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Restless Legs Syndrome Foundation 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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2021-22 Highlights | From the Chairman of the Board

Thankfully, the worst of the Covid-19 pandemic was over by the end of 2022. Nonetheless, the
Board of Directors of the RLS Foundation was still unable to return to all of our standard operating
procedures. Even before the pandemic, the full Board and various committees were accustomed

to meeting remotely several times a year, with individual members participating by Zoom or a
telephone connection. Remote meetings work well enough, as Board members can see financial
statements, audit reports, and other important information on our computer screens and thus fulfill
our responsibilities.

The real change with the pandemic was to hold our annual meeting in the Fall remotely as well,
rather than meeting in person, and this continued in 2022. Let’s hope an in-person meeting will
be possible in 2023. Several new members joined the Board in 2022, and it would be ideal for

everyone to interact at an in-person annual meeting. Carla Rahn Phillips, PhD
Chair, RLS Foundation

Board of Directors

Despite the lingering effects of the pandemic, the Foundation continued to provide the same high
level of support and scientifically-based information about RLS to healthcare professionals and the
RLS community in general.

The Foundation continues to be in a healthy financial position, able to fulfill its mission to members and to the broader RLS
community. Our financial advisers make sure the Board is fully informed about the Foundation’s finances, and our annual
audit confirmed the transparency with which we do business.

That said, it would be ideal to increase the number of dues-paying members of the Foundation, given the millions of
individuals who suffer from RLS. More memberships would provide the funds to expand and enhance every aspect of the
support and services offered by the Foundation. Everything the Foundation provides has a cost in staff time and resources. At
present, we rely on generous contributions, beyond membership dues, from members who support various appeals to fund
about three-quarters of our crucial work. We thank each of our donors for their generous support.

A focus on increasing membership was one of the key points in the Board’s beginning discussions to develop a Strategic Plan
for the Foundation in 2022. With clear goals, strategies, and measurement criteria in place, the Board and staff will be able to
revisit the plan annually to gauge progress.

As always, the Executive Director and staff of the Foundation deserve sincere thanks and congratulations for ensuring that
the Foundation was able to serve the needs of the broader RLS community in 2022. With the generous support of the RLS
community the Foundation is well placed to continue its important work into the future.

Best wishes,

/ g _;’ //V//f///j

Carla Rahn Phillips, PhD
Chair, RLS Foundation Board of Directors
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2021-2022 Highlights | Raise Awareness
RLS Foundation Celebrates 30 Years

19390 1992
Founding member Cion Hawley prines the single-pape The Foundation’s headquaners is established in founding member
first izmue on his home printer Picket Guthrie’s dining room in Ralsiph, Morth Camlina.

Medical Advisory Board established
1995 ﬁﬁdﬂmﬁmmm@wmmmh
i on: croine eckaratinnal oot ailibdied
First RLS support group formed the Found e :
Juanita Therrell beads the first meeting of the poup
“Sleeples in Seande ™ Pickent Guthrie named first executive director
The Foundation will be led by six directors
Foundation launches werw.s.org cover the net 30 years:
Picket: Guthrie (1993-1996)
1996 Carolyn Hiller {1996-1997)
Cate Mumay (19972000
Robert H. “Bob™ Waterman, Jr, chairs this first — Eﬂﬂﬁ; ﬁlﬂﬂl}
sroup of scientific advisors, charped with (2002-2013)

Kark Drienkorwski (201 4—present)

developing 2 rsearch prant process.

1997
1998 Foundation moves to Rochester, Minnesota

First Eldbom Award presented to Dir. Arthar 5. Walters
Through this award, the Foundation reoognires service to the RLS Cver the next 25 years the Foundation will fund nearly $2 million in

ify: Fumure recipients will indhade
Dﬂltmilﬁ.ﬂm.flfm  Bob Balkam, cmipetitive rsesrch grants for basic and scentific sdy of RLS.

Sheila Connolly, Bob Waterman, Foundation helps fund first RIS research ar Mational Institutes
D Wayne Hening, Pickett Cathrie, of Health

Dr_ﬁ:ﬁstq:lnE:.—].ev, ME First RIS Medical Bulletin published

D Lewis ps. . . -

Dr. John Winkelman, Karla Dizienlowski. ﬁmhﬂm&mmﬂmmd@mﬁmﬂmt

2000

"-|_ i -
2002 Foundation establishes RLS Brain Bank at Harvard Brain

First RLS national patient meeting held in 5&. Lowis, Missouri

Tissue Resource Center

The Foundation maintains this collaoon for tissue distribution
2004 1o RLS researchers.
Foundation laundhes online discussion board Medical Board
‘This new plarform offers 24/7 acoess o suppo in 3 private fonm. : I first RLS £

Maedical Advisory Board publishes first RLS treatment algorithm

2005

<007 National patient meeting held in Orlando, Florida

RLS pene variant discovered
Ina ing sty funded in part by the RLS
Foundation, D David B. Rye and his

team identify a variant in RLS, 5 the
h‘@'ﬂﬁl%ﬁhm pporing

Matinnal patient meeting held in San Antonio, Teas

2012
Foundation partners with International Restless Leps Syndrome
Study Group (IRLSSG) to conduct patient survey

2008
Foundation holds RLS scientific conference at Johas

Hoplins University By pathering information from RLS patsents in the US and Canada,
Foundation launches Youth Initiative this survey reveals the need to better edncate healthore providars, o
Known today as the RLS and Children Propram, this initiative increase awarenss and tooontinue research towand better treatment
foouses on the nesds of children and adolscens living with RLS. PO
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of Service to the RLS Community

2013
with RLS treatment alporithm

Foundation certifies first RLS Queality Care Center

disesse manapement and wday are kncated at the Johns Hoplins
Center for Restless Leps Syndrome; Houston Methodis:
Meumlogical Institute; Center for Sleep Medicine ar Mayo Clinic
Emory Sleep Center; Yale Centers for Restless Leps Syndrmome;
Vanderhiht Univemity Medscal Center; Sonpps Clinic Vieerbs
Family Sleep Center; Menrcenter of Southemn Switrertand;
Medical Center

2014

This survey is the first 1o evaluate the impact of RLS on quality of
life from the pespective of individuals with RLS and loved ones
who care for them.

2015
Foundation relocates to Austin, Texas

RLS: A Guide for Teens published

2017
Foundation’s Facehook page reaches 10,000 likes
Saocial media brings increased awareness -
The Foundation expands i owtreach f '_'“
thmugh Towitter, You Tube, Googlet, am e
Linkedin and Inssapram.

RLS Opioid Registry registers over 500 individuals

Surpasing the goal of 200 regsmmns, paiGPants COMTAE (o FEpor
o their experiance every six months.

RLS Foundation kaunches a public-policy initiative

Informs federal policy makers abour RLS, with three main goals in
mind: incressing funding for research, protecting appropriate aoes
IWAENES.

Scripps Quality Care Center in La Jolla, CA s 8
Ten RLS experts educte over 180 pamicipants.

Appropriate Use of Opiids in Refractory RLS

2019

First RLS Patient Hill Day

30 RLS patients visit 45 congressional offices representing 16 states and
induding key members of committees that shape health policy:

2020

Orver 3000 RLS patients and 342 partners respond to RLS
Patient Oudyssey Sarvey 11

The survey seeles to evatuate the impact of RLS on quality of fe for
patients and their parmers.

RLS Foundation adapts to OOVID-19

Establishes wesldy Virtual Support Group meetings held on Zoom to
connect the worddwide RIS communiry.

First Virtnal RLS Summit

12 speakers with a wide range of dinical
knivadedpe as well as respected chought
leaders in RS research educate over
300 pamticipants.

First RLS Virtual Hill Day

45 RLS advocates from 18 states contact 105 legislative offices
i educate our kegislamnes abour RLS and to zsk for their support

an key legishation important to the RLS community:

EETTEE Y. B

2020 RLS
VIRTUAL
SUMMIT

BRI i e LR

2021

Treatment of RLS

Lists alpha-2-dlta ligands and iron therapy as firt-line RLS
treatrments; dopamine agnnists hacome second-line trearment.
Second Virtual Hill Day

80 RLS advocates from 30 states contact 101 legislarive offices.

2022

University of Pittshurgh Medical Center (UPMC) certified as
the tenth US based RLS Quality Care Center, and expands the
nerworito 12 QCCs

RLS Foundation celebrates 30 years gs WO NOMe
of support and service & n"'{h
the RLS community 5,5 T
]
E z

SERVIRG THE RLE COMSLINITY

1992-2022
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Purity, Knowledge and Wisdom

Celebrating 30 Years

A pezrl — the traditional gift marking a 30th anniversary — is
ascribed with the qualities of purity, knowledge and wisdom
found in long and deep relationships. At the RLS Foundation, we
can think of no more appropriste symbaol to mark our 30th year.

‘The pear] glows with an iridescence that dluminates a disease
hdthnmﬂ:ed::kﬁ:rhund:ﬁhufmlmaufm:eus:ulmdaﬁ
the touphness and tenacity H:atmdﬁpla}'muumi.ﬂ.rdm
round ness evokes dtewhnlﬁh: nature of our mission: educaton,
achvocacy, diagnosis, care and research — all in the cause of finding

4 alre.

Just 30 years apn, restless legs syndrome was as misdiagnosed and
misunderstood as it had been three ceniuries eadier. “Tegcbers

1 ey " recalled one Foundation member at the time,
while anather told her folks she had RLS, only to hear them
langh and sxy “tr war st im0 my head ”

In fact, from the time restbess leps syndrome was first identibed in
medical literature, RLS had remained one of the most widespread
yet least understood human diseases, often o ridicule and
shunning of people who suffered with it But that
change in the kite 1980s when a group of individuals with RLS
contacted NORD (Mational O ion for Rare Disorders)
and began to correspond by handwritten letters. And in 1992,
under the leadership of Executive Director Pickett Guthrie,
founding members created the Restless Leps Syndrome
Foundation.

Thirty years of dedicated, persistent efforts by our board, staff and
volunteers have rewarded our community with 12 RLS Qualicy

Care Centers that provide expert, specialized care; and with an
extraordinary commitment to medical reszarch that is coming
dloser every day to finding a cure

Today, our growing, sophisticated presence
media is bringing our readers and our

online and in social
ity of RLS

patients, practitioners, families and friends even doser topether.

And it has helped to acoommaodate pandemic realities over the
past two years with virual support group meetings that have
further widened our reach and invited once-isolated RLS patients
to connect with peers near and far!

Five years ago, on the oocasion of another notable

our 25th, mmpumdtu}numﬂumdmtgemm]udmg
in the diagnosis, treatment and research of RLS. We

you meore sipnificant progress by our 30th Anniversary — and we
have deliversd!

Druring these most recent five years — the time it can take an
oyster to grow a priceless large pear] from a tiny speck of sand —

our research has aheﬂtmuﬂen‘t:ruﬂmguf
aupmentation and findings on the efficacy of
lovw-total-daiby-dose to manage severe RLS. Meanwhile,

:d?umrynuﬁ{mﬁdungtm]mnmtmmdmmnmppnuﬁr
RLS treatment and research among, policy makers, helping to
prompt recent NIH funding for Dr. Yoging Li, a 2015 RLS
Foundation grant recipient, to continue his trailblazing
research into the role of genetics in RLS development.

We commemaorate our 30th anniversary this June and zim to live
up to the qualities symbolized by the peard, with intentions that
are pure, undilued, mdwhul]jrdedﬂta:lm:mngula:uhjaim:
and that will lead us to a

mdmm;rhksmtm!r}'jrm a5 we work topether toward our
comumeon goal.

Meanwhile we continue to be thankful for 30 years of
extracrdinary progress that we see in things larpe and small: from
the latest research to the words of gratitude from
one RLS patient that continue to inspire us, day after day:
belps w kmow [ am nov alone. ™
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Iron Treatment Shows Promise in Children with RLS or PLMD

By Karla Dzienkowski, RN, BSN, Excecutive Director, RLS Foundation

Restless legs syndrome (RLS) and periodic limb movement disorder

{(PLMD) zre two neurolopical conditions commonly treated with ol

iron in children. Some children do not tolerate or respond sufficiently

to oral iron, and there is not sufficient data o suprport ﬂ'}::ﬂ:lca:}'ui-

intravenous (TV) iron in this patient group. This is an important issue,

because RLS that is not well manaped can have adverse effects on sleep

quality and quantity, emotional health, daytime functioning, and

quality of life.

o Urpe to move

O Rest induced

O Gets better with movernent

O Evening or nighttime worsening

0 Sensations not caussd by another behavioral or medical condition
{may or may not be present)

An RLS dizgnosis in children is based on the dinical assessment of

reported symptoms and does not require documentation of periodic

limb movements in sleep (PLMS) however, PLMS (more than

S/hour) do support a diapnosis of BLS and are present in 60% o

T0% of children with RLS.

Rescarchers have hypothesized 2 rdationship berween bow brain iron
stores in both RLS and PLMD. Brain imaging studies have confirmed
the presence of low brain iron levels in aduls with RLS. In addition,
SVIMPEONTI improvement H.Ii:lmn.gumad:runm:auun in children
with RLS and PLMD is reported in medical publications.

An artidle in the November 2021 issue of Sleey Medicine tided
“Clinical efficacy and safety of intravenous ferric carboxymaltose
treatmnent of pediatric resthess legs syndrome and periodic limb
movement disorder” evaluates the single administration of IV iron in
39 children with a dizpnosis of RLS or PLMD confirmed by two
pediatric sleep specialists. The p in the study induded 29
children with RLS (14 boys, 15 pils) and 10 with PLMD fall boys),
aprs 2-17 years. Children in this cohort were sclected using a
retrospective chart neview; they were refermed for iron treatment from
June 2019 to December 2020. All children sdected to paricipate in
the study had previously been prescribed oral iron but were
aateporized as “reatment failures” due to untoward side dfects (e.g.,
constipation, vomiting, tooth discoloration) or filure to increase
scrum ferritin by at keast 4 mag/LL after three months of taking 2n oral
iron supplement, in conjunction with a lad: of sympeom
improvemnent. It i important to note that none of the children in the
study had another sleep disorder or 2 known problem absorbing
nutrients from food (maldsormption symdrome).

Seattle Children's Hospital was the only site sdected for this study. The
hospital has a dedicated iron infusion clinic for children
;up:rvj_s:d]:r".r

PLMS: Periodic limb movements in sleep; repetitive jerking
mmuundmng&m lmltrll:g:rd foot, with flexion of
PLMI: Periodic limb movement disorder; requires a sleep
the PLMS must be linked to causing dinically signihicant
sheep disturbance or impaired daytime function. In additon,
the PLMS cannot be due to drugs that cause PLMS or RLS.
Treatment failure: Unsuccesshul medical management to
treat a diagnosed medical condition.

for the physician to rate disease severity and improvemnent in
the patient.

a pediatric deep specialist. The children were carefully monitored
throughout the IV iron infusion process, induding monitoring for the
ocourrence of any adverse reactions. All 39 children received 2
complete medical evaluation. A full iron panel (serum ferritin, serum
iron, total iron-binding capacity, transferrin) and Clinical Global
Impression {CGI) Scale score was obtained at basdine and eight werdks
The study found:
* Pre-infusion CGI symptom severity for the group showed
moderate illness. Post-infusion reports revealed “much improved”
o “very much improved” CGI scomes following one-time
administration of [V ferric carboxymaleose.
* Mean femitin kevels for the group rose from 14.6 meg/L to
1124 mcg/L.
= Children with PLMD, compared o those with RLS, had similar
imprvements in symptoms and iron tests.
* Seven sudy participants cxperienced mild side offects wo TV
iron reatment.

In summary, in children with RLS and PLMD, iron is 2 common
treatment consideration. For children who experience a poor rsponse
or adwverse effects to oral iron therapy, IV iron is a promising new
treatment alternative. Future research using randomized, controlled
triaks is needed o evaluate further the benefits of TV iron therapy in
children.

DielBovzny LM, Ferri B, Chen ML, Kapoor ¥, Allen BT Mogvess ME ez al Chnicl

legs symidmme and pericdic Emb movermens disonder. S Madicne 2021,87:114-8.
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Understanding Augmentation and How to Recover

from Dopamine Dependence
by J. Andrew Berkowski, MD, member of the RLS Foundation’s Scientific and Medical Advisory Board

Dopaminergic medications had been the mainstay of first-line
pharmacological treatment of RLS for many years, but they have
significandy fallen out of favor in the past decade due to high rates of
augmentation and, secondarily; impulse-control disorders. Clinical
consensus guidelines no longer consider these agents to be first-line
treatments, despite the abundance of research demonstrating significant
efficacy in the short term (months to a few years). The high rates of
augmentation, which is thought to be inevitable with long-term use,
begs the question: “Should anyone take dopaminergic agents at all for

this chronic, lifelong condition?”

Despite relegation of dopaminergics to second-line status in the more
updated clinical guidelines since 2015, many RLS experts only use
these medications now in rare circumstances. If these therapies are
considered, they should be trialed only after the ineffectiveness or
intolerable side effects of the other treatments available for RLS. After
initiation for daily use, regular monitoring must be performed for early
identification of the stages of effects on the dopaminergic system,
including dependence, tolerance, mild augmentation and severe
augmentation. Dopamine agonists may have initial side effects,
including nausea, vomiting, headache, sleepiness and dizziness.

The most commonly used dopamine agonists are the short-acting
pramipexole and ropinirole, and the long-acting transdermal rotigotine
patch. Levodopa is reserved for intermittent RLS symptoms, due to
extremely rapid onset of augmentation (weeks to months) when taken
daily. Though no studies have investigated augmentation with
intermittent use, three doses or fewer per week has been considered
reasonable. Potential uses include evening dosing for occasional RLS
symptoms, dosing prior to sedentary situations (e.g., plane flight,
theater presentation), and dosing for patients in whom the diagnosis of
RLS is in doubt.

Augmentation

Since dopamine agonists became a first-line treatment for RLS in the
early 2000s, two decades of experience have demonstrated high rates of
(possibly inevitable) augmentation with long-term use. Augmentation
is a worsening of RLS with one or more of the following features: an
advance of the typical time of day when symptoms begin, two or more
hours earlier than before the start of treatment; a spread of restlessness
from the legs to the arms or trunk; a shorter interval before symptoms
start after inactivity (sitting or lying); progressive dosage escalation to
produce the same effect; and even paradoxical triggering of RLS
symptoms immediately after taking the medication.

Augmentation has led to the most dramatic paradigm shift in RLS
management, as it causes the majority of refractory RLS cases. This
phenomenon poses significant philosophical challenges to the clinician,
as a potential worsening of the condition long term in most cases
should prohibit the use in the short term, regardless of the
significant

www.rls.org

short-term effectiveness. Because of the
increasing prevalence of augmentation, the
RLS Foundation’s Scientific and Medical
Advisory Board published a guideline
outlining the identification and treatment of L ]

augmentation. The presence of one or more Y

of the following factors is known to increase
J. Andrew Berkowski, MD

the likelihood of augmentation: more
frequent RLS symptoms before treatment,
greater discomfort with RLS symptoms
before treatment, co-morbid asthma, older
age, longer treatment duration, lower serum ferritin levels, and greater

baseline severity of RLS.

Four screening questions are recommended to identify augmentation:

1. Do RLS symptoms appear earlier than when the drug was first
started?

2. Are higher doses of the drug now needed, or does the medication
need to be taken earlier in the day, to control the RLS symptoms
compared to the original effective dose?

3. Has the intensity of symptoms worsened since starting the
medication?

4. Have symptoms spread to other parts of the body (e.g., arms,
trunk, face) since starting the medication?

Augmentation is considered mild if all of the following are present:
symptoms manifest predominantly as a temporal shift of symptoms to
carlier in the day compared to before starting treatment; dopaminergic
monotherapy is at a total daily dose at or below maximum
recommended levels; symptoms cause only mild distress; and there has
been no prior increase in total dose above that which was previously
therapeutically effective. In cases of mild augmentation, there is more
time to make adjustments to treatment regimen, but the symptoms do
represent an early stage of dopaminergic system impairment and
dependence. This will progress to more severe symptoms and advanced
augmentation if no changes are made or dopamine medication dosage
is simply increased.

Augmentation is considered severe if it does not fulfill the criteria for
mild augmentation (e.g., the total agonist dose exceeds recommended
levels or the symptoms cause more than mild distress) or does not
respond to treatment of mild augmentation.

Treating Augmentation

Initially, it is important to identify and eliminate or treat factors that
exacerbate RLS. These could include poor sleep hygiene or other
untreated sleep disorders, ingestion of drugs/foods that worsen RLS
symptoms, or low levels of ferritin or percent transferrin saturation. If
the iron stores are low, then iron therapy (oral or intravenous) should
be considered.
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For mild augmentation, the dopamine agonist medication could be
continued and the total dose maintained but given in divided doses,
or the medication could be given earlier to precede the onset of RLS
symptoms. If symptoms are not managed by splitting the dosage, then
the addition of other therapies should be considered, such as iron
infusion, alpha-2-delta ligand medications, and possibly opioid
medications. Changing to a longer-acting dopaminergic agent such as
transdermal rotigotine could be considered, but this will only delay
the inevitable augmentation to future months or years. Rotigotine has
lower rates of augmentation long term in studies but is thought to
mask augmentation due to having a steady level of the drug in the
system continuously without time off from the drug. If the second
treatment added does not provide symptom relief, then augmentation
should be considered severe. Even if augmentation is mild, long-term
plans should be discussed for transition to other treatments before
more severe augmentation develops. Tapering off the dopamine
agonist, with or without a second-line agent added, should be
considered long term, to initiate dopaminergic system withdrawal and
reconstitution.

For severe augmentation, the goal over several weeks to months is to
wean, slowly but completely, off all dopaminergic agents to enable
withdrawal, recovery from dopaminergic dependence, and maximal
reconstitution of the natural dopaminergic system to as close to
previous baseline as possible. One method is to perform a slow wean
of the dopaminergic agent, followed by a two-week drug holiday, and
then the addition of an alternative agent if still requiring symptomatic
treatment. Though this approach is ideal in terms of natural recovery
and limiting medication side effects, it is often met with apprehension
due to the severity of withdrawal symptoms. The addition of a second
medication prior to reduction in the dopaminergic medication is
more common. Therapies may include an IV iron infusion (more
potent and rapid than oral iron), alpha-2-delta ligands, opioids and,
rarely, benzodiazepines. The dopamine agonist weaning process can be
highly variable among patients, depending on initial severity of
symptoms and strength of dosage. Anecdotal evidence suggests that
many patients can go through a mini-withdrawal and recovery process
after each dosage decrease in four to seven days, but some may take a
few weeks or require increases in the secondary agent if they do not
improve. Recovery after complete discontinuation may be the greatest
in the first two weeks, though some patients take much longer to
recover significantly. Many may have slow improvement beyond the
initial few weeks for months or years after discontinuation, though the
natural history of dopamine agonist withdrawal and recovery has not
been well studied yet.

Dose reduction must be managed by a healthcare provider, and each
situation is different; however, there are some management guidelines.
Ropinirole may be tapered by 0.25 to 0.5 mg per week as tolerated,
pramipexole by 0.125 mg, and rotigotine by 1 mg. However, the
initial decreases may be larger, particularly if the patient is on
dosages

beyond maximum recommended, with progressively smaller decreases
as the patient approaches discontinuation. Symptoms of withdrawal
are generally a temporary but possibly severe worsening of restless legs
symptoms, including more severe breakthrough symptoms,
symptoms during the night leading to insomnia, earlier onset of
symptoms during daytime with possible spread to other anatomic
regions, and even involuntary limb movements while awake. These
symptoms generally improve over several days before the patient can
begin the next step in the tapering process. If a second agent is used, it
may need to be adjusted to balance effectiveness with side effects, to
combat the withdrawal symptoms. Other symptoms during
dopaminergic withdrawal may include high levels of anxiety,
irritability, insomnia, excessive daytime sleepiness and depressed
mood.

After at least two weeks from discontinuation, the patient should be
reassessed to see if the new symptomatic agent can be gradually
tapered as well, or a second medication added in the case of patients
who tapered without additional drug treatment. Several weeks to
months after complete withdrawal, recovery is frequently seen and
further dosage reduction can be made, as the dosage of a second
medication is generally higher in the withdrawal period than weeks to
months after recovery, due to progressive reconstitution of the
dopaminergic system.

Impulse Control Disorders

Impulse control disorders are another side effect of dopamine agonist
therapy. Due to long-term effects on the dopaminergic system and
behavioral pathways, dopamine agonists are associated with impulse
control disorders (e.g., pathologic gambling, excessive shopping,
hypersexuality) within nine months of treatment onset. Symptoms of
impulse control disorders (and augmentation) should be screened
regularly, regardless of duration of use. The consequences of
unrecognized impulse control disorders can be devastating, including
substantial financial loss, the threat of criminal prosecutions, substance
abuse and social disruption. However, complete resolution of the
pathologic tendencies is the general rule with discontinuation or dose
decrease of the causative agent.

Education and Awareness

Decades of dopamine agonist use have revealed the risk of
augmentation and impulse control disorders. Education of healthcare
providers is the first step to raise awareness about RLS treatment
guidelines and the adverse side effects of dopaminergic medications.
Support for RLS research leading to the identification of new
medications that address the chronic progressive nature of RLS and its
treatment challenges are priorities for the RLS community.

www.rls.org



2021 - 2022 Webinars

October 2021
SIBO, Diet and RLS
Dr. Leonard Weinstock

January 2022
Cannabis and RLS
Jacquelyn Bainbridge, PharmD

February 2022
The Ins and Outs of RLS: From an RLS Expert
Denise Sharon, MD, FAASM

March 2022
RLS and Heart Disease
Lynn Marie Trottie, MD, MSc

April 2022
Drug Holidays: What to Expect
Christopher Earley, MB, BCh, PhD, FRCPI

April 2022
Clinical Trials: What to Expect
Jordana Zackon

May 2022
RLS Opioid Registry Update
John W. Winkelman, MD, PhD

June 2022
Iron Infusion 101
Michael Auerbach, MD

July 2022
Surgery and Hospitalization with RLS
Andrew Berkowski, MD

August 2022
Hormones, Sleep and RLS in Women
Dr. Jennifer G. Hensley

September 2022

The RLS Experience: Patient Odyssey Il Findings

Speaker: Charles E. Phelps, PhD

www.rls.org
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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 tax 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 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



Leaders

($10,000 or more)

Jim and Sandra Aberer
Charles & Ellen Brown
Mrs. Joanne Correll

Mr. Steven Denning

The Dzienkowski Family
Mirs. Rhondda L. Grant
Pickett M. Guthrie

Mrs. Jill Mitchell

Greg and Rhonda Oberland
Lewis M. Phelps

Mr. and Mrs. Paul Rochester
Lisa and. Kenneth Wahl

Benefactors

($5,000 to $9,999)

Anonymous (2)

Mr. Louis Adler

Mrs. Marcia Ball

Peter and Incy Brooks

Lisa & Erik Cressman

E. W. Littlefield, Jr.

Mr. Rex E. McCrary

Carolyn Mohn

Mr. John Ralston

Ms. Lynda D. Sakraida

Ms. Sandy Schultz

Mr. & Mrs. E. Randall
Smolik

Jan A. Sogge and Louis
Roberts

Mr. Jack Stone

Dan Vreeland

Patrons

($2,500 to $4,999)

Ms. Felicia M. Cashin

Vera M. Gerhardt

Scott B and Monica C Hill

Marilyn Marlette

Kenneth F. Myszka

Mr. David Sherwood

Grant P. & Sharon R.
Thompson

Karen Walborn

Cal & Grace Walstra

Ms. Kay-Frances Wardrope

Sponsors

($1,000 to $2,499)

Anonymous (3)

Bruce Alberts

Mr. Lage Andersen

Mrs. Susan Arndt

Mr. and Mrs. Joseph Aten

Ms. Cynthia M. Barnard

Mr. Harley K. Brandon

Mr. Arnold A. Brewer

Mors. Gail S. Buckley

Russ Buschert

Ms. Kathryn Camp

Lee C. Coates

John Daly

Mr. Hill Danforth

Dr. Jeffrey Dorman

Anne B. Dorsey

Mr. and Mrs. Louis
Echavarria

Pam and Rob Fairly

Mr. James B. Fullerton

Tom Gardner

Charles C. Gould

Ms. Elizabeth Grant

Nancy Griffin

Mr. Thomas Hartzog

Mr. Ali Hashmi

Mr. James Hemak

Mr. Dyke Henderson

Mr. Cornelius Hofman

Mr. Clyde L. Humphrey

Stephen H Iser

Dr. Jeffrey Jones

Mr. and Mrs. Edward
Kittredge

Leon and Dina Krain

Mr. James Krall

John L. Latham

Paul Lohrenz

Dr. and Mrs. Neil A.

MacKenzie

Ms. Heidi Mayer

Michael and Patti McCleery

Pat & Diane McKeague

Mr. Howard McNally

M. Marjorie Meredith

Ms. Jessie Moore

Mr. Niels Nyborg

Mr. A Pattison

Donna and Randal Peterson

Starla Phelps

Judy Phillips

Carla Rahn Phillips &
William D. Phillips

Mrs. Peter L. Randlev

Barbara K. Robar

Lori Schifrin

Linda Secretan

Miss Amardeep Singh

Mr. Freeman H. Smith III

Mr. and Mrs. Stephen N.
Smith PE

Dr. Craig Snydal

Mr. Robert E. Spangler

Ms. Judith Steinheider

Mr. George Stewart

Dr. Gilbert Storms

Helen W. Sutphen

Mr. Tim M. Tierney

Robin Tost

Mr. Aleksandar Totic

Eilene Toughey

Marguerite H. Wagner

Christine Tunison Wait

Ms. Joy K. Walker

Mr. Peter Warren

Howard and Mary Ann
Watrous

Jon Wellinghoff and Karen
Galatz

Fran Williams

Ms. Toby Woodhouse

Sustainers

($250 to $999)

Anonymous (33)

Mr. Mark Abramovic

Carolyn C. Achee

Dr. James Acheson

Anne Adams Gorry

Mr. Jesse Adams

Mrs. Betty Affisco

Ms. Faith Allen

Gela Altman

Dr. John H. Anderson Jr

Dr. Michael Anderson

Guy and Dona Armstrong

Ms. Joan Arsenault

Drs. Jacquelyn and Scott
Bainbridge

John W. & Mary C. Baker

Mary and John Baker

Ms. Christine Barbour

Mr. G H Kipp Barkley

Ralph R (Richard) Barra, Jr.

Mr. Kurt Bauer

Philip M. Becker MD
Lois E. Belohlavek

Joseph A. Berkowski MD
Lola Bermudez

Mr. David Bishop

Ms. Sybil J. Blankenship
Ms. Amy Boebel

Inez Boettcher

Mrs. Diane Brainerd

Mr. Kent Brandmeyer
Ms. Jody Bucci

Mr. Peter Buchbauer
Mark and Laurie Buchfuhrer
Mr. Allen Bucknam
Susanne and Tom Campbell
Mr. Dave W. Candler
Gregory and Carolyn Carter
Mrs. Marjorie M. Cashion
Ms. Caroline Chamales
Mrs. Kitty Champlin

Ms. Barbara E. Clucas
Allison Whitney Coleman
Ms. Barbara Conits
Sheila C. Connolly

Mr. and Mirs. Clive Cook
Mr. Charles Cooke

Ms. Lorraine F. Coughlan
Barbara Cox

John Wesley Cox

Mr. Roger Crooks
Barbara and Jim Curry
Ms. Mary Cuseo

Mr. James Dadmun

Mr. Jonathan Damonte
Ms. Suzayne W. Davis
Mr. Joseph Dill

Mr. James Dougherty
Katharine L. Downham
J. Hunt Downing

Bill Duncan

Bemard Durante

Mr. Lorne L. Ebel

Mr. Peter Edwards

Ms. Sherryl Eldridge
Mary Ann and Jim Emswiler
Mr. John Evans

Mr. Sigo Falk

Mr. Alan Fanger

Barbara A. Faraone

Mr. Stefan Feyen

Ms. Beth Fischer

Mary Fransen

www.rls.org



Ms. Mary Fritz

Marcella Gallagher

Cindy Gibbs

Sol and Nina Glasner

Ms. Catherine Glowacky

Patricia Golab

Mr. Doren Goldstone

Mr. Kenneth Goodson Jr

Mr. J. Michael Goodwin

Mr. Robert L. Gorecki

Erica Grantmyre

Judith Greff

Wayne and Donna Gregory

Ms. Suzan K. Griffin

Ms. Nina Griffith

Mirs. Shiras Guion

Mr. Carl F. Hagenmaier Jr.

Mr. John Hammett

Lisa Renery Handalian

Mrs. Elizabeth Hansel

Dr. and Mrs. Matthew R.
Harmody

Mrs. Kimberly Harris

James A. Healey

Mrs. Marguerite Heaton-
Colella

Dr. Arthur M. Hewitt

Caren Hill

Mr. Lloyd Hittle

Mr. David Hoge

Mr. Peter K. Hoover

Ms. Isabella W. Horsky

Mr. Dean Houdeshel

Mr. Peter Howden

Annette & Pat Hunter

Mr. G. Patrick and Annette
S. Hunter

Mr. Peter Hunter

Mrs. Patricia Jankelson

Glenn W. Jeffrey

Rev. Harold E. Johnson

Byron C. Jones PhD

Ms. Judy Jongsma

Mr. Norihisa Juba

Anoop Karippot MD,
DABSM

R. Fred Kautz

Mirs. Linda M. Kawtoski

Garry Kearns

Donnie and Darlene Kee

John Kievit

Ms. Doreen Kim

Ms. Mary King

Mr. Kevin Kohagen

www.rls.org

Ms. Judith A. Kotar

Mr. Mark Kozlowski

Mr. Lowell Krandell

Richard & Linda Krase

Dr. Laurence Krieg

Mrs. Faye G. Kunze

Mrs. Susan Land

Bob Landauer

Mrs. Cynthia Landgrebe

Mr. Brian Landsberg

Regis Langelier, Ph.D.

Kim Larrow

David A. Lewis

David Loskutoff PhD

Ms. Andrea Lowery

Lorinna W. Lowrance

Lois H. Lummer

Mr. Barry Lynn

Colin MacKenzie

Ms. Susan Mallory

Terry and Jan Manning

Mr. and Dr. William
Marietta

Mr. Rob Marshall

Mrs. Cheryl Masters

Mr. Anthony Mazlish

M. Lynn McCracken

Dorothy McGinnis

Ms. Suzanne Mclntire

Reverend Frank Meccia

Ms. McKenzie Midock

Mr. Gerald Migely

Ms. Denise Millman

Karen Mokrzycki

Mr. Kent Mortensen

Ms. Maureen Murphy

Ms. Catherine F. Murray

Walter W. Murrell PhD

Mr. Terrence Musick

Leonard Nagel

Ms. Wendy Neal

Ms. Tess Nelson

Mr. Mark Nickell

Jim & Barbara North

Ms. Cathy Nowak

Peter and Shelley Nussbaum

Ms. Rebecca OConnell

Rev. James B. & Linda M.
Olson

Mr. Nelson Pardee

Marilyn and Bob Parks

Mr. William Pattinson

Lorys Penrod

Professor Robert J. Peroni

Dr. Matthew Petrie

Debra B. Price

Mrs. Carolyn Quick

Betty Quist

Ms. Barbara ]. Ragland

Dr. Rollin J. Randall

Mrs. Joyce Ratkowski

Susan Reed

Ms. Sara Reed

Steve and Etta Rhynard

Dr. Michele Richman

Ms. Kathryn W. Roberts

Richard Roullard

Mr. Mark Rusley

Mrs. Sue Sabaloni

Ms. Marianna Samson

Cynthia A. Sanders

Mr. David T. Sands

Ms. Sonnhilde Saunders

Ms. Jane Sauther

Ms. Helen T. Schauer

Bill and Betsy Scheben

Mrs. Jan Schneider

Mr. John Schwager

Mr. Stuart Schwartz

Mr. and Mrs. F R. Sekowski

Denise Sharon MD, PhD

Mr. Daniel G. Shoaf

Dr. Ronald Silvestri

Mr. Duncan M Smith

Preston L. Smith

Mr. Stephen S and Paula K
Smith

Mr. Ian Smith

Ms. Jacqueline A. Snodgrass

Charlotte Spada

Michael & Regina Spaulding

Sheila A. Stankus

Mrs. Judy M. Staples

Mr. Jim Stein

Doris B. Stretch

Ms. Alida D. Sullivan

Ms. Carolyn Taylor

Mr. William Tellefsen

Susan Theiss

Mr. Melvin G. Trammell

Lynn Marie Trotti, MD,
MSc

Dr. Laura Tyson

Michael Ulwelling

Mr. and Mrs. Frank Usina

Mrs. Wendy Veiga

Ms. Luann Wagnon

Richard Warburton

Ms. Lynda Ward

Mrs. Shirley M. Ware
Mr. Joseph Wataha

Judy and Bob Waterman
Mrs. Margaret Watson
Mrs. Suzanne Weeks
Mr. Jeffrey Weill

Mr. and Mrs. Eugene Wendt
Mr. Thomas Whear
Elise & Woody Widlund
Margery Widroe

Mrs. Diane R. Wilds
Ms. Marilyn Wilkes

Ms. Jean Wimer

Dr. Elva Winter

Mrs. Lucy H. Wong
Diane W. Wood

Mr. James Wright

Mr. Dean Zarras

Supporters

($100 to $249)

Anonymous ( 38)

Mirs. Rebecca Adams

Mr. Joseph Adrignola

Mirs. Karon Ahrendt

Ms. Mary Jane Akin

Mr. Kevin K. Albert

Nancy J. Aldrich

Stirling Aldrich

Ms. Mary Alexon

Ms. Paije Alfano

Ms. Elaine Alhadeff

Serena Alleman

Ms. Christina L. Allen

Janet L. Allis

Mrs. Donna Anastasi

Gayle V. Anderson

Mr. & Mrs. Leland E.
Anderson

Mr. Tom R. Anderson

Mr. Jack Antolak

Mr. John Arens

Dr. Colin Arnold

Ms. Carole S. Arthur

Ms. Susan Ash

Barbara D. Attaway

Mrs. Kathy Acwell

Mr. Marc Aubry

Mr. Michael Austin

Carmen Ayala

Mr. Donald N. Babb

Mrs. Jill Bader
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Ms. Mary Bandura

Mr. Joseph Barbella

Bob Barker

Ms. Agnes R. Barrett

Mr. Robert Barry

Ms. Patti F. Bartels

Mrs. Peggy Beach-
McLaughlin

Ms. Susan Beachler

Mr. Rudolf Becker

Ms. Phyllis Beery

Ms. Leslee Behar

C. Beil

Betty Lee Bell

Mr. Kent Bell

Ms. Barbara Bellamy

Diane E. Bennett

Robert A. Bensen

Mrs. Patricia Benton

Mr. Gerry Berglin

Ms. Alice Bergman

Richard and Cathy Berman

Barbara Berrier

Mrs. Janet Berrill

Anne and Don Berschback

Elizabeth L. Bewley

Karen Billington

Ms. Marianne Bliley

Ms. Mary L. Boland

Garry Booker / Let’s Go!!!

Mr. Jeffrey Borofsky

Mr. William Bossenberger

Sandy & John Bossler

Ward C. Bourn

and Mr. Jane L. Bourn

Mr. James Bourne

Mr. and Dr. Richard Bowen

Carolyn P. Bower

Dr. Dolores A. Bower

Dr. Agnes Bowling

Mr. Paul Bradbury

Mr. Jeff Bradetich

Ms. Laura L Brakke

Dr. & Mrs. James Breece

Mr. Barry Brenner

Mir. Clarence Brink

Hannah and Sydney Britt

Betty M. Brockington

Mr. Willard Bronson

Joel M. Brooks DDS

Jane E. Brown

Lucy L. Brown

Mrs. Barbara Brown

Mr. Susan R. Brown

Ernie Bruce

Robert and Lenore Brugger

Dr. David C. Bucholtz MD

Mrs. Janice Buffler

Ms. Diane Bur

Mr. William Burch

Ms. Linda A. Burk

Mr. ] D. Burke

Ms. Mary Lou Burket

Mr. William Burmesch

Ms. Virginia Burns

Dr. Sherrill Busboom PA-C

Mr. Robert Butchko

Mrs. Inge-Lise Butler

Mr. John Cahill

Ken Campbell

Dr. Margaret Campbell

Ms. Pat Carr

Elizabeth and Richard
Carriuolo

Ms. Stephanie Carty

Ms. Cathy Carver

Mr. Paul Chalkis

Mr. Larry Challacombe

Mr. Robert Chambers

Mr. John Champ, Jr.

Mr. Christopher Chase

Sudhansu Chokroverty, MD

Bonnie Christensen

Mr. Joseph A. Christiano

Ms. Donna Chronic

Ms. Diane Cingel

Mrs. Sue Ellen Claggett

Ms. Kathy Clancey

Mr. Howard Clark

Ms. Vera Clay

Ms. Sue Clemans

Barbara Sibayan

Drs Linda and James Clever

Ben Cole

Mrs. Patricia Coleman

Ms. Betsy Collard

Mrs. Reinette M. Colling

Mr. Jason Collins

Ms. Sue Collisson

Mrs. Cynthia Cook

Dr. Judy Cook

Thomas J Corcoran

Mrs. Debbie Costa

Mrs. Coral Costrini

Mr. Charles Coverdale

Ms. Sherry Cox

Ms. Barbara Crain

Elizabeth Crawford

Mr. David Crow

Kathleen B. Crowley

Dr. Theresa A. Cullen

Mr. Harry Cummings

Mr. James M. Cunningham

Susan Dabelsteen

Ms. Yvon Dacayana

Ms. Ann Dales

Ms. Kathryn Dann

Mrs. Jonelle P Darr

Mr. and Mrs. Thomas Darr

Ms. Dale David

Mr. Bruce H. Davidson

Mrs. Sylvia Davies

Ms. Naomi Davis

Ms. Barbara Dean

Mr. and Ms. Charles V.
Decker

Ms. Veda I. Decof

Mrs. Anne DeForrest

Kay & Joe Demarte

Mr. George Dempoulos

Mr. Thomas P. DeMund

Mrs. Patrice Deutsch

Ruth DiBella

Mr. Charles Dickinson

Elizabeth Dirkx

Dr. Robert C. Doekel MD

Mr. and Mrs. James C.
Dolan

Mrs. Sue Douglas

Dr. Blair Dowden

Mr. Richard Ducotey

F. Edward Dudek

Paul H. Dudek

Reverend Sue Duffield

Dr. Jean Liming Dundas

Mr. Homer Dunn

Ms. Loa Dunn

Ms. Patty Durand

Ms. Jill Dutton

Ms. Kay Eames

Ms. Barbara Earnest

Mrs. Jody Eastman

Mrs. Susan Eckers

Mr. John Edson

Mrs. Dorrit W. Edwards

Mr. Gordon Eiland

Mirs. Hannelore Ekstrom

Mr. Doug Ell

Mzr. David Ellefson

Linda Engfer

Virginia G. England

Larry L English

Mr. and Mrs. Stephen Enk

Mrs. and Mr. Angela F.
Ettinger

Mrs. Laurel Euler

Mirs. Diane M. Evasick

Mrs. Lynn Ezzell

Ms. Barbara Failor

Ms. Eileen T. Farley

Ms. AnnMarie Farma

Mrs. Renee Farmer

Ms. Barbara Farrell

Mr. Michael Fawley

Ms. Lisa Feinstein

Ms. Marla Feldmar

Mr. Larry Felix

Ms. Margaret Felton

Mr. Gary Ferguson

Mr. Eugene L. Ferries

Mrs. Christa Fineshriber

Ms. Lori Finger

Lee J. Fischer

Mrs. Merial R. Fitzgerald

Ms. Roselle Fliesler

Mrs. Therese Flingos

Emmett T. Florea

Janet M. Forni

Mrs. Helen Fowler

Dr. Sara Frampton

Evelyn France

Mr. Luigi Franceschetti

Dr. Ted Fremont

Mr. John Frieden

Ms. Kai Frykman

Mrs. Susan Fryrear

John D. Gage

Miss Pam Gage

Ms. Sylvia R. Gallagher

Ms. Marilyn M. Gampel

Mr. Cesar Garcia

Mr. Joe Gass

Mr. Thomas Gatesman

Mr. James Gaynor

Carolyn Geduld

Mr. John Geisler

Mrs. Kay Gent

W. Peyton George

Mr. Jay Gerard

Ms. Judy L. Gerardi

Kenneth E. German

Ms. Leslie Gernt

www.rls.org
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Ms. Margaret Gillis

Ms. Patricia Gilmartin

Mr. Tim Gilmour

Mr. George M. Gingerelli

Ms. Anne G. Githens

Ms. Cheryl A. Glackin

Ellen D. Glatter

Ms. Sheilah Glover

Mirs. Ruth A. Goats

Ms. Ann Godby

Ms. Kandis Goetz

Ms. Connie Goff

Ms. Laurie Gonsalves

Mr. Arthur Goodrich

Mr. Earl Goodwin

Ms. Mary Gossett

Ms. Jane B. Green

Sharon ] Green-Hennessy
PhD

Mirs. Christine Greene

Mr. Neil Greenwood

Diane L Grefer

Ann H. Griffin

Dr. Courtney Griffin

Mr. Donald Griggs

Ms. Frances Gruen

James A. Guldan

Ms. Janet Gunther

Dr. Vijay Gupta

Wanda RenE Guyton

Douglas and Marcia Haas

Mr. Ronald Hahn

Mrs. Carolyn M. Hahne

Mirs. Richard Hallock

Donald and Mary Ann
Hamman

Mrs. Elizabeth M. Haning

Ms. Saira Haq

Ms. Elizabeth H. Hardison

Mr. Ralph Harmon

Mr. Stan Harmon

M. Clare Harper, MD

Mr. Steven Harris

Mr. Wyman Harris

Dr. Angela Harrison

Robert G. Hasty

Ms. Marianne Haug

Dr. and Mrs. Victor Hauser

Ms. Susanne Havlic
Wade Hays

Mrs. Marguerite Hebert
Mr. Paul Heiman
Eleanor Heinz

www.rls.org

Dr. Cathy M. Helgason MD  Ms. Hilary Johnson

Mary Ellen Helmer

Mr. Christina Hemphill

B. Kay Henderson

Dr. Stephen Henderson
Mrs. Kathryn S. Henderson
Mrs. Linda Henderson

Dr. William Hendricks

Dr. Kevin D. Hennessy
Ms. Julie Herbert

Ms. Sheila Herman

Ms. Donna Heroux-Everson

Dr. Christopher Herron
Mr. Gordon Herron
Ms. Marjorie Hertz

Ms. Evelyn Hess-Riley
Dr. Susan Hetherington
Mr. Walter Heyman
Ms. Kathy Hibler

Mirs. Lee B. Hickman
Ms. Gail Hill

Mr. Fred Hinckley
Mrs. Tina Hines

Dr. LaFloyd H. Hobbs
Patty Hodgins

Mr. Robert Hoffman
Mirs. Donna Hoke

Mr. Alan Hooton

Ms. Julia S. Horowitz
Ms. Kathy Hotchner
Ms. Kathleen Houlihan
Mr. William B. Houston
Mirs. Kathleen Howe
Mrs. Mynelle F. Howells
Ms. Robin Hubbell

Ms. Margaret T. Huddy
Mr. James S. Huffman
Mr. Doug Hull

Sr. Phyllis Hunhoff
Mr. Mickey C. Hurry
Thomas D Hurwitz MD
Mrs. Cheryl L. Huss
Lucille L. Hynes

Ms. Willemien Insinger
Dr. Mari Ito

Mr. David Ivers

Mr. Alan Izykowski
Mrs. Sylvia L. Jacob
Ms. Marcia Jarrett

Ms. Jessica Jenkins

Mrs. Michelle Jobe

Mr. Bruce Johnson
Nancy E. Johnson

Mr. Thomas Johnson
Mr. Lloyd Johnson
Ms. Catherine Johnson
Mrs. Anne Markey Jones
Ms. Priscilla Joseph
Mr. Edward Kalinowski
Ms. Joyce S. Kallaher
Ms. Mary Kamplain
Ms. Dianne Kanzler
Mr. Barry Kaplan
Mrs. Kathleen Karmy
Ms. Leslie Kean

Ms. Jennie B. Keating
Mr. Jerome Kegel
Mrs. Jean Keiselbach
Terry Kellen

Mr. Henry Kelly

Mr. Gerald W. Kelly
Mrs. Carol Kendall
Mrs. Caroline Kennedy
Michael J. Kikta, MD
Mrs. Jean B. King
Ms. Mary King

Mr. Mike Kirby

Mrs. Anita Kirby
Sandra Kish

Dr. William Kline
Mr. Jeffrey M. Kloc
Ms. Diane M. Knight
Mrs. Hilary Knowles
Sarah Knox

Mr. Rob Komenda
Mr. Steven Korsin
Rosemary Kosmak
Kathleen Kotchi
Margaret M. Kowalski
Mr. Kelvin Kraemer
Ms. Elizabeth Krauss
Ms. Donna Kreusser
Ms. Birgitte Krogh
Judith Kuenzli

Mr. Michael Kun

Mr. Ta-hsia Kuo

Mr. Dean Kurath
Linda LaBerge

Mrs. Hanna LaClair
Lisa LaFayette

Ms. Susan S. Laidlaw
Ms. Kathleen Land
Mr. John Lane

Mr. and Mrs. Brian

Langevin

14

Betty Lapham

Mr. Michael T. Lavelle
Ms. Edith Lavin

Mary Leach

Dr. Matthias K. Lee MD
Mary Jo Leeder

Ms. Patricia A. Leighfield
Dr. Thomas Leonard
Mr.& Mrs. Leon Levy
Will Lewis

Ms. Beverly Lewis
Dorothy Liston

Ms. Martha P. Littlefield
Ms. Jane Lohmar

Ms. Alice Longley
Eileen S. Lorenz

Mrs. Patricia Loveland
Mr. William Lutes

Mr. Dennis Lutjens
Miss Clara Lutz

Mors. Heidi Lyon

Dr. Richard Machalek
Barbara B Mack

Tom Mack

Ms. Catherine MacMillan
Mr. Drew Madzin

Dr. Loganathan Mahadeva
Mr. David Mailhot

Mr. Frederick Major
Mr. Frank Malacane

Ms. Kathleen S. Malarkey
Mrs. Saida S. Malarney
Ms. Marisa Maldonado
Mrs. Betty Malone

Mors. Tove Mandigo
Mrs. Lonna Manthe

Ms. Christina Marciniak
Mrs. Joan Marett

Mrs. Andrea Marr
Albert W. Marshall

Dr. Nathaniel Marshall
Mr. Sev Marsted

Mr. David Martens

Ms. Sharin Martin

Mr. Peter Martin

Mrs. Debra Martin

Mr. Edward F. Martin
Mr. Robert Martindale
Mr. Keith Martindale
Marcia Matthieu

Mr. Tyler Mattson

Mrs. Susan Mauel

Mr. Joe Maulsby
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Alice ] Maxin

Kevin B. May

Polly Mazur

Ms. Patrice McAdams

Ms. Ann McCabe

Mr. Bill McCarthy

Mrs. Grace McCartin

Mrs. Pauline McCharen

Mr. Daniel McCormack

Ms. Peg McDermott

Mr. Tim McDonald

Ms. Jeanne M. McDonald

Mrs. Janet McFadden

Dr. Gary Mcfadden

Ms. Nancy McGarigal

Steve and Kris McGaw

Mr. Robert McIntyre

Linda McKenna

Christine McMorrow

Ms. Lisa L. McPherson

Ms. Melissa Meeboer

Dr. Barbara Melamed

Mr. Sergej Memrik

Mr. Matthew Merkle

Mrs. Dixie Messner

Ms. Donna R. Messner

Dr. June K. Metts

Ms. Ingrid Meyer

James and Marie Michalman

Mr. Larry Michals

Elsa Michitsch

Mr. Robert Miller

Sally Mills

Dr. Craig Mills

Mrs. Ida R. Minor

Mrs. Polly and Rebecca C.
Mitchell-Guthrie

Ms. Clydeen Moller

Judy C. Monostory

Mrs. Lynn Montgomery

Nellwin E. Moore

Mirs. Karen Moorhead

Ms. Bernyce Moran

Mr. Jay Moroso

Donna M. Morrill

Mrs. Joan S. Morrissey

Mr. Charles Moyer

Dr. Jose Muinos

Mr. David Mullaney

Mr. John E. Mullee

Mrs. Patricia L. Mullins

Ms. Gale Munson

Mr. Steven Murphy

Ms. Jean Murphy

Ms. Regina Murphy

Mr. George Murray

Stan Myers

Mrs. Tracy Myers

Mr. Charles W. Nagel

Mrs. Kimberly A. Nash

Doris W. Neal

Stan and Carol Needham

Ms. Eileen Nicodemus

Ms. Lynn Nicodemus

Mary Payne Norcross

Mr. Peter Nostrand

Ms. Kimberly Notkin

David S. Nourok, MD

Ms. Virginia P. Nurco

Mirs. April O’Brien

Ms. Barbara O’Connell

Ms. Diane O’Connor

Dr. Shirley Ogletree

Mirs. Diane Ohlmann

Steven E. Olson

Ms. Lynn Orion

Ms. Yvonne Orloff

Karen Ortwein

Ms. Jean B. Osbahr

Mr. Hamilton Osborne

Ms. Anne OShea

Mr. Don Oswalt

Mrs. Debra Outlaw

Mr. Eric Owston

Mr. Ronald W. Panter

Ms. Kathleen Parker

A fellow sufferer

Dr. Susan Partridge

Mr. David Paton

Robert J. Patterson

Ms. Maria Paul

Ms. JoAnn Peacock

Mr. Elliot Peacocke

Ms. Sharon Pearce

Ms. Jeffrey Pence

Donald L. Perry

Mrs. Cornelia Perry

Dr. Robert Person

Peggy Peterman

Dr. G Peters

Mr. Brian Peterson

Carolyn Phillips

Gail L. Pickering

Dr. and Mrs. Stephen
Pickering

Mrs. Megan Pietrzykowski

Mr. George Plaeger

Mrs. Jo Plunkett

Dr. J. Steven Poceta MD
Mrs. Patricia A. Poelker
Mr. Robert L. Poff

Ms. Ann Poling

Mr. Bruce Pollack

Mr. Gary Pollatz
Jacquie Chase Powell
Ms. Jean Pray

Mr. Paul Preuss

Dr. Stephen N. Price
Mirs. Christina M. Price
Ms. Andrea Prosperetti
Katherine Prosser

Ms. Janet Prueitt

Mrs. Karen G. Puig

Mr. and Mrs. Stanley Quade
Mrs. Janet Quillian

Mrs. Leslie Quintero
Mrs. Ruth Quirion

Mr. Thomas Rader

Mr. Bruce Raemisch
Ms. Marilyn Ralston
Mrs. Rosemary Ramsey
Emily Rand Breitner
Ms. Mara Rasure

Mr. Walter H. Rauser
Mrs. Marilyn Rawson
Mr. Douglas Rea

Mr. Joseph Rech

Marcia Reed

Ms. Marian Reed

Mr. Robert Reese Jr

Dr. Patton Reighard
Ms. Barbara Reinartz
Mrs. Diane M. Reinhart
Ms. Barbara Reitmeyer
Mr. William Reny

Ms. Heather Reynolds
L. Jerome Richard
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Greg Oberland

Treasurer, RLS Foundation
Board of Directors

Treasurer Report

I want to thank the members of the RLS Foundation for your continued financial support and unwavering
commitment during our 2021 fiscal year. In 2021, individual donors provided the majority of support for
Foundation programs and activities, representing 76% of gifts to the organization.

The mission and organizational goals of awareness, education and research leading to better treatments and a cure
served as our guideposts in the fiscal year 2021. Members of the Scientific and Medical Advisory Board served as
presenters for our popular free monthly webinar series. Volunteers that lead our support groups, virtual support
groups, and discussion board provide individuals with RLS the opportunity to connect, exchange information, and
share coping strategies with others in the RLS community who share the daily challenges of RLS. Our education
outreach is expanded through the broad power of the Foundation’s website and social media channels, including
Facebook, Twitter, Instagram, YouTube and LinkedIn, to reach the RLS and healthcare communities. The RLS
Foundation’s 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
reach a more extensive and younger audience, fulfilling our mission to raise awareness and education about RLS.

Finding better treatments and a cure are the two goals that support our mission. Therefore, the Foundation has
provided an additional year of study to the Opioid Registry, a multi-center longitudinal pilot observational study

of the efficacy and tolerability of long-term treatment of RLS using opioids. The study has enhanced our advocacy
efforts to ensure that any legislative and policy regulations address the appropriate use of opioids, including individuals
with refractory RLS. Further research will help us determine why this medication class has been effective for over 300
years, leading to potential new drug development.

The RLS Foundation continues to work with key legislative offices to discuss the need for additional research funding,
seck a safe harbor for RLS in any policy or legislation, and expand RLS awareness and education for healthcare
providers. Generous support by RLS Foundation members makes our Public Policy Initiative possible.

The RLS Foundation’s Finance and Audit Committee monitors revenue and expenditures to ensure they are in
balance, and review forecasts for the upcoming fiscal year. Meanwhile, the Board of Directors provides financial
oversight for the organization by ensuring monies are spent in programs beneficial to the members of the RLS
community.

Fach gift received, regardless of size, allows us to fulfill our mission and goals while ultimately bringing us one step
closer to a cure.

I am pleased to serve on the RLS Foundation’s Board of Directors and as the organization’s treasurer. I hope that my
experience as a corporate executive with more than 30 years experience will be a great asset to the organization. I look
forward to the Foundation’s continued success in 2022 and our continued work together!

Sincerely

%@ﬁw/ﬂj

Greg Oberland
Treasurer, RLS Foundation Board of Directors
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2021 - 2022 Highlights | Financials

Revenues and Support - Expenses
- Program Services

Contributions $714,129 Education $417,539
Membership Dues $158,833 Membership $161,536
Other $64,463 Research $35,971
Total revenues and support 937,425 Support Groups $26,675
¢ Total program services $641,721
Fundraising $70,285
Management and general $65,185
Total expenses $777,191

Statements of Activities For the Fiscal Year Ended September 30, 2022

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.tls.org

2022 Where Our Funds Come From : 2022 Where We Use Our Funds

| —
| _

@ Contributions 76% @ Education and awareness 54%
@ Membership Dues 17% @ Membership 21%
@ Other 7% @ Rescarch 5%

: @ Support Groups 3%

Fundraising 9%

@ General and Administrative 8%
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YEARS
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