
Protecting America’s Cancer Intelligence Network: 
Understanding Cancer Surveillance and the Power of 

Advocacy

Lori Swain MS, Executive Director  - NCRA



• A LITTLE ABOUT NCRA

• OVERVIEW OF CANCER SURVEILLANCE

• NCRA’S WORK IN PROTECTING CANCER SURVEILLANCE



Who we are



Vision 
Statement 

Making 
Oncology 
Data Matter.



Engage and advance 
our community 
through innovation, 
education, 
credentialing, 
advocacy, 
and alliances.

Mission 
Statement 



Membership
Innovation
Education
Credentialing
Professional Development

Alliances and Advocacy
Organizational Sustainability 
and Governance

Seven 
Strategic 
Goals



What is the Cancer 
Surveillance System?



What Cancer Registries Do
The foundation of the nation’s cancer intelligence 
network• Collect and analyze information on every newly diagnosed 
cancer.
• Help answer: who develops cancer, where it occurs, how it is 
treated, and whether outcomes are improving.
• Provide the only source of information on all Americans for 
measuring incidence, survival, disparities, treatment patterns, 
and long-term cancer trends.
• Create standardized, research-ready information used across 
clinical care, research, public health, and policy.



How the National Cancer Surveillance System Works

Hospitals &
providers

State cancer
registries

NPCR + SEER
support

National 
cancer
intelligence

Workforce
Cancer registrars 
interpret complex 
clinical information, 
abstract and code 
diagnosis, staging, 
treatment and 
outcomes, and 
support quality 
assurance and data 
management.



Why Cancer Registries Matter
From surveillance data to prevention, research, and better care

Measure the burden
Track cancer incidence, disparities, 
outcomes, and emerging trends.

Guide action
Inform prevention and control 
priorities, public health policy, and 
interventions.

Advance research
Support studies of prevention, 
causes, treatment outcomes, 
survivorship, access, quality, and 
environmental exposures.

Build knowledge
Registry data have contributed to advances in cancer genetics, screening, new 
treatments, survivorship, and population health.



Patient & Community Benefits

• Represent populations that can otherwise be missed, including rural, 
frontier, Tribal, and other communities with limited healthcare access.
• Provide longitudinal, disease-specific outcomes that can help 
physicians and patients understand prognosis at diagnosis or when 
cancer progresses.
• Reveal geographic and healthcare-system gaps in incidence, screening, 
treatment, and outcomes.
• Support local planning and investment in prevention, screening, 
treatment, and survivorship programs.
• Guide screening recommendations, resource allocation, and quality-
improvement efforts.



Specialty Registries & Federal Investigations

• Population-based cancer registry infrastructure supports specialty registries and 
investigations involving children, firefighters, veterans, military personnel, 
mesothelioma patients, first responders, and other populations with unique health 
risks.
• These data help researchers identify cancer risks, evaluate outcomes, and generate 
evidence for prevention strategies and healthcare planning.
• Registry infrastructure can support compensation programs and public health 
interventions.
• Registry records are being used to support the Radiation Exposure Compensation Act 
(RECA), including disease verification and claim evaluation by the Department of 
Justice.
• Long-term registry surveillance is also needed to evaluate health consequences of 
radiation exposure.



Why Federal Support Matters
NPCR and SEER provide complementary national infrastructure

NPCR
Supports nationwide population-based cancer 
surveillance infrastructure and enables every 
state to participate in a high-quality, 
standardized national reporting system.

SEER
Enhances the value of registry data through 
scientific discovery, data linkages, technology 
infrastructure, health disparities research, and 
population-based studies.

State registries
States provide supportive funding in many cases, but the source states that central registries 
could not solely deliver the multi-faceted national surveillance approach without federal 
NPCR and SEER support.



The Capacity Challenge
Growing responsibilities, constrained resources

More cancer cases
The source cites an 
expectation of more than 2.1 
million new U.S. cancer cases 
in 2026.

More demands
Registries are expected to 
deliver more timely and 
comprehensive data, support 
more research, adopt 
technology, improve 
interoperability, and address 
emerging public health 
challenges.

Funding pressure
The source states NPCR 
funding has remained 
essentially flat for five years, 
while SEER funding has been 
reduced over the past two 
years.

Capacity effects
The document warns that some effects may not become evident for years as 
workforce expertise, technology capabilities, and quality-assurance capacity 
decline over time.



The Core Message
Cancer registries are not merely databases.
They are the nation’s cancer intelligence network—providing evidence to understand cancer 
risk,

 improve care, advance research, guide policy, support RECA and other exposure-related 
programs,

 and improve outcomes.

Sustained and increased investment protects the surveillance infrastructure needed for 
emerging

 threats, scientific research, and future generations.



NCRA 
Advocacy



Background– Built 
Rationale for Action

January 2025 Change in Administration
• Moratorium on Federal Agency Communication (Feb)
• RIF and CDC (Feb)
• SEER Contract Cuts (Feb/March)
• Remote Work Order Rescinded (Feb/ March)
• May 2, 2026 Proposed FY 26 Budget
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The Budget eliminates duplicative, DEI, or simply unnecessary 
programs, including: the National Center for Chronic Diseases 
Prevention and Health Promotion; National Center for 
Environmental Health; National Center for Injury Prevention and 
Control;

2026 (Released May 2, 2025)
NCI cut 40%
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2025 Efforts 
– Shifting 
Approach

• Hill Meetings
• Recruiting Volunteers
• Collateral Development

• Update Letter Writing Effort
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Efforts for 
FY27

• Not losing touch with the facts - 
• 2025 SEER $ Cut/2026 SEER $ Cut
• CDC-NPCR eliminated in the FY26 

Proposed Budget 
• We had a winning strategy
___________________________
• What would the White House do 

for FY 27?
• How do we prepare?
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Pre-White 
House FY 27 
Proposed 
Budget 

•Closed on a strategy to 
better support SEER

•Aligned with the OVAC 
increase for CDC-NPCR

•Updated collateral
•Recruited constituent 
volunteers/ meetings

Waited for White House 
budget
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Work Still 
Needed - 
House

•Convince the House to 
buy into our SEER 
Strategy

•Convince the House to 
do more than the 
White House on CDC-
NPCR
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Partial Success – House!
• Convince the House to buy into our SEER Strategy
• Convince the House to do more than the White House on CDC-

NPCR
• SEER Strategy - The Committee recognizes the importance of the NCI 

Surveillance, Epidemiology, and End Results (SEER) program for building 
and maintaining a comprehensive, population-based database on cancer 
incidence, prevalence, and patient survival. The program provides 
valuable information used by researchers, clinicians, and others on trends 
in cancer rates, including for different population groups such as children, 
as well as information on the stage of disease individuals have at diagnosis 
and how that has changed over time. The Committee urges continued 
funding for SEER at levels necessary to continue nationwide cancer 
surveillance activities. The Committee particularly encourages continued 
assessment of the need for ongoing research in this area, especially in 
areas with high prevalence of cancer, including pediatric cancers.
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Work Still 
Needed - 
Senate

•Convince the Senate to 
buy into our SEER 
Strategy (that the House 
already did)

•Convince the Senate to 
do more than the White 
House or the House on 
CDC-NPCR
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Work Still 
Needed – 
FY28

• Influence the White 
House

•Sign on letter
•Wait and see!
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In Closing
• We have demonstrated our ability to be 

successful
• Need to keep on getting “wins”
• Our membership being willing to 

participate is key
• Our work is not done
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Our work is 
recognized



NCRA Video
https://tinyurl.com/What-is-NCRA

https://tinyurl.com/What-is-NCRA
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"A small group of thoughtful 
people could change the world." 
~ Margaret Mead



Questions
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