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Restless Legs Syndrome Foundation
Legislative Agenda
119th Congress,  1st Session
About the Foundation 
The Restless Legs Syndrome (RLS) Foundation is a 501(c)(3) nonprofit organization dedicated to improving the lives of men, women and children who live with restless legs syndrome (RLS), an often-devastating disease. Founded in 1989, the Foundation’s goals are to increase awareness, improve treatments and, through research, find a cure for RLS. The Foundation serves healthcare providers, researchers, 5,600 members, and millions of people in the U.S. and around the world who have RLS. The RLS Foundation has members in every state, local and virtual support groups, and a research grant program that has awarded over $2 million to fund medical research into the causes and cures for RLS. 
About Restless Legs Syndrome
RLS is a serious neurological disease that devastates the lives of millions of Americans. An estimated 12 million men, women and children in the U.S. have RLS. One in 33 adults (3%) needs daily clinical treatment. Treatment is life-long, and there is no cure. People with RLS experience an overwhelming, agitating and uncontrollable urge to move their legs, which is only relieved by moving or walking. RLS is at its strongest in the evening and at night, severely disrupting sleep. It is 3 to 4 times more common in women than men, and twice as common older Americans. 
The sleep loss caused by RLS robs people of the ability to work and live normally, and may lead to depression, anxiety and suicidal thoughts. The RLS Foundation loses members every year to suicide because their symptoms become unbearable. Profound sleep loss puts people with RLS at risk for hypertension, diabetes, heart attack, stroke and Alzheimer’s disease. 
RLS treatment options are limited; FDA-approved RLS treatments do not provide life-long coverage. First-line medications don’t work for some patients, and over time actually make the disease worse for many others due to a serious side effect known as augmentation. 
For the millions of people who have chronic, unrelenting, nightly RLS symptoms, opioids are an established, highly effective treatment option when first-line therapies have failed. Opioids, taken in low total daily doses, bring dramatic relief to an estimated 90% to 95% of RLS patients. 
It’s important to note that RLS is not chronic pain; it has a distinctly different underlying neuropathology. RLS is a neurological disease impacting sleep and is best managed by neurologists and sleep specialists. Clinical experience among experts who treat severe RLS with opioids has not shown the degree of drug misuse, dependency or addiction that is commonly associated with opioid treatment for chronic pain. RLS expert experience also indicates that the dose of opioids used to manage RLS is significantly lower than that used to treat chronic pain effectively. Evidence-based clinical guidelines, published in two seminal Mayo Clinic Proceedings articles, outline for clinicians’ recommendations for RLS treatment, management and the appropriate use of opioids in refractory RLS.




From the Patient’s Perspective
Belinda Rubino
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Description automatically generated]"After suffering with RLS in my 20's & 30's, I was finally prescribed ropinirole (Requip) which was effective until I began to augment after 10 years. For individuals who augment, their symptoms increase in severity, occur earlier in the day and can occur in other parts of the body as the dose of the medication increases. Due to the severe lack of education surrounding RLS, the augmentation was not recognized and instead”, my dose of Requip was increased. I went through a succession of neurologists, sleep specialists and was even given a psych referral. I was put on increasing doses of gabapentin, then pregabalin, with sporadic improvements. Over time, I developed personality changes that almost ended my 40-year marriage. I was also given suvorexant for sleep. It was only through reading the RLS Foundation’s Nightwalkers magazine that I came to realize the severity of my RLS. I knew I needed to see an RLS specialist.  

For almost two months I called the office of Brian Koo, MD, director of the RLS Foundation’s Quality Care Center. Dr. Koo specializes in RLS treatment, abiding by the latest treatment guidelines. Two years ago, I had my first appointment with him and I can attest to the remarkable differences in finding a provider who truly understands RLS. I learned I had refractory RLS, meaning my symptoms were resistant to most of the accepted treatment therapies for RLS. Dr. Koo and I continued to try other treatment therapies, including iron transfusions. Iron therapy only worked for about three months before symptoms returned. Eventually, he suggested methadone. Though I was hesitant to take an opioid, I was also desperate. 
I titrated up to 5 mg on methadone and I am blessed to have found a treatment option that keeps my RLS under control with few breakthrough symptoms. My story emphasizes how RLS is different for everyone, and it can take years before individuals find the right combination of medications. 
Most shocking is the responses I have had from other medical professionals including a pharmacist. The second month I refilled my prescription for methadone, the pharmacist resisted, stating she was putting her license on the line. My history showed I had filled scripts in the past for gabapentin, gabapentin enacarbil, suvorexant and buprenorphine. The constant medication switches, especially with opioids, can easily get RLS patients labeled as “drug seekers.” Though I explained my history briefly, but was still dismissed. I followed up with a non-threatening note suggesting she read The Appropriate Use of Opioids in the Treatment of Refractory Restless Legs Syndrome written by the physicians on the RLS Foundation’s Scientific and Medical Advisory Board. 

My experiences show the lack of providers in the medical field who are knowledgeable about RLS. It is viewed as an inconvenience rather than a completely life-altering condition. I am now a more powerful advocate for myself and I am armed with information to educate others.”


Legislative and Policy Priorities

Medical Research
Please provide the National Institutes of Health (NIH) with sustained funding in fiscal year (FY) 2026. Important research on RLS is funded across NIH Institutes and Centers, including the National Institute of Neurological Disorders and Stroke (NINDS), the National Heart, Lung, and Blood Institute (NHLBI), the National Institute on Drug Abuse (NIDA), and the National Institute of Mental Health (NIMH). Sustained funding commitments are needed to identify better treatments and a cure for this devastating disorder.

Please include “sleep disorders” in the Department of Defense Peer-Reviewed Medical Research Program (PRMRP) and please restore funding to $370 million for FY 2026. RLS is a major sleep disorder that affects an estimated 40,000 active-duty military personnel. 

Please oppose restrictions to the National Institutes of Health such as caps to indirect spending that may interfere with researcher’s abilities to continue essential research. 

Patient Access to Appropriate Treatments
Please accommodate the needs of patients who rely on the regular use of low-total daily doses of opioids to manage their RLS. As you consider any legislation and work with federal agencies to address the opioid epidemic, please support a diagnosis-appropriate safe harbor for RLS patients, so they do not face arbitrary barriers. RLS patients need for their physicians to be able to prescribe opioids appropriately and without undue restriction.

Education and Awareness
· Please provide $5 million for the National Neurological Conditions Surveillance System (NNCSS) for FY 2026. The NNCSS at the Centers for Chronic Disease Control and Prevention (CDC) collects and synthesizes data to help increase our understanding of neurological disorders and to support further neurologic research. RLS remains a severely misunderstood and underdiagnosed neurological disorder, and increased surveillance is vital to improving patient outcomes.

· [bookmark: _Hlk158899111]Please provide at least $6 million for the Chronic Diseases Education and Awareness Program at the Centers for Disease Control and Prevention (CDC) as proposed in the Senate LHHS bill. With the cessation of the National Healthy Sleep Awareness Project (NHSAP), the CDC presently has no active public health activities dedicated to sleep or sleep disorders, even though sleep affects nearly every body system and many chronic diseases. Please allow the valuable scientific and public health efforts started during the NHSAP to continue.
Please include bill language in support of the RLS Foundation’s 2026 Peter Brook’s State of the Science, taking place September 23 through September 26 of 2026. 
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