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The President’s Message 

 
Winny Roshala, BA, CTR 
NAACCR President 
wroshala@crgc-cancer.org 

 

It is truly unbelievable that we are already in the 
Fall season! It’s my personal favorite season of the 
year, as we transition from the summer heat to the 
crisp air, leaves changing vibrant colors, pumpkins, 
and the scent of cinnamon, baking apples, and 
comfort foods! 
 
As NAACCR moves forward with a new Strategic 
Management Plan (SMP), the Steering Committees 
have been working diligently to incorporate 
elements into their work plans. No easy feat! 
Kudos to all Steering Committee chairs and co-
chairs for their efforts to align their priority areas 
toward the next NAACCR odyssey. Transitioning the 
current SMP to a more visionary document will be 
our focus for the next three years. Again, no easy 
feat, but now is the time to create a new road map 
to sustain NAACCR well into the future.

This season also brings about preparation for our second data submission during the COVID pandemic. This 
data submission of 2019 cases reflects the last complete year of cancer data before the pandemic emerged in 
2020. What challenges did your registry encounter in procuring 2019 cancer data? What are your strategies 
for assessing the impact of the COVID pandemic on 2020 completeness for your registry? Always many 
questions to ponder and evaluate. NAACCR is working with the other standard setting agencies to look at the 
potential impact of 2020 estimated completeness, how can we evaluate 2020 completeness and discuss 
whether the 2020 data can be published. 
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NAACCR is looking for new innovations to make the data we so diligently collect and process more 
consumable for users. We are also assessing the current cancer surveillance model, to identify gaps, 
redundancies and areas for improvement opportunities. Let me know if you have specific ideas! 

Our field continues to evolve and challenges us daily! Thinking outside the box to get the job done has become 
the new norm! NAACCR’s strength has always been its members’ willingness to share and assist each other to 
seek solutions. Let’s continue to share and seek innovations to work smarter, not harder and ensure a 
sustainable future for cancer surveillance! Please contact me should you have any questions, comments or 
suggestions at wroshala@crgc-cancer.org 

Stay safe and enjoy your Fall season! 

Winny Roshala, BA, CTR 

Nominations and Elections for 2022 NAACCR Board of Director Positions 

Nominations and Elections for 2022 NAACCR Board of Director Positions 

The NAACCR Nominating Committee is kicking-off the annual process of encouraging dedicated individuals to 
consider serving on the NAACCR Board of Directors. The Committee is seeking nominees to run for election to 
four key leadership roles that will be open in 2022. Our organization will be selecting a President-Elect who 
will begin a four-year term: the first year preparing for two years as President, followed by one year as Past-
President. We will also be filling three (3) Representative-At-Large positions. And, as outlined in the bylaws, 
the general election will include the selection of three (3) people for the 2022-2023 Nominating Committee. 

For decades, NAACCR has been a unique and innovative partner in the ever-changing cancer surveillance 
world and a strong and diverse leadership is essential. NAACCR recognizes that it is fortunate to have 
knowledgeable and devoted members who volunteer in various capacities including committees and 
workgroups. One of the many important ways that volunteers contribute to NAACCR is by serving on the 
Board of Directors. Through guiding existing programs and identifying future opportunities, Board members 
play a pivotal role in governing NAACCR affairs and moving the organization forward. 

Please consider recommending a qualified colleague for one of the four 2022 vacancies on the Board. Or 
nominate yourself! If you would like to get more involved but have limited time, serving on the Nominating 
Committee may be a perfect way for you to contribute. For additional information on duties and eligibility of 
NAACCR Board positions and for the Nominating Committee, and the Nomination Form, click here. The 
deadline for receipt of nomination is 5:00 PM ET Friday, December 10, 2021. 

If you have issues with the nomination form, contact Tyler Scott (tscott@naaccr.org). If you have questions 
about the positions or the process, please contact a nominating committee member. 

April Austin, Chair 
New York State Cancer Registry 
april.austin@health.ny.gov 

Deborah Hurley 
South Carolina Central Cancer Registry 
hurleydm@dhec.sc.gov 
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Kim A Vriends 
Prince Edward Island Cancer Registry 
kavriends@gov.pe.ca 

 

Tricia Kulmacz has Joined the NAACCR Staff 

 
Tricia Kulmacz has joined the NAACCR staff in Springfield, Illinois full-time as an 
Administrative Coordinator. She is not new, as she has worked with NAACCR in 
various roles since 2001. Her position will support the Executive Office staff in a 
variety of functions to enhance NAACCR’s volunteer services and activities. 

In her spare time, she enjoys crafting, cycling and volunteer work, but most of the 
time is spent raising her 2 girls in middle and high school with her husband Tom in 
Springfield. 

 

 

 

 

NAACCR Member Ambassador Program (MAP): Did You Know? 

You can join NAACCR’s committees, workgroups, and task forces as long as you belong to a member 
organization. Any staff of a member organization can volunteer – you don’t have to be a director or manager. 

NAACCR has five membership categories: 

 Full Member Organizations are central registries in the 
United States (Territories) or Canada, which are or have 
the potential to become population-based registries. 

 Sponsoring Member Organizations are national 
professional or national governmental organizations 
primarily involved in any of the following areas: cancer 
surveillance or registration, cancer epidemiology, 
patient care, cancer control, professional education, 
research, or biostatistics. 

 Sustaining Member Organizations are organizations 
interested in promoting the purposes of the 
Association. 

 International Membership is available to individuals or 
organizations from countries other than the United 
States (Territories) and Canada. 
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 Individual Members are those persons who are not currently working in a member organization who 
have demonstrated career and professional commitments and interests that are consistent with or 
complementary to those of NAACCR. 

If you want to get more involved in NAACCR and you or your organization meets one of the membership 
categories above, contact MAP by going to our page on the NAACCR website and complete the form 
(naaccr.org/member-ambassador-program). One of the MAP members will connect with you to begin your 
new adventure. 

Not sure if you belong to a member organization, or want to find out more about becoming a member? 
Contact the NAACCR Office at 217-698-0800 or info@naaccr.org. 

Let us help you start your NAACCR journey today! 

 Deirdre Rogers, PhD, CTR, (Director, Mississippi Cancer Registry) 
 Kyle Ziegler, BS, CTR, (Director, Data Management, Cancer Registry of Greater California) 
 Angela Meisner, MPH (Senior Epidemiologist, New Mexico Tumor Registry and NAACCR 

Representative-At-Large) 

 

NAACCR Research and Data Use Update 

 
 
Recinda Sherman, MPH, PhD, CTR 
NAACCR Program Manager of Data Use and Research 
rsherman@naaccr.org 

 

 

With Halloween upon us, I would like to voice my support for the frequently slandered spider. Spiders deserve 
our backing, as many of them provide us with free, in-home pest control. And it turns out that some spiders 
are just as frightened of themselves as we are of them (read about it here: spiders are scaredy cats). If that 
weren’t enough, it turns out that assassin bugs stealthily stalk arachnids around their own homes-er webs! 
These wily “hit bugs” sneak up and tap hapless spiders on their spidey shoulders. This befuddles our 8-legged 
heroes long enough for the mean ole bugs to inject a lethal dose of venom (read about it here: straight up 
assassins). So hug all your arthropods, but especially your Araneae. And now…back to cancer-related stuff. 

NAACCR CALL FOR DATA 

We do have one new resource this year that was developed after our September 2021 Call for Data 
Instructional Webinar. To assist in deduplication, we have instructions and materials to provide registries the 
option of using Match*Pro for both full deduplication of the registry data as well as apply the CFD 
Deduplication Protocol. We appreciate any feedback on these tools you may have. 

This year we requesting all registries submit 12-month data for cases diagnosed in 2020 to help us get an early 
assessment of the impact of Covid-19 on both cancer surveillance and outcomes. We will happily accept the 
2020 cases as late as January 31, 2022. 
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CINA RESEARCH NETWORK 

RDU has a new work group—CiNA Research Network. The essential work of this group is defined in its charter 
as identifying topics for scientific publications that describe the data and methodology used to generate CiNA 
data and the CiNA Monographs. This work group will also identify topics beyond the CiNA Monograph that are 
appropriate for publication, either as NAACCR CiNA products or peer-reviewed manuscripts. CiNA Research 
Network will coordinate these CiNA-supported publications to encourage appropriate application of methods, 
use of data, and interpretation of results. CiNA Research Network has two areas of emphasis: 1) to foster 
collaboration across cancer registries and professional generations; and 2) to encourage a diverse range of 
registry and investigator perspectives. Once CiNA Research Network has developed a work plan, we will be 
actively recruiting for new members to this group. So keep an eye out for the solicitation of interest from the 
Members Ambassadors Program (MAP). 

NAACCR TALKS 

NAACCR Talks, the NAACCR webinars that focus on research and data use topics, are moving to a new time 
slot—Mondays at 2pm EST. NAACCR Talks are announced via the general listserv but you can always look on 
our Upcoming Events section in our Education & Training Portal to register for future NAACCR Talks. And you 
can find the recordings of past webinars, in the NAACCR Talks section of Portal. Spoiler alert though—we don’t 
have any scheduled for the month of November, so please let me know if you have a topic you would like to 
see presented. 

NAACCR EMAILS 

Just a quick reminder that much of NAACCR communication is through listservs and other emails. All NAACCR 
listservs, general and targeted like the Call for Data listserv or SHARE site emails for work groups, goes out 
with the @connectedcommunity.org domain. And emails from our new Data Request Tracking System (DaRT) 
for access to CiNA data sends emails from @imsweb.com. Please confirm these domain names are on your 
white or safe lists in your email to ensure you receive the emails as intended. 

 ******************************************************************************** 

As always, if you have any questions, concerns, or revolutionary ideas in the NAACCR Research and Data Use 
area, please contact me rsherman@naaccr.org. 

 

Steering Committee Corner 

Welcome to the Steering Committee Corner! This column will provide brief Steering 
Committee updates such as new reports or projects, coding changes, new data 
standards, requests for specific workgroups, and other information that NAACCR 
Steering Committees feel the NAACCR community should be aware of. We hope that 
this column helps to connect us as we continue to move forward with enhanced cancer 
surveillance. 

 

PROFESSIONAL DEVELOPMENT STEERING COMMITTEE (PDSC) 

Co-Chairs: Carrie Bateman and Andrea Sipin-Baliwas 
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Committee Highlights since last Narrative: 

 Finalized the committee’s strategic management plan 
 Drafting the committee’s workplan 

Training/Education:  

 Larynx 2021 webinar presented 4/1/2021 
 NAACCR Talk A Condensed Training for the Rate Stabilizing Tool 4/28/2021 
 NAACCR CTR Exam Prep and Review Webinar Series 4/27/21-6/15/21 
 NAACCR Talk: Refresh Your Knowledge: Requesting and Using NDI Linkages 5/5/2021 
 Pancreas 2021 webinar presented 5/6/2021 
 NAACCR Talk: Secondary Release of Cancer Registry Data 5/26/2021 
 Match*Pro Linkage Software Workshop 6/8-9/2021 
 Introduction to R Workshop 6/11/2021 
 NAACCR Summer Forum 6/15-17/2021 
 Tools and Software to Automate and Normalize the Cancer Data abstraction 6/18/2021 
 Quality in CoC Accreditation webinar 7/8/2021 
 NAACCR Talk: How to access CiNA data: Overview of Updates to CiNA Data Products and the new Data Request 

Tracking System and CiNA Explorer On-Line Query Tool 
 NAACCR Talk: MedMorph: New/Improved HER Reporting and What it Means for My Central Cancer Registry 

8/2/2021; 8/23/2021 
 NAACCR Talk: Geocode Updates and the MI Geocorrect Tool 8/4/2021 
 Breast 2021 webinar 8/5/2021 
 NAACCR CTR Exam Prep and Review Webinar Series 8/24/21 – 10/21/21 
 NAACCR Talk: File*Pro 8/23/2021 
 NAACCR December 2021 Call for Data Webinar 9/1/21 
 Coding Pitfalls 2021 webinar 9/2/2021 
 2022 Implementation Webinar 9/13/2021 
 V22 Central Registry Specific Edits Metaile 9/20/21 
 Uterus 2021 Webinar 10/7/21 

Other News to share with the NAACCR Community’ PAN interests:  

 We welcome anyone interested in working with Professional Development to achieve these goals or would like 
more information on committee activities to please contact Andrea Sipin-Baliwas (asipin@usc.edu) or Carrie 
Bateman (carrie.bateman@hsc.utah.edu). 

 

RESEARCH AND DATA USE STEERING COMMITTEE (RDUSC) 

Co-Chairs: Heather Zimmerman and Jeff Dowden 

Committee Highlights since last Narrative: 

 2 RDU workgroups are looking for new members:  
o The Geospatial Resources and Analysis workgroup needs people to help with updating the GIS resources 

page on the NAACCR website. 
o The NAACCR Talks workgroup needs new members to brainstorm ideas for research and data use topics 

and to help recruit speakers. 
o let Heather or Jeff know if you would like to help 



The NAACCR geocoder workgroup released a new MI GeoCorrect Tool to enable the review of uncertain 
geocoding results and correct them quickly and easily. If you missed the NAACCR talk demonstrating how the 
tool works in Aug be sure to check out the recording: https://education.naaccr.org/products/the-naaccr-
geocoder-mi-geocorrect-tool-as-lagniappe 

 
Training/Education: 

 NAACCR Talks are moving to Mondays at 2pm EST 
 The next talk will be on Oct 27: Enhance Your Data Reports with Visualization, Examples from the Field 

STANDARDIZATION AND REGISTRY DEVELOPMENT STEERING COMMITTEE (SRDSC) 

Co-Chairs: Lori Koch and Deborah Hurley 

Committee Highlights since last Narrative: 

 Submitted its Annual Report to the NAACCR Board 
 Completed its NAACCR Strategic Management Plan 2021-2024 Work Plan 
 Facilitated requests from NAACCR members to participate on several Work Groups (WGs) and Task Forces (TFs) 
 Received annual progress updates from existing WGs and TFs 
 Reviewed and finalized the Readiness Survey Results Report 
 Reviewed proposed Data Dictionary Restructure draft document and forwarded to the Board for review 

 
Susan T. Gershman 
Massachusetts Cancer Registry 

 

NAACCR Education and Training Program Update 

 
Jim Hofferkamp, BA, CTR 
NAACCR Program Manager of Education & Training 
jhofferkamp@naaccr.org 

 

UPCOMING EVENTS 

If you haven’t bookmarked the NAACCR Upcoming Events page yet, I strongly suggest you do so! 

https://education.naaccr.org/upcomingevents 

On the Upcoming events page, you will find the full Educations and Training Calendar. The calendar includes 
dates and information concerning NAACCR Talks, NAACCR Webinar Series, CTR Prep and Review, and any 
other NAACCR sponsored education and training event. 

You’ll also find registration information for upcoming NAACCR Talks. We have some really good ones coming 
up. 
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 Be Creative-Enhance Your Data Reports with Visualization 8/27/21 
 Sharing Approaches to Central Registry Staff Training: Successes and Challenges 12/8/21 
 ICD-O/SSDI Updates and Clarifications 2022 12/13/21 
 Synthetic Datasets: Generating Fake Cancer Registry Data for Testing and Teaching Purposes 1/24/22 

NAACCR WEBINAR SERIES 

The first webinar in the new 2021-2022 season was October 7 and according to our CE Survey, it was a big hit! 
We started the webinar going over anatomy, new histologies, and changes to FIGO staging. Wilson Apollo 
wrapped up the session with an in-depth discussion of radiation techniques used for gynecologic primaries 
and we code those techniques. The topic for the November webinar is Bladder. Our guest speakers for the 
Bladder webinar are Denise Harrison and Louanne Currance! 

Subscriptions are still available for the 2021-2022 Season. To meet the needs of staff working from home and 
we have included a free +5 Remote Staff option with every purchase of a 12 webinar series! When you 
purchase a 12 webinar series, you get a total of 6 connections to the live series. 

For more information or to subscribe see the NAACCR 2020-2021 Webinar Series page 
at https://education.naaccr.org/2020-2021-webinar-series 

 

2021-2022 WEBINARS AT A GLANCE 

 Uterus 2021 10/07/21 
 Bladder 2021 11/04/21 
 Treatment 2021 12/02/21 
 Lung 2022 1/06/22 
 Data Item Relationships 2/03/22 
 Abstracting and Coding Boot Camp 2022 3/03/22 
 Hematopoietic and Lymphocytic Neoplasms 4/04/22 
 Colon 2022 5/05/22 
 Central Nervous System 6/02/22 
 Back to The Future: What Year is it and What did I Miss? 7/07/21 
 Solid Tumor Rules 2022 8/04/22 
 Coding Pitfalls 2022 9/01/22 

Click for Full Webinar Description 

 

NAACCR CTR PREP AND REVIEW 

The final session of the October 2021 CTR Prep and Review was October Tuesday, October 12. That’s four days 
before the first day of the CTR Exam testing window. We may be done with the lectures, but the discussion 
panels are busier than ever! Participants are sending questions to the instructors, sharing study tips, sharing 
ideas on how they are organizing their manuals for the exam, and maybe most importantly they are providing 
support and encouragement to each other! 

https://education.naaccr.org/2020-2021-webinar-series
https://20tqtx36s1la18rvn82wcmpn-wpengine.netdna-ssl.com/wp-content/uploads/2021/06/Webinar-Sched-Descrip-2021-2022.pdf


The next NAACCR CTR Prep and Review will be for the March 2022 exam. We won’t know the exact date until 
test dates are by NCRA. However, the first session will probably be the 2nd or 3rd week of January. Registration 
should open in mid-November. Additional information will be available at https://education.naaccr.org/ctr. 

 

NAACCR TALK RECORDINGS 

Recordings of all NAACCR Talks can be found at: https://education.naaccr.org/freewebinars. 

As always, if you have any questions about the plethora of NAACCR Education and Training products don’t 
hesitate to contact Jim Hofferkamp or Angela Martin! 

 

NAACCR 2021 Education and Training Calendar 

 
 
Angela Martin, CTR 
NAACCR Trainer/Project Coordinator 
amartin@naaccr.org 

  

UPCOMING WEBINAR PRESENTATIONS 
 

 

November 2021  

11/04/2021 NAACCR Webinar Series: Bladder 2021 

December 2021  

12/02/2021 NAACCR Webinar Series: Treatment 2021 

12/08/2021 
NAACCR Talk: Sharing Approaches to Central Registry Staff Training Success and 

Challenges 

12/13/2021 NAACCR Talk: ICDO/SSDIs Updates and Clarifications for 2022 

January 2022  

01/06/2022 NAACCR Webinar Series: Lung 2022 

01/24/2022 
NAACCR Talk: Synthetic Datasets: Generating Fake Cancer Registry Data for Testing and 

Teaching Purposes 
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Highlights from the Program Manager of Standards 

 
Lori Havener 
NAACCR Program Manager of Standards 
lhavener@naaccr.org 

 

XML USER DICTIONARY 

Thank you to all the registries that have posted their XML user dictionary or a statement that they will not be 
creating an XML user dictionary to the XML Dictionary Submission Clearinghouse by the October 1, 2021 
deadline! And, just a reminder that the XML Data Exchange Workgroup has updated the information on the 
XML user dictionary website including FAQs. If you need additional help with your XML user dictionary, please 
post to the NAACCR XML Forum, which is monitored by the XML Data Exchange Workgroup. 

 

DATA STANDARDS AND DATA DICTIONARY, VERSION 23 IMPLEMENTATION TIMELINE  

All proposed new data items and changes to existing data items for v23 must be submitted to the Mid-Level 
Tactical Group (MLTG) for their October meeting. The MLTG co-chairs will present all v23 revisions to the High-
Level Strategic Group (HLSG) in December at which time the HLSG will vote on the v23 revisions. 

 

NAACCR Data Standards and Data Dictionary (Volume II) Version 23 
 Implementation Timeline 

Activity 
NAACCR 

Deadlines 

Considerations/suggestions to  
meet NAACCR deadlines 

Proposed requests-for-change for new 
data items requiring field testing (most 
new and some changed data items) 
submitted to the Mid-Level Tactical 
Group (MLTG). 

July 1, 2021 

 Complete request-for-change forms for and submit 

to the MLTG by July 1, 2021 

 Data items approved by MLTG will be sent to UDS 

for preliminary review 

 Standard setters should have plans to conduct field 

testing within the timeframe required for final 

approval 

Field testing initiated September 1, 2021  Field testing of newly proposed data items  

Proposed requests-for-change for 
changes to existing data items that do 
not require field testing submitted to 
MLTG for final review. * 

October 1, 2021  MLTG may elect to require field test  
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NAACCR Data Standards and Data Dictionary (Volume II) Version 23 
 Implementation Timeline 

Activity 
NAACCR 

Deadlines 

Considerations/suggestions to  
meet NAACCR deadlines 

MLTG informs HLSG of all requests for 
changes received from standard setters 

December 31, 2021 

 This will ensure HLSG can initiate dialog with 

standard setters, ask technical questions as deemed 

necessary 

MLTG transmits new proposed 
standards to UDS WG for final review 
and approval 

January 1, 2022 

 UDS will review all information provided by the 

standard setter, and may require additional 

information as necessary 

HLSG reviews and approves/rejects all 
proposed new or revised data items. 
 

April 1, 2022 

 No standards submitted for MLTG evaluation and 

HLSG approval will be assessed after April 1st 

deadline.  

 MLTG evaluates information received from UDS and 

final feasibility testing results from standard setters, 

makes recommendation to HLSG 

MLTG transmits new standards 
approved for implementation to UDS  

May 1, 2022 

 UDS updates NAACCR Data Standards and Data 

Dictionary according to new standards approved by 

HLSG 

 Under request from HLSG/MLTG, UDS may 

implement additional adjustments and corrections 

to new standards 

 MLTG to ensure that the standard setter provides a 

set of proposed edits to accompany the new 

approved data items; edits transmitted to the 

NAACCR Edits group 

Convene NAACCR 2023 
Implementation Guidelines Task Force 

May 1, 2022 

 Materials for the Data Standards and Data 

Dictionary must be in final format for the Task Force 

to develop the implementation guidelines. 

 Final versions of mapping and/or conversions. 

UDS submits NAACCR Data Standards 
and Data Dictionary, Version 23 to the 
Standardization and Registry 
Development Steering Committee for 
review/approval 

June 1, 2022  UDS final review/approval at their May meeting. 

NAACCR Data Standards and Data 
Dictionary, Version 23 Released July 1, 2022  

NAACCR 2023 Implementation 
Guidelines Released August 1, 2022  

EDITS metafile release 
 

August 15, 2022 
 EDITS Work Group will have begun development of 

edits metafile by April 2022. 

Education and training 
 

Ongoing as 
material becomes 
available 

 Develop training materials by October 1, 2022 and 

provide adequate training opportunities before 

January 1, 2023. 

NAACCR Data Standards and Data 
Dictionary, Version 23 effective date January 1, 2023  



 

 

Virtual Pooled Registry Update 

 
Castine Clerkin, MS, CTR 
NAACCR Program Manager of Virtual Pooled Registry 
cclerkin@naaccr.org 
 
 

The colorful leaves have fallen to the ground, the garden has been cleared by our dear pig Nutmeg, and the 
boys have both wrapped up their soccer seasons. The intensity of Fall has come and gone in a flash and this 
season’s VPR update will be equally terse! 
 
NEW VPR-PARTICIPATING REGISTRIES  

We are excited that Maryland, Wisconsin, and Washington, DC will be joining the VPR, bringing population 
coverage up to 90%! If there are other not-yet-participating registries interested in coming onboard, please 
reach out to me at cclerkin@naaccr.org. 

NIH-AARP DIET AND HEALTH STUDY  

This summer VPR registries linked with the NIH-AARP Diet and Health Study cohort (n=566,398) of individuals 
recruited from 1995 to 2020. The purpose of the study is to investigate the relationships among lifestyle, diet, 
mortality, chronic disease and cancer through continued passive follow up. In Phase I match count reports, 
uploaded to the VPR by 40 registries, over 189K high quality matches were identified among the study cohort! 
The study is looking forward to proceeding with Phase II and requesting release of individual-level data on the 
matched cases. 

NCI CENTRAL IRB EFFORTS  

As mentioned in the last newsletter, NCI has entered into a three-year contract with the Biomedical Research 
Alliance of New York (BRANY), which will serve as the Central IRB (CIRB) for linkage studies facilitated by the 
VPR. On Monday, October 25, BRANY provided an introductory webinar to registries and their IRBs. This 
webinar was recorded and is available on the NAACCR website. The next step is for BRANY to talk with each 
registry’s IRB about entering into a reliance agreement to cede review to the CIRB. The reliance agreement will 
ideally cover all studies pursuing linkage through the VPR, rather than being signed on a study-by-study basis. 
NAACCR will be providing support to the CIRB and we look forward to working with registries/IRBs to make 
progress on this important initiative. 

Until next time! 

Castine Clerkin, 
NAACCR VPR Program Manager 
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The Death Clearance Process in North Carolina 

Jane Barnhill, BA 
Casefinding Coordinator, NC Central Cancer Registry 

 WHAT IS DEATH CLEARANCE? 

Death Clearance (DC) is fundamentally a search. The DC caseload is the result of a linkage between the state’s 
annual Vital Records death list and the North Carolina Central Cancer Registry (NC CCR) database. People with 
a cancer-related condition or diagnosis on their death certificates are included in the linkage. The DC process 
pulls deaths within the state, including residents, visitors, travelers, and people who have relocated here. 
Many of the non- or new resident cases can be eliminated based on residence at diagnosis, but all must be 
investigated because of their connection to the state of death, however brief that connection may have been. 
DC is typically performed by the NC CCR a year after the year of death, so someone who died in December 
2019 will be included in the DC process that begins in the Fall of 2020. Considering the timing rules for 
reporting, most cancer cases will have been reported to the cancer registry before the DC process even starts. 
Cases that are already in the registry are updated with Cause of Death (COD) information. Cases that are 
missing from the registry are added to the DC caseload list and researched. 

WHY IS IT IMPORTANT? 

It is important to remember that DC is performed for several reasons: 

1. To catch any cases that should have been reported by facilities required to report to the NC CCR. True 
missed cases can be red flags for casefinding issues. 

2. To be included in POPULATION-BASED studies and statistics. Just because a case isn’t analytic (reported 
by a provider who was directly involved in the patient’s diagnosis or first course of treatment) doesn’t 
mean that it isn’t reportable, relevant, or important. Non-analytic cases matter. 

Once the linkage with the registry is complete, the DC caseload list is finalized, and the DC process begins. DC 
cases are needles in the haystack. For example, over 95,000 people died in NC in 2019, but less than 3,000 
were included in the DC caseload list for that year. Many DC cases prove to be not reportable, but the reason 
for non-reportability must be found before the case can be excluded. Many will be non-analytic because the 
medical provider at the time of the patient’s death was not directly involved in the initial diagnosis and 
treatment, but they are still important cases for population-based studies and statistics. Many will be missed 
cases that should have been reported—these will be collected through the usual reporting processes and 
through follow back. 

Follow back to facilities that may have knowledge of the patient’s cancer diagnosis is essential as the goal of 
death clearance is to confirm the diagnosis from the patient’s medical provider. COD on the death certificate 
may have been assigned by a physician with very little knowledge of the patient’s medical history. This 
introduces uncertainty as to the validity of the cancer diagnosis and critical details such as the originating 
primary site of the cancer. Any cases that cannot be obtained from a managing provider will be included in the 
NC Central Cancer Registry (CCR) database as a Death Clearance Only (DCO) case as part of the 24-month data 
submission. The objective is to confirm the diagnosis and have the fewest number of DCO cases possible. NC’s 
internal goal is to have a DCO percentage of < 1% of the total annual caseload. This is well below the NPCR and 
NAACCR requirement of < 3%. 
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HOW DO WE MANAGE IT IN NC? 

The NC CCR has a full-time, designated DC Coordinator. After linkage, approximately 3000 DC cases require 
research each year. NC also uses a database designed specifically for DC that we call the DC Database. The DC 
cases are imported into the DC Database for tracking. Follow-back efforts, letter generation, and final 
decisions are managed in the DC Database. 

The starting point in the search to confirm the diagnosis is the death certificate and the information that it 
contains. Upon visual review, some cases can be excluded right away as non-reportable conditions. Most 
require further research. There are several sections of a death certificate that provide the first follow back 
contact (where we will go first in the search for more information). The most obvious one is often “Place of 
Death.” If the death occurred in a facility (hospital, nursing home, hospice center), then the search naturally 
begins there. If the death occurred at a residence, then the next option is to check for the certifying medical 
professional (the person who signed the DC). If the certifier is based at a medical practice, then that practice is 
contacted (doctor’s office, nursing home, hospice provider). Sometimes the certifier is the Medical Examiner’s 
office, an out-of-state provider, or a practice that has closed. Sometimes the first follow back contact doesn’t 
have the necessary information but does have another contact option, such as a specialist or the place of 
diagnosis. Wherever the trail leads, requests are sent until sufficient information is received, or until time runs 
out before the submission file is due. 

As the deadline for submission approaches, cases are excluded or entered into the database. Any cases that 
cannot be resolved must be entered into the database as a DCO case. These are unconfirmed cases, and the 
NC CCR strives to minimize these. In NC, we are always looking for ways to streamline the DC process and 
trying new resources in order to minimize our DCO count. An overview of our current process is outlined 
below. 

STEP 1: DOUBLE CHECK THE LIST 

Cases come into the registry all year long. From the time that the DC linkage is performed until it is received by 
the DC coordinator, a significant number of “missing” cases will have been reported. In NC, our first step is to 
run the DC list through a “double check” with the registry database again, and to review any matches that are 
found. These could potentially be (and usually are) eliminated from DC follow up, which saves a lot of time 
and a lot of work! For the 2019 caseload, 3.1% of our original DC cases were eliminated with this step. 

STEP 2: CATEGORIZE 

Just as an assembly line in a factory saves time by streamlining efforts, categorizing death certificates into 
follow back source types makes the process run much more smoothly and efficiently. Our categories include 
hospital deaths, Hospital Discharge Dataset matches, hospice cases, nursing home cases, physician practice 
cases, Medical Examiner cases, non-reportable cases, VA Clinic cases, and out-of-state deaths. The appropriate 
category is determined upon visual review of the death certificates, with attention to these fields: place of 
death, certifying physician and address, referral to Medical Examiner/autopsy status. Diagnoses described 
with ambiguous terminology do not automatically exclude a case from follow back; we still attempt to gather 
more information before that determination is made. Visual review and categorization both take time, but it is 
worth the effort. 4.4% of all 2019 DC cases fell into the non-reportable by visual review category. 

 

 



STEP 3: STREAMLINE AND SEND 

In NC, once every case is categorized, our first dragnet is for hospital deaths. If the place of death listed on the 
DC is a North Carolina hospital, we request the case from that hospital. A broader spectrum of reporting 
criteria applies to these death clearance cases. If there is any mention of the patient having a reportable 
cancer/condition (currently or in the past), the case is to be reported regardless of residence, disease status, 
class of case or visit type. The case is abstracted using all information available in the medical record with the 
understanding that many data items may be coded to unknown for non-analytic cases due to lack of 
information. 

This portion of the DC caseload is managed by using an Excel spreadsheet to track follow back efforts. Cases 
are sent out to our hospital registries for research and abstraction. Some cases are returned as non-reportable 
with details to explain the reason for non-reportability. Many are submitted to the registry through the usual 
reporting process. Over 17% of all 2019 DC cases fell into this group. 

Our next batch comes from a linkage with the Hospital Discharge Dataset (HDD), which we limit to cancer-
related admissions/discharges. Our statistical team performs a linkage with this massive dataset and pulls out 
matches to patients on the complete DC list (including those from the hospital deaths above). The results are 
then filtered down to only those visits with a cancer-related diagnosis code, then any duplicates from the 
hospital death list are excluded. Many cases have multiple admissions–from the same or from different 
hospitals; duplicates are excluded, but multiple facilities are often contacted for a single case. Keep in mind 
that at the state central registry, we are interested in gathering as much information as possible for each case, 
so we reach out to all facilities who may be able to contribute information to complete the case. The HDD 
linkage has proven to be an exceptionally valuable tool in our DC process, because it pinpoints many visits 
where a diagnosis was made or where the records hold valuable information, which leads to many successfully 
disposed cases. The HDD linkage list is also managed through an Excel spreadsheet which tracks follow back 
efforts. Again, the hospital registry will either abstract the case or non-reportability information is returned. 
12.7% of all 2019 DC cases were included in the HDD follow back set. 

Another large DC category is those cases associated with hospice providers. These are identified in multiple 
ways. First, some patients die in a hospice inpatient facility. Many hospice patients die at home, and the 
certifying provider uses the hospice address. In NC, we receive cancer reports from hospice providers on a 
quarterly basis, and these are checked for matches with the DC cases. Many patients who do not receive 
treatment have elected hospice care, so it makes sense that they coincide with the DC case list. Hospice cases 
are batched, and additional information is requested from the hospice providers on a reporting form to be 
returned to the central registry. Keep in mind that hospice providers have limited information available and 
many patients to serve, so the streamlined approach is especially helpful for these cases. It requires extra time 
at the registry but results in a greater response rate from the providers. There is considerable overlap of 
hospice cases with hospital deaths and HDD cases, but they are sent to the hospitals first because the 
information there is often better than what hospice has available in their records. Over 21% of 2019 NC DC 
cases included contact with hospice providers. 

Compared to the first three categories, nursing home follow back accounts for a relatively small portion of DC 
cases. NC receives cancer reports from a small number of nursing homes as well, and these are checked for 
matches to the DC case list. Matches are processed accordingly. If the place of death is a nursing home, the 
initial follow back attempt is directed there in batches to the individual nursing home as a request for more 
information. (Note: nursing homes can change ownership over time, and every year we struggle to match 
nursing homes that operated under a different name at the time of death with the current name and owner. 
Because of this, we initially batch nursing homes by city, then use the state licensing board’s list of current 



nursing homes to find the appropriate follow back contact.) Often the records are unavailable or inaccessible, 
so these cases are frequently recategorized into a different follow back type–most often to physician 
practices. 6% of our 2019 cases were sent to nursing homes for more information. 

Our next category is individual physicians. Many requests for additional information are sent directly to the 
certifying physician’s office. We currently fax most of these letters, but sometimes the request has to be made 
through secure email or by phone. Additionally, any cases in the previous categories that cannot be resolved 
by follow back to the primary follow back source are then sent to the certifying provider’s office where 
applicable. (For example: A patient dies at hospital A, but the hospital has no information about the cancer. 
The certifying physician used the private practice address on the DC, so a follow back request is sent there). In 
an effort to streamline these letters, they are initially grouped by city, then by street address. If a physician has 
more than one case, then these are sent in a batch. (For example, if 5 death certificates are signed by Dr. Z, 
then we need to batch and send 5 follow back letters to Dr. Z. If we send them individually, the office might 
discard the 2nd, 3rd, 4th, and 5th letters that arrive, assuming that they are duplicates. If, however, those 5 
letters are sent as one batch with a note that there are 5 patients included, then the chances are greater that 
the requests will be handled appropriately the first time.) Interestingly, almost 20% of the 2019 DC cases that 
were sent to physician practices ended up being non-reportable, mostly due to non-residency at time of 
diagnosis. 

Our smallest categories include Medical Examiner cases, VA Clinic cases, and out-of-state deaths. ME cases are 
requested through the NC OCME’s website. Roughly half of these requests become autopsy cases; the rest 
often lead to other providers or reveal a non-reportable situation. VA Clinics receive individual requests in the 
same way as physician offices. For out-of-state deaths, if enough information is available to send a follow back 
request, then one is sent to the appropriate facility. Most have insufficient information, and most attempts 
are unsuccessful, but we still think the attempt is worthwhile. These cases may come in through the Interstate 
Data Exchange, but many are excluded from the DC process per the guidelines in the Death Clearance Manual. 
These smallest categories are typically handled last. Once these follow back attempts have been made, the 
process shifts to review of replies and a cycle of second attempts through all categories. 

STEP 4: TRY AGAIN IF NO RESPONSE; TRY ELSEWHERE IF UNSUCCESSFUL; TRY OTHER SOURCES IF AVAILABLE 

“If at first you don’t succeed….” Roughly half of our requests are handled quickly, and a response is received 
within a few days. We include “respond by” dates to encourage a quick response, but many providers will get 
a second request, and we handle these as a matter of routine. Generally, our process cycles through the 
different follow back types in order by size (i.e., we start with the larger batches and work through to the 
smallest). By the time the cycle restarts, the follow back contacts have had sufficient time to respond to the 
first request, so second requests are much fewer. In NC, we make at least two attempts for each case in the 
DC caseload. When a response is insufficient to resolve the case, we will call the provider for clarification if 
appropriate. When replies direct us to another provider, the case is recategorized if necessary and a new 
request is generated and sent to the alternate provider. 

Some requests are never answered, no matter how many additional attempts are made. If an alternative 
follow back source is available from the information on the death certificate, we recategorize if needed and 
send a new request to the alternate provider. For example, a case from the HDD linkage is returned as “no 
information available,” and the DC was signed by a hospice provider. That case would be recategorized as a 
hospice case, and a request sent there. If a nursing home has changed ownership and the records have been 
archived, then the case might be sent to the signing physician’s private practice if applicable. If a hospital 
death case was referred to the Medical Examiner’s office, then the available reports are requested from the 
OCME’s office through their website. 



STEP 5: MANY BATCHES MAKE LIGHT(ER) WORK 

When sufficient information is received to confirm the case, it will need to be entered into the registry’s 
database. If the cases are to be entered manually, it helps to batch the cases by follow back source, primary 
cancer site, and date of diagnosis. This simple step helps to streamline the data entry process because the 
required fields are the same for all cases in the batch, which in turn saves time in looking up necessary 
information (especially for older cases that have different data field requirements). 

Typically, DC case abstraction does not start in NC until the Spring, after all first attempt follow back requests 
have been sent out. The more time that providers have to complete the requests, the lower the final DCO 
number will be. For this reason, getting the requests out as early as possible is a key factor in the success of 
our DC efforts. Once that first rounds of “asks” is out, the workflow shifts to receiving. Reviewing replies, 
excluding cases, answering phone calls and emails, calling providers whose responses were insufficient—all of 
these will drive the workflow. Usually by the time the influx slows, it will be time to send a second request for 
those cases that haven’t been resolved. The influx of replies repeats, and the cycle continues until time runs 
out. What remains becomes our DCO batch of cases for the year. 16.5% of our original DC caseload ended up 
as 2019 DCOs. This number will continue to drop slightly as late replies come in, but at this point we consider 
the DC process to be complete. As long as our overall percentage of DCOs in the registry is less than 3% of all 
annual cases, we channel our efforts towards other tasks until the next DC cycle begins. 

 MAJOR TURNING POINT IN DC FOLLOW-BACK SUCCESS 

In 2014, for hospice and nursing home cases, we turned our focus from following back to the physician who 
signed the death certificate as the first follow back source to the facility where the patient died. An earlier 
study of DCO cases in NC found that over 30% were for patients who died in a hospice or nursing home. In 
many cases, this physician is on contract with that facility and may not have in-depth medical knowledge of 
the patient. As a result, we were getting a high percent of unsuccessful follow back. We implemented a 
process for these hospice and nursing home facilities to report cases to us proactively, while the patients were 
still alive. They are provided a template in spreadsheet format that they complete and send through secure 
email once a quarter. These spreadsheets are batched in a SAS program that can be used to conduct linkages 
with annual death data. With the medical record notes on file with the hospice or nursing home facility, 
successful follow back for these patients increased substantially. There has been a notable shift from DCO 
cases in the registry database to hospice and nursing home cases. This, along with the streamlining and 
categorizing mentioned above, allowed us to reduce our annual DCO percentage and set an internal goal of < 
1%. 

CHALLENGES 

There are challenges to the DC process that recur every year. It is always necessary to educate some providers 
and their staff members about the registry—who we are, what we are doing, and why it is important that they 
return the information requested. It is surprising how many providers are unaware of the cancer registry and 
the reporting requirements, so it is also rewarding to be able to share that information. Our hope is that every 
year will see an improvement in the response rate because of prior years’ efforts. Another challenge is that 
most of our requests outside of the hospital system are sent by fax machine. This is a time-consuming way to 
manage the task, so we do what we can to streamline this process as well until a better alternative can be 
implemented. The sheer volume of the DC caseload can be overwhelming. In NC, shifting the focus to follow 
back categories breaks that volume into less daunting portions that are easier to manage. Finally, the 
challenges to our healthcare system that came with the COVID-19 pandemic in 2020 have affected even the 
2019 DC caseload. Our DC process was delayed at some points, some cases became DCOs simply because the 



only available contact was no longer in business, and hospice and nursing home reporting slowed due to 
conflicting priorities brought on by the pandemic. These effects are sure to be worse for the 2020 death year, 
so we will have to find creative new ways to manage them as well. 

The Death Clearance process has challenged us in NC to find ways to improve our processes and our results. 
The result of these continuous improvements is evident in the gradual drop in DCO percentages at time of 
submission in recent years: 

 Year 
DCO % at time of 

submission 

2015 1.22 

2016 1.16 

2017 0.93 

2018 0.96 

2019 0.84 

2020 0.72 

Hopefully the information in this article will help other registries as well. In summary, here are a few quick tips 
that have made the greatest difference for us. May they serve you well! 

QUICK TIPS 

1. Connect with hospice and nursing home facilities directly. 
2. Use your state’s Hospital Discharge Dataset (HDD) if available! 
3. Categorize and batch follow back requests by the different follow back source types. 
4. Don’t be afraid to pick up the phone, send 2nd requests, and try alternate contacts. 
5. Streamline data entry by batching cases by source, site, and diagnosis date. 
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