


}This will be our 4 th year on Capitol Hill During Rare 
Disease Day week!

}Every year it keeps growing with more advocates & more 
events

}This presentation provides some logistical information to 
help you prepare for your trip but  you will receive more 
information when you arrive! 

}The hotel & all the events are on the Red Metro Line to 
make it easy for you to get around but they are in 
different locations to allow you to have a chan ce to 
experience our Capitol City



}No worriesé
ƁYou will be with others who have done this before

ƁAll you need is to know your personal story on how a rare disease has affected your 

family

ƁMembers of Congress do not expect you to be a policy expert 

}Learn about issues Tuesday at the conference
ƁDecide what issues are most important to you

ƁMeet with other advocates from your region to discuss your plan

}Wed. Hill meetings are being scheduled for you
ƁFinal details, training, & questions at Lobby Day breakfast on Wed.



} Introductions
ƁAbout RDLA
ƁWhoôs attending 

} Travel Arrangements
ƁWhat to bring/wear
ƁWhere to be

}Monday: Documentary Screening
} Tuesday: Legislative Conference
}Wednesday: Lobby Day
ƁMeeting tips
ƁWhat to bring
ƁAsks
ƁAdvocacy Associates

} Thursday: Congressional Caucus Briefing
} Thursday: RareArtist
} Friday: Rare Disease Day @ NIH
}Q&A



}Designed to be a clearinghouse & advocacy 
center for all Rare Disease Legislation

}Provides resources & tools for individuals & 
organizations

}All events & resources are free & open to the 
entire Rare Disease Community

}Program of the EveryLife Foundation for Rare 
Diseases (501c3 public charity) 

www.RareAdvocates.org



}200 Rare Disease Advocates Registered

}20 Industry Representatives joining us for the 
Conference

}More than 100 different patient 
organizations/diseases represented

}Thank you to our Sponsors :



}We will be running a full page ad in Politico 
during Lobby Day

}All Patients Organizations listed on the next 
slide will be listed on the ad

}Please double check to make sure your 
organization is listed correctly!



A Day in our Shoes

Addison's disease 

Al Azher University

Alagille Syndrome Alliance

American Behcet's Disease Association

Amyloidosis Foundation

Angels4Patients

ARPKD

Autosomal Recessive Polycystic Kidney Disease

Batten Disease Support and Research Assoc.

BDSRA - NCL (Batten) Disease

Beckwith Weidemann Children's Foundation International

Behcets Disease

BRBN Alliance

Bring Light to BBS/ Bardet Biedl Syndrome

Caleb's Crusade/Childhood Cancer

Chase the Cure

Cindy's Rainbow

Congenital Hyperinsulinism International

Cure AHC

Cure JM Foundation

CADASIL Association

Curing Retinal Blindness Foundation

CUSHNIG'S

Dante's Hope

Deerfield Institute

dercumsfoundation.org

Desmoid Tumor Research Foundation

Duchenne Awareness/Eteplirsen

Ehlers Danlos National Foundation

Emily's Fight

Fight ALD

Foundation for Ichthyosis & Related Skin Types

Foundation for Sarcoidosis Research

Gaucher 2/3

Gaucher type 3 patient/ GT23 FOUNDATION

GBS/ CIDP FOUNDATION NEPAL

Giant Axonal Neuropathy

Global Genes

GT23 Foundation/ Gaucher Disease types 2 & 3

HDSA

Health and Medicine Counsel of Washington

Hope 4 Hunter / MPS II

Hope4TylerandLuke/ Med23 Awareness

Huntington's Disease Society of America (HDSA)

ICAN, International Cancer Advocacy Network

International Pemphigus and Pemphigoid 

Foundation

ISMRD.org

Jett Foundation/ duchenne md

Jewish Federation of Metropolitan Chicago

Joshua Frase Foundation / Myotubular Myopathy

Kids v Cancer 

Let Them be Little Foundation

Little Miss Hannah Foundation

Lipedema, Lymphedema Ehlers Danlos

Lipodystrophy United

MDA

Mitochondrial Disease

MLD Foundation

MPS society

Myocarditis Foundation

Myotonic Dystrophy Foundation

National Center for Health Research

National LeioMyoSarcoma Foundation

National MPS Society

NECPAD/PKU

Noah's Hope - Batten Disease
Parent Project Muscular Dystrophy

Pediatric Hydrocephalus Foundation, Inc. 

Pediatric Justice Assoc

Phelan McDermid Syndrome Foundation

PKD Foundation 

PTEN Hamartoma Tumor Syndrome Foundation

Pulmonary Hypertension Association

Rare and undiagnosed network

Rare Disease United Foundation

RareCandace.com

RASopathies Network USA

RDR

Relapsing Polychondritis Awareness and Support 

Foundation, Inc

reThink Arch

sarcoidosis

Sarcoidosis of Long Island

Sarcoidosis of Nashville

Sarcoma Foundation of America

SCAD Alliance (spontaneous coronary artery dissection)

SCID ADA

SMA Support System

Sobi inc

Space2Thrive

Spinal Muscular Atrophy (SMA) Foundation

SSADH Association

St. Baldrick's Foundation/Alliance for Childhood Cancer

Talk Health with Jamie, Inc.

Taylor's Tale

The ALS Association

Timothy Syndrome

U.R. Our Hope

Uplifting Athletes

Wake Up Narcolepsy, Inc.

Williams Syndrome Family of Hope
Zeqing for a cure

Organizations participating in Rare Disease Week on Capitol Hill 2015





}Comfortable Shoes

}Umbrella

}Prepare for cold weather

}Dress Professionally for Lobby Day Hill 

Meetings (wear comfortable shoes, there is a 

good deal of walking to meetings)* 

}Wear Jeans to support the Global Genes Project
ƁTuesday Legislative Conference

ƁFridayôs NIH events



}The attire for Lobby day is business - casual, with emphasis 
more on the business than the casual. 

}I would think about what you would wear to a nice job 
interview or to church 



To the Capitol




