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Advocacy
Toolkit

Resources to Help Engage the
Spina Bifida Community
Effectively with Policy Makers and
Community Partners on Critical
Issues




Purpose:

This toolkit is designed to help advocates, families, and professionals in the
Spina Bifida community engage effectively with policymakers, community
partners, and the public on critical policy issues that affect people living with
disabilities.

Goals:

e Build confidence in advocacy and civic engagement

e Provide background on priority issues impacting individuals with Spina
Bifida.

o Offer practical tools for contacting legislators, writing letters, attending
meetings, and raising awareness.

Advocacy 101: Gelting Started

Advocacy means influencing public policy and decision-makers to create
positive change. Effective advocacy helps ensure that community voices are
represented when laws, budgets, and programs are created or changed. This
section helps you understand how the governemnt works and how to engage
effectively.

Tips for Effective Advocacy

e Know your issue: Be clear on the probelm and the change you want.

e Build relationships: Meet with legislators and staff regularly.

¢ Share your story: Real-life examples from constituents are powerful.

e Follow up: Send thank you notes and updates after meetings with
legislators and staff.

e Stay informed: Track bill numbers and progress through
https://nyassembly.gov/leg/ for state legislation and
https://www.congress.gov/ for federal legislation




US Federal Legislative Process

1.Bill is introduced by a Senator or Representative and receives a number.

2.The bill is sent to a committee that specializes in the topic and the
committee holds hearings, makes changes, and vote to move it forward.

3.The full House or Senate debates on the bill and if it passes one chamber
(Senate or House) it moves to the other for the same process.

4.1f the House and Senate pass different versions of the bill, they reconcile
differences in a conference committee.

5.Both chambers must approve the final version. The bill then goes to the
President to sign into law or veto. Congress can override a veto with a
two-thirds vote.

Find your U.S. Congress Member: https://www.congress.gov/members/find-
your-member

New York State How A BILL BECOMES A LAW

Legislature consists of:
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Find your Representatives:
https:/nyalliance.org/NY_Alliance_Government_Action_Center+#/legislators
Contact your NYS Senator: https:/www.nysenate.gov/find-my-senator
Contact your NYS Assembly Member:
https:/www.assembly.state.ny.us/mem/search/

Resources for Advocacy and Policy Information

New York State Resources

e https:/www.drny.org/

e https:/ilny.us/advocacy

e https:/www.ptopnys.org/resources/

o https:/www.disabilityresources.org/new-york.html
e https:/www.facebook.com/groups/NYADD/

e https://nydisabilityadvocates.com/
e https://thearcny.org/advocacy/
e https:/iacny.org/
Federal Resources
e https:/www.ancor.org/medicaid/
Budget Process Guide:
e https:/www.budget.ny.gov/citizen/process/process-agencyPrep.html




