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(202) 333-5750

spencer@fsma.org

FSMA Legislative Homepage:
www.fsma.org/FSMACommunity/Legislative/
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What Does “Legislative Affairs” Mean?

1. Track Legislation, regulations, and 
rulings of interest.

2. Advocate on behalf of SMA families 
with government officials and staff.

3. Organize grassroots
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Key Issues of Concern

� SMA Treatment Acceleration Act
� Newborn Screening
� National Institutes of Health funding
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SMA Treatment Acceleration Act of 
2009

� House of Representatives
• H.R. 2149 – Energy & Commerce Committee

- Health Subcommittee
• Rep. Patrick Kennedy (D-RI)
• Rep. Eric Cantor (R-VA)
• 17 Cosponsors

� Senate
• S. 1158 – HELP Committee
• Sen. Debbie Stabenow (D-MI)
• Sen. Johnny Isakson (R-GA)
• 4 Cosponsors



©2008 Families of SMA

SMA Treatment Acceleration Act

� Upgrade and unify clinical trials sites 
and networks to establish a national 
clinical trials network

� Upgrade patient registry
� SMA Coordinating Committee
� Trans-NIH collaboration
� Education and awareness
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Why Does Advocacy Matter?

� U.S. Government must address the needs of:
• Millions of Americans
• Infinite number of issues
• Hundreds of diseases and disorders

� Limitations:
• Time
• Money
• Manpower

� If you want your piece of the pie, you have to 
educate and advocate!
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Why Does Advocacy Matter?

� Passing legislation is hard
• 10,000 bills introduced each Congress
• 400 become law – 4% success rate

- Most successful bills are noncontroversial
- Health bills are more difficult to pass
- Disease-specific bills even harder
- Disease-specific for orphan diseases even 

harder
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How Do Members of Congress 
Decide Which Issues to Support?

� Serves a compelling national interest
� Strong local support from constituents
� Factually-based  
� Anecdotal evidence
� The SMA Treatment Acceleration Act of 

2009 meets any criteria that a Member 
might use



©2008 Families of SMA

How Do Members of Congress 
Decide Which Issues to Support?

� Constituent communications do make a 
difference!

� Just 5 – 10 communications can put an 
issue on a Member’s radar screen

� 20 – 100 communications is nearly 
always enough to sway a Member
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Background on Congress

What You Need to Know
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The Basics

House of Representatives
� 435 seats – elected by 

district
� Each district contains 

approximately 650,000 
people

� More populous states 
have larger delegations

� Reapportioned every 10 
years by state 

� 2-year term

Senate
� 100 seats – elected by 

state
� 2 Senators per state
� 6-year term 
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Division of Power

House of Representatives
� 256 Democrats
� 179 Republicans

� Democrats control 
agenda

� Majority Rules

Senate
� 57 Democrats
� 40 Republicans
� 2 Independents 

(Caucus w/ Democrats)
� 1 Seat Unfilled (MN)

� Democrats nearly at the 
needed 60 votes to be 
“filibuster-proof”
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Committee Structure

House of Representatives
� Appropriations

• Labor, Health & Human 
Services, and Education

� Energy & Commerce
• Health Subcommittee

� Ways & Means
• Health Subcommittee

� Education & Labor

Senate
� Appropriations

• Labor, Health & Human 
Services, and Education

� Health, Education, 
Labor, and Pensions 
(HELP)

� Finance
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Congressional Office / Staff Organization

� Washington, D.C. Office
• Policy

� State / District Offices
• Casework
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Washington Office Organization:
Legislative Staff
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Washington Office Staff:
Non-Legislative Staff
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State / District Office Staff
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How a Bill Becomes a Law
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How to Impact the Legislative Process

� Correspondence
• Mail
• Fax

• E-mail

� Phone Call
• Washington, D.C.

• District Office

� In Person Meeting
• Washington, D.C.

• District Office

• Public Event



©2008 Families of SMA

How to Impact the Legislative Process

Visit the FSMA Legislative Homepage:

www.fsma.org/FSMACommunity/Legislative/
ContactingCongress/
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Finding Your Members of Congress

� Everyone is represented by 1 Member 
of the House and 2 Senators

� House of Representatives
• www.house.gov (ZIP Code)
• www.usps.com (ZIP Code + 4)

� Senate
• www.senate.gov
• Click on “Senators”

� Visit their website
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Tips for Correspondence with Congress
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Tips for Correspondence with Congress

� It is best to use personal stationary or a personal e-
mail account 

� Include the following information in your letter or e-
mail 
• Your full name 
• Return mailing address 
• E-mail address 
• Phone number

� Be sure to address the letter properly 
• Use the Sample Letters on the FSMA Legislative Homepage

� Keep a hard copy of your letter for your records
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Tips for Correspondence with Congress

� Avoid sending “Snail Mail” to Washington, 
D.C.

• All mail sent to Congress is irradiated. Letters 
are delayed and frequently destroyed. 

� Faxes are the preferred mode of 
communication, but it is a good idea to 
follow up by phone. 

� E-mail: Many offices respond to email by 
traditional mail only or simply “tally” the 
email – check on the office policy.
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Tips for Correspondence with Congress

� Proper Form of Address for Members of the House of Representatives:

The Honorable [Full Name of Member]
United States House of Representatives
Washington, D.C. 20515

Dear Mr./Ms./ Mrs./Representative/Congressman/Congresswoman [Last Name of 
Member]:

� Proper Form of Address for Members of the Senate:

The Honorable [Full Name of Senator]
United States Senate
Washington, D.C. 20510

Dear Senator [Last Name of Senator]:
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Tips for Correspondence with Congress

� Top Ten List for Correspondence:

1. Always Be Polite
2. Be Clear as to Whom You Are and Why You Are Writing
3. Be Concise and Informed
4. Personalize Your Message
5. Be Honest and Accurate
6. Be Modest in Your Request
7. Be of Assistance and Serve as a Resource
8. Express Appreciation
9. Ask for a Response
10.Be Sure to Follow Up
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Tips for Phoning Congress

� Find the Member’s phone number for their Washington, D.C. and 
district / state office(s) on their website - call any office.

� Or, contact the Capitol Switchboard in Washington, D.C. (202-224-
3121) and ask to be connected to the Member's DC office. 

� You will very likely speak to a junior staff person or intern – it is their 
job to answer the phones and interact with constituents.

� Do not ask to speak to the Member unless you know him or 
her personally. 

� If you know or have previously met a legislative staff person in the 
office, you may ask to speak to him or her directly.
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Tips for Phoning Congress

Tips on What to Say

� Identify yourself as a constituent and briefly
explain your purpose for calling in no more 
than 30 seconds. 

� Make certain to highlight your “ask” (i.e., 
“please cosponsor the SMA Treatment 
Acceleration Act”). 

� All phone calls are “tallied” by the staff. You 
may request a written response.
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Tips for Phoning Congress

� Let’s Do It RIGHT NOW!!
• Call TODAY from the Conference
• Have 3 others call, too (family, friends, 

colleagues)
• Urge support for the SMA Treatment 

Acceleration Act
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Tips for In-Person Meetings
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Tips for In-Person Meetings

Scheduling a Meeting with Your Members of Congress

� Make an Appointment 
• Call the Member's Washington, D.C. or district/state office and ask 

to speak to the scheduler. 
• Explain to the scheduler that you are a constituent and would like to 

schedule a meeting with the Member. Be clear about which office. 
• The scheduler may ask for the meeting request to be made in 

writing - make certain that you receive a clear explanation of the 
office procedure for making a meeting request. 

• Be persistent and patient – they are very busy, so you will need to 
follow up. 

• You may meet with the Member's staff rather than the 
Member. Securing a meeting with the Member’s staff is NOT an 
insult – take advantage of the meeting to make your case.
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Tips for In-Person Meetings

� Be Prompt, Patient, and Polite 
• You have to be on time for the meeting; they do not. 
• Anger is not an effective advocacy tool, so focus on the positive.

� Be Prepared and Concise 
• You probably have no more than 15 minutes. 
• Make sure to have your facts straight - prepare "talking points".

� Be Responsive 
• Answer any questions to the best of your abilities. 
• If you do not know the answer to something, say so and offer to get 

back to them. 
• Provide “Leave-Behind” materials (e.g., a "one-pager"). 
• Offer yourself as a resource to the Member and his/her staff.
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Tips for In-Person Meetings

� Follow Up! 
• Collect business cards from everyone in the 

meeting. 
• Write detailed thank you letters to the Member and 

staff. 
• Hold the Member and his/her staff accountable -

regularly follow up if specific action was promised 
and not delivered. Be firm but polite. 

• Let Families of SMA know about your meeting and 
the outcome.
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Tips for In-Person Meetings

Town Hall Meetings

� Members of Congress frequently hold public town hall meetings 
in their Congressional District or State to meet and interact with 
their constituents.

� Contact the Member's District/State office by phone and ask for 
a schedule of the member’s town hall meetings.

� If you can attend, ask a question during Q&A or approach the 
Member during Meet & Greet to discuss your family and SMA.
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Tips for In-Person Meetings

� Here are some tips to remember when interacting 
with the Member at a town hall meeting:

• Be friendly and concise - remember to be respectful of the 
Member's time. 

• Do not be afraid to request the Member's support for a 
specific legislative or policy item. 

• It is a good idea to interact with the Member's staff, too. 
• Ask the Member's staff for their business card. 
• Ask the Member or their staff for the name of the appropriate 

staff in the Washington, D.C. office. 
• Follow up with a thank you letter to the Member and staff.
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How Else Can I Get Involved Politically?

� Politicians Want Your Support!
� Take Advantage – attend a political event and 

tell your story
• Federal Elections Take Place Every 2 Years
• The Politicking Never Ends!

� Invite Local Politicians to a Walk and Roll or 
Other Event 
• Politicians Appreciate Good Press Coverage
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How Else Can I Get Involved Politically?

� Know Your State Legislators
� Know Your Local Leaders
� Remember to Vote!
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You CAN Make a Difference!

� With your active support, the FSMA 
Legislative Agenda is made 
significantly stronger

� We need your participation in order to 
pass the SMA Treatment Acceleration 
Act!
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You CAN Make a Difference – and It 
is Easy to Do

� It takes no more than 5 minutes.
� Send an email while you’re waiting for 

the water to boil before dinner.
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Thank You For Listening!


