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Preface 
 
The Committee on Data and Quality Management (DQMC) have expanded the Guidelines for 
Abstracting and Determining DCO Cases for PTCRs in Canada that was approved and distributed in 
2002.  Appendix C provides guidelines for determining like tumours when processing Death 
Certificate Notifications (DCNs).   
 
The intent is for each PTCR to incorporate these guidelines into the Death Clearance Process within 
their facility. Reference this amendment when performing a comparison between the Death 
Certificate Notification and the Registry database prior to following back with external facilities for 
clarification.   

 
The goal is to standardize the death clearance process while decreasing resources used for follow 
back when determining a new versus recurrent primary tumour. 
 
If a Death Certificate Notification (DCN) is reported with a cancer cause of death that is not found in 
the registry, the case should be followed back to determine if it meets the criteria for cancer 
registration.  Follow back is the process of actively searching for additional information on DCNs at 
the patient and disease level and updating the cancer database as a complete abstract when possible.  
Processing is required when the decedent was a resident of your province/territory at the time of 
death, and a reportable cancer is mentioned on the DCN but no record is found in the PTCR 
database.  
  
Guidelines 
 
Cancer registries have identified access to death information as a critical component for operating a 
high quality program.  There are two main reasons for acquiring this particular data, including: 
 
1. Determination of Death Status for Currently Enrolled Cases: Once a registry has enrolled a case 

of cancer the addition of death information can provide a more complete picture of how cancer 
has impacted this individual.  Death information on a specific case can remove it from active 
follow up routines and allow registries to perform more accurate and complete survival 
calculations. 

 
2. Case Completeness: To ensure a high level of case completeness a registry typically relies on a 

variety of methods to ascertain newly diagnosed cancers.  One common method is to complete a 
linkage to vital statistics information regarding cause(s) of death.  If an individual is reported 
with a cancer cause of death and is not found in the registry the case should be followed back to 
determine if it meets the criteria for cancer registration. 

 
Therefore it is important that PTCRs enter into agreements with Vital Statistics registrars to receive 
at a minimum all cases for which cancer is listed on any part of the medical certificate of death. In 
Canada death registration is subject to provincial mandates and includes the completion of a 
Statement of Death and/or a Medical Certificate of Death. Cancer registries receive death 
notifications in various formats i.e., hardcopy, electronically, or computer files and at varying 
intervals i.e., monthly, quarterly or annually.   
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The ideal is to receive notification of all deaths including all causes of death occurring within the 
province, enabling the registry to perform a comprehensive death clearance.   When linked with the 
registry database this information will result in both matched and non-matched cancer incidence.  A 
death certificate with a reportable tumour listed that does not link to other records in the cancer 
registry is called a Death Certificate Notification (DCN) and requires further investigation.  DCNs 
include cases in which the underlying cause of death is cancer as well as cases in which cancer is 
simply mentioned on the death certificate.  When additional information is obtained the case should 
be registered with that year’s incidence data.  If additional information cannot be obtained, the case is 
a true Death Certificate Only (DCO) and can be reported as such to the Canadian Cancer Registry 
(CCR).  
 
Death certificate information is a critical component in the registry certification process operated by 
the North American Association of Central Cancer Registries (NAACCR).  To be eligible for 
NAACCR certification a PTCR must participate in the NAACCR Call for Data.  The data criteria 
reviewed during this process include: Completeness, passing EDITS, DCO, Interval for Criteria, 
Timeliness, Duplicate Reports and Missing Data Fields in Sex, Age, County and Race.  The DCO 
certification requirement is less than 5% silver and less than 3% gold. 

The CCR and NAACCR accepted formula for calculating the DCO rate is: 

            # of true DCOs for the year                     

               total # of cancer cases for the year             ✕ 100= DCO rate 

 
Differences exist in the denominator as CCR does not include in situ bladder cancers and NAACCR does.  
Where cancer cases = all unduplicated invasive cancers + in situ bladder cancers within the diagnosis year 
for state (provincial) residents.  These include all cases identified and abstracted from the death clearance 
project and all true DCOs.  This information is included in the NAACCR Call for Data. 
(Source:  NAACCR Series II: Calculating the DCO Rate) 
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1. Definitions 
 
Cause of death 
The causes of death to be entered on the medical certificate of cause of death are all those 
diseases; morbid conditions or injuries which either resulted in or contributed to death and the 
circumstances of the accident or violence which produced any such injuries. 
(Source: World Health Assembly, Article 23 of the Constitution of the World Health Organization.  ICD-9 pg. 763) 

 
Death Certificate Notification (DCN) 
Death certificate notification is a cancer death identified from any source including a Vital 
Statistics Death Registration that could not be linked (electronically or manually) to an existing 
cancer record.  

 
Death Certificate Only (DCO) 
“Death certificate only” means that the only source of information about the case was a death 
certificate.  This category includes deaths where either the Underlying Cause of Death is cancer, 
or there is any mention of cancer on the death certificate. 
(Source:  CCR – Report No. 3.2.2. – Input Data Dictionary, page 79.  Revised on: 17/06/94.) 

 
As of January 1, 2000 mortality information in Canada was captured by Vital Statistics using the 
ICD-10 classification system. 

 
Follow Back (FB) 
Follow back is the process of actively searching for additional information on DCNs at the 
patient and disease level and updating the cancer database as a complete abstract when possible. 
If additional information cannot be found the case is a true DCO. 

 
Underlying cause of death 
The underlying cause of death is (a) the disease or injury which initiated the train of events 
leading directly to death, or (b) the circumstances of the accident or violence which produced the 
fatal injury. 
(Source: World Health Assembly, Article 23 of the Constitution of the World Health Organization.  ICD-9 pg. 763) 

 
2. Process 

The process for determining a DCO case will vary and should be modified to meet the 
requirements of the individual PTCRs.   PTCRs should match DCNs to their database; those 
cancer deaths that do not match require further investigation. Processing is required when the 
decedent was a resident of your province at the time of death, and a reportable cancer is 
mentioned on the DCN and no record is found in the PTCR database.  No further processing is 
required when the only tumour mentioned on the DCN is a non-reportable tumour, the decedent 
was a non-resident of your province (forward to province of ownership if agreements are in 
place) or when a non-cancer death is identified. 

 
The underlying cause of death field is intended to capture a patient’s official cause of death.  As 
this variable is important for record linkage purposes and has legal implications, the death 
information coded and provided to cancer registries from provincial and territorial Vital Statistics 
offices should not be altered even when cancer registries have more complete or detailed 
diagnostic information.  The only PTCR reported data that may be changed on the CCR patient 
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record because of a confirmation of death are: Date of Death, Province/Country of Death and 
Death Registration Number. 
(Source, CCR – Report No. 3.2.1 – Coding and Reporting Guidelines – December 18, 1995) 

A. DCN Match to Provincial/Territorial cancer registry database.  (Example: positive match on four 
variables i.e., HIN, Surname, Sex and DOB).   
� Determine same primary versus new primary.  
� Identify discrepancies between cancer on certificate of death and registry diagnosis codes.  

Update missing or incomplete fields. 
 

An inconclusive Match shows some discrepancies between identifiers in the incidence and death 
data but the records may belong to the same person.  (Example: positive or close match on the 
four variables i.e., HIN positive match, mismatch with surname, sex or DOB. 

� Visual verification to determine if it’s “close enough” to be judged a match or non-match. 
� FB to make a valid determination. 

 
Followback (FB) for new primaries or abstract for additional DCO primaries.  Edit and review 
cases in registry database not microscopically confirmed.   

 
B. DCN cancer death, Non-match to Provincial/Territorial cancer registry database. 

Nonmatched cancer deaths are cleared in a variety of ways, depending on the PTCR’s ability to 
staff a DCO clearance program.  Each non-match cancer death must be manually reviewed for 
reportability and to ascertain where to follow back. Followback sources include facility (chronic 
care, hospital/nursing home), coroner and attending physician where the death occurred. 

 
Based upon the information received from follow back, the case may be abstracted as a DCO.  

� Follow Back is recommended by form letter to the institution (Appendix A) where the 
patient expired and secondly to the informant (Appendix B) who signed the death certificate 
to obtain additional information. 

� Cases that are identified after followback should be added to the appropriate diagnosis year 
as actual incident records (not DCOs). 

� Cases where no additional information is obtained should be reported to the CCR as a DCO.  
 
C. Standard conventions for abstracting DCO cases: 

1. If FB is not returned from facility/physician, the information from the DCN may be used and 
the case considered a DCO. 

2. If a date of diagnosis or an approximate date cannot be established, the case is a DCO and the 
date of death is used as the date of diagnosis. 

3. Follow standard coding conventions for site/histology. 
4. There may be more than one primary noted on the Death Certificate.  More than one DCO 

abstract may be required. 
5. Code the histology from the Death Certificate, i.e., squamous cell carcinoma, 

adenocarcinoma, etc., if available.  If “carcinoma” is recorded, code as 8010/3.  If “cancer” is 
recorded, code as 8000/3. 

6. Code the Primary Site recorded on the Death Certificate, i.e., lung, prostate, breast. 
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7. Melanoma, unknown primary site code to Malignant melanoma of skin, site unspecified 
(ICD-9 172.9, ICD-10 C43.9). 

8. Lymphoma, unknown primary site code to Lymph Nodes, NOS (ICD-9 202.8, ICD-10 
C85.9). 

9. Leukemia is always coded to Bone Marrow (1CD-9 208.9, ICD-10 C95.9). 
10. Watch for primary sites where metastases are common (Lung, Liver, Brain and Bone). 
11. The death certificate may state “metastatic liver cancer” or “metastatic bone cancer”.  If it is 

unclear if the site recorded is the primary or a metastatic site, code to Unknown Primary Site 
(ICD-9 199.0, ICD-10 C80.9). 

12. Stage is always “unknown”. 
13. Diagnostic confirmation is always “unknown”. 
14. No treatment is recorded, even if noted on the DCN. 
15. Include DCO cases in edits.   
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Appendix A 

 
 

(Cover letter to Institution) 
PTCR 
 
 
Inside address 
 
 
 
To Whom It May Concern: 
 
 The Registry Name is presently completing the Death Certificate Only (DCO) follow back process for 
year/s.  DCO means that the only source of information about the case was a death certificate.  The death 
certificate identified the decedent as having expired in your facility however the cancer registry has no prior 
information on this case through its routine data collection.  Data collection is legislated by act/privacy act.  
Enclosed you will find a Registry Form letter for completion, it is important that we collect the initial date and 
address at time of diagnosis.  If, your records do not identify this patient as having cancer please indicate and 
we will adjust our records accordingly. 
 
 By completing the enclosed Registry Form letter we can finalize the information on this patient.  
Complete information permits the calculation of survival rates on patients diagnosed with cancer, facilitates 
epidemiological studies and improves the completeness and quality of reported death and other demographic 
information.  Your continued support in improving the quality of data allows us to participate in provincial and 
national studies and to provide accurate statistics on an ongoing basis to our stakeholders. 
 
 If there are any questions or concerns, please do not hesitate to contact me, contact name at facility 
name and phone number. 
 
Sincerely yours, 
 
Signature 
 
 
 
 
Enclosure 
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Appendix B 
 

(Cover letter to Informant) 
 
 
 
PTCR 
 
 
Inside address 
 
 
 
Dear Insert name here, 
 
 The Registry Name is presently completing the Death Certificate Only (DCO) follow back process for 
year/s.  DCO means that the only source of information about the case was a death certificate. The death 
certificate stated the decedent had cancer, however the cancer registry has no prior information on this case 
through its routine data collection.  Data collection is legislated by act/privacy act.  The death certificate 
identifies you as the last attending physician at time of death for patient name.  Enclosed you will find a 
Registry Form letter for completion, it is important that we collect the initial date and address at time of 
diagnosis. If, your records do not identify this patient as having cancer please indicate and we will adjust our 
records accordingly. 
 
 By completing the enclosed Registry Form letter we can finalize the information on this patient.  
Complete information permits the calculation of survival rates on patients diagnosed with cancer, facilitates 
epidemiological studies and improves the completeness and quality of reported death and other demographic 
information.  Your continued support in improving the quality of data allows us to participate in provincial and 
national studies and to provide accurate statistics on an ongoing basis to our stakeholders. 
 
 If there are any questions or concerns, please do not hesitate to contact me, contact name at facility 
name and phone number. 
 
Sincerely yours, 
 
Signature 
 
 
 
  
 
Enclosure 
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