
 
 
 
 
 
Dear Colleague,  
 
Thank you for participating in Kidney Community Advocacy Day 2015 on Thursday, September 
10, 2015.  The purpose of this email is to: 
 

1. Solicit your organizations’ input regarding the key advocacy messages for Kidney 
Community Advocacy Day 2015.    

2. Provide reminders regarding the Tuesday, June 30, deadline to: 
 Make room reservations in the hotel block for Kidney Community Advocacy Day 

2015. Please note that a “city-wide” meeting is taking place at the same time, so 
the availability of hotel rooms near Capitol Hill is extremely limited. 

 Provide a completed template with the names and demographic information of 
advocates your organization anticipates will participate. 

 Share a high-resolution image of your organization’s logo and your primary staff 
contact’s information for use in leave-behind materials. 

 
I. Potential Messages 
 
ASN wants to ensure that every organization participating is comfortable with the messages and 
agrees they represent shared public policy priorities.  During the 2014 US Summit of Kidney 
Organizations, participants identified research funding and transplant-related legislation as the 
top two advocacy priorities.  Based on that feedback as well as informal conversations with 
many of you, I would like to solicit your organization’s input on these two topic areas as the 
“asks” of the day.   
 

1. Research funding:  During this Congress, there has been a groundswell of support for 
National Institutes of Health (NIH) funding—although it appears unlikely that Congress 
will have come to agreement on the FY2016 appropriations to fund NIH and other 
research agencies by September 2015.  This situation presents an opportunity for the 
kidney community to 1) thank Congress for support for medical research 2) highlight 
kidney disease research and 3) urge Congress to work in a bipartisan manner to ensure 
sufficient NIH funding as the FY2016 appropriations process draws to a close.   
 
This messaging approach would allow both organizations that are interested in kidney 
disease broadly, as well as more organizations focused specific types of kidney disease, 
to raise awareness and advocate for more funding.   

 
2. Transplant legislation:  Rep. Michael Burgess, MD (R-TX) and Rep. Jerrold Nadler (D-

NY) anticipate introducing the Living Donor Act of 2015 this summer, ideally in tandem 
with a Senate version.  The Living Donor Act is a bill to promote organ donation and 
protect the rights of living organ donors.  Its introduction presents an opportunity for the 
kidney community to 1) raise awareness about the need for increased access to 
transplant and 2) urge members of Congress to co-sponsor of the Living Donor Act.  
 
It appears that this bill is the most promising piece of transplant-related legislation likely 
to be introduced in Congress this year, and many organizations participating in Kidney 



Community Advocacy Day endorsed this bill in the previous Congress.  More information 
regarding the Living Donor Act is available in Appendix 1 and the complete bill from the 
previous Congress—to which the new legislation will be identical—is available online 
here.   

 
Again, these two topic areas are simply suggested as starting points.  I welcome your input on 
these or other message suggestions and look forward to dialogue.  
 
I request your suggestions for improvement regarding these two messages—and any 
other messages our organizations should consider—no later than Friday, July 10, 2105. 
You may email me at rmeyer@asn-online.org or call me at 202-640-4659 to share your input.  
 
Once our organizations have jointly determined the key messages, ASN will develop 
organization-neutral (non-branded) draft leave-behind materials and talking points for your 
review and improvement.   
 
II. Tuesday, June 30 deadline reminders  
 

1. Hotel block reservations  
 
ASN has reserved a block of rooms at the Hyatt Regency Washington on Capitol Hill, located at 
400 New Jersey Avenue, NW in Washington, DC, that every participating organization is invited 
to use. The deadline to make organizations’ final room reservations is the end of the second 
quarter, Tuesday, June 30, 2015.  Please note that ASN has reserved rooms based on the 
estimated number of participants, and that rooms are available on a first-come, first-served 
basis.  As such, I encourage you to reserve as soon as possible via the link below: 
 

 Click here to access the hotel reservations webpage.  
 

Many thanks to the organizations that have completed their hotel block reservations already. 
Again, a “city-wide” meeting is taking place at the same time as Kidney Community Advocacy 
Day, so the availability of hotel rooms near Capitol Hill is extremely limited. After June 30, it will 
be impossible for ASN to assist you or your representatives with hotel rooms. 
 

2. Advocate names and demographic information  
 
The deadline to provide the names, contact, and demographic information about the advocates 
your organization anticipates will participate via the spreadsheet included in this 
correspondence is the end of the second quarter, Tuesday, June 30, 2015.  To streamline 
scheduling, ASN will arrange meetings for other participating organizations.  This approach 
seemed to work well for Kidney Community Advocacy Day 2014. To the extent possible, ASN 
will be pairing patients and health professionals together in meeting teams.  Some teams will be 
from the same state/district, and other groups will likely be mixed (and we will attempt to 
schedule visits to both participants’ delegations). 
 
Please keep in mind that participating organizations are encouraged to send advocates from as 
many different states and districts as possible in order to keep advocacy teams to a 
manageable size and maximize each participant’s experience.   
 



If you have any questions about the information requested, or if you do not think your 
organization will be able to meet the Tuesday, June 30 deadline, please contact me as soon as 
possible.   
 

3. Logo and point-of-contact 
 
ASN will produce a leave-behind handout that contains the logo and primary staff contact 
information (name, title, email address, and phone number) for each organization participating 
in Kidney Community Advocacy Day 2015.  Appendix 2 contains an example of the logo and 
contact information sheet from Kidney Community Advocacy Day 2014.  Please share a high-
resolution logo and your primary staff contact information no later than Tuesday, June 30, 2015. 
 

III. Additional information  
 

For your reference, Appendix 3 to this memorandum lists the 22 organizations that have 
expressed interest in participating in Kidney Community Advocacy Day 2015 to date. I have also 
listed the email address of every member of your organization’s staff and leadership I plan to 
include in every correspondence related to Kidney Community Advocacy Day 2015.  Please let 
me know immediately if any information on this list pertaining to your organization is incomplete 
or inaccurate. Appendix 4 to this memorandum contains a preliminary draft schedule for 
Wednesday, September 9, and Thursday, September 10, 2015. 
 
Again, thanks.  I look forward to collaborating to ensure a successful Kidney Community 
Advocacy Day 2015.  To discuss Kidney Community Advocacy Day 2015 or raise any questions 
you may have about the event, the potential messages, or this email, please contact me at 202-
640-4659 or email me at rmeyer@asn-online.org.  
 
Sincerely, 
Rachel 
  



Appendix 1.  Dear Colleague for The Living Donor Act of 2014 (113th Congress)  
 

Cosponsor The Living Organ Donor Protection Act!  
 

Ensure Organ Donors have the insurance and support they need!  
 

Supported by: The National Kidney Foundation, The American Society of Transplantation, NATCO 
 
Dear Colleague: 
 
We invite you to join us in cosponsoring the Living Donor Protection Act, a bill to promote organ 
donation and protect the rights of living organ donors.  
 
Every year, thousands of living Americans donate kidneys, livers, and other organs to save the lives of 
family members, friends, and strangers struggling with chronic, life‐threatening illnesses. An organ 
donor’s decision to undergo these invasive procedures not only saves lives, it saves money. Organ 
donation saves Medicare millions of dollars every year. It cuts health care costs as much as two‐thirds by 
reducing the need for dialysis and other expensive medical interventions to treat chronic illnesses.  
 
Yet, after taking this heroic step to save a life, living organ donors may face discrimination when they try 
to take medical leave or buy insurance. Because many employers treat organ donation surgery as 
“elective,” many living donors are considered ineligible for Family and Medical Leave Act (FMLA) and 
cannot take unpaid leave to recover or be sure their job will be waiting for them. Further, as many as 
11% of living organ donors experience difficulty securing or paying for insurance after their procedures 
because of discriminatory practices.  
 
Rather than putting roadblocks in the way of living organ donation, we should encourage more 
individuals to become living donors and protect the rights of those donors to receive the insurance and 
medical leave they need. Our bill achieves those goals in three easy, low‐cost ways:  
 

1) Prohibits life, disability, and long term care insurance companies from denying or limiting 
coverage and from charging higher premiums for living organ donors;  

2) Clarifies that living organ donors may use FMLA time to recover from the surgeries and 
procedures involved in their donation; and  

3) Directs HHS to update their materials on live organ donation to reflect these new protections 
and encourage more individuals to consider donating an organ.  

 
If you are interested in cosponsoring or learning more about this important legislation, please contact 
Melissa Connolly (melissa.connolly@mail.house.gov) in Mr. Nadler’s  office or Katie Allen 
(kathryn.allen@mail.house.gov) in Dr. Burgess’ office.  
 
Sincerely,  
 
Jerrold Nadler                   Michael Burgess 
Member of Congress                 Member of Congress 
 
  



Appendix 1.  Kidney Community Advocacy Day 2014 Organizational Information Sheet (2-
sided). 
 

 
 
 

 
 
 
 



 
 

Appendix 3.  Organizations that have expressed interest in participating in Kidney 
Community Advocacy Day 2015. 
 

 
 

Appendix 4.  Preliminary draft schedule for Kidney Community Advocacy Day 2015. 

 
 
 
 

Date Time (EDT) Activity Location 
Wednesday, 
September 9 

Prior to 5:00 p.m.  
Arrive in Washington, DC and 

travel to hotel 
Washington, DC 

Wednesday, 
September 9 

5:00 – 9:00 p.m.  
Advocacy training over dinner 
(led by representatives from 
several participating groups) 

Hyatt Regency  
Capitol Hill 
Regency A 

Thursday, September 
10 

7:30 – 8:30 a.m. 
Breakfast before Kidney 

Community Advocacy Day 2015 

Hyatt Regency  
Capitol Hill 
Regency A 

Thursday, September 
10 

8:30 a.m. – 4:30 p.m. 
Kidney Community 
Advocacy Day 2015 

Capitol Hill 

Thursday, September 
10 

4:30 p.m. 
Depart Capitol Hill, collect 

luggage, and travel 
Washington, DC 


