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DENMARK: THE RIGHT CONSTELLATION

 Universal tax-funded, income-independent healthcare

 Extensive long-term record-keeping 

 Individual-level linkage, including primary data 
collection

 Lifetime follow-up
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Danish 

Medical Birth

Registry 

(since 1973)

Danish National 
Prescription
Database 

Key variables
CPR NUMBER
Date of dispensation
Active substance
Amount dispensed
Route of administration
Defined daily dose

(Since 1995)
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The 14-day risk of transfusion was 3.5% among users of aspirin versus 
1.1% among non-users (adjusted OR of 1.9 (95% CI: 1.4-2.7)
This difference was not explained by age stage and comorbidity level
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Postdiagnosis statin use was associated with 
adjusted HRs of 
0.83 (95% CI, 0.77 to 0.89) for prostate cancer mortality and 
0.81 (95% CI, 0.76 to 0.85) for all-cause mortality.
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Danish 

Medical Birth

Registry 

(since 1973)

Danish National 
Pathology Registry

Key variables
CPR NUMBER
Dates of request, reception & sign out
Specimen type
Procedures performed
Diagnoses as SNOMED codes
Conclusion/free text diagnoses

(Since 1995)
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Danish 

Medical Birth

Registry 

(since 1973)

Danish National 
Pathology Registry

Key variables
CPR NUMBER
Dates of request, reception & sign out
Specimen type
Procedures performed
Diagnoses as SNOMED codes
Conclusion/free text diagnoses

(Since 1995)
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THE NATIONAL PATHOLOGY REGISTRY

 Among 40,526 patients with prostate cancer (1989-2011)

• 34,660 (86%) had adenocarcinoma

• 5,866 had nonadenocarcinomas, unspecified histology, or no histology 
verification 

• 16% had unknown gleason score

 Among RCC patients who underwent nephrectomy or partial nephrectomy
in 2016-17

• 88% had a leibovich score coded

• 96% had tumor size coded (versus 39% in 2010)
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THE NATIONAL PATHOLOGY REGISTRY

 Among 40,526 patients with prostate cancer (1989-2011)

• 34,660 (86%) had adenocarcinoma

• 5,866 had nonadenocarcinomas, unspecified histology, or no histology 
verification 

• 16% had unknown gleason score

 Among RCC patients who underwent nephrectomy or partial nephrectomy
in 2016-17

• 88% had a leibovich score coded

• 96% had tumor size coded (versus 39% in 2010)
Consult a pathologist when working with this registry
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PARAFFIN BLOCK ARCHIVE, INSTITUTE OF PATHOLOGY 
AARHUS UNIVERSITY HOSPITAL

Part of Denmark’s largest biobank!
Routine diagnostic specimens from ~ 1960
Stored indefinitely
Millions of paraffin blocks

”A treasure chest for researchers”
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Danish 

Medical Birth

Registry 

(since 1973)

The clinical 
laboratory 

information system 
(LABKA)

Key variables
CPR NUMBER
Results of all analyzed blood samples 
from patients at hospital departments 
and medical practices
Standard classification (NPU codes)
Date of blood sample analysis

(Since  mid 1990)
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Bone metastasis-free survival (BMFS) among men in a castration-resistant prostate cancer (CRPC) cohort stratified by PSA 
doubling time at CRPC index date.

Long PSA-doubling time

Short PSA-doubling
time

PSA=prostate specific antigen

Cancer Epidemiol 2015
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VALIDITY OF DIAGNOSIS CODES OF 
BONE METASTASES AND SRE’S

 Bone metastases:  

• Sensitivity: 44%

• Specifcity:100%

• Positive predictive value: 100%

Any SRE:

• Sensitivity: 55%

• Specifcity: 94%

• Positive predictive value: 80%
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RESULTS

Positive predictive values for bone metastases between 3% and 11%
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MULTIPLE MYELOMA DATA

 Among 850 multiple myeloma patients who received Bortezomib based
treatment in 2010-2015 according to the clinical database 

• 76 % had a bortezumid treatment coded in DNPR

• 38 %  had at least 1 code stating complex cytostatic treatment

� it is difficult to identify treatment and particularly treatment lines
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THANK YOU!
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