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Your Congressional Scorecard

. . . 11558
RDLA compiles Legislative Scorecards based CONGRESS

upon membership in the Rare Disease
Congressional Caucus & action taken on rare
disease legislation.

27 58 | & £
;}5 {5 ;*éi; éﬁv ’ § g &
§ 578 ey S 5
. . & ) 5 §58 B8 5 Fy
You can find the scorecards in your group g {36,485 5 )54 )8
Cantwell, Maria B
folders. 0O T

Your state scorecard shows how effective your
legislator has been on rare disease issues.
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Your Congressional Scorecard

» Include the Scorecard in your
conversation about rare disease issues.

» If your legislator has a strong score — YTV
thank them.
» If your legislator’s score is poor, ask | " |

them what their main concerns were
with the legislation.

|

|

» Ask for a commitment for an improved |
level of support —an easy way to |
|

|

|

improve their score is to join the Rare
Disease Caucus!
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Things to Remember About the
Scorecards

e QOur goal for is to thank Members of Congress who have truly been
champions for rare disease patients.

e Use your scorecard as a tool to help the rare disease community reach
out to Members of Congress and educate them on bills that are
important to patients.

e Alegislator’s poor score is a reflection of the work we need to do as
advocates to educate legislators on rare disease issues. You'll see the
scores on Members that we haven’t had meetings with are remarkably
lower then the scores of members we have visited. Proof that we have
and continue to make a difference on Capitol hill.



Your Hill Asks & Leave-Behinds
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Support Robust Fundlrg for the National Institutes aneaII:h, the Food &
Drug Administration, and 21* Century Cures Imolementation

Principles for Health Coveraze Reform

EBiafors the Affardable Care Act (ACA) was seactsd in 2010, rare dissass patisats struggled to eccuss bealth cars coverags dus
to varicns discriminatory insaranca practices, limited Modicaid eligfbikity, a2d debilitating ccst-skaring. Whils imsparfuct, the
Afferdable Cars Act succossfilly reformed thase practices by farbidding insorers from discri g 2gaingt rave diseass
patients, owtlawizg annual azd [fetims caps, sxpandizg Medicaid, closing the Medicars Pam D doout Bols, and mers.

Iz arder for azy ACA reglecamsent plan to not harm rare disease patiests, we must:

Congressional Ask
Wiz reguest 2 52 billion increasein the annusl discretionary funding for the
2018 Lsbor-Health and Human Senioes-Education Appropristions Act; $2.
Administrationin the FY2018 Agriculturs Appropriztions Act: and, thatapr
Inrrcwation fund dodiars for MIH and FDA inchuedsd inthe 215t Curss Act

+#  Protece rare disease prrients sgainst dizcrimsizatory insurance medical endervriting:
ff o Guarentred Iizue and Renemwal: Ragair surers to offer maurance to all patiats, regardless of health
status, dusing anmeal open enscllmsst paricds, special surollmant periods, a=d renewal pariods.
o Prohibition o= Beoefic Exclusions: Ensures discriminatery banefit excleiions or limitatons aimed at
imdividmals or grops of individuals with expszsive pre-uxicting condétions ars brmned.
o Community Rm.lr Guarantsas that patizats are not charged higher preminme becauss of their haalth status,

Rationale for MIH and FDA

It is estimated that Lin 10 individuzls has 2 rare dIS=GSE There may
dizeasss, out unformunately, the vast majority [35%) do not yet have
the FOA. Funding for the National institutes of Health {MIH) support
the biomedical infrastructure across America while driving forwsrd
therspies and cures. MIH is the warld's leading fundsr of basic biom
oreskthroughs in how we understand and treat deadly and debilitad
mvested in research by the MIH generates an estimated 52.20in loci

The Food and Drug Administration {FDA) plays a critical role by provi
nnovetive medicings and devices that may benefit rare diz=ase pati

Building on the momentum of 217 Century Cures

The 21" Century Cures Act supports innowation in achieving medical
disoavery, development and delivery of new trestments and cures t
catisnt voice in the process. The bill created an MIH Innovaticn Furn
Fund to carry out the priarities enacted in legisiation.
n the Innovation Funds for Fiscal Year 20138,

O MIH Inngvation Fund: 5485000000

O FDA Innowvation Fund: 350,000,000

Please Join the Bipartizan, Bicameral Rare Dizeaze Congressio

The bipartisan Fara Disease Congressional Cancos is led by Fepresentatives Ly
and G K. Butterfield (D-MC) in the House end Senators Omin Hatch (B-UT) an
W7y in the Senate. The goal of the Canous is to promote swareness of rare dize
House has over 100 Members and § Members in the Senate.

Rare Divease Legizianve ddvocaes (RDLA) helps coorginare the Rare Dissase Congt
a collaborative organzmion designed to rupport the advocacy of ail rave diseas
empower the fndvidual 1o become an advocate By providing Dybretional meeti
advocary toels, awd 1l events that Support arganizmicns hd afvocmes workin
Jegisiation. RDLA's oljective is to grow the patient advocary community and work oo,
My voices of patiants with rave disaates Adve a oppormmty to be heard an Capital

Background: There are more than 7,000 rare disorders that together affect more o
2nd their families. One in 10 American: has a rare diseass. The Orphan Drug A
encourage pharmaceutical comparies to develop drug: for dizeases that have
popalations. Fare or orphan dizsazes are defined 23 dizeases affecting fewer than 2
More than B0% of rare dizeases are considered ultra-rare, affecting fewer than 6,0
affect fewer than 100, Fare diseases include rare cancers, tropical or neglected dize
many pediawic diseases and cancers Many of these diseases are life threatenin
optiens.

Diespite the swccess of the Orphan Dnag Act thers have been fewer than 430 trai
dizeases approved for marketing by the FDA in the lzst 30 years. The science
dizeases to be freated; howsver, treatments may never be developed becam
development proces:, such 23 2 lack of imvestment 2nd 2 challenging regulatory
while a few treatments have become available for some, patients struggle with :
Zovemnment programs to afford thesa lifesaving treatments.

Solution: The Bare Disease Congreszional Caucus helps bring public and Consr
unique needs of the rare disease Ccommumity - patients, ]}tr)!mzns sCientists,
oppartunitie: 1o address roadblock: in acces: to and development of crucial weat
Eive 3 permanent voice to the rare diseass community on Capitol Hill Works
solutions that wm hops info treatments.

To Join the Rare Diseaze Congreszional Cauces: In the Houzs, email Bobert

imchiding if 4 gp in covemags.
#  Cap sut-af-pocket costs st affordable annual ot monthly levels:
o Under the ACA, the out-cf-pockst maximem for 1017 can ke 2o mers than 37,150 for an individeal plan and
814,300 for 3 fazaily plax befors marketplace subsidies. Thess caps must remais.
+ Baz azmual and 1xfeeima e Hmsits on bemefics amd coverape
# Prohi Tycreated high-ritk peols from including:
o Eligi based pan kealth status or other discriminatory factess
o Waiting pmnds for coverags aftar anrollmant and enrollmant caps
a
o

Esnafit caps or medical wndsrwriting
Tzadsquass fmds to ensars the viakility of the plan
o Pramiums and daductiblss higher than the small and lergs sroup marksss
< Allaw childres co remaiz on their parenes’ bealth plans uneil sp= 26
+ Oppese plans to weaken Medicaid through financing mechanizms such sx block grants or per-capita caps:

o Many childron with a rare disease and their familios are an Medicaid becausa the higk-cost of their dixsass has
rasiltod in fimancial hardship.

o Block granting or istituting per-capita caps can disinpetdizise states fom covaring high-cost patiants, adding
arphan drugs to stats formnlariss, or covering expsnsive bt medically nesassary inpatisnt cars, autpatient
care, hebilitatiug sarvices, and rekabilitative services.

+ Maintain coversge for rare dizeais patients that gaized coverage under the ACA Medicaid expanzicn
+  Continme the engeing closure of the Medicare Part I domut hele
+#  Keep vital care uptions, such as the:

o Commumity Firse Choice 1915(K) program: Allows patisnts in eed of skillad-cars to =
omt of skilled-nursing facilities mndar @ Madizaid stase-cpticn.

o Concurrese Care for Childrem (ACA Section 2302): Allows children whe 2xe snrolled iz sither Madicaid or
CHIP to zacsive hospice sarvices witkont foregeing curative freatment for 2 farmizal illness.

+ Emure quality health insurance at affordabls prices by requiring:

& Essemtial health beanefies: Ragumires baseling lovals of benefits in sonall and larga grewp plans, inchiding
prescription drugs in sach USP class.

o Adequate provider networks: Plans must mzintain 2dsquate provider netwerks for tesir bansfsiariss.

+  Previde ndequare subzidies for bawrincome Americans
+  Adequately and effectvely mcendvize individual: o purckase imsurazce whils accommodating any vakid reazon
far geing sninsured for @ period of tizme

a CnLun:mlscA:vlmn moemtives must acsomesodate any appropriate and valid easex for going uminsared

+" Prehibir dizcrimi imzt individuals wich dizabilities (ACA Sec.

in tha homs and

Buipz,
Fobert Eutora@mail house. 2ov, in the Office of Fepresentative Leonard Lance In the Senate, email Stuam

Portman in the Office of Senater Orrin Hatch Stoart Portman@hatch senate sov

. Please OO Max G

Broastein from Bare Diseases Legizlative Advocates, mbronsteing@everylifefoundation orz.




Your Hill Asks & Leave-Behinds

Be early and keep note of you are meeting.
e IsitaSenator? Talk about a bill in the Senate.

. LS itg staffer? Staffers can often be more helpful since they know the issues off-
and.

Coordinate with your team members and be respectful.
e You’ll only have 2 minutes.
e Each of you has an important story to tell. Keep yours short and pass the baton.

Share your personal story.
e Tell them why the issue is important to you.

You don’t have to be an expert.

e If you are asked a question and don’t know the answer, write it down & tell them
you'll follow up.



Your Hill Asks & Leave-Behinds

Be respectful.

e Your legislator may not be able to support a specific bill — if they say “no,”
ask them to join the caucus.

 Thank them for agreeing to meet with you.

Prioritize
e Limit to 1-2 asks, and make sure it’'s something the office can actually do.

Remember your ask!
e Be specific. You want to make sure they remember.

Leave-Behinds
* Avoid leaving large packets about your disease or organization.
* One sheet about your bill, your business card, photos... and...



Patient Stories

You will be sharing a group packet.
e This packet includes your members of Congress’ bios and office locations.

Stories of patients and constituents who could not make it to DC.

* Patient stories are a very valuable leave behind and leave an indelible
impact. Make sure to visit the other state offices in your downtime.

* Look on the left side of your packet for a guide to the offices.
* The patient stories are on the right side.

You are their voice on Capitol Hill.
e Remember that you are there on their behalf.

The location sheets are not always 100% accurate.
e Check office locations when you enter the building.
» Legislators often change offices.



Need a reminde

JUERETS

IRANIEA

Rare Discase Legialative Advocates

CONGRESSIONAL MEETING TIPS

+ Arrive on time, not more than five minutes sarky

ON CAPITOL HILL

+ Share your personal story and explain why the issue is important
0 oL

+ You don't have to be an expert on legislation. If vou are asked a
question that you are not sure how to answer, write it down and
promise to follow up.

+ Respect a staffer's time by limiting meetings to 20 minutes.

+ Report back to RDLA staff on how the meeting went.

+ Thank each staffer for azreeing to meet with yow

+ Make a specific legislative "ask”. You have to give Congress the
solutions.

/" Leave behind a one-pager with a summary of each issue as well as
your contact information.

« It's okay to ask for a photo with a Member of Congress. Make ita
group shot and do it quicklhe

4 + Follow up with a thank you note reinforcing vour ask.




LCANGHESOSHONAL CALLCLLS

 Thank your Member if they are part of the Caucus.
e (Hint: you can find out on your Scorecard!)

e |f they are not, ask them to join!

* |f you are meeting with a Senator:

e 2015 was the first year with a bicameral Rare Disease Caucus to
help elevate Congressional awareness of the rare disease
community. We have since grown, but there’s still work to do!

* In order to grow the Caucus in the Senate, we need more Senate
Champions to join the Caucus. If they want to join please take
note.



And remember...

* The location sheets are not always 100% accurate.

* Check the office locations when you enter the
building.

e Legislators often change offices.



Questions?

Contact Information:
Vignesh Ganapathy

Associate Director of Advocacy and Government Relations
EVERYLIFE FOUNDATION FOR RARE DISEASES

vganapathy @everylifefoundation.org

77 Digital Drive e Suite 210 * Novato, CA ¢ 94949
Office: 415-884-0223  Fax: 415-884-0562

www.EveryLifeFoundation.org
www.RareAdvocates.org
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