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Disclaimer

The information provided by speakers in workshops,
forums, sharing/networking sessions and any other
educational presentation made as part of the 2015
HDSA advocacy program is for informational use only.

HDSA encourages all attendees to consult with their
primary care provider, neurologist or other healthcare
provider about any advice, exercise, medication,
treatment, nutritional supplement or regimen that
may have been mentioned as part of any
presentation.
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There are...

Approximately 320 million people living in the United States
— About 700,000 of those people live in your Congressional district

“wg¢ U.S. Population

3]2]|1HO01]682]4]o

COMPONENTS OF POPULATION CHANGE

14:37-05 UTC
One birth every 8 seconds I
One death every 13 seconds e

One international migrant (net) every 32 seconds R

Net gain of one person every 13 seconds ]
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100 Senators,

435 Representatives,
and 9,404 Staffers
work to write and pass

legislation.

5,868 emails,
1,473 letters,
332 calls, and

13 meetings with each

Huntington’s Disease
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But, Few Bills Become Law

113th Congress
Bills Introduced Laws

3%

Last Congress

e 8,913 bills were
introduced

* Only 297 became law.

— 103 were Administrative
Laws (like naming a
highway or post office)

— Only 194 “substantive”
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It’s Time to Advocate

e |t can be hard to stand out from the millions of other
advocates and causes, but it is also exactly why you are
needed.

o5
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Advocacy
1 0. 0.0.0_¢

What does It
take?




Personal Education

Elected Officials Community Education

Advocacy

Publicity Fundraising
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Elected Officials Community Education

Advocacy

Publicity Fundraising
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Personal Education

Engage yourself

e Stay up to date on HD news and events
across your state and the country
— Clinical trials
— On-going research

— Support groups in the area




Personal Education

Engage yourself

* Important to understand the political
process before interacting with Congress

e The Basics:
— Federal vs. State Government

— 3 Branches of Government

— How a bill becomes a law

— The Huntington’s Disease Parity Act




FEDERAL

How Much? The LS mint manufactures and
distributes the coins we use. The Bureau of
Engraving and Printing prints our paper maoney.

Ensuring National Security. The Department of Defense provides
the military forces needed to prevent war and keep our country

To Your Health, The Food and Drug Administration (FDA) approves all
medicines and sets food safety standards

Learning More on Your Behalf. The Mational Institute of Health (MIH) supports
research into the causes and cures of diseases

Howr Green it is! Maticnal and Sate
Governments create and maintain
about 300 milien acres of parks ag

Local and Vote! The
FEdEFﬂI constitution

establizhes how
national elections
are held, local
governments, with
state oversight,
arrange for polling

Correctional Facilities.
Prizons house people who
have been convicted of a

State and
Federal

Federal, State,
and O

Road Trip! About 4 million miles of roads
crisscross the U3

Safe and Sound. Community paolice, state

troopers, national guard, and the FBEL waork

to fight crime

Behind the Wheel. Every state has
department of Motar Vehicles, When
you're old enough to get a driver's
license, that's where you'll go

Cuick, Call 9-1-1! Your community's
first responded- firefighters, polices,
and EMTs- are there in minutes

Read,Play,Enjoy. If you like libraries,
spors fields, parks and other
recreation facilities in your community,
say thank you to vour local government

Ratify! Any amendment to our Canstitutio
ust be approved or ratified, by 38 states

State and Local

Your Teachers, Your
Schools. Local communities
hire teachers, build schools
and provide transportation to
and from school. What gets
taught is the state's
responsibility

Getting Well. A state controls all the

haospitals within is borders and

exerts direct contral aver specific
facilities

Electing our President, Every state

chooses electors for the electoral

college.

Electricity, Natural Gas and Water
are necessities to be managed and
distributed. Local communities are
in charge.




Personal Education
The Federal Government

CONSTITUTION
i [hona i 5eg] (el Ly eeooe
LEGISLATIVE EXECUTIVE JUDICIAL
CONGRESS e -~ "'-‘ﬁ FNES
A F'F{EgEbﬂ'*—-}ch i -
il W FHESTE”T SUPREME COURT
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U.S. Senate

100 Senators from 50

states (2 each)

— Elected every 6 years
— Controlled by Republicans (since
January 2015)
— 60 votes usually needed to pass a
bill
* Unanimous consent
* Filibuster
— No representation for the 5 U.S.
Territories and Washington, D.C.
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A Member, staffer, or Constituent comes up with an idea to fix a
problem (Let’s look at the House).

HDPA is Here!

and the bill is then assigned to
ommittee.

A Representative introduc

Bill Introduction the appropriate

appropriate Subcommittee makes any changes to the bill,
and votes to send the bill to the full Committee — which votes
to send the bill to the full House.

Committee

Full The bill will be debated in the House and voted on. If it passes, it
House is sent to the Senate to repeat the process.

If there are no changes in the Senate, then the bill is sent to the
President.

A
m I No Changef/

How a Bill Becomes a Law

44

If there are changes, then the bill is sent back to the House for
them to vote on it as well.

The President can sign the bill and it becomes a law, veto the bill

(which can be overridden by a 2/3 vote in Congress), or take no
action. 17

President
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Personal Education
The Huntington’s Disease Parity Act (S. 968/H.R. 842)

| House (H.R.842) | Senate (S. 968)

Sponsors: Representatives Senators
Kinzinger (R-IL) and Gillibrand (D-NY) and
Pascrell (D-NJ) Cassidy (R-LA)
Cosponsors: 174 Cosponsors 7 Cosponsors
* 111 Democrats * 6 Democrats
* 63 Republicans * 1 Republican
e 103 Original e 1 Original
Cosponsors Cosponsor
States: 40 5
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Elected Officials

Advocacy

Publicity Fundraising
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Community Education

Engage your friends, family and community

Neighbors

* Share your story
— What is HD?
— How does it affect you? Local

Chapter

e Coordinate with others

— Learn from their experiences

Huntington’s Disease
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MaryAnn Emerick

N
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Touched thousands of people by sharing her HD story
with FoxNews.com.
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Bill Johnson

Since 2001 Bill has
participated in the San Diego
Rock n” Roll Marathon to
raise money and awareness
of HD.

“Running to Cure HD” has
raised almost $700,000 for
HDSA

Ramona Johnson surrounded by family and friends at San
Diego’s Rock n’ Roll Marathon
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Elected Officials

Publicity

Huntington’s Disease
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Fundraising

Engage donors
* Fundraising accomplishes three goals...

1. Increased funds
2. Increased awareness

3. Increased engagement

 HDSA Local chapters are great sources of support
and information




Fundraising

Hope
Walk/5k

Pancake

Breakfast Auction

w Bake Sale

SAL%




Morgan Mclane

Facilitated the Fast Track PGH
car race for 8 years, raising
almost $100,000 and local

awareness for HD
o

8ton’s Diseae)

of America \

A AUTFCT e \)
/ FAST TRACK PGH

Barbara Lee’s Fast Track to a Cure for Huntington’s Disease
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Greater DC Chapter

For the last 3 years the
Greater DC Chapter of HDSA
has put on the “Blue Tie
Gala” to raise awareness and
money for HDSA

SAVE - DATE

3rd Annualds
_ CELEBRATI.N OF HOPE

Saturdly, May 1@2015 :




Elected Officials

=
\Advocacy
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Publicity

Social Media

* Tag your local officials and
Congressmen in posts asking
for support, giving thanks, or
requesting attendance at
events

H
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Local Media

e Alertthe local news to HD

events for your Chapter

e \Write letters to your editor

explaining what you're
facing, and what needs to
change to make it better

— Short, sweet, and with a
concrete goal in mind.




Publicity

Engage larger media
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Elected Officials

Engage your elected leaders

e Educate them about HD
* |nvite them to your events

 Work with HDSA to promote the Huntington’s
Disease Parity Act (H.R. 842/S. 968)

T
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One person can make a huge difference

Rep. Flores (TX)

(KY)

H
Ia.‘." Huntington’s Disease
202 society of America




Elected Officials

Email/Write/Call Your Representatives and Senators

Questions to Answer Keep it simple!

* Who are you? * You are a concerned

 Why are you contacting? constituent

* What are you asking for? * You need them to cosponsor

 Why is this important to and pass H.R. 842/S. 968
you? .

Share your story!
e Ask for cosponsorship again!
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Elected Officials

Schedule a District Meeting
www.hdsa.org/hdparity

* Set up a meeting in your
Representative/Senator’s local
office:

— |dentify who your
Representative/Senator is

— Request through their website
* Prepare for the meeting:

— Jennifer and Jason will provide
you with everything you need!
Email jsimpson@hdsa.org
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http://www.hdsa.org/hdparity

Elected Officials

DC Fly-In

* Meet with your members
in Washington, DC

* Make it a group event!
* NYA Fly-In
e Family Trip

e HDSA and Jason’s team are
here to help!
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Elected Officials

Tips for Meetings
e Be yourself — let the e Don’t answer questions
Member or staffer get about the bill if you do
to know you not know the answer
e Bring a friend e Don’t expect a decision
e Describe how the HD on the bill while you are
Parity Act would help in the

you/your family

e Follow up after the
meeting

H
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Next Steps
Today at 5:15pm in Landmark D

 Texas Meet and Greet
Today at 7:00pm in Landmark A

* NYA Talent Show
* Pie me in my face for $5.00!

Today and Tomorrow
e Stop by the HD Advocacy

Next Week

* Email jsimpson@hdsa.org and get engaged!

Huntington’s Disease
Society of America
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Feeling like an All-Star Advocate?

YOU ARE!

Advocacy is for everyone!

You don’t have to commit a lot
of time — even a quick email or
phone call helps.

It’s most important to be
persistent, patient, and
passionate.
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QUESTIONS?

Jennifer Simpson: jsimpson@hdsa.org
Jason Gromley: jason.gromley@shcare.net
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