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• Introductions
• Overview of In-District Lobby Days
• Logistics 
• How to Maximize Impact of Congressional Meetings
• Key Legislative Issues
• Tips for Success
• Q&A

Agenda



Who We Are

Stephanie Fischer
Senior Director of Patient Engagement and Communications
EveryLife Foundation for Rare Diseases
Sfischer@everylifefoundation.org

Sabah Bhatnagar
Program Director
Rare Disease Legislative Advocates
Sbhatnagar@everylifefoundation.org



 Serves as a clearinghouse and advocacy 
center for the rare disease community

 Provides resources and tools for individual 
advocates and patient organizations

 All events and resources are free and 
available to the rare disease community

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

www.RareAdvocates.org



 Monthly webinar/call to discuss pending legislation
◦ Agenda is open to all rare organizations

 Coordination of the Rare Disease Congressional Caucus
◦ Caucus briefings are held quarterly in DC

 Rare Disease Week on Capitol Hill
 In-District Lobby Days
 RareVoice Awards

www.RareAdvocates.org



 Advance legislation that would benefit the rare disease community
 Express concern about legislation that could harm rare patients
 Strengthen your relationships with Members of Congress and staff

A best-practice of effective advocacy 
is to make friends before you need 
them. We need to gain allies in both 
parties who will champion rare 
disease causes.







 Meetings will take place during the summer Congressional 
recess from July 31st through September 1st. 

 The meetings will be in the local offices of your federal 
legislators. 

 We retained Advocacy Associates to schedule the meetings 
and contact advocates with their schedules.



Kaytee Yakacki

• Director of Advocacy 
Day Services at 
Advocacy Associates



Topics

• Advocacy Associates scheduling 
process

• Schedule distribution

• Questions and Requests



Congressional Schedules for 2017 Fly-Out

• Constituency-based meetings
• Based on your primary address

• Special Requests – please provide details about 
relationship with office/district

• Meetings are targeted for dates, times and 
locations that work for all advocates

• Prioritize meetings with legislators, but be 
prepared for staff meetings



Schedule Distribution

• You will receive your schedule via email from 
operations@advocacyassociates.com

• Click link to view your schedule in a web browser (works on all 
devices)

• If you view your schedule, we assume you are attending 
meetings. You MUST let us know if you are not attending a 
meeting or need a meeting moved.

• Communicate with other advocates directly to see if they are 
going to a meeting. Contact info available on schedule.

• Itineraries include
• Office, Date and Time
• Location (full address of district office)
• Meeting With
• Advocates in meeting and their contact info
• “TBD” = still being finalized

mailto:operations@advocacyassociates.com


Contact Info

Kaytee Yakacki and Jared Payne

operations@advocacyassociates.com
202-349-1034

mailto:operations@advocacyassociates.com


Effective District-Based Advocacy Meetings
A Presentation for Rare Disease Legislative Advocates In-District Lobby Days 2017



Stephanie Vance
Advocacy Associates



Why Advocate in the District

• Leverages the Advantages of Congressional Recess 
Periods

• Focuses on Local Stories, Impacts
• Builds on DC-Based Advocacy
• Allows ‘Year Round’ Advocacy



Do a Little Homework

• Who?
• Know your Representative
• Know yourself and why your voice matters

• What?
• What are you asking for?
• What is the context?

• Why?
• Why are these issues important to you?
• Why should your legislator care about your 

issue?



During Your Meeting…

• Tell your local story
• Personal
• Narrative supported by information
• Keep it brief and to the point

• Craft an “ask” and know your goal
• Specific
• Timely

• Be prepared to meet with staff
• This can actually be better than meeting 

with the legislator!



Follow Up & Be a Resource

• Thank yous
• You are there to answer questions they might have 

(RDLA is here to help!)
• Invite them to tour a local hospital or attend a 

support group meeting
• Reiterate the ask
• Keep your relationship alive



Final Thoughts …

•Appreciate staff
•Go local, especially in the district
•Party isn’t really important …
•But, personalizing the message is 
• Lots of local opportunities
•Build a relationship



 Healthcare reform
 Fiscal Year 2018 budget
 FDA user fee reauthorization
 Orphan Product Extensions Now, Accelerating Cures 
and Treatments Act (OPEN ACT)



 American Health Care Act (AHCA) passed House in May
◦ Removes mandates 
◦ Changes coverage for pre-existing conditions
◦ Changes subsidies to age-rated tax credits
◦ Rolls back essential health benefit requirements
◦ Cuts to Medicaid 
◦ Repeals taxes 



 Better Care Reconciliation Act (BCRA) did not pass in 
the Senate (43-57) 

 “Skinny Repeal” 
◦ Voted down by a 51-49 vote 

 Repeal without replacement 
◦ CBO estimates 32 million would lose coverage by 2026 
◦ Voted down in the Senate on July 26 



 House Appropriations Committee has approved of 
Labor, Health and Human Services budget 
◦ $1.1 billion increase in NIH funding
◦ $1 million increase to FDA appropriations 
◦ $398 million cut to the Health Resources and Services 

Administration (HRSA) 



 The goal is to get your Member of Congress to take 
action on your priority

 Make sure that your request is clearly articulated and 
actionable by the legislator

 Be specific: e.g. “Please co-sponsor Senate bill 1509”
 Each advocate should have no more than 2 asks
 Choose what legislation is most important to you



116 Members: 110 House & 6 Senate
Bipartisan: 60 Democrats, 55 Republicans & 1 Independent

http://rareadvocates.org/rarecaucus/



 Ask Congress to support robust funding for the NIH and FDA.
 The NIH and FDA play vital and complimentary roles in enabling the 

development of novel and repurposed rare disease treatments.
◦ The NIH supports basic and translational research, which is vital for 

laying the groundwork needed to understand basic disease 
pathophysiology
◦ The FDA plays a key role in reviewing applications for rare disease 

therapies and strives to conduct reviews in the fastest manner 
possible, while upholding high standards for safety and efficacy



 Bipartisan legislation supported by 227 patient organizations
 Has the potential to double the number of therapies approved 

by the FDA to treat rare diseases
 Many of these treatments would be priced at major market 

drug prices, thus bringing down the average cost of rare 
disease therapies

 Provides an incentive to companies to repurpose therapies 
approved for common disease for rare indications
• Repurposing is more cost efficient and takes less time than traditional drug 

development but is currently underleveraged due to lack of incentives



Develop or adapt a one page fact sheet to deliver your message: 
 Keep the fact sheet brief—no more than one side of one page
◦ If the bill has co-sponsors or supporters, you can list them on the back 

 Present the information in clear, concise bullet points 
 Include the following: 

- A brief statement explaining your organization (if you represent one)
- A brief summary of what the piece of legislation is and what it will do for 

you/your state/your community/your group 
- What your Member of Congress can do 
- The “Ask”



The problem

The ask

Info about 
you and/or 
your 
organization

How this bill 
would solve 
the problem 
listed at the 
beginning



 Send a thank you letter and re-
emphasize key points you discussed 
during the meeting 

 Share a copy of any pictures taken 
with the legislator on social media

 Share a post or re-cap of how the 
meeting went on social media -
advocacy is contagious

 Attend one of the lawmaker's local 
events (such as a town hall) or 
fundraisers



A sample thank you letter is 
available on the RDLA website at
http://rareadvocates.org/in-
district-lobby-days/



 Let us know how the meeting went by e-mailing 
Sbhatnagar@everylifefoundation.org or calling (703)598-6580.
◦ This information will be crucial to RDLA in planning future advocacy efforts 

and will ensure that we can follow up with legislative offices
 Share any pictures that were taken.
 Write a blog about the experience and share the link with us.
 Tag us in your social media posts. 
◦ You can find us on Twitter as @RareAdvocates
◦ You can find us on Facebook as Rare Disease Legislative Advocates: 

https://www.facebook.com/Rare.Disease.Legislative.Advocates/ 



 DO take the time to learn about the Member. 
◦ Check out his/her website including press releases and newsletters.
◦ Look at his/her Facebook page to see which issues are the priorities. 

 DO learn about the bills you want to discuss and know the bill 
numbers. 

 DO coordinate with your team before the meeting and determine 
who will make each “ask”.

 DO practice your two minute personal story. 
 DO practice your ask. Why should the Member support a bill? Pick 

the talking points most relevant to you and to the Member.



What to Bring:
 Picture of the patient (if not with you)
 Organization/disease brochure 
 Business card
 Issue briefs on the legislative issues you want to discuss 



 DO arrive 5-10 minutes early.
 DO smile and be respectful of the Member’s staff.
 DO thank the Member if he/she has supported rare disease 

legislation in the past.
 DO thank the Member if he/she is a member of the Rare Disease 

Congressional Caucus.
◦ You can find a list of Caucus members on our website at 

http://rareadvocates.org/rarecaucus/.
 DO avoid talking politics if you aren’t the same party as the 

Member.  Rare diseases are non-partisan, and we need 
champions in both parties!

 DO take a picture with the Member and/or staff.



 What happens if I don’t know the answer to a question?
◦ “I don’t know. Let me see if I can find the answer to that question and 

get back to you.”

 What if my Member is not supportive of my ask?
◦ Be respectful and courteous. “I am sorry we don’t feel the same 

way…Hopefully there is something we can work together on in the 
future.”



 DO send a hand-written thank you note to the district office 
where you had the meeting.
◦ Also send a note or email to any staff who was engaged in the meeting. 

 DO follow-up by email with any additional information 
requested by the Member and/or staff.
◦ Need help answering a question on healthcare reform, Rare Disease 

Congressional Caucus or OPEN ACT? Let us know!



 DO thank the Member on social media. 
 Tag the Member in a Tweet with a photo and post a thank you on 

the Member’s official Facebook page. Tag @RareAdvocates, too!



 DO continue to grow the relationship. 
◦ Sign-up for the Member’s newsletters and follow 
him/her on social media.
◦ Look for opportunities to engage the Member in 
person such as town halls.
◦ Call the Member’s office for relevant action alerts on 
legislation.
◦ Thank the Member for cosponsoring or voting for 
legislation you asked him/her to support.
◦ Stay in touch with staff.  



If you are not able to attend your schedule meetings, please let 
us know right away.  
We understand you may make last-minute vacation plans or 

get sick. Please contact Advocacy Associates at 
operations@advocacyassociates.com or call Jared Payne at 
(202) 349-1034 as soon as you realize you are no longer able 
to attend.

We will let the Member’s office know to cancel the meeting (if 
you were the only participant) or to expect one less person (if 
you were attending with a group).





Stephanie Fischer: SFischer@everylifefoundation.org
Senior Director of Patient Engagement and Communications

Sabah Bhatnagar: SBhatnagar@everylifefoundation.org
Program Director, Rare Disease Legislative Advocates

440 1st Street NW• Suite 430 • Washington, D.C.• 20001
Office: 415-884-0223

www.RareAdvocates.org
@RareAdvocates
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