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ABSTRACT
• Background: In June 2009 the Death Clearance Issues Workgroup, as part of the NAACCR Registry Operations 
 Committee was charged by the NAACCR Board to assess the impact of the changes resulting from a soon-to-be 
 released “July 2009 Death Clearance Manual.” At that time, the Board requested that implementation of the 
 minimum requirements document would occur for 2010 deaths, as part of the 2012 Call for Data, and that an 
 assessment would assist in addressing concerns expressed by some of the membership over the additional 
 requirements.
 
• Purpose: Subsequently, the Death Clearance Evaluation sub-group formed, to 1) identify which of the changes in 
 the death clearance minimum requirements were in most need of evaluation, and 2) determine the methods 
 used to evaluate them. The Death Clearance Issues Workgroup provided an initial table of questions and 
 concerns for consideration gathered from comments by workgroup and other NAACCR membership, both 
 anecdotally, as well as through a March 2010 “Q&A Session for Death Clearance Webinar.” 

• Methods/Approach: After receiving additional feedback from the NAACCR Registry Operations Committee, 
 NAACCR Board, and the North Carolina Registry who completed the evaluation as a pilot, the request to complete 
 the NAACCR Death Clearance Evaluation was sent March 2011, with a due date of no later than the end of 
 September 2011. Due to a lack of response, the evaluation deadline was extended to December 2011, and 
 eventually April 2012.  

• Results: This poster provides an overview of survey responses from 19 NAACCR population-based cancer 
 registries. The participating registries included (1) Alaska, (2) Detroit, (3) Florida, (4) Greater Atlanta, (5) Greater 
 Bay, (6) Idaho, (7) Kentucky, (8) Louisiana, (9) Massachusetts, (10) Montana, (11) North Carolina, (12) New 
 Hampshire, (13) New Mexico, (14) New York, (15) Ohio, (16) Pennsylvania, (17) Utah, (18) Nebraska  and  (19) 
 Texas.
 
• Conclusions: The 19 NAACCR registry responses provided helpful insight into current challenges, progress, and 
 future direction for the Death Clearance Process.

BACKGROUND
• In June 2009 the Death Clearance Issues Workgroup, as part of the NAACCR Registry Operations Committee was 
 charged by the NAACCR Board to assess the impact of the changes resulting from a soon-to-be released “July 2009 
 Death Clearance Manual.” At that time, the Board requested that implementation of the minimum requirements 
 document would occur for 2010 deaths, as part of the 2012 Call for Data, and that an assessment would assist in 
 addressing concerns expressed by some of the membership over the additional requirements.
 
• Subsequently, the Death Clearance Evaluation sub-group formed, to 1) identify which of the changes in the death 
 clearance minimum requirements were in most need of evaluation, and 2) determine the methods used to 
 evaluate them. Members included Melanie Williams (Lead, Texas Cancer Registry), Robin Otto (Pennsylvania 
 Cancer Registry), Colleen Sherman (New York State Cancer Registry), Bruce Riddle (New Hampshire Cancer Registry), 
 Karen Knight (North Carolina Cancer Registry), Lois Dickie (SEER, NCI), and Jean Ewing (National Program of 
 Cancer Registries, CDC).

METHODS
The Death Clearance Issues Workgroup provided an initial table of questions and concerns for consideration 
gathered from comments by workgroup and other NAACCR membership, both anecdotally, as well as through a 
March 2010 “Q&A Session for Death Clearance Webinar.” These issues included questions related to:

• the ability for all states and provinces to equally access mortality data,
• the accuracy of mortality data, 
• using underlying and multiple cause of death,
• non-reportable conditions,
• deciphering ambiguous terminology, 
• determining multiple primaries, 
• various follow-back sources, 
• sufficient information to take a death certificate only (DCO) out of DCO status, 
• estimating dates of diagnosis, 
• how to handle DCOs when follow-back was not conducted, and 
• assessing the cost-benefit for adding requirements to the DCO process.

After receiving additional feedback from the NAACCR Registry Operations Committee, NAACCR Board, and the North 
Carolina Registry who completed the evaluation as a pilot, the request to complete the NAACCR Death Clearance 
Evaluation was sent March 2011, with a due date of no later than the end of September 2011. Due to a lack of response
after multiple requests and reminders, the evaluation deadline was extended to December 2011, and eventually April 2012.

SURVEY
The survey instrument was in 3 parts embedded in a Microsoft Excel Spreadsheet. The first worksheet or tab 
provided instructions. The second tab provided a worksheet to capture 2009 death clearance activities. The third 
tab asked about 18 questions about the process. Not all respondents responded to all parts of the survey.
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• Twelve of the 19 respondents (63%) responded to the quantitative portion of the evaluation completely enough 
 for inclusion. Total numbers of deaths ranged from 3,608–169,857. The percent of resident deaths occurring in 
 the registry catchment area ranged from 93–99%.
 
• Patient-level cancer death and incident file linkages resulted in a range of 85–3,868 non-matches (potential death 
 certificates for follow-back), representing 7–16% of all cancer deaths for the registry. Only 8 of the 12 respondents 
 (67%) reported conducting tumor-level linkages, resulting in an additional 59–2,493 potential death certificate only 
 cases for review and follow-up, or an additional 15–81% of the total cancer deaths added to the registry death 
 clearance process work-load (median = 20%).

• Of the cancer deaths that did not match with a registry incident cases (patient or tumor level linkage), 288–3,090 
 cancer deaths occurred in a non-hospital setting representing 61–80% of all potential death certificate only cases 
 for review and follow-back. Eight of the twelve registries also reported cancer deaths for their residents occurring 
 outside of their catchment area, ranging from 21–1,359 deaths, or 2–35% of all of their potential death certificate 
 only cases.  
 
• Follow-back was not attempted on all potential death certificate only cases for nine (75%) of the twelve 
 responding registries, with six of the registries indicating this was due to the death occurring outside of the 
 catchment area (50% of the total respondents), three indicating because the death certificate was signed by a 
 non-physician/coroner (25% of the total respondents), and four due to the death occurring in a non-hospital 
 setting (33% of the total respondents). The total number of death certificates that were not followed back on 
 ranged from 0–2,259, or 0–68% of the total number of potential death certificate only cases. 
 
• Overall, death clearance activities resulted in 39–1,931 new incident cases, or .5–6.4% missed cases in the 
 incidence file for the respondents. For registries conducting patient-level only matches and follow-back, 235–
 1,931 new incident cases were added, representing .5–2.7% missed cases in their overall incidence file, compared 
 to adding 39–1,414 new incident cases, or 1.2–6.4% missed cases for those conducting tumor-level death 
 clearance activities.

• 18 of the 19 respondents (95%) completed the qualitative portion of the survey, where questions were provided 
 about minimum requirements for death clearance, and registries’ abilities to follow these requirements as 
 referenced in the “2009 Death Clearance Manual.” 

• There is a wide range in access to death certificates. A few registries (4 responses) only receive paper copies of 
 the death certificates, while others (12 responses) have access to an electronic file in some form. One registry 
 receives PDFs of death certificates that they many print. A few registries must pay the vital records agency for 
 copies of death certificates. Some registries only have access to statistical files. 

• The 2009 Manual required all causes of death and all contributing causes of death.  All respondents reported 
 they used multiple causes of death, some with caveats. Registries reported wide variation in practice for 
 reviewing, often limited by the access they receive to the information. They also reported large variation in 
 increased work/case load and yield of missed cases from the activity. One registry questioned the accuracy of the 
 multiple cause of death information.

• For patient versus tumor-level linkage and death clearance, again, wide variation was reported. The majority of 
 respondents (66%) do some comparison between primary site and cause of death. Many registries rely on 
 electronic software systems or programs (e.g., SAS), along with manual review. Some registries report very small 
 returns, and yet others report larger returns for the efforts. One registry stated that they did not have the staffing 
 or programs needed to conduct the activity.

• Registries reported varying willingness and reasons for adding or not adding a death certificate only case to their 
 registry incident file.

RESULTS
• Of the 76 NAACCR population-based cancer registries, 19 (25%) responded to the survey. The participating 
 registries included (1) Alaska, (2) Detroit, (3) Florida, (4) Greater Atlanta, (5) Greater Bay, (6) Idaho, (7) Kentucky, 
 (8) Louisiana, (9) Massachusetts, (10) Montana, (11) North Carolina, (12) New Hampshire, (13) New Mexico, (14) 
 New York, (15) Ohio, (16) Pennsylvania, (17) Utah, (18) Nebraska  and  (19) Texas. 
 
• Of these respondents, there were no Canadians, and 7 of the 19 (37%) were SEER Registries. Only 7 of the 19 
 respondent registries (37%) were able to complete the evaluation with the experience of conducting death 
 clearance using the “2009 Death Clearance Manual.” The Death Clearance Evaluation sub-group found that many 
 registries were unable or unwilling to adopt all of the additional death clearance requirements until it was 
 absolutely necessary, given limited resources and the feeling of limited return in case completeness for the effort.

• The NAACCR Death Clearance Evaluation Summary, consisted of three parts: 1) row by row instructions on 
 how to complete the survey, 2) a quantitative section designed to assess a general picture of the number and 
 characteristics of cancer and other deaths for the registries, the number and types of deaths requiring review 
 and follow-back, ability to follow-back, results, and staff resources, and 3) qualitative questions about minimal 
 requirements for death clearance, and registries’ abilities to follow these requirements as referenced in the “2009 
 Death Clearance Manual.” 
 
• With less than a quarter of the NAACCR member registries responding, and only 7 registries providing feedback 
 with the experience of actually applying the “2009 Death Clearance Manual,” it was determined that insufficient 
 response and information was provided to conduct the “2009 Death Clearance Manual” evaluation that was 
 originally planned. However, helpful information was still provided from the 19 death clearance evaluation 
 respondents, and a brief summary of these results is provided.

CONCLUSIONS
• Many cancer registries have systems in place that can consistently manage and process death information and 
 collect meaningful counts.
 
• Despite the low survey response rate, it was clear that wide variation remains across registries in performing 
 Death Clearance. Although clearer guidance is provided in the “2009 Death Clearance Manual,” registries are still 
 not following these procedures consistently, primarily due to the following challenges:

• Access and formats of information from the death certificate vary across registry catchment areas. 
   
• Certain registries cannot obtain death certificate information on any of their residents who die out of state, 
 or when out-of-state residents die in state. Some registries also have a large proportion of their resident 
 deaths occurring out-of-state.  

 • Follow back rates from physicians and others necessary for clearing a death certificate varies widely. Due to 
 low response rates and limited resources, some registries have stopped following-back for certain deaths 
 occurring outside of a licensed health care facility.

 • Disagreement remains on the definitions of DCO cases, when they should be added to the incidence file, 
 and whether or not the resources required for Death Clearance are justified. 

 • Revised recommendations are needed and almost completed by the Death Clearance Workgroup to delineate the 
 lowest common denominator for Death Clearance processes that all cancer registries can consistently follow. Death 
 clearance is a vital component of cancer surveillance and the community needs to arrive at a consensus on standards.
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