Greetings SMA families, researchers and friends:


First and foremost, thank you for all you have done to help us increase awareness and attention to finding a treatment or cure for Spinal Muscular Atrophy (SMA).  We are especially grateful to all of you who have taken the time to contact your Members of Congress in support of The SMA Treatment Acceleration Act (H.R. 3334/S. 2042).
Thanks to our grassroots efforts, 60 Members of the House of Representatives and 18 Senators have now signed on to the SMA Treatment Acceleration Bill.  Those Members are listed below.

In order to keep this bill moving through the legislative process, we need to continue to grow the number of cosponsors of the bill.  More than ever, we need your help!  Please contact your Members of Congress to ask them to cosponsor the SMA Treatment Acceleration Act.
As most of you are aware, the SMA Treatment Acceleration Act, introduced in the U.S. House of Representatives by Congressmen Patrick Kennedy (RI) and Eric Cantor (VA) and in the U.S. Senate by Senators Debbie Stabenow (MI) and Johnny Isakson (GA), provides federal support to complement the substantial private funding that our national non-profit organizations are investing to find a treatment for SMA.  Passage of this landmark legislation will enable scientific investigators to mount national clinical trials and demonstrate that potential treatments are safe and effective for SMA patients. 
Below are a few simple steps to assist you in contacting your Member.  We also have attached a sample letter you can use to send to your Member of Congress and Senators.  Please feel free to personalize your letter as you feel comfortable.  While this will take just a few minutes of your time, it will make a great difference!

THANK YOU AGAIN for your help for all those with SMA!


NOTE: If you have any questions about the SMA Treatment Acceleration Act, please feel free to contact Spencer Perlman of Families of SMA (spencer@fsma.org / 202-333-5750).
Current Cosponsors:
In the House:



Rep. Patrick Kennedy (RI) Sponsor
Rep. Eric Cantor (VA) Sponsor
Rep. Rodney Alexander (LA)


Rep. Thomas Allen (ME)

Rep. Brian Baird (WA)


Rep. Tammy Baldwin (WI)

Rep. Earl Blumenauer (OR)


Rep. Dan Boren (OK)



Rep. Rich Boucher (VA)


Rep. Lois Capps (CA)

Rep. Kathy Castor (FL)


Rep. Yvette Clarke (NY)


Rep. Jim Cooper (TN)



Rep. Tom Davis (VA)



Rep. Norman Dicks (WA)


Rep. Thelma D. Drake (VA)


Rep. Anna G. Eshoo (CA)


Rep. Mike Ferguson (NJ)


Rep. Randy Forbes (VA)


Rep. Virgil H. Goode, Jr. (VA)

Rep. Bob Goodlatte (VA)


Rep. Bart Gordon (TN)


Rep. Darlene Hooley (OR)


Rep. Kenny Hulshof (MO)


Rep. Jack Kingston (GA)


Rep. Mark Kirk (IL)



Rep. Randy Kuhl (NY)


Rep. James Langevin (RI)


Rep. Zoe Lofgren (CA)


Rep. Nita Lowey (NY)

Rep. Carolyn Maloney (NY)


Rep. Edward Markey (MA)


Rep. Jim Marshall (GA)


Rep. John McHugh (NY)

Rep. Cathy McMorris Rodgers (WA)

Rep. Gregory Meeks (NY)

Rep. Candice Miller (MI)


Rep. James Moran (VA)


Rep. Collin Peterson (MN)


Rep. Charles Pickering (MS)


Rep. Tom Price (GA)



Rep. Deborah Pryce (OH)


Rep. Ileana Ros-Lehtinen (FL)

Rep. Mike Ross (AR)



Rep. Bobby Scott (VA)


Rep. Joe Sestak (PA)



Rep. Christopher Shays (CT)


Rep. Pete Stark (CA)

Rep. Cliff Stearns (FL)


Rep. Patrick Tiberi (OH)


Rep. Edolphus Towns (NY)


Rep. Timothy Walberg (MI)


Rep. Debbie Wasserman Schultz (FL)
Rep. Lynn Westmoreland (GA)

Rep. Heather Wilson (NM)


Rep. Robert Wittman (VA)


Rep. Frank R. Wolf (VA)


Rep. David Wu (OR)

Rep. Albert Russell Wynn (MD)

Rep C.W. Bill Young (FL)
In the Senate:



Sen. Debbie Stabenow (MI) Sponsor
Sen. Johnny Isakson (GA) Sponsor




Sen. Jeff Bingaman (NM)


Sen. Barbara Boxer (CA)

Sen. Sherrod Brown (OH)


Sen. Maria Cantwell (WA)

Sen. Saxby Chambliss (GA)


Sen. Dianne Feinstein (CA)

Sen. John Kerry (MA)



Sen. Frank Lautenberg (NJ)

Sen. Joseph Lieberman (CT)


Sen. Robert Menendez (NJ)

Sen. Patty Murray (WA)


Sen. Jack Reed (RI)

Sen. Bernard Sanders (VT)


Sen. John Warner (VA)
Sen. Jim Webb (VA)



Sen. Sheldon Whitehouse (RI)
Here are a few simple steps:
1. Write your letter based on the draft letter attached.  If you are unsure of who your Member of Congress and Senators are please feel free to contact us and we will help you figure that out.  

2. We encourage you to make your letter as personal as possible, feel free to add your personal story or send pictures along with your letter.
3. Once you have completed your letter, if you have email, please email your letter to your Member of Congress and Senators.  Or if you prefer, fax your signed letters to your Member of Congress and Senators.  Your Member of Congress and Senators e-mail and fax number can be found on the House of Representatives website www.house.gov or Senate website www.senate.gov.  If you send by mail, please note that mail in the U.S. Capitol is still being screened for anthrax so it often takes weeks to get there!  So if you can, please email or fax!

4. Lastly, let us know when you have sent the letter via email or fax!

5. As Members of Congress and Senators sign on to be Cosponsors of “The SMA Treatment Acceleration Act”, we will send you updates!  When you see your Members of Congress and Senators names, you will know that these few minutes have been worth your time!  And if you don’t see their names, we will ask that you contact them again to remind them of your request!

6. Remember, you are their constituent and their job is to help address the issues you care most about.
NOTE: The yellow highlighted areas should be changed/personalized. 

Date 

The Honorable ________

Member of Congress/United States Senate
__________ House/Senate Office Building

Washington, DC 20515 (House)/20510 (Senate)
Dear Congress(wo)man/Senator ________:



As your constituent, I am writing to you today to ask you for your cosponsorship of H.R. 3334/S. 2042 “The SMA Treatment Acceleration Act”, which has been introduced by Congressman Patrick Kennedy (D-1st-RI) and Congressman Eric Cantor (R-7th-VA) in the U.S. House of Representatives/Senator Debbie Stabenow (D-MI) and Senator Johnny Isakson (R-GA) in the U.S. Senate.  This Act will go a long way in our efforts to find a cure for Spinal Muscular Atrophy (SMA), the leading genetic killer of children under the age of two.

[If you wish, this is the ideal place to insert a few lines about your personal experience with SMA.]
As you may know, SMA is a hereditary disorder that destroys the nerves controlling voluntary muscle movement.  It is the number one genetic killer of children under the age of two.  SMA is a relatively common “rare disorder.”  It is estimated that SMA occurs in about 1 in every 6,000 births.  Approximately 1 in 40 individuals (7.5 million Americans) carry the gene that causes SMA, making it the second most common autosomal recessive genetic disorder.  This incidence rate shows neither racial nor gender bias.

Presently, there is no known treatment for SMA, though there have been several exciting research breakthroughs over the past decade.  Among more than 600 neurological disorders, SMA has been singled out by the National Institutes of Health as the disease closest to treatment based on scientists’ advanced genetic understanding of the disease. 

In order to support the investigators, clinicians, and families who are working to find a treatment or cure for SMA, the SMA community, including Families of SMA, the SMA Foundation, and Fight SMA, has united behind the “The SMA Treatment Acceleration Act.”  Specifically, “The SMA Treatment Acceleration Act” would provide for the following:

· Federal support for a national clinical trials network for SMA; 

· Federal support to enhance the existing SMA patient registry and for expanded research on the epidemiology of SMA; 

· Establishes an SMA Coordinating Committee to include federal agencies, SMA researchers, and SMA families; 

· Establishes a trans-Institute research collaboration at NIH under the Director of NIH to ensure all relevant Institutes at NIH are contributing and collaborating on SMA research; 

· Requires the Secretary of the U.S. Department of Health and Human Services (HHS) to study and report to Congress on ways to improve existing incentives, as well as to recommend additional incentives, necessary to promote SMA drug development among private industry; 

· Lastly, the bill provides for the Secretary of HHS to establish a program to provide information and education on SMA to health professionals and the general public 

We are excited about this legislation and to that end; we encourage you to sign on as a Cosponsor to the “The SMA Treatment Acceleration Act.”  If you are interested in Cosponsoring or if you have any questions feel free to contact Rachael Bornstein in Congressmen Kennedy’s office at (202) 225-4911 or Lindsay Shore in Congressman Cantor’s office at (202) 225-2815/Oliver Kim in Senator Stabenow’s office at (202) 224-4822 or Tyler Thompson in Senator Isakson’s office at (202) 224-3643.
With your help, there is real hope for finding a cure for SMA.  Thank you for your help!

Sincerely,

Name

Home Address

City, State, Zip

Email address (for response)
