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Webinar Overview
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Why Advocacy?
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What Advocates Do
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Let your voice be heard!
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A “Critical Mass” of Support

A coordinated nationwide effort by grassroots advocates can help

increase research funding and improve overall patient outcomes.

JIndividual advocates work together with one voice to influence enough
legislators to create meaningful change.
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Making an Effective Visit




Betore Your Meetings




During Your Meetings




Most Importantl




After Your Meetings




Legislative Issue Review




Increase Medical Research

DOD Peer-Reviewed Medical

NIH Funding

Background

UNIH is currently funded
at $39 billion

UNIH coordinates RLS
research through NINDS,
NHLBI, NIDA, NIMH, etc.

Congressional ASK

Please provide NIH with at
least $41.6 billion (a $2.5 billion
increase) in FY 2020

(Please work to expand and
advance the RLS research
portfolio

Research Program (PRMRP)

Background

UFunding is up to $350 million
from $20 million just a few
years ago

UOnly funds research into
conditions that Congress
deems “eligible for study”
UBeing included one year is no
guarantee of being included
again the next cycle

Congressional ASK

UActively support “sleep
disorders” in the PRMRP in FY
2020

UMaintain funding of at least
$350 million for PRMRP moying
forward.



Appropriate Patient Access

Key Opioid Access Messages
for Policymakers

Many federal, state, and private health coverage policies affecting the
practice of pain management require that patients:

¢ Are tried on other recognized chronic-pain management treatment before
starting opioids.

“s*Secure an opioid prescription through certified pain management
professionals.

**Have their medications reduced over time (or provided in minimal
quantities).

**Generally, limit access to opioids.

While valid for chronic pain treatment, these policies are not appropriate
for evaluating the use of opioids to treat RLS. RLS is not related to chronic
pain. RLS is a neurological disease impacting sleep and should be managed
by a neurologist or sleep disorders specialist. Moderate to severe RLS is
almost always a life-long disease. When opioids are indicated to treat RLS,
the condition specifically requires that opioid medications are not reduced
over time. Please work with your colleagues in Congress to ensure that
RLS patients retain access to physician-directed care and treatment.



Education & Awareness

Background

Poor provider education on Restless Legs Syndrome routinely leads to
misdiagnosis and under-treatment for patients. Improved provider education
and public awareness can drastically bolster effective treatment outcomes
for patients.

Congressional Asks

National Neurological Conditions Surveillance System (NNCSS)

* Please provide $5 million for the National Neurological Conditions
Surveillance System (NNCSS) for FY 2020. 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.

Sleep Disorders Education and Awareness

 Please provide at least $250,000 in line-item funding for sleep and sleep
disorders public health activities at the CDC’s Center for Chronic
Disease Prevention and Health Promotion. CDC presently has no active
public health activities dedicated to sleep or sleep disorders, despite the
fact that sleep affects nearly every body system and many chronic
diseases.



Restless Legs Syndrome Foundation
Capitol Hill Advocacy Day Itinerary
Friday, May 39, 2019

o 4o 8:30am - 9:45am Welcome Session and Advocacy Training
LngthS of the ay 188 Russell Senate Office Building

2 Constitution Avenue NE

o ..o % T W* Washington, DC 20515
I
o " e e 10:00am - 12:00pm  Senate Legislative Visits
12:00pm Lunch

b I ) Dirksen Cafeteria (Basement Level)

- j EECE

“&ffﬁ(fﬁ g.; Capital (i) - Fast Capitol St NF . .
1:30pm Group Photo | Walk across Capitol Hill
‘ Location: East Front of the Capitol Building

Z:nrg&ss
2:00pm - 4:00pm House Legislative Visits
s 4:00pm Debrief (Optional)
WQ i ﬂ( ﬁ( OmEe Location: Longworth Cafeteria (Basement Level)



Tips for Navigating Capitol Hill

= Wear comfortable shoes!

=" Business casual attire is

W

considered appropriate.

" Bring a camera.

= Airport Style Security
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= Crossing over from the Senate

C Street, SE

to the House
D steet,SE |

= Taxi!

= Give us a call.
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