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• to form Slovenian IBD study group → SING

• to identify IBD centres in Slovenia

• to disseminate idea of IBD registry among Slovenian 
gastroenterologists

• to do the paperwork:  EC, GDPR

• to communicate with ECCO

• To help with contracts between individual IBD centre and ECCO/UR 
CARE

• To stimulate IBD centres to start UR CARE

• To maintain UR CARE on the long term

• To report on the epidemiology of IBD in Slovenia annually

• To enable pan-Slovenian research „Slovenian IBD cohort“ 

Action plan for UR CARE in Slovenia from 2019

3

IBD, inflammatory bowel disease

ECCO, the European Crohn's and Colitis Organisation

EC, ethics committees

GDPR, General Data Protection Regulation

UR-CARE, the United Registries for Clinical Assessment and Research 



• UMC Ljubljana – Division of Internal Medicine, Dept. Gastroenterology

• UMC Ljubljana – Division of Surgery, Dept. Abdominal surgery

• UMC Ljubljana – Division of Paediatrics, Dept. Gastroenterology, Hepatology and Nutrition 

• UMC Maribor – Division of Internal Medicine, Dept. Gastroenterology

• UMC Maribor – Division of Surgery, Dept. Abdominal surgery

• GH Celje

• GH Izola

• GH Jesenice

• GH Novo mesto

• GH “Dr. Franc Derganec“ Nova Gorica

• GH Trbovlje

• GH Slovenj Gradec

• Diagnostic Centre Bled

• Abakus Medico

• GH Rakičan, Murska Sobota

• Iatros Medical centre 

• GH Brežice

Identified 14 IBD centres in Slovenia
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IBD, inflammatory bowel disease

Dept., department

GH, general hospital 

Source of picture: Google maps
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8 active UR CARE centres in Slovenia / February 2025
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Feb 2026: 

5233 patients 

Source of picture: Google maps. Personal archive of the author.

YEAR 2023 2024 Feb-26

IBD centre/ 
Included patients (N) 

- total NEW last year
University Medical Centre of 
Ljubljana 2458 2774 3037 263 9,5 %

University Medical Center Maribor 552 639 740 101 15,8 %

Celje General Hospital 288 354 472 118 33,3 % 

Izola General Hospital 283 293 337 44 15,0 %

General Hospital Jesenice 110 137 152 15 10,9 %

Splosna bolnisnica Slovenj Gradec 140 190 235 45 23,7 %

Diagnosticni Center Bled 93 127 169 42 33,1 %
Splosna bolnisnica Dr Franca 
Derganca Nova Gorica 57 74 91 17 23,0 %

Total included in Slovenia 3759 4588 5233

GH - General hospital; UMC - University medical centre.

Figures adapted from: UR-CARE - the United Registries for Clinical Assessment and Research (Personal archive of the author).



Stockholm 2024



8



9



10



Some lessons learnt from the 

UR CARE Registry - Slovenia

Source: UR-CARE - the United Registries for Clinical Assessment and Research (Personal archive of the author).



Lesson 1: 

Drug access 
improves outcome

the author’s opinion



DRUG SURVIVAL IMPROVED AFTER REALEASE OF 
LIMITATIONS FOR 1ST LINE BIOLOGICAL

Začetek pred 2019 Začetek po 2019



Physicians had no limitation on choice of 1st line biological

Figures adapted from: Supovec et al. EJGH 2025



Lesson 2: 

No need for centralization of 
biologicals treatments

EJGH 2024. Tepeš et al.



Residency of IBD patients treated at UMC Ljubljana 
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≈ 40% of pts from another 
region in Slovenia

Figures adapted from: UR-CARE - the United Registries for Clinical Assessment and Research

UMC, University Medical Centre; IBD, Inflammatory bowel disease



University Medical 
Centre of Ljubljana

63%

University Medical 
Center Maribor

14%

Celje General 
Hospital

7%

Izola General 
Hospital

7%

General Hospital Jesenice
3%

Splosna bolnisnica 
Slovenj Gradec

3%

Diagnosticni Center Bled
2%

Splosna bolnisnica Dr 
Franca Derganca Nova 

Gorica
1%

Patient disposition across IBD centres in Slovenia

2/3 pts (still) treated 
at academic medical centres



Effect of travel distance to treatment site on health-related 
quality of life?

For patients with stone-related symptoms, 
they experience an estimated 

3% reduction in quality of life 
for every 100 km traveled.

Narang Can Urol Assoc J 2020
Image generated by ChatGPT 



Overall Academic 

centres

Nonacademi c 

centres

p value

Total number of patients with IB D* 2748 2319 (84.4%) 429 (15.6%) 0.656

CD** - N (%) 1405 (51.1%) 1191 (51.4%) 214 (49.9%)

UC*** - N (%) 1237 (45.0%) 1040 (44.8%) 197 (45.9%)

IBD-U**** - N (%) 95 (3.5%) 83 (3.6%) 12 (2.8%)

Crohn’s with isol ated il eum disease -

N (% of all CD)

326 (23.2%) 286 (24.0%) 40 (18.7%) 0.090

Crohn’s with ileocolonic disease -

N (% of all CD)
518 (36.9%) 431 (36.2%) 87 (40.7%) 0.212

Crohn’s perianal - N (% of all CD) 264 (18.8%) 229 (19.2%) 35 (16.4%) 0.322

Age at diagnosis CD -

years (mean± standard deviation)
33.1±16.9 32.3±16.8 37.5±17.4 <0.001

Age at diagnosis UC -

years (mean± standard deviation) 
36.6±16.8 36.4±17.0 37.7±15.9 0.292

Disease duration until biol ogic initiation 

(start of biologic al treatment from 2020-

2022 (mean± standard deviation) [months] 4.68±4.44
4.92±4.68 3.72±2.88

0.265

Disease duration until biol ogic initiation 

[m onths] 11.16±10.08 11.28±10.08
10.44±10.08

0.236

Extraintestinal m anifestations -

N (% of all IBD patients)
338 (12.3%) 279 (12.0%) 59 (17.9%) 0.277

Biological treatment patterns of IBD: academic vs. nonacademic centres

IBD – Inflammatory bowel disease.

Figures adapted from: EJGH 2024. Tepeš et al.



Lesson 3: 

Many patients still fail to reach 
complete disease control

Data on file from UR-CARE Slovenia (data export Dec 31st 2024) 
UR-CARE - the United Registries for Clinical Assessment and Research



Clinical symptoms in Ulcerative Colitis
- cross section of SLO IBD data from UR-CARE registry

Data on file from UR-CARE Slovenia (data export Dec 31st 2024) 
UR-CARE - the United Registries for Clinical Assessment and Research

SLO, Slovene; IBD, Inflammatory bowel disease



Clinical symptoms in Crohn’s disease
- cross section of SLO IBD data from UR-CARE registry

Data on file from UR-CARE Slovenia (data export Dec 31st 2024) 
UR-CARE - the United Registries for Clinical Assessment and Research

SLO, Slovene; IBD, Inflammatory bowel disease



Printed forms to facilitate data entry

23



Endoscopic activity
Ileocolonoscopy activity

1204, 50.7%

76, 3.2%

1086, 45.7%

11, 0.5%

Yes

Crohn’s disease

IBD unclassified

Ulcerative colitis

(blank)

434

20

203

7

556

35

489

1
0

100

200

300

400

500

600

Crohn’s disease IBD unclassified Ulcerative colitis (blank)

Active

(blank)

Inactive

Ileocolonoscopy performed

Count of Ileocolonoscopy performed
Date of 
examination II

Hospital before 2015 2015 2016 2017 2018 2019 2020 2021 2022 2023 2024 2025 Grand Total

Celje General Hospital 36 (69,2%) 9 (64,3%) 6 (40,0%) 17 (37,8%) 21 (30,0%) 23 (19,5%) 30 (14,1%) 27 (12,4%) 52 (27,8%) 52 (14,9%) 67 (10,1%) 16 (3,7%) 356 (15,0%)

Diagnosticni Center Bled 2 (3,8%) 2 (13,3%) 2 (4,4%) 4 (5,7%) 6 (5,1%) 12 (5,6%) 18 (8,3%) 40 (21,4%) 31 (8,9%) 38 (5,7%) 17 (3,9%) 172 (7,2%)

General Hospital Jesenice 1 (0,5%) 8 (3,7%) 5 (2,7%) 1 (0,3%) 1 (0,2%) 16 (0,7%)

Splosna bolnisnica Dr Franca 
Derganca Nova Gorica 1 (1,9%) 2 (4,4%) 3 (4,3%) 5 (2,3%) 4 (1,8%) 5 (2,7%) 4 (1,1%) 1 (0,2%) 25 (1,1%)

Splosna bolnisnica Slovenj Gradec 3 (5,8%) 2 (13,3%) 1 (2,2%) 3 (4,4%) 7 (5,9%) 12 (5,6%) 18 (8,3%) 36 (19,2%) 50 (14,3%) 24 (3,6%) 14 (3,2%) 170 (7,2%)

University Medical Center Maribor 8 (15,4% 4 (28,6%) 4 (8,9%) 4 (5,7%) 12 (10,2%) 10 (4,7%) 25 (11,5%) 35 (18,7%) 85 (24,3%) 117 (17,6%) 54 (12,5%) 358 (15,1%)

University Medical Centre of 
Ljubljana 2 (3,8%) 1 (7,1%) 5 (33,3%)( 19 (42,2%) 35 (50,0%) 70 (59,3%) 143 (67,1%) 117 (53,9%) 14 (7,5%) 127 (36,3%) 417 (62,7%) 330 (76,6%) 1280 (53,8%)

Grand Total 52 14 15 45 70 118 213 217 187 350 665 431 2377



Endoscopic endpoints in Crohn’s disease
- cross section of SLO IBD data from UR-CARE registry

Figures adapted from: Jagodic, Drobne et. al. J Gastroenterology 2023



Lesson 4: 

Patient demographics is 
changing

Data on file from UR-CARE Slovenia (data export Dec 31st 2024) 
UR-CARE - the United Registries for Clinical Assessment and Research



IBD population in Slovenia getting older 

Age at diagnosis:
35.7 years ±15.5

Current age:
50.0 years ±16.0

Data on file from UR-CARE Slovenia (data export Dec 31st 2024) 
Figures adapted from: UR-CARE - the United Registries for Clinical Assessment and Research

SLO, Slovene; IBD, Inflammatory bowel disease, CD, Crohn’s disease; UC, Ulcerative Colitis



Number of patients receiving advanced treatment with different classes of 
therapy for CD and UC at the end of 2025

741, 47.2%

495, 31.5%

13, 0.8%

236, 15.0%

2, 0.1%

82, 5.2%

CD patients

anti-TNF-a anti-IL-12/23 anti-IL-23 anti-integrin Others JAKs

vedo

JAK

287, 26.8%

184, 17.2%

80, 7.5%

395, 36.8%

126, 11.8%

UC patients

anti-TNF-a anti-IL-12/23 anti-IL-23 anti-integrin Others JAKs

Anti-TNF

uste

vedo

JAK

uste

Anti-TNF



the author’s opinion

Ne pride daleč, kdor 
gre kar naravnost.
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