Marlette
Mr. Steven Mohn
Carolyn Mohn
Nancy S. Passanante
Mrs. Peter L. Randlev
Ms. Lynda D. Sakraida
Mr. Freeman H. Smith III
Jack Stone
Mr. Aleksandar Totic
Dan Vreeland
Mr. and Mrs. Cal Walstra

Sponsors
($1,000 to $2,499)
Anonymous (3)
Drs. Jacquelyn and Scott 

Bainbridge
John W. & Mary C. Baker
Mr. Frank Bright
Lucy L. Brown
Ms. Mary Lou Burket
Mary R Burns
Russ Buschert
Ms. Caroline Chamales
Dr. Jeffrey Dorman
Maureen Duane
Mr. James B. Fullerton
Tom Gardner
Ms. Vera M. Gerhardt
Vanessa and Seth Glogower
George Grandison
Mrs. Gail Grim
Ms. Anne W. Hammond
Mr. Thomas Hartzog
Mr. James Hemak
Mr. Clyde L. Humphrey
Ms. Judith A. Kotar
Dorothy McGinnis
Mr. Patrick McIlrath
Pat & Diane McKeague
Ms. Jacqueline C. Morby
Mrs. and Mr. Anne Patton
Mrs. Donna R. Peterson
Lori Schifrin
Mr. Allen Secrest
Dr. Craig Snydal
Mr. Robert E. Spangler
Mrs. Richard Steinheider
Dr. Gilbert Storms
Ms. Alida D. Sullivan
Helen W. Sutphen
Cindy Taylor
Grant P. & Sharon R. 

Thompson
Robin Tost
Mrs. Jan Tschantz
Christine Tunison Wait
Karen Walborn
Ms. Joy K. Walker
Peggy R. Walker-Conner
Elise & Woody Widlund

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

12www.rls.org
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Sustainers
($250 to $999)
Anonymous ( 19)
Carolyn C. Achee
Mr. and Mrs. Ralph L. 

Albright
Ms. Melba Alderman
Mrs. Gela Altman
Evelyn M Anderson
Guy and Dona Armstrong
Richard C. Austin, MD
Mr. Rich Barra
Ms. Barbara Bellamy
Lois E. Belohlavek
Ms. Amy Boebel
Nancy Bradford
Mrs. Julie V. Brady
Mr. Arnold A. Brewer
Ernie Bruce
Mr. Richard C. Burton
Susanne Campbell
Gregory and Carolyn Carter
Mr. Bill Cassen
Mrs. Kitty Champlin
Lee C. Coates
Allison Whitney Coleman
Ms. Carol Connolly
Mr. and Mrs. Clive Cook
Mr. Charles Cooke
Mr. David J. Correira
Mr. Eric Corriera
Ms. Lorraine F. Coughlan
John W. Cox
Elizabeth Crawford
Mr. Roger Crooks
Ms. Mary Cuseo
Mr. John Daly
Jim Daubenmier
Ms. Helle K. DeSimone
Mindy and Joe Dill
Anne Breckenridge Dorsey
Katharine L. Downham
Mr. Ron Draxler
Heyward L. Drummond, Jr.
F. Edward Dudek
Ms. Barbara Earnest
Mr. and Mrs. Louis 

Echavarria
Mr. Peter Edwards
Ms. Sherryl Eldridge
Mr. Bryan Fagan
Mrs. Pam and Rob Fairly

Barbara A. Faraone
Mr. Stefan Feyen
Rick and Barbara Firmine
Ms. Beth Fischer
Tom Flanders
Mary Fransen
Mrs. Mehri Frost
Ms. Sandra Galejs
Art Garman
Mr. Jay Gerard
Lucynda Gibbs
Mr. Jerry Gilland
Mr. Doren Goldstone
Mr. Kenneth Goodson, Jr
Diane L. Grefer
Wayne and Donna Gregory
Nancy Griffin
Mrs. Maxine Griffin
Ms. Valerie L. Grosch
Mr. Carl F. Hagenmaier, Jr.
Dr. Ann Hallum
Dr. and Mrs. Matthew R. 

Harmody
Ms. Susanne Havlic
Mrs. Lynn Hawthorne
Jim Healey
Mr. and Mrs. Jay Heitman
Mr. Gordon Herron
Ms. Michelle C. Hester
Dr. Arthur M. Hewitt
Caren Hill
Ms. Minnie Hinds
Mr. Lloyd Hittle
Mr. David Hoge
Mr. Peter K. Hoover
Mr. Ron R. Hopperton
Ms. Isabella W. Horsky
Mr. Dean Houdeshel
Peter and Marcia Hunter
Mr. Peter Hunter
Jean Hayden Hutchins
Mr. Paul V. Irvine
Stephen H. Iser
Mrs. Maureen Janda
Mr. Harold Johnson
Ms. Rich Joiner
Dr. Jeffrey Jones
Mr. and Mrs. Hisashi Juba
Mr. Norihisa Juba
Mr. and Mrs. John Juvinall
Anoop Karippot, MD, 

DABSM

R. Fred Kautz
Mrs. Linda M. Kawtoski
Garry Kearns
Mr. Terry Keiper
Ms. Patricia Keller
Michael J. Kikta, MD
Ms. Doreen Kim
Ms. Mary King
Mrs. Roberta J. Kittredge
Dr. Marvin Kleinau
Mr. Kevin Kohagen
Kathleen Kotchi
Molli Krausz
Mr. Michael Kun
Mrs. Faye G. Kunze
Sandra Kussin
RÈgis Langelier, Ph.D.
Mr. Michael T. Lavelle
Ms. Winnie Lee
Ms. Jane Lohmar
Paul Lohrenz
Lorinna W. Lowrance
Mr. Richard Machalek
Tom Mack
Tom E Main
Mrs. Kimberly Majewski
Terry and Jan Manning
Mr. Steven McCann
M. Lynn McCracken
Linda McKenna
Marney Mesch
Ms. Ingrid Meyer
Karen Mokrzycki
Mrs. Diane P. Moyer
Roger Mulvihill
Ms. Maureen Murphy
Dr. Sue Nelson
Ms. Tess Nelson
Jim & Barbara North
David S. Nourok, MD
Ms. Nancy K. Olson RN
Dr. Walt Owens
Ms. Beth S. Paige
Mr. Ron W. Panter
Mr. William Pattinson
Mr. Robert J. Peroni
Dr. G. Peters
Judy Phillips
Mr. Alan Polczynski
Mr. Mark Quinton
Dr. Rollin J. Randall
Ms. Sharon Rask-Huntington

Mrs. Joyce Ratkowski
Mr. Walter H. Rauser
Mr. Steve Rhynard
Ms. Kathryn W. Roberts
Ann Robertson
Mr. Mark Rusley
Mr. David T. Sands
Ms. Sonnhilde Saunders
Ms. Jane Sauther
Mrs. Linda R. Schaeffer
Ms. Helen T. Schauer
Mrs. Elizabeth O. Scheben
Jan Schneider
Ms. Donna M. Schroeder
Mr. and Mrs. Roger C. 

Schulte
Mr. John Schwager
Linda Secretan
Mrs. Diane Segel
Mr. Allan Segel
Mr. and Mrs. F. R. Sekowski
Ms. Bonnie Shear
Mr. David Sherwood
Ms. Sylvia Shields
Kay Simmons
Ms. Annette Slovick
Duncan M. Smith
Mr. and Mrs. Michael K. 

Smith
Preston L. Smith
Sherry Smith
Dwain L. Smith, DVM
Ms. Jacqueline A. Snodgrass
Michael & Regina Spaulding
Mrs. Judy M. Staples
Mr. John Starke
Ms. Doris B. Stretch
Ms. Pamela Swain
Mr. Timothy Swanson
Marian W. Sweeney
Tim & Kristin Thornton
Mr. Tim M. Tierney
Mr. Melvin G. Trammell
Lynn Marie Trotti, MD, MSc
Mr. Thomas E. Turk Jr.
Ms. Elizabeth K. Usina
Ms. Patricia Veuve
Mr. Richard Vezza
Ms. Luann Wagnon
Mr. Peter Warren
Mr. Joseph Wataha
Judy and Bob Waterman

continued from page 12
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Mr. William Wertheimer
Mr. John J. White
Judge Gary Wickman
Ms. Marilyn Wilkes
Mrs. Lucy H. Wong
Mrs. Anita Wright
Paul E. Wylie, MD
Mr. Dean Zarras
Naomi and Michael 

Zigmond

Supporters
($100 to $249)
Anonymous ( 30)
Mr. James Abbott
Mr. Mark Abramovic
Ms. Carole Adams
Mr. Louis Adler
Mrs. Betty Affisco
Mrs. Karon Ahrendt
Mr. John Alexanderson
Ms. Paije Alfano
Jean A. Allee
Janet L. Allis
Mrs. Mary Alice Amblo RN, 

CNOR
Gayle V. Anderson
Mr. & Mrs. Leland E. 

Anderson
Mrs. Jennifer Anderson
Mrs. Mary F. Anderson
Dr. Ronald E. Anderson
Mr. Tom R. Anderson
Dr. John H. Anderson Jr
Mrs. Bonnie B. Andre
Barbara and Robert Arkes
Dorothy Armstrong
Mrs. Susan Arndt
Ms. Joan Arsenault
Ms. Carole S. Arthur
Ms. Susan Aspelund
Carmen Ayala
Mr. Donald N. Babb
Mrs. Cynthia Bailey
Mrs. Janet Bailey
Mrs. Maureen Baker
Bob Barker
Mr. G. H. Kipp Barkley
Ms. Cynthia M. Barnard
Ms. Agnes R. Barrett
Mrs. Marjorie Barry
Mr. Greg Barth

Mr. Bruce A. Bathrick
Mary & Syd Baxter
Phyllis Bazzano
Ms. Pamela D. Becker
Ms. Phyllis Beery
C. F. Beil
Betty Lee Bell
Mr. Leonard Berger
Mr. Paul H. Bergh
Mr. Gerry Berglin
Dr. Joseph Andrew A. 

Berkowski, MD
Lola Bermudez
Barbara Berrier
Mrs. Margaret Berwanger
Mrs. Vinnie Biberdorf
Dr. Susan Birndorf
Ms. Sybil J. Blankenship
Mrs. Enid Boasberg
Inez Boettcher
Mr. Russell Bogacki
Mr. George Borowsky
Mr. William Bossenberger
Ms. Jane Boswell
Carolyn P. Bower
Mrs. Kay Bowers
Mr. John Bowman
Dr. Kenneth H. Bradt
Thelma Bradt
Linda Braun
Ms. Carol Bretta
Mr. Clarence Brink
Ms. Laura G. Briskman
Hannah and Sydney Britt
Betty M. Brockington
Ms. Julie Brook
Mr. Richard Broussard
Jane E. Brown
Ms. Susan Brown
Mrs. Janice Buffler
Mr. William Burch
Ms. Linda A. Burk
Mr. William Burmesch
Mr. Glen Burr
Mr. John Cain
Mrs. Ulrike Calaba
Ms. Kathryn Camp
Cate Campbell and Lee 

Metzgar
Ms. Bonnie Campbell
Ms. Margaret Campbell
Mr. Dave W. Candler

Mr. Edward Cantrall
Mr. Al Capitanini
Ms. Betty Carlson
Mr. Paul A. Carney
Ms. Mia Carroll
Ms. Stephanie Carty
Mr. Michael J. Cascio
Ms. Mary Lou Case
Mrs. Marjorie M. Cashion
Mr. Paul Chalkis
Mr. John Champ
Mrs. Robin Chisolm-

Seymour
Ms. Sandy Chockla
Sudhansu Chokroverty, MD
Mr. Ron Cicchini
Ms. Martha Claus
Mr. Arthur Clifford
Mrs. Annette D. Cofer
Mrs. Martha A. Cole
Ms. Sara Coleman
Mrs. Rei M. Colling
Ms. Caeli Collins
Ms. Barbara Conits
Mr. Laurence Conley
Mr. George Connell
Dr. Judy Cook
Miss Heather Cornwell
Mrs. Debbie Costa
DeElda L. Cotanche
Ms. Suzanne Covert
Mrs. Barbara Cox
Ms. Barbara Crain
Ms. Lise Cruz
Ms. Theresa A. Cullen
Ms. Terri Cunliffe
Mr. James M. Cunningham
Ms. Yvon Dacayana
Mr. Jonathan Damonte
Ms. Suzayne W. Davis
Mrs. Elaine F. Davis
Ms. Barbara Dean
Mr. and Ms. Charles V. 

Decker
Ms. Veda I. Decof
Dr. Edward T. Dehan
Kay & Joe Demarte
William W. Denton, III
Mr. Dale DeRoche
Ruth DiBella
Mrs. Diane Dillenbeck
Mr. Jed Dion

Mrs. Denise Dolge
Mrs. Joanne Doran
Paul H. Dudek
Paul B. Dudley
Mrs. Ellen Duffy
Mr. John T. Dumas Sr
Mr. Bill W. Duncan
Mr. Lorne L. Ebel
Lorne Ebel
Mrs. Susan Eckers
Ms. Diane Edell
Carol T. Edmiston
Ms. Jinny Elder
Vashti P. Elliott
Ms. Phylis Elsing
Mrs. Sylvia Ely
Virginia G. England
Mr. and Mrs. Stephen Enk
Michael J. Enright
Mrs. Laurel Euler
Ms. Janet Evans
Richard Ezell
Mr. Sigo Falk
Ms. Julie Farrell
Ms. Barbara Farrell
Mrs. Barbara Felman
Mr. Al H. Ferber
Mrs. Christa Fineshriber
Mrs. Merial R. Fitzgerald
Don and Carol Flammer
Mrs. Diane Flatley
Susan Flintom
Emmett T. Florea
Elmer G. Foley
Janet M. Forni
Ms. Linda G. Fors
Dr. Arnold Foss
Ms. Sara Frampton
Ms. Mary Francisco
Mrs. Korinne Frank
Ms. Karin Frederick
Mrs. Carol Froelich
Mr. Robert Frost
Mr. & Mrs. Mastern Fuller
James E. Funke, DDS
Mr. Foster Furcolo Jr
Mr. Jerry G. Gaff
John D. Gage
Marcella Gallagher
Ms. Sylvia R. Gallagher
Ms. Susan Gallagher
Mr. Larry Galt

continued from page 13
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Mrs. Norma Galusha
Jeannine Garrett
Mr. James Gaynor
Carolyn Geduld
Mr. John Gehlert
Mr. John Geisler
W. Peyton George
Mr. David George Schneider
Mr. Peter Gerame
Kenneth E. German
Thomas Giampino
Ms. Janna Gies
David Gilbertson
Mr. William Gilster
Mr. George M. Gingerelli
Ms. Anne G. Githens
Ms. Nina Glasner
Ms. Ellen Glatter
Mr. Jonathan Glazier
Ms. Pat Golab
Mrs. Dorothy D. Goldstick
Carol Goodman
Mr. Earl Goodwin
Ms. Mary Gossett
Ms. Carol Graber
Ms. Ruth Graber
Ms. Jacqueline Grady
John Grafenauer
Ms. Elizabeth Grant
Erica Grantmyre
Mr. David L. Gray
Sharon J. Green-Hennessy, 

PhD
Mrs. Christine Greene
Mr. Neil Greenwood
Mr. Donald Griggs
Mr. Robert F. Groman
Rene Guyton
Douglas and Marcia Haas
Susan F. Haigler
Mrs. Richard Hallock
Debby
Donald and Mary Ann 

Hamman
Mr. John Hampel
Ms. Suzanne Hanagriff
Ms. Lisa Handalian
Peter Hanewall
Dr. Patrick Haney
Mrs. Elizabeth M. Haning
Dr. Paul Hansma
Mr. Gordon Hartshorn

Ms. Marianne Haug
Vic & Bettye Hauser
Ms. Karen Hawkins
Ms. Mary Hebert
Mr. Paul Heiman
Mr. Carl Heintzelman
James Heinz
Mr. Randolph J. Helms
B. Kay Henderson
Dr. Stephen Henderson
Mrs. Kathryn S. Henderson
Mr. Dyke Henderson
Dr. Kevin D. Hennessy
Ms. Julie Herbert
Mrs. Sheila Herman
Ms. Donna Heroux-Everson
Dr. Kaye Herth
Mr. Gilbert Heth
Dr. Susan Hetherington
Mr. Pat Heun
Ms. Sara L. Heydari
Mrs. Lee B. Hickman
Leah G. Higginbotham
Mrs. Katherine A. Higgins
Mr. Dennis A. Hill
Ms. Barbara Hirschy
Mr. Lafloyd H. Hobbs
Ms. Connie Hodge
Patty Hodgins
Mr. Stanley Hoernicke
Mr. Gary Hoffman
Barbara A. Hoffmann
Mr. David W. Hogan
Mr. David I. Holm
Mrs. Bonnie Holmes
Mr. Randy Hood
Mrs. Nancy D. Horn
Mrs. Charlene M. Houghton
Mrs. Kathleen Howe
Mr. Dennis E. Huebner
Mr. James S. Huffman
Mr. Mickey C. Hurry
Thomas D. Hurwitz, MD
Jacquelyn C. Hutson
Lucille L. Hynes
Ms. Willemien Insinger
Mrs. Patricia Jankelson
Mrs. Jan Jarrell
Glenn W. Jeffrey
Ms. Jessica Jenkins
Ms. Katherine L. Jenkins
Mr. Joseph M. Jesuele

Mrs. Audrey Johnson
Mrs. Peggy Johnson
Ms. Amanda Johnson
Ms. Catherine Johnson
Elizabeth R. Jones
Mrs. Anne Markey Jones
Ms. Judy Jongsma
Mrs. JayDene Kail
Mr. Joseph Kalata
Mr. Edward Kalinowski
Ms. Joyce S. Kallaher
Ms. Dianne Kanzler
Mrs. Kathy Karmy
Dr Elias G. Karroum,

MD, PhD
Mr. Ken Kaser
Ms. Sandra Katanick
Donnie and Darlene Kee
Mrs. Sarah P. Kellen
Mr. Henry Kelly
Mr. Jayson Kendrick
Allan R. Kerze
Mr. John Kievit
Dyan Kimball
Mr. Patrick J. King
Mr. and Mrs. John W. King
Mrs. Susan M. Kirkland
Sandra Kish
Mrs. Hilary Knowles
Mrs. Nancy Koch
Mr. Steven Korsin
Rosemary Kosmak
Mrs. Kelly Kraus
Mr. James Kraus
Ms. Michelle Krieger
Phil Kroeker
Mr. Ta-hsia Kuo
Mrs. Susan Kurtz
Mr. Donald Kusulas
Mrs. Jorjann Kuypers
Linda LaBerge
Mr. Brian Landsberg
Betty Lapham
Ms. Kim Larrow
Ms. Nancy Lauby
Mr. Roger Lauhead
Ms. Elisabeth Laura
Mary Leach
Mary Jo Leeder
Mr. and Mrs. Charles 

Leifeste
Ms. Patricia A. Leighfield

Ms. Leisa LeVasseur
Mr.& Mrs. Leon Levy
Amelia Lewellen
Mr. Robert Lewellen
David A. Lewis
Mr. William Lewis, Jr
Dr. Christine Linder-Skach
Mrs. Jennifer Lindsey
Dorothy Liston
Ms. Martha P. Littlefield
David Loskutoff, PhD
Mrs. Patricia Loveland
Ms. Andrea Lowery
Mrs. Martha Lussenhop
Barbara B. Mack
Mr. George Mackanic
Mr. Kenneth F. MacKay
Ms. Marisa Maldonado
Ms. Susan Mallory
Mrs. Tove Mandigo
Ms. Christina Marciniak
Mr. Charles Marcous
Mr. Anne Marietta, PhD, RD
Mr. and Ms. William 

Marietta
Carol Mayer Marshall
Mr. Rob Marshall
Dr. Joseph Martin, MD, PhD
Mrs. Debra Martin
Rev. James & Jean Matthews
Marcia Matthieu
Alice J. Maxin
Kevin B. May
Mrs. Polly M. Mazur
Miss Vicki McCabe
Mr. Sam McClaren
Ms. Joy McCollum
Mr. Murray McDole
Ms. Jeanne M. McDonald
Patricia H. McKee
Ms. Lisa L. McPherson
Ms. Karen L. Mendonca
Dr. June K. Metts
Mr. Larry Michals
Elsa Michitsch
Wayne L. Miller
Mr. Douglas Miller
Mrs. and Mr. Carol E. Miller
Mr. Herbert Miller
Mr. Gene Miller
Ms. Denise Millman
Dr. Craig Mills
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Mrs. Ida R. Minor
Mr. and Mrs. Darius Mistry
Stephen W. Mixon
Judy C. Monostory
Nellwin E. Moore
Mrs. Solveig Moore
Mrs. Elaine Moore
Ms. Silver Moore-Leamon
Dr. Robert L. Morissette, 

PhD
Virginia Morris
Mr. Robert E. Morris
Steve Morton
Ms. Linda Morton
Martha Mowrer-Urban
Mr. Charles Moyer
Mrs. Patricia L. Mullins
Ms. Gale Munson
Mrs. Dorothy Muonio
Susan Murphy
Dr. Daniel J. Murphy
Mr. Edward Murphy
Mr. George Murray
Walter W. Murrell PhD
Theresa Nelson
Mary Payne Norcross
Mr. Arlo R. Nord
Mr. Peter Nostrand
Mrs. Marilyn O'Brien
Mr. Brendan O'Connell
Mrs. Barbara Odenkirk
Ms. Philomene Offen
Rev. James B. & Linda M. 

Olson
Elisabeth Origer
Dr. Liana Orsolini
Mr. Barry Otterholt
Mrs. Patti Palumbo
Mrs. Donna Parent
Mrs. Leigh Anne Parent
Ms. Kathleen Parker
Ms. Carolyn K. Pater
Mr. Robert Patterson
Robert J. Patterson
Ms. Maria Paul
Mr. Elliot Peacocke
Mr. Thomas N. Pearson, Sr
Donna S. Peckinpaugh
Ms. and Mr. Judy Penniman
Lorys Penrod
Donald L. Perry
Mrs. Peggy R. Peterman

Mr. Jake Peters
Ms. Delores Peterson
Dr. Matthew Petrie
Dr. Hugh Phelps
Jim W. Phipps
Gail L. Pickering
Mr. Stephen Plattus
Mr. Robert L. Poff
Mr. Bruce Pollack
Mrs. Sharon Pompey
Mrs. Christina M. Price
Mrs. Frances Prince
Mrs. Katherine Prosser
Elizabeth Purcell
Mr. and Mrs. Stanley Quade
Mr. Thomas Rader
Ms. Barbara J. Ragland
Ms. Rachel Ramsey
Mrs. Jackie Ramseyer
Emily Rand Breitner
Ms. Patricia Rathke
Mrs. Marilyn Rawson
Carey Rayce
Mr. Douglas Rea
Marcia Reed
Susan Reed
Rose Regazzi
Mrs. Diane M. Reinhart
Mrs. Karen Remick
Shirley Reseck
Ms. Kay S. Resh, RN
Ms. Buena M. Rhodes
Jerome Richard
Chris & Sheila Richards
Kathy Richards PhD, RN, 

FAAN
Joyce E. Richardson
Mr. Clarence Richardson
Dr. Michele Richman
Mr. Johnnie Ricketts
Merlin J. Ricklefs
Mr. Jay Riojas
Ms. Barbara Riser
Carol Roberts
Mr. J. David Roberts
Mrs. Carol Robertson
Mr. Lawrence Rockwood
Ms. Ellen Rosenthal
Mr. Matt Roslawski
Dr. Christopher Ross
Mr. and Mrs. Jim and Anne 

Ross

Ms. Susan Ross
Mrs. Janice Rottman
Mrs. Joanne Royal
Kei Sakita
Brenda Sallee
Mrs. Ellen Samuels
Mr. Jose Sanchez
Mary M. Schelb
Michele Scherneck
Dr. Gil Schnabel
Mrs. Isabel Sonia Schneider
Jan Schneider
Mr. & Mrs. Randolph 

Schneider
Mr. Aaron Scholl
Dr. Brian Schrag
Dr. Lesley Schroeder
Ms. Patty Schuetz
Ms. Karen Schwager
Mr. Martin Schwirzke
Mr. Lee Scullin
Mrs. Rebecca Segal
Donald Semrau
Denise Sharon, MD, PhD
Louise Sharp
Mr. Gerald Shea
Mr. Billy L Sheats
Susan Shedenhelm
Mr. Carl Sheffer
Victoria F. Shelar
Eleanor Mary Doherty 

Sheridan
Ms. Joanne Sherwin
Mr. Daniel G. Shoaf
Dr. Louis Siegel, MD
Dennis J Sienicki
Michael H. Silber, MB, ChB
Dr. Ronald Silvestri
Dr. Robert Sinai
Mr. David Slay
Frances Cain Slote
Mr. James F. Smith
Ms. Barbara P. Smith
Mr. Gregory Smith
Mr. Ronald J. Smith
Ms. Nancy Smith
Mrs. Esther Snyman
Charlotte Spada
Mr. William Spear
Ms. Beula J. Spell
Mrs. Hannelore M. Spence
Mr. Marvin Spencer

Mrs. Joyce C. Spivey
Mr. Thomas Spradley
Kermit Spruill
Ronna L. Staley, MD
Sheila A. Stankus
Mr. Eric Steeg
Ms. Jacqueline N. Steensma
Mr. Jim Stein
Steven B. Stein
Mr. John Stephens
Mr. Daru Stevens
Leann Stivers and Marshall 

Stivers
Ms. Mary Stompe
Mrs. Peggy Storey
Mr. Joseph Suchecki
Mr. Reed Sullivan
Mr. Jerry Sussman
Nan Suydam
Mr. Paul Svab
Ms. Susan Swigart
Mr. James G. Swope
Mrs. Linda Tabbush
Ms. Karen M. Taberski
Ms. Dale Talley
Mr. Stephen L. Tate
Harry C. Taylor
Ms. Doug Taylor
Mr. William Tellefsen
Suzanne Tennies
Mrs. Sarah Terhune
Mr. Andrew T. Tershak
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Mr. Dennis Thiel
Mrs. Clara Thomas
Ms. Carol L. Thomas
Mrs. Janice Thomas
Mr. Robert Thomas
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Ms. Lynda Tish
Mr. Gene Trantham
Ms. Antonia Trost
Mrs. Darcel Troy
Ms. Carol Turkaly
Mr. James Turner
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Gary Van Liew
Mrs. Wendy Veiga
Mr. Richard Virgin
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Mr. Robert Visser
Mr. Alex Vuksanovic
John M. Wadahara
Kate Wagner
Gordon Waldron
Mrs. Claudette F. 

Walschlager
Mr. Kevin Walsh
Nora L. Walter
Richard Warburton
Mrs. Shirley M. Ware
Mrs. Donna Wasman
Mrs. Mary Ann Watrous
Mr. and Mrs. Lawrence P. 

Watson
Ms. Jody Weber
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Ron Weisberg
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Mrs. Bonnie Wellman
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Mrs. Linda R. Wood
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Mrs. Shawn Ziola
Barbara Zizka
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I would like to thank the members of the RLS Foundation for their continued support and
commitment to the RLS Foundation during our 2019 fiscal year.  Individual donations comprise most
of the financial support for Foundation programs and activities, representing 82% of total revenue to
the organization.    

In fiscal year 2019, the Foundation continued to support the mission and organizational goals of
awareness, education, and research to find a cure.  Members of our Scientific and Medical Advisory
Board reviewed and updated our library of educational materials to educate the general public and
medical community about RLS.  These volunteers served as presenters in our monthly webinar series
and the healthcare provider only webinar series aimed at educating the medical community about the
diagnosis and management of patients with RLS.  Our educational outreach continues through
information posted to the Foundation’s website and social media channels including Facebook, Twitter,
Instagram, YouTube, and LinkedIn to reach RLS sufferers and their healthcare providers. Volunteers
that lead our support groups and discussion board provide individuals with RLS the opportunity to
exchange information and coping strategies with others who live with the daily challenges of RLS.  The
RLS Foundation’s acclaimed quarterly magazine, NightWalkers, provides members with in-depth stories
about RLS Foundation funded research, and information regarding promising research and treatments
available today. These diverse channels provide the Foundation access to a broad audience of
individuals with the disease, fulfilling our mission to provide knowledge and raise awareness of RLS.  

The second and third components of our mission is to support the development of improved
treatments and a cure for RLS.  The Foundation has provided an additional year of funding for a
multi-center longitudinal pilot observational study of the efficacy and tolerability of long-term use of
opioids as a treatment for RLS.  Information from this study has enhanced the Foundation’s advocacy
efforts to assure that any legislative and policy regulations to address the opioid epidemic do not
negatively impact the medically necessary use of opioids by individuals with refractory RLS. A second
grant was funded to study how opioid medications work in the brain to relieve RLS.  The aim of this
study is to discover why this class of medication is effective in treatment of RLS and could lead to new
non-opioid drug development.      

The RLS Foundation advocacy program helped to raise the profile for RLS in Washington.  In 2019,
the Foundation conducted the first RLS Advocacy Day on Capitol Hill.  The RLS Foundation
delegation met with key legislative offices to seek additional research funding for RLS, seek a safe
harbor for RLS in any policy or legislation and expand awareness and physician education.  Members,
like you, make these advocacy efforts possible through your generous support.

  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 has been my pleasure to serve you as Treasurer during the 2019 fiscal year.  I look forward to our
continued work together and the future success of the Foundation in 2020! 

Sincerely 

Ronald W. Barrett, PhD

Ron Barrett, PhD
Treasurer, RLS Foundation

Board of Directors

Treasurer Report
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2019-20 Highlights  I Financials

    Revenues and Support

Contributions $739,314
Membership Dues $149,822
Other $11,300

Total revenues and support 900,436

Expenses

Program Services
Education $352,888
Membership $198,623
Research $46,873
Support Groups $33,933

Total program services $632,318

Fundraising $72,351
Management and general $76,134

Total expenses $780,802

Statements of Activities For the Fiscal Year Ended September 30, 2020

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

2020 Where Our Funds Come From 2020 Where We Use Our Funds

    
 

  
  

 
 

   
 

 
 

   
  

 Contributions 82%

Membership Dues 17%

Other 1%

Education and awareness 44%

Membership 25%

Research 10%

Fundraising 10%

General and administrative 8%

Support Groups 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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