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Two Legislative Asks

• Comprehensive Cancer Survivorship Act (HR 4363 / S 2213)

• Cancer Care Planning & Communications Act (HR 5183) 

@CancerAdvocacy
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Comprehensive Cancer Survivorship Act 

(HR 4363 / S 2213)

• Bipartisan legislation first introduced December 2022 and 
again in June 2023

• Introduced by Representatives Debbie Wasserman Schultz 
(D-FL), Brian Fitzpatrick (R-PA), and Mark DeSaulnier (D-CA) 
and Senators Amy Klobuchar (D-MN) and Ben Cardin (D-MD)

• Seeking additional cosponsors in the House

• Seeking Senate Republican to lead in the Senate
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What Does the CCSA Do?

• Addresses the health of cancer survivors 
throughout the entire continuum of care –
from diagnosis to active treatment and post-
treatment 

• Aims to close many of the gaps survivors 
face to improve survivorship, treatment, and 
transition for all cancer survivors. 

@CancerAdvocacy
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What’s in the CCSA?

• Coverage cancer care planning 
and communication

• Survivorship transition tools

• Alternative payment model

• Survivorship navigation

• Survivorship care demonstration 
program

• Employment assistance program

@CancerAdvocacy

• Adult cancer survivorship study

• Survivorship progress report

• Easing transition to primary care 
for children with cancer

• Childhood cancer demonstration 
model and standard of care

• Medicaid coverage of fertility 
preservation
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Cancer Care Planning and Communication

• Creates Medicare service and payment for care 

planning and coordination services to help improve 

coordination of care and transition to primary care.

• Cancer care planning has been identified as an 

element of quality cancer care. 

• In the NCCS 2020 State of Survivorship Survey, 

only 17% of survivors said they received a 

survivorship care plan. 

• Without a written plan, survivors are left to navigate 

their cancer diagnosis without clear direction.

@CancerAdvocacy
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Cancer Care Planning and Communication
• Will help cancer patients by supplying them a 

tangible plan or roadmap.

• Will promote shared decision-making between 
patients and their cancer care teams so patients 
are not left in the dark.

• Will empower patients with information necessary 
to help manage and coordinate their care.

• Will help providers deliver the right care at the 
right time, better coordinate a patient’s care, and 
use resources effectively. 

@CancerAdvocacy
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Adult Cancer Survivorship Study

• Requires an analysis to assess the benefits of creating an adult 
version of the Childhood Cancer Survivor Study.

• The study would collect information about late and long-term effects 
of cancer to:

• Help better understand these effects

• Improve treatments and interventions to increase survival, minimize 
harmful health effects, and improve quality of life

@CancerAdvocacy
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Adult Cancer Survivorship Study

• Survivors are at risk of developing future 
health problems due to their cancer 
treatment, often decades after completing 
treatment. 

• This study would provide data and insights to 
help survivors and their health care providers 
make informed decisions about their care. 

• It would help ensure future cancer survivors 
have access to the best possible care.

@CancerAdvocacy
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Cancer Care Planning & Communications 

Act (HR 5183)

• Introduced by Congressman Mark DeSaulnier (D-CA) 
in August 2023

• NCCS has advocated for cancer care planning for 
many years

• Seeking additional cosponsors in the House

• Seeking champions to introduce in the Senate

@CancerAdvocacy
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118th Congress
House of Representatives
• 435 representatives

• 218 Republicans

• 213 Democrats

• 4 vacant seats

• 6 non-voting members (e.g. PR, DC, Guam)

Senate
• 100 senators

• 48 Democrats

• 3 Independents (caucus with Ds)

• 49 Republicans

• VP Harris casts tie-breaking votes

@CancerAdvocacy
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How Congress Works

@CancerAdvocacy
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@CancerAdvocacyBish, Randy. “Broken Congress,” Cagle.com, 15 Oct. 2013, www.cagle.com/randy-bish/2013/10/broken-congress.



canceradvocacy.org

Who will you meet with in Legislative Offices?
• Member 

• Chief of Staff

• Legislative Director (LD)

• Health Legislative Assistant (HLA)

• Fellow

• Legislative Assistant (LA)

• Legislative Correspondent (LC)

• Staff Assistant

@CancerAdvocacy
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The Meeting
• Brief introductions (name, city, 

connection to cancer, NCCS advocate)

• State the purpose of the meeting 

• Share your story

• Make the ask OR thank them if they are already 

cosponsor

• House: Will you cosponsor the CCSA and the 
CCPCA?

• Senate: Will you cosponsor the CCSA and 
introduce the CCPCA?

@CancerAdvocacy
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Telling Your Story

@CancerAdvocacy

NCCS’ Telling Your Story Worksheet can 
help you identify the key pieces of your 
story while also keeping your story 
concise and compelling.
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How to End the Meeting
• Share that NCCS will follow up to answer 

any policy questions they may have.

• Thank the staff member(s) for their time.

• Ask if they are willing to take a photo 
with the group.

@CancerAdvocacy
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DOs for Hill Meetings

• Be prepared

• Be on time

• Be flexible 

• Be respectful

• Be concise

@CancerAdvocacy

• Share the spotlight

• Be responsive

• Be appreciative

• Use social media

• Follow up
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DON’Ts for Hill Meetings

• Overload the Hill visit with other issues

• Expect your legislator or staffer to be an expert on the issue

• Be afraid to say “I don’t know” 

• Be offended if your legislator is unable to meet with you

• Confront, threaten, or pressure

@CancerAdvocacy
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Questions you may get asked?

• What is the difference between Survivorship Navigation and 
the new patient navigation codes implemented this year?

• What is the CBO Score?

@CancerAdvocacy



canceradvocacy.org

 Beginning January 1, 2024, the Medicare physician fee schedule includes codes for patient 

navigation and community health integration (to address social determinants of health)

 Payment is made to physicians or other qualified Medicare providers, but services may be 

provided by lay navigators with appropriate training

 These new payment codes, advanced by President Biden, hold the promise of addressing 

certain needs of cancer patients during treatment and improving quality of care

 Implementation of new codes is always challenging, and NCCS is engaging in patient and 

provider education to enhance code utilization

 There are limits to the use of the new codes for survivorship care, and there remains a need 

for planning and coordination services for cancer survivors

@CancerAdvocacy

Reforms of Medicare Payment to Encourage Patient  Navigation
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After the Meeting
• Tweet to thank your legislator for the 

meeting and restate the ask
• Send thank-you emails
• Follow up with Hill and NCCS staff on 

action items, if any
• If your member takes action, thank them 

and their staff
• Complete Surveys in Soapbox Portal
• Upload Photos in Soapbox Portal

@CancerAdvocacy



canceradvocacy.org

Logistics
• Buses
• One-Pagers
• Getting around
• If you have a 4:30 meeting, text Elena (978-618-3032)

@CancerAdvocacy
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Soapbox
Mobile 

Tool®

 Nothing to download or install

 Works on any browser/phone

 Just go to sboxmobile.com

Schedule

Feedback

Log-In

s b ox m o b i l e . c o m



Building & Room Number

Key Committee Members

Bill Co-Sponsors / Caucus Members / Etc.

Rep. or Sen. | (w/ Member or Staff & Title)

Log-In

Feedback

Schedule



Log-In

Schedule

Feedback



Y O UR  S C H E DU L E

Mobile Tool® code | Help Desk phone number

Team (for all House meetings)

Meeting times | Location | Staffing | Co-Sponsors

Key Committees

Other Abbreviations

Name | District



CA PITOL H IL L
MAP

Ent rance

Acces s ib le  

Food/Dr ink

Es t .  Wa lk ing  T ime



1. Put unclaimed schedules back in envelope..
2. Drop a business card from anyone who didn’t get a schedule in the envelope.
3. Gather any other questions or needs from your state (especially any meetings 

nobody will attend.)

Pull schedules out of envelope and 
distribute by name.
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Bring your envelope back to the Help Desk to check in
(even if it is empty)

& TE AM CH ECK - I N

S CHE DUL E DIS TR I BU TI ON
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A.

B.

C.



THANK YOU

Soapbox Help Desk

(202) 362-5910


