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Impact

• Delays software, edits, training, delay data collection

• Lack of coordination among cancer surveillance community

• Concern about quality data

• Workforce concerns

• Insufficient resources

• Ever increasing expectations
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Response

•NO changes in data collection until 2021

• Call for data

• Completeness measure 

• Strengthening partnerships

• We want to hear from you!



RELIABLE      TRUSTED      SCIENTIFIC      DCPC

Recover
• One Voice Against Cancer – focus is on registry - $70 M

• Alliance for Childhood Cancer
• STAR - $2 million

• AJCC executive meeting
• CDC, NCI met with leadership

• NCHS –modernizing death reporting system
• Pilot on cancer

• Association of Public Health Lab  
• Informatics messaging service

• Microsoft Headquarters 
• Seattle – invited use case



RELIABLE      TRUSTED      SCIENTIFIC      DCPC

Vision – Cancer Surveillance Branch

To provide informative and innovative
data and support for the benefit of 
cancer prevention and control
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• Dissemination

• USCS – new branding, more products

• Booths at national meetings

• New partners – MOU w/ ACS 

• Publication and presentations 

 30+ papers

 5 data briefs

 3 blogs

 20+ presentations

• Registry Operations 
• DP 17-1701 – Component 1 and 2

• 50 Success stories, 4 Town Hall calls, 4 
Newsletters

• Education – internal and external

• Data Collection and Reporting
• 36% Registries of Excellence, 44% 

Registry of Distinction – ALL registries 
included in USCS

• 45 states perform NDI linkage

• 43 states survival analytic database, 93% 
population coverage

• eMaRC, MU, RPUG calls and webinars, 
helpdesk

• IHS Linkages
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Public Use Databases – 2018 Metrics 
U.S. Cancer Statistics 

www.cdc.gov/cancer/public-use

• 190 requests for access
• ~50% academic or medical researcher
23% cancer or public health partner
22% pharma or private sector 

• 60% of users are new – no access to last year’s file

• 39 academic and 14 medical institutions represented

• 12 publications from extramural researchers

• Nearly 40k page views of website



U.S. Cancer Statistics 

Estimates by Congressional District

Estimated Death Rates 

www.cdc.gov/cancer/dataviz



Coming soon…



RELIABLE      TRUSTED      SCIENTIFIC      DCPC

NPCR Evaluation Projects at a Glance

17-1701 
NPCR 

Evaluation

Best Practices-
NACDD and 

NAACCR

5-year plan 
- Mixed 

methods 
approach

Feasibility 
Assessment 

Costs of 
Electronic 

Cancer 
Registry 

Reporting
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CDC’s Strategies to Improve Cancer Data and Reporting

Implement ePath/biomarker reporting from laboratoriesImplement ePath/biomarker reporting from laboratoriesImplement ePath/biomarker reporting from laboratoriesImplement ePath/biomarker reporting from laboratories

Implement eImplement eImplement eImplement e----reporting from Physician EHRsreporting from Physician EHRsreporting from Physician EHRsreporting from Physician EHRs

Explore use of IHE/HL7 FHIR Structured Data CaptureExplore use of IHE/HL7 FHIR Structured Data CaptureExplore use of IHE/HL7 FHIR Structured Data CaptureExplore use of IHE/HL7 FHIR Structured Data Capture

Develop software to process HL7 2.x and HL7 CDADevelop software to process HL7 2.x and HL7 CDADevelop software to process HL7 2.x and HL7 CDADevelop software to process HL7 2.x and HL7 CDA

Natural Language Processing Web ServiceNatural Language Processing Web ServiceNatural Language Processing Web ServiceNatural Language Processing Web Service



Example of real-time reporting 



Surveillance Systems
Collecting stage

And MANY other data items

Clinicians 
Staging patients

Planning care

AJCC Cancer Staging 

TNM Staging

Prognostic Factors

Surveillance:  We are all in this together




