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023  
 
WORKING WITH NPI NUMBERS IN CANCER REGISTRIES 
JL Phillips,1 CC Lin,2 AK Stewart1 
1American College of Surgeons, Chicago, IL; 2American Cancer 
Society, Atlanta, GA  

Background: The use of National Provider Numbers (NPI) in 
cancer registries is tantalizing and, so far, elusive. Automated 
look-ups can select odd results, and manual look-ups can be 
frustrating. For example, automated hospital NPI look-ups may 
identify pharmacies named for the hospital’s popular name 
(which can differ markedly from the legal name) or hospital 
departments rather than the hospital itself. Physician NPI look-
ups can identify practitioners with similar names but obviously 
unrelated fields of practice, such as an ophthalmologist whose 
NPI number was recorded as the colon surgeon. 
Purpose: This presentation will provide guidelines for manual 
and automated searches for NPI numbers, recommendations 
for identifying incorrect numbers, and examples of administrative 
and research uses of NPI numbers.
Approach: The National Cancer Data Base (NCDB) requires 
Commission on Cancer accredited programs to submit NPIs 
for the facility and for the patients’ primary surgeon, radiation 
oncologist and medical oncologist. Facility and physician NPI 
numbers were initially linked to the National Plan & Provider 
Enumeration System (NPPES) files to evaluate the quality of 
submitted numbers. Preliminary results indicate that the vast 
majority of NPI numbers “make sense”. For example, among 
54,556 reports for patients diagnosed with colon cancer 
in 2010 submitted to NCDB with surgeon NPI numbers 
recorded, 91% indicated practitioners whose specialty was 
surgical gastroenterology, surgical oncology, or colon or rectal 
surgery. Finally, several prototypical uses of NPI numbers were 
developed.
Implications: NPI numbers are near-universal identifiers for 
organizations and individuals in medical practice that can be 
used for record-linkages, evaluation of treatment experience 
and practice, and other promising applications. We will offer 
recommendations for improving the quality of NPI numbers in 
registries to bring those expectations closer to fulfillment.
 

024  
 
STANDARD REPRESENTATION OF GENOMIC 
INFORMATION 
Y Heras1  
1Lantana Consulting Group, East Thetford, VT  

Background: The use of genetic testing in clinical practice is 
rapidly expanding. Genetic testing is playing an increasingly 
important role in cancer prevention and prognosis, and leads 
to personalized cancer treatment. For genetic test results to be 
used in clinical setting and for clinical professionals to take full 
advantage of genomic advances in daily medical practice, genetic 
test results need to be put into useful and meaningful formats and 
be integrated into electronic health records (EHRs).
Today’s EHRs, however, are not ready for genomic information. 
Lack of standards for data elements, terminology, structure, 
interoperability, and clinical decision support rules are some of 
the major barriers and challenges to the integration of genomic 
information with clinical data. The lack of structured and coded 
genetic test results will also be a barrier to cancer registries as they 
are looking to automate the extraction of data directly from EHRs.
Objective: *Increase understanding and awareness of standards 
development efforts that are underway by the HL7 Clinical 
Genomics Work Group (CGWG).
*Stimulate interest of the NAACCR community to collaborate 
with the CGWG and to enhance standards to fit the needs of 
cancer registries.
Methods: This paper presents the standards that have been 
developed by the CGWG and their relevance to cancer registries.
Results: *Assessment of genomic standards and their relevance 
to cancer registries
*Methods for enhancing these standards for use in cancer 
registries
Conclusions: *The essential infrastructure needs to be 
developed and to fit the rapid changing and evolving nature of 
the field of genetic testing for EHRs and cancer registries can 
handle the high volume of genomic information.
*Coded and structured standard representations of genomic 
information are critical to interoperability between EHRs and 
cancer registries.
*Active involvement of the NAACCAR community is critical.
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026  
 
USING THE CER CORE ACTIVITY CASE FINDING PROCESS 
TO IMPLEMENT RAPID CASE FINDING 
D Rousseau,1 A Herman,2 J Fulton3  
1Hospital Association of Rhode Island, Cranston, Rhode Island; 
2Miriam Hospital, Providence, Rhode Island; 3Rhode Island 
Department of Health, Providence, Rhode Island  
 
Historically, the Rhode Island Cancer Registry (RICR) has not 
conducted Rapid Case finding. The increasing needs of the 
Rhode Island Department of Health to perform surveillance 
activities on perceived areas of elevated cancer incidence, to 
conduct strategic planning and to provide researchers with 
current data requires reporting facilities submit data earlier that 
the current regulation of six months after diagnosis. As part of 
the Comparative Effectiveness Research (CER) Project supported 
by the Centers for Disease Control and Prevention, the RICR 
developed a process to identify and to begin abstracting eligible 
cases within a month of diagnosis. While this process involved 
only cancers included in the CER Core Activity Project, it will be 
expanded to include all reportable cancer cases. In addition, 
all Rhode Island hospitals must meet the increased clinical trial 
enrollment standard for the American College of Surgeon’s 
Commission on Cancer accreditation process. This will enhance 
the relationship between the RICR and reporting hospitals.
The RICR is heavily involved in the development of the Rhode 
Island Comprehensive Cancer Control Plan. With the goal of 
increasing the number of cancer patients enrolled in clinical 
trials, the statewide Rapid Case Finding process will be used 
to create a pool of patients who could benefit from treatment 
received as part of a clinical trial. Patients are not always advised 
of the availability of clinical trials and their potential benefits. This 
process will provide physicians with a method to identify and 
contact patients.
Generally the law of unforeseen consequences provides a 
negative outcome. In this instance the need to identify cases 
to be enrolled in the CER Core Activity project has provided a 
process to improve cancer incidence surveillance and strategic 
planning by the Rhode Island Department of Health and to create 
a pool of cancer patients who may benefit from the inclusion in 
clinical trials.

025  
 
ENHANCING CANCER REGISTRIES FOR EARLY CASE 
CAPTURE OF PEDIATRIC AND YOUNG ADULT CANCER 
CASES 
C Clerkin1  
1Centers for Disease Control and Prevention, Atlanta, GA  
 
Background: In 2008, the Caroline Pryce Walker Conquer 
Childhood Cancer Act was signed into law, authorizing CDC to 
award grants to establish a nationwide pediatric registry to capture 
cases within weeks of diagnosis. In response, CDC developed a 
funding opportunity for existing central cancer registries (CCRs) to 
implement activities to meet the mandate of the law. In September 
2011 funding was awarded to seven CCRs. 
Purpose: The purpose is to enhance CCR infrastructure for more 
rapid reporting of pediatric cases, termed Early Case Capture 
(ECC), and to increase availability of this data for researchers. 
Grantees will implement ECC reporting from facilities that 
diagnose and treat pediatric cases; develop methods for 
complete, timely, and accurate ECC; establish data access 
procedures for researchers; and submit data to CDC within 4 
months. 
Methods: CCRs have implemented various ECC approaches, 
including direct electronic reporting from out-of-state pediatric 
facilities; electronic reporting from state Health Information 
Exchanges (HIEs), Electronic Health Records (EHRs), and 
diagnostic imaging centers; and web-based follow back on 
cases identified using hospital discharge data. 
Results: Innovative reporting relationships have been 
implemented. CCRs have expanded infrastructure to collect 
timely data and to report cases to CDC more rapidly. CDC has 
developed an ECC completeness estimate to evaluate the data 
submissions. Completeness, timeliness, and quality assessments 
will be shared during this presentation. 
Conclusions: Pediatric ECC is possible; however, significant 
initial investment may be required. In the future, successful ECC 
initiatives may be expanded to other CCRs and to other types 
of cancer, laying the groundwork for more timely reporting of 
routine incident cases. More rapid receipt of data at the CCR 
will facilitate the ability for researchers to access pediatric cancer 
data in a timely manner.  
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092  
 
WHAT WORKS? A CENTRAL REGISTRY AND A 
COMMUNITY HOSPITAL COLLABORATE 
J Martin,1 T Fang2  
1Virginia Cancer Registry, Richmond, VA; 2Massey Cancer 
Center, Richmond, VA  
 
Background: Hospitals with ACoS-affiliated registries investigate 
patient characteristics, compliance with standards of care, and 
service delivery. Given the resources of an in-house registry, how 
could operations and patient care benefit from partnering with a 
central registry? What information might a central registry provide 
that is of value to the facility? 
Purpose: Exploring such questions is the purpose of a 
collaboration between three partners: 1) Community Memorial 
Healthcenter (CMH), in South Hill, Virginia, operates CMH 
Cancer and Specialty Care, an outpatient ambulatory clinic 
providing hematology and oncology services.2) The CMH clinic 
is affiliated with the Massey Cancer Center (MCC) at Virginia 
Commonwealth University in Richmond. 3) The Virginia Cancer 
Registry (VCR) receives reports from the ACoS-accredited 
registry at CMH. 
Methods: The methods employed do not go beyond core central 
registry competencies. VCR adopted them to assist CMH in 
understanding its patient population and assist it in improving 
patient care. 1) VCR provides standard statistical summaries 
(adjusted and crude rates, significance, rate ratios, counts, etc.) 
for an eight-county area the hospital serves; this baseline includes 
comparative state and national data and mortality data.2) The 
CMH registry works with VCR to validate the completeness and 
accuracy of case records each registry holds. 3) VCR educates 
CMH Cancer Committee members about registry resources. 
Committee members then will identify novel ways the central 
registry could contribute to their in-house resources. 
Results: Assessing the extent to which VCR products contribute 
to goals CMH and MCC staff establish to better understand 
and positively affect patient outcomes is the primary result. 
Conclusion: The partnership and its activities as outlined may 
provide information to induce stronger relationships between 
central registries, hospital cancer committees, and hospital 
registries.  

091  
 
DATA SHARING BETWEEN PUBLIC HEALTH AND CLINICAL 
CARE: A POSSIBLE SOLUTION TO CLOSE THE GAP TO 
COMPLETENESS 
J Jackson-Thompson,1,2,3 I Zachary,1,2,3 N Cole,1,2 MJ King1,2  
1Missouri Cancer Registry and Research Center, University 
of Missouri (MU), Columbia, MO; 2Department of Health 
Management & Informatics, University of Missouri, School of 
Medicine, Columbia, MO; 3MU Informatics Institute, Columbia, 
MO  
 
Background: The Missouri Cancer Registry and Research 
Center (MCR-ARC) has received streamed pathology report 
data from national labs for several years; efficient processes to 
process and utilize that data are being improved and developed. 
Obtaining additional patient information from physicians to 
make cases complete has been labor intensive and expensive. 
Although challenging in terms of data processing/storage and 
human/financial resources, using electronic health records 
(EHRs) to obtain non-hospital cases offers a solution. MCR-
ARC is one of two CCRs funded to pilot this option. CCRs 
must recognize and prepare for changes to standard operating 
procedures within the next few years. The majority of new cases 
will continue to be reported electronically but the number of 
cases reported directly from EHRs will continue to increase. 
Purpose: To assess CCR staffing and infrastructure needs for 
the next five years and adapt and/or develop the information 
technology infrastructure to support those needs. 
Methods: MCR-ARC staff built on an existing strategic 
planning and training program to assess current strengths 
and weaknesses and identify current and future staffing and 
infrastructure needs. We identified existing and potential partners 
and funding sources and participated in exciting funded (e.g., 
Special Projects 1 & 3) and unfunded projects. 
Discussion/Conclusions: Modeling the current information 
technology environment at the CCR, mandated reporting facilities 
and others involved in electronic data transfer and utilization is 
an important component in planning for the future. Identifying the 
resources to sustain and advance CCR staffing and upgrades of 
hardware/software is more difficult. Capture of additional cases 
and more complete treatment data will increase opportunities for 
new partners (research projects, clinical trials, etc.) and offers a 
potential source of revenue to support infrastructure needed to 
maintain high quality, complete and timely data.  
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P-16  
 
NAVIGATING THE REGISTRY-SPECIFIC APPROVAL 
PROCESS FOR A LONG-TERM DRUG SAFETY 
SURVEILLANCE STUDY 
D Harris,1 A Gilsenan,1 K Midkiff,1 A Harding1  
1RTI Health Solutions, Research Triangle Park, NC  
  
Background: The Forteo Patient Registry Study was initiated 
in 2009. In this ongoing study, data from patients taking 
teriparatide who voluntarily enroll in the Registry are linked 
with data from participating state cancer registries annually to 
determine the incidence of osteosarcoma.
Objective: To describe the variation of state cancer registry 
approvals required for participation in this linkage study.
Methods: Cancer registries in all 50 states and the District 
of Columbia were invited in May 2009 to participate in the 
study. Registries interested in participating provided information 
regarding necessary approval requirements (e.g., Institutional 
Review Board [IRB], Data Privacy Board, Registry, and Data Use 
Committee). RTI-HS collaborated with interested registries to 
submit all necessary applications for study approval.
Results: In total, 41 state cancer registries expressed an interest 
in participating. For the first annual linkage in 2010, 27 registries 
had obtained all approvals and participated in the linkage. In 
2011, 37 registries participated, and in 2012, 38 state cancer 
registries, covering 86% of the US population aged 18 years 
and older, participated. Applications are under review for the 3 
registries not currently participating. We will describe the variation 
in the approval process (whether local IRB review is required, 
and if so whether it was expedited or full review, and what type 
of additional reviews were required), among the participating 
registries in this multiyear linkage study.
Conclusion: Cancer registry participation in postmarketing 
safety studies is critical for surveillance studies examining cancer 
outcomes. Understanding the process for engaging multiple 
cancer registries in these types of studies will be important 
for future researchers and cancer registries to maximize 
collaboration and timely conduct of studies.

P-15  
 
IMPACT OF COMORBIDITIES ON TREATMENT CHOICE 
FOR COLON CANCER PATIENTS, LOUISIANA-CDC CER 
PROJECT 
M Hsieh,1 L Pareti,1 M O’Flarity,1 Q Nguyen,1 V Chen1  
1Louisiana Tumor Registry, School of Public Health, LSU Health 
Sciences Center, New Orleans, LA  
  
Background: Planning treatment for cancer patients depends 
on tumor stage and grade, patient’s age, life expectancy, health 
condition, and preference. Stage III colon cancer patients with 
comorbidities are less likely to receive adjuvant chemotherapy 
than those without comorbidity. 
Purpose: To examine the relationship between treatment choice 
and comorbid condition(s) for stage I-III colon cancer. 
Methods: Stage I-III colon cancer cases, diagnosed in 2011, 
were obtained from the Louisiana Tumor Registry, one of 
the CDC Comparative Effectiveness Research (CER) Project 
participating registries. CER registries were required to collect 
detailed and timely treatment for breast, colorectal and CML 
cases diagnosed in 2011 and complete comorbidities for all 
cancer sites. The comorbidities selected in this study were 
diseases used in the Charlson comorbidity index (CCI) and were 
grouped to: no comorbidity, mild (CCI = 1), moderate to severe 
(CCI=2, 3, or 6), and two or more comorbidities. Treatment 
included surgery, radiation, and chemotherapy. 
Results: 35% of eligible colon cancer patients had comorbid 
condition(s). Diabetes is the most common comorbidity (51%) 
followed by chronic obstructive pulmonary disease (24%) and 
congestive heart failure (15%). Over 97% of all patients received 
surgery and 99% of stage II/III patients received colon resection. 
Stage III patients received adjuvant chemotherapy were three-
fold higher than stage II patients (67% vs. 21%); and only 1.5% 
of stage II/III patients received adjuvant radiation. Stage II or III 
patients with comorbidities, particularly with moderate to severe 
disease, were less likely to receive adjuvant chemotherapy than 
patients without comorbidities. 
Conclusion: Primary site surgery is not affected by the patient’s 
comorbid conditions and remains the main treatment choice 
for colon cancer patients. However, comorbidity does affect 
the decision for additional adjuvant chemotherapy for stage II/III 
colon cancer patients.  
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P-19  
 
USE OF DISCHARGE DATA TO SUPPLEMENT 
COMORBIDITY INFORMATION IN CANCER REGISTRIES: 
THE CALIFORNIA EXPERIENCE 
J Rico,1,2 C Morris1,2  
1California Cancer Registry, Sacramento, CA; 2UC Davis Health 
System, Sacramento, CA  
 
Background: Comorbid/complication fields are required to be 
abstracted from the medical record by ACoS approved facilities, 
but are not required to be transmitted to NAACCR. As a result, 
the California Cancer Registry has never consolidated nor 
evaluated these data items. However, one of the objectives of 
the NPCR Comparative Effectiveness Research (CER) project 
allowed California to evaluate the usefulness of enhancing 
comorbidity information with California’s Office of Statewide 
Planning and Development (OSHPD) discharge data.
Objective: To evaluate the usefulness of discharge data to 
supplement abstracted ICD-9 comorbid conditions from a 
patient’s medical record.
Methods: California Cancer Registry cases were linked to 
California’s OSHPD data files (Hospital, Ambulatory Surgery 
and Emergency Department) which each contained 25 ICD-9 
diagnostic fields per patient admission/encounter. Based on the 
presumption of quality of data, codes were selected in priority 
order by the discharge file from which they originated: hospital 
discharge, ambulatory surgery, and emergency department 
records.
Results: Approximately 81% of all cancer sites linked to 
a discharge record on one of the three OSHPD files. The 
aggregation of all cancer sites had the highest match yield 
when linked to the hospital discharge dataset, 71%. The largest 
problem identified were the number of admissions/encounters 
that linked to a single patient; inpatient discharge (1-69), 
ambulatory surgery (1-83) and emergency encounters (1-238). 
*Updated results from the 2011 linkage, including the total yield 
of tumor records for which comorbidity information was added, 
will be presented.
Conclusion: Discharge data has proven to be an incredibly 
useful source to complement comorbidity data in central 
cancer registries. However, states would benefit from a national 
standard when attempting to consolidate these data.

P-18  
 
VARIATIONS AMONG CANCER REGISTRIES IN ACCESSING 
PATIENTS FOR A DRUG SAFETY SURVEILLANCE STUDY 
K Midkiff,1 D Harris,1 A Gilsenan,1 G Powell1  
1RTI Health Solutions, Research Triangle Park, NC  
  
Background: The Osteosarcoma Surveillance Study, a 15-
year surveillance study monitoring for a potential safety signal 
of a possible association between teriparatide (an osteoporosis 
treatment) and osteosarcoma in humans, was initiated in 2003. 
Multiple state, SEER regional, and comprehensive cancer 
registries are actively participating in this study.
Objectives: To describe the variety of patient access pathways, 
i.e., permissions required before a researcher can contact a 
potential study participant identified by the participating cancer 
registries, and the impact of each pathway on study interview 
completion rates.
Methods: In this study, incident cases of adult osteosarcoma 
diagnosed January 1, 2003, or later are identified through US 
cancer registries. Prior to contacting an eligible patient or his or 
her proxy regarding participation in the study, RTI-HS adheres to 
the required patient access pathway applicable to each cancer 
registry. Patient access pathways include a mix of initial contact 
by the cancer registry or RTI-HS and active permission versus 
passive notification of physicians and/or patients.
Results: We will describe the various patient access pathways 
required by the participating cancer registries. We will also 
provide results regarding the percentage of cases identified with 
contact information (and therefore eligible for telephone interview) 
among total cases identified and the interview completion rate for 
each patient access pathway and registry.
Conclusions: Postmarketing drug safety surveillance for a 
rare outcome such as osteosarcoma requires the participation 
of multiple cancer registries to be effective. However, the 
heterogeneity in requirements to gain access to patients for 
studies requiring patient contact presents unique challenges to 
the success of these collaborations.
 
 














































