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2020 NPCR ALABAMA STATEWIDE CANCER REGISTRY SUCCESS STORY 

STORY TOPIC:  Collaborative Partnerships 

STORY CATEGORY:  Registry Operations 

STORY TITLE:  Using the Data Quality Evaluation (DQE) Training to Improve 12-Month Data Completeness 

and Submission 

STORY AUTHOR:  Aretha Bracy  
 

SUMMARY 

The Alabama Department of Public Health’s (ADPH) Alabama Statewide Cancer Registry (ASCR) strives to 
meet the National Program of Cancer Registries (NPCR) data quality standards to ensure timeliness, 
quality, and completeness of data. Alabama’s self-reporting hospitals are monitored monthly for timely 
submissions and data completeness and follows the Commission on Cancer (CoC) and ASCR 
requirements. Alabama’s small hospitals are monitored monthly or quarterly depending on the facility 
size and preference for case finding submission. Most of all cancer reporting for Alabama comes from in-
state inpatient hospital facilities. 
 

CHALLENGE 

There are approximately 50 small and/or rural hospitals in Alabama, and these usually do not have 
dedicated staff for cancer reporting. Obtaining information from rural and smaller hospitals is an ever-
increasing challenge and nearly impossible for hospital staff to be trained and stay current on changes in 
cancer reporting. Services provided by facilities have changed, facility staff has downsized, and smaller 
facilities are closing, which have presented a challenge in maintaining timeliness and completeness for 
some facilities. The completeness percentage for the 12-month data submission for the Advanced 
National Data Quality Standards depends almost solely on in-state patient hospital reporting. The 12-
month data submission does not include death clearance, practically no out-of-state cases, limited 
pathology follow back, limited physician reporting no Medicaid claims data or Veterans Affairs (VA) 
hospital data. Consolidation is largely incomplete for 12-month data at the time of submission, but ASCR 
typically submits 24-month data with zero cases in pending. The number of cases submitted to the ASCR 
in time for the 12-month data submission from in-state facilities has steadily declined in recent years.  

SOLUTION 

The ASCR applied and received one-time funding from CDC/NPCR in support of Data Quality Evaluation 
(DQE) activities and offered a free training to Alabama cancer reporting hospitals, the largest 
contributing factor (75%-80%) for reporting cancer cases to the ASCR. The DQE training, intended 
primarily for Certified Tumor Registrars (CTRs) and reporting sources who abstract cases that impact the 
12-month data submission, addressed the challenges of 12-month data completeness and submission 
according to NPCR Program Standards. CDC and ASCR staff presentations focused on quality control 
efforts, best practices, historical data submissions, challenges, barriers, and solutions to achieve 90 
percent data completeness. To maximize the training’s effectiveness, participants were provided the 
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opportunity to discuss at length the NPCR’s Program Standards, appropriate mechanisms for 
implementation to assure high quality and complete cancer reporting, and a review of NPCR standards 
for call for data submission. Further discussions with CTRs identified strengths, weaknesses, 
opportunities, and threats that contribute to meeting program standards. Workgroup participants 
reported consistent themes when describing barriers and challenges, suggestions for solutions, lessons 
learned, and best practices for 12-month data completeness and submission. 
 
RESULTS 

The CTRs provided positive feedback and described the training as “very informative, a productive 
meeting, great discussions, and grateful for this opportunity.” Many participants expressed a critical 
need for similar meetings to share best practices, network opportunities, and the importance of an 
annual review of ASCR requirements. Hospitals that were compliant and following the ASCR 
requirements provided valuable input and guidance and reminded other self-reporting CTRs of the 
distinction between the Commission on Cancer (CoC) and the ASCR requirements.  The ASCR staff 
worked with several hospitals who were non-compliant at the time of the training, and currently those 
cancer registries are now in compliance status.  

CTRs identified staffing, training, delays, 2018 changes, and case finding as some of the barriers and 
challenges that prevent rapid reporting to meet NPCR Program Standards. Some suggestions and 
solutions to overcome barriers included recruiting volunteers and interns, creating business integrated 
systems agreements, a time management study, and ASCR providing spring trainings. CTRs expressed the 
importance of prioritizing, documenting, cross-training and networking as lessons learned, what worked 
well, and best practices to achieve data completeness and submission.  

SUSTAINING SUCCESS  

The DQE training provided an opportunity for the self-reporting and small hospital CTRs to connect and 
discuss a systematic way of reporting cancer cases to ASCR, network with other CTRs, and utilize the 
ASCR staff, an available resource to ensure their cancer registry’s compliance. The success of this training 
emphasizes the necessity for ASCR to continue a similar format via WebEx and invite CDC staff to 
facilitate an annual training on 12-month data completeness and submission. This annual training would 
also positively impact the required NPCR DQE Audit conducted at least every five years to assess data 
quality. CTRs can access 12-month data completeness and submission and additional training through 
the ADPH Learning Content Management System (LCMS) already in place.   

REGISTRY CONTACT INFORMATION 

Aretha Bracy, Director, Alabama Statewide Cancer Registry 
Phone: 334-206-7035  
Email: aretha.bracy@adph.state.al.us 
Website: www.alabamapublichealth.gov/ascr 
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2020 NPCR ALASKA CANCER REGISTRY SUCCESS STORY 
 

STORY TOPIC:  Collaborative Partnerships/Projects 

STORY CATEGORY:  Public Health Impact 

STORY TITLE:  Using Cancer Registry Data as Part of a Collaborative Partnership to Conduct a Cancer 
Survivor Needs Assessment 

STORY AUTHOR:  David K. O’Brien, PhD, GISP 
 
SUMMARY 

In the Fall of 2019, the Alaska Cancer Registry (ACR) collaborated with the Alaska Cancer Partnership so 
that the Partnership could conduct a survey among cancer survivors in Alaska, to improve efforts to 
support cancer survivors. The study’s objectives were to identify unmet needs, opportunities for 
improvement, and recommendations for action.  Cancer survivors were identified using the ACR 
database. There were 344 survivors diagnosed between 2004-2016 who completed the mailed survey in 
fall 2019. Among survivors who completed all questions about need, 29% had no unmet needs. Young 
adults (ages 18-44 at diagnosis), Alaska Native, and survivors still or recently receiving care had the most 
unmet needs.  

CHALLENGE 

The Alaska Cancer Partnership needed to identify a pool of cancer survivors to take a survey for its study. 
The study’s objectives were as follows: 

• Identify the unmet needs of Alaska’s cancer survivors 
• Increase awareness of unmet needs 
• Identify opportunities for improvement  
• Develop recommendations for individuals, public health and community organizations, and 

health care providers 
 
Note that the project was reviewed by two Institutional Review Boards (IRBs) prior to approval and was 
determined to be “Not Research.”  

The ACR database was used as the source of the pool of cancer survivors.  A sample of 2,600 cancer 
survivors was drawn from ACR database stratified by diagnosis years 2004-2016 (200 sampled per 
calendar year).  If a survivor had more than one record in the ACR database, only the earliest record in 
that period was chosen.  Eligibility criteria for the pool included the following: 

Alaska resident as identified in the ACR database:  While cancer cases are identified as Alaska residents 
at the time of their diagnosis, the ACR database does not have information about current residency 
status.  This was the biggest challenge of the project. 

• Diagnosed between 2004-2016:  This information was readily available. 
• Age 18 or older at time of diagnosis:  This information was readily available. 
• Not deceased:  ACR has current cancer case vital status as of the last time linkages were 

performed on the state mortality database, Social Security Death Index, and National Death 
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Index.  However, those linkages are only performed for the death year of the most complete year 
of cancer data and not for the current calendar year.  Therefore, there would most likely be some 
decedents in the cancer survivor pool. 

 
SOLUTION 

The ACR data analyst developed an MS Access database that connected to the ACR SQL database.  Using 
the criteria required by the Alaska Cancer Partnership to build its survivorship pool, the data analyst used 
Access queries to compile a list of 2,600 cancer survivors that spanned diagnosis years 2004 to 2016 with 
their cancer diagnosis information and their addresses at the time they were diagnosed.  While the ACR 
database also has a “current address” field, it is often not complete and does not undergo quality control 
review. 

The ACR database includes the most recent address for each cancer patient.  However, it is unknown 
whether the cancer patient still resides at that address.  To obtain the most current address, the ACR 
data analyst used MS Access to link the cancer survivor pool with the 2018 Alaska Permanent Fund (PFD) 
Applicant Database, which at the time was the most recent data available.  The PFD database is used to 
track people who apply for the annual state government dividend from oil royalties paid out by the 
petroleum industry.  The dividend program is open to all Alaska residents and must be applied for 
annually, thus the database represents an annual address history of about 93% of Alaska residents.  If 
the ACR record matched to a corresponding record in the PFD database, then it was used for the survey 
mailing address.  If there was no match, then the ACR’s “address at diagnosis” was used.   

The ACR data analyst complied this information into a final mailing list.  This mailing list was provided to 
the Alaska Cancer Partnership’s contractor, who then mailed out the letters, opt-out cards, and surveys. 

RESULTS 

The project contractor mailed invitations to the cancer survivorship pool during September-November 
2019.  Participation was strictly voluntary; no incentive was offered.  

• 1st mailing 9/9/2019: Study notification letter and opt-out postcard 
• 2nd mailing 9/23/2019: If they did not return the opt-out postcard, respondents were mailed the 

survey and study information  
• 3rd mailing 10/7/2019: People who had not responded were mailed a reminder letter and new 

copy of the survey 
 
From the original pool of 2,600 cancer survivors to whom surveys were mailed, there was a 13.4% 
response rate, after adjusting for ineligible respondents: 

• 344 total survey responses were received 
• 321 original responses  
• 23 late responses 

• 240 opt-out cards received 
• 13 opted out specifically because they said they had not had cancer (ineligible) 

• 12 were deceased (ineligible) 
 

• 7 were undeliverable 
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• 1,997 did not respond 
 
The respondents who said they did not have cancer required further research.  The names of these 
patients were provided to the ACR data analyst, who queried them in the ACR database.  It was 
determined that these patients were diagnosed with benign brain tumors.  Although these are 
reportable cases, they are not considered a cancer diagnosis and should have been excluded from the 
original survivorship pool. 

Breast and prostate cancer survivors made up the largest share of survey participants (34% and 18%, 
respectively). This is not surprising as these 2 cancers are the top ranked cancers in the survey period. 
The remaining participants had been diagnosed with cancers from a wide variety of sites.  In addition, 
participation was relatively better among people diagnosed with breast or prostate cancer in comparison 
to other types of cancers. Participation was also relatively greater among females than males, and 
among White survivors compared to Alaska Native or survivors from other races.   

The average current age of respondents was 65.6 years, and the average (self-reported) age at diagnosis 
was 56.4 years. Average time since diagnosis was 8.8 years. More than half (60%) of respondents were 
female, and most were White (81%) or Alaska Native (12%). 

The project included a quality check, based on concerns about whether surveys had reached the right 
people. Three demographic characteristics in the survey responses were compared with the same 
demographics in the ACR database for each respondent (if data available): 

• Gender matched well (97.4%) 

• Alaska Native race matched relatively well (88.1%) 

• There was poor exact match for age of diagnosis, which may be related to recall bias rather than 
identifying an incorrect survey respondent.  

According to the survey, the following are “top 10” rankings for cancer survivorship unmet needs.  

Most highly ranked Unmet needs  

Rank Indicator: In the last month I need…   % Need 

1 I need help to reduce stress in my life 27.3% 

2 
I need to know that all my doctors talk to each other to coordinate my 
care 26.4% 

3 I need help to manage concerns about the cancer coming back 24.9% 

4 
I need help to find out about financial support and/or government benefits to which 
I am entitled 21.3% 

5 I need access to complementary and/or alternative therapy services 21.0% 

6 
I need an ongoing case manager to whom I can go to find out about services 
whenever they are needed 20.4% 

7 I need help to address problems with my/our sex life 20.1% 

8 I need help to adjust to changes to the way I feel about my body 19.9% 

9 I need to feel like I am managing my health together with the medical team 19.2% 

10 I need help to manage ongoing side effects and/or complications of treatment 19.2% 

SUSTAINING SUCCESS 
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This project is a prime example of how a comprehensive cancer control and prevention program can 
collaborate with the Alaska Cancer Registry to have positive outcomes in their community efforts.  This 
study’s objectives included identifying the unmet needs of Alaska’s cancer survivors, increasing 
awareness of unmet needs, and identifying opportunities for improvement.  This study’s finding can be 
implemented by community organizations and health programs around the state. 
 
REGISTRY CONTACT INFORMATION   

Phone :  907-269-0995 
Website:  http://dhss.alaska.gov/dph/Chronic/Pages/Cancer/registry.aspx 

  

http://dhss.alaska.gov/dph/Chronic/Pages/Cancer/registry.aspx
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2020 NPCR ARIZONA CANCER REGISTRY SUCCESS STORY 
 

STORY TOPIC:  Collaborative partnerships/projects 

STORY CATEGORY:  Public Health Impact 

STORY TITLE:  Arizona Cancer Registry Develops Student Internship Program 

STORY AUTHOR:  Michelle Lenzen 

SUMMARY 

The current lack of qualified cancer registrars in the state of Arizona is troubling. With many registrars in 
the state approaching the age of retirement, attention needs to turn to training the next generation of 
registrars for our state to ensure that we can continue to collect quality data.  

As a group, Health Information Management (HIM) students present a pool of worthy candidates for 
cancer registry work. But, how do we best introduce these students to cancer registry practices to garner 
interest in the profession and train them on core concepts? The Arizona Cancer Registry (ACR) designed 
a student internship program and successfully hosted our first college student intern from the HIM 
program from a local college.    

CHALLENGE 

There is a known shortage of cancer registrars within the state of Arizona, and tapping into local HIM 
programs to find students who may be interested in the profession is crucial to the continued 
development of new registrars, as the education and experience they gain while on their HIM 
educational path prepares them for a transition into cancer registry work. However, for these students 
to be successful, they need to be exposed to a large amount of information in a relatively short amount 
of time.  Thus, a concise training program needs to be developed and implemented to encompass those 
concepts in a format they can easily absorb and understand. 
 
The cancer registry profession is not a widely covered topic in Arizona HIM educational programs. 
Additionally, when a student is interested in learning more about cancer registry work, placement within 
a hospital registry setting for their professional work experience is often difficult, due to the lack of 
available registry staff to supervise and monitor the student for the full duration required. Hospital 
registries in the state of Arizona that can house a student for the entire duration of their professional 
work experience are few and far between. Usually, if a student is placed with a hospital that has a 
registry, they may shadow a registrar to briefly discuss their daily responsibilities, but they are not 
provided with an opportunity for an in-depth look at the work the registrar does, the materials they use, 
or the broader concepts the registrar applies to their daily work.  
 

 

SOLUTION 
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Historically, the ACR has partnered with a local community college, Phoenix College, by offering to 
present yearly to HIM program student cohorts about cancer registry work. Beginning in 2019, the ACR 
decided to take that collaboration even further by reaching out to Phoenix College to host a HIM 
program student for 75 hours of professional work experience. The development of the ACR’s internship 
program took several months, and involved the ACR using guidelines and requirements provided by both 
the Arizona Department of Health Services and Phoenix College to design a professional work experience 
that included three general sections: training, daily activities, and a student project. 

• Training included information about central registries, hospital registries, basic cancer-coding 
principles, and procedures and systems specific to the ACR.  The student was assigned reading from 
the various national manuals/guidelines used in the cancer registry.   The student also completed a 
selected number of SEER online modules to reinforce what they read, as well as coding exercises. 

• Daily activities included being given an opportunity to meet and shadow all ACR staff, including our 
Operations Section, Epidemiologist, Data Analyst, QA Manager, Training & Policy Manager, and 
Office Chief. They also attended ACR huddles, department meetings, and NAACCR webinars, which 
provided them with an opportunity to network with hospital registrars also in attendance. 

• The student project was designed to give the Phoenix College student exposure to using a central 
registry database and to the ACR’s internal processes in our Operations Section.  The ACR provided 
the student with a clear project outline and requirements for completion. The student worked 
independently, under the general supervision of the Training & Policy Manager, as well as the 
Operations Manager, as needed.    

Once assigned by Phoenix College, the student made initial contact with the ACR to determine a 
schedule. A customized training plan that included the general sections above was then further 
developed and implemented. The student was encouraged to provide feedback on the overall process to 
the ACR and Phoenix College.  

RESULTS 

At the end of their professional work experience, the student gave a presentation to both the ACR and 
their program cohort summarizing their time spent at the ACR, what they learned, and their project. 
They also completed an evaluation of their experience at the ACR that was submitted to Phoenix College.  

The overall goal of the student’s project was to not only give the student exposure to a central cancer 
registry’s daily work and procedures, but also to assist our registry in piloting a new process before it was 
adopted for use by the ACR’s Operations Section. As a result of the student’s project, the Operations 
Section received valuable feedback that impacted the final procedure and how it was implemented 
within the agency.  

Additionally, further benefit came as a result of the student presenting to their fellow classmates; 
Phoenix College had several students request for their next internship opportunity to be with the ACR 
after hearing about the student’s positive experience with the central registry. The ACR also ultimately 
hired the student into a position within our agency. 

The success of the internship program is encouraging; the ACR plans to continue our partnership with 
Phoenix College by presenting on the topic of cancer registry to their HIM students, as well as by 
continuing to host Phoenix College students for their professional work experience. 
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SUSTAINING SUCCESS 

The ACR is excited to expand the exposure of the cancer registry profession in the college setting. We 
hope that by continuing to showcase cancer registry to HIM students, we can help to spark interest in 
the field, support health information professionals, and contribute to the success of potential future 
registrars in the state of Arizona. We plan to continue our student internship program and to offer 
professional work experience to Phoenix College HIM students who wish to learn more about the cancer 
registry.  

REGISTRY CONTACT INFORMATION  

ACR Main Phone: 602-542-7320 

ACR Website: https://azdhs.gov/preparedness/public-health-statistics/cancer-registry/index.php 

  

https://azdhs.gov/preparedness/public-health-statistics/cancer-registry/index.php
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2020 NPCR ARKANSAS CENTRAL CANCER REGISTRY SUCCESS STORY 
 

STORY TOPIC:  Covid-19 impact 

STORY CATEGORY:  Public Health Impact 

STORY TITLE:  Cancer Challenges Amid a Pandemic, and a Glimpse at Arkansas Data 

STORY AUTHORS:  Mallory Jayroe, MS, CHES; Abby Holt, MPH MLIS; Chris Fisher, BS; Appathurai 
Balamurugan, MD, DrPH 
 
SUMMARY 

By March 20, 2020, there were more than 234,000 cases of COVID-19 confirmed worldwide and more 
than 9,800-registered deaths.1 Arkansas identified its first case around March 11, 2020.  
Persons with compromised immune systems suffer the most severe disease and because of this, staff at 
the Arkansas Central Cancer Registry (ACCR) conducted a linkage to study the distribution and severity of 
COVID-19 among cancer patients in Arkansas. 
 
CHALLENGE 

On March 11, 2020, the Governor of Arkansas issued a public health emergency to take action to prevent 
the spread of COVID-19.2   The first challenge for the Arkansas cancer community during the pandemic is 
the risk of contracting and developing severe complications of COVID-19.3 Therefore, preventing 
infection is of primary concern. Those treated for cancer in the past are likely to have gained normal 
immune function back, and are, at this time, not at a higher risk but precautionary measures should still 
be taken.4 Preventive measures include regular handwashing, avoiding close contact, wearing a mask, 
covering a cough or sneeze, and cleaning and disinfecting surfaces. 

Another major challenge in the cancer community was the pause of elective procedures at the beginning 
of the pandemic, such as cancer screenings, to help reduce the risk of transmission of COVID-19 in health 
care settings. In Arkansas, elective procedures ceased April 3, 2020 and only allowed to proceed April 27, 
2020 under special conditions (e.g., outpatient procedures only and patient must have a negative COVID-
19 test within 48 hours of the beginning of the procedure). Subsequent guidance on elective procedures 
in the state underwent provisions until August 1, 2020.5 A consequence of putting these elective 
procedures on hold was a considerable decline in screening. A recent report by the Epic Health Research 
Network estimated that colon, cervical, and breast cancer screening appointments were down between 
86% to 94% back in March, 2020.6   This may result in later stage tumor development, which can lead to 
worse prognosis and survival. 

At the same time, there is also concern of delayed treatment among cancer patients. During normal 
times, fear and anxiety play a major role during a patient’s disease.7 This is complicated by the added 
fear of contracting COVID-19, which could have a great impact on treatment refusals and cancer 
survivorship.6,7  These challenges bring importance to understanding the short- and long-term health 
effects of this disease on this patient population. 
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SOLUTION 

In order to gain a better understanding of the impact of COVID-19 on Arkansas cancer patients, a linkage 
was performed between the Arkansas Central Cancer Registry dataset, 1996-2020 (2018-2020 
provisional), and the COVID-19 dataset at the Arkansas Department of Health in June of 2020.  

Standard dual probabilistic linkage methodology based on the Fellegi and Sunter model was used to 
perform a match between the two sets.8 The variables used for the match were first name, last name, 
sex, race, telephone, birthdate, street address, city, and zip code. As of June 2020, the total number of 
records used from the Arkansas Department of Health COVID database was 7,542 and 373,291 from the 
Arkansas Central Cancer registry. A total of 255 cancer patients were matched to the COVID-19 database. 
The ACCR collects high quality and complete data and has been consistently certified as a Registry of 
Distinction by NPCR. The only limitations were that the COVID-19 dataset was not complete since these 
data were reported rapidly with little time for quality assessment. 

RESULTS 

Arkansas cancer patients diagnosed with COVID-19 by June 1st, 2020 (N=255), had the most prevalent 
cancer types (female breast, prostate, colorectal, and lung), see Figure 1. Patients diagnosed with cancer 
during 2018 had the largest number of COVID-19 infections than any other diagnosis year since 1996 
(25.8%). Cancer patients diagnosed with COVID-19 were predominately female (58%) and between the 
ages of 55-64 (25.9%) and 65-74 (22.8%) years old. 

White males (71.6%) and females (75.5%) had a higher percentage of COVID-19 cases than black males 
(28.4%) and black females (24.5%). Of the cancer patients diagnosed with COVID-19, 45.4% were 
hospitalized, and of those hospitalized, 15.7% were intubated. The data showed that to date, 91% of 
cancer patients diagnosed with COVID-19 in Arkansas survived.  

SUSTAINING SUCCESS 

At this time, safe screenings and cancer treatment in Arkansas during the COVID-19 pandemic should 
continue at pre-pandemic levels.9,10 11 Current hospital safety guidelines for screenings and cancer 
treatment are in place and being followed and relaying effective messaging about this is important.5 
Further, cancer registry data will be critical in measuring the impact of a pandemic on the delivery of 
cancer care in Arkansas. 

To educate providers in Arkansas, the results of this project was accepted for publication in the 
September 2020 issue of the Arkansas Family Physician, a publication of the Arkansas Academy of Family 
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Physicians. In addition, results were presented at oncology grand rounds at the Winthrop Rockefeller 
Cancer Institute at the University of Arkansas for Medical Sciences in September 2020. 
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https://www.healthy.arkansas.gov/programs-services/topics/arkansas-cancer-registry
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2020 NPCR CALIFORNIA CANCER REGISTRY SUCCESS STORY 

STORY CATEGORY:  Public Health Impact 

STORY TITLE:  Assessing the Burden of Tobacco Related Cancers in California 
 
STORY AUTHORS:  Frances B. Maguire, Ani Movsisyan, Tam D. Vuong, Cyllene R. Morris, Arti Parikh-Patel, 
Elisa K Tong, Rebecca Williams, Theresa Keegan, Ted Wun 

SUMMARY  

Smoking increases the risk of many cancers, and secondhand smoke exposure in nonsmokers is also 
causally linked to cancer. In 2014, the U.S Surgeon General concluded that smoking is causally associated 
with twelve different cancers, and cancer patients and survivors who continue to smoke have a higher 
risk of mortality. The California Tobacco Control Program, established in 1989, has contributed to 
significant declines in cigarette consumption, lung cancer incidence, and heart disease mortality in 
California. Despite these successes, California, the largest and most diverse state, still has almost 3 
million smokers and a high proportion of light and intermittent smokers. This report highlights disparities 
in the burden of tobacco-related cancers by sex, race/ethnicity, and age group. We hope that cancer 
care providers, cancer registries, health plans, public health partners, and policy makers will utilize this 
information to continue improving tobacco-related cancer incidence and mortality. This collaborative 
project exemplifies NPCR Program Standards strategies 1 (Program Collaboration), strategy 2 (External 
Partnerships), and strategy 3 (program evaluation and epidemiological studies). 

CHALLENGE 

CCR contains very limited information on tobacco use, with a large proportion of missing data. To 
conduct a comprehensive evaluation, CCR needed to incorporate other sources of information on 
tobacco use in California into the analysis.  Additionally, we need to incorporate expertise on tobacco 
evaluation, which we did not have within the CCR. 

SOLUTION 

CCR incorporated several external sources of statewide tobacco data into the analysis, including data 
from the California Health Interview and Behavioral Risk Factor Surveys. We also partnered with 
evaluation experts within the California Tobacco Control Program to conduct the analysis and prepare 
the report. This way we could ensure that the analysis and findings would be relevant to a broader group 
of stakeholders. 

RESULTS 

Despite declines in cigarette smoking in California from 22.6% in 1988 to 11.2% in 2018, new tobacco 
products are emerging. The largest population totals of tobacco product users are represented by low-
income populations, non-Hispanic/Latino whites, Hispanic/Latinos, and individuals that did not complete 
high school. Young adults are among the largest population totals for non-cigarette tobacco products, 
including vape and smokeless tobacco products. The analysis of cancer incidence in part reflects these 
trends, with African Americans having the highest incidence and mortality rates for cancers of the 
lung/bronchus, colon/rectum, and pancreas. American Indians had the highest incidence and mortality 
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rates for cancers of the kidney/renal pelvis, liver/ Intrahepatic Bile Duct (IBD) and esophagus. 
Hispanics/Latinos had the highest incidence and mortality rates for stomach cancer while non-
Hispanic/Latino whites had the highest incidence and mortality rates for urinary bladder cancer. Among 
younger age groups (<65 years), colon/rectum cancer was more common than lung/bronchus cancer. 
The findings in this report highlight sub-populations in California towards which to target public health 
education and tobacco cessation efforts. 

SUSTAINING SUCCESS 

We are currently working with our partners within the California Tobacco Control Program and California 
Comprehensive Cancer Control Program to disseminate the results. As new tobacco products and 
behaviors emerge, the epidemiologic data and trends over time continue to be important for 
understanding and mitigating tobacco-related cancer incidence and mortality. 

CANCER REGISTRY INFORMATION 
 
Mark Damesyn, DrPH, Director 
California Cancer Registry 
www.ccrcal.org  
  

http://www.ccrcal.org/
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2020 NPCR COLORADO CENTRAL CANCER REGISTRY SUCCESS STORY 
 

STORY TOPIC/FOCI:  Covid-19 impact/challenges overcome 

STORY CATEGORY:  Registry Operations 

STORY TITLE:  Colorado’s Transition to Full-time Remote Work Due to COVID-19 

STORY AUTHOR:  John Arend 
 

SUMMARY 

The discovery of the SARS-CoV-2 virus and the COVID-19 global pandemic that followed resulted in the 
complete suspension of in-office activities for non-essential personnel at the Colorado Central Cancer 
Registry (CCCR).  Within weeks the CCCR had to transition from primarily in-office work to near-100% 
remote work for the indefinite future.  Most staff had previous experience working from home at least 1-
day a week prior to the pandemic, but full-time remote work required additional infrastructure and 
procedural changes.  Seven months after enacting the Continuity of Operations plan no decline in 
productivity has been noted and most staff have expressed satisfaction with the remote work conditions. 

CHALLENGE 

In December of 2019, the discovery of a cluster of pneumonia cases linked to a novel coronavirus (SARS-
CoV-2) was announced in China. 1,2   Identification of the SARS-CoV-2 virus in other countries soon 
followed and the first positive case in the United States was reported on January 20, 2020. 2   A public 
health emergency was declared in the United States on January 31.  On March 5th, the first two cases of 
coronavirus were reported in Colorado and six additional cases were reported the next day. 3  Governor 
Jared Polis declared a state of emergency in Colorado on March 10th as the total number of presumptive 
positive cases had increased to 17 before nearly doubling to 33 the very next day. 4  The World Health 
Organization declared COVID-19 to be a global pandemic on March 11, 5 and after demonstrated 
community spread, 2  a national emergency was declared by the President of the United States on March 
13, 2020. 6 
 
Responding to the COVID-19 pandemic became the number one priority at the Colorado Department of 
Public Health and Environment (CDPHE).  In order to protect those responding, other programs and staff 
not directly involved in the response were requested to reduce in-office staffing as much as possible in 
early March.  Local and state public health orders, including stay-at-home orders, 7 soon followed and 
resulted in the complete suspension of in-office activities for non-essential personnel.  Much like other 
businesses, programs, and services across the country, CDPHE and the Colorado Central Cancer Registry 
(CCCR), within a matter of weeks, had to create, implement, and execute a Continuity of Operations plan 
to transition from primarily in-office work to near-100% remote work for the indefinite future. 

 
SOLUTION 

In partnership with Division and Department leadership, a plan was created to provide staff with enough 
resources, systems, and procedures in order to allow staff to successfully work from home (or other 
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remote location) for the duration of the pandemic.  Staff were instructed to collect their items from the 
office through the week ending March 13th and to begin working remotely starting Monday, March 16th.  
 
At the state level, the number of available Virtual Private Network licenses were increased from 3,500 to 
30,000 to accommodate a greater proportion of the state workforce working from home.  The State’s 
previous investment in Google for Government meant that email, instant messaging, shared drives and 
documents, and video calls and conferences were already fully integrated and accessible from anywhere. 
 
Staff took laptops, docking stations, monitors, and other required office peripherals home with them.  
Additionally, select staff took with them limited office furniture, i.e. desk chairs, standing desk 
accessories, etc. to facilitate long-term safety and comfort while working from home.  All state 
equipment was inventoried and “checked-out” to staff.  Most staff had previous experience working 
from home at least 1-day a week prior to the pandemic and were already in possession of necessary 
equipment and software.  For the limited staff that had only a desktop PC, “loaner” laptops with docking 
stations were provided.  
 
A shared calendar was created for the employees in our immediate work area to ensure that staff would 
still have access to the office while maintaining enough physical space and in-person limits.  Employees 
were required to fill out their expected in-office time on the calendar and complete a department health 
screening form prior to coming into the office.  The Registry identified select staff who would access the 
office once a week to collect mail and scan important documents for electronic access. 
 
RESULTS 

Seven months after enacting the Continuity of Operations plan, the CCCR has worked through most 
expected and unexpected hurdles.  No decline in productivity has been noted and, despite massive 
external stressors, most staff have expressed satisfaction with the remote work conditions.  While 
certain work tasks are slowed due to connectivity issues, the ability of staff to connect directly to the 
network server through a remote desktop connection greatly reduces those connection issues.  Direct 
connections are limited in number so an additional calendar was created to ensure that the most time-
intensive tasks are prioritized.  The Registry has recognized the value of having those remote desktop 
connections to enable shared resources, programs, and faster processing and will be pursuing additional 
connections in the coming months. 
 
Department and State leadership were driving factors in the successful transition to remote work.  
CDPHE, in February of 2019, had identified the expansion of remote-work opportunities and the 
reduction of in-office staffing as part of their 5-year plan with the end-goal of reducing emissions and 
improving quality of life for staff and employees.  Those plans were greatly accelerated by the COVID-19 
pandemic, but the desire and commitment were already present.  This meant that the flexibility and 
initiative to test and implement innovative remote solutions was encouraged. Without buy-in and the 
infrastructural investments made by the State, the transition to full-time remote work would have been 
much more difficult. 
 
Despite longer processing times for certain tasks due to connectivity issues, staff productivity has not 
diminished.  The registry continues to be on track to submit our 2018 data and we have made great 
headway on our 2019 data as well.  The transition, while sudden, has provided numerous advantages.  
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The reduced commute and additional flexibility have been cited as the top benefits by existing staff.  
Staff retention is expected to improve, especially for those considering retirement and the ability to work 
from anywhere in the state expands our pool of eligible employees. 
 
The largest issue identified by staff has been the loss of in-person contact, the water-cooler talk, quick 
brainstorming sessions, and collaborative lunches.  While long-time staff members miss the camaraderie 
of the office, new staff miss out on the incidental training opportunities and skill building that previously 
occurred organically.  Instant messaging, chat, and video calls provide some assistance, and we believe 
that with time we’ll get better at it, but it has not come as naturally as we had hoped.  We’re continuing 
to work to improve our personal interactions through more frequent mini meetings, and by identifying 
periods of time where more-experienced staff are “on-call” and available for messages, chats, or phone 
calls.   
 
Due to the foresight of state and department leadership, and CCCR leadership over the past decade, the 
CCCR was well-positioned to deal with the tumultuous period of an unexpected pandemic.  The CCCR 
fully expects to continue to provide high-quality, complete cancer surveillance data well into the future. 

 
SUSTAINING SUCCESS 

The success of the registry in transitioning to full-time remote work during the pandemic proved not only 
that it was possible, but that it could be sustainable as well.  The majority of CCCR staff have expressed 
the desire to continue to work remotely for the foreseeable future.  The state of Colorado is looking to 
reduce their footprint, terminate leases and sell building space.  The cost-savings are expected to reduce 
CDPHE’s indirect costs and allow more of our budget to be spent on personnel and other programmatic 
costs. The registry continues to work to improve its personal interactions by identifying ways to ensure a 
cohesive, well-trained work unit.  While the challenges have been great, the opportunities and benefits 
that have presented themselves provide hope for the future. 
 
REGISTRY CONTACT INFORMATION  

Colorado Central Cancer Registry 
303-692-2540 
https://www.colorado.gov/pacific/cdphe/cancerregistry 
 
 
Sources 
 
1. Cohen J (January 2020). "Wuhan seafood market may not be source of novel virus spreading 
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2. Centers for Disease Control and Prevention (June 2020). “Evidence for Limited Early Spread of COVID-

19 Within the United States, January–February 2020”. CDC.gov. Retrieved October 13, 2020. 
3. World Health Organization (March 11, 2020). “WHO Director-General's opening remarks at the 

media briefing on COVID-19 - 11 March 2020”. WHO. Retrieved October 13, 2020. 
4. Trump, Donald (March 12, 2020). “Proclamation on Declaring a National Emergency Concerning the 

Novel Coronavirus Disease (COVID-19) Outbreak”. Whitehouse.gov. Retrieved October 13, 2020. 
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2020 NPCR DELAWARE CANCER REGISTRY SUCCESS STORY 
 

STORY TOPIC:  Lung Cancer  

STORY CATEGORY:  Public Health Impact 

STORY TITLE:  Addressing the Lung Cancer Burden in Delaware 

STORY AUTHORS:  Wilhelmina Ross, PA MPH, CTR (Operations Manager of Delaware Cancer Registry); 
Heather Brown (Chronic Disease Bureau Chief) 
 

SUMMARY  

As the most frequently diagnosed cancer and the most common cause of cancer deaths in the United 
States and Delaware, lung cancer continues to account for a large share of the state’s overall cancer 
cases.  For 2012-2016, lung cancer accounted for 15 percent of all newly diagnosed cancer cases and 28 
percent of all cancer deaths in Delaware.  The Division of Public Health (DPH) continues to encourage 
providers to refer tobacco users to Delaware Quitline, the state’s tobacco cessation program and lung 
cancer screening.  The DPH Cancer Program also continues to educate Delawareans on the importance 
of tobacco cessation and lung cancer screening recommendations to reduce the lung cancer burden. 

CHALLENGE 

Lung cancer continues to account for an enormous share of Delaware’s overall cancer burden.  For the 
2011-2015 time period, Delaware ranked 9th in the nation for lung cancer incidence.  Further, during 
2012-2016, lung cancer accounted for 15% of all newly diagnosed cancer cases and 28% of all cancer 
deaths in Delaware.  Prior to January 2013, there were no U.S. Preventive Services Task Force (USPSTF) 
lung cancer screening recommendations.  Unfortunately, most lung cancer cases continue to be 
diagnosed in the distant stage (i.e., when the cancer has spread from the primary site to distant tissues 
or organs or to distant lymph nodes).  For the 2012-2016 time period, Delaware and the U.S. had a 
similar proportion of lung cancers diagnosed at distant stage (50% in Delaware and 52% in the United 
States).   Additionally, treatment options that are effective for some other forms of cancer are not as 
effective for lung cancer. 

SOLUTION 

The State of Delaware has identified lung cancer as a priority and continues to work towards reducing 
the burden of lung cancer in Delawareans.  As a part of reducing the burden, there is collaboration and a 
multi-disciplinary approach at different levels in order to enact change and address issues that 
contribute to the high rate of lung cancer in Delaware.  

Lung cancer screening and tobacco prevention also continue to be priorities for the Department of Public 
Health. To prevent early access to tobacco products, the Delaware General Assembly passed new 
legislation in 2019, Senate Bill 25, to raise the legal age for sales of tobacco and tobacco products from 
18 to 21. The new legislation also eliminates any penalty to those under 21 who are caught with tobacco 
products, and instead enforces penalties on the sellers if sold to anyone under the new legal buying age. 
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To aid in smoking cessation, Delaware launched the Delaware Quitline in 2001. It is equipped with 
trained tobacco specialists who assess the needs and explore the best options available to the caller.  

Following the USPSTF lung cancer screening recommendation from 2013, the Delaware Cancer 
Consortium (DCC) and DPH’s Comprehensive Cancer Control Program collaborated to implement a lung 
cancer screening program.  As the research indicates, lung cancer screenings aid in early detections of 
lung cancer. DPH’s Screening for Life Program (SFL) provides financial coverage for the screenings of 
individuals who meet eligibility criteria for lung cancer screening without insurance coverage otherwise.  
The SFL began covering lung cancer screenings for qualified Delawareans in 2015.  The screening is 
available to current and former smokers deemed at high risk for lung cancer.  Additionally, an 
educational campaign was implemented using a two-pronged approach.  One piece was aimed at 
providers on the importance of referring eligible patients to low-dose CT scans and the other aimed at 
educating Delawareans on lung cancer screening including the availability of screening sites and a unique 
phone number for Delawareans who feel they meet the criteria to be navigated to lung cancer screening 
at the system closest to them.  The navigators help schedule the screening and follow-up to ensure the 
screening is completed. If a diagnosis is made, they refer them to a cancer care coordinator in addition to 
the Delaware Cancer Treatment Program if uninsured/underinsured.  To support these efforts, Governor 
John Carney also proclaimed April 2019 as Lung Cancer Screening Awareness Month in Delaware. 

RESULTS 

From 2011-2015 to 2012-2016 time periods, Delaware decreased its national lung cancer incidence 
ranking from 10th to 9th. From 2002-2006 to 2012-2016, lung cancer incidence rates declined 18% for 
Delaware males, compared to 24% for U.S. males.  The lung cancer incidence rate for Delaware females 
decreased 9% during the same time period, compared to a 12% decline in the U.S. female rate.  Lung 
cancer decreased by 13% in Delaware and 18% in the United States Between 2002-2006 and 2012-2016, 
mortality rates for lung cancer decreased by 19% in Delaware and 22% in the United States. 

Delaware saw slight increases in lung cancers diagnosed in the earlier stages before the cancer spreads 
to distant tissues, organs or lymph nodes and is more difficult to treat.  Fifty percent of Delaware’s lung 
cancers in 2012-2016 were diagnosed at distant stage, compared to 52 percent in the United States. 
From 1980-1984 to 2012-2016 in Delaware, the percent of lung cancer cases diagnosed at the local stage 
increased from 21% to 24% which was a larger percentage than the U.S. (20). The 2018 Delaware 
Behavioral Risk Factors Survey (BRFS) identified 31,035 Delaware estimated to be eligible for lung cancer 
screening. Of those eligible, 20% reported having a CT or CAT scan for lung cancer and 23% 
(approximately 6,976 Delaware adults) reported having a CT or CAT scan for lung cancer for another 
reason other than screening. 

Delaware has reaped the benefits of statewide reductions in tobacco use that began decades ago.  
During Fiscal Year 2019 (July 1 to June 30, 2019), the Delaware Quitline received 7,434 calls with 28% of 
callers receiving cessation counseling by phone and 8% of registrants to receive face-to-face 
counseling. According to the 2018 Delaware BRFS, current smoking trends may be predictive of cancer 
rates in the 2030s.  In the 1980s (i.e., the period relevant to current lung cancer rates in terms of tobacco 
use behaviors), Delaware’s smoking prevalence were among the highest in the country.  Historical BRFS 
data show that in 1982, 30% of adult Delawareans smoked cigarettes.  By 2018, Delaware’s smoking rate 
among adults had declined to approximately 17%. There is no statistically significant difference in 
current smoking prevalence between males and females or non-Hispanic White and non-Hispanic African 



 

22 
 

Americans. When smoking prevalence rates were stratified by age group, Delawareans 25-34 and 35-44 
years of age reported the highest prevalence of current smoking (22% and 23%, respectively).  This 
prevalence was statistically significantly higher compared to that for Delawareans 65 years of age and 
older. The smoking prevalence decreased as education level and income increased. In recent years, 
tobacco use prevalence has leveled off among adult Delawareans, while continuing to decline among 
high school students.  

SUSTAINING SUCCESS 

Delaware is committed to sustaining the partnerships and collaborations established with multiple 
agencies, committees, facilities, programs and their engagement with the public. It is a priority to 
continue to increase lung cancer screening and early disease detection while reducing tobacco usage. By 
doing so, the Delaware Division of Public Health will continue to reduce the lung cancer burden in 
Delaware and implement evidence-based interventions to priority populations statewide using DCR data 
as a source in planning efforts.   

REGISTRY CONTACT INFORMATION   

Delaware Cancer Registry: (855) 386-6149 
Delaware Comprehensive Cancer Control Program: (302) 744‐1020  
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2020 NPCR DISTRICT OF COLUMBIA CENTRAL CANCER REGISTRY SUCCESS 
STORY 
 

STORY TOPIC:  Data Quality Improvement 

STORY CATEGORY:  Registry Operations  

STORY TITLE:   District of Columbia:  Improving and Maintaining High Data Quality Utilizing Bi-monthly Hospital 

Data Submission 

STORY AUTHORS:  Maria Leuchert, MHA, RHIT, CTR; Alfreda Woods, BS, CHES, CTR 

SUMMARY  

To continuously improve and maintain high quality cancer data, the District of Columbia Cancer Registry (DCCR) 
revised the hospital data submission criteria to focus on quality data. The criteria for inclusion are eligible cases 
diagnosed in 2019 and beyond (beginning with February 2020 submission).  A total of 25 randomly selected cases 
of various sites are reviewed from each bi-monthly submission. The results identified consistent errors in patient 
abstracts, such as: 

• Text input per DCCR text requirements (NAACCR approved abbreviations)  

• Improper Primary site/Histology assignment 

• Address at Diagnosis documentation 

• Class of Case 

• Laterality 

• Race/Spanish Origin 

• Tumor Size (clinical/pathological/summary) 
 

CHALLENGE 

The biggest challenge was getting registry/hospital staff to standardize data collection. Prior data quality review 
revealed multiple issues in data abstraction. Some of the items identified were text input, primary site and 
laterality. Beginning in 2018, the cancer registry community adopted significant changes to coding guidelines and 
manuals (AJCC 8TH ED, STORE, Solid Tumor Rules, ICD-O-3, SSDI’s, Grade, and Radiation data fields) which posed 
additional challenges to the reporting facilities, such as: 

• Eliminating old coding processes/habits,  

• Educational opportunities for new coding rule changes, 

• Understaffed or outsourced registries under time pressure,  

• High productivity requirements, or  

• Frequent facility re-assignments of abstracting CTRs were linked to several coding and text field data 
inconsistencies (text not following DCCR’s text field requirements, frequent copy/pasting of physician notes, 
text not properly used to back corresponding data fields.) 
 

SOLUTION 

DCCR revised the Hospital Data Submission Form to facilitate and assist in improving cancer data quality. Each 
submission file has 25 randomly selected cases for visual review. The abstract is assessed with a focus on major 
data items that may affect the overall quality. Discrepancies are recorded and provided to the reporting facilities 
with supporting resources, i.e., STORE manual. DCCR is available to provide additional support if facilities have 
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questions, concerns, or suggestions. DCCR provides educational opportunities with NAACCR monthly webinars, 
facility requested conferences and annual educational conference. 

 

RESULTS 

There are eight reporting facilities in the District of Columbia. The QA review was performed on seven of these 
facilities.  The most common error identified was “Text documentation.  43% of the reporting facilities followed 
DCCR text requirements, while 57% of facilities did not follow the DCCR text requirements.  Other errors identified 
were: 

• Address @ Diagnosis 

• Race/Spanish Origin 

• Primary site/Histology 

• Laterality 

• Use of NAACCR approved abbreviations 
 

SUSTAINING SUCCESS 

To sustain success, DCCR will continue to monitor the submission data and provide feedback and support when 
needed to reporting facilities. DCCR will focus on the areas that need addressing by providing additional 
educational opportunities, scheduled web-based conferences with individual facilities and the annual educational 
conference. 

REGISTRY CONTACT INFORMATION  

202-442-9216, https://dchealth.dc.gov/service/cancer-registry-0 
  

https://dchealth.dc.gov/service/cancer-registry-0
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2020 NPCR FLORIDA CANCER DATA SYSTEM SUCCESS STORY 

STORY CATEGORY:  Public Health Impact 

STORY TITLE:  Designing an interactive data dashboard to improve communication of cancer data in 
Florida 

STORY AUTHORS:  Monique N. Hernandez, Cathy Bledsoe 

SUMMARY 

In 2019, the Florida Cancer Data System (FCDS) implemented a new data visualization dashboard to 
display data on the cancers most diagnosed in Florida. Since then, the dashboard has been viewed over 
3,000 times. The main objective is to make cancer data easier to access and understand for a lay public 
audience. It also serves as a platform to teach users how to understand cancer statistics in general. 
Simultaneously, an internal process for updates was developed which will allow the data to be updated 
annually with minimal effort from FCDS staff, thus making it sustainable.  

CHALLENGE 

The users of the FCDS data have varied levels of understanding of cancer data and statistics. The Central 
Cancer Registry already provides data in numerous formats, including annual reports, monographs 
focused on special studies like survival or racial/ethnic background, and an interactive query tool that is 
useful for cancer professionals with specific questions about the data.  

However, users with less experience seeing and interpreting cancer data may not find these existing 
tools helpful. When data tools and reports use jargon and statistical terminology that are difficult for a 
lay audience to understand, misinterpretations can occur. Preventing such misinterpretations is a central 
goal in visualizing data and can reduce concerns from the public. Furthermore, clearly communicating 
the burden of cancer is an essential building block for cancer prevention and control from a broader 
public health perspective. Without an understanding of the extent of the burden, the trends, and the 
populations most impacted by cancer, we cannot expect cancer advocates, coalitions, and partners in 
chronic disease prevention to make data-informed decisions.  

Finally, when publishing cancer data from year-to-year, much time and effort can be spent on updates to 
the data, archiving out-of-date static reports, or changes to layout and design. This can become an extra 
burden on central cancer registry operations.   

SOLUTION 

The FCDS worked with One Health Insights (OHI), a public health consulting firm, to design a data 
visualization dashboard on the top cancer sites in Florida. Statistics included state-level cancer incidence, 
mortality, stage, and trend analysis. County-level counts, rates, and stage distribution data were also 
included. In the design of the dashboard, we took into consideration data visualization best practices 
such as the use of easily understood chart types, a simple color palette, and clear language choices.  
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Importantly, we kept a constant focus on the target audience for the dashboard, which is the lay public 
and non-cancer professionals. We worked to present statistical information in a way that is easy to 
understand and provides explanations of common cancer terminology.  

We felt it was critical to design a dynamic dashboard that could be updated seamlessly and annually, 
without affecting the original format and structure. First, the data are pulled and pre-aggregated from 
the FCDS database. We developed custom scripts to allow the data to be easily updated in future years. 
The data were then uploaded into Tableau software, where all visualizations for the dashboard were 
developed. The use of a data visualization software program that pulls data from an external source 
means that updates can easily be performed in future years by simply updating the data on the back 
end. This eliminates the need to archive outdated static reports and provides the most relevant and up-
to-date information to the public. 

Testing the dashboard with users and designing new iterations based on feedback were an especially 
important part of the process. FCDS completed hour-long individual interviews with four users to see 
how they interacted with the dashboard. This helped to inform us about things that did not function as 
expected. After making changes to the design based on these initial in-depth interviews, a second round 
of feedback was solicited from eighteen more individuals. This helped us to further refine the tool and 
feel confident that people with no background in cancer could understand the data.     

RESULTS 

After several rounds of testing and improvements, the dashboard was embedded onto the FCDS website 
and made public in 2019. The website is tracked using Google Analytics to help determine how the use of 
the dashboard is impacted by things like press releases, email blasts, and presentations at meetings. 
Continual evaluation of the use of the dashboard will help the team to understand who is using the tool 
and make improvements in the future. 

 

 

A screenshot of the dashboard showing colorectal cancer data 
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Here are a few examples of how our team designed the dashboard in unique ways to encourage 
understanding by viewers who do not have a background in cancer and/or statistics.  

1. Avoid jargon whenever possible. 

Terms such as “rates” and “statistical significance” are not intuitively understood by members of 
the lay public. Whenever possible, we replaced terminology with phrases that are easier for any 
viewer to understand. For example, the term “incidence” was replaced by “new cancers.” Where 
we could not avoid using a term that might not be easily understood (e.g., rate), we provided 
explanations and descriptions alongside these terms to help communicate their meaning. 
Tooltips, like the one shown below, allow users to read an explanation of the data in plain text 
when they hover their mouse over the data.  

 

 

2. Be clear about increases or decreases in cancer rates without requiring an understanding of 
statistical significance.  

The dashboard shows the change in incidence and mortality rates over time. This chart can be 
viewed for a cancer site overall or stratified by sex or race/ethnicity (shown below). Joinpoint 
analysis was used to determine whether the changes in rates over time are statistically 
significant, and then a simple up or down arrow was displayed to help users interpret the change, 
regardless of their understanding of statistics. In the example below, you can see that colorectal 
cancer incidence rates have dropped significantly for all racial/ethnic groups except the “Non-
Hispanic, Other Race” group, which has not significantly increased or decreased.  

 

 

3. Use your words.  



 

28 
 

There are numerous examples throughout the dashboard that show how the use of text can 
make the data easier to understand. For example, the sub-title for the Stage at Diagnosis chart 
explains why stage data are important (because cancer is easiest to treat when caught at an early 
stage). One unique example is the creation of a “visual Instructions” button, which guides the 
users on how to use the dashboard. These instructions toggle on and off using the button in the 
top right corner and provide a general layout of the tool.  

 

 

4. Avoid overwhelming the reader. 

There are hundreds of ways that cancer registry data could be sliced and diced to deliver a 
different story. However, including every possible data point or filtering by too many variables on 
a dashboard can be overwhelming and confusing. Therefore, we tried to stick to some key points 
that would communicate the overall burden of cancer.  

Since the launch of the dashboard on the FCDS website, feedback on the tool has been positive and its 
use has been steady. We plan to maintain the success of the dashboard by updating data when new 
diagnosis years are published, and by adding dashboards that relate to local public health efforts. For 
example, we have recently added cervical cancer to the dashboard to align with Florida’s statewide 
effort to eliminate cervical cancer.1 

SUSTAINING SUCCESS 

Now that the framework has been built, updates and additions to the dashboard are relatively simple. 
Future visualization efforts will also expand beyond the dashboard described here. FCDS plans to roll-out 
a series of visualizations on the status of cancer screening in Florida. For each new project, we are 
keeping detailed notes on the processes involved in data management so that the next updates can be 
done with little effort. This will allow us to eventually build a library of visualizations and data tools to 
help ensure that FCDS data are easily accessible and understandable by all who need them.  
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REGISTRY CONTACT INFORMATION 

Main phone line: 305-243-4600 
https://fcds.med.miami.edu/  

 

1. Florida Cancer Control and Research Advisory Council (CCRAB). 2021. 2020-2025 Florida Cancer Plan. Accessed on 1/15/2021 from 

https://www.ccrab.org/_cache/files/0/9/0998608c-ba7b-4d23-aa27-f012e2257910/351F15AAED65D21F20FCBBC2B1E8E96B.flacancerplan-

2021lowres.pdf.  

about:blank
https://www.ccrab.org/_cache/files/0/9/0998608c-ba7b-4d23-aa27-f012e2257910/351F15AAED65D21F20FCBBC2B1E8E96B.flacancerplan-2021lowres.pdf
https://www.ccrab.org/_cache/files/0/9/0998608c-ba7b-4d23-aa27-f012e2257910/351F15AAED65D21F20FCBBC2B1E8E96B.flacancerplan-2021lowres.pdf
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2020 NPCR GEORGIA CANCER REGISTRY SUCCESS STORY 
 

STORY TOPIC:  Collaborative partnership 

STORY CATEGORY:  Public Health Impact 

STORY TITLE: Targeting Cancer Screening at the Worksite  

STORY AUTHOR: Rana Bayakly, BA, MPH 
 
SUMMARY 

Georgia launched a worksite program to increase cancer screening among high risk population. The 
Georgia Breast and Cervical Cancer Screening Program (BCCP) collaborated with the Georgia Cancer 
Registry (GCR) and the Occupational Health Surveillance Program (OH) to analyze the Behavioral Risk 
Factor Surveillance System cancer screening by occupation and industry as well as cancer incidence and 
mortality data. Occupation with low prevalence of cancer screening were identified while cancer 
incidence and mortality data identified geographical areas. BCCP developed Cancer Screening Worksite 
Guidance to completement Georgia’s initiative “Work Healthy Georgia Toolkit.” As a result, three Public 
Health Districts agreed to participate. 

CHALLENGE 

Georgia breast cancer incidence and mortality rates are higher than the United States, while cervical 
cancer incidence and mortality is similar or slightly lower than the United States overall.  Georgia’s breast 
and cervical cancer screening prevalence were stagnant at around 79% for women 50-75 years of age 
who had a mammogram within the last two years for the last seven years.  Prevalence did increase by 
one percentage point (79% to 80%) for cervical cancer screening among women 21-65 years of age in the 
past three years.  Georgia did not meet Healthy People 2020 (HP2020) objectives for breast cancer 
screening (81.1%) and cervical cancer screening (93%) even though Georgia’s been achieving the 
screening performance measures set by the CDC’s National Breast and Cervical Cancer Early Detection 
Program (NBCCEDP), and the Georgia Comprehensive Cancer Control (GC3) Steering Committee made 
breast and cervical cancer screening its priority.   

Additionally, Georgia’s overall age-adjusted breast cancer incidence rate has been stable since 2005, 
with a significant and steady increase among non-Hispanic (NH) Black females since 2000.  There has 
been no significant change in late-stage age-adjusted breast cancer rate by race/ethnicity.  As for breast 
cancer mortality, there was a significant decrease for both Black and White females in Georgia since 
2000.  As for cervical cancer, incidence rate decreased significantly among both NH Black and NH White 
females, additionally this decrease was faster among NH Black females (2.9%) than NH White females 
(0.4%).  Similarly, the age-adjusted late-stage cervical cancer rate decreased significantly from 2000 to 
2015 and then increased for 2016 and 2017.   

Data Sources: Georgia Behavioral Risk Factor Surveillance System, Georgia Cancer Registry and Georgia 
Vital Records. 
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SOLUTION 

Implementing cancer screening at the workplace and/or implementing policies that would support 
cancer screening would improve overall cancer screening in Georgia as well as improve cancer screening 
disparities among women of low income and low education level. Moreover, research suggests that 
implementing worksites wellness program does not have negative effect on profitability. In fact, 
employers who offer paid leave for medical reasons such as screening, may realize a healthier and more 
productive workforce and tend to spend less on direct medical costs, worker compensation and disability 
costs, replacement costs for ill or injured workers who are absent, and costs for recruiting and training 
new workers. 

Georgia women had significantly lower breast and cervical cancer screening rates than the overall 
population when they work in occupations such as: Legal; Food Preparation and Serving Related; 
Building and Grounds Cleaning; Maintenance; Personal Care and Services; and Transportation and 
Material Moving. The BCCP team created worksite cancer policy guidance as a supplement to Work 
Healthy Georgia Tool. The GA-BCCP team reached out to all 18 Georgia Public Health Districts and three 
participated. These participants had breast and cervical cancer screening prevalence lower than the 
overall Georgia prevalence and breast and cervical cancer incidence rates that were the same or higher 
than the Georgia overall breast and cervical cancer rates.  
 

RESULTS 

Overall, almost one out of every four working women age 40 years and older, did not have a 
mammogram within past 2 years. According to the American College of Obstetricians and Gynecologists, 
women aged, 40-74 with average risk should get screened with mammography and clinical breast exams 
annually. 1 Breast cancer screening is significantly lower among women working in Legal 54.7% even 
though 93% of these women have health coverage; while 60% of women working in Food Preparation 
and Serving Related had their mammogram but only 55.7% had health coverage; and 57.8% among 
those working in Personal Care and Service had their mammograms while 65.4% had health care 
coverage. One out of seven working women 21-65 years of age did not have their Pap test in the last 
three years.  Georgia women working in Building and Grounds Cleaning and Maintenance (74%) as well 
as Georgia women working in Transportation and Material Moving (71.6%) had significantly lower Pap 
test screening prevalence in the past 3 years than all working women (85.1%) in Georgia. Additionally, 
Georgia women working in these occupations had a significantly lower prevalence of health care 
coverage 53.9% and 73%, respectively. 
 
 
 
 
 
 
 
 
 
Three Public Health Districts agreed to participate North (2-0), East Metro (3-4) and Northeast (10) 
covering a total of 28 out of 159 counties in Georgia.   
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 Mammogram 

2014-2018 

Percent 

Pap Test 

2014-
2018 

Percent 

Breast 
Cancer 
Incidence 

2013-2017 

Rate/100,000 

Breast 
Cancer 
Mortality 

2013-2017 

Rate/100,000 

Cervical 
Cancer 
Incidence 

2013-2017 

Rate/100,000 

Cervical 
Cancer 
Mortality 

2013-2017 

Rate/100,000 

Georgia 74 85.1 126.7 22.4 7.8 2.3 

District 2-
0 

72.8 81.4 122.1 17.7 7.3 1.7 

District 3-
4 

71.2 76.4 129.6 23.5 7.1 2.1 

District 10 74.6 77.3 129.0 22.6 7.8 2.6 

 
Even though the country and Georgia are in the mist of the COVID pandemic, the three Public Health 
Districts agreed to participate and in the process of recruiting highlighted occupations to participate in 
the project.  
 
SUSTAINING SUCCESS 

Georgia has been looking for innovative way to improve breast and cervical cancer screenings. More 
than 2 million women are employed in Georgia, providing worksite cancer screening guidance for all 
businesses should improve cancer screening. Having three Georgia Public Health Districts agreeing to 
participate has been a great success and will shed light on the implementation of this Guidance.  BCCP, 
GCR and OH Programs will recruit additional Public Health Districts each year.  Additionally, the Georgia 
Comprehensive Cancer Leadership team will highlight this effort with partners and stakeholders to speed 
the adoption of this targeted strategy.   
 
REGISTRY CONTACT INFORMATION 

Rana Bayakly, 404-657-2617, rana.bayakly@dph.ga.gov 
https://dph.georgia.gov/chronic-disease-prevention/georgia-comprehensive-cancer-registry 

 

Source 
1 American College of Obstetricians and Gynecologists Breast Cancer Risk Assessment and Screening in Average-Risk Women 

  https://www.acog.org/clinical/clinical-guidance/practice-bulletin/articles/2017/07/breast-cancer-risk-assessment-and-
screening-in-average-risk-women  

mailto:rana.bayakly@dph.ga.gov
https://dph.georgia.gov/chronic-disease-prevention/georgia-comprehensive-cancer-registry


 

33 
 

2020 NPCR CANCER DATA REGISTRY OF IDAHO SUCCESS STORY 
 

STORY TOPIC:  Collaboration with NBCCEDP to monitor progress toward health equity goals   

STORY CATEGORY:  Public Health Impact 

STORY TITLE:  Using Cancer Data Registry of Idaho Data to Support the NBCCEDP-funded Idaho Women’s 

Health Check Program in Monitoring Progress Toward Health Equity Goals   

STORY AUTHORS:  Christopher J Johnson, MPH; Bozena M Morawski, MPH, PhD; Randi K Rycroft, MSPH, 
CTR; Libby Hobbs, MPH; Dana Lewis; Charlene Cariou, MHS, CPH, CHES 
 
SUMMARY 

The Cancer Data Registry of Idaho (CDRI) and the Idaho Women’s Health Check (WHC) Program 
evaluated time from breast cancer diagnosis to treatment among Idahoans enrolled in the WHC 
program. WHC serves patients that are low-income, uninsured and underinsured women, and that may 
have limited access to healthcare. This collaborative use of cancer registry and WHC data quantified if 
WHC patients had disparate experiences in accessing cancer therapy post-diagnosis relative to similarly 
aged Idahoans who were also diagnosed with breast cancer. The results of these types of analyses allow 
the WHC Program to enhance and target their services.  

 
CHALLENGE  

In 2017, among female Idaho residents, breast cancer was the most commonly diagnosed cancer (135.9 
invasive cases per 100,000 population) and the second leading cause of cancer-related mortality (21.6 
deaths per 100,000 population).i Idaho has one of the lowest mammography prevalence in the United 
States, with only 68.2% of women in Idaho aged 50 to 74 years having had a mammogram in the prior 
two years.ii The CDC’s National Breast and Cervical Cancer Early Detection Program (NBCCEDP) has 
funded state health agencies to provide breast and cervical cancer screening to women lacking access to 
these services. In Idaho, these services are provided via the Women’s Health Check (WHC) program, 
which primarily serves female U.S. citizens or noncitizens who have lived in the United States for ≥ 5 
years; have incomes up to 200% of the federal poverty guidelines; and have no health insurance 
coverage for Papanicolaou (Pap) tests or mammograms.iii Annual mammogram and clinical breast exam 
are available to qualifying women aged 50–64 and other age groups meeting additional criteria, e.g. aged 
40–49 with personal history of or symptomatic for breast cancer. 

Delays in the interval between breast cancer diagnosis and treatment can cause patient distressiv and has 
been associated with decreased survival.v For these reasons, NBCCEDP standards are for women 
diagnosed with precancerous disease or invasive cancer to initiate treatment within 60 days from the 
day of the final diagnosis.vi WHC does not, however, collect information on date of first treatment, 
making linkages between CDRI and WHC data critical to determining if WHC patients meet NBCCEDP 
standards. A knowledge gap exists around time to treatment among WHC participants and their 
demographic and tumor characteristics as compared to other Idaho residents diagnosed with breast 
cancer. 
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SOLUTION 

CDRI performs linkages between WHC and its cancer registry data twice per year, which aligns with NPCR 
and NBCCEDP requirements for routine linkage between programmatic data and state cancer registry 
data. To identify if the WHC program was meeting NBCCEDP goals and identify areas where WHC might 
enhance service delivery, CDRI and WHC characterized the time from diagnosis to treatment initiation 
among the WHC patient population diagnosed with a ductal carcinoma in situ (DCIS) or invasive breast 
cancer during 2011–2017 relative to similarly aged female Idaho residents diagnosed with DCIS or 
invasive breast cancer. For these analyses, treatment date was defined as the earliest date for surgery, 
chemotherapy, or radiation, with radiation needing to be preceded or followed by chemotherapy or 
surgery.vii CDRI and WHC also evaluated characteristics of tumors diagnosed in these two populations 
and sociodemographic differences between these two patient populations via area-based measures 
(census tract poverty and urban rural indicator code 2010) determined from the patient’s census tract of 
residence at time of diagnosis. The addition of area-based measures derived from geocoded addresses 
helps WHC identify gaps in coverage based on geography. CDRI was also keenly interested in ensuring 
that the methods used for this evaluation would be available to other states, and so we worked with 
WHC staff to draft and submit a manuscript describing this collaborative use of data. 

RESULTS 

These analyses were key in re-affirming the importance of the WHC Program for Idaho’s low income and 
uninsured and underinsured women. A higher proportion of women with tumors diagnosed via WHC 
participation were living in a census tract with higher levels of poverty; over 1 in 4 women who 
participated in WHC lived in a census tract with 20% or greater proportion of households below the 
federal poverty line, versus 1 in 6 women diagnosed with breast cancer outside of WHC.  

Additionally, a higher proportion of women with tumors identified through the WHC program were non-
white or Hispanic – 14% of WHC participants were of Hispanic ethnicity and Black, American Indian and 
Alaska Native, and Asian and Pacific Islander (“other”) versus 7% among Idaho women diagnosed with 
breast cancer outside of WHC. The distribution of rural versus urban residency at time of diagnosis 
among women diagnosed with breast cancer through WHC was like that of other Idahoans diagnosed 
with breast cancer, indicating that WHC outreach to eligible populations was equitable geographically. 

These analyses demonstrated that the distribution of stage of tumor at diagnosis was typically later for 
tumors diagnosed via the WHC Program than other tumors of the breast identified in similarly aged 
female Idaho residents; 1 in 2 breast cancers diagnosed among WHC participants were regional or 
distant stage, versus 1 in 3 breast cancers diagnosed among women who were not WHC participants. We 
also found a lower – albeit not statistically significant – proportion of women diagnosed with HR+/HER2- 
breast cancer in the WHC-linked group, a breast cancer molecular subtype associated with higher 
screening intensity and more favorable outcomes. These findings are also expected, as NBCCEDP/WHC is 
not strictly a screening program, but also serves women who have symptoms suspicious of breast or 
cervical cancer as confirmed by a health care professional.viii Of the 21 distant stage cancers, 14 (66.7%) 
patients diagnosed were symptomatic at enrollment (self-reported or found during a clinical breast 
exam). Also, although a higher proportion of WHC Program tumors were treated with mastectomy, this 
reflects the later stage of diagnosis among WHC-linked cancers.  
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Critically, approximately 9 in 10 women – or 92% – were diagnosed with breast cancer through WHC 
initiated therapy within 60 days of diagnosis. This was like breast cancers diagnosed among other Idaho 
women, among whom 94% initiated therapy within 60 days of diagnosis. The median number of days 
from breast cancer diagnosis to treatment initiation was also similar for women diagnosed through 
participation in WHC versus other women – 26 days versus 25 days – and neither of these comparisons 
was statistically significant (P = 0.28 and 0.65, respectively). 

 

Idaho WHC covers the cost for local coordinators to assist in scheduling diagnostic testing, encouraging 
patients to attend scheduled appointments, and if a cancer or eligible pre-cancer is diagnosed, the 
patient navigator assists the patient in enrolling in breast and cervical cancer Medicaid for treatment. 
WHC patient navigators work with women until a diagnosis is made, after which the hospital or provider 
provides patient navigation. The transition to Medicaid that is facilitated by the WHC navigator may be 
an important component behind similarities in time from diagnosis to treatment among those in the 
program versus others. 

The Idaho WHC Program has been delivering services to eligible Idahoans since 1997 and treatment for 
breast cancer has been covered for WHC enrollees under a Medicaid waiver since 2001. Results from this 
evaluation indicate that there are not disparities in the treatment initiation interval between WHC-linked 
breast cancer cases and other Idaho cases aged 50 to 64. We were not, however, able to assess women’s 
treatment preferences or extenuating circumstances that could delay breast cancer treatment. 

SUSTAINING SUCCESS  

To support cancer control efforts in Idaho, CDRI will continue to link cancer registry and WHC data, 
perform comparisons of WHC cancers to cancers diagnosed outside of the WHC program, and assess 
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patients’ clinical experiences and outcomes. These analytic efforts by CDRI help WHC target their 
programmatic activities to where they are most needed and improve the health of Idaho’s under-
resourced population. In the future, the CDRI-WHC collaboration could expand to help WHC identify 
women who did not initiate therapy within 60 days of diagnosis, so that WHC could explore reasons for 
delay and further improve services.  

REGISTRY CONTACT INFORMATION 

Cancer Data Registry of Idaho 

Phone: (208) 338-5100; https://www.idcancer.org/ 

 

Sources 
1Johnson CJ, Morawski BM, Rycroft RK. Cancer in Idaho – 2017. Boise, ID: Cancer Data Registry of Idaho, 2019. 
2 BRFSS 2018 Breast Cancer Screening by State. 
https://nccd.cdc.gov/BRFSSPrevalence/rdPage.aspx?rdReport=DPH_BRFSS.ExploreByTopic&irbLocationType=Stat
esAndMMSA&islClass=CLASS18&islTopic=TOPIC37&islYear=2018&rdRnd=37131. 
3 Idaho Women's Health Check Program. 
https://healthandwelfare.idaho.gov/Health/DiseasesConditions/ComprehensiveCancerControlProgram/WomensH
ealthCheck/tabid/255/Default.aspx. 
4 Holland JC, Andersen B, Breitbart WS, et al. Distress management. J Natl Compr Canc Netw 2013; 11(2): 190-209. 
5 Khorana AA, Tullio K, Elson P, et al. Time to initial cancer treatment in the United States and association with 
survival over time: An observational study. PLoS One 2019; 14(3): e0213209. 
6 Caplan LS, May DS, Richardson LC. Time to diagnosis and treatment of breast cancer: results from the National 
Breast and Cervical Cancer Early Detection Program, 1991-1995. Am J Public Health 2000; 90(1): 130-4. 
7 Koroukian SM, Bakaki PM, Schluchter M, Owusu C, Cooper GS, Flocke SA. Comparing Breast Cancer Outcomes 
Between Medicaid and the Ohio Breast and Cervical Cancer Early Detection Program. J Oncol Pract 2015; 11(6): 
478-85. 
8 Tamer R, Voti L, Fleming LE, et al. A feasibility study of the evaluation of the Florida breast cancer early detection 

program using the statewide cancer registry. Breast Cancer Res Treat 2003; 81(3): 187-94. 

  

https://www.idcancer.org/
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2020 NPCR KANSAS CANCER REGISTRY SUCCESS STORY 
 

STORY CATEGORY:  Registry Operations 

STORY TITLE:  Role of Physician Groups/Clinics in Attaining Kansas Cancer Registry Case Completeness 

With Major Sites 

STORY AUTHORS: Sarma Garimella, John Keighley, Sue Min Lai 
 

SUMMARY 

Cancer case ascertainment is a critical part of cancer registry operations. Kansas Law requires physicians 
who diagnose and/or treat cancer patients to report cancer cases to Kansas Cancer Registry (KCR). 
Several physician groups/clinics are identified and are currently reporting their cancer cases proactively 
to KCR. In addition, KCR also requests Medical Record Disease Index (MRDI) from all physician 
groups/clinics that diagnose/treat cancer patients. The cases/lists are reviewed for capturing missed 
cases. The missed cases are entered into Rocky Mountain Cancer Data System (RMCDS) as new cases or 
help completing cases already in the system but with missing data items. 

CHALLENGE 

KCR’s challenge is to reduce a duplication of effort toward completeness of case ascertainment and data 
quality.  
 
SOLUTION 

Due to varying reporting timelines from hospitals, a linkage with physician groups/clinics MRDI’s is 
necessary to capture missed cases or consolidate critical data items when additional data sources 
become available. The lists of possible missed cases are sent to the physician groups/clinics once every 
year. KCR tracks these cases until they are returned to the registry. These cases are then reviewed and 
entered into RMCDS software as new cases or help completing cases already in the system but with 
missing data items. KCR management reports help track information on missed cases by primary site and 
physician groups/clinics.  

RESULTS 

KCR reviewed all the cases diagnosed from 2013-2017. A total of 78,114 cases were reported to the 
Kansas Cancer Registry in a 5-year period from 2013-2017. Cases solely reported by physician 
groups/clinics accounted for 7,601 cases (about 10%). From the total cases reported by physician 
groups/clinics, 3,036 cases (3.9%) were abstracted and entered as new cases into RMCDS while 4,565 
cases (5.8%) helped in completing cases that were already reported by other facilities but had missing 
data items. Based on the 5-year data the top five cancer sites that the physician groups/clinics reported 
to KCR are Prostate cancer, Melanoma of the skin, Female breast cancer, Lung & Bronchus cancer and 
Leukemia. Each year physician groups/clinics play a critical role in KCR attaining the case ascertainment.  
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SUSTAINING SUCCESS 

The Kansas Cancer Registry has a team of staff members with diverse experience and expertise. 
Sustaining this type of success is likely. 

REGISTRY CONTACT INFORMATION 

Kansas Cancer Registry  
Main Line: 913-588-4722                                                             
Website: www.kumc.edu\kcr 
 

  

http://www.kumc.edu/kcr
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2020 NPCR KENTUCKY CANCER REGISTRY SUCCESS STORY 
 

STORY TOPIC: Measuring the Quality of Cancer Care in Community Hospitals 

STORY CATEGORY: Public Health Impact 

STORY TITLE:  Improving Cancer Patient Care in Kentucky’s Community Hospitals 
 

STORY AUTHORS: Thomas C. Tucker, Eric B. Durbin, Frances Ross, Bin Huang and Jason Jacob  

SUMMARY 

The Markey Cancer Center Affiliate Network (MCCAN) is a collaboration between the Markey Cancer 
Center and Kentucky community hospitals designed to enhance the quality of care for cancer patients 
treated at community hospitals. The Kentucky Cancer Registry (KCR) has developed computer algorithms 
to determine whether eligible cancer patients were treated according to evidence-based quality of care 
measures established by the American College of Surgeons (ACoS) Commission on Cancer (CoC). These 
algorithms were used to measure changes in the quality of care for breast and colon cancer patients 
treated in participating hospitals before and after joining the Network (1). 

CHALLENGE 
 
The majority of cancer patients in the USA (80–85%) are treated at community hospitals.(2) This 
percentage is very likely even higher for common malignancies such as breast or colon cancer that can 
be treated by surgeons in hospitals of nearly any size. Being treated at a community hospital that is close 
to the patient’s home provides some distinct advantages for both the cancer patient and their family. 
This is especially true in rural areas where distances to larger university-based hospitals can be much 
greater like in Kentucky. It is also important to note that academic medical centers have a limited 
capacity to treat cancer patients and thus, community hospitals will need to continue treating most 
cancer patients well into the future. However, cancer treatment is continually changing, and it can be 
challenging for community hospitals to ensure that their patients have access to new treatments and 
diagnostic procedures. In addition, there is evidence that cancer patients treated at community hospitals 
receive less guideline-concordant care and experience poorer outcomes compared with patients treated 
at academic medical centers (3,4).  
 
Measuring the quality of cancer treatment in hospitals can also be challenging. The CoC has developed 
quality of care measures that are evidence-based and endorsed by the National Quality Forum. These 
quality measures are collectively called Cancer Program Practice Profile Reports (CP3R) (5,6). All hospitals 
accredited by the CoC are required to have annual compliance rates for these measures that equal or 
exceed the expected rates specified by the CoC. However, there is often no data regarding the 
performance on these measures by the community hospitals not accredited by the CoC.  
SOLUTION 
 
The University of Kentucky Markey Cancer Center developed the MCCAN to improve the quality of 
cancer care for patients treated in community hospitals throughout the state. As a requirement for 
joining the network, community hospitals agree to seek CoC accreditation. MCCAN staff provide ongoing 
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educational programs for participating hospitals, including live events, webinars, and instructional videos 
that address the clinical practice criteria necessary to treat cancer patients according to each of the CoC 
CP3R quality of care measures. Currently 21 community hospitals participate in the Network. These 
hospitals have Joined the network over several years. 
 

    
 

MCCAN asked KCR to help evaluate whether there were improvements in the quality of care measures 
for breast and colon cancer patients treated in the participating hospitals between the three years 
before each hospital joined the network and the three years after the hospital joined the network. To be 
included in this evaluation, a hospital had to have been in the Network for at least three years prior to 
2018 so that compliance with the quality measures could be assessed for the 3 years before the hospital 
joined MCCAN and the 3 years afterward.  Thirteen MCCAN hospitals met the criteria for inclusion in the 
evaluation. Since hospitals joined the network over several years, the CP3R quality measures used in this 
evaluation also had to have been in place at least three years before the first hospital joined the network 
and had to have remained in place through 2017. Two breast and two colon cancer CP3R measures met 
the criteria for inclusion in this evaluation. These measures are as follows: 

1. Radiation therapy administered within 1 year (365 days) after diagnosis for women younger than 70 
years receiving breast-conserving surgery for breast cancer (BCSRT). 
2. Radiation therapy recommended or administered after any mastectomy within 1 year (365 days) after 
diagnosis of breast cancer for women with four or more positive regional lymph nodes (MASTRT).  
3. Adjuvant chemotherapy recommended or administered within 4 months (120 days) after diagnosis for 
patients younger than 80 years with American Joint Committee on Cancer (AJCC) stage 3 (lymph-node-
positive) colon cancer (ACT). 
4. At least 12 regional lymph nodes removed and pathologically examined for resected colon cancer 
(12RLN). 
Since the inception of the CP3R measures, the KCR has created and implemented computer algorithms 
that carefully assess both the eligibility of each cancer patient for the quality measures that can be 
evaluated using Registry data and the proportion of eligible patients for a given hospital compliant with 
each CP3R measure. These algorithms have been carefully tested to ensure that they accurately reflect 



 

41 
 

each eligible patients’ compliance with the CP3R measures. To the best of our knowledge, KCR is the only 
population-based registry to develop these algorithms.   
  
RESULTS 
 
KCR evaluated changes in the CP3R measures using a before and after cohort study design. A control 
hospital was selected for each MCCAN hospital, matched using a prespecified, objective algorithm. This 
algorithm included dividing the MCCAN hospitals into two groups: hospitals located in an Appalachian 
area of the state and those located in a non-Appalachian area. The Appalachian area of Kentucky is 
primarily rural, with high rates of poverty, low educational attainment, and limited access to health care 
(7,8,9). These two groups were further divided by whether the MCCAN hospital was in a county with a 
population smaller than 50,000 or in a county with a population of 50,000 or more. Each MCCAN hospital 
was then matched to a control hospital in the same subgroup that also had the closest number of 
licensed acute-care beds and analytic cancer cases. In each control hospital, the proportion of cancer 
patients treated according to the CP3R quality measures was evaluated during the same 3-year period 
before its matched MCCAN hospital joined the Network and the same 3-year period after its matched 
MCCAN hospital joined the Network. 
 

 
 

Prior to joining the Network, the average number of cancer patients treated annually, the average 
number of acute care beds, and the average county population where each hospital was located were 
not significantly different between the MCCAN and matched control hospitals.  There were also no 
significant differences in the number of MCCAN hospitals (3) and matched control hospitals (2) 
accredited by the CoC. In addition, during the three years before joining the Network, the matched 
control hospitals had significantly higher rates of compliance with two of the CP3R measures (BCSRT and 
12RLN) and there was no significant difference in the compliance rate for the other two measures 
(MASTRT and ACT). 
 
However, during the 3 years after the MCCAN hospitals joined the Network, the rate of compliance 
among the MCCAN hospital was significantly higher for three of the measures BCSRT (85.7%), MASTRT 
(83.6%) and ACT (86.8%) compared to the matched control hospitals (77.3%, 66.0%, and 74.0%, 
respectively).   
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Compliance with all four CP3R quality measures also increased substantially during the 3 years after the 
MCCAN hospitals joined the Network compared with the 3 years before they joined the Network. BCSRT 
increased by 17.5%, MASTRT increased by 24.7%, and 12RLN increased by 15.1%. All these changes were 
statistically significant. ACT also increased by 7%. However, this was not a statistically significant change. 
 

 
 

The matched control hospitals did not experience similar significant improvements in the compliance 
rates with the four CP3R measures during the three years after their matched MCCAN hospital joined the 
network. In fact, there was a decrease in the compliance rate for BCSRT among the control hospitals. 
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One likely driver of the improvements in compliance rates among the MCCAN hospitals is the 
requirement that all affiliate member hospitals pursue CoC accreditation. Only three (23%) of the 
MCCAN hospitals had CoC accreditation before joining the Network, and the matched control hospitals 
had a similar rate, with two CoC-accredited hospitals (15%). However, in the 3 years after joining the 
Network, all but one of the MCCAN hospitals (92%) had achieved CoC accreditation, whereas only one 
additional matched control hospital received accreditation (23%).  

 
The improvements in the quality of care for breast and colon cancer patients treated in hospitals 
participating in MCCAN is remarkable and will likely contribute to improved survival and lower 
recurrence. This is indeed a significant public health success. However, it is important to note that none 
of this evaluation would have been possible without the algorithms developed by KCR to assess eligibility 
for and compliance with CoC CP3R quality measures.  

 
SUSTAINING SUCCESS 
 
As the CoC continues to establish new CP3R quality measures, the KCR will continue to develop 
algorithms to both identify patients entered into the Registry who are eligible for treatment according to 
the quality measures and determine whether they were treated according to these measures. As 
additional hospitals join the Network and are in the Network for longer periods of time, it will be 
possible for KCR to conducting similar evaluation studies on additional quality of cancer care measures 
that address different cancer sites. We would welcome the opportunity to share our experience 
developing these algorithms with other NPCR registries.  
 
REGISTRY CONTACT INFORMATION 
(859) 619-1521  
Website https://www.kcr.uky.edu/ 
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2020 NPCR LOUISIANA TUMOR REGISTRY SUCCESS STORY 
 

STORY TOPIC:  Data Use for Public Health Impact 

STORY CATEGORY:  Public Health Impact 

STORY TITLE:  Creating an Interactive Cancer Data Visualization in Louisiana 

STORY AUTHORS:  Lauren Maniscalco, MPH; Xiao-Cheng Wu, MD, MPH, CTR; Meichin Hsieh, PhD, MSPH, 
CTR 
 

SUMMARY 

The Louisiana Tumor Registry (LTR)’s mission is to collect and report complete, high-quality, and timely 
population-based cancer data in Louisiana to support cancer research, control, and prevention. To 
enhance access and expand the use of our cancer registry data, the LTR prioritized the creation of an 
interactive, user-friendly online data visualization tool, in collaboration with a professional developer, for 
incidence, mortality, stage, survival, and prevalence data tailored to the needs of data users in Louisiana.    

CHALLENGE 

Converting tabulated cancer data into a visualization that would make interpreting data faster and 
easier, allow the user to quickly identify trends, and simultaneously, reduce the time spent on data 
reports and requests within the registry presented quite the challenge. After many years of presenting 
data in static reports containing numerous tables, a detailed process had to be defined in order to 
develop a data visualization tool that would be easy to use and comprehend in order to satisfy the needs 
of our data users. 

SOLUTION 

Step 1: Define Goal. Our challenge was that the data were not easy to search and understand in the 
format of static reports.  We have published monographs and several statistical reports annually in PDF 
format; however, they were quite dense with numbers and very few figures.  Therefore, it was not easy 
for users to find specific pieces of information or fully understand what it meant. Thus, we had two goals 
in mind: (1) create a user-friendly, interactive visualization tool to make our data easier to understand 
and tailored specifically for Louisiana, and (2) design a visualization tool covering a wide range of 
statistics to meet the needs of data users.   

Step 2: Define Target Audience. Initially, we defined our audience as the lay public, after working 
through our goals outlined in Step 1, we realized that our primary audience was our data users which 
included hospital administrators, researchers, public health professionals, and cancer control 
organizations. They composed the majority of those who were contacting us on a regular basis for data, 
thus we hoped they would be able to obtain answers to their questions immediately through the 
visualization tool. With our data users as our primary audience, we were able to use terminology like 
incidence rates, statistically significant, stage at diagnosis, etc. without concern that the terminology in 
the visualization would be too technical. 
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Step 3: Define Resources. Once we defined our goals and audience, we needed to asses our resources for 
creating the initial visualization and those that would be available to update and continue to improve the 
data visualization tool. What staff and financial resources do we have now and in the future? At our 
disposal was a liaison to manage the project, a data manager to extract and format the data, an IT lead 
to embed the visualization on our website, and student workers to test the visualization and provide 
feedback. In defining our needs, we realized an experienced and professional contractor would advance 
the project immensely given the time constraints of our registry staff members and significantly reduce 
the learning curve of the data visualization software. 

Step 4. Choose Tool and/or Developer. Finding someone who was both familiar with cancer registry data 
and our audience was critical to the project’s success. Tableau Software was chosen because it was the 
developer’s primary data visualization tool, as well as reasonably priced, allowing us to purchase the 
software long-term and ensure the sustainability of the project. 

Step 5. Extract the Data. While we thought this would be one of the easier steps, it proved to be a trial-
and-error process from the get-go! We began with tables from our annual monograph, but after going 
back and forth with our developer, we realized that we could improve the formatting of the data for 
easier processing within Tableau. After reformatting our tables in SEER*Stat and SAS, as well as ensuring 
a consistent data dictionary across all files, we were ready to import the data into Tableau and build the 
visualization! 

Step 6. Build the Visualization. The first aspect of this step was exploring the extracted data. By looking at 
the data in the chosen tool, we had a better idea of what would be possible with the data, allowed us to 
modify our goals if needed, and provided an opportunity to catch errors within the data extraction. Then, 
our developer began building the dashboards to reflect our goals and the needs of our data users. For 
example, we often received data requests for comparisons of parish data to both the region and 
Louisiana, as well as to the industrial corridor, thus we knew that this would be important in our 
visualization. Numerous iterations were created by the developer and shared with the LTR team for 
feedback. Once we were satisfied with the product, we entered a testing phase to ensure that all the 
data, labels, descriptions, etc. displayed properly and accurately within the tool.  

Step 7. Publish! Final changes were made to the visualization after the testing phase, and then we 
published the visualization by embedding it directly on our website. Notifications regarding the 
publication of our visualization were sent out to our partners and promoted via social media.  

 

 

 

 

 

 

RESULTS 
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Figure 1. LTR Data Visualization, Cancer Overview Tab 

 

Using this tool, LTR’s data users can now get an overview of cancer in Louisiana, as well as information 
on specific cancers, cancer stage, cancer survival, pediatric cancers, and parish and regional data, with a 
mouse click. In addition, that information can be further broken out, or filtered, into incidence and 
mortality rates, gender and race. There are also ways to visualize how the data compares to U.S. rates, as 
well as how parishes compare to its region and the state. LTR is the first population-based registry to 
produce such a comprehensive visualization tool for its data users. 

One of our goals was to better serve our data users by making the data more accessible and useful. Our 
hope was that the data users would be able to find much of what they need directly in the data 
visualization. One measure of our ability to achieve this goal was the number of data requests that we 
received. If data users were able to find the information directly from the visualization, we might see a 
decline in the number of data requests. While we saw an initial decline in the 4th quarter of 2019 (the 
quarter following our launch date), it does appear that our data requests have risen back to their 
average levels before the data visualization was available.  

Nevertheless, our data users continue to use our data visualization, which is illustrated by the web 
analytics for our data visualization website. Since our launch date on 9/30/2019, over 3,000 unique users 
have accessed the tool over 6,000 times. This truly underscores the value of this data visualization!  

SUSTAINING SUCCESS 
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One of our goals for this project was ensuring sustainability of the product. During the planning phase, 
ownership of the final product and the ability to update the data internally were of utmost importance. 
The ability to purchase the software license allowed us to accomplish this internally and plan for future 
updates to the visualization. We realized very quickly that there were several important statistics and 
topics that we had yet to cover within the tool. After our first launch of the visualization, we continued 
to work with our developer to add a tab for cancer prevalence, as well as a second visualization covering 
tobacco-, obesity-, HPV-, and alcohol-related cancers.  

REGISTRY CONTACT INFORMATION  

Louisiana Tumor Registry | https://sph.lsuhsc.edu/louisiana-tumor-registry/  

Ph 504.568.5757  

  

https://sph.lsuhsc.edu/louisiana-tumor-registry/
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2020 NPCR MAINE CANCER REGISTRY SUCCESS STORY 
 

STORY TOPIC:  Obesity-related cancers 

STORY CATEGORY:  Public Health Impact 
 
STORY TITLE:  Highlighting the connection between obesity and cancer: including risk-based cancer in 
routine surveillance and needs assessments 

STORY AUTHORS:  Carolyn Bancroft, Kim Haggan, Kathy Boris, Denise Yob 
 
SUMMARY 
 
Cancer is the leading cause of death in Maine and cancer prevention and control is a priority public 
health issue. Obesity is associated with increased risk of 13 different cancers, and rates of overweight 
and obesity among Maine adults have increased over the past 20 years from 52% to 66% in 2019. Maine 
Cancer Registry, program partners, and epidemiologists at Maine CDC recognize the importance of 
including risk-based cancers in routine surveillance and program planning. As a result, we used Maine 
Cancer Registry (MCR) data to highlight obesity-related cancer in Maine in workshops, conferences and 
needs assessment activities in 2019 and 2020.  
 
CHALLENGE 
 
Cancer is the leading cause of death in Maine and nearly two-thirds of Maine adults are overweight or 
obese.1 The prevalence of obesity among adults in Maine over the past two decades more than doubled 
from 14% in 1995 to 32% in 2019.2 An estimated 37% of Maine’s new cancer cases are overweight or 
obesity-associated cancers.3 Endometrial, ovarian, and postmenopausal female breast cancers account 
for nearly half (47%) of the obesity-associated cancers in Maine, and this contributes to a higher 
incidence of obesity-associated cancers among females than males in Maine, even though Maine 
females have slightly lower overall cancer incidence rates than males.3  
 
SOLUTION 
 

Beginning in 2012, MCR has included incidence rates and counts of obesity-associated cancers in the 
state’s annual report of cancer. MCR epidemiologists used registry data to assess trends in obesity-
associated cancers and used data from Maine’s Behavioral Risk Factor Surveillance System (BRFSS) to 
assess trends in obesity and overweight among Maine adults. Furthermore, we explored differences in 
obesity-associated cancer trends when including and excluding colorectal cancers and analyzed how 
obesity-associated cancer differs by sex, age, and county of residence.  
While overall cancer incidence has decreased in Maine in recent years (from 2005-2017), obesity-
associated cancers other than colorectal cancer have not decreased over that same time period (Figure 
1).3 Furthermore, among adults ages 20-64 years in Maine, obesity-associated cancer incidence has 
increased from 1995-2017 (Figure 2).3 
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Figure 1. Trends in Obesity-associated cancers, Maine, 2005-2017 

   

Figure 2. Trends in Obesity-associated Cancers by Age, Maine, 2005-2017 

 

Currently, one in three Maine adults are obese and over half of Maine adults are overweight.2 This trend 
aligns with the rest of the United States. High rates of overweight and obesity among Maine adults in the 
late 1990s likely contributes to current cancer trends, and obesity and overweight in the current Maine 
adult population will impact obesity-associated cancer incidence in the future.   

Information on trends in overweight and obesity and obesity-associated cancers was used by Maine 
Cancer Registry and Maine CDC’s Comprehensive Cancer Control Program to inform workshops and 
collaborations with prevention partners across Maine in 2019 and 2020.  

RESULTS 

Throughout 2019 and 2020, the Maine Cancer Registry shared data on obesity-associated cancer in 
several forums and for complementary purposes, including research, program planning, and needs 
assessments. These included: 

- Maine CDC workshop: Obesity and Cancer: What’s the Connection? (April 2019) 
- Council on State and Territorial Epidemiology Northeast conference (November 2019) 
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- Maine CDC Division of Disease Prevention Epi Team Annual Data Fest (January 2020) 
- Data Sub-committee of the Maine Shared Community Health Needs Assessment (June 2020) 
- Data Sub-committee of the Maine Cancer Plan, 2021-2025 (June 2020) 
- Maine Public Health Association, conference presentation on obesity and cancer (September 

2020) 
- Obesity: Making the Connection to Cancer, 9th annual Let’s Go National Obesity conference 

hosted by MaineHealth (September 2020) 
- Cancer Registrars of Maine, remote educational conference presentation on obesity and cancer 

(October 2020) 

By increasing awareness about the link between obesity and cancer, this work may help a broad group of 
stakeholders to engage and see their work within the framework of cancer prevention activities. MCR 
includes indicators on risk-based cancers including obesity-associated, HPV-associated, and tobacco-
associated cancers in its Annual Cancer Report. These data can serve as meaningful metrics to inform a 
variety of chronic disease prevention activities. As discussed at the Let’s Go! Conference, prevention 
partners can leverage information about obesity as a risk factor for multiple types of cancer and further 
strengthen messaging for chronic disease interventions by underscoring the multiple health benefits of 
policy-level improvements and individual changes that promote healthy eating and activity living. 
Furthermore, needs assessment activities across the state of Maine are incorporating obesity-associated 
cancer into their metrics, including the Maine Shared Community Health Needs Assessment.  

While there do not appear to be significant differences in obesity-associated cancer by geography 
(county) in Maine, differences in obesity-associated cancer across age groups and sex may inform 
targeted outreach with different populations and partners across the state.   

SUSTAINING SUCCESS 

This effort highlights the importance of assessing risk-based cancer incidence for program planning and 
needs assessment purposes. It also underscored the importance of looking at these indicators by sex and 
exploring the impact of including or excluding certain cancers in risk-based cancer measures (i.e., 
colorectal cancer). Obesity-associated cancers represent over half of newly diagnosed cancers among 
Maine females and only 22% of newly-diagnosed cancers among Maine males.3 While it appears that the 
incidence of obesity-associated cancers is decreasing among those aged 20-74, this trend may be driven 
primarily by the decrease of colorectal cancer incidence, possibly due to the increase and success in 
screening for colorectal cancer. Colorectal screening prevalence is high in Maine; reductions in 
colorectal-cancer may be offset by other obesity-associated cancers, which have not decreased at the 
same rate. Like national findings, our analyses demonstrate significant increases in the incidence of 
obesity-associated cancers and colorectal cancer in younger ages. By engaging prevention partners in 
exploring and using these data, we hope to inform programmatic interventions that promote healthy 
weight and support cancer prevention and control among Maine adults. 

REGISTRY CONTACT INFORMATION 

Maine Cancer Registry: 207-287-5272 
http://www.maine.gov/dhhs/mecdc/public-health-systems/data-research/vital-records/mcr/ 

Sources 

http://www.maine.gov/dhhs/mecdc/public-health-systems/data-research/vital-records/mcr/
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1 Mortality Data Source: Maine Vital Records, Data, Research, and Vital Statistics, Maine CDC, Department of Health and 
Human Services; Obesity data - Behavioral Risk Factor Surveillance System, BRFSS Prevalence & Trends Data 
[https://www.cdc.gov/brfss/brfssprevalence/index.html,  accessed September 18, 2020. 
2 Behavioral Risk Factor Surveillance System, BRFSS Prevalence & Trends Data 
[https://www.cdc.gov/brfss/brfssprevalence/index.html,  accessed September 29, 2020. 
3 Maine Cancer Registry, Maine CDC, Department of Health and Human Services, November 2019 submission. 

  

https://www.cdc.gov/brfss/brfssprevalence/index.html
https://www.cdc.gov/brfss/brfssprevalence/index.html
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2020 NPCR MARYLAND CANCER REGISTRY SUCCESS STORY 
 

STORY CATEGORY:  Registry Operations 

STORY TITLE:   MQAT: The Myriddian Quality Assessment Tool 

STORY AUTHORS:   Greg Hammond, Database Manager, Myriddian LLC; Vijay Medithi, MBBS, DEM, CTR, 
Project Director, Myriddian LLC 
 

SUMMARY 

Myriddian LLC (Myriddian) is contracted by the Maryland Department of Health to lead the quality 
assurance and data management of the Maryland Cancer Registry.  Beginning in 2019, Myriddian worked 
with the Maryland Department of Health to develop enhanced quality assurance measures; these 
included the addition of Robotic Process Automation (RPA) and the development of the Myriddian 
Quality Assurance Tool (MQAT, pronounced M-CAT), which works with EMaRC Plus, Prep Plus and CRS 
Plus to improve data quality and efficiency during the abstract consolidation process.  

CHALLENGE 

Myriddian was awarded the contract to perform quality assurance and data management of the 
Maryland Cancer Registry in January 2019. In the months after, the Maryland Department of Health 
identified several cases where race, ethnicity, gender, patient address, census tract, and other geospatial 
fields had changed on established medical summaries compared to their values at the beginning of the 
Myriddian contract term.  After careful review of internal procedures and the consolidation process in 
CRS Plus, the identified data anomalies originated from several sources: 

• The Prep Plus to CRS Plus import process follows automatic consolidation rules that will 
override established medical summary values with incoming values from an abstract in 
certain cases (e.g. ethnicity, race, gender).  These must be identified manually by a 
Certified Tumor Registrar (CTR), often using diagnosis notes and text from the case as a 
source of truth.  

• Manual consolidation presents old, new, and consolidated values in CRS Plus, and it is the 
CTR’s responsibility to choose the proper value.  Certain values, such as race, ethnicity, 
gender, birthdate, social security number, patient address, diagnosis date, should not 
change in most circumstances.  Any changes must be identified quickly so that the CTR 
can evaluate the reason for the change and take corrective action if needed.  

• When incorporating data from Vital Statistics, the National Death Index, and other 
sources obtained from the State into the database, values may change that are 
inconsistent with recently consolidated records.  These discrepancies must be identified 
so that the integrity of data incorporated from other sources is either preserved or 
changed when appropriate.    

Myriddian and the Maryland Department of Health also identified other areas for improvement, 
including the identification of duplicate records before processing in CRS Plus and preprocessing XML 
Meaningful Use records to identify cases absent from the CRS database. 
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SOLUTION 

Myriddian realized that addressing quality control challenges would require a multi-pronged approach.  
Implementing RPA would be a starting point to minimize errors introduced during repetitive tasks.  RPA 
enables data entry staff to work smarter by leveraging a software bot to handle the data collection and 
data entry.  This frees the CTR to focus on cases where ambiguity or missing data necessitates human 
follow-up.  Myriddian employed RPA to scrape data from Death Certificate Only cases and input that 
data directly into Web Plus.  In all cases, a CTR initiated and monitored the RPA process.  The bot alerted 
the CTR when the process was complete or if a problem was encountered.  Upon completion, the CTR 
reviewed each record for edits and accuracy.   

Myriddian also implemented additional measures to support real-time monitoring of the database by 
developing and deploying MQAT.  The essence of MQAT is a combination of SQL Server trigger-based 
record tracking and ongoing query analysis which permits the CTR Quality Assurance Lead to readily 
identify changes in specific fields that MQAT is programmed to monitor.  The monitored fields include 
those which are more likely to have accidental or high-impact changes in the medical summary.  By 
evaluating the entire Patient and Medical Summary database tables for any changes, regardless of timing 
or purpose, and recording those changes over time, the MQAT tool allows for a comprehensive snapshot 
over time of how the data evolve – along with the accountability of who changed the data, what data 
changed, and when it changed.   

RESULTS  

By employing RPA, the Maryland Cancer Registry improved the data entry process for Death Certificate 
Only cases by increasing efficiency and improving data accuracy.  RPA helped ensure that CTRs’ valuable 
expertise could be applied to appropriate challenges instead of routine tasks.  

Additionally, MQAT worked directly with the Web Plus SQL database and evaluated the contents of all 
NAACCR bundles on a line-by-line basis.  Each line was compared to the critical data fields in the Registry 
SQL Database.  If a line contained unique case data, it was marked for processing by Prep Plus.  If the line 
contained duplicate data, it was skipped.  This process reduced the number of duplicates that traversed 
the Registry Plus workflow, and in turn, reduced the amount of time CTRs spent voiding cases that 
should not have been imported.   

Another key MQAT benefit was the reconciliation of cases that were never resent following rejection – 
facility-submitted bundles are rejected if they have even a single error.  Facilities often resubmit the 
bundles, excluding the cases that caused errors.  MQAT provided an opportunity to verify the 
resubmission of the cases while eliminating duplicate submissions.  During the year-end review, 
discrepancies in counts between the facility and Maryland Cancer Registry were resolved by verifying the 
source bundles line by line against the Registry Database. 

Also, the ability to process cases based on diagnosis year was a real benefit to submission workflow.  
Facilities frequently submit cases in a single bundle from multiple diagnosis years, while the Maryland 
Cancer Registry is primarily focused on processing a single year.  By only exporting cases for the current 
processing year and skipping cases from other years, CTRs remained focused on the highest priority 
cases.   
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MQAT provided a consistent way to verify that all bundles uploaded to Web Plus were successfully 
processed through consolidation in CRS Plus.  If bundles contained cases that were skipped or voided in 
error, they were flagged for manual review and re-imported if necessary.  

After going live with the Web Plus NAACCR module, Myriddian further enhanced MQAT to identify 
bundles marked as non-NAACCR, which were frequently NAACCR bundles that had been renamed to 
circumvent built-in error controls and edits from running in Web Plus.  MQAT processed these “non-
NAACCR” bundles, identified cases that were missing from the Registry, and allowed the CTR the ability 
to export only those missing cases.  Additionally, MQAT identified HL7 files uploaded as Meaningful Use 
and renamed as other non-intuitive file extensions to quickly highlight those files for export to EMaRC 
Plus.  

Meaningful Use processing presents challenges to Central Registries.  The workflow necessary to collect, 
process, and dispatch Meaningful Use data is time-consuming and prone to losing critical data.  To 
ensure that every XML file received was processed, MQAT crawled through the Secure Document Server 
file repository looking for data that was not in the Registry Database.  If a new case was identified, MQAT 
prefixed the filename with one of three following notes: NOMATCH, MATCH, or ERROR.  Using the 
prefixes, the CTR then identified new patient files and prioritized loading them into EMaRC Plus first.  
Files marked as ERROR were processed next, as they may have contained XML structure errors that 
needed to be dealt with individually.  MATCH cases were processed last, as needed.  Crawling much like 
a search engine on the Internet, this process greatly sped up the process of identifying new cases.   

The lessons learned through RPA and MQAT directly translated into training opportunities for CTRs.  
Myriddian had regular in-house training sessions to ensure that all CTRs were familiar with the 
challenges identified in the quality control process.   

Screen shot of the MQAT program: 

 
 

SUSTAINING SUCCESS 
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MQAT improved the workflow and data quality of Maryland Cancer Registry data processing through the 
identification of data anomalies in real-time, pro-active de-duplication of cases coming through Web 
Plus, and a consistent approach to managing the complex task of identifying and screening Meaningful 
Use data for processing.  Regular training of CTRs reduced or eliminated many common issues identified 
in the quality control process and improved the return on investment.  These successes will be sustained 
through ongoing CTR training, as well as ongoing evaluation and enhancements of MQAT processes. 

REGISTRY CONTACT INFORMATION 

Maryland Cancer Registry  

Phone: 410-767-4055 
Kimberly Stern, Program Manager  
Kimberly.stern@maryland.gov 
  

mailto:Kimberly.stern@maryland.gov
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2020 Massachusetts NPCR CANCER REGISTRY SUCCESS STORY 
 
CANCER REGISTRY NAME:  Massachusetts Cancer Registry 

STORY CATEGORY:  Registry Operations 

STORY TITLE:  Massachusetts Cancer Registry Looks to the Future 

STORY AUTHORS: Susan T Gershman, Annie MacMillan 
 

SUMMARY 

For twenty-five years the Massachusetts’ Cancer Registry’s homegrown database Massachusetts Cancer 
Registry-Cancer Information Management System (MCR-CIMS) has served us well.  However, with the 
MCR’s contract requirement with the National Cancer Institute/Surveillance, Epidemiology and End 
Results Program (NCI/SEER), it was time to leave the past behind.  MCR-CIMS was managed by just one 
software engineer and one data manager.  In spite of challenges such as annual in-house field additions 
and subtractions, edits, and other maintenance, it never failed to make a Call for Data … twenty-one 
years of achieving National Program of Cancer Registry  (NPCR) data submission standards and North 
American Association of Central Cancer Registries (NAACCR) Gold certification.  But looking to the future, 
it was time to embrace new database technology. 

CHALLENGE 

There have been several challenges, many still ongoing as we made the move to make our operations 
more efficient.  This list is as follows: 

1.  COVID-19 pandemic was a game changer with the majority of MCR staff now teleworking.  Special 
permission is required for staff other than managers to be on-site. 

2. Technical issues such as VPN connections to the Massachusetts Department of Public Health (MDPH) 
work computers. 

3. MDPH work computers need an upgrade to Windows 10, 64 bit for new database connection.  
4. Trainings must be held via internet versus on-site. 

 
SOLUTION 

The MCR worked efficiently to determine their requirements to begin the migration to a new more 
innovative database management system.  Ten new computers were ordered with uncertain arrival time, 
so operations staff were occupied with other quality control and education efforts.  While we were 
waiting, the COVID-19 pandemic arrived with a vengeance.  Due to an executive order by Massachusetts 
Governor Charlie Baker, all executive branch state employees who are considered non-essential were 
mandated to telework beginning March 2020 because of the COVID-19 pandemic.  At approximately 
9:00 pm on Sunday, March 15th MDPH staff were informed that telework would begin on Monday, 
March 16th.  Many of us went on-site to Boston on Wednesday, March 18th collecting folders, notebooks, 
papers, and anything else that we thought we would need for an uncertain period. 
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We focused on the following tasks for the database migration: (1) order of ten personal computers; (2) 
order of eight laptops (docking stations); (3) securing VPN connection for all staff; (4) training; and (5) 
enlisting Medical Records Associates contractors to assist with case processing and consolidation.  And 
so, we were off and running in a new world of uncertainty. 

RESULTS 

The results of our efforts:  

1. New PCs:  On March 20, 2020 the MCR’s software engineer and data manager received their new PCs; 
by July 24, 2020 we had an additional three staff who received their new PCs. However, there are still 
staff who require IT assistance with technical requirements to ensure that laptops used for teleworking 
could communicate with their work pcs and vice versa. 
 
2. Laptops:  There are eight laptops (docking stations) that have been ordered. 
 
3. VPN:  All MCR staff now have VPN and remote desktop permission.   
 
4.  Trainings:  Linda Coyle of IMS started SEER*DMS Trainings on Wednesday, August 5, 2020. These 
trainings are being held via webcast almost every morning at 9am unless there are no processing and 
case consolidation issues.  Operations staff attend and are optional for other staff. 
 
5. MRA contractors:  Two MRA contractors now have VPN certificates. The MCR’s Assistant Director of 
Operations will conduct training sessions for contractors.  
 
Our software engineer transmitted the last MCR*CIMS file (1995-2017) on September 23, 2020.  Tests 
files had been previously submitted for edit failure evaluation. Our Assistant Director of Operations 
submitted 2018 and forward data on September 22, 2020.  
 

 
The result was the MCR went live on September 28, 2020.  This means that we can submit to the 
NCI/SEER Call for Data due on November 2, 2020 and next to the CDC/NPCR and NAACCR Calls for Data 
due on December 1, 2020.   
 
There is still much to do, but we made it!  Probably the most exciting comment the operations group 
heard was “Your data were pretty clean.”  This was an incredible team effort! 
 
SUSTAINING SUCCESS 

The MCR still has much to learn about new database features:  management reports, data queries, 
geocoding procedures, connecting to SAS Enterprise, and death clearance.  However, MCR staff are 
excited to be on this new adventure. 

http://www.pngall.com/balloons
https://creativecommons.org/licenses/by-nc/3.0/
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Thanks to MCR staff listed below… and our inspiration from Ben Michels (six-year-old son of Fernanda 
Silva Michels) when he briefly attended one of our weekly webex MCR staff meetings to remind us: 
“Team Work makes the Dream Work”!  

MCR Staff:  Rasaq Ajao (CTR), Amy Cora (Office Support Specialist), Nancy Donovan 
(CTR), Susan Gershman (Director), Nancy Klein (CTR), Richard Knowlton 
(Epidemiologist), Annie MacMillan (Epidemiologist), Jayne Nussdorfer (CTR), 
Fernanda Silva Michels (Assistant Director of Operations), Mary Mroszczyk (Special 
Projects Coordinator), Jeremiah Nesser (Technical Support), Barbara Rhodes (CTR), Pam Shuttle (CTR), 
Stacie Sullivan (training for CTR), Hung Tran (Software Engineer) 

Special Thanks:  Tom Gutermuth and Dan Sionkiewicz (MDPH IT) and Linda Coyle and IMS staff. 

REGISTRY CONTACT INFORMATION  

Susan T. Gershman, MS, MPH, PhD, CTR; Director, Massachusetts Cancer Registry; Massachusetts 
Department of Public Health; 250 Washington St. 6th Floor, Boston MA 02108-4619;  
susan.gershman@mass.gov 
https://www.mass.gov/massachusetts-cancer-registry  

 
 

 

 

  

mailto:susan.gershman@mass.gov
https://www.mass.gov/massachusetts-cancer-registry
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2020 NPCR MINNESOTA CANCER REPORTING SYSTEM SUCCESS STORY 
 

STORY TOPIC:  Collaborative partnerships/projects 

STORY CATEGORY:  Public Health Impact 

STORY TITLE:  Stakeholders use Minnesota Cancer Reporting System (MCRS) data in cancer screening 

awareness campaigns 

STORY AUTHORS: Judy Punyko, Kenneth Adams, Margee Brown, Paula Lindgren 
 
SUMMARY 

Data are essential in decision making, planning, and evaluation of cancer prevention and control 
programs at the state and local levels. Population-based MCRS data provide a complete picture of the 
impact of cancer statewide or within a specific locality. This success story describes how stakeholders 
used MCRS data in annual campaigns to increase awareness of breast, colorectal and cervical cancer 
screening. 

CHALLENGE 

Various coalitions of stakeholders throughout Minnesota organize and conduct annual state and local 
educational campaigns to increase awareness of screening and early diagnosis for cancer in January 
(cervical cancer), March (colorectal cancer), June (cervical cancer/HPV-vaccination), and October (breast 
cancer). These efforts include continuing education workshops and other trainings for providers, 
professionals, and volunteers, as well as outreach in traditional and social media outlets to raise 
awareness among the public. Providers, professionals, and volunteers need cancer data to make the case 
for early diagnosis and treatment of screen-able cancers in their communities. 

SOLUTION 

Population-based MCRS data provide a complete picture of the impact of cancer statewide or within a 
specific locality. Counts of cancer cases provide estimates of the number of people in each population 
who need diagnostic, treatment, and follow-up services. Incidence rates provide information on the risk 
of a cancer diagnosis in a defined population and identify disparities in subpopulations based on 
race/ethnicity, age, or geographic region. Data describing advanced cancers that have spread to distant 
sites in the body, and mortality rates can identify Minnesota populations with potentially greater and/or 
unmet needs for cancer screening or health care services.  

MCRS data analysts closely collaborate with partners to assure that stakeholders have the right data at 
the right time, and that the messaging about cancer occurrence is clear and understandable. Our 
collective aim is to develop and disseminate accurate information about the impact or burden of screen-
able cancers in Minnesota, the importance of cancer screening, and resources and action steps for the 
public. 

To meet the data needs for these annual campaigns, MCRS data analysts develop various publications of 
different formats and lengths about breast, colorectal, and cervical cancer burden in Minnesota. The 
publications include fact sheets, short reports, Tableau dashboards, and infographics. MCRS staff follow 
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MDH best practices in communication and presentation of visual displays (charts, graphs, tables) of 
results so that reports are easy to read and understand. MCRS data analysts also provide technical 
assistance when requested to help stakeholders describe and/or understand the cancer burden in their 
communities to target cancer prevention and control efforts.  

RESULTS 

The table below summarizes how stakeholders used MCRS cancer reports, publications, and related 
statistics in campaigns to promote cancer screening, provide services, and develop related cancer 
prevention messages.  
 

Publication Stakeholders Objective(s)/Outcomes 

Racial and 
Ethnic 
Disparities in 
Cervical 
Cancer Fact 
Sheet 

Minnesota 
Department of 
Health (MDH) 
Sage Program; 
American Cancer 
Society Minnesota 
Chapter (ACS); 
and the American 
Indian Cancer 
Foundation 

Objective: Promote cervical cancer screening 

• The fact sheet was promoted through the MN Cancer Alliance 
Cancer Health Equity Network (CHEN) and the Stairstep 
Foundation in conversations about cervical cancer and HPV 
vaccination.  

• ACS plans to use the fact sheet to redouble cervical cancer 
screening efforts, noting that this may be critical to combating 
disparities in communities disproportionately impacted by 
COVID-19. 

HPV-
Associated 
Cancers Facts 
& Figures 

ACS, MDH Sage 
Program, MDH 
Vaccine 
Preventable 
Section (VPS) and 
HPV Strategic 
Action Team 

Objective: Promote HVP-vaccination to prevent cervical cancer 
and other HPV-associated cancers 

• ACS included MCRS cancer statistics in provider education 
trainings. 

• VPS staff developed a presentation on HPV-associated cancer 
statistics for the Minnesota Public Health Association annual 
meeting. 

Racial and 
Ethnic 
Disparities in 
Breast Cancer 
Fact Sheet 

MDH Sage 
Program; North 
Point Health and 
Wellness; ACS 

Objective: Increase awareness of breast cancer screening, with a 
focus on disparities 

• Staff from the MDH Sage Program, North Point Health and 
Wellness, and the American Cancer Society interviewed with 
KMOJ, an African American radio station. Stakeholders 
specifically referenced data from the fact sheet about 
incidence, mortality and triple negative breast cancer in 
Minnesota’s African American women. 

• ACS shared the fact sheet with Minnesota Health Plans (the 
state primary care association), federally qualified health 
centers, and larger hospitals and clinics. ACS plans to 
reference the disparities fact sheet to reignite breast cancer 
screening throughout the final quarter of 2020. 
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Colorectal 
Cancer 
Dashboard 

ACS; MN Cancer 
Alliance; MDH 
Sage/Scopes 
Program; Colon 
Cancer Coalition, 
Minnesota 
Gastroenterology; 
health insurance 
plans 

Objective: Promote colorectal cancer screening 

• The Colorectal Dashboard was a central document in the MN 
Cancer Alliance “MNBlue” campaign, led by ACS and the Colon 
Cancer Coalition. The county level statistics were particularly 
helpful in facilitating mayoral proclamations run in media 
stories in rural communities. State level data were used in 
several MDH and ACS posts on social media (Twitter, 
LinkedIn). The campaign was the subject of ACS press releases 
for a March 9 awareness day, a reception on March 12, and a 
KARE11 television news story, “MN goes blue in March to 
create awareness of CRC”. 

• ACS Manager of Cancer Control Strategic Partnerships 
routinely used data from the dashboard in webinars to train 
ACS volunteers in counties. 

• The dashboard was also a source of data for Commission on 
Cancer (CoC) accredited cancer programs in developing 
community needs assessments. 

Breast Cancer 
in Minnesota 
Report 

MDH, ACS, 
Minnesota Cancer 
Alliance (MCA); 
Data to Action CoC 
Work Group 
 

Objective: Promote breast cancer screening 

• During Breast Cancer Awareness Month, ACS staff 
incorporated the infographics and data into presentations for 
a Provider & Partners Conference, volunteer trainings and 
earned/social media efforts. County Commissioners used the 
report to write letters to the editor in local newspapers. 

• ACS used breast cancer infographics in trainings for local ACS 
staff and volunteer leaders and to promote the ACS Breast 
Cancer Walk. 

• The report was disseminated to county public health agencies 
at the MN Community Health Conference. 

• The report was also a source of data for Commission on 
Cancer (CoC) accredited cancer programs for required 
community needs assessments. 

 

SUSTAINING SUCCESS 

Sustaining success requires continued collaboration with stakeholders and partners to get the message 
out about the importance of screening for cancer and the availability of services. Ongoing program 
evaluation provides important information to increase the effectiveness of these efforts. To build on 
Minnesota’s successes, partnering with communities is necessary to develop and implement targeted, 
culturally appropriate campaigns to eliminate health disparities and ensure health equity. 

REGISTRY CONTACT INFORMATION 

Phone: 651-201-5900, Email: health.mcrs@state.mn.us  

https://gcc01.safelinks.protection.outlook.com/?url=https%3A%2F%2Fcoloncancercoalition.org%2Fevents%2Fmn-blue-2020%2F&data=02%7C01%7Cjudy.punyko%40state.mn.us%7C513243dcde13491fbe0408d816ec7376%7Ceb14b04624c445198f26b89c2159828c%7C0%7C0%7C637284552094645961&sdata=7vRdQ9iWpI%2Fvuk04VitAlZv2j%2F7NsOhPCySzxK0oAjY%3D&reserved=0
mailto:health.mcrs@state.mn.us
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2020 NPCR MISSISSIPPI CANCER REGISTRY SUCCESS STORY 
 

STORY TOPIC:  Collaborative partnerships/projects 

STORY CATEGORY:  Public Health Impact 

STORY TITLE:  Addressing HPV-Related Cancers in Mississippi 

STORY AUTHORS:  Deirdre B. Rogers, PhD, CTR, Director, Mississippi Cancer Registry; 
Amy Ellis, Cancer Control Strategic Partnerships Manager, American Cancer Society, South Region 
 

SUMMARY 

Mississippi has the lowest rates of HPV vaccinations in children in the United States and also has one of 
the highest rates of HPV-related cancers.  To address this problem, the Mississippi State Department of 
Health began a Back-to-School push to increase vaccinations in children receiving their required seventh 
grade vaccination.  Additionally, the American Cancer Society (ACS) led the effort to form an HPV 
Roundtable in the state to address issues in the areas of provider education, systems change, and parent 
and community education with a goal to see a vaccination rate of 80% by 2026. 

CHALLENGE 

HPV can cause six cancers.  According to the Centers for Disease Control and Prevention (CDC), HPV 
causes more than 90% of cervical and anal cancers, about 70% of the vaginal and vulvar cancers, 60% of 
penile cancers, and 60 to 70 percent of oropharyngeal (back of the throat) cancers.1  Data from the 
United States Cancer Statistics shows that between 2013 and 2017 Mississippi had the third highest rate 
in the United States of newly diagnosed cancers that can be associated with an HPV infection.2  Many, if 
not most, of the 2,497 cases of cancers diagnosed that may be associated with an HPV infection2 could 
be prevented by preventing HPV.  An HPV vaccination can help prevent the types of HPV that are most 
likely to cause cancer.  The CDC recommends that children ages 11 to 12 receive the HPV vaccination.  
The vaccination is recommended up to the age of 26.3 Unfortunately, Mississippi had the lowest rate, 
34.8%, among U.S. states of children ages 13 to 17 receiving at least two doses of the HPV vaccination in 
2018.4 

 
Sources: 
1Division of Cancer Prevention and Control, Centers for Disease Control and Prevention, “Cancers 
Associated with Human Papillomavirus (HPV).” www.cdc.gov/cancer/hpv/basic_info/cancers.htm 
updated September 3, 2020. 
2U.S. Cancer Statistics Working Group. U.S. Cancer Statistics Data Visualizations Tool, based on 2019 
submission data (1999-2017): U.S. Department of Health and Human Services, Centers for Disease 
Control and Prevention and National Cancer Institute; www.cdc.gov/cancer/dataviz, released in June 
2020. 
3National Center for Immunization and Respiratory Disease, “Vaccinating Boys and Girls,” 
https://www.cdc.gov/hpv/parents/vaccine.html reviewed August 15, 2019. 
4The National Immunization Survey - Teen, Hyattsville, MD: Centers for Disease Control and Prevention.  
Created by statecancerprofiles.cancer.gov on 10/16/2020 
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SOLUTION 

Annually, the Mississippi Partnership for Comprehensive Cancer Control (MP3C) holds an annual 
conference to address cancer-related topics in Mississippi.  Each year, during the “The Burden of Cancer” 
talk, the Mississippi Cancer Registry director shares information on cervical cancer diagnoses and deaths, 
as well as, HPV vaccination rates in the state to challenge partners to work for change.  Additionally, the 
cancer registry publishes reports on HPV-related cancers on their website.   

Mississippi is a state that requires certain vaccinations for school and daycare admission.  The tetanus, 
diphtheria, and pertussis (Tdap) vaccination is required for students entering the seventh grade (ages 11 
to 12). The Department of Health tried to increase HPV vaccination rates in students who get their 
school vaccinations at a health department clinic.  They required training on the HPV vaccination for all 
staff to get buy-in from everyone at the clinic on the value of the vaccination.  They changed the consent 
form to an “opt-out” of a “cancer prevention” vaccination.  They changed their systems to maximize 
efficiency in giving the mandatory Tdap and optional HPV vaccination. 

The American Cancer Society (ACS) led an effort to begin an HPV roundtable in Mississippi.  The 
inaugural meeting occurred on November 19, 2019 and brought together public health, health providers, 
non-profit organizations, community members, researchers, and academic centers to coordinate efforts 
to address the burden of HPV-related cancers in the state and increase the utilization of the HPV 
vaccination.  The roundtable officially launched on February 11, 2020.  The Mississippi Cancer Registry 
participates in this effort to assist with ensuring the efforts are based on data.  There are three main 
areas in which this group will work.  These include systems change, provider education and 
recommendations, and increasing parent and community knowledge of the HPV vaccination preventing 
cancer.  As part of this effort, ACS and the University of Mississippi Medical Center partnered in 
conducting an Extension for Community Health Care Outcomes (ECHO) telehealth project to assist 
pediatric and primary care providers with strong recommendations for the HPV vaccination in cancer 
prevention that they can use in their clinics. 

RESULTS 

The school vaccination push prior to the 2019-2020 school years was a success.  The health department’s 
HPV vaccination rate went from 45% in 2018 to 71% in 2019 among students receiving their mandatory 
Tdap vaccination.  They continued the vaccination push prior to the 2020-2021 school year though 
COVID-19 presented some challenges.  The data from this second push has not been released yet. 

The HPV Roundtable groups began work in March and April of 2020.  The Parent/Community workgroup 
has designed a logo for the roundtable and is in the final stages of developing a website to disseminate 
information.  This group is also currently exploring the use of social media campaigns in the effort.  Local 
cancer survivor story videos are in the process of being developed to be shared as part of the media 
campaigns. 

The Systems Change group obtained 250 “Ask me how to prevent 6 cancers” buttons for International 
HPV Awareness Day on March 4 and distributed them health department staff across the state.  They 
also are studying insurance coverage issues and access issues to the HPV vaccination in order to address 
any barriers found.  They are also working on a data use agreement with Medicaid to identify providers 
giving the vaccination and how well they are doing to determine areas in which to focus interventions. 
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One of the major initiatives of the Provider Education group is the use of the ECHO for education.  The 
initial ECHO in 2019 included 16 participants from pediatric clinics.  During the eight sessions, the 
participants were provided with information on data, providing strong recommendations on the HPV 
vaccination, changing practices in the clinic, and monitoring progress on HPV vaccinations in their clinics.  
The participants gave positive feedback on the ECHO.  A new ECHO began in August 20 which includes 
eight participants from primary care provider offices.  Additionally, the American Cancer Society 
provided posters and flyers on the HPV vaccination to the health department clinics before the school 
vaccination push.  The Provider Education group is also exploring ways to utilize the electronic health 
records for parent/patient reminders and increased efficiencies in clinics that provide the vaccination. 

SUSTAINING SUCCESS 

The activities of the HPV Roundtable will be key to maintaining the success of the efforts that have 
already taken place in Mississippi.  The push for the HPV vaccination with back-to-school shots will 
continue.  The ECHO project will continue to provide assistance to providers in the state administering 
vaccinations.  The roundtable will monitor the data on cancer diagnoses and immunizations to 
determine progress and areas of focus for the group’s work. 

REGISTRY CONTACT INFORMATION  

Mississippi Cancer Registry 
601-815-5482; https://www.umc.edu/cancerinstitute/Cancer-Research/Cancer-
Registries/Mississippi%20Cancer%20Registry/HOME-PAGE-CONTENT.html 
  

https://www.umc.edu/cancerinstitute/Cancer-Research/Cancer-Registries/Mississippi%20Cancer%20Registry/HOME-PAGE-CONTENT.html
https://www.umc.edu/cancerinstitute/Cancer-Research/Cancer-Registries/Mississippi%20Cancer%20Registry/HOME-PAGE-CONTENT.html
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2020 NPCR MISSOURI CANCER REGISTRY SUCCESS STORY 
 

STORY TOPIC:  Newsletter Education Effectiveness 

STORY CATEGORY:  Registry Operations 

STORY TITLE:  Data Quality as a Function of Education Effectiveness  

STORY AUTHORS:  Nancy Rold, BA, CTR; Babette Langeneckert, CTR; Jeannette Jackson-Thompson, 
MSPH, PhD  

SUMMARY  

Through initial and follow-up audits, Missouri Cancer Registry (MCR) staff determined who did and did 
not benefit from educational newsletter tips on coding of histology and SEER Summary State 2000 for 
pituitary adenomas and why. 

CHALLENGE 

Complexity of data collection for disease surveillance has increased dramatically since the establishment 
of the National Program of Cancer Registries (NPCR). With the increase from fewer than 30 to several 
hundred required data elements and little, if any, increase in staffing or funding levels, reporting 
facility/central cancer registry (CCR) staff struggle to maintain data quality, creating a need for cost-
effective evaluation. To comply with CDC’s NPCR provisions, we added “evaluation of data quality as a 
function of audit and education effectiveness” to our Missouri Cancer Registry (MCR) evaluation plan 
and designed a tool to assess communication/education techniques. Through an internal audit, we had 
assessed the quality of coding of pituitary adenomas (C75.1) with the correct histology (8272) and SEER 
Summary Stage 2000 (SS00) (8). We disseminated findings/abstracting tips to reporters via our MCR 
Monthly Update newsletter, a potentially cost-effective means of improving/maintaining data quality.  

SOLUTION 

One year later, we repeated the audit to assess whether quality had improved in cases exported in the 
nine months following the published findings and abstracting tips.  A certified tumor registrar (CTR) 
reviewed histology coding on 4,101 benign/borderline pituitary adenomas reported to MCR; the total 
included 3,753 cases before dissemination of the histology abstracting tip and 348 cases after 
dissemination. Only 712 cases diagnosed between 2015 and 2017 were evaluated for SS00 coding, 
including 449 cases reported before the SS00 abstracting tip appeared and 263 after it appeared.   

RESULTS  

Of 3,753 cases reported before the histology tip was disseminated, 409 cases (10.9%) had incorrect 
histology; of 348 cases reported after dissemination, only 18 cases (5.2%) had incorrect histology. Of 449 
cases reported before the SS00 tip disseminated, only 34 (7.8%) were coded incorrectly; 65 (24.7%) of 
263 cases reported after dissemination were coded incorrectly, representing 24% of electronic reporting 
hospitals.  No clear trend was seen across the nine-month period.   

In the subsequent audit, twenty-four percent of electronic reporting hospitals had a least one error on 
Summary Stage 2000 for this primary.  Results were sorted by facility and by abstractor initials.   
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Abstractors were cross-referenced to the newsletter distribution list; however, matching was not 
comprehensive since the distribution list is updated in real time and not reflective of the time window 
under analysis.  The distribution list has historically been sent only to the lead registrar at each 
institution, with a reminder inserted within the newsletter annually regarding the recipient’s 
responsibility to share the information internally.  Of 15 abstractors who made more than one mistake, 
only two were on MCR’s distribution list. 

As a follow-up to our analysis, the lead registrar at each of six large facilities where a non-lead abstractor 
had more than one mistake was contacted to determine if the newsletters were being circulated to all 
abstractors.  Each of them reported that they were currently circulating, posting or teaching from the 
MCR Monthly Updates at staff meetings.  Four facilities that have since moved to contract registry 
services were also contacted to reiterate their responsibility to forward our emails.  Some had not 
recognized this responsibility in the past. 

Findings pointed to potential flaws in our Monthly Update distribution system. Maintenance of the 
distribution list has been assigned to just one staff person.  We have also added wording to the subject 
line of each month’s newsletter so that it now reads “MCR Monthly Update (Month) (Year) – please 
share with all abstractors”.  With more facilities moving to remote and contracted registrars, the 
responsibility of lead staff in these facilities to share our communications with all abstractors will be an 
important point for us to make when we are aware of such transitions. Unfortunately, there is 
sometimes a lag before we become aware of the transition. 

Note: COVID-19 has brought many transitions. Some abstractors have been furloughed or laid off while 
others who had worked on site are working from home. Some facilities have decided to move to contract 
registrars.   

Limitations:  The follow-up audit sample was for a shorter time span and contained 63% fewer cases 
than the original audit.  This would explain some of the variability in results.   The records analyzed had 
been 10% reviewed by MCR QA staff prior to inclusion at time 1 and time 2; a random subset may have 
been corrected to code 8 before either phase of this study.  Because pituitary adenomas account for less 
than one percent of tumors reported into MCR annually, the study cases may not have been equally 
reviewed /corrected by QA for each sample.  These factors point to inherent variability in the data sets, 
making it difficult to rely statistically on the measures chosen for this assessment.    

SUSTAINING SUCCESS 

Despite the limitation of the statistical analysis, the evaluation of our processes was useful.  Steps have 
been taken to improve maintenance of the distribution lists within MCR and to improve distribution of 
the newsletters within the facilities.  

The analysis of this measure was also discussed with all Quality Assurance staff at an MCR Operations 
Group meeting.   We concluded that, when available, targeted edits at the time of abstracting and at 
submission of data are the best tool to assure accurate registrar coding.  An edit for use of code 8 for 
benign brain tumors is now available and in use for Summary Stage 2018.   We feel that QA feedback to 
individual abstractors regarding errors on specific cases is the next best tool for education.   Information 
in newsletter articles and training sessions must be retained by the reader and retrieved for application 
to subsequent abstracting scenarios.  This evaluation found the effectiveness of such tips to be 
potentially variable, but we feel that they are still useful within this three-tool educational approach.       
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REGISTRY CONTACT INFORMATION   

Nancy Rold, Operations Manager, 573-882-7236 
https://medicine.missouri.edu/centers-institutes-labs/cancer-registry-research-center 

  

https://medicine.missouri.edu/centers-institutes-labs/cancer-registry-research-center
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2020 NPCR MONTANA CENTRAL TUMOR REGISTRY SUCCESS STORY 
 

STORY TOPIC: Recruitment of a Certified Tumor Registrar 

STORY CATEGORY: Registry Operations 

STORY TITLE: Specialized Job Classification as a Tool for Recruitment of Certified Tumor Registrars 

STORY AUTHORS: Heather Zimmerman, Debbi Lemons 
 

SUMMARY 

One of the certified tumor registrars (CTRs) at the Montana Central Tumor Registry (MCTR) retired in 
December 2019. The first attempt to hire a new CTR yielded no qualified applicants after 4 months. 
Feedback from hospital CTRs informed us that they had not applied despite being interested in the 
position because it would require them to take a pay cut. MCTR worked with our Human Resources 
office to increase the pay range and create a specialized job classification for CTRs. This allowed us to 
offer a competitive salary and enhanced our ability to attract qualified applicants. We were able to hire a 
qualified CTR within a month after re-advertising the position. 

CHALLENGE 

After more than 30 years of service, one of the certified tumor registrars (CTRs) at the Montana Central 
Tumor Registry (MCTR) retired in December 2019. We started the process to fill her position 4 months 
ahead of her planned retirement date (August 2019) with the hopes of avoiding having a vacant position 
while also trying to get caught up with the backlog of 2018 cases. The position was advertised locally 
through the Montana Cancer Registrar Association and several Montana community colleges and 
universities and nationally through the National Cancer Registrar Association (NCRA) and the North 
American Association of Central Cancer Registries. However, as of the beginning of December we still 
hadn’t received applications from any qualified applicants. We had communicated with a few CTRs who 
were currently working for hospitals in Montana and had expressed some interest in the position. Both 
said they had decided not to apply because the position would require them to take a pay cut. The 
position was classified as a Data Control Specialist and assigned compensation that was comparable with 
other, less specialized, positions within Montana State Government. This classification was not 
appropriate for the CTR position because it didn’t acknowledge the special training and certification 
required for the job. 

SOLUTION 

Motivated by the feedback from hospital CTRs, the MCTR coordinator started investigating pay for CTRs 
in Montana and other similar states to determine what compensation might be more competitive. The 
results of a registrar workforce survey conducted by NCRA in 2017 proved the most useful in establishing 
a realistic range for competitive pay. The MCTR coordinator then worked with our Human Resources 
representative to apply for a pay exception for the open CTR position. The application for pay exception 
included the NCRA survey results and used the language, “Because this position is specialized as a 
Certified Tumor Registry and may be difficult to recruit.”  The position description was also updated to 
specify the unique training and certification required. Then the human resources department had to go 
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through an audit procedure. Once the approval was granted, the budget office added MCTR/CTR 
positions in a separate category so that they won’t be unduly compared to similar sounding positions 
with less specialized training. MCTR was also able to offer a market adjustment to the existing CTR 
position so that compensation for both positions would be equitable. In January 2020, we advertised the 
position again (with the higher pay) through all the same avenues.  

RESULTS  

MCTR received applications from 3 qualified applicants within just a few weeks of re-advertising. We 
interviewed 2 of these applicants and were able to make an offer by the end of January. Our new CTR 
started in February 2020 and has been a great asset to the team.  

SUSTAINING SUCCESS  

As positions become open, MCTR will continue to be proactive in assessing what compensation is 
appropriate and asking for competitive wages before advertising. 

REGISTRY CONTACT INFORMATION 

406-444-2832; https://dphhs.mt.gov/publichealth/cancer/tumorregistry 
 
  

https://dphhs.mt.gov/publichealth/cancer/tumorregistry
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2020 NPCR NEBRASKA CANCER REGISTRY SUCCESS STORY 

 
STORY TOPIC:  Early Case Capture (ECC) of Pediatric and Young Adult Cancers 

STORY CATEGORY:  Public Health Impact 

STORY TITLE:  Succeeding on So Many Different Levels 

STORY AUTHOR(S):  Julie Nielsen; Lifeng Li; Connie Ganz 

 
SUMMARY 
 
In 2008, the Caroline Price Walker Conquer Childhood Cancer Act was signed into law by 
Congress. The law entitled the Centers for Disease Control and Prevention (CDC) to fund the 
enhancement and expansion of the infrastructure to track the epidemiology of pediatric cancer 
into a comprehensive nationwide registry of actual occurrences of pediatric cancer.  
 
The main objective of the Early Case Capture (ECC) for Pediatric and Young Adult Cancer Cases 
funding was to collect cancer data for the age group of 0-19 years of the latest available year and 
the cases would be reported within 30 days of initial diagnosis. The funding has been awarded twice 
and Nebraska was included in both awards. The ECC funding provided great opportunities and 
challenges simultaneously to the Nebraska Cancer Registry (NCR). The NCR successfully completed 
the ECC project through tremendous efforts by the NCR staff to onboard and retain the facilities, as 
well as provide training and ongoing education to the facility staff. 

CHALLENGE 

Our challenges were manifold. 

1. Small hospitals, clinics and physician offices were supported by the NCR staff coming on 
site to abstract their data once a year. The ECC project required these smaller facilities to 
report their data to the NCR within 30 days of diagnosis. 

2. The necessity to report within 30 days required the development of a tracking system to 
monitor each facilities compliance to report within that timeframe. Several facilities 
resisted sharing this information with some of their staff expressing that this 
information was really “none of the state’s business”. 

3. The reporting facilities required a significant amount of education with repeated 
reinforcement and follow up with NCR team members. 

4. Information Technology (IT) support for the subcontracted data collection office was 
limited. The NCR staff had to rely on an external vendor, the Rocky Mountain Cancer Data 
Systems (RMCDS), to provide the abstracting software and IT support. The NCR was 
administered by the Nebraska Department of Health and Human Services (DHHS) and the IT 
departments of the DHHS also provided additional technical support. 

5. The NCR data collection staff were contracted employees through the Nebraska 
Methodist Hospital located in a different city as the Nebraska DHHS. 
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6. The eMaRC Plus electronic pathology reporting was not yet implemented. Pathology 
reports were either faxed or sent by USPS in paper format. Both methods required manual 
processing for data collection, entry, filing, and follow-up. 

 
SOLUTION 
 
Funding allowed the hiring of additional staff to be trained as a CTR to coordinate the ECC data 
collection. The NCR created and sent the Nebraska cancer registry hospitals as well as the small 
hospitals, clinics and physician offices a quarterly newsletter. The newsletters served as the media 
to provide more data collection information such as new guidelines, rules and data requirements 
for individuals who needed more information or gentle reminders. Additionally, the NCR staff 
promoted and presented the ECC information and updates in the annual meeting of the Tumor 
Registrar Association of Nebraska (TRAN). The NCR utilized all possible networking opportunities 
to connect with other colleagues in hospital as well as state registries. Through the networking at 
a Rocky Mountain workshop, a contact was established with a children’s hospital in Colorado that 
resulted in the NCR receiving case reports from that facility. 

RESULTS 

The NCR successfully completed the ECC project in Nebraska. NCR estimated the completeness of 
the cancer data for the ECC age group to be approximately 100-120 cases per year. During the ECC 
project period our case counts were: 2012 – 132 cases, 2013 – 128 cases, 2014 – 111 cases, 2015 – 
101 cases, 2016 – 126 cases, 2017 – 133 cases, and 2018 - 101 cases. The percentage of the data 
collected within 30 days after the initial diagnosis and completed based on the ECC project period 
requirement increased from 49% in 2013 to 76% in 2018. Many of the small hospitals and clinics are 
still proactively sending cases or their monthly case finding list to the NCR. Due to the ECC 
requirement for data reporting within a short time frame, the small hospitals used their electronic 
health record systems (EHR) systems to securely transfer cancer data to the NCR via secure email or 
secure file transfer protocol. The NCR staff travel expenses were saved by no longer needing to go to 
each small hospital or clinic for data collection. 
 
The ECC data collected by the NCR has been used in public health practice and research. A 
University of Nebraska Medical Center researcher requested the ECC data to examine the 
association between environmental factors and pediatric cancers. The Nebraska DHHS also used the 
ECC data to create pediatric cancer fact sheets to reflect the burden of pediatric cancers among 
Nebraska residents. The fact sheets have been published on the Nebraska DHHS NCR website. 
Additionally, the information has been presented at both the Nebraska Cancer Registry Task Force 
meeting and the Tumor Registrars Association of Nebraska (TRAN) workshop. 

SUSTAINING SUCCESS 

Because of the ECC success, the NCR gained valuable experience in recruiting and retaining reporting 
facilities. Early this year, the CDC NPCR initiated the Childhood Cancer Survivorship, Treatment, 
Access, and Research (STAR) project to track pediatric and young adult cancer cases (age group of 0 
to 29 years). Nebraska was selected again as a pilot state. The STAR project aims to improve rapid 
case ascertainment of the pediatric and young adult cancer patients and strengthen electronic 
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pathology reporting system. With the support of the CDC STAR team, the success of the ECC will be 
sustained and enhanced in Nebraska. 

REGISTRY CONTACT INFORMATION 

Julie Nielsen, RHIT, LPN, CTR 
Email: Julie.nielsen@nmhs.org. Phone: 402-354-3393 

  

mailto:Julie.nielsen@nmhs.org
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2020 NPCR NEVADA CENTRAL CANCER REGISTRY SUCCESS STORY 
 
STORY TOPIC:  National Death Index (NDI) Linkage 

STORY:  Registry Operations 

STORY TITLE:  How Linkages Can Improve Registry Data 

STORY AUTHORS: Christine Pool, Program Manager; Carmen Ponce, Biostatistician; Rani Reed, Data 
Manager 

 
SUMMARY 

The Nevada Central Cancer Registry (NCCR) provides statistical data to assist epidemiologists, health 
researchers, and individuals in the medical and allied health professions. This data helps identify cancer 
risk, evaluate cancer patient care, and illustrate leading trends in cancer incidence, survival, and 
mortality in Nevada. NCCR has made great strides in data quality and completeness attributed to 
process improvement activities and recognized the need to obtain updated vital statistics data on 
previously reported cases in the registry database. This is particularly useful when cases have moved 
out of the NCCR’s catchment area between the time of diagnosis and death since they would not be 
identified through annual linkage with the state’s vital statistics system. Linkage with the National 
Death Index (NDI) can help to avoid misclassification and potential duplication of cases that are 
diagnosed with cancer in one state and die in another state. 

 
CHALLENGE 

Nevada Central Cancer Registry never linked registry data with the NDI and needed assistance with 
the process of conducting the data linkage. 

 
SOLUTION 

 
Chris Johnson from the Cancer Data Registry of Idaho and CDC provided training sessions to review the 
process and step-by-step instructions.  NCCR performed a data quality review of death-related 
variables, finding important missing data items, many of which were resolved by the linkage with the 
death file. Most of the resolved data items were for records with a diagnosis date prior to 2010. 
Registry data was linked with NPCR-CSS Social Security Death Index (SSDI) data files from the NPCR-CSS 
document server to update demographic information prior to linkage with the NDI. Necessary 
documents were completed, and special utilities prepared the data to be send to NDI. 

RESULTS 
 
NCCR performed linkage between Dx-year 1995-2017 (263,630 records) file and State Deaths file 
1995-2017. 

Results: 

• Records w/ Vital Status Dead (0) = Race1-5 recovered= 205 

• Spanish Origin in same vital status = 305 
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• Records w/Vital Status Dead (0) and Cause of Death 7777 or 7797 (Unknown) = 139 

• Birthplace Country recovered, same status = 2,455 

• Occupation text Information, same status = 2,032 

• Social Security number = 648 

• Vital Status Dead and DIFFERENT Cause of death, were changed to cause 7777 = 1,334 to send 
to NDI 

The Cancer file was linked with the annual SSDI files 1995-2017. 

Results: 

• Date of Death missing recovered = 468 

• Birth Date missing recovered = 126 

The file sent to NDI, was extracted from NDIPrep and ALL errors were corrected by Registry 
Personnel (CTR’s) using the NDIPrep, Edits vs16. 

• Number of records sent to NDI for linkage 1995-2017 

o Records with Vital Status Alive = 115,345 and Alias records =108 

o Records with Cause of Death Unknown = 3,865---No Alias records 

NDI-NV CANCER FILE LINKAGE RESULTS 

• Vital Status Alive and Cause of Death 0000 = 5,501, including 88 matched records with cause of 
death unknown (7797) 

• Vital Status Death and Cause of Death 7777 or 7797 (Unknown) = 1,664, including 1,291 with 
valid cause of death and 373 still unknown cause of death. 

• Overall, 20,312 tumors and 30,532 abstracts were updated in the registry database. 
 

SUSTAINING SUCCESS 

The NDI linkage is a vital tool to improve the quality and completeness of cancer data. NCCR plans to 
link data at least every other year to update results on vital status and cause of death in the registry 
database. 

REGISTRY CONTACT INFORMATION 

 
Christine Pool, Program Manager Phone: 
(775) 684-3221  
E-mail: cpool@health.nv.gov 

 
  

mailto:cpool@health.nv.gov
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2020 NPCR NEW HAMPSHIRE STATE CANCER REGISTRY SUCCESS STORY 
 

STORY TOPIC:  Childhood Cancer in New Hampshire 

STORY CATEGORY:  Public Health Impact 

STORY TITLE:  Childhood Cancer in New Hampshire 

STORY AUTHORS:  Whitney Hammond, Adriane Burke, Karen Craver, Maria Celaya, Judy Rees  
 
SUMMARY 

An ongoing investigation of pediatric rhabdomyosarcoma (RMS) in the seacoast region of New 
Hampshire has resulted in heightened concern in the state about pediatric cancer. Dr. Siegel’s study of 
the geographic differences in childhood cancer incidence in the United States, which called out NH as 
having the highest rate, resulted in further attention from the media, as well as from state and federal 
politicians. In response, Governor Sununu appropriated funds in the state budget to study specific 
aspects of childhood cancer in NH. The funded projects are described here. 
 
CHALLENGE 

The question faced by NHSCR was how to best study childhood cancer in a way that would make an 
impact to the New Hampshire community.  
 
SOLUTION  

A menu of possible activities was developed, and specific items were chosen for implementation. The 
goal was to select activities addressing the questions surrounding childhood cancer in our area, and to 
provide new opportunities to inform and educate the public about pediatric cancer and associated 
cancer risk.  

RESULTS 

The activities that received funding during Fiscal Year 21 were: 
 
A systematic literature review on the causes (e.g. environmental, genetic) of childhood cancer, including 
the most recent research published as well as unpublished early work presented at recent national and 
international conferences.  We will write and publish (a) a systematic review article describing our 
understanding of the field, and (b) educational literature targeted to the public to help explain what is 
known about the causes of childhood cancer.  

A detailed re-examination of the national data presented in Siegel’s article, to address issues not fully 
explored in that paper. Specifically, we will analyze race-specific rates including those of Massachusetts 
and Pennsylvania which were not previously presented, and we will conduct hypothesis testing to show 
whether NH rates significantly exceed those of our neighboring states with similar demographic profiles 
and whether rates in the northeast region significantly exceed those of other regions.  

Improved surveillance for childhood cancer in New Hampshire. We will add staff effort to ensure that 
case finding is complete, and we will explore issues of cross-border reporting that may affect rates. 
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Hosting an academic conference in New Hampshire on the etiology of childhood cancer. We will invite 
national and international researchers and state public health agencies to discuss current research and 
public health issues. We will focus on specific pediatric cancers of concern locally (e.g., rhabdo-
myosarcoma); genetic syndromes; and environmental childhood cancer epidemiology.  The conference 
will conclude with a more limited executive session, including selected stakeholders from the community 
and regional public health departments to discuss next steps.  Educational literature for the public will be 
developed based on information and discussion at the conference and executive session.  

Summarize and report radiation surveillance data. The Radiological Environmental Monitoring Program 
in New Hampshire has collected extensive radiation monitoring data from food, water, and other 
environmental samples around the Seabrook Nuclear Power Station. Analyzing and summarizing the 
data and developing educational materials might help alleviate public concern about existing risks.  

Focus group study on issues faced by childhood cancer survivors and their families. The goal of this work 
will be to explore areas where families’ experiences could be improved. Challenges and gaps will be 
identified and summarized to inform the development and improvement of programs to support 
pediatric survivors and their families. 

Work on these strategies will begin this fall and will be completed by the end of June, 2021. The funding 
of this work illustrates the potentially big impact that cancer data can have in terms of attention to and 
allocation of funds for public health issues. Without the attention garnered by the release of the Siegel 
paper we would not have received this additional, one-time funding from the Governor and had an 
opportunity to explore childhood cancer issues in our state in such detail. 

SUSTAINING SUCCESS 

The results of these efforts will be made available to the public as far as possible in the form of 
educational materials and/or press releases, and where possible, they will form the basis of sustained 
efforts to work with the public on issues in childhood cancer.  

REGISTRY CONTACT INFORMATION  
Adriane Burke  
Adriane.Burke@dhhs.nh.gov 
NH Department of Health and Human Services 
Telephone: (603) 271-4886 
https://geiselmed.dartmouth.edu/nhscr/ 

 
 
 

  

mailto:Adriane.Burke@dhhs.nh.gov
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2020 NPCR NEW JERSEY CANCER STATE REGISTRY SUCCESS STORY 
 

STORY TOPIC/FOCI: Expanding data sources, improve data quality, and utilizing improved data for cancer 
prevention and control planning. 

STORY CATEGORY: Public Health Impact 

STORY TITLE:  A Not-So-New Partner in Cancer Surveillance? Leveraging Lexis Nexis to Enhance 
Demographic Information for the Benefit of Public Health 

STORY AUTHOR(S):  
Antoinette M. Stroup, PhD; Lisa E. Paddock, PhD, MPH; Mireille Lemieux, M.Sc., CTR; Gerald Harris, PhD 

 
SUMMARY 

The New Jersey State Cancer Registry (NJSCR) has successfully developed a partnership with Lexis Nexis, 
Inc. (LN) to enhance demographic data for the benefit of public health. We leverage LN consumer data 
from public records (e.g., real estate/tax assessor records, mortgage, motor vehicle registrations, driver’s 
license records, voter registration, etc.) to improve the accuracy and completeness of variables such as 
address at diagnosis and race. As a special study, we also leveraged LN consumer data to evaluate the 
utility of residential history data in assessing cancer risk and survival. 

CHALLENGE 

Cancer registries have historically relied on reporting facilities such as hospitals and physician offices to 
provide patient demographic information, including address at diagnosis and race. However, these data 
are not reported consistently and are prone to errors; likely due to increases in pathology-only and 
physician-only reporting and providers electing not to document race and ethnicity of patients. This has 
significant downstream impacts on data quality and statistics.  Errors in address at diagnosis, for 
example, may lead to our inability to verify the State of diagnosis, reduce the statewide completeness 
estimate, and prevent the case from being geocoded.  Lack of geocoded data impacts our ability to 
generate reliable geographic cancer statistics. Race is also a critical variable because New Jersey is one of 
the more racially diverse states in the United States and is home to the largest proportion of foreign-
born residents (1). Race-specific cancer statistics such as incidence are prone to bias and may lead to an 
underestimation of rates if there are significant numbers of cases missing race values.  
Although NJSCR has been able to limit the proportion of missing race to less than 3% and continues to 
meet the National Program of Cancer Registry’s ( NPCR) Registry of Distinction Standard, and North 
American Association of Central Cancer Registry (NAACCR) Gold certification, meeting these goals 
requires a significant amount of time and effort to obtain the information from hospitals, physicians, and 
other reporting sources. 
 
Epidemiological studies that use population-based cancer registry data are also limited by the lack of 
retrospective residential histories to evaluate risk for cancers with long latency periods (2-4). And, with 
cancer survivors living longer, residential histories post diagnosis may contribute to our understanding of 
survivorship, quality of life, access to subsequent treatment for recurrence, and, of course, long term 
survival outcomes. 
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Sources  
1. U.S. Census Bureau QuickFacts (2019). U.S. Census Bureau. 

https://www.census.gov/quickfacts/fact/table/NJ,US/PST045219 (Accessed on October 29, 
2020). 

2. Boscoe FP. The use of residential history in environmental health studies. In: Maantay 
JA, McLafferty S, eds. Geospatial Analysis of Environmental Health. Dordrecht, the 
Netherlands: Springer Science+Business Media; 2011:93–110. 

3. Jacquez GM, Kaufmann A, Meliker J, et al. Global, local and focused geographic clustering for 
case-control data with residential histories. Environ Health. 2005;4(1):4. 

4. Hurley, S., Hertz, A., Nelson, D. O., Layefsky, M., Von Behren, J., Bernstein, L., . . . Reynolds, P. 
(2017). Tracing a path to the past: exploring the use of commercial credit reporting data to 
construct residential histories for epidemiologic studies of environmental exposures. 
American Journal of Epidemiology, 185(3), 238-246. 

5. Wiese, D., Stroup, A. M., Maiti, A., Harris, G., Lynch, S. M., Vucetic, S., & Henry, K. A. (2020). 
Socioeconomic Disparities in Colon Cancer Survival: Revisiting Neighborhood Poverty using 
Residential Histories. Epidemiology. doi:10.1097/ede.0000000000001216 

 

SOLUTION 

NJSCR initially set out to improve address data with the sole purpose of correcting and verifying address 
at diagnosis to ensure that the case was counted as a New Jersey incident case and to improve 
geocoding quality.  To do so, we secured 7-10 individual subscription licenses to access the LN Accurint 
database online. Staff were trained to conduct individual lookups in order to edit address information in 
the registry database management system (SEER*DMS).  This lookup process has since expanded to 
correcting and verifying other key demographic data including date of birth, social security number, 
name, and phone number. 
 
Individual lookups, however, are not sustainable if there are hundreds or thousands of records that are 
missing data for key demographic variables such as race (Table 1). NJSCR began to address this issue in 
2020 by partnering with LN to conduct a batch linkage to acquire race information from Driver’s License 
and Voter Registration records. After establishing a linkage agreement and setting up a secure, 
encrypted file transfer protocol between the registry and LN, we conducted a pilot test of N=400 cases 
diagnosed in 2018 with known race. We used the pilot data to assess linkage patterns and evaluate the 
quality of the race codes returned by LN. We then provided a larger dataset of 10,000 records with 
unknown race (RACE 1 = 99) spanning diagnosis year 2013-2020. 
 
To leverage population-based data from cancer registries and enhance residential history data, we 
conducted a batch linkage with LN to acquire residential history data for adult (18+) Non-Hodgkin 
Lymphoma (NHL) and colon cancers diagnosed from 2006-2014.  
 
RESULTS 

Unknown Race – Of the 400 patients with known race that we sent to LN as a test file, 103 (25.75%) 
matched to at least 1 driver’s license (DL) record, 297 (74.25%) matched to at least 1 voter registration 
(VR) record, and 318 (79.5%) matched to either a DL or VR record. Unfortunately, of the 318 matched 
records, LN was only able to return 10 records with race from a DL or VR record, a return of only 3.1%. 

https://www.census.gov/quickfacts/fact/table/NJ,US/PST045219
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However, 8 of 10 records (80%) were concordant with NJSCR data as White (N=7) and Black (N=1). The 
remaining 2 records were classified as Other by LN (vs. White in SEER*DMS) and Hispanic (vs. White in 
SEER*DMS). The larger dataset of 10,000 records were sent to LN for linkage and is still pending. 

 
Residential Histories – We submitted 17,067 colon cancer and 12,121 NHL cases for our project.  LN 
returned up to 20 addresses for each of 11,490 NHL (98.5%) and 16,750 colon (98.1%) cancer cases. Few 
(n=58) had no geographic information available from NJSCR or LN. We used these data to conduct a 
seminal study using residential history data to evaluate socioeconomic disparities in regional stage colon 
cancer (RSCC) survival, which was recently published in Epidemiology (5).  We used census track poverty 
(<5%, 5-10%, 10-20%, > 20%) as a measure of area-based SES and conducted multivariable Cox 
Proportional Hazards time-varying models to estimate the hazards of RSCC death. Of the 4,041 RSCC 
cases, 92 (2%) had no LN residential information, 65% remained in the same census tract from diagnosis 
to date of last contact or date of death (non-movers), 19% changed census tracts once, and 16% changed 
census tracts two or more times. Additionally, 42% of cases that lived in the highest poverty areas 
moved, compared to only 32% in the lowest poverty areas. We also found that Non-Hispanic Blacks 
(44%), Asian/Pacific Islanders (43%), and Hispanics (38%) were more likely to move than Non-Hispanic 
Whites (32%). After adjusting for age, sex, regional stage sub-category, race/ethnicity, and mover status, 
our time-varying models showed that RSCC cases in the highest poverty areas had a 30% greater risk of 
colon cancer death than those living in the lowest poverty areas (HR=1.30 95% CI 1.04-1.64). When the 
analysis was limited to movers (i.e., changed census tracts), the hazard of colon cancer death increased 
to 1.62 (95% 1.07-2.44). 

SUSTAINING SUCCESS 

Utilization of LN data is ongoing and remains an integral source to verify important patient data. We will 
build on this effort in the coming weeks by evaluating the quality of the linkages and the race 
information returned on 10,000 records; use updated race and address information to create more 
reliable geographic- and race-specific cancer statistics; and, share our results with New Jersey’s Task 
Force on Cancer Control and Prevention to develop public health priorities. We also plan to import our 
NHL and colon cancer residential histories into SEER*DMS and publish our findings for NHL subtypes. 

 
REGISTRY CONTACT INFORMATION 

New Jersey State Cancer Registry 
609-633-0500 
https://www.state.nj.us/health/ces/reporting-entities/njscr/ 
  

https://www.state.nj.us/health/ces/reporting-entities/njscr/
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2020 NPCR NEW YORK STATE CANCER REGISTRY SUCCESS STORY 
 

STORY TOPIC/FOCI: Public health impact, collaborative partnerships/projects 

STORY CATEGORY: Public Health Impact 

STORY TITLE: New York State Governor’s Cancer Research Initiative 

STORY AUTHOR: The New York State Department of Health Governor’s Cancer Research Initiative 
Workgroup 

SUMMARY 

The New York State Governor’s Cancer Research Initiative examined cancer trends and the potential 
causes of cancer in four regions of New York State with elevated cancer rates, based on 2011-2015 data. 
The initiative was announced in October 2017 and ended in November 2019 following the release of 
reports and regional meetings with community members and stakeholders in each of the four regions. 
The New York State Department of Health (DOH) is using the findings from the initiative to work with 
partners to enhance community cancer prevention, recommend appropriate screening efforts, and 
support access to appropriate high-quality health care. 
 
CHALLENGE 

In October 2017, New York State’s Governor, Andrew M. Cuomo, announced an initiative to examine 
cancer trends and the potential causes of cancer in four regions of the state with an elevated incidence 
of cancer. These regions included Warren County in northeastern New York, Staten Island (Richmond 
County) in New York City, an area of East Buffalo and Western Cheektowaga in western New York, and 
an area including the communities of Centereach, Farmingville, and Selden on Long Island. The regions 
were identified using data from the New York State Cancer Registry and the SaTScan spatial analysis 
program. DOH held meetings in each region in July 2018 to obtain input from interested members of the 
community, and DOH researchers met with community members to present the design, goals, and 
approaches. Community members and stakeholders provided input at meetings and emailed additional 
feedback.  
 
DOH researchers identified the cancer types in each region with a higher than expected incidence and 
conducted a detailed review of Cancer Registry data for each area and type of cancer. The cancers 
investigated included nine types of cancer (lung, larynx, esophagus, oral cavity, colon, thyroid, brain, 
melanoma, and leukemia) in Warren County, thyroid cancer on Staten Island, six types of cancer (colon, 
esophagus, kidney, lung, oral cavity, and prostate) in East Buffalo and Western Cheektowaga, and four 
types of cancer (bladder, lung, leukemia, and thyroid) in the Centereach, Farmingville, Selden area of 
Long Island. The goal of the initiative was to identify factors that may have contributed to the higher 
incidence of these specific types of cancer in each region, and to look for unusual patterns or trends in 
each study area compared to other areas of New York State. 
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SOLUTION  

DOH researchers conducted in-depth analyses of data from the New York State Cancer Registry, 
including the age and gender of patients diagnosed with cancer, cancer trends over time, and 
characteristics of cancers such as cell type, tumor size, and the stage of disease at the time of diagnosis. 
Researchers also assessed whether demographic factors, such as the age, race, ethnicity, education, and 
income of the population, and population-level behavioral factors, such as smoking, obesity, alcohol use, 
diet, physical activity, health care access, and medical screening, could be related to higher cancer rates 
in these regions. 
 



 

82 
 

DOH researchers worked with staff from the Department of Environmental Conservation to review 
available environmental data and to look for unusual patterns or trends in each of the four study areas. 
Data included pollutants in outdoor air, levels of radon in indoor air, contaminants in drinking water, 
industrial and inactive hazardous waste disposal sites, and traffic density. The evaluation also reviewed 
sites of concern raised by members of the public. In addition, DOH staff consulted with researchers at 
institutions near two of the study areas (Roswell Park Cancer Institute for the East Buffalo and Western 
Cheektowaga study area, and Stony Brook University Hospital for the Centereach, Farmingville, Selden 
study area), who provided advice and information about the local area and will be involved in the 
implementation of recommendations in each community. 
 
DOH staff released reports for each study area and presented the results in meetings in each of the four 
study areas in October and November 2019. The reports included the findings of the analyses, 
recommended actions based on the specific cancers elevated in each study area, and more general 
recommendations for New Yorkers to reduce their risk of cancers and for DOH and partner organizations 
to help reduce the burden of cancer statewide. Many of the recommended activities align with two New 
York State plans that address cancer prevention and control, the New York State 2018-2023 
Comprehensive Cancer Control Plan and the New York State Prevention Agenda 2019-2024. DOH 
researchers are continuing to work with local partners to implement the recommendations in each 
region and throughout New York State. Specific projects resulting from the Governor’s Cancer Research 
Initiative include local Cancer Prevention in Action projects and work groups aimed at reducing tobacco 
use in areas with high use. 
 
RESULTS 

The results of the analyses of New York State Cancer Registry data and available environmental data for 
each of the four study areas led to several recommended actions to decrease cancer risk in each study 
area and throughout New York State. Three of the four regions studied had elevated risk of tobacco-
related cancers and evidence of elevated rates of current and past tobacco use. Recommendations 
included preventing initiation of tobacco use, promoting tobacco use cessation, especially among 
populations disproportionately affected by tobacco use, and eliminating exposure to secondhand smoke 
and secondhand emissions from electronic vapor products. Two of the four regions studied had an 
excess of alcohol-related cancers, for which alcohol consumption increases risk either independently or 
through a synergetic effect with tobacco use. Recommendations included restricting underage alcohol 
access, educating the public on cancer risk related to alcohol use, and treating alcohol dependence. 
Several regions had a higher prevalence of obesity or lower prevalence of physical activity, both of which 
can contribute to increased risk of certain cancers. Recommendations included promoting healthy eating 
and food security by improving access to healthy food, increasing knowledge to support healthy food 
and beverage choices, and increasing physical activity by improving community environments and 
increasing access to safe spaces for physical activity. 
 
Recommendations for all four study areas included promoting guideline-concordant cancer screening. 
Specific recommendations included educating men and women who meet the criteria for lung cancer 
screening about the benefits and risks of screening to help them make informed choices, educating 
healthcare providers and the public about testing options for colorectal cancer screening including take-
home tests, and educating the public and healthcare providers about recommendations against thyroid 
cancer screening in average risk, asymptomatic adults. Additional recommendations related to 
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behavioral, lifestyle, and healthcare factors that may have contributed to increased cancer risk in the 
study areas included educating adolescents and adults on the benefits and risks of HPV vaccination, 
promoting educational initiatives and implementing environmental changes to decrease exposure to 
ultraviolet (UV) radiation for people of all ages, and increasing awareness of New York’s “Image Gently” 
and the national “Image Wisely” campaigns that educate physicians and the public about potential 
radiation exposure from CT scans and X-rays in both children and adults.  
 
The results of the environmental investigation in each of the four study areas did not show any unusual 
environmental exposures that could explain the elevated cancer incidence rates. Data were insufficient 
to evaluate the role of occupational risk factors in cancer incidence, especially for the East Buffalo and 
Western Cheektowaga area that historically was home to several industrial facilities. However, 
recommendations for several of the study areas included minimizing exposures to potential 
environmental and occupational hazards. Specific recommendations included improving the public’s 
awareness about the relationship between indoor radon exposure and lung cancer, promoting radon 
testing and mitigation, and developing targeted occupational safety and health training programs to 
promote safety in the workplace. 
 
DOH staff are working to implement the recommended actions to reduce the burden of cancer in each 
study area and statewide. Ongoing work by DOH researchers will continue to assess cancer incidence 
and potential environmental exposures in the study areas and throughout the state. 
 

 
 

SUSTAINING SUCCESS 

The New York State Cancer Registry will continue to work to meet the highest standards for data quality 
and will use these data to continue to monitor cancer incidence regionally and statewide. DOH 
researchers are working with stakeholders and partners to enhance community cancer prevention, 
recommend appropriate screening efforts, and support access to appropriate high-quality health care 
throughout New York State. DOH will continue to work to reduce the burden of cancer in New York State 
by decreasing the number of new cancer cases, decreasing the number of cancers diagnosed at late 
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stages, improving the quality of life in those diagnosed with cancer, and decreasing the number of 
deaths caused by cancer.  
 
REGISTRY CONTACT INFORMATION   

New York State Cancer Registry 
Phone: (518) 474-0971 
Email: nyscr@health.ny.gov  
Website: https://health.ny.gov/statistics/cancer/registry/ 
  

mailto:nyscr@health.ny.gov
https://health.ny.gov/statistics/cancer/registry/
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2020 NPCR NORTH CAROLINA CENTRAL CANCER REGISTRY SUCCESS STORY 
 

COVID-19 Impact on Public Health 

As the COVID-19 pandemic took its course, there is evidence that cancer patients are disproportionally 
affected by the new disease, from new barriers and challenges in receiving oncology care to an increased 
risk of poorer outcomes. Identifying unusual changes and differences in the patterns of cancer incidence 
and cancer care are long-stated, well-established goals of the NC CCR. The NC CCR has developed a 
process that will allow the linkage of NC CCR data to NC COVID-19 test data. Identifying NC cancer cases 
that have tested COVID-19 positive and analyzing such cases will guide public health leaders and the 
cancer surveillance community to understand the risks and barriers associated with COVID-19 and cancer 
outcomes. 

STORY TITLE:  Data linkage between the NC CCR and the COVID-19 tested positive cases in North Carolina 

STORY AUTHOR(S):  Chandrika Rao, PhD.1, Yang Yue, PhD.2, Melissa Pearson, BS/CTR3, Soundarya 
Radhakrishnan4, MS 
 
1   Director 
2   Statistician 

3   CTR, Quality Control Manager 

4   Statistical Supervisor 
 
SUMMARY  

The North Carolina Central Cancer Registry data were  linked with the NC COVID-19 tested positive cases 
to understand the risk and morbidity of COVID-19 in cancer patients and survivors. The objective of this 
linkage was to compare across cancer types to determine which patients and cancers are at higher risk 
for problems with their cancer because of the risk of a COVID-19 diagnosis and understand the risk 
factors associated with a COVID-19 diagnosis. The cancer cases that also tested positive for COVID-19 
were analyzed by county, primary site, gender, race and ethnicity, age groups, stage at diagnosis, and 
insurance status at the time of their cancer diagnosis.  

CHALLENGE 

There is a 6-month delay between cancer diagnosis and reporting to the NC CCR; therefore, complete 
2020 cancer data was not available at the time of the data linkage. The data linkage included COVID-19 
testing data from March 2020 through September 2020 and NC CCR data from 1990 through 2019 
diagnoses years. Therefore, the analyses and the results presented are focused only on the preliminary 
descriptive analyses of cancer patients diagnosed from 1990 to 2019, who tested positive for COVID-19.   

SOLUTION 

To better understand the impact of COVID-19 on cancer screening, diagnosis, surgery and treatments, a 
follow up data linkage will be conducted during the fourth quarter in 2021 (when about 90% of the 2020 
diagnosis data are reported to the registry).  The follow up linkage will focus on analyzing the treatment 
data to understand if there were delays in treatment and which cancers were most affected. Further, to 
help identify COVID-19 diagnoses among cancer patients, data reporters are being trained to document 
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COVID-19 test results and treatment delays in case reports, and to include COVID-19 specific data items 
effective with 2021 diagnoses. Lastly, the NC CCR data will be linked with the state death file to confirm 
COVID-19 as the Cause of Death. 

RESULTS  
 
The NC CCR and the COVID-19 datasets were matched using the CDC’s LinkPlus software. The datasets 
included 1,517,191 cancer diagnoses from 1990-2019 diagnosis years and 142,575 distinct COVID-19 
tested positive cases from March 2020 through September 2020. The 5,496 cancer cases that matched 
were tested COVID-19 positive. The matched cancer cases were analyzed to present some basic 
descriptions of cancer cases that were tested COVID-19 positive by county, primary site, gender, race 
and ethnicity, diagnosis year, age-groups, stage at diagnosis and by insurance status. 

• County at Diagnosis: Out of the 100 counties in North Carolina, Mecklenburg County had the highest 
percentage (11%) of cancer cases that were tested positive for COVID-19 followed by Wake County 
(7%), Guildford County (4%), followed by Durham and Forsyth Counties at 3%. 

• Primary Site: Female breast (21%), prostate (17%), colorectal (9%), melanoma (8%) and endocrine 
cancers (4%) were the top five cancer sites among the cancer cases tested positive for COVID-19. 

• Gender/Race/Ethnicity: 54% of the cancer cases tested COVID-19 positive were women, of them 35% 
were white females and 18% were minority women. Of the 46% of males with a cancer diagnosis 
tested positive for COVID-19, 15% were minority males compared to 30% of white males. The racial 
distribution of the cancer cases tested positive was 66% whites compared to 29% Blacks. 

• Diagnosis Year: Most of the cancer cases tested positive for COVID-19 were diagnosed during 2015-
2019. 

• Age at Diagnosis: Cancer cases with age at diagnosis between 60 and 64 years had the highest rate of 
testing COVID-19 positive (14%); compared to cancer cases diagnosed at 80+ years had one of the 
lowest rates of COVID-19 at 4%. 

• Stage at Diagnosis: For the cases that tested positive for COVID-19, 53% of the melanoma cases were 
diagnosed at In Situ stage; 60% of the female breast cancer cases and 77% of the prostate cancer 
cases were diagnosed at localized stage; 42% of the colorectal cancer cases were diagnosed at the 
regional stage whereas 35% were diagnosed at the localized stage. Lung cancer cases that tested 
positive for COVID-19 were distributed across all stages - local, regional, and distant. 

• Insurance Status: 31% of the cancer cases that were tested positive for COVID-19 had private 
insurance compared to 33% who had Medicare and 6% were covered under Medicaid. 

 
SUSTAINING SUCCESS 

The NC CCR will be closely monitoring incoming cancer cases for documentation reflecting COVID-19 in 
the cancer case reports. The NC CCR will be linking updated COVID-19 testing data and death data with 
the registry data at least once a year for the next few years to better understand the impact of COVID-19 
on cancer cases. 

Further, the NC CCR will evaluate if there was delayed delivery of care (surgery and ancillary treatment) 
for patients diagnosed with female breast, prostate, colorectal, and endocrine cancers as these were 
among the top cancer sites that tested positive for COVID-19. In addition, the stage at diagnosis will be 
evaluated to determine if cases are being diagnosed at a later stage.  



 

87 
 

REGISTRY CONTACT INFORMATION 

Chandrika Rao, PHD 
Director, North Carolina Central Cancer Registry 
State Center for Health Statistics 
North Carolina Department of Health and Human Services 
919-792-5946  
Chandrika.Rao@dhhs.nc.gov 
https://schs.dph.ncdhhs.gov/units/ccr/ 
  

mailto:Chandrika.Rao@dhhs.nc.gov
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2020 NPCR NORTH DAKOTA STATEWIDE CANCER REGISTRY SUCCESS STORY 
 

STORY TOPIC/FOCI:  Data Linkage, collaborative partnerships/projects 

STORY CATEGORY:  Registry Operations 

STORY TITLE:  Data Linkages in the North Dakota Statewide Cancer Registry 

STORY AUTHOR(S):  Yun Zeng, Xudong Zhou, Cristina Oancea, and Mary Ann Sens 

SUMMARY 

Data linkage is a process of joining records from one data source with another that describes the same 
entity. Bringing information from different sources together about the same entity enriches the dataset 
and produces valuable information that can be used for research and statistical purposes. 

In addition to performing various data linkages to meet the requirements of the Centers for Disease 
Control and Prevention/National Program of Cancer Registry (CDC/NPCR), the North Dakota Statewide 
Cancer Registry (NDSCR) has performed data linkages for specific research projects, as various clinicians 
and researchers are showing increased interest in linking their clinical/research data with the Central 
Cancer Registry (CCR) data to support measurement of clinical performance, patient health outcomes 
and policy making. A good example is the data linkages the NDSCR performed using the Virtual Pooled 
Registry Cancer Linkage System (VPR-CLS).  

CHALLENGE 

The VPR-CLS was implemented by IMS, Inc about 3 years ago and coordinated by the North American 
Association of Cancer Registries (NAACCR) with funding from the National Cancer Institute (NCI). It is a 
web-based, one-stop-shop designed to connect researchers performing minimal risk cohort linkage with 
CCRs across the United States Cancer registries participating in the VPR-CLS perform a standard linkage 
using Match*Pro software, and upload aggregate match count reports (no patient records) to the VPR-
CLS. The researchers then can select which registries to approach with requests for release of individual-
level data on matched cases.  

In order to participate in the data linkage through VPR-CLS to provide ND cancer data for research, the 
NDSCR staff needs to spend extra hours working on the projects on top of already busy work, and learn 
how to use the VPR-CLS system and Match*Pro software.  

SOLUTION   

To be well prepared for conducting the collaborative research projects, the NDSCR staff participated in 
the NAACCR webinars, learned how to use the VPR-CLS and Match*Pro software to perform the data 
linkages. Finally, the staff worked extra hours to get the job done. 

RESULTS 

Besides performing various data linkages, meeting CDC/NPCR requirements, receiving NPCR and NAACCR 
awards, the NDSCR staff performed data linkages for 6 collaborative projects through the VPR-CLS in the 
past 2-3 years. All the projects have completed phase I activities which is for initial data linkage and case 
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counts, and 2 of projects have entered into phase II for signing up Data Use Agreement (DUA), 
performing data linkage, and manually reviewing the linkage results.  
 
Through participating in these projects, the NDSCR has helped to streamline the data request application 
and approval process for controlled release of individual-level data for appropriately approved studies, 
which extended the public health mission and value of the registry. 

 
SUSTAINING SUCCESS  

The NDSCR will continue to perform the data linkages required by the CDC/NPCR; The NDSCR will also 
continue to participate in this kind of collaborative projects and to provide ND cancer data for the 
research – pending on time availability.  

REGISTRY CONTACT INFORMATION 

North Dakota Statewide Cancer Registry 
Pathology Department, UND School of Medicine and Health Sciences 
 (701) 777 0791 (X2868) 
https://ndcancer.org/index.html 
 
 
  

https://ndcancer.org/index.html
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2020 NPCR OHIO CANCER INCIDENCE SURVEILLANCE SYSTEM SUCCESS STORY 
 

STORY TOPIC:  Cancer Data Presentation 

STORY CATEGORY:  Public Health Impact 

STORY TITLE:  Ohio Cancer Stats & Facts 

STORY AUTHORS:  Lynn Giljahn - Ohio Cancer Incidence Surveillance System; Holly Sobotka, John 
Kollman-Chronic Disease Epidemiology and Evaluation; Emily Bunt-Comprehensive Cancer Control; Amy 
Bashforth-Breast and Cervical Cancer Project 
 
SUMMARY 
 
Ohio generates a one-page publication each month that highlights cancer information and statistics in an 
easy to read, user-friendly format. Each month’s publication coincides with national calendars for cancer 
awareness.  
 
CHALLENGE 
 
Although data from the Ohio Cancer Incidence Surveillance System are frequently analyzed and multiple 
new publications are made available on the Ohio Department of Health (ODH) website each year, the 
publications may be too lengthy and technical for the general public and others who are seeking a high-
level overview of cancer statistics and facts for Ohio.  
 
SOLUTION 
 
Ohio’s Cancer Program – staff from surveillance and epidemiology, comprehensive cancer control, and 
the breast and cervical cancer project – came together to develop a prototype for a one-page 
information sheet on cancer incidence, mortality, screening, survival, and risk factors that was easy to 
read and visually appealing.  Staff reviewed publications from national organizations and other states 
that communicated public health information, both cancer and non-cancer related.  The group went 
through several iterations before identifying a format that all agreed met their goal.  

 
RESULTS 
 
Ohio has generated Cancer Stats & Facts each month since January 2020.  Cancer Stats & Facts is a one-
page, easy to read and data-friendly informational document that helps to raise awareness about cancer 
incidence, mortality, and disparities and includes prevention and early detection messages, where 
appropriate.  Each edition of Cancer Stats & Facts contains four to six panels.  Topics have coincided with 
national calendars for cancer awareness, but adjustments were made for months without a designation.  
Topics were as follows: January-Cervical Cancer, February-Cancer Prevention, March-Colorectal Cancer, 
April-Head & Neck Cancers, May-Melanoma, June-Cancer Survivorship, July-Bone & Joint Cancers, 
August-Pancreatic Cancer, September-Childhood Cancers, October-Breast Cancer, November-Lung 
Cancer, December-Alcohol-Related Cancers. 
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The publications are posted on the Ohio Department of Health (ODH) website banner each month.  A 
timeline for development by the Cancer Program, approval by ODH Leadership and ODH 
Communications, and final design of each month’s publication by ODH’s Creative Services has been put 
in place so that there is continuous posting of Cancer Stats & Facts.  Each posting coincides with the first 
day of the month and the previous month’s posting is removed.  In addition to the website posting, 
ODH’s Communications creates Facebook posts and Twitter feeds from the content.  As a result, 
information on cancer is always front and center to visitors to the ODH website and those connected to 
ODH on Facebook and Twitter.   
 
Although we do not have data on how many times the ODH website is visited, we have data on the 
number of people reached via Facebook and Twitter.  Through early March 2020, an average of over 
3,600 people were reached via Facebook and over 3,000 reached via Twitter.  These numbers increased 
dramatically since April; an average of over 21,000 people were reached via Facebook and almost 12,000 
via Twitter.  The increase is thought to be COVID-related, as more people followed information released 
by ODH.   
 
The Office of Ohio Governor Mike DeWine has taken notice of Cancer Stats & Facts.  Information from 
the Cancer Stats & Facts October 2020 issue on Breast Cancer was used to develop talking points for a 
Governor’s press conference.  The Governor’s Office has also shared/retweeted a few of ODH’s 
Facebook posts and Twitter feeds which resulted in extremely large engagements.   
 
SUSTAINING SUCCESS 
 
Now that a format has been established, the OCISS epidemiologist and researcher from Ohio’s 
Comprehensive Cancer Control Program work together to decide which cancer will be highlighted each 
month and take the lead in generating the content.  The epidemiologist and researcher are in the 
process of determining what cancer topics will be highlighted each month in 2021; some may be 
awareness months not previously highlighted while others may be updates with more current data and 
information.  
 
REGISTRY CONTACT INFORMATION 
 

OCISS@odh.ohio.gov; 614-752-2689;  https://odh.ohio.gov/wps/portal/gov/odh/know-our-
programs/ohio-cancer-incidence-surveillance-system/welcome-to.   
Link to Cancer Stats & Facts:  https://odh.ohio.gov/wps/portal/gov/odh/know-our-programs/ohio-

comprehensive-cancer-control-program/cancer-stats-an-facts-for-ohio/resources 

  

mailto:OCISS@odh.ohio.gov
https://odh.ohio.gov/wps/portal/gov/odh/know-our-programs/ohio-cancer-incidence-surveillance-system/welcome-to
https://odh.ohio.gov/wps/portal/gov/odh/know-our-programs/ohio-cancer-incidence-surveillance-system/welcome-to
https://odh.ohio.gov/wps/portal/gov/odh/know-our-programs/ohio-comprehensive-cancer-control-program/cancer-stats-an-facts-for-ohio/resources
https://odh.ohio.gov/wps/portal/gov/odh/know-our-programs/ohio-comprehensive-cancer-control-program/cancer-stats-an-facts-for-ohio/resources


 

92 
 

2020 NPCR OKLAHOMA CENTRAL CANCER REGISTRY SUCCESS STORY 
 

STORY TOPIC:  Challenges and successes of implementing overnight teleworking 

STORY CATEGORY:  Registry Operations 

STORY TITLE:  The Four C’s of 2020: COVID-19, Confusion, Chaos, Coming Together 

STORY AUTHORS:  Julie Bennett, RHIT; Alexandra Feld, MPH 

SUMMARY 

It is late winter 2019 and stories about COVID-19 are beginning to appear more regularly on the evening 
news. Over lunches, the staff of the Oklahoma Central Cancer Registry (OCCR) begin discussing the virus 
and its possible impacts. The second week of March arrives and suddenly, without warning, life changes.  

CHALLENGE 

Across the nation, employers are starting to send employees home hoping to curb the spread of the 
virus and to keep employees and families safe, while continuing the operations of everyday business 
with as little disruption as possible.  In our roles at the Oklahoma State Department of Health (OSDH), we 
had not teleworked before and, while a written policy did exist at the agency, the daily processes and 
protocols for teleworking had not been implemented. 

The challenges of quickly implementing various aspects of multiple employees’ jobs became very evident 
and fell into the hands of senior management and directors.  Processes we took for granted when 
working in an office environment now had to be reevaluated while sending employees home as quickly 
as possible.  

For example, making sure laptops were compatible with monitors, wires and cords were correct, 
personal internet connections were secure and fast, confidential information was remained protected, 
forwarding phone calls and messages from an office phone number to a home or cell phone number, 
holding virtual meetings for everything from one-on-ones to department-wide meetings.  

Everything from the most mundane daily tasks to the larger workings of an entire health agency had to 
be re-examined.  It was a new way of working. 

SOLUTION 

Luckily, the OSDH was completely supportive of sending employees home to telework and quickly put a 
plan into place.  OCCR staff were sent home on a Monday for a test run of sorts.  We returned to the 
office Wednesday and voiced our concerns on various issues. Supervisors met and began to write up 
protocols and processes to implore the agency leadership to allow teleworking to keep everyone safe 
while maintaining productivity and confidentiality. Thursday morning, the various documents were ready 
for review and employees’ signatures to begin teleworking. By Thursday afternoon, employees started to 
pack up their laptops and grab resources they might need for working from home for a few weeks. What 
we didn’t realize at the time was we were saying goodbye: to one another, to face-to-face interactions, 
and to the way of life as we knew it. Working in an office environment with co-workers we had come to 
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rely on and being steps away from one another for quick questions, coffee breaks, or unplanned 
meetings was no longer part of our routine. 

Supervisors kept everyone informed by email and utilizing Microsoft TEAMS quickly became the norm. 
The OCCR is within the Center for Health Statistics (CHS) at OSDH. Two separate TEAMS groups were set 
up, one for the OCCR and one for all employees of CHS. Each morning, everyone checks in on the main 
channel and we keep co-workers updated on our status for the day, whether it’s going to lunch, or an 
appointment, or checking out. Previously this was done on a physical board in the office – and now it has 
become a virtual check in and check out space. 

Supervisors, managers, the data manager, consultants, and other employees are readily available and 
just a TEAMS message away. Meeting requests are also sent through TEAMS and each employee can 
respond as available, just as if one knocked on another’s cubicle wall for a quick check-in. 

RESULTS 

In the middle of March of this year, just before the COVID-19 pandemic really took hold across the 
United States, about 31% of workers in the United States said they had worked from home. Just a few 
weeks later in early April, that number rose to 62% (Forbes, Oct. 14, 2020, Coronavirus Silver Lining: A 
Better Work-Life Balance?). 

Of course, there were some hiccups. This was a new way of working for many individuals that no one 
was prepared to implement overnight, and tactics were quickly set in place. It seems that most of the 
rough patches have worked themselves out and things are running smoothly. We are better able to 
adapt to significant changes in work processes and environment because of what we faced earlier this 
year. 

Things like setting up a home office and having the right cords and monitors was a minor issue and easily 
correctable. While many of us thought we might be back in just a few short weeks, those weeks turned 
to months and we have been forced to settle into our home offices for the foreseeable future. 

TEAMS meetings have become the norm. Although screens sometimes freeze or the internet kicks us 
out, these are all minor issues that can be corrected. Being able to share our computer screen with one 
co-worker or a whole group helps with walking through a process, presenting new material or 
information, and training new employees. All activities we would have previously done in person have 
found a new process through screenshares and video calls. 

OSDH has always used email and the internet to communicate with employees. For employees used to 
sitting within shouting distance of one another, learning to write clear, concise, and complete emails was 
a new necessity. And if all else fails, picking up the phone works as well as it always had and is sometimes 
still the best option. 

Since we are working with protected health information (PHI), a secure email server was needed to 
communicate with facilities sending information to the OCCR. Our data manager was very helpful in 
understanding the agency’s processes that were already in place and walking the OCCR team through 
the process to continue to protect PHI. 

SUSTAINING SUCCESS 
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Currently, we have been 100% teleworking since March 2020. No one thought we would be home this 
long, and it looks like this might be the new way of working for the OCCR and for OSDH as a whole. 
Things are running smoothly. Glitches are quickly taken care of and supervisors, directors, and the 
commissioner are still supportive of these new processes, where those who need a safe environment can 
work from home to protect their health. 

REGISTRY CONTACT INFORMATION 

Oklahoma Central Cancer Registry  
(405) 271-6225 
https://www.ok.gov/health/Health_Promotion/Oklahoma_Central_Cancer_Registry_(OCCR)/  
 

Source 

Spiggle, Tom. (October 2020). Coronavirus Silver Lining: A Better Work-Life Balance? Forbes.com. 
Accessed 20 October 2020. https://www.forbes.com/sites/tomspiggle/2020/10/14/coronavirus-silver-
lining-a-better-work-life-balance/?sh=7e6091eb1fc2 
  

https://www.ok.gov/health/Health_Promotion/Oklahoma_Central_Cancer_Registry_(OCCR)/
https://www.forbes.com/sites/tomspiggle/2020/10/14/coronavirus-silver-lining-a-better-work-life-balance/?sh=7e6091eb1fc2
https://www.forbes.com/sites/tomspiggle/2020/10/14/coronavirus-silver-lining-a-better-work-life-balance/?sh=7e6091eb1fc2
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2020 NPCR OREGON STATE CANCER REGISTRY SUCCESS STORY 
 
 

STORY CATEGORY: Registry Operations 

STORY TITLE: CANCER REGISTRY TRANSITION – REAL LIFE EXPERIENCE 

STORY AUTHOR: Shannon Evangelista 

SUMMARY 

The Oregon State Cancer Registry (OSCaR) staff are a team of knowledgeable, dedicated professionals 
continuously working to improve operations, but for as long as they could remembered, they were 
hampered by slow data processing speeds and missing software functionality. In October 2019, after 
more than two years gathering permissions and slogging through requisitions, a dedicated Citrix server 
was brought online that helped solve a few significant registry operational issues. 

CHALLENGE 

Over the years OSCaR staff have experienced significantly slow processing time with the main cancer 
database. At times, large files and reports took an entire weekend to run, only to find the job unfinished 
on Monday because of a computing error. Remote access was difficult to say the least, and certain 
applications such as the Registry Plus suite were either poor, such as 30 minutes to upload an eMarc Plus 
file, or all together non-functional, such as the inability for multiple users to access a single Abstract Plus 
file. OSCaR relied on traditional, shared network server located centrally within the State Data Center. 
The challenge posed was the need to update the main database to a virtual server that would allow for 
faster processing speeds, remote accessibility, and improved function. 

SOLUTION 

Over a two-year span, a dedicated Citrix server was envisioned, requisitioned, developed, built and 
finally brought online in early October 2019. A Citrix server is a desktop virtualization product that allows 
an Information Technology department to host centralized desktops and applications. Citrix allows staff 
to virtually tunnel into a server and remotely access desktops and applications with any hardware while 
maintaining the original look and feel of the applications. Additionally, this server provides safe and 
secure connections to maintain and ensure the privacy and confidentially of the protected health 
information stored in the OSCaR database. 

RESULTS 

Two weeks after migrating the main database to a Citrix server, OSCaR’s entire work area was made 
physically inaccessible for (10) days due to an office suite reconfiguration. While ramping up for Call for 
Data, staff were required to use remote access to continue registry operations, but because the Citrix 
server was in place, all staff still had access to the main database via VPN with or without their virtual 
desktop. A few hiccups occurred along the way, but staff overcame the learning curve and maintained 
operations relatively seamlessly. This proved invaluable six months later when COVID-19 hit, and staff 
were once again forced to work remotely. Additionally, processing speeds were much faster. Reports no 
longer timed out, files uploaded significantly faster and staff were less frustrated with the overall 
performance of the system. The Citrix server also allowed for improved system function. For example, 
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multiple staff were able to access, make changes to and save single copies of files using Abstract Plus. 
The result was improved coordination, streamlined operations and improved user satisfaction. 

SUSTAINING SUCCESS 

While many challenges were overcome moving to a Citrix server, some new challenges were 
subsequently created. A prime drawback is that access to database backfiles generated when performing 
basic registry functions requires permissions and knowledge to access. For example, extra steps are 
required to save reports, and understanding the technology takes some time and savvy. For eMaRC Plus, 
processing speed has not changed noticeably, and accessing backfiles for this program is more difficult 
now. Renewed efforts to overcome these new obstacles are required to ensure continued overall 
improvement in operations. 

REGISTRY CONTACT INFORMATION   

Todd Beran, Oregon State Cancer Registry Manager, 971-673-1063 
OSCaR Website: 
https://www.oregon.gov/oha/PH/DISEASESCONDITIONS/CHRONICDISEASE/CANCER/OSCAR/Pages/index
.aspx 
 

 
  

https://www.oregon.gov/oha/PH/DISEASESCONDITIONS/CHRONICDISEASE/CANCER/OSCAR/Pages/index.aspx
https://www.oregon.gov/oha/PH/DISEASESCONDITIONS/CHRONICDISEASE/CANCER/OSCAR/Pages/index.aspx
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2020 NPCR PACIFIC REGIONAL CENTRAL CANCER REGISTRY SUCCESS STORY 
 

STORY TOPIC/FOCI:  Registry Operations 

STORY TITLE:  Case collection conundrum in the CNMI  

STORY AUTHORS:  Joanne Ogo, Janos Baksa, Dr. Lee Buenconsejo-Lum 
 
SUMMARY 

Myriad challenges confound cancer registration in the Commonwealth of the Northern Mariana Islands. 
The newest challenge is COVID-19. To combat these challenges, the CNMI cancer registrar is actively 
building and utilizing local connections to assist with case finding while also partnering with local non 
communicable disease (NCD) programs to raise additional travel funds for extended case abstracting 
visits.  

CHALLENGE 

The Commonwealth of the Northern Marianas (CNMI) consists of 14 
islands with three heavily populated, Saipan, Rota, and Tinian, with 
Saipan being the main island amongst all and is a U.S. 
Commonwealth. There are three government-operated hospitals on 
each island. There are also some private clinics on Saipan and a 
federally funded Community hospital in all three islands. Travel 
between the three islands is possible by a small aircraft. The Registry 
Program has limited funding available for the registrar to travel to 
both islands, which previously limited the registrar's ability to follow-
up on cases since, outside of the main island of Saipan, patient data 
and health records are mostly kept in a paper-based format. Because 
of this fact, abstracting is slow, and case follow-up is even slower and 
challenging. It is also worth noting that these islands are relatively 
often struck with natural disasters (Typhoon Yutu, a Category 5 super 
typhoon, hit CNMI in 2018), and paper-based documents often need 
to be re-located to keep them safe. Such re-allocation of documents 
makes cancer case abstraction even more challenging and time-
consuming when the registrar must hunt for missing documents/case 
files all over the islands. 

The current COVID-19 pandemic and related travel bans (or travel 
limitations) also generated a uniquely challenging situation. On the one hand, our registrars are having 
difficulties visiting our remote islands in the Pacific to collect ‘older’ cases, which will significantly affect 
the number of cases being reported for ‘Diagnosis Year’ (DxYear) 2018 and 2019. Additionally, because 
of the travel ban, we suspect many of our cancer patients could not access screening and treatment 
options, which will impact our cases for DxYear 2020 and 2021  

SOLUTION 
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To combat the limited travel funds, the registrar works with internal partners within the Commonwealth 
Healthcare Corporation (CHCC) to gather further travel funds to visit Rota and Tinian to collect, quantify, 
validate, and capture cancer cases from each island. PRCCR also re-prioritized its budget to support 
extended visits to these islands further.  

Through this effort, the registrar can travel to and from the islands at least once or twice each year and 
spend extended time on each island collecting and abstracting cases. In order to make the most out of 
her trips, the CNMI Registrar ensures that before commencing the travel, a list of cancer patients for all 
islands is requested and collected through the Health and Vital Statistic Office of CHCC and a responsible 
staff of the respective hospitals on each island is identified to assist the registrar with manual record 
finding.  

The Registrar has developed a good working relationship with the staff and management with the 
hospitals in each respective island that ensures a positive cancer data collection mechanism. For the 
islands of Rota and Tinian, the registrar works with the Resident Directors to request assistance with 
pulling medical records, scanning essential documents pertaining to the cancer diagnosis, and finding 
records of those patients who are no longer living. 

Although our registrar has on-site assistance, case abstraction in such environments still requires a 
creative to “think outside the box” problem solving to ensure quality data collection.  

RESULTS 

As part of the larger PRCCR, the CNMI Cancer Registry can produce reliable and meaningful data, cancer 
data from the two ‘outer islands’ were not complete. With local travel funding re-prioritized, the 
registrar can spend more time finding and abstracting quality data and follow-up in person with the local 
public health/healthcare professionals. With more complete data, showing a more accurate picture of 
the Jurisdiction, can assist more informed decisions. We here at the PRCCR are hopeful that these better 
decisions, in the long run, will lead to a reduced cancer burden in our Jurisdictions. For comparison, the 
‘outer island data’ in our 2014 dataset was 8.6% of our total CNMI cases, while with our 2017 cases, this 
ratio increased to 17.9%. Our expectations for the 2018 data will be a significant drop since the CNMI 
registrar wasn’t able to travel to any of the outer islands because of the COVID-19 travel bans. 
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SUSTAINING SUCCESS 

The program’s strength is the sustainability of internal and external partners that was established earlier 
to support the reporting of good quality cancer data. There are ongoing efforts to improve the health 
information systems in CNMI as a whole and strengthen vital statistics functioning. A possible next step 
is to integrate the two data systems. Simultaneously simplified Electronic Health Systems are being 
implemented at the CHCs on Tinian and Rota; however, the networks can’t sync data between partners 
just yet. Since the CNMI cancer registrar is involved in these efforts and discussions, we are hopeful that 
case abstraction on all three of the ‘main islands’ will be equally streamlined and done via a digital 
platform. There is also a discussion on integrating data collection for other chronic diseases in CNMI 
using the current cancer registry as a model. 

Though two visits per year are more than before, a quarterly data collection visit to Tinian and Rota is 
preferable. PRCCR is working on further streamlining its budget to allocate more funds for local travel 
and case abstraction; however, COVID-19 is a strong limiting factor in this matter. 

REGISTRY CONTACT INFORMATION 

Dr. Lee Buenconsejo-Lum, MD – PRCCR PI +1 (808) 69 -0854 

Ms. Joanne Ogo – CNMI Cancer Registry +1 (670) 284-3356 
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2020 NPCR PENNSYLVANIA CANCER REGISTRY SUCCESS STORY 
 

STORY TOPIC:  Telework 

STORY CATEGORY:  Registry Operations 

STORY TITLE:  Transitioning to 100% Telework  

STORY AUTHOR:  Wendy Aldinger, RHIA, CTR 
 
SUMMARY  

The Pennsylvania Cancer Registry (PCR) did not telework prior to the COVID-19 pandemic.  PCR was 
notified at midnight the night of March 15, 2020 that we would be teleworking starting on March 16, 
2020.  Within days the PCR was fully functional with little impact on production.    

CHALLENGE 

Only one PCR staff member teleworked prior to March 16, 2020.  Staff had to quickly set up a working 
area within their homes and test connectivity.   Many staff did not have a dedicated area within their 
homes to use for working.  Not only were they home working, but their family members were also home 
either working or attending school.  All while facing the challenges of a COVID-19 pandemic and being on 
lock down. 
 
SOLUTION 

Luckily the week prior to March 16, 2020 management staff were informed teleworking more than likely 
was going to happen at a moment’s notice.  As a result of this, staff began to take home their laptops 
and necessary materials home on a nightly basis.  In additional VPN accounts were set up and tested 
during that week.  March 16, 2020 was a busy day,  but staff worked hard.  They were able to set up 
suitable work environments and connect to VPN.  PCR supervisors called each staff member to address 
any concerns and trouble shoot connection issues.  Routine daily staff check-in meetings were scheduled 
and continue today.  

Staff completed Teleworking Agreements assuring they would follow all standard work performance 
procedures.  Staff also complete daily production reports that supervisors review and monitor.   From 
March to the end of May, staff only had their laptops to work on.  The end of May we were permitted to 
go into the office to retrieve extra monitors, docking stations, keyboards and anything else that was 
needed.  This had a huge impact on production and staff’s ability to set up a fully functioning work area.  
Management staff maintain an inventory off all equipment that was removed from the office. 

The only other need to return to the office since March 16th was when we had 3 staff leave the registry 
(2 resignations and 1 retirement); management staff met the employees to collect their equipment.  
During one of those visits, additional staff also went in to review the minimal paper non-hospital cases 
that were received in 2019 via fax.  Late in 2019, we purchased a new fax machine that receives e-faxes 
that get delivered to resource account.  Going forward there is no need to return to the office due to 
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paper reports.  PCR staff continue to work hard and maintain a positive attitude during these trying 
times. 

 

RESULTS 

By March 17, 2020, all staff were fully functional and productive.  Production was down 10-20% the first 
several months.  This was mainly due to working off a laptop screen only and VPN connection issues.  
Our VPN service changed and that resolved many connection issues.  Once staff retrieved their extra 
monitor and other equipment, production skyrocketed.  We are now seeing a 10-20% increase in 
production over when we were working in the office.   
 
SUSTAINING SUCCESS 

Staff are all comfortable working from home, but we all miss the human interaction and getting out of 
the house.  As of now, we will continue to work from home through the remainder of the year and 
anticipate it will be extended.   

Daily check-in calls help keep us connected and informed.   Addressing production and moral issues as 
soon as they surface is key to continued success.   

REGISTRY CONTACT INFORMATION 

1-800-272-1850; https://www.health.pa.gov/topics/Reporting-Registries/Cancer-Registry 
  

https://www.health.pa.gov/topics/Reporting-Registries/Cancer-Registry
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2020 NPCR PUERTO RICO CENTRAL CANCER REGISTRY SUCCESS STORY 
 
STORY TOPIC:  Challenges in Registry Operations after Hurricane Maria 

STORY CATEGORY:  Registry Operations 

STORY TITLE:  Adjustment to Completeness Estimates after a Natural Disaster: The Puerto Rico 
Experience after Hurricane Maria 

STORY AUTHORS:  Zavala D., Tortolero G., Centeno O., Torres C., Roman Y., Santiago Y., Vazquez N., Arce 
J., Alvarado M., Ortiz, K. 
 

SUMMARY 

Given the significant impact of hurricane Maria and the ongoing changes in population size and structure 
in Puerto Rico (PR), the Puerto Rico Central Cancer Registry (PRCCR) proposed adjustments to the 
completeness estimates methodology used by the National Program of Cancer Registries (NPCR) and the 
North American Association of Central Cancer Registries (NAACCR) for Puerto Rico 2017 data. 

CHALLENGE 

On September 20, 2017 hurricane Maria crossed Puerto Rico from southeast to northwest. There were 
over 9 hours of sustained category 4 (155 mph) hurricane winds leading to catastrophic damage of its 
infrastructure. A total collapse of the electronic grid left the entire population without electricity. In large 
areas of PR, the lack of electric service extended for months. Services on medical offices and hospitals 
were limited for at least 2 months. All laboratories and medical facilities decreased substantially their 
workload and some small and medium hospitals closed temporarily. Cancer diagnosis and treatment 
procedures were delayed due to lack of access to medical services. Medical services started to operate 
normally by late December 2017. 

Before hurricane Maria impacted Puerto Rico, the island was already experiencing a decrease in 
population size since the 2010 census.1 According to a report released by the U.S. Census Bureau on 
September 26, 2019,2 an estimated 142,000 people (4.4% of the population) left the island in the 
aftermath of Hurricane Maria. Approximately 133,500 people migrated from the island to the mainland 
United States in 2018, a 36.9% increase from the previous year.3  Given these circumstances, the PRCCR 
proposed adjustments in the methodology used by NPCR and NAACCR in their completeness estimates 
for Puerto Rico for 2017 data. 

SOLUTION  

A detailed evaluation of pathology reports and reported cases before and after the hurricane Maria 
confirmed that there was a general reduction of cancer diagnoses since September 20, 2017 in all 
reporting sources including hospitals, laboratories, and other medical facilities. Based on this 

 
1 https://www.census.gov/quickfacts/PR 
2 A third of movers from Puerto Rico to the Mainland United States Relocated to Florida in 2018. http://tiny.cc/np8qdz  
3 Glassman B. More Puerto Ricans move to Mainland United States, Poverty Declines. US Census Bureau. September 26,2019 
https://census.gov/library/stories/2019/09/puerto-rico-outmigration-increases-poverty-
declines.html?utm_campaign=20190926msacos3ccstors&utm_medium=email&utm_source=govdelivery 

https://www.census.gov/quickfacts/PR
http://tiny.cc/np8qdz
https://census.gov/library/stories/2019/09/puerto-rico-outmigration-increases-poverty-declines.html?utm_campaign=20190926msacos3ccstors&utm_medium=email&utm_source=govdelivery
https://census.gov/library/stories/2019/09/puerto-rico-outmigration-increases-poverty-declines.html?utm_campaign=20190926msacos3ccstors&utm_medium=email&utm_source=govdelivery
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observation, the PRCCR proposed two models to adjust completeness estimates using the first eight 
months of 2017 only, and using the primary sites used by NAACCR completeness methodology.  

PRCCR analysis showed that the 2017 data had nearly 3% of cases with unknown month of diagnosis. 
These cases were factored in both proposed models.  The first model uses a ‘correction factor’ which is 
calculated based on data for the years 2010 to 2016 and includes the number of cases with unknown 
month of diagnosis redistributed into the first eight months of each year.  Using the average of the 
differences between all cases (including cases without month known) and all cases excluding cases 
without month known. This average is then subtracted from 100 and divided by 100 to obtain a 
proportion (0.9783) which is the correction factor applied to the NAACCR worksheet for Completeness of 
Case Ascertainment version 2.2.b. The second model uses four different strategies to select the cases 
with unknown month and day of diagnosis. The second model uses an algorithm to select 2/3 (eight 
months of 2017) of the cases with unknown month. 

RESULTS 

The PRCCR proposed two models for the adjustment of the completeness estimate for 2017.  In both 
models the completeness is based on the number of cases registered in the first eight months of 2017 
only.  

The first model estimated completeness (%) is slightly higher than NAACCR’s official completeness 
estimate (twelve months). Detailed results of Model 1 are shown in Appendix 1a.  One issue with model 
1 is that the correction factor includes all cases with unknown month of diagnosis, it does not exclude 
cases with a primary site that are not included in NAACCR’S completeness calculation. Model 2 is an 
attempt to adjust further the completeness estimate by randomly assigning eligible cases used in the 
completeness estimate in a 3:1 ratio for the first period (first 8 months of the year, January-August) and 
second period (last four months of the year, September-December). Model 2 does not require a 
correction factor as it distributes the cases with unknown month of diagnosis of eligible cancer cases for 
completeness in a randomly fashion in the first and second period of each year. Detailed results of 
Model 2 are shown in Appendix 1b. 

Both models were tested comparing a recalculated NAACCR’s completeness from 2010 to 2016 using the 
Vintage 2018 population with the model results for each year. The results of the adjusted completeness 
estimates based on the first 8 months using Model 1 and Model 2 compared to NAACCR’s official 
estimates are shown in the table below. Both models provide close estimates to NAACCR actual 
completeness estimates for the period 2010 to 2016 and therefore could be applied to 2017 
completeness estimate. 

 
2010 2011 2012 2013 2014 2015 2016 

NAACCR Completeness % 89.1 91.3 92.3 94.0 95.3 96.7 94.2 

Model 1 estimates % 88.2 89.7 92.8 94.8 97.4 96.5 94.1 

Model 2 estimates % 88.5 90.3 93.6 95.2 97.8 97.2 94.5 

 

SUSTAINING SUCCESS 
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Adjustments to calculate completeness are needed when cancer registry operations are interrupted or 
altered by catastrophic events like hurricanes, earthquakes, and other natural disasters.  The PRCCR 
proposed to both, NPCR and NAACCR to consider the suggested models for adjustment to the 
completeness estimates for Puerto Rico 2017 data. Both institutions took into consideration these 
findings and provided adjusted completeness estimates using data from the first six months of 2017 as it 
did in 2005 with the Louisiana Cancer Registry after hurricane Katrina.  

The PRCCR was able to achieve NAACCR Gold Certification for 2017 data and remain qualified for 
inclusion in US Cancer Statistics and other important venues for sharing critical information on cancer 
incidence and mortality.  

REGISTRY CONTACT INFORMATION   

787-772-8300 ext. 1100  
www.rcpr.org 
  

http://www.rcpr.org/
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2020 NPCR RHODE ISLAND CANCER REGISTRY SUCCESS STORY 

STORY TOPIC:  Completeness in cancer data collection and reporting  

STORY CATEGORY:  Registry Operations 

STORY TITLE:  A Cancer Surveillance Gap Was Filled by Resumption of Veterans Affairs Data Release 

STORY AUTHORS:  Junhie Oh, RICR Administrator/ Epidemiologist; Nancy Lebrun, Hospital 
Association of Rhode Island Cancer Information Systems Director 

 
SUMMARY 

Rhode Island Cancer Registry (RICR) established Data User Agreement (DUA) with Providence Veterans 
Affairs Medical Center (PVAMC) in April 2018 to resume PVAMC’s data release to RICR. RICR and 
PVAMC Registry took two and half years to troubleshoot persistent data transmission barriers. Starting 
from November 2019, RICR could receive and merge more than 1,800 PVAMC abstracts into the RICR 
database. RICR now includes, in statewide surveillance reporting, cancer incidence among Rhode 
Island veteran population, and narrows a reporting gap of many years. Timely capturing of VA cases is 
also critical to collect complete and quality information. 

 
CHALLENGE 

The Providence Veterans Affairs Medical Center (PVAMC), the only inpatient care VA facility in the 
state, serves more than 62,000 veterans in Rhode Island.1 Veterans make up 6% of Rhode Island 
population. Like national statistics, most veterans in Rhode Island are men (92%) and age 55 years and 
older (68%). 

 
 

 

1 Living Veterans By State, Age Group, and Gender, 2018-2048. U.S. Department of Veterans 

Affairs. National Center for Veterans Analysis and Statistics. Extracted October 6, 2020. 

https://www.va.gov/vetdata/Veteran_Population.asp 

https://www.va.gov/vetdata/Veteran_Population.asp
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Until 2007, cancer reports from PVAMC were transmitted to RICR as required by state law. In 2007, the 
U.S. Department of Veterans Affairs issued a policy change and required a DUA between state central 
cancer registries and VA facilities. Thereafter, PVAMC did not release its data to RICR. As rates of aging 
and risk of cancer development among aging veteran population were progressing rapidly, a growing 
concern was under-reporting of cancer burden attributed to missing PVAMC reports. To fill a gap in 
data collection and reporting since 2007, RICR set an objective in DP17-1701 to establish an agreement 
between PVAMC and RICR, and resume PVAMC’s data release to RICR. 

 
SOLUTION 

In April 2018, DUA was successfully developed between Rhode Island Department of Health (RIDOH) 
and PVAMC, with authorizations from RIDOH Director and PVAMC Director. However, DUA 
establishment did not automatically allow RICR to obtain PVAMC’s data. For 2 and ½ years until 
November 2019, staff in RICR and PVAMC Registry met numerous times to troubleshoot persistent data 
transmission barriers, attributed to PVAMC’s internet firewall and restrictive encryption protocol. Staff 
also consulted many VA facilities across the nation. Supported by PVAMC Information Technology (IT) 
Department, PVAMC data were eventually transferred and opened, via encrypted messaging (Nov 
2019). From Nov 2019-Oct 2020, RICR could receive, review, process, and merge more than 1,800 
PVAMC abstracts (diagnosis years: 2001-2017) into the RICR database. 

 
Following milestone activities demonstrate how RICR and PVAMC endeavored toward the common 
goal – overcoming the IT barriers and challenges. 

 

• April – May 2018: RICR and PVAMC Registry staff reviewed Rhode Island Regulations on cancer 
reporting; discussed required data items/format by central registry standards, and assured secured 
data transfer policies/measures, and confidentiality. 

• October 2018: PVAMC applied for firewall waiver. However, PVAMC IT Department/ISO received a 
pushback for data transfer using ShareFile® – secured data transfer website used by all Rhode Island 
reporting facilities for monthly electronic data submissions to RICR. This was an unexpectedly 
surprising issue for RICR, because security measures and protocols were thoroughly reviewed and 
cleared by PVAMC IT/ISO before DUA was signed. 

• February – September 2019: With no progress in IT clearance, PVAMC suggested data transfer, using 
alternative media, CD-ROM or USB thumb drive. PVAMC IT applied for waiver to have ability to copy 
and save VA Registry data to CD-ROM or USB. PVAMC CTR physically carried the disc to RICR office 
and tried to open the file at central registry computer. However, the file was corrupted and unable 
to be viewed. Despite multiple attempts and visits each other’s office, PVAMC CTR failed to save and 
transfer its data in NAACCR format. 

• October – November 2019: A possibility of RICR receiving encrypted emails from PVAMC was 
explored. Azure Rights Management Services (RMS) was set up on PVAMC and RICR computers, for 
email encryptions. PVAMC file was first time successfully transmitted to RICR and opened! 

 
RESULTS 
 
From November 2019 to October 2020, RICR received a total of 1,840 unduplicated records from 
PVAMC (not including pending records, as of October 2020). Of these, majority (98%) were tumor 
records diagnosed in 2007-2017 among male adults (age 20 years and older). Common cancers in the 
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prostate, lung/bronchus and bladder consisted of approximately 60% of the reports (Table 1).  
Therefore, further analyses were restricted to these three (3) common cancers of males age 20 years 
and older. 

 
To measure effects of PVAMC data inclusion in statewide cancer incidence reporting, PVAMC abstract 
records were categorized as (1) “update” when records were related with pre-existing tumors in RICR 
database, and PVAMC records updated/modified pre-existing reports (created from non-VA sources: 
hospitals, labs, radiation treatment facilities, and death certificates), and (2) “new” when tumors were 
reported by PVAMC only, and had not been reported by other facilities/sources, prior to PVAMC’s 
submissions. Of 960 common male cancers diagnosed in 2008-2017, more than 500 were identified as 
“new” cases; higher percentage of bladder cancers were newly added to RICR database, than prostate 
and lung cancers (Figure 1). 

 
* Sites counted with less than 6 are not listed in the table; 

Cell values do not add up to the total due to suppressed numbers. 

Finally, age‐adjusted rates for three (3) common cancers of the prostate, lung/bronchus, and bladder 
were calculated, using (1) all consolidated tumors without VA-only reporting, and (2) all consolidated 
tumors, as of October 2020. With this method, we could measure cancer incidence changes prior to 
and after PVAMC case inclusion, and an extent of RICR would have under-reported without VA data. 
Although incidence changes varied by year of diagnosis and cancer site, all 3 common cancers studied 
showed rate increases by 3-6% (all diagnosis years combined), attributed to PVAMC data inclusion in 
the RICR database (Table 2). 

Table 1. PVAMC abstract records by 
primary cancer site (diagnosis years=2001- 
2017, submitted from Nov 2019-Oct 2020) 

Primary Cancer Site Count 

Prostate 447 

Lung & bronchus 399 

Urinary bladder (incl. in-situ) 218 

Colon & rectum 102 

Oral cavity & pharynx 70 

Liver & Bile Duct 56 

Skin Melanoma (excl. Basal & SCC) 54 
Esophagus 45 

Kidney & renal pelvis 45 

Larynx 43 

Stomach 40 
Non-Hodgkin Lymphoma 35 

Pancreas 31 

Thyroid 31 

Leukemia 29 

Total* 1,803* 

 

Figure 1. “New” PVAMC-only reporting cases vs. 

“Update” pre-existing cases (3 common cancers among 

males only, diagnosis years=2008-2017) 
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Table 2. Cancer Incidence of Male Common Cancers, RICR 2008-2017 

 
Cancer 
Site 

 
Diagnosis 

Year 

Cancer Incidence 
without PVAMC-only 

reporting NEW cases* 

Cancer Incidence, 
including PVAMC-
only reporting NEW 
cases* 

 
Change after 

PVAMC- only 
New cases Prostate 2008 912 231.7 942 239.3 +30 1.03 

2009 805 201.4 833 208.3 +28 1.03 
2010 728 179.7 739 182.1 +11 1.01 
2011 779 189.5 807 196.0 +28 1.03 
2012 669 156.0 683 159.1 +14 1.02 
2013 585 134.1 604 138.0 +19 1.03 
2014 606 135.7 626 139.8 +20 1.03 
2015 627 138.3 644 141.9 +17 1.03 
2016 643 139.7 658 142.7 +15 1.02 
2017 691 146.2 713 150.7 +22 1.03 

2008-2017 7,04
5 

163.6 7,24
9 

168.
2 

+204 1.03 

Lung & 
Bronchus 

2008 446 120.8 466 126.7 +20 1.05 
2009 448 119.3 460 122.2 +12 1.02 
2010 395 104.3 403 106.4 +8 1.02 
2011 428 111.7 434 113.2 +6 1.01 
2012 455 113.8 464 115.8 +9 1.02 
2013 448 110.9 458 113.3 +10 1.02 
2014 456 112.2 470 115.5 +14 1.03 
2015 458 109.3 472 112.7 +14 1.03 
2016 470 108.5 493 113.6 +23 1.05 
2017 396 89.8 421 95.3 +25 1.06 

2008-2017 4,40
0 

110.0 4,54
1 

113.
5 

+141 1.03 

Urinary 
Bladder 

2008 257 71.0 268 73.8 +11 1.04 
2009 270 73.2 284 76.7 +14 1.05 
2010 220 58.4 233 61.9 +13 1.06 
2011 264 68.8 283 73.8 +19 1.07 
2012 274 69.6 285 72.3 +11 1.04 
2013 261 66.1 273 69.3 +12 1.05 
2014 257 63.1 272 66.4 +15 1.05 
2015 240 59.2 255 62.7 +15 1.06 
2016 237 56.6 264 62.4 +27 1.10 
2017 233 55.4 256 60.9 +23 1.10 

2008-2017 2,51
3 

63.8 2,67
3 

67.8 +160 1.06 
* Case counts and rates were among male adults ages 20 years and older, as of October 2020. 

 
SUSTAINING SUCCESS 

RICR reached an agreement with PVAMC, and then identified a secure method that permitted PVAMC 
to overcome IT barriers and transfer its cancer data to RICR electronically. RICR now includes, in 
statewide surveillance reporting, cancer incidence among Rhode Island veteran population and 
narrows a reporting gap of many years. Our results demonstrate that additional cases attributed to VA 
reporting significantly change cancer statistics, particularly among males.
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Finally, timely capturing of VA cases is critical to collect quality data, but also save central registry’s resources. 
If PVAMC data submission had not been interrupted for many years since 2007, RICR would have saved time 
and labors that spent for addressing incomplete, inaccurate and often delayed information from non-hospital 
sources. Hundreds of PVAMC’s tumor records submitted during 2009- 2010 were effectively used to correct 
and revise uncertain data fields, such as site code, diagnosis date, patient’s demographics and more, in pre-
existing reports that were generated from pathology reports, out of state registry data, or death certificates. 

 

REGISTRY CONTACT INFORMATION 
Rhode Island Cancer Registry (RICR)  

(tel) 401-222-4577 
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2020 NPCR SOUTH CAROLINA CENTRAL CANCER REGISTRY SUCCESS STORY 

 

STORY TOPIC:  Assisting Facilities with Cancer Reporting Due to Staff Shortages from COVID-19-related Barriers 
 
STORY CATEGORY:  Public Health Impact 
 
STORY TITLE:  Cancer Reporting During COVID-19: Still in This Together 
 
STORY AUTHOR(S): Deborah Hurley, Michael Castera, Kammy Rebl 
 
SUMMARY 
 
The South Carolina Central Cancer Registry (SCCCR) partnered with its parent agency, the South Carolina 
Department of Health and Environmental Control (SC DHEC) and a cancer registry data collection vendor 
(vendor) to assist registry and non-registry cancer reporting facilities with data collection and submission 
because of barriers facilities were experiencing due to COVID-19. 
 
CHALLENGE 
 
Cancer reporting has become less of a priority for many facilities due to the COVID-19 pandemic.  Reporting 
facilities in South Carolina (SC) are experiencing cancer reporting delays and non-reporting due to the current 
issues associated with the COVID-19.  Several registry and non-registry hospitals, and other reporting facilities 
such as cancer treatment centers and urology groups are short-staffed due the COVID-19 pandemic.  Staff 
continue to endure furloughs, reduction in hours, salary decreases, reassignment of duties, and even 
dismissal.  These barriers to “normal” operations and reporting result in a chain reaction of delayed reporting 
and threaten timeliness and completeness for not only these reporting facilities, but for the state cancer 
registry as well. 
 
SOLUTION 
 
The state of SC health department was awarded several million dollars in funds to battle the COVID-19 
pandemic within the state.  SC DHEC staff were asked to submit proposals with justification to higher-level 
decision-makers in order to receive assistance with barriers associated with the pandemic.  Because the SCCCR 
cannot successfully fulfill its public health obligations without the assistance of entities who report cancer 
within the state, temporarily providing assistance our partners in cancer reporting is logical approach to 
providing a solution to current barriers that keep them from fulfilling their own public health obligation.  
SCCCR staff worked with the Bureau of Public Health within SC DHEC to get approval to rapid-hire additional 
Certified Tumor Registrars (CTRs) using additional state funding.   
RESULTS 
 
The SCCCR was approved to hire four new CTRs, however, since it can be difficult to find qualified personnel 
with the CTR credential, we were only able to hire one full-time CTR (all other applicants were not qualified).  
However, this one hire has been extremely vital to current data collection efforts to assist facilities with timely 
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and quality cancer reporting.  In addition, the SCCCR was able to use state funding to pay for an outside 
vendor to assist facilities with their workload because they were not able to hire more CTRs.  
 
SCCCR staff communicated daily and weekly with SC facilities to access who was having difficulties due to 
issues related to COVID-19. This gave us an opportunity to think outside the box.  SCCCR staff assessed, 
prioritized, and reprioritized as reporting “situations” appeared and were resolved.  We pooled our available 
staff, vendor, and new-hire CTR and set-up remote access to facilities needing help and utilized WebPlus for 
securely abstracting and transferring or sharing documents and data.   
 
SCCCR staff identified the appropriate information technology (IT) resources for each SC facility to establish 
the necessary remote access to all systems and applications to review the medical records and complete the 
case abstracting. The process also required a set of clear and concise instructions for users to be able to log 
into the applications. The best approach was to setup a call with each user and use screen sharing to walk 
users through the access process and work through any technical difficulties with the facility IT resource. The 
coordination between SCCCR staff, the vendor, and the facility IT resource made these efforts productive and 
efficient.  
 
Through this collaboration, the SCCCR was able to assist two hospitals, one free-standing treatment center, 
and one urology group in reviewing over 2000 potential cases and abstracting 1205 newly diagnosed 2018 
cancer cases. 
 
SUSTAINING SUCCESS 
 
The key to sustaining success in the future is many-fold.  Good communication between the central registry 
and both internal and external stakeholders is essential.  We continue to inform internal stakeholders on our 
achievements and needs and work with them to find solutions.  We continue to communicate regularly with 
all facilities who report cancer in SC to assess their reporting status, barriers, and needs, so that we can 
determine how best the central registry can contribute to their success.   
 
Having clear protocols for remote access of facilities provides the opportunity to sustain support for those 
facilities that have a backlog or need help in the future.  The SCCCR will maintain the established remote 
accesses and add remote access to additional facilities to increase the ability to collect data efficiently and in a 
timely manner.   
 
Having staff onboard who care about and understand operations cannot be understated.  Our dedicated and 
knowledgeable staff were instrumental in the success of these efforts.  The challenges over the past year will 
contribute to our long-term success.  We are working as a team more than ever, learning and sharing skills and 
expertise. We have learned to be more flexible and more selfless, all working towards the same goals in 
cancer surveillance.    
 
REGISTRY CONTACT INFORMATION   
 
South Carolina Central Cancer Registry 
803-898-8000/0107, https://scdhec.gov/CancerRegistry 
  

https://scdhec.gov/CancerRegistry
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2020 NPCR TENNESSEE CANCER REGISTRY SUCCESS STORY 
 

STORY TOPIC:  Cancer Cluster Investigation  

STORY CATEGORY:  Public Health Impact 

STORY TITLE:  A Community/Cancer Registry, Collaborative Effort to Evaluate Cancer Burden in a Rural 
Community in Southeastern TN 

STORY AUTHOR:  Dr. Martin Whiteside 
 
SUMMARY  
 
In January of 2019, a concerned citizen of a small, rural community located in Grundy County, TN contacted a 
staff member at the University of the South, about a potential clustering of cancer cases.  Through a chain of 
email contacts, this concern was communicated to the TCR Director who collaborated with the Grundy County 
Community Cancer Organization (GCCCO) to complete a detailed cluster investigation and send a final report 
by December 2019.  
   
CHALLENGE 
 
The first challenge when completing cancer cluster investigations is the lack of TCR staff trained in 
epidemiology.  The TCR Director is the only TCR staff member trained in epidemiologic methods and was the 
only one responsible for completing these investigations.   
 
A second challenge encountered with this cluster investigation was the rurality of the location under study.  
The 2013 rural-urban classification published by the National Center for Health Statistics 
(https://www.cdc.gov/nchs/data/series/sr_02/sr02_166.pdf) demonstrates that Grundy County is a so-called 
“Noncore” county with no cities of greater than 10,000 population and, therefore, it’s largely rural in nature.  
Rural counties tend to have many nontraditional addresses (e.g. rural routes (RR)) that often do not have a 
street number and identifiable street name, as typically observed in urban areas.  During this analysis, it was 
discovered that nearly 40% of all addresses could not be geocoded using ArcGIS software due to a significant 
number of PO Boxes, Highway Contract Routes (HCR), and RR among the addresses submitted to the TCR.   
 
A third challenge encountered was significant time invested to train an intern to help with cluster 
investigation.  The intern was a master’s-level biostatistics student from Middle TN State University who had 
little or no training in epidemiologic methods. 

 
SOLUTION 
 
To address the lack of trained and available staff to perform epidemiologic investigations, TCR hosts student 
interns from local colleges and universities.  Dr. Whiteside has been a member of the advisory committee of 
the Master of Science in Professional Science program at Middle TN State University (MTSU) for many years 
and has hosted numerous interns from the Biostatistics Core program.  While these students have no formal 
epidemiologic training, they do have very good biostatistical training, and many also have exceptional 
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Statistical Application System (SAS) software skills.  Without these students, completing cancer cluster 
investigations would be significantly more difficult given current staffing levels. 
 
To resolve the inability to accurately geocode many of the provided, nontraditional addresses in TCR’s main 
cancer database, the TCR Director utilized different strategies.  Firstly, the TCR Director collaborated with the 
Grundy County Community Cancer Organization (GCCCO), a 501(c)3 organization formed by concerned 
citizens of Grundy County.  GCCCO used different social media platforms and word of mouth to spread cancer 
concerns to the community, and the organization’s website allowed interested followers to provide 
information on cancer patient diagnoses.  This information was extremely valuable to the TCR Director during 
the cluster investigation, as many patients could be cross-referenced with patients in the TCR’s main cancer 
database, which enabled the registry to update nontraditional address information.  For example, a Highway 
Contract Route was converted to an address with a street number and name.   
 
Another solution to the problem of nontraditional address information was to perform the analysis not only by 
census tracts, but also by zip code.  The TCR Director assumed that individuals with nontraditional address 
information lived in the same zip code reported for the individual, and collaboration with the GCCCO enabled 
the TCR Director to confirm for 92.1% of the sample of nontraditional addresses for Grundy County, that the 
patients actually lived in that zip code, thus confirming the validity of the assumption above. 
   
RESULTS 
 
TCR analyzed data for the 12-year period, 2005-2016, and examined the distribution of 47 different cancer 
types by census tract for the following counties: Grundy, Marion, Warren and Coffee counties.  All 
comparisons were performed to Census Tract #47061955000 (#9550), the center of cancer cluster concern.  Of 
the forms of cancer examined for #9550, only those forms which had at least 3 incident cases during the study 
period were included, and after examining these cases, the following cancers were selected for further 
analysis: lung, female breast, Non-Hodgkin Lymphoma, pancreas and liver.   
 
There was a total of 126 cancers diagnosed in #9550 during the 12-year period under study out of a 
population of 2770 as measured during the 2010 Census.  TCR originally attempted to map observed age-
adjusted rates for all cancers combined for the four counties under study (see Figure 1), but nearly 40% of all 
cases for Grundy County could not be mapped due to the large number of nontraditional addresses.  For this 
reason, the experimental protocol was modified such that analyses were also done at the zip code level, both 
including and not including post office boxes. 
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Figure 1. Age- Adjusted Incidence Rates for All Cancers Combined By Census Tract.

 
 
Data were re-extracted at the zip code-level which, unlike census tracts, may breach county boundaries and 
include counties NOT involved in the analysis.  Age-adjusted rates were calculated and for the first analysis, 
individuals with post office boxes were NOT included in this analysis (Figure 2).   There were generally lower 
rates of cancer observed in the Grundy County population for all cancers combined.  Since individuals with a 
reported post office box were excluded from this analysis, rates presented are likely inaccurate and are below 
the true cancer incidence rate in #9550.      
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Figure 2. Age-Adjusted Incidence Rates for All Cancers Combined By Zip Code; Excludes Post Office Boxes. 

  

Similar analyses for all cancers combined were completed by zip code but this time included reported post 
office boxes (Figure 3).  By including post office boxes in this analysis, we assumed that the individual reported 
to us with a street address listed as a post office box, lives in the same zip code where the post office box is 
located.  This assumption may not always be correct; however, our analysis of the Grundy County Community 
Cancer Collaboration (GCCCC) list of cases accessed on November 1st, 2019 suggests that this assumption may 
be a mostly valid one (see discussion below).  The GCCCC is the community action group created by 
community volunteers advocating for environmental change in Grundy County.  
  

 

 

 

 
 
 
 
Figure 3. Age-Adjusted Incidence Rates for All Cancers Combined By Zip Code; Includes Post Office Boxes. 
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Hotspot analysis was performed to determine whether there was significant clustering of cancer cases in 
Grundy County relative to the 3 comparison counties.  Spatial autocorrelation using Global Moran’s I was used 
to assess the degree of spatial clustering of cancer cases at the census tract and zip code levels.  Like the 
analysis of age-adjusted rates presented above, the zip code-level analyses both included and excluded 
individuals with post office boxes.  In general, regardless of the method of analysis, spatial autocorrelation 
using Global Moran’s I indicated there was either no clustering of cancer cases in Grundy County, in other 
words, Grundy County represented a so-called cold spot, which indicates a clustering of low values of age-
adjusted rates.     
 
Lastly, the cases listed on the GCCCC list (140 total) were cross-referenced to cases included in the main 
database of the TCR.  A total of 57 entries (40.7% of all cases) did not match a case included in the main cancer 
database of the TCR.  A total of 3 entries (2.1% of all entries) were determined to be duplicate entries.  A total 
of 80 entries (57.1% of all entries) were successfully matched to a case in the TCR’s main cancer database.  Of 
the 57 entries not matching an existing case in the TCR’s main cancer database, twenty (20) of these cases 
(35% of the total non-matches) were 2018 and 2019 diagnoses.   
SUSTAINING SUCCESS 

Dr. Whiteside will continue to participate as a member of the advisory committee of the MTSU Master of 
Science in Professional Science program, which should enable the TCR to continue to host student interns to 
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help with cluster investigations.  The TCR will continue to collaborate with concerned citizens of each 
community that should enable TCR staff to obtain valuable confirmatory information to validate TCR cancer 
database entries. 

REGISTRY CONTACT INFORMATION 

Martin Whiteside, DC, PhD, MSPH | Epidemiologist 2 
Tennessee Cancer Registry 
Main Phone Line: 800-547-3558 
https://www.tn.gov/health/health-program-areas/tcr.html 
  

https://www.tn.gov/health/health-program-areas/tcr.html
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2020 NPCR TEXAS CANCER REGISTRY SUCCESS STORY 
 
 

STORY TOPIC/FOCI:  cancer site (liver and intrahepatic bile duct cancer), public health impact, collaborative 
partnerships/projects, disparities 

STORY CATEGORY:  Public Health Impact  

STORY TITLE:  Tackling the high rate of liver cancer in Texas  

STORY AUTHORS:  

Rebecca Sardell, PhD, Epidemiologist, Texas Cancer Registry, Cancer Epidemiology and Surveillance and 
Branch, Texas Department of State Health Services 

Adrianne Moreno, MPH, Research Specialist, Texas Cancer Registry, Cancer Epidemiology and Surveillance and 
Branch, Texas Department of State Health Services 
 
SUMMARY 

Texas has the highest incidence rate of liver and intrahepatic bile duct (IBHD) cancer among all US states, with 
11.8 new cases per 100,000 during 2013-2017.1 Texas also has the third highest liver and IBHD mortality rate 
(8.2 deaths per 100,000 during 2013-2017).1 Liver and IBHD cancer incidence and mortality rates have 
increased since the late 1990s, both nationally and in Texas.1 In response, the Cancer Prevention Research 
Institute (CPRIT) funded a Collaborative Action Program (CAP) to Reduce Liver Cancer Mortality in Texas. 

CHALLENGE 

In 2020, an estimated 4,000 Texans will be diagnosed with liver and IBHD cancer, and 2,700 Texans will die 
from the disease.2 There is substantial disparity in liver cancer rates by sex and race/ethnicity in Texas. Liver 
and IBHD cancer is much more common in males than females (17.7 new cases per 100,000 men vs. 6.5 per 
100,000 women in 2013-2017) and is the ninth most common cancer diagnosis in Texas males.1 Liver and IBHD 
cancer is the fourth most common cancer cause of death in Texas males and the sixth in females.1 Liver and 
IBHD incidence and mortality rates also vary with race and ethnicity. In Texas, the highest incidence rate is in 
Hispanic males, with rates over five times higher than in Non-Hispanic white females (27.1 vs. 4.8 per 
100,000).3 Mortality rates are highest in Hispanic males (16.4 per 100,000), followed by non-Hispanic black 
males (16.0 per 100,000), with rates in both of these groups more than four times higher than in Non-Hispanic 
white females (3.8 per 100,000).4 Incidence and mortality rates are therefore particularly high in South Texas 
counties along the US-Mexico border where a high proportion of the population is Hispanic.3,4 However, even 
within certain race/ethnicity groups (Hispanics, non-Hispanic blacks, and non-Hispanic whites), liver and IBHD 
incidence and mortality rates are higher in Texas compared to the national average.5,6  

Liver cancer has one of the lowest 5-year relative survival rates among all cancers in Texas: 31% of those 
diagnosed at the localized stage during 2008-2017 survived for five years after diagnosis relative to persons 
without cancer, 13% of those diagnosed at the regional stage, and 5% of those diagnosed once the cancer has 
spread to distant organs.3 

Most cases of liver and IBHD cancer (8 in 10) are hepatocellular carcinoma (HCC), for which risk factors include 
metabolic disorders, hepatitis B and C infection, heavy alcohol use, smoking, and certain rare genetic 
disorders.7 A large proportion of cases are linked to potentially modifiable risks.7  
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Understanding why there are large disparities in liver cancer incidence and mortality rates, and why rates have 
been increasing is important, as is increasing awareness of risk factors.  

SOLUTION 

In 2018, the Texas Cancer Registry (TCR) published a web report describing trends in the incidence of 13 
overweight- and obesity-associated cancer sites to increase awareness of excess body weight as a leading risk 
factor for cancer.8 Liver cancer was highlighted as the cancer site increasing most rapidly. We followed up by 
producing an article in our TCR newsletter that focused on the high and increasing incidence and mortality 
rates of liver cancer in Texas.9 In the same year, the CDC published a report on the national increase in liver 
cancer mortality rates since 2000.10 A series of news articles also brought the issue to public attention. In 
response, CPRIT launched an initiative to address this growing public health concern in Texas aimed at 
promoting collaborations among liver cancer researchers and stakeholders.11 Funding was provided to 
establish the state’s first “Collaborative Action Program (CAP) for Liver Cancer”. The TCR also produced an in-
depth web report describing liver cancer incidence and mortality rates in Texas aimed at increasing 
awareness.12 

Understanding why liver cancer incidence rates are increasing, and why large disparities exist in both 
incidence and mortality rates, is crucial to reducing the burden of liver cancer. Increasing awareness of 
potentially modifiable factors such as hepatitis infection, heavy alcohol use, and metabolic disorders such as 
obesity/diabetes is also an important for prevention. Identifying possible genetic markers that predict an 
individual’s underlying risk for HCC is also likely to be valuable.  

RESULTS 

CPRIT awarded a series of grants under The Collaborative Action Program (CAP) to Reduce Liver Cancer 
Mortality in Texas. Awardees include Hashem El-Serag, MD, MPH, at Baylor College of Medicine, to fund The 
Texas Collaborative Center for Hepatocellular Cancer (TeCH), that aims to bring together doctors, scientists, 
public health workers, and healthcare providers from across Texas to share discoveries, educate, and enable a 
faster response to developments in the field.  

Other awardees of the CAP Investigator-Initiated Research Awards include: Jessica Hwang, MD, MPH, at the 
University of Texas MD Anderson Cancer Center, to fund the Patient-centered liver cancer prevention in the 
Houston community, which hopes to improve screening processes in primary care settings and better manage 
risk factors to reduce the risk of fibrosis worsening; Fasiha Kanwal, MD, MSHS, at Baylor College of Medicine, 
to fund research into “Reducing Disparities in the Risk of Hepatocellular Cancer” to investigate the complex 
reasons for why Hispanics and Non-Hispanic blacks are at higher risk of liver cancer, including their underlying 
risk factors, health behaviors, healthcare system use, and local environment;  Aaron Thrift, PhD, at Baylor 
College of Medicine, to fund research into the “Genetic Epidemiology of Hepatocellular Carcinoma in 
Hispanics” to develop our understanding of why Texas Hispanics have a higher risk of cirrhosis progression and 
HCC beyond possible differences in the prevalence of known risk factors; and Amit Singal, MD, MS, at The 
University of Texas Southwestern Medical Center to fund work on “A Novel Risk Stratification and Early 
Detection Strategy to Reduce Liver Cancer Mortality” which aims to better evaluate HCC risk and to develop 
novel biomarkers to improve screening accuracy.  

SUSTAINING SUCCESS 
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Projects supported by the CAP will help us to understand the risk factors underlying the progression of liver 
fibrosis and cirrhosis, and the development of liver cancer. Educating the general public on liver cancer risk 
factors and developing good evidence-based screening guidelines to identify cases early will help to reduce 
current disparities.  

The TCR will continue to track trends in liver cancer incidence and mortality and will soon release our updated 
Liver Cancer in Texas web report that presents data on incidence and mortality rates in Texas over the past 10 
years. 

REGISTRY CONTACT INFORMATION 

Texas Cancer Registry, Cancer Epidemiology and Surveillance Branch, Texas Department of State Health 
Services, Austin, TX. Phone: 512-776-3080. http://www.dshs.texas.gov/tcr/home.aspx 
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2020 NPCR UTAH CANCER REGISTRY SUCCESS STORY 
 

 

STORY TOPIC/FOCI: Collaborative partnerships/projects, electronic reporting 

STORY CATEGORY:  Registry Operations 

STORY TITLE:  Implementing Standardized, Timely Death Certificate Reporting to a Central Cancer Registry 
through Collaboration with the State Office of Vital Records and Statistics 

 
STORY AUTHORS:  Carrie Bateman BS1, Valerie Yoder BS1, Valli Chidambaram PhD3, Linda Wininger MSW2, 
Morgan Millar PhD1, Carol Sweeney PhD1 

1 Utah Cancer Registry, University of Utah 
2 Health Informatics Office, Utah Department of Health 
3 Office of Vital Records and Statistics, Utah Department of Health 

SUMMARY 

Utah Cancer Registry collaborated with the Utah Department of Health in a CDC-sponsored project to 
establish timely reporting of death certificates to our registry in a standard electronic format. This enabled the 
registry to receive records sooner and to incorporate them with high integrity and fewer manual steps. This 
standardization and improved interoperability of electronic death certificates supports the registry death 
clearance process, reduces reporting delays for cases identified from death certificates, and enables staff to 
know the accurate vital status of any case who is selected to be contacted for research. 

CHALLENGE  

Timely receipt of death certificates is important for central cancer registries.  Death records are essential for a 
cancer registry process known as death clearance, which includes 1) matching death certificates to cancer 
registry records to obtain cause and date of death information for cases known to the registry and 2) finding 
potential unreported cancer cases based on death records that indicate cancer as a cause of death. In 
addition, for central registries that contact cases for research studies, up-to-date death records are important 
to avoid the situation in which the registry staff may inadvertently mail research recruitment information 
addressed to an individual who is deceased. The Utah Cancer Registry previously received electronic death 
certificates from the Utah Department of Health Office of Vital Records and Statistics as an initial incomplete 
record followed by a final version of the same record.  The process required that a health department 
programmer periodically download, compile, and transmit batches of records.  The death records were 
received in a non-standard fixed-width format that also required manual processing steps at the cancer 
registry before import into the cancer registry data management system. The cancer registry experienced 
delays in some cases of more than six months from the time a death certificate was finalized until it was linked 
to a cancer case. This meant that vital status and survival information for some cancer cases was not up-to-
date in the registry.  For cancer cases not otherwise reported to the registry but identified through death 
records with cancer as cause of death, the process of follow-back to obtain diagnosis information from health 
care facilities and offices was more difficult if receipt of the death record was delayed and more time had 
elapsed since the cancer diagnosis.   
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SOLUTION 

With support from CDC under the award "Improving the Timeliness and Quality of Drug Mortality Data and the 
Interoperability of State Electronic Death Registration Systems", Utah Cancer Registry collaborated with the 
Utah Department of Health Office of Vital Records and Statistics and the Health Informatics Office to establish 
reporting of death certificates to the registry in a standardized electronic format.  The Health Informatics 
Office developed the informatics capability to export death records in a standardized HL7 format and to 
transmit these in almost-real time.  Cancer registry and vital statistics staff collaborated to determine which 
variables from the HL7 Implementation Guide for Vital Records Death Reporting should be included in the 
death records created for a cancer registry.  Variables were chosen based on availability and on the registry's 
information needs.  Specifically, the cancer registry requires individual identifiers to match death records to 
cancer cases, and cause of death and date of death for individuals who link.  For the situation in which a death 
record indicates cancer as a cause of death but does not link to a case previously reported to the cancer 
registry, the registry requires information about the health care provider and/or facility so that registry staff 
can follow back and obtain cancer diagnosis information to complete the death clearance process.  The health 
department first submitted test files for the cancer registry to validate, and then began to transmit death 
records automatically as they were finalized.  Utah Cancer Registry worked with its database management 
system vendor to create a process and rules for how these records are imported and matched in the database.   

RESULTS  

Following implementation of the project to share standardized, interoperable, and timely electronic death 
records, Utah Cancer Registry now receives death records via SFTP every forty-eight hours and registry staff 
have implemented script to automatically import them with high integrity into our database management 
system.   

Utah Cancer Registry noted two significant differences in variables available from death records in the original, 
non-standard fixed-width format to those in the standardized HL7 format.  First, HL7 files did not include 
identifiers for an informant, and second, the HL7 files include a variable describing time from onset of the 
primary cause of death.  The informant, usually a next-of-kin, is sometimes contacted by a central registry to 
follow-back cases not otherwise reported.  However, this is not a preferred approach and Utah Cancer 
Registry has found that this process required considerable staff time, often without yielding information that 
could not be obtained from other sources. The time-from-onset variable has proven to be useful in death 
clearance because it provides an approximate date of diagnosis, a data item that was not previously included 
in the death certificate files.  When the only source of information is the death certificate, the registry may be 
forced to use the date of death as the date of diagnosis. The time from onset variable provides the registry 
with a better estimate of the diagnosis date.  
  
Another advantage to the new process for sharing death certificates is that this process provides just one, 
finalized record so that the registry no longer has to manage or reconcile both an initial and final death record 
for the same case.  Additionally, since implementing the new death certificate process, we have identified 22 
cases selected to be contacted for a research study who were recently deceased.  The timely death certificate 
information saved staff time checking other sources to attempt to confirm that the case was alive and 
prevented any potential distress to a family member from receiving mail addressed to a decedent.  Utah 
Cancer Registry has begun to evaluate our death clearance process to assess whether other changes to 
workflow can be implemented to take advantage of the faster receipt of death records. 
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SUSTAINING SUCCESS 

The new process has proven more efficient for both Utah Cancer Registry and Utah Department of Health 
Office of Vital Records and Statistics and addresses several challenges that we experienced under the old 
process.  The Utah Cancer Registry will continue with this new process and will evaluate and improve the 
death clearance processes to best utilize the timely death records. The use of standardized, interoperable, 
HL7-format death certificates should be generalizable to all states.  

REGISTRY CONTACT INFORMATION 

phone: 801-581-8407 
web: https://uofuhealth.utah.edu/utah-cancer-registry/ 
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2020 NPCR VERMONT CANCER REGISTRY SUCCESS STORY 
 

STORY TOPIC:  COVID-19-Related Impacts 

STORY CATEGORY:  Public Health Impact 

STORY TITLE:  COVID-19-Related Impacts on Vermont Hospital Cancer Registries 

STORY AUTHOR: Ali Johnson, MBA, CTR 
 

SUMMARY 

The Vermont Cancer Registry (VCR) fielded a brief online survey in early June 2020 to learn more about the 
Coronavirus (COVID-19)-related impacts experienced by hospital cancer registrars. We compared results to a 
National Cancer Registrars Association (NCRA) study fielded at a similar time. A notable difference is that case 
finding and abstracting activities were more likely to be put on hold in VT compared to the US. 
 
CHALLENGE 
 
On March 13, 2020, the Governor enacted an executive order declaring a State of Emergency in Vermont in 
response to the COVID-19 pandemic and ordering initial mitigation provisions to slow the spread of the virus. 
(State of Vermont, Office of Governor Phil Scott, Executive Orders, 
https://governor.vermont.gov/content/declaration-state-emergency-response-covid-19-and-national-guard-
call-out-eo-01-20.) 
 
The mission of the Vermont Department of Health (VDH) is to protect and promote the best health for all 
Vermonters. In the event of a public health emergency, each employee may be called upon to participate in 
the response. (VDH Intranet, Emergency Preparedness Training.) 
 
Three of four VCR staff members were called upon to participate in the Department’s COVID-19 response. 
Subsequently, our capacity to complete cancer registry activities was greatly reduced. 
We, therefore, wanted to learn more about the COVID-19-related impacts experienced by hospital cancer 
registrars in our state. 
 
SOLUTION 

A brief online survey was fielded in early June 2020. Twenty-one individuals, representing 15 facilities were 
invited to participate. When possible, these results were compared to national survey conducted by the 
National Cancer Registrars Association (NCRA). 

 

 

 

 

https://governor.vermont.gov/content/declaration-state-emergency-response-covid-19-and-national-guard-call-out-eo-01-20
https://governor.vermont.gov/content/declaration-state-emergency-response-covid-19-and-national-guard-call-out-eo-01-20
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RESULTS 

Vermont 

Of 21 individuals invited to take the survey, 10 responded (48% response rate). Their results are summarized 
in Table 1 and Figure 1. 
Table 1. Summary of yes/no survey responses. 

Question 
Yes 
(%) 

No (%) 

Are you currently working on casefinding? 90 10 

Are you currently working on abstracting? 70 30 

Have your hours been affected?  0 100* 

Are you working remotely? 100 0 

If you are working remotely, are you experiencing any 
issues working from home? 

0 100† 

 
*One respondent reported that overtime and a hiring freeze had been instituted at their facility. 
†One respondent noted working remotely was “a little slower.” More comments related to working remotely 
are in the qualitative results. 

Hospitals were asked to estimate their completeness in reporting cancer cases diagnosed in 2018 and 2019. 
The estimated 2018 completeness was 100% (range 99-100); 2019 was 68% (range 25-100). 
 
Participants were asked if VCR could do anything help them and were invited to share any concerns or 
suggestions. Themes are summarized in Figure 1.  
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Figure 1. Summary of open-ended comments. 

 

 

National 

In May 2020, NCRA distributed an online survey to understand COVID-19 related impacts to hospital-based 
cancer registrars and registries. (NCRA's Report on the 2020 COVID-19 Survey, https://www.ncra-
usa.org/Portals/68/PDFs/Advocacy/NCRA%20COVID-19%20report%20final.pdf.)  
The most commonly cited change in work was that personnel who normally worked in the cancer registry 
were now working from home (67%). 
 
Lead registrars in large caseload hospitals observed a stoppage or freezing of personnel actions at a higher 
rate than those in medium or small caseload facilities. Among those reporting that their registry had been 
impacted in this way, an average of 87% of personnel had been affected by a stoppage or freezing of 
personnel actions, and an average of 85% had lost overtime. 
 
Lead registrars did not see a change in abstracting cases, regardless of caseload size or region. Casefinding 
activities were consistent, regardless of caseload size or region, with most respondents reporting no change. 
 
Most respondents (86%) said that the registry had completed all abstracting and State-mandated submissions 
for 2018 diagnoses. However, confidence in meeting the deadline for 2019 diagnoses was much lower. More 
than one-third (35%) of respondents were not confident they would meet the State-mandated submission 
deadline for 2019 diagnoses. Respondents in registries with large caseloads were more likely to lack 
confidence they would meet this deadline than those at hospitals with medium or small caseloads. 
 
VT/US Comparison 

Due to design limitations, results from the two surveys cannot be directly compared, yet similar themes 
emerge. For example, both surveys find that hospital cancer registrars are now generally working from home. 
Likewise, in both VT and US, hospital cancer registries are experiencing staffing impacts due to the COVID-19 
pandemic. Concerns over completeness in 2019 case ascertainment are shared in VT and the US. Of notable 
difference is that case finding abstracting activities were more likely to be put on hold in VT compared to the 
US.  
 

https://www.ncra-usa.org/Portals/68/PDFs/Advocacy/NCRA%20COVID-19%20report%20final.pdf
https://www.ncra-usa.org/Portals/68/PDFs/Advocacy/NCRA%20COVID-19%20report%20final.pdf
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These findings have some limitations and should be interpreted with caution. Hospitals who are less complete 
in reporting, are experiencing more significant impacts due to COVID-19, or both, are less likely to be 
represented in the VT survey findings. Therefore, the results may not be generalizable to all VT hospitals and 
may show less of an impact than being experienced across the state. 

SUSTAINING SUCCESS  

VCR is using the information gained through this survey to inform future reporting deadlines and to plan for 
resources, as available, to assist hospital cancer registries in mitigating the effects of the COVID-19 pandemic. 
VCR will also educate the Health Department leadership and CDC about accommodations needed for the 
cancer registry community to improve registry operations following COVID-19-related impacts. 

REGISTRY CONTACT INFORMATION 

(802) 863-7644 | https://www.healthvermont.gov/health-statistics-vital-records/registries/cancer 

https://www.healthvermont.gov/health-statistics-vital-records/registries/cancer
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2020 NPCR VIRGINIA CANCER REGISTRY SUCCESS STORY 
 

STORY TOPIC/FOCI: Registry operations, COVID-19 challenges overcome, electronic reporting 

STORY CATEGORY:  Registry Operations 

STORY TITLE: Registry workgroup clears hurdles to cross finish line of software implementation! 

STORY AUTHORS: Larry Kirkland, MA; John Ladouceur, MHA, CTR; Michael Peyton, CTR; Nikkia Ray, MPH 
 

SUMMARY 

Virginia Cancer Registry (VCR) staff developed an in-house workgroup to perform thorough testing, 
troubleshooting, and statewide training on the latest version of Web Plus software to push to providers and 
reporters for use. Staff had to overcome several hurdles not limited to stringent statewide security 
restrictions, agency limitations in response to the COVID-19 pandemic, and budget constraints to accomplish 
this. This testing initiative began in February 2020, with the Virginia Department of Health (VDH) moving staff 
to a 100% teleworking status in March. Thus, most efforts dedicated to this software testing and launch, 
including initial onboarding instruction and additional on-going training for providers was completed virtually.  

CHALLENGE 

This is the VCR’s second attempt to launch this software. During the initial testing period in 2017, the registry 
did not have dedicated information technology (IT) personnel who were both familiar with the registry 
software and operations and had the time to dedicate to thorough testing. The registry used contacts from 
VDH’s overarching IT department, the Office of Information Management (OIM) to assist as available—and not 
always with the same staff member from OIM. In addition, due to the proximity to several highly secure 
government and military establishments, Virginia has higher security standards and more stringent protocols 
for implementing public facing software or for new software versus internal programs such as Prep Plus or 
software upgrades.  These factors alone made it nearly impossible to have meetings between VCR, OIM and 
CDC staff to discuss all parameters required for software implementation.   
 
VCR faced several challenges that made adopting an electronic reporting system such as Web Plus an easy 
decision, albeit a complex process. Program and agency budget constraints prevented hiring additional staff to 
field and abstract the thousands of cases received and processed annually by the registry. Established 
reporting software used by several reporters in the field required the VCR education and training coordinator 
to either mail, or hand deliver the software loaded on external drives to each site around the state, with 
additional visits scheduled as needed for troubleshooting and training.  
 
Conversion to a web-based reporting software would not be much of a transition for reporters currently using 
some form of electronic system. However, Virginia has several smaller sized reporting facilities with limited 
staff and capabilities that still reported on paper forms. These facilities presented a considerable challenge as 
they were especially reluctant to commit the constrained time and staff available to such a large learning 
curve.  
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SOLUTION 

The Virginia Cancer Registry hired an Informatics Data Systems Manager as a member of the permanent 
registry staff. Once software testing began, the registry now had a dedicated IT resource capable of 
committing the time and effort to learning registry operations and software functionality, as well as serving as 
a liaison between the registry and the CDC for testing issues.  After identifying pertinent components for a 
successful testing process, the newly developed workgroup consisting of the Education and Training 
Coordinator, IT Specialist, and Cancer Data Analyst/CTR, the registry moved forward with alpha testing 
internally.    
 
The Education and Training Coordinator assessed initial interest in conversion to web-based reporting by 
polling the Meaningful Use system for providers who expressed desire in public health reporting and would 
receive reimbursement incentives for registering/reporting. Other reporters who expressed interest, larger 
volume reporters, and facilities who could benefit from the transition were considered to generate the first 
testing group upon progression to beta testing. Formalized testing began with the workgroup mapping out a 
testing plan, timeline, and a list of challenges experienced from the previous release attempt that would need 
to be tackled first. The workgroup met weekly, troubleshooting every feature of the Web Plus software and 
keeping a running list of errors encountered. The group articulated the error and defect list to the CDC and 
developed workarounds which were later used to provide users an expectation management guide of 
solutions to potential problems. Seemingly as soon as the workgroup was reaching a level of optimal 
productivity, all operations were abruptly modified as agency wide adjustments had to be made in response to 
the COVID-19 pandemic. The workgroup switched to a virtual meeting interface and continued their testing 
with no decrease in efficiency, now holding numerous weekly video conferences via Google Meet, sharing 
screens during calls, and creating shared fileserver locations where all documentation could be viewed by 
each of the workgroup members.  
 
RESULTS 

Once the workgroup was comfortable with the level of rigorous testing and troubleshooting, they prepared for 
the beta testing phase of the process. The initial beta testing cohort consisted of six external users who 
already had experience using the Abstract Plus or Web Plus software with other states. The registry received 
feedback from the cohort, adjusted to additional workarounds, and pushed the beta tested software to the 
remaining reporting facilities interested in trying Web Plus on September 24, 2020. Within three weeks of this 
soft opening, the registry’s workgroup had 19 facilities using Web Plus, created 44 external user accounts and 
had already received more than 100 cases for review and processing.  
The Education and Training Coordinator and Cancer Data Analyst provided optimal customer service and 
training to onboard laboratory facilities and smaller pathology labs that formerly reported 100% via paper and 
that were most hesitant to make the leap towards electronic reporting. This training allowed staff at the 
reporting facilities to abstract and report close to the level of a trained Certified Tumor Registrar (CTR).  
Although the initial submissions would still require regular quality assurance checks, having external reporters 
inputting their own cases freed the registry CTRs to commit more time to abstracting more complex cases 
from hospitals and larger facilities.  
 
In addition to increasing efficiency and easing the burden on registry CTRs, implementation of Web Plus allows 
us at the Virginia Cancer Registry to house a centralized database from our reporters at our disposal. Having 
this pool of data allows us to perform analytics, identify trends in the field in real time to assess which 
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reporters are most efficient, and which reporters need more training. A Web-based system also allows us to 
be aligned with trends towards cloud-based computing, permitting access from anywhere without any special 
software installed on the computer. This is especially helpful given current conditions with the COVID-19 
pandemic.  

 

SUSTAINING SUCCESS 

We felt it was imperative for the registry to have a three-fold support approach to sustain success with the 
Web Plus implementation. The approach consists of the IT support, education and training on a management 
level, and a cancer registrar overseeing the abstract entry level to assist reporters in every facet of their 
software usage. Software implementation is a moving target, with regular software updates requiring ongoing 
testing. Moving forward, regular check-ins with reporters to touch base and assess performance will be 
scheduled, as well a monthly virtual Web Plus user group meeting, consisting of light teaching, training, 
networking, and question and answer sessions. The Virginia Cancer Registry is committed to the continued 
success of our reporting facilities, as their accomplishments directly contribute to achieving the National 
Program of Cancer Registry’s (NPCR) Registry of Distinction certification.  

REGISTRY CONTACT INFORMATION 

Nikkia Ray, nikkia.ray@vdh.virginia.gov, (804) 864-7860   

  

mailto:nikkia.ray@vdh.virginia.gov
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2020 NPCR WASHINGTON STATE CANCER REGISTRY SUCCESS STORY 
 

STORY TOPIC/FOCI: Public Health Impact, Collaborative Partnerships, and Data Use 

STORY CATEGORY:  Public Health Impact 

STORY TITLE: Mapping selected potential heritable cancer cases by zip code at diagnosis from the cancer 
registry to the location of cancer Regional Genetic Clinics (RGCs) in Washington State to assess burden and 
access for cancer genetics 

STORY AUTHORS: Mahesh Keitheri Cheteri1, Nirupama Shridhar2, Philip Crain2, Johna Peterson1, Patti Migliore 
Santiago1 
1 Washington State Cancer Registry, Washington State Department of Health 
2 Screening and Genetics Unit, Washington State Department of Health 

 

SUMMARY 

Hereditary cancer syndromes, such as hereditary breast ovarian cancer syndrome (HBOC) and Lynch syndrome 
(LS) are caused by genetic mutations that confer a high probability for cancer development to those who 
inherit the mutation. These syndromes significantly increase risk for several types of cancers among those who 
inherit the mutation. Additionally, these individuals are often diagnosed with cancer at younger ages than 
those without the syndromes. Diagnosing hereditary cancer syndromes in these individuals represents an 
important public health issue because of the opportunity for prevention and/or early identification and to 
better manage patient care. These syndromes are also largely undiagnosed – less than 2% of people with 
Lynch Syndrome are diagnosed, for example (Hampel, 2011). That is why the Screening and Genetics Unit 
(SGU) and the Washington State Cancer Registry (WSCR) at the Washington State Department of Health (DOH) 
collaborated and utilized WSCR data from 2017 to identify cases of (potentially) inherited cancers and overlaid 
the location of these cases with the location of the cancer Regional Genetic Clinics (RGC) in Washington State 
(WA). The criteria established by the National Comprehensive Cancer Network (NCCN) was used to identify 
the potential hereditary cancer syndrome cases (Daly, 2020; Gupta, 2020). To identify potentially inherited 
cancer cases, we used the NCCN criteria to select women with breast cancer age 50 or younger, men with 
breast cancer, women with ovarian cancer, any person with colon cancer age 50 or younger, and women with 
endometrial cancer age 50 or younger. Geocoding cases in this manner was intended to provide a more 
granular identification of the potential heritable cancer burden and access for cancer genetics across 
Washington State. 

CHALLENGE 

Many people with hereditary cancer syndromes are unaware of their increased risk for developing cancer 
because they have not yet been diagnosed with the syndrome. Before this project, SGU and RGCs in 
Washington State could not identify one of the factors influencing the low proportion of diagnoses among 
cancer patients with hereditary cancers was lack of access to genetic services. While the demand for genetic 
services is increasing in part due to the lowering costs of genetic testing, advances in science and healthcare, 
and the growing use of direct-to-consumer genetic testing, access to trained genetic counselors have not kept 
pace with the demand. SGU previously investigated the demand for genetic services and found that wait times 
for appointments nearly doubled on average between 2013 and 2017 (unpublished data).  
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SOLUTION 

Potential hereditary cancer syndrome cases were identified using the criteria established by the National 
Comprehensive Cancer Network. Cancer genetic clinics in WA were identified and their locations mapped. The 
locations of these potential cases were mapped in relation to cancer RGC locations to better understand the 
overlap of access to burden and identify if there are gaps in access in areas of high burden. This map was 
created for and disseminated to stakeholder across the state, including genetics providers and cancer RGCs – 
to collect feedback on the identified gaps. Additionally, SGU is seeking feedback from all genetic providers on 
their use of telehealth. This feedback should provide some clarity as to whether patients in certain areas are 
being served. A major focus going forward will be to work with RGCs to improve provision of service in the 
northern Puget Sound area, especially Whatcom County, where the mapping shows high frequencies of 
potential hereditary cancer syndrome cases yet lacking in cancer RGC locations in the area. 

RESULTS 

The WSCR provided the potential hereditary cancer cases with the zip code at diagnosis and reporting facility 
information. There were 2, 495 cases that met the NCCN criteria. The SGU had the address and location of all 
cancer genetic clinics in Washington State. There were total of 28 cancer RGCs in WA. The cancer registry data 
was aggregated and mapped by zip code with the location of the cancer RGC. When DOH policies on data 
suppression for case counts under 10 were applied to the zip code map, much of the granularity was lost, and 
the distribution of cancer cases appeared clustered. To better visualize the distribution of cases, we then 
mapped cases by county along with the cancer RGC locations. Below is the map that shows cancer genetic 
clinic locations and potential hereditary cancer cases in Washington State by county. The map showed that 
cases were distributed across most all counties. Of the 39 counties in WA, 38 counties had at least one case. 
Cases were highest in the more populous counties of the northern Puget Sound area (King, Pierce and 
Snohomish counties). It also provided a quick visual highlighting where the demand for cancer genetic services 
may not be met either due to the lack of nearby clinics or the amount of potential cases in the area. 
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SUSTAINING SUCCESS  

WSCR plans to provide recent diagnosis year data once it is available and the SGU can update the map every 
year with the new diagnosis year data. We are hoping that ongoing work of this nature will lead to policies for 
telehealth that help in reducing the gaps in access to genetic services. We are also planning to add 
demographic information on the map such as age groups, race and ethnicity. 

This collaboration has also helped to initiate active surveillance for HBOC and LS and increase provider 
awareness regarding clinical guidelines for genetic testing in patients at risk for HBOC or LS. We will identify all 
potential HBOC and LS cases from people whose cancer is diagnosed and reported to Washington State Cancer 
Registry (WSCR). We will also notify reporting healthcare providers about potential risk for the patients and 
where to refer their patients. 

REGISTRY CONTACT INFORMATION   

Mahesh Keitheri Cheteri, PHD  
Phone: (360) 236-3669 
Website: https://fortress.wa.gov/doh/wscr 
 

https://fortress.wa.gov/doh/wscr
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2020 NPCR WEST VIRGINIA CANCER REGISTRY SUCCESS STORY 
 

STORY TOPIC:  Covid-19 Collaboration 

STORY CATEGORY:  Public Health Impact 

STORY TITLE:  Surge Capacity Support and Collaboration with the Division of Infectious Disease during the 
COVID-19 Pandemic 

STORY AUTHOR:  Steve Blankenship 
 

SUMMARY 

States with smaller public health departments face an “all hands” situation in times of a public health 
emergency such as the COVID-19 pandemic. Registry personnel have developed a wide range of skills that are 
valuable to other offices and divisions, and our Registry has made significant contributions working with 
partners throughout the West Virginia Bureau for Public Health during the pandemic.  

CHALLENGE 

The COVID-19 pandemic has placed tremendous burdens on public health systems throughout the country, 
and this is particularly true for smaller state health departments with limited personnel and capacity. Fielding 
incoming requests for guidance, setting up data systems to capture COVID-specific information, and analyzing 
the volumes of information being collected to inform both the public and leadership all presented significant 
challenges. 

 
SOLUTION 

As the COVID-19 pandemic took hold nationwide in the spring of 2020, the West Virginia Bureau for Public 
Health enacted a surge capacity plan developed during the Ebola outbreak in 2014. The plan is a Bureau-wide 
“all hands” call, tapping resources across all divisions to support emergency operations.  
 
WVCR’s Program Director and Epidemiologists have participated in the pandemic response, making significant 
contributions to the effort in three main areas:  case investigations, systems architecture/programming, and 
data analysis. 

 
RESULTS 

WVCR’s Epidemiologists have conducted case investigations and contact tracing activities. All cases require 
follow-up, and we have supported these efforts to identify contacts of those who test positive for COVID-19 
and to maintain contact with each case until symptoms have resolved. This process identifies active cases that 
can still transmit the virus.  
 
WVCR’s Program Director assisted in setting up the Text Illness Monitoring System (TIMS) onboarding all local 
health departments in the state to facilitate case contact activities and tracking international or out of state 
travelers. Our Program Director also provided programming and onboarding support for our state’s move to a 
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new infectious disease data platform called Chexout, which was implemented several months into the 
pandemic.  

 
WVCR’s Epidemiologists have provided data analysis support for the effort by setting up analyses and data 
displays to monitor the course of the disease, creating heat maps to track recent viral activity, and responding 
to ad-hoc requests for information from leadership and others. We also contribute to the pandemic response 
by processing the master case file each morning for daily updates to the state’s website 
(www.coronavirus.wv.gov) and the press. 
 
SUSTAINING SUCCESS 

The COVID-19 pandemic has been a challenge for many public health departments, particularly those with a 
small workforce. Skills of our employees were leveraged across the entire Bureau regardless of normal duties, 
but mindful of the fact we would return to our normal duties at some point. The systems and processes we 
have designed and implemented are self-sustaining, many of which can be updated with a simple “refresh” 
command. WVCR’s contributions to the COVID-19 response will continue to provide critical data and 
capabilities post-pandemic.  

REGISTRY CONTACT INFORMATION   

Phone: (304) 356-4953 
URL:  https://oeps.wv.gov/cancer/Pages/default.aspx 

http://www.coronavirus.wv.gov/
https://oeps.wv.gov/cancer/Pages/default.aspx
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2020 NPCR WISCONSIN CANCER REPORTING SYSTEM SUCCESS STORY 
 

STORY TOPIC:  Improving Efficiency for the Registry and Our Reporters 

STORY CATEGORY:  Registry Operations 

STORY TITLE:  New Tool for Facilities: A Web-based Dermatology Form 

STORY AUTHORS:  Angela Whirry-Achten, Mireille Perzan, Nancy Sonnleitner, Jenna Staehler 
 

SUMMARY 

Many dermatology clinics in Wisconsin submit paper neoplasm reports or individual pathology reports without 
accompanying abstracts due to a lack of dedicated, trained staff in the clinics. This is burdensome for the 
Wisconsin Cancer Reporting System (WCRS), who is responsible for abstracting the records. WCRS developed 
an easy-to-use Web Plus form for melanoma reporting which saves time for both the dermatology clinics and 
the registry. 

CHALLENGE 

For the most part, dermatology clinics in Wisconsin submit “paper” records to WCRS. This has been 
troublesome in many ways. From the perspective of the clinic, it has meant that they need to use staff time to 
prepare and submit these paper records. This often resulted in missing or incomplete records due to 
challenges with the fax machine, and later, email.  There is also an additional challenge of delayed reporting 
due to preparation from the clinic office. From the perspective of WCRS staff, paper records are burdensome 
in other ways.  WCRS staff had to receive these records, following up with the clinic to get records that were 
incomplete. In some instances, the clinic would not mail, fax, or email the records and WCRS staff would pick 
up records in person from a clinic. This shows great dedication on the part of WCRS staff, but is not ideal for 
workload, or efficient processes. Additionally, WCRS had to prepare and abstract the records electronically, 
which took a great deal of additional staff and contractor time. For these reasons, working with paper records 
was time consuming and frustrating on both sides. A few dermatology clinics submitted abstracted cases 
through Abstract Plus, but the process required a lot of staff time and involved completing numerous data 
fields not pertinent to skin cancers with melanoma histology. Clinics requested an easier way to accomplish 
this task, and registry staff knew there had to be a more efficient process.   

 
SOLUTION 

Many of the WCRS’s 2020 projects were shelved when WCRS team members were asked to assist on public 
health projects related to COVID-19. The development of a Wisconsin-specific Web Plus form that 
dermatology clinics could use to report melanoma cases was very important to the team.  Using momentum 
from early in 2020, we developed a short form in Web Plus with the required data items specific to melanoma. 
This form eliminated the need to use Abstract Plus to complete melanoma cases. This form contains all 
standard setter required data fields.  

 
A dermatology clinic approached WCRS during the development and testing phase, asking if a web-based 
submission for melanoma was possible. This was a perfectly timed opportunity to ask the clinic to pilot the use 
of the new Web Plus form. After initial onboarding the clinic staff, it became obvious that a specialized user 
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manual would be helpful for onboarding and training. WCRS staff wrote a “quick guide” for dermatology 
reporting, which includes a reference section for all data items. This guide streamlined the onboarding process 
for the next two dermatology clinics as they began to use the new form to report melanoma cases.  

 
RESULTS 

The Web Plus dermatology reporting short form is making a positive impact both in reporting and in staff time 
savings. Informal feedback from the clinics indicates that they are supportive of the web form and find it easy 
to use. This information has been valuable, as it demonstrates clinics are willing to use the form.      

There are currently three dermatology groups in Wisconsin onboarded to the Web Plus dermatology form. In 
2016, there were 1667 cases of melanoma of the skin in Wisconsin. WCRS has received 343 abstracts via the 
web-based form. The use of the form puts accountability on dermatology clinics to complete the abstracts. In 
the past, many of the clinics in Wisconsin submitted paper records to WCRS for abstraction. This meant time-
consuming work on behalf of WCRS staff. Since the form was implemented, we are saving about 10 hours per 
month in staff and contractor time.  

SUSTAINING SUCCESS 

There are six other large dermatology clinics and many smaller clinics around Wisconsin that can use the web-
based form. WCRS plans to onboard two of the remaining clinics before the end of 2020. Through 2021, WCRS 
will continue to onboard and work with the remaining clinics on the use of the form. 

 
WCRS has also discovered that this type of form could have other uses, for example Wisconsin’s urology clinics 
also report “paper” records. Urology clinics in Wisconsin tend to under report due to the clinics’ dependence 
on laboratory pathology reporting, which results in missing treatment and/or “active surveillance” 
documentation. The use of a web-based form could greatly improve reporting in this area.  In 2021 we plan 
work to develop a prostate-specific form for those clinics. 

There is minimal ongoing training needed for the clinics. The WCRS trainer will follow up with specific clinics 
on an as-needed basis, particularly to provide continuing awareness of the form and to communicate any 
requirement changes. We will update the quick guide as requirements change. 

 
REGISTRY CONTACT INFORMATION 

Wisconsin Cancer Reporting System 
608-266-6781   
www.dhs.wisconsin.gov/wcrs 

  

http://www.dhs.wisconsin.gov/wcrs
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2020 NPCR WYOMING CANCER REGISTRY SUCCESS STORY 
 

STORY TOPIC/FOCI: Registry Operations 

STORY TITLE: Seamless continuity and high standards sustained while shifting virtually during COVID-19. 

STORY AUTHOR: Julia Espinoza 
 
SUMMARY 
 
The Wyoming Cancer Surveillance Program (WCSP) was transitioning to teleworking starting the second 
quarter of 2109 when the COVID-19 pandemic abruptly sent staff of the WCSP home in March of 2019.  Within 
the first two weeks of telework within the WCSP, a virtual program was implemented to allow the program to 
have seamless continuity not only within the program but more importantly with its outside entities i.e., 
health care institutions, physician offices or state registries. This seamless continuity was instrumental in 
maintaining and meeting the high standards set forth by the National Program of Central Cancer Registries 
(NPCR). 

CHALLENGE   

The COVID-19 pandemic was uncharted waters to the WCSP program.  The WCSP program was transitioning to 
teleworking a maximum of three days a week. The program had not prepared to telework full time.  The 
challenge was to create and implement a full-time teleworking procedures and policies to ensure that the 
WCSP program maintained and met the standard set forth by NPCR.  The other challenge was to ensure that 
interaction between the WCSP and its internal and external partners continued seamlessly.    

SOLUTION 

The WCSP is unique in the fact that the program does all the abstraction of cancer cases for the State of 
Wyoming except for two hospitals which abstract their own cases.  The abstraction staff has electronic access 
to many of the hospitals and cancer centers within the state, but the WCSP also receives cases in paper form.  
When the program was mandated to work from home, the program had to maneuver around manual 
processes (processing paper, filing, mailing) into electronic processes.  

The solution was to create a virtual program: Aspects of the virtual program are the following:  

• Creation of a “virtual suspense file.” Cases received in paper format are scanned into a virtual suspense 
file so anyone working within the WCSP has access to the case.  Cases can be located by either 
patient’s name or date of diagnosis.  Cases received electronically are copied into the virtual suspense 
file. 

  

• The WCSP performs follow-up on all Wyoming residents.  Prior to the COVID-19 pandemic, the WCSP 
was mailing out letters to physician, hospitals, and other health care facilities to gain follow-up 
information.  During the pandemic, the WCSP changed to secure email in reaching out to above 
mentioned entities for follow-up. 
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The WCSP during the pandemic has been allowed back into the office on a limited basis.  When the staff is in 
the office it is mainly to pick up mail and scan paperwork into the virtual suspense file.  Currently the program 
is working from home ninety percent (90%).  

RESULTS  

With the implementation of policy and procedures to telework from home which has been implemented for 
the past six months (April through September 2020);  the WCSP staff has been able to maintain, the 
timeliness, quality and completeness of cancer cases abstracted, as well as continue to meet 
standards/requirement described by NPCR.  The WCSP was successful in receive incoming cases from in-state 
and out of state reporters no matter the format of the WCSP operation. The WCSP will always have a 
successful relationship with our reporting entities to achieve high quality data and completeness.   

SUSTAINING SUCCESS 

Based on the results of the last six months, the WCSP is poised to continue teleworking full time.  The WCSP 
will continue working with those entities/customers who are still striving to deliver cases to the WCSP 
electronically. Another aspect to sustaining success (teleworking full time) within the program is to have a 
“personal connection” amongst the staff. The “personal connection” can be accomplished by in-person 
meetings or video communication during the pandemic. 

REGISTRY CONTACT INFORMATION   

Phone (307)777-3477     
https://health.wyo.gov/publichealth/chronic-disease-and-maternal-child-health-epidemiology-unit/cancer-
surveillance/  

 
 
 
 
 
 
 
 
 

https://health.wyo.gov/publichealth/chronic-disease-and-maternal-child-health-epidemiology-unit/cancer-surveillance/
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