
Preparing for
Legislative Advocacy
A video series providing strategies for success

Julie Rauch, RN, BCPA
ZebraAdvocate@gmail.com



Policy Research &
Issue Identification

Module 2



This module will include:

Identifing the needs of your community 

How to research and track legislation

How to research and track appropriations

Learning
Agenda



Each congressional session, bills are
passed that affect access to healthcare  

and funding for research & drug
development

Identifying the
Needs Of Your

Community



Where To Look

Rare Disease Legislative
Advocates

Their policy priorities reflect
the most pressing needs of the

rare disease community and
provide resources, webinar,

and policy primers

Take Action Center
They aim to make meaningful,

lasting change for chronic
disease patients from access

to adequate health care to
discrimination & the cost of

treatment

Action Campaigns,
Priorities & Positions

They work to influence policy
and legislation to reduce

barriers to care & improve the
quality of life of individuals

living with chronic pain



Bobby Jones Chiari &
Syringomyelia Foundation

The Foundation has funded millions of
dollars worth of research, education,

awareness and advocacy for patients
and families impacted by Chiari,

Syringomyelia, and related disorders.  

Where To Look

Craniocervical Instability Studies-
Retrospective
Prospective
Delphi Consensus Process 

Chiari Clinical Research Consortium

Chiari Surgical Success Scale

International Patient Registry

Annual Bobby Jones Chiari &
Syringomyelia Foundation

Think Tank Meeting

International CSF
Hydrodynamics Symposium



Prior authorization: a process health
insurers use to determine whether a

medication, treatment or service
prescribed by a doctor will be covered. 

Access to Telehealth: Examples include
virtual visits via video or telephone,

mobile applications and remote patient
monitoring.



One-Pagers
Policy Primer

Position Statement



Finding Bills That
Support Your

Community’s Needs
HOW TO FIND AND TRACK BILLS



Congress.gov



NAVIGATING LEGISLATION

Congress.gov

FILTERS:
Chamber- House or Senate
Bill Type
Subject- Policy Area
Committee & Subcommittee
Sponsor & Cosponsor
Party of Sponsor

https://history.house.gov/Education/Primary-Sources/Students-Guide/Types-of-Legislation/Student-Types/


Search
Example
Many people with Chiari,
Syringomyelia, and Ehlers-
Danlos Syndrome need to see
out of state physicians for
consultations or second
opinions. 

Telehealth is a great option if a
physical exam is not needed.



Search
Example

BILL NUMBER
TITLE SPONSOR/COSPONSOR

STATUS

DATE INTRODUCED
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Example



Congress.gov



Congress.gov



Search
Example

Get email alerts when
changes are made to

bills you want to follow.



Search
Example

Get email alerts when
changes are made to

bills you want to follow.



GovTrack.us



GovTrack.us



GovTrack.us



GovTrack.us



GovTrack.us



GovTrack.us



GovTrack.us



Secret SauceGovTrack.us



GovTrack.us



GovTrack.us



LegiScan.com



LegiScan.com





LegiScan.com



Congress.gov
State Government Websites

https://www.congress.gov/state-legislature-websites


Tracking
Appropriations



Tracking Appropriations



Tracking Appropriations
Appropriations

Status Table

https://www.congress.gov/crs-appropriations-status-table
https://www.congress.gov/crs-appropriations-status-table


Tracking Appropriations
Appropriations

Status Table

Appropriations
Resources Video

EveryCRSReport.com
Appropriations Guide

https://www.congress.gov/crs-appropriations-status-table
https://www.congress.gov/crs-appropriations-status-table
https://www.congress.gov/help/tips/appropriations-resources
https://www.congress.gov/help/tips/appropriations-resources
https://www.everycrsreport.com/reports/R47240.html
https://www.everycrsreport.com/reports/R47240.html


Tracking Appropriations



Tracking Appropriations



Understanding Appropriations



Key Points
1 Utilize resources to find relevant policies

2 Know how to find and track legislation

3 Learn about the bills and funding for your meetings

4 Tracking a bill's progress helps you know when and how to act.



TRACKING LEGISLATION

Step 1: Identify the Bill

Where to Search
• Congress.gov – Official source for federal 

legislation.
• GovTrack.us – User-friendly summaries 

and tracking.
• LegiScan – Tracks state and federal bills.

Bill Information:
• Bill Number (e.g., H.R.1234 / S.5678)
• Bill Title
• Sponsor(s)
• Date Introduced
• Current Status (e.g., Introduced, In 

Committee, Passed House, etc.)

Step 2: Understand the Bill’s Purpose

Read the Bill Summary and/or Text
Use sources such as:
Congress.gov, LegiScan, GovTrack. and 
USASpending.gov

• What is the main goal of this bill?
• Who does this bill impact?
• What situation prompted its creation?

Tip: Set up bill tracking alerts on GovTrack, LegiScan, or Congress.gov for updates.

Step 3: Track the Bill’s Progress

Key Legislative Stages:
• Introduced – The bill is submitted in the 

House or Senate
• Committee Review – Assigned to a 

committee for discussion
• Floor Vote – Debated and voted on in the 

chamber (House/Senate)

• Other Chamber – If passed, sent to the 
other chamber for approval

• Presidential Action – If both chambers 
pass it, the president signs or vetoes it

• Where is the bill currently in the 
process?

Step 4: Identify Supporters & Opponents

• Who supports this bill? (Legislators, 
organizations, advocacy groups, etc.)

• Who opposes this bill? (Opposition 
groups, industries, etc.)

Tip: Check news articles, press releases, and organizational statements.

Step 5: Take Action

How can you advocate for or against this bill?
• Contact legislators
• Mobilize supporters through social media

• Write an op-ed or letter to the editor.
• Join or organize an advocacy campaign.
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