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In-District Lobby Days is another 
opportunity build a relationship 
with your elected officials. RDLA 
will schedule meetings for you 
with your Congressional  
Representative offices during 
their summer recess. This event is 
ideal for advocates who are unable to travel to  
Washington DC or want to continue to build relationships  
with their legislators. 

Monthly Action Alerts

Congressional Scorecards

Online Advocacy Tools

Consulting on Legislative Strategies

Monthly Conference Calls/Webinars

Rare Disease Week on Capitol 
Hill brings rare disease advocates 
from across the country together 
to learn about federal legislative 
issues, meet other advocates, and 
share their unique stories with 
legislators.  We offer free events throughout the week to 
all patients, caregivers and family members. It is a chance 
to meet the community, join forces and drive change.

info@EveryLifeFoundation.org  •  EveryLifeFoundation.org 
501(c)(3) nonprofit organization (Tax ID 26-4614274)

1012 14th Street NW • Suite 500, Washington, DC • 20005 
(202) 697-RARE (7273)

“Thank you again to RDLA and 
EveryLife for hosting Rare 
Disease Week. It really was a big 
turning point in my life.  I may 
not be able to control what this 
disease does to me, but I can try 
to control what I do about it.”

Marni Cartelli 
First Time  
Rare Disease Week Attendee

Patient  
Programs

EveryLifeFoundation.org

Rare Disease Legislative  
Advocates, is designed to  
support the advocacy of all  
rare disease patients and  
organizations. By growing the 
patient advocacy community and 
working collectively, we can  
amplify our many voices to ensure that rare disease  
patients are heard in local, state and federal government.  

             RDLA Advocacy Resources:
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We are a nonprofit, nonpartisan organization 
dedicated to advancing the development of  
treatment and diagnostic opportunities for 
rare disease patients through science-driven 
public policy.  

The EveryLife Foundation and Global 
Genes are excited to partner for RARE 
on the Road, a Rare Disease  
Leadership Tour to bring  
critical education and insights to rare 
disease patients, caregivers and other 
advocates. We are uniting to build and 
activate the rare disease community at the  
local level. Whether you’re new to the rare disease  
community or a “seasoned veteran” this workshop will 
benefit you!

Rare Disease Legislative Advocates (RDLA) 

Rare Giving 

Rare on the Road  
(in partnership with Global Genes)

Rare Artist 

Community Congress 

Young Adult Representatives

Rare Giving is designed to
support individual rare  
disease patients as well as  
organizations that engage  
patients, caregivers and others 
in the community in public 
policy.  We believe it is critical for policymakers and  
regulators to hear directly from rare disease patients  
and caregivers. 

Travel Stipends: Each year, we provided 
more than $80,000 in travel stipends for 
advocates from around the United States to 
enable them to participate in meetings with 
Congress, FDA and NIH.

Event Sponsorships: We provide funding 
to support patient organization events that 
engage rare disease patients and caregivers 
in public policy.

The Community Congress 
is a membership-based  
program dedicated to 
bringing patient  
organizations, industry 
leaders, and other rare disease stakeholders together.  
The Congress acts as a strategic advisory council, providing 
advice and insight on urgent policy issues and Foundation 
programs and initiatives. The Congress is comprised of 
three working groups that focus on self-selected projects 
to advance policy for rare disease patients. Membership is 
free for all patient organizations.

Young Adult  
Representatives of 
RDLA is a group of 
16-30 year-olds from 
the rare disease  
community, who 
focus on building 
advocacy skills in the 
rare space. The group 
is relatively new and 
looking for more 
young adult  
champions, including  
representation in 
each state. The 
primary goal is to 
ensure young adults 
have a growing 
impact on public 
policy and legislation.

Rare Artist was established to 
exhibit the unique gifts of  
individuals affected by rare 
diseases and to promote the  
expression of their stories 
through art.  We host an online 
gallery dedicated to artists  
affected by rare disease.  RareArtist.org creates a  
permanent, free, virtual space where “rare artists” can 
express themselves and submit their work for public  
viewing. The winners of the Rare Artist contest gather  
together annually for a reception during Rare Disease 
Week on Capitol Hill to showcase their works of art.

raretour.org
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The RARE Foundation Alliance 
is a coalition of more than 500 rare 

disease organizations that exchange best 
practices and share lessons learned to 

drive better outcomes for the entire rare 
disease community. We encourage you to 

join if you are a rare disease support 
group, U.S. foundation with 501(c)(3) 

status or an international foundation.*

Not a member yet? Join Today! 
GlobalGenes.org/Foundation-Alliance/ 



Advocacy Is Storytelling
Reflect, map, and strategize how you will deliver your message and make an impact.

Mapping the Story
What do I want people to know? 

1. _________________________________________________________

2. _________________________________________________________

3. _________________________________________________________ 

What do I want people to feel? 
1. _________________________________________________________ 

2. _________________________________________________________

3. _________________________________________________________ 

What actions do I want to inspire? 
1. _________________________________________________________ 

2. _________________________________________________________ 

3. _________________________________________________________

The Subject of the Story 

Who:  ___________________________________

What:  __________________________________

Where: _________________________________

When: __________________________________

Why:  ___________________________________

How:  ___________________________________

Audience
Who needs to take action?

• Audience 1: _______________________________

• Audience 2: _______________________________

Who is the story intended for?
• Audience 1: _______________________________

• Audience 2: _______________________________

How will the audience be reached?
• Audience 1: _______________________________

• Audience 2: _______________________________

Method
How am I going to inspire change?

Methods Results

GLOBAL GENES – ADVOCACY IS STORYTELLING      2020 Rare On the Road #RareOnTheRoad

®



Draft/Outline/Additional Notes

GLOBAL GENES – ADVOCACY IS STORYTELLING   2020 Rare On the Road #RareOnTheRoad



Global Genes' RARE Toolkits are collaborative resources that provide critical 
information on topics important to the rare disease community that aim to 
educate and share best practices.

Over 30 toolkits available on a variety of subjects including:  
 
 • Advocacy
 • Psychosocial
 • Genetics

To order toolkits in bulk for meetings, events, and your community: shop.rarehouse.org  
To access the online version of toolkits: www.globalgenes.org/toolkits 

®

• Drug Development, Research, and Access
• Organization Development
• Clinical Care



https://globalgenes.org/wp-content/uploads/2014/01/GG_toolkit_3final_print.pdf
https://globalgenes.org/wp-content/uploads/2015/02/GG_toolkit_thirteen_20150218_web.pdf
https://globalgenes.org/wp-content/uploads/2018/11/Advocacy_ToolKit_noV_spread_DIGITAL-1.pdf
https://globalgenes.org/wp-content/uploads/2018/10/Public-Speaking_ToolKit_spread_FINAL.pdf
https://globalgenes.org/wp-content/uploads/2018/10/School-Advocacy_ToolKit_spread_DIGITAL.pdf
https://globalgenes.org/wp-content/uploads/2019/01/How-to-Promote-Your-Rare-Disease-Through-Social-Media.pdf
https://globalgenes.org/wp-content/uploads/2014/04/GG_toolkit_six_rev3.pdf
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