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NCCS Cancer Policy & Advocacy Team

• 2014: Inaugural training

• 2015: Added Hill Day; expanded from 
annual training to year-round program of 
engagement

• 2016: Included medical students from the 
Cancer in the Under-Privileged, Indigent, 
or Disadvantaged (CUPID) program

• 2017: Advocated to protect Affordable 
Care Act (ACA) during repeal efforts

• 2018: Advocates participated in press 
conference on pre-existing conditions



Who Has Attended All Six Years? 



Five-Year Attendees
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Agenda Overview – Day 1

• We have a packed agenda! 

• There are a few breaks – take additional breaks if you need them.

• Advocate Panel

• Health Policy Outlook for 2019

• Keynote - Disparities in Cancer Care and Outcomes 
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Agenda Overview – Day 1

• Communications Breakouts
• Your Story in a Nutshell (for first-time attendees) – Madison Room 

• Media Training – Telling Your Story 

• Congressional Cancer Survivors Caucus
• Congressmen Mark DeSaulnier (D-CA) & Buddy Carter (R-GA)

• Staging Your Impact – Meeting with Policymakers

• Grief and the Cancer Care Journey
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Agenda Overview – Day 1

• Break/Reception – Ballroom I

• Dinner 

• Improving Doctor/Patient Communication
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Agenda Overview – Day 2

• Breakfast 

• Hill Prep & Rally
• Congressman Jamie Raskin (D-MD)

• Congresswoman Debbie Wasserman Schultz (D-FL)

• Hill Meetings
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Updates on NCCS Projects
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Elevating Survivorship

• Surveyed nearly 1,400 cancer survivors

• Association of Community Cancer Centers 
(ACCC) conducted provider survey

• Published article in ACCC’s Oncology 
Issues magazine

• Presented results presented to 
Congressional Cancer Survivors Caucus
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A patient- and advocate-led initiative to improve survivorship care in the United States



Elevating Survivorship

• Launched Speakers Bureau & Survivorship 
101 presentation template

• Recruited 10 Elevate Ambassadors from 
across the US to engage in projects to 
improve survivorship care at the local level

• Trained Elevate Ambassadors in April 2019 
in Arlington, VA
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A patient- and advocate-led initiative to improve survivorship care in the United States



Survey Results – Treatment Experiences
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• Patients report many physical and emotional side effects. Fatigue and 
anxiety top the list of both the most common and long term effects. 
These are also among the most severe side effects reported by 
patients.

• However, patients report that while healthcare providers are helpful 
at addressing their physical side effects such as nausea and vomiting, 
HCPs are far less helpful at addressing fatigue, anxiety, depression and 
cognitive effects.



Survey Results – Post-Treatment Experiences
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• Few feel very prepared for the transition to post-treatment, nor 
informed about how to manage their health post-treatment.

• While most patients have spoken to a healthcare provider about post-
treatment care, over half say they asked their doctor/HCP, and far 
fewer say their provider initiated these conversations. 

• Satisfaction with post-treatment care is varied, with few describing it 
as excellent. As a result, more rely on online sources for information 
rather than their HCPs.



Survey Results – Survivorship Needs

• When asked to identify their level of concern about a range of issues, financial 
issues tops the list (getting/keeping health insurance, having financial support), 
followed by managing ongoing side effects, uncertainty about the future, and 
having the energy to make it through the day.

• There is clearly a disconnect between patient concerns and support from HCPs.  
Less than a third rate their HCP as “very helpful” on their top issues.

• Many are interested in survivorship resources, especially programs for managing 
long-term symptoms, but few say these are available from the HCPs today.
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Survivorship Checklist
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OBJECTIVE:

Empower cancer survivors 
to take charge of their care 
with a simple checklist to 
navigate the complexities 

of cancer survivorship



Quality Measurement
Redefining Functional Status (RFS) Project
• Convened committee of 10 cancer survivors, representing different cancers and 

stages of disease, as well as Technical Expert Panel (TEP) of oncologists and 
quality measurement methodologists

• Conducted RAND Delphi survey process to reach consensus regarding priority 
areas for quality measurement related to functional status

• Convened patient committee for two-day meeting to discuss survey results and 
priorities for measurement, as well as additional recommendations
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Quality Measurement
Redefining Functional Status (RFS) Project
• Prioritized outcomes for measurement of RFS

• Physical function, pain, fatigue

• Cognitive functional, mental health, emotional health, depression

• Independence, control, resilience, grief

• Overall quality of life

• Currently evaluating validated surveys for best alignment with the conceptual 
definition

• Next step will be to develop patient-centered specifications for RFS outcome 
measures
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Engaging CPAT Members

• Nominations

• Media opportunities

• Webinars/Facebook Live

• Facebook Group

• CPAT Chronicles
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