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Patients with rheumatic diseases evaluate 
their disease activity differently from 

physicians 

– results from a large quality registry

Bente Glintborg, overlæge Dr. Med. Ph.d. 
COPECARE, Rigshospitalet, Glostrup

Dansk Reumatologisk Kvalitetsdatabase

Sundhedsvæsenets kvalitetskonference, Oktober 2026



Hvordan ser gigtsygdom ud?



Hvordan behandler vi?

Tidlig, aggressiv behandling
Treat-to-target

• Immunhæmmende lægemidler (DMARDs), prednisolon

• Strategi
• Inflammatorisk kontrol
• Forebygge kroniske skader (led, ryg)
• Forbedre langtidsprognose



Hvad er 
behandlingsmålet?

Ingen inflammation 

Ingen smerter

Ingen bivirkninger



PRO – patient rapporterede outcomes

• En essentiel del af patientbehandlingen



>25 år
100.000 patienter
>1.3 million kontakter





Formål

Hos patienter med leddegigt (rheumatoid artrit), psoriasis gigt og
rygsøjlegigt (axial spondylartrit), som starter deres første biologiske
lægemiddel (b/tsDMARD):
At undersøge uoverensstemmelse (diskordans) mellem patient 
global og læge global 
• Hvor hyppigt er det? 
• Hvilke kliniske faktorer er associeret med diskordans



DRK

DRK: Dansk Reumatologisk Kvalitetsdatabase





Metode

• Sammenligning af diskordante og konkordante patienter: Pearson 
chi2 test og Mann-Whitney U test

• Faktorer associeret med diskordans: multivariable logistiske
regressions analyser (odds ratio)

• Stratifieret efter diagnose (leddegigt, psoriasisgigt, rygsøjlegigt)



Resultater



Diskordans, patient karakteristika og sygdomsaktivitet



Resultater



Fortolkning og betydning

• Klinisk relevant uoverenstemmelse er hyppig
(>50% af ptt)

• Patienten scorer oftere højere end lægen
• Associeret med høj smerte, høj fatigue, lav funktion
• Associeret med lav inflammation



Fortolkning og betydning

• Udfordring for kliniske beslutninger
• Patienter og læge opfatter sygdom forskelligt
• Potentiel overbehandling?

• Patienten og patientopfattelse skal inddrages
• To perspektiver – en fælles sandhed
• Kliniske kvalitetsdata har stor betydning



Tak for opmærksomheden

Bente Glintborg
Post. Doc. Kasper Yde Jensen

Professor Merete Hetland

bente.glintborg.01@regionh.dk
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Find det rigtige logo via Valgruden

Sådan åbner du Valgruden i programmet
1. Gå til fanen Hjem
2. Klik på Arranger.
3. Vælg Valgrude.

Sådan åbner du Valgruden i web-versionen
1. Gå til fanen Gennemse
2. Klik på Kontroller tilgængelighed.
3. Vælg Valgrude.

Valgruden åbner nu i højre side af skærmen.
I Valgruden kan du se en liste over alle 
elementer på slidet.

• Region Midtjyllands logo er synlig ved 
opstart, marker øjet så øjet slukkes.

• Find det navngivne logo, som du skal bruge. 
Klik på øjet ud for logoet, så det bliver 
synlig.

HUSK at udfylde sted og afdeling, for så lever 
præsentationen op til kravet om 
tilgængelighed.

Slet denne boks, når du er færdig.

Støttet af: KUF Rehabilitering - Multipraksis fonden, MPU - Region Midtjyllands Sundhedsvidenskabelige Forskningsfond - Rosa og Asta Jensens fond

 

Evidens, mål og 
mennesker.
Når sekundær forebyggelse af hjerte-kar-sygdom skal 
fungere i den virkelige verden
Et interview studie i Almen Praksis 

 

Sundhedsvæsenets Kvalitetskonference 2026 
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Hvorfor er det svært at opnå 
behandlingsmålene med patienterne?

Sundhedsvæsenets Kvalitetskonference 2026 



6 Praktiserende læger  Semistrukturerede interviews.
 6 Konsultationssygeplejersker  Induktiv indholdsanalyse 

Interviewstudie i Almen praksis 

 At undersøge praktiserende lægers og konsultationssygeplejerskers perspektiver   
på implementeringen af retningslinjer for sekundær forebyggelse af åreforkalkning  
i almen praksis.

Sundhedsvæsenets Kvalitetskonference 2026 



Analyse proces 

Sundhedsvæsenets Kvalitetskonference 2026 
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6 Praktiserende læger  Semistrukturerede interviews.
 6 Konsultationssygeplejersker  Induktiv indholdsanalyse 

 At undersøge praktiserende lægers og konsultationssygeplejerskers perspektiver   
på implementeringen af retningslinjer for sekundær forebyggelse af åreforkalkning  
i almen praksis.

At navigere i 
udfordringerne 

ved at opnå 
behandlingsmål

 i en 
personcentreret 

praksis

Usynlig 
professionalisme: Når 
klinisk dømmekraft går 

tabt i oversættelsen

At navigere 
mellem faglig 
integritet og 

klinisk virkelighed

Behandlings-
alliance er 

afgørende for 
patientens 

engagement i 
sekundær 

forebyggelse

Forebyggelse af åreforkalkning blandt praktiserende læger og konsultations-sygeplejersker 
var kendetegnet ved en personcentreret tilgang, hvor retningslinjeanbefalinger blev 
integreret gennem behandlingsalliancen og fælles beslutningstagning.
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Billede: https://jyllands-posten.dk/debat/kronik/ECE10877369/vi-oensker-at-bygge-bro-og-sikre-sammenhaeng-for-patienten/

Sundhedsvæsenets Kvalitetskonference 2026 
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The use of Diabetes Technology, Glucose Sensors and Automated Insulin 
Delivery, lead to Significant Improvements in Self-Management, 

Glycaemic Worries and Burden of Diabetes in Persons with Diabetes. 
- First Clinical Report from the DiaProfil PROMS Research Group

Nikontovic A, Gustenhoff P, Nørgaard LM, 
Troelsen LH, Pietraszek A, Larsen HR, 

Ejskjaer N

Steno Diabetes Center North Denmark 
Department of Endocrinology                  

Department of Clinical Medicine                      
Aalborg University Hospital, Denmark

Kvalitetskonference 28-29 Oktober 2026

NATIONAL DANISH HEALTH DATA BOARDDANISH REGIONS



Disclosures 1 October 2026

No industry renumerations 52 months

Off-label prescriptions for severe 

symptomatic diabetes complications

No AI in this presentation



Overall Background



• Quality perceived as the quality of the 
specialty - clinicians perspectives

• Focus on production

• Encourages increased production

Production Focus Value-based Focus

• Quality perceived as patients ”pathways 
and health” - patient perspectives

• Focus on outcomes

• Encourages value creation

2016 National Danish Strategy for
Value-based Healthcare Innovation VBHC-i

2016 Danish Government and Regions



DiaProfil project
”Value for adults with diabetes?”

Grant 1.0 mio Euro from North Denmark Region

National ”PROMS-questionnaire + ”one-click IT”

Identifies unmet needs + suggests actions

Connects patients, GP, municipalities and hospitals 

Uploads to Clinics , BI-RN, DiDD, SundK, SundhedDK

Implemented all 4 hospitals and 3/11 municipalities RN

Response rate +70% over 5 years

Accepted all 98 municipalities, a few GP’s



PROMS FROM HOME TO CLINIC - DASHBOARD

Person with diabetes answers 

questionnaire at home on 

smartphone, Ipad, pc (5-12 

minutes)

The Dashboard provides a 

360 overview of problems 

and referral options

Dashboard shows problem 

areas and solutions 

(all data registered nationally)

LINK VIDEO:  www.DIAPROFIL.dk



92 questions in 9 domains

• 20 non-variable

• 72 variable (green – yellow – red) 

Deadline 7 days to report results to patient

Regular use in 

• Clinical practice

• BI - CEO levels



Domains
1. Health and life situation

2. Mental well-being

3. Symptom distress

4. Daily life with diabetes

5. Worries about diabetes

6. Confidence management

7. Blood sugar regulation

8. Medicine experience

9. Confidence access treatment



9 QUESTIONNAIRE DOMAINS - CLINICIAN AND PATIENT DASHBOARD



92 items / questions

6853 questionnaires answered

4445 unique adults with diabetes

630.476 scored parameters

Next: Link to clinical, demographic parameters…



Business Intelligence Regional Healthcare:
Answered  April 2021 - July 2026

+70 % response 
21.6 % poor perceived health
24.9 % constant diabetes worries
28.7 % not confident management
49.3 % severe sleep disorders
……
Action planning and ressource allocations



This Study



BACKGROUND

KNOWN

Clinical implact of Diabetes-Technology is well described

PROMS data mainly relay to technology / implementation

LITTLE KNOWN

Real-world, individual daily-life experiences

Associations PROMS + HbA1c + Time-in-Range

Who benefits most from Diabetes Technology?



AIM

We examined Diabetes-Related 

Person-Reported Outcomes (PROMS) and WHO-5 

in Adult Persons with Diabetes -

- Before and After starting on 

Automated Insulin Delivery (AID) or Glucose Sensors



METHODS

Real-world, longitudinal, retrospective design

Study based on DiaProfil: PROMS and WHO-5 data

n = 104 AID users 

n = 329 Sensor users

Data prior / post Diabetes Technology (own controls)

Analysis: Linear mixed-effect models with time as a 

fixed effect and a random intercept for each participant



RESULTS
Diabetes-specific PROMS and mental well-being PROMS / WHO-5
Pre and Post Diabetes Technology   (AID and Sensors)

Outcomes Before AID After AID Δ p-value Before sen After sensor Δ2 p-value 

WHO-5 (NOT diabetes-specific) 61,52 63,65 2,13 0,143 65,79 66,07 0,27 0,701

Q19. Fitting diabetes into daily  life 3,24 3,59 0,36 <0,001 3,32 3,42 0,1 0,007

Q20. Diabetes limits me in daily activities 2,31 2,21 −0,10 0,163 2,16 2,12 −0,03 0,324

Q25. Diabetes takes most of my time 2,89 2,67 −0,22 0,006 2,71 2,79 0,08 0,03

Q26. Worried about complications 2,74 2,67 −0,07 0,309 2,67 2,65 −0,01 0,722

Q27. Confident looking after my diabetes 4,08 4,27 0,18 0,004 4,01 4,08 0,07 0,039

Q28. Have enought diabetes knowledge 4 4,06 0,06 0,268 3,77 3,83 0,06 0,084

Q33. Adjust diabetes medication when ill 3,75 3,75 −0,00 0,997 3,77 3,88 0,12 0,002

Q35. How to react to high / low blodd sugars 4,54 4,63 0,09 0,13 4,47 4,48 0,02 0,612

Q37. Adjust insulin with physical activity 3,79 3,8 0,01 0,942 3,72 3,75 0,03 0,492

Q77. Perceived blodd sugar regulation 2,77 3,18 0,4 <0,001 2,88 2,93 0,05 0,234

Q78. Bothered by fluctuations in blood sugar 3,37 3,02 −0,35 <0,001 3,03 3,2 0,17 <0,001

Q79. Worried by low blood sugars 2,83 2,59 −0,24 0,003 2,62 2,54 −0,08 0,043

Q80. Worried by high blood sugars 3,18 2,78 −0,40 <0,001 2,9 2,95 0,05 0,182
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RESULTS

AID and sensor users showed improvement:

- Fitting diabetes into daily life, concerns hypoglycaemia, confidence management.

AID users also showed:

- Decreased diabetes burden, less concerns fluctuations, improvement perceived       

glycaemic control

SENSOR users also showed:

- Confidence adjusting diabetes medication, BUT higher diabetes burden

NO SIGNIFICANT IMPACT on Mental Well-being / WHO-5



CONCLUSION

1) AID and Sensor users: 

 Improved self-management skills and

 Reduced diabetes burden significantly (most for AID)

2) Non-Diabetes specific measures remained unchanged for both

3) Person / patient perceived perspectives remain undervalued in 

optimising diabetes technology use



NIELS EJSKJAER (1,2,3), LISE HAVBEK TROELSEN (3), 
LISE M NOERGAARD (3),  AMAR NIKONTOVIC (3),  ANNA 
PIETRASZEK (3), NINA C. BALK-MØLLER (4), TRINE 
HONNENS DE LICHTENBERG (4), PERNILLE M HØJHOLT 
(3),  KARLEEN PACQUETTE (3), DORTHE B. 
BERTHELSEN (5), MARIA H NIELSEN (3),  HANNE R 
LARSEN (3), TORBEN ØSTERGAARD (2,3), CHARLOTTE 
GLÜMER (6),  HANS PERRILD (7),  DANIELLE HESSLER 
(8), POUL ERIK O JAKOBSEN (3), SOREN SKOVLUND 
(1), SHELDON GREENFIELD (9), SHERRIE H. KAPLAN (9)

1) Department of Clinical Medicine, Aalborg 
University, Aalborg, Denmark2) Department of 
Endocrinology, Aalborg University Hospital, Aalborg, 
Denmark, 3) Steno Diabetes Center North Denmark, 
Aalborg University Hospital, Aalborg, Denmark, 4) 
Danish Health Data Authority, PRO-Secretariat, 
Copenhagen, Denmark, 5) Guldborgsund Municipality, 
Denmark, 6) Center for Diabetes, Copenhagen 
Municipality, Denmark, 7) Bispebjerg-Frederiksberg 
Hospital, Copenhagen, Denmark, 8) Department of 
Family and Community Medicine, University of 
California, San Francisco, CA, USA, 9) Healthcare 
Measurement and Evaluation, University of 
California, Irvine, CA, USA 





Massive Needs
 

Real-Time Integrated

Person Outcome Data (Clinical and PROMS)

for best healthcare delivery

-  Focus on Value Creation for Persons, 

Patients and Healthcare Professionals



Niels Ejskjaer
MAIL   n.ejskjaer@rn.dk
TEXT    +45 2556 9910

mailto:n.ejskjaer@rn.dk



	Slide 1: Forskningssession III:  Patientens stemme: PRO
	Slide 2
	Slide 3: Patientens stemme: PRO
	Slide 4: Patients with rheumatic diseases evaluate their disease activity differently from physicians   – results from a large quality registry 
	Slide 5: Hvordan ser gigtsygdom ud?
	Slide 6: Hvordan behandler vi?  Tidlig, aggressiv behandling Treat-to-target 
	Slide 7: Hvad er behandlingsmålet?
	Slide 8: PRO – patient rapporterede outcomes
	Slide 9
	Slide 10
	Slide 11: Formål
	Slide 12
	Slide 13
	Slide 14: Metode
	Slide 15: Resultater
	Slide 16: Diskordans, patient karakteristika og sygdomsaktivitet
	Slide 17: Resultater
	Slide 18: Fortolkning og betydning
	Slide 19: Fortolkning og betydning
	Slide 20
	Slide 21: Patientens stemme: PRO
	Slide 22
	Slide 23
	Slide 24: Hvorfor er det svært at opnå behandlingsmålene med patienterne?
	Slide 25: Interviewstudie i Almen praksis 
	Slide 26
	Slide 27
	Slide 28
	Slide 29
	Slide 30
	Slide 31
	Slide 32
	Slide 33: Patientens stemme: PRO
	Slide 34: The use of Diabetes Technology, Glucose Sensors and Automated Insulin Delivery, lead to Significant Improvements in Self-Management, Glycaemic Worries and Burden of Diabetes in Persons with Diabetes.  - First Clinical Report from the DiaProfil P
	Slide 35: Disclosures 1 October 2026
	Slide 36
	Slide 37
	Slide 38: DiaProfil project ”Value for adults with diabetes?”
	Slide 39: PROMS from home to clinic - dashboard
	Slide 40
	Slide 41: Domains
	Slide 42: 9 Questionnaire domains -  clinician and patient dashboard
	Slide 43
	Slide 44
	Slide 45
	Slide 46: BACKGROUND   KNOWN  Clinical implact of Diabetes-Technology is well described  PROMS data mainly relay to technology / implementation   LITTLE KNOWN  Real-world, individual daily-life experiences  Associations PROMS + HbA1c + Time-in-Range  Who 
	Slide 47
	Slide 48: METHODS
	Slide 49: RESULTS      Diabetes-specific PROMS and mental well-being PROMS / WHO-5 Pre and Post Diabetes Technology   (AID and Sensors)
	Slide 50: RESULTS      Diabetes-specific PROMS and mental well-being PROMS / WHO-5 Pre and Post Diabetes Technology   (AID and Sensors)
	Slide 51: RESULTS
	Slide 52: CONCLUSION
	Slide 53
	Slide 54
	Slide 55
	Slide 56
	Slide 57

