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Message From the President 

Randi Rycroft, MSPH, CTR 
NAACCR President 
rrycroft@teamiha.org 

Happy Spring and 
Happy National 
Cancer Registrars 
Week! This marks 
the 24th year our 
community has 
recognized and 
celebrated the 

important role of cancer registrars in research and 
cancer control and prevention. Congratulations to 
all of our registrars and to our public health 
colleagues who are celebrating National Public 
Health Week during this same week. 

Our next cause for celebration is the election of our 
new Board members! Congratulations to Kevin 
Ward, Georgia Cancer Registry, who is our new 
Treasurer. Our three newly elected 
Representatives at Large are: Wendy Aldinger, 
Pennsylvania Cancer Registry; Sarah Nash, SEER 
Alaska Native Tumor Registry (moving summer 
2021 to State Health Registry of Iowa); Lorraine 
Shack (re-elected), Alberta Cancer Registry. And for 
the first time ever, we have an elected (rather than 
appointed) Nominating Committee: April Austin, 
New York State Cancer Registry, Deborah Hurley, 
South Carolina DHEC Central Cancer Registry, and 
Kim Vriends, Prince Edward Island Cancer Registry. 
Congratulations! Finally, I would like to extend my 
sincere gratitude and thanks to those Board 
members who will be rotating off this year in June: 
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Maria Schymura, Treasurer, New York Cancer Registry, and Isaac Hands, Representative at Large,  Kentucky 
Cancer Registry. It has been a distinct honor and a pleasure working with both of you during my tenure as 
President and I hope you will continue to find ways to lend your expertise to NAACCR. 

In closing, please make sure that you register for the NAACCR Summer Forum being held June 15-17th. The 
Early Bird registration deadline has been extended to June 6, 2021. Many of you need a more detailed agenda 
in order to request permission to register – that will be posted very soon so keep checking back on the Forum 
Website  for updated information. Once again, Happy Spring and stay safe and well!  

 

 

National Childhood Cancer Registry 

 
 
Stephanie M. Hill, MPH, CTR 
Associate Director 
shill@naaccr.org 

  

Introducing the National Childhood Cancer Registry 
Cancers among children, adolescents, and young adults pose unique challenges and opportunities in the realm 
of public health surveillance. The rarity of pediatric cancers often poses a barrier to state-by-state 
investigation and analysis into issues of late effects, recurrence, subsequent malignant neoplasms, and other 
outcomes. In 2019, the National Cancer Institute’s (NCI) Childhood Cancer Data Initiative (CCDI) Symposium 
identified “a critical need to collect, analyze, and share data to address the burden of cancer in children, 
adolescents and young adults.” Following the symposium, the NCI initiated the National Childhood Cancer 
Registry (NCCR), which, with NAACCR serving as the coordinating center, aims to build a connected data 
infrastructure that includes longitudinal data from multiple sources and enables secure sharing and indexing 
of childhood cancer data with vetted research investigators. 

The NCCR builds upon the existing infrastructure among both SEER and NPCR central registries, as well as the 
Virtual Pooled Registry (VPR), to securely match patients across registries and with external data sources such 
as genomic data, medical and pharmacy claims, and other novel sources for residential history, financial 
toxicity and social determinants of health. These linkages will enable researchers to address issues 
surrounding late effects of cancer treatment, recurrence, subsequent malignant neoplasms, and other critical 
outcomes. 

The NCCR currently includes data from 23 states for patients diagnosed at age 19 and younger from 1995 
through 2017. Preliminary inter-state matching among a subset of registries identified 380 duplicate primaries 
(same primary reported by two or more registries) and 172 subsequent primaries reported by another state, 
highlighting the importance of inter-registry linkages. 
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Data from the NCCR will be used to produce publicly-available ready statistics and canned analyses similar to 
those currently available for traditional SEER data. Additional data products are planned, with access 
restricted to authorized researchers with IRB approval. 

All Roads Lead to the NAACCR Summer FORUM! 

Plans are taking shape for the NAACCR Summer Forum June 
15-17, 2021. We will not be seeing you in Palm Springs as
planned due to continuing COVID-19 concerns. However, our
fully remote experience will offer our traditional high level
educational content and member sponsored research in a
new venue with plenty of opportunity to network with our
colleagues and collaborators. We can’t wait until the NAACCR
community can all be together in-person but until then, we

are working harder than ever to bring you an awesome scientific FORUM. We plan on bringing 
everyone together in an on-line platform to make 2021 a brand new year to learn, share best 
practices, and collaborate in a one-of-a-kind event! 

Plenary sessions will include: 

 50th Anniversary of the National Cancer Act and its Impact on Cancer Surveillance
 How data collection systems have changed since 1971 and visions of a cancer surveillance system in

2021 using tools available today
 Innovative Research Using the Central Cancer Registry as a VTR
 The Effect of Advances in Lung Cancer Treatment on Population Mortality and how registry data could

be used to inform future studies of this nature
 The Impact of COVID-19 on Cancer Surveillance in Canada and the United States
 Health Disparities in Canada and the United States
 The Cancer Path Chart Initiative
 Enhancements and Advances of Match*Pro.
 Updates on the Virtual Pooled Registry and National Childhood Cancer Registry Initiatives.

Don’t forget to register today!  The early bird registration ends on June 6, 2021. (Click Here) 

What’s the difference? 

 The 2021 NAACCR FORUM will take place: June 15 through June 17, 2021 (Tuesday – Thursday)
 We are reserving Friday, June 18th for the NAACCR Business Meeting, Birds of a Feather, and other

networking activities
 Educational sessions will run 1.5 hours – 2.0 hours in length with breaks in between
 We will have a special session dedicated to interactive poster presentations
 Mini- Forums on additional topics/special interest will be presented throughout 2021 at no additional

cost
 Recordings of sessions will be available for registrants through 2021 which they can access on-demand

as their schedule permits
 Reduced cost compared to our Annual Conference

https://narrative.naaccr.org/article/all-roads-lead-to-the-naaccr-summer-forum/
https://venuewest.eventsair.com/naaccr-summer-forum-2021/regpage/Site/Register
https://www.naaccrforum.org/
https://www.naaccrforum.org/


What’s the same? 

We’re bringing the best parts of NAACCR to the FORUM stage. 

 Outstanding Plenary Sessions 
 Short talks on NAACCR member-submitted content (Breakouts) 
 Scientific Posters 
 Opportunities for students 
 Networking Opportunities 
 CEUs 
 Awards, recognition, and certification 

We look forward to seeing everyone together in Boise, Idaho, June 2022 at our Annual Conference. In the 
meantime, we will utilize innovative methods to deliver NAACCR’s high-quality content of an in-person 
conference in this virtual setting. We hope you will join us for the NAACCR FORUM and take time to learn, 
renew, re-focus, and set our sight on an optimistic future for us all in 2021 and beyond! 

Randi K. Rycroft 
NAACCR President

 

Help NAACCR Celebrate the 50th Anniversary of the Cancer Act! 

Were you wearing diapers or bellbottoms in 1971? Dig out a picture of yourself from 1971 
and help us celebrate the 50th Anniversary of the Cancer Act during the NAACCR 2021 

Summer Forum. Send your picture in a JPG file to info@naaccr.org with the subject line, 
“Celebrate the Cancer Act”. 

 

 Announcing New NAACCR Workshops 

Announcing New NAACCR Workshops 
NAACCR invites you to collaborate with your colleagues from across North America in a series of interactive 
workshops designed to facilitate the exchange of ideas and strategies for addressing common challenges in 
registry operations. Each topic will include a 2-hour workshop involving small group discussion and 
brainstorming to identify strategies for addressing barriers and improving operations. Registration is free and 
open to all NAACCR members. 

“The more we share, the stronger we become.” 

Interstate Data Exchange 
Wednesday, April 28th, 11:00 am – 1:00 pm EDT 
Click here to register. 

Using Linkages to Enhance Cancer Registry Operations 
Tuesday, May 18th, 11:00 am – 1:00 pm EDT 
Click here to register. 

 

mailto:info@naaccr.org
https://narrative.naaccr.org/article/announcing-new-naaccr-workshops/
https://naaccr.zoom.us/meeting/register/tJcqduiprzksH9MxOghbsXmSmuFoV8DI3wQA
https://naaccr.zoom.us/meeting/register/tJMpcuiorTgsHdwcpa05_piwk8HuxD1ZhauU


Two-Year Collaborative Assessment of Registry Operations 

NAACCR Completes Two-Year Collaborative Assessment of Registry Operations 
In 2019, the Centers for Disease Control and Prevention (CDC) National Program of Cancer Registries (NPCR) 
contracted with the National Association of Chronic Disease Directors (NACDD), which then subcontracted 
with NAACCR to identify best practices for registry operations and completeness. NAACCR brought together 
leading authorities in the field and experienced practitioners to address these issues in a thoughtful and 
carefully designed two-pronged approach. The project included a multidimensional analysis that involved a 
systematic statistical review of current and proposed completeness models to determine which might capture 
the most accurate assessment of completeness. It also encompassed a wide-ranging analysis of registry 
operations, including electronic pathology reporting, central registry laws and regulations, auto-consolidation, 
management reports, relationships with hospital and non-hospital reporting facilities, and handling of the 
COVID-19 pandemic. 

Over the course of more than two years, NAACCR convened statistical and operational expert panels and focus 
groups, conducted interviews and written assessments, facilitated interactive workshops, and performed a 
Lean Six Sigma analysis of electronic pathology reporting. Thirty-nine central registries participated in one or 
more of these activities, contributing their time and expertise and making this one of the most robust and 
comprehensive analyses of its kind in recent years. A report of findings and recommendations was submitted 
to the NACDD and CDC and presented at a NPCR Town Hall on March 2nd. NAACCR also developed a series of 
Tip Sheets with steps registries can take that may help them to improve their operations. Both the report and 
Tip Sheets are expected to be released by NACDD. 

NAACCR would like to express its heartfelt thanks and appreciation to all of the participants, students and staff 
who supported this project over the last 2 years. Your generous support and dedication make this work 
possible. 

 

2021 NAACCR Election Results 

April Austin, Chair  
NAACCR Nominating Committee 

2021 NAACCR Election Results 

The NAACCR Nominating Committee is charged with encouraging volunteers to consider serving on the 
NAACCR board, as well as accepting eligible nominations for Board elections. For the 2021, there are four key 
leadership roles being filled: Treasurer and three (3) openings for Representatives-at-Large. And, as outlined in 
the newly amended bylaws, this year’s general election included the selection of three (3) people for the 
2021-2022 Nominating Committee. 

The Nominating Committee is pleased to announce the newly elected candidates. The Committee would also 
like to thank Charlie Blackburn and Tyler Scott from the NAACCR office for their assistance. 

Elected Candidates Follow: 
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Treasurer: 

Kevin Ward, PhD 
Director of the Georgia Center for Cancer Statistics 
Georgia Cancer Registry 

Representatives-at-Large: 

Wendy Aldinger, RHIA, CTR 
Registry Manager 
Pennsylvania Cancer Registry 

Sarah Nash, PhD, MPH, CPH 
Director of the Alaska Native Tumor Registry 
Alaska Native Tribal Health Consortium 

Lorraine Shack, PhD 
Director, Cancer Surveillance & Reporting 
Alberta Health Services 2021-2022 Nominating 
Committee: 

April Austin, MS (Chair) 
Research Scientist 
New York State Cancer Registry 

Deborah Hurley, PhD, MSPH 
Director 
South Carolina Central Cancer Registry 

Kim Vriends, BHA, CHIM 
Manager 
Prince Edward Island Cancer Registry

Edits Update 

The NAACCR V21B Edits Metafile Has Been Posted! 
https://www.naaccr.org/standard-data-edits/ 

The NAACCR v21B Edits Metafile was posted on 3/15/21. A spreadsheet with descriptions of the changes to 
the metafile, a spreadsheet showing which edits are in each edit set, and the edit detail report have been 
posted with the v21B metafile. 

The v21B metafile is considered a “minor” release. A minor release means that changes to the metafile 
primarily consist of corrections to existing edits, new edits to existing data items, and fixes to tables or the 
layout. A “major” release is when we change from one version of the layout to another. Examples of a major 
release would be when we went from v18 to v21 or when we go from v21 to v22. For more information about 
the difference between a minor release and major release see the Developing Central Registry Edits Metafile 
Manual posted in the Manuals section on the NAACCR Edits page. 

On 3/19/21 the Edits WG hosted a workshop for central registry edit metafile administrators. During this 
workshop we carefully reviewed the v21A to v21B changes spreadsheet, demonstrated how to convert a v21A 
metafile to v21B, and discussed updating the data dictionary in GenEDITS. The recording of the session, slides, 
instructions for converting from v21A to v21B, instructions for updating GenEDITS data dictionary, and the 
Q&A are posted to the v21B section of the NAACCR Edits page. The live session was attended by 53 central 
registry staff and we have had 31 viewings of the recording as of the first of April. 

Work has already begun on the NAACCR V22 edits metafile. This metafile will include edits for new data items, 
updates to current edits, updates to tables, updates to the layout, and inclusion of new histologies. The v22 
edits metafile will be released in mid-August for implementation on January 1, 2022. This will give software 
vendors 4 full months to integrate the new metafile into their software. It also allows time for central 
registries to update their central registry specific metafiles and send those metafiles to the software vendors. 
The ultimate goal is to have everything in place for registrars to start abstracting using v22 on January 1, 2022. 
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A new website is being developed that will allow central registries to post their registry-specific metafile to a 
NAACCR website. This will allow central registries to easily share their metafile with reporting facilities within 
their state, with other central registries, and with software vendors. There will be an option to receive 
notifications anytime a specific central registry has posted something new to the site. For example, I could sign 
up to receive an email notification every time the Illinois State Cancer Registry and the Texas Cancer Registry 
posts something new to the site. We hope this will help facilitate communication between central registries 
and software vendors. 

If you have any questions concerning the NAACCR Edits WG, please email me at jhofferkamp@naaccr.org. 

Strategic Alliances Update 

The Strategic Alliances Steering Committee will be expanding its role beyond building and maintaining 
NAACCR partnerships. We will be taking on the role of developing strategy for NAACCR and overseeing the 
Strategic Management Plan (SMP) renewal process. Part of what we have learned from our current SMP 
renewal (new plan takes effect in June 2021) is that NAACCR needs to be more focused on strategy than we 
currently are and more purposeful about communicating strategy. To assist the Board, this Steering 
Committee will develop potential new strategies for Board consideration. We will keep you posted on our 
activities as we grow into this new role over the next several years. 

NAACCR Research and Data Use Update 

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

Research & Data Use 
Folks—we have made it through another tempestuous March. Here in Southern California, I am fortunate 
enough to be able to hike among great swaths of wildflower blooms this time of year. If spring has not yet 
sprung in your area, check out these images to get in a vernal mood: Chino Hills Wildflower Gallery. And, yes, 
if you visit next April, I will give you a personal tour. 

NAACCR Certification & CiNA 
The CiNA Monograph and Data Products are in the middle of analysis and processing. The new on-line query 
system will be released here https://www.naaccr.org/interactive-data-on-line/ in April. 

Overall, we saw a downward shift in case counts across North America with this year’s submission-but it was 
not significant enough to impact certification results. But conversations about the impact of Covid-19 on both 
data collection and heath care services utilization and the subsequent influence on our case counts for 2019 
and 2020 are beginning. We will need to consider how to handle certification as well as interpretation of our 
data. This year, we also identified an issue with reporting DCOs and certification. We will provide details on 
this issue in the next Narrative and along with Certification Results. 
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Camp Lejeune Cancer Incidence Study 
Our involvement with the Camp Lejeune Cancer Incidence Study is now a wrap. ATSDR will now be analyzing 
the final dataset. A total of 54 registries linked to the CIS Cohort, and 53 provided data for consolidation, 
quality control, de-duplication and submission to ATSDR. 

As a final product, nearly 60,000 un-duplicated at the national-level tumor records were submitted for 
analysis. Part of NAACCR’s role was to conduct quality control of the data. And we were delighted to report to 
the study that the submitted tumor records, from all sources including the Veteran’s Affairs Cancer Registry 
and the US Virgin Islands—neither of whom participate in our annual call for data processing, passed all edits 
and were consistently coded and of high quality. This is truly a testament to the great work we all do and 
underscores how valuable a resource cancer registries are to epidemiologic research. 

Geospatial Stuff 
The Census 2020 Boundary files were finally released, and the 2020 county, tract, and block group will be 
available for NAACCR Geocoder output in April. And we plan to release the manual review interface to 
improve poorly geocoded or ungeoocoded cases this summer. Tentative name for this tool: MI Geocorrect 
Tool. And this summer, thanks to a partnership with NCI, Woods and Poole, and IMS, we will release census 
tract population estimates for the US. These population estimates will be for 200o forward and suitable for 
calculating rates by census tract (which can be tricky) or for calculating rates by tract-level area based social 
measure, such as poverty code. 

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

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. 

The Revised Common Rule Reduces IRB Requirements for Some 
Registry Activities Supporting Research  

Dennis Deapen, DrPH 

Much of the research supported by population-based cancer registries is considered minimal risk in terms of 
federal guidelines for protection of research participants. Since 1991, the guidelines have been managed by 
the federal Office for Human Research Protection’s “Common Rule”. 

In 2018, several modifications were made to the Common Rule, now often referred to as the Revised Common 
Rule, with meaningful reductions in some requirements that impact registry-based research. 

Since the Common Rule was initially promulgated in 1991, the volume and landscape of research involving 
study participants have grown in scale and become more diverse. Revisions to the Common Rule took effect in 
2018 that address this changing landscape. This 2018 version of the Common Rule is “intended to better 
protect human subjects involved in research, while facilitating valuable research and reducing burden, delay, 
and ambiguity for investigators. These revisions are an effort to modernize, simplify, and enhance the previous 
system of oversight.” https://www.hhs.gov/ohrp/regulations-and-policy/regulations/common-rule/index.html 

mailto:rsherman@naaccr.org
https://www.hhs.gov/ohrp/regulations-and-policy/regulations/common-rule/index.html


NAACCR has prepared three fact sheets addressing how some of these changes can benefit cancer registries 
and researchers (https://www.naaccr.org/irb-information-for-cina/). Topics include use of a single (Central) 
IRB to minimize IRB reviews for multi-institutional research, identifying circumstances in which IRB monitoring 
was previously expected but are now exempt or not human subjects research, and elimination of Continuing 
Review of some studies. 

Additionally, in collaboration with NAACCR, the Office for Human Research Protection provided a webinar 
entitled “Considerations for Registries and Data Centers under the Revised Common Rule” on August 14, 2020 
(https://www.naaccr.org/irb-information-for-cina/). The webinar was geared toward central cancer registries 
and their affiliated IRBs. The webinar provided information on the Common Rule requirements for IRB 
oversight, which activities require IRB approval, how to determine if activities involve research, and whether 
IRB continuing review is required. A significant portion of the webinar focused on various examples of 
downstream research involving registry data and whether IRB review is required. Content from this webinar 
was also translated into one of the NAACCR fact sheets. 

Frances E. Ross Scholarship Fund 

Dear Friends & Colleagues: 

Frances Ross has been an essential part of the Kentucky Cancer Registry (KCR) since its inception. For nearly 37 
years, she has led efforts in cancer surveillance operations through the promotion of uniform data standards, 
providing education and training, and ensuring complete, high quality and timely registry data. Frances began 
her career at the Markey Cancer Center in July 1981. As the very first KCR employee hired by Dr. Gil Friedell, 
she led the development of a data management system that permitted KCR to begin as a voluntary registry in 
1984. Her efforts were instrumental to the formal establishment of KCR by the Kentucky State Legislature in 
1990. She played a key role in the design and implementation of the Cancer Patient Data Management 
System, the expansion of KCR’s data collection and data quality activities through the CDC National Program of 
Cancer Registries (NPCR) in 1994 and the NCI Surveillance, Epidemiology and End Results (SEER) Program in 
2000. Frances has mentored cancer registrars throughout Kentucky and has fostered their dedication to 
standards of excellence and a sense of camaraderie among their ranks. Frances’ leadership has propelled KCR 
to become a national model for the procurement of high-quality cancer registry data that has been extensively 
utilized for cancer prevention and control throughout Kentucky and a prized resource for research. 

Frances’ wisdom and skills have been shared with the broader cancer surveillance community through her 
service to the North American Association of Central Registries (NAACCR). She has served on countless 
committees, work groups, and two elected terms on the Board of Directors. Frances established a reputation 
as a frank and honest advocate for meaningful data standards and a no-nonsense pragmatic approach to 
cancer surveillance activities. She helped establish the NAACCR Member Recognition Award Series in 2004 and 
was awarded the Constance L. Percy Award for Distinguished Service in 2010. Equally important to her 
contributions to NAACCR, her friendships with NAACCR colleagues run deep. In Frances’ own words, “We 
really have a great professional community that we belong to. Amazing, caring people, and now actually all 
working together, listening to each other. We take our work seriously and have great fun doing it.” 

After many years of dedicated service, Frances has planned to retire at the end of April. Frances’ and her 
husband Ed’s daughter, Hannah, is expecting their first grandchild later this spring. Recently, however, Frances 
has been diagnosed with advanced stage cancer. 
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In light of this news, we are inviting you to participate with us in establishing the “Frances E. Ross Scholarship 
Fund” for their grandchild, to honor and thank Frances for all her years of leadership at the Kentucky Cancer 
Registry and volunteering for our professional organizations. 

Frances has been a shining example of dedicated work and commitment to excellence. She has been a 
leader, mentor, confidant, and friend to many. Let us celebrate her and her extraordinary accomplishments. 

We will be collecting donations to the Frances E. Ross Scholar ship Fund through April 15th, 2021.

With Appreciation, 

The Kentucky Cancer Registry at the University of Kentucky Markey Cancer Center 

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: 

 A Condensed Training for the Rate Stabilizing Tool (2-part series) 4/21/21 & 4/28/21
 Refresh Your Knowledge: Requesting and Using NDI Linkages 5/5/21
 Secondary Release of Cancer Registry Data 5/26/21

All NAACCR Talks are recorded and archived at: https://education.naaccr.org/freewebinars. 

2021 UPDATES 
Find out about some of the big changes for 2021 and earn up to 6 free CEs at the 2021 Updates page. You’ll 
find recording of live webinars on changes that will be implemented in 2021 to Grade, SSDIs, ICD O 3.2, and 
the Solid Tumor rules. The recording, slides, Q&A, and the CE Survey/quiz for each webinar at: 
https://education.naaccr.org/updates-implementation. 

NAACCR WEBINAR SERIES 
We just wrapped up our March webinar. Denise Harrison and Louanne Currence gave a comprehensive 
overview of primary tumors of the Larynx. They discussed the anatomy, coding primary site/Solid Tumor 
Rules, and assigning treatment. As with all webinars in the NAACCR Webinar Series, a recording of the session, 
slides, and case scenarios are posted to the NAACCR Education and Training page. Subscribers to the series 
have unlimited access to the recording and materials for a full two years. Anyone that participates in the live 
or recorded session is eligible for 3 category A CEs. 

https://narrative.naaccr.org/article/naaccr-education-training-program-update/
mailto:jhofferkamp@naaccr.org
https://education.naaccr.org/upcomingevents
https://education.naaccr.org/freewebinars
https://education.naaccr.org/updates-implementation


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

2020-2021 WEBINARS AT A GLANCE 

 Prostate 2020 10/01/20
 Lung 2020 11/05/20
 Thyroid 2020 12/03/20
 Treatment 2021 1/07/21
 Lymphoma 2021 2/4/21
 Abstracting and Coding Boot Camp 2021 3/04/21
 Larynx 2021 4/01/21
 Pancreas, 2021 5/06/21
 Kidney 2021 6/17/21
 Quality in CoC Accreditation 7/08/21
 Breast 2021 8/05/21
 Coding Pitfalls 2021 9/02/21

Information on the 2021-2022 Webinar Series will be posted soon! Prices will not change this year. 

NAACCR CTR PREP AND REVIEW 
We just finished our first CTR Prep and Review series of 2021! There are lots of changes to the exam this year. 
Radiation and Grade have been added to the open book portion of the exam. The closed book session covers 
the 2020 CoC standards (not including the 2021 updates). If you or someone you know are planning on taking 
the exam this year, be sure to cover these topics carefully! Or better yet, sign up for the NAACCR CTR Prep and 
Review Series! We have updated our curriculum to include these changes! 

The next NAACCR CTR Prep and Review will be for the June exam and is tentatively set to begin on April 27. 
Additional information and a link to register will be available at: https://education.naaccr.org/ctr. 

2021 NAACCR SUMMER FORUM 
SAVE THE DATE! 
The NAACCR Summer Forum is scheduled for June 15-17, 2021. For more information or to register you can 
“dive in” at: https://www.naaccrforum.org/. Registration is open! 

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 

https://education.naaccr.org/2020-2021-webinar-series
https://education.naaccr.org/ctr
https://www.naaccrforum.org/
https://education.naaccr.org/freewebinars
mailto:jhofferkamp@naaccr.org
mailto:amartin@naaccr.org
https://narrative.naaccr.org/article/naaccr-2021-education-training-calendar/
mailto:amartin@naaccr.org


Upcoming Webinar Presentations 

April 2021  

04/01/2021 NAACCR Webinar Series: Larynx 2021 

04/21/2021 NAACCR Talk: Rate Stabilizing Tool Session 1 

4/27/2021 NAACCR CTR Exam Prep and Review Webinar Series Session 1 

04/28/2021 NAACCR Talk: Rate Stabilizing Tool Session 2 

May 2021  

05/04/2021 NAACCR CTR Exam Prep and Review Webinar Series Session 2 

05/05/2021 NAACCR Talk: Refresh Your Knowledge: Requesting and Using NDI Linkages* 

05/06/2021 NAACCR Webinar Series: Pancreas 2021 

05/11/2021 NAACCR CTR Exam Prep and Review Webinar Series Session 3 

05/18/2021 NAACCR CTR Exam Prep and Review Webinar Series Session 4 

05/25/2021 NAACCR CTR Exam Prep and Review Webinar Series Session 5 

05/26/2021 NAACCR Talk: Secondary Release of Cancer Registry Data* 

June 2021  

06/01/2021 NAACCR CTR Exam Prep and Review Webinar Series Session 6 

06/08/2021 NAACCR CTR Exam Prep and Review Webinar Series Session 7 

06/15/2021 NAACCR CTR Exam Prep and Review Webinar Series Session 8 

*registration pending 

For more information about NAACCR education and training opportunities, or to register online, go to the 
Education and Training site https://education.naaccr.org/upcomingevents or contact Angela Martin 
(amartin@naaccr.org). 

 

Virtual Pooled Registry Update 

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

 

Happy Spring Everyone! The snow has finally melted here in the Northeast and buds are appearing on the 
trees. The last few months have been a flurry of activity and yet my report for the Spring Narrative is short and 
sweet. Hope these updates find you well and looking forward to warmer weather! 

https://education.naaccr.org/upcomingevents
mailto:amartin@naaccr.org
https://narrative.naaccr.org/article/virtual-pooled-registry-update/
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Final VPR-CLS Pilot Testing of Phase II Functionality: The Cohort Cancer Registry Follow Up Study (combined 
Nurses’ Health Study and Health Professionals Follow-Up Study) recently completed their Templated 
IRB/Registry Application (TIRA). The TIRA was released to 21 of the 35 participating registries to initiate the 
Phase II review and approval process for release of individual-level data on matched cases. The researcher will 
now focus on completing any state-specific applications or additional required forms, such as DUAs or 
research agreements. Two additional studies (Sister Study and Women’s Health Initiative) will soon begin the 
Phase II application process. We look forward to receiving feedback from both researchers and registries on 
the recent enhancements to the Phase II functionality and workflow. 

Templated Data Use Agreement: Last month, participating VPR registries received the final version of the 
Templated DUA (now called the VPR DUA), which covers release of registry data on matched cases resulting 
from linkage with study cohorts. VPR registries were asked to determine whether the VPR DUA can be used in 
lieu of their existing DUA or other agreements. Among the 16 registries that have responded to date, 11 are 
able to adopt the VPR DUA “as is” and 5 must continue to use their existing DUA. In the coming months, the 
VPR DUA will be incorporated into the VPR-CLS workflow and used with future linkage studies. The VPR DUA 
will also be shared with the greater cancer surveillance community for voluntary use with other types of 
studies. 

Many thanks! 

Castine Clerkin, NAACCR VPR Program Manager 

Registry Directors and Managers: Join NAACCR for Coffee Breaks! 

We’ve all missed out on opportunities to chat and catch up with colleagues 
this past year, so NAACCR is introducing monthly Coffee Breaks – informal 
sessions for registry directors and managers to connect in a casual virtual 
setting. It won’t be quite the same as seeing each other in person, but we 
hope you’ll drop in for a few minutes to say hi, or stick around and share your 
thoughts on the topic of the month. No registration is required. Dates of the 
upcoming NAACCR Coffee Breaks are Wednesday, April 14th, 11 am – 12 pm 
EDT and Wednesday, May 5th, 11 am – 12 pm EDT. For questions or more 
information, email info@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. 

mailto:info@naaccr.org
https://narrative.naaccr.org/article/steering-committee-corner/


Communications Steering Committee (CSC) 
Chair: Nan Stroup 

Committee Highlights since last Narrative: 
• Revised Communications Priority Area Goals and Objectives for the 2021-2024 NAACCR Strategic
Management Plan (SMP)
• Coordinated announcements for draft SMP via email, social media, website
• Began developing communications schedule/calendar for future announcements and NAACCR activities
Recent Reports/Publications:
• NAACCR Narrative

Professional Development Steering Committee (PDSC) 
Co-Chairs: Carrie Bateman and Andrea Sipin-Baliwas 

Committee Highlights since last Narrative: 
• Revised Professional Development Steering Committee Strategic Management Plan
• Provided our revised 3-year strategic management plan to SMP workgroup and the NAACCR Board
• Updates to the NAACCR website are in progress to highlight the Ambassador Program

Training/Education: 
• 2021 Updates ICDO 3.2 and Solid Tumor rules presented 12/9/2020
• Treatment 2021 webinar presented 1/7/2021
• NAACCR CTR Exam Prep & Review Webinar Series March 2021 presented 1/12/2021 for 8 weeks
• Lymphoma 2021 webinar presented 2/4/2021
• Boot Camp 2021 webinar presented 3/4/2021
• ETC Training Solid Tumor Rules Melanoma 3/11/2021

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: Sarah Nash and Jeff Dowden 

Committee Highlights since last Narrative: 
• Committee continues to work on SMP Goals and Objectives; the next task is activities to achieve the
goals/objectives. (Note: The goals/objectives were approved by the Steering Committee and the Board.)
• Security and Confidentiality Work Group chaired by Liz Ward has prepared a report of a member survey to
be released to the board. And is in process of setting priorities which were identified by a NAACCR member
survey.
• 2020 Census Work Group has approved methodology for estimating populations for all US census-tracts. We
expect these data to be available for member use this summer.

Training/Education 
• Webinars: Rates for small areas in April, NDI in May. Future topics could include: alternatives to Annual
Reports such as Fact Sheets; how COVID has impacted registry operations.



Standardization and Registry Development Steering Committee (SRDSC) 
Co-Chairs: Lori Koch and Wendy Aldinger 

Committee Highlights since last Narrative: 
• The S&RD is working on goals and objectives for the next NAACCR Strategic Management Plan (SMP).
• S&RD Co-Chairs attended the virtual Board/Chairs meeting in February.
• The Interstate Case Ownership Task Force is working to develop recommendations and best practices for
determining case ownership for cases found to reside in more than one state cancer registry.

Strategic Alliances 
Co-Chairs: Randi Rycroft and Betsy Kohler 

Committee Highlights since last Narrative: 
The Strategic Alliances Steering Committee will be expanding its role beyond building and maintaining 
NAACCR partnerships. We will be taking on the role of developing strategy for NAACCR and overseeing the 
Strategic Management Plan (SMP) renewal process. Part of what we have learned from our current SMP 
renewal (new plan takes effect in June 2021) is that NAACCR needs to be more focused on strategy than we 
currently are and more purposeful about communicating strategy. To assist the Board, this Steering 
Committee will develop potential new strategies for Board consideration. We will keep you posted on our 
activities as we grow into this new role over the next several years. 

Susan T. Gershman 
Massachusetts Cancer Registry 

In Memoriam John Young 

John L. Young, Jr. DrPH 
July 5, 1941 – March 11, 2021

We are planning a virtual memorial tribute to Dr. John Young during the NAACCR Summer Forum. Colleagues, 
co-workers and friends will share memories of John, and members will have a chance to speak of him as 
well. More details will be available shortly. Meanwhile please visit our on-line memorial 
space:  https://www.forevermissed.com/john-l-young/about and leave a message. 
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