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Inflammatory bowel disease (IBD) 
disease location is important in IBD 
management but is not directly re-
corded in the national Danish health 
registers. Assessing location from 
ICD-10 codes has showed inconsist-
ent results.

Aim
To capture disease location from pa-
thology codes in the Danish Patholo-
gy Registry (DPR) and validate it using 
a regional clinically validated cohort 
as the gold standard.

Methods
• Identified all patients with incident 

IBD in The North Denmark IBD Co-
hort (NorDIBD) 2000 to 2020. 

• Prerequisite analysis: Compared 
diagnosis date recorded in the 
Danish National Patient Registry 
(NPR) to diagnosis date recorded 
in the NorDIBD. 

• Inferred disease location from re-
corded pathology codes in the 
DPR and compared to Montreal 
disease location recorded in the 
NorDIBD.

Results
• Date of IBD diagnosis in the NPR 

shows high validity. 
• IBD location was inferred via pa-

thology codes for approximately 
60% of patients with IBD. 

• High validity in capturing colon-
ic disease (L2) in CD and proctitis 
(E1) in UC via pathology codes.

Validating IBD disease location
in the Danish Pathology Registry
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Abbreviations
DPR: Danish Pathology Registry
NorDIBD: North Denmark IBD Cohort 
NPR: Danish National Patient Registry

Montreal classification DPR,
n (%)

NorDIBD,
n (%) Sensitivity Specificity PPV NPV

Crohn’s disease

Ileal disease (L1) 87 (13) 90 (14) 0.78 (0.70, 0.88) 0.97 (0.94, 1.00) 0.80 (0.72, 0.88) 0.97 (0.94, 1.00)

Colonic disease (L2) 423 (64) 375 (57) 0.94 (0.92, 0.96) 0.75 (0.71, 0.79) 0.83 (0.80, 0.86) 0.90 (0.87, 0.93)

Ileocolonic disease (L3) 152 (23) 197 (30) 0.59 (0.53, 0.65) 0.92 (0.89, 0.95) 0.77 (0.72, 0.82) 0.84 (0.79, 0.89)

Upper disease (modifier) (L4) 8 (1.2) 76 (11) 0.11 (0.04, 0.18) 1.00 (1.00, 1.00) 1.00 (1.00, 1.00) 0.90 (0.83, 0.97)

Ulcerative colitis

Ulcerative proctitis (E1) 770 (65) 692 (58) 0.94 (0.92-0.96) 0.76 (0.73-0.79) 0.85 (0.83-0.87) 0.91 (0.89-0.93)

Left-sided ulcerative colitis (E2) 163 (14) 276 (23) 0.43 (0.67-0.77) 0.95 (0.93-0.97) 0.72 (0.67-0.77) 0.85 (0.81-0.89)

Extensive ulcerative colitis (E3) 256 (22) 221 (19) 0.76 (0.71-0.81) 0.91 (0.88-0.94) 0.65 (0.60-0.70) 0.94 (0.91-0.97)

Conclusion
To some extent, pathology 
codes can be used to estimate 
disease location in future epide-
miological studies in the field of 
inflammatory bowel disease.


