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Patients with rheumatic diseases evaluate
their disease activity differently from
physicians

— results from a large quality registry

Bente Glintborg, overleege Dr. Med. Ph.d.
COPECARE, Rigshospitalet, Glostrup
Dansk Reumatologisk Kvalitetsdatabase

Sundhedsvaesenets kvalitetskonference, Oktober 2026

COPECARE



Hvordan ser gigtsygdom ud?




Hvordan behandler vi?

Tid[ig, aggressiv behand[ing * Immunhammende leegemidler (DMARDSs), prednisolon
Treat-to-target * Strategi

* |nflammatorisk kontrol

* Forebygge kroniske skader (led, ryg)

* Forbedre langtidsprognose



Hvad er
behandlingsmalet?

Ingen smerter




PRO - patient rapporterede outcomes

* En essentiel del af patientbehandlingen

1. Hvor mange gigtsmerter har De for tiden?

Ingen Uudholdelige
gigtsmerter gigtsmerter

2. Hvor traet er De for tiden?

Slet ikke - Uudholdeligt meget

3. Hvor meget pavirker gigten som helhed Deres tilvaerelse for tiden?

Slet Ikke - Uudholdeligt meget
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Opfatter laeger og patienter
sygdommen ens?




Formal

Hos patienter med leddegigt (rheumatoid artrit), psoriasis gigt og
rygsgjlegigt (axial spondylartrit), som starter deres fagrste biologiske

leegemiddel (b/tsDMARD):

At undersgge uoverensstemmelse (diskordans) mellem patient
global og laege global

* Hvor hyppigt er det?
* Hvilke kliniske faktorer er associeret med diskordans



Studie- og inklusionskriterier

Kilde

|dentificeret via
DRK
(2000-2026)
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Intervention

Starter 1.
biologiske

lzegemiddel
(b/tsDMARD)
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DRK: Dansk Reumatologisk Kvalitetsdatabase

V

Diagnoser

Leddegigt,
Psoriasisgigt,
Rygswgjlegigt

4 N
Krav
Tilgeengelige data

pa bade patient-
global og leege-

global score.
\. b
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Definition af Diskordans

Patient Global (PGA)

! |

Omm o | | | B  100mm

[ Forskel > 20 mm = Positiv Diskordans]

Leege Global (PhGA)

] | | ! i | | | | | | | | |

omm |  100mm

Konkordant: Positiv Diskordant:
Forskel < 20 mm Patient scorer > 20 mm hgjere end
(PGA = PhGA) laegen (PGA # PhGA)

(Negativ diskordant: Forskel < O mm)




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, rygsgjlegigt)



Resultater

Klinisk relevant uoverensstemmelse er hyppig

98% 61% 97%

Leddegigt Psoriasisgigt Rygsgjlegigt

Diskordant Diskordant Diskordant

| mere end halvdelen af tilfaeldene vurderer patienten
sygdommen markant svaerere end laegen.




Diskordans, patient karakteristika og sygdomsaktivitet

Leddegigt Psoriasisgigt Rygsdjlegigt
N=14585 N=6015 N=6081

Diskordant Diskordant
57%
1

4
Patient global, VAS, 0-100 12 (4-23) 61 (25-80) 11 (4-20) 66 (48-82) 10 (4-19) 62 (45-80)
Laege global, VAS, 0-100 5 (1-14) 9 (3-20) 5 (1-11) 9 (3-20) 3 (1-9) 7 (2-16)



Resultater

Hvad driver forskellen?

Faktorer associeret med diskordans (baseret pa multivariabel logistisk regression).

Objektive Fund Subjektive Symptomer
(Driver Laegens Score) (Driver Patientens Score)

Heevede led * 'f Smerte (VAS)
C-reaktivt protein (CRP) ; f Traethed (VAS)

mdHAQ / Funktionsevne

Alder er en faktor ved rygsgjlegigt. Ken og sygdomsvarighed var ikke signifikante.




Fortolkning og betydning

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

* Patienten scorer oftere hgjere end laegen

e s

|

* Associeret med hgj smerte, hgj fatigue, lav funktion

e Associeret med lav inflammation



Fortolkning og betydning

* Udfordring for kliniske beslutninger
* Patienter og laege opfatter sygdom forskelligt
* Potentiel overbehandling?

* Patienten og patientopfattelse skal inddrages
* To perspektiver — en feelles sandhed
* Kliniske kvalitetsdata har stor betydning




Tak for opmeaerksomheden

Bente Glintborg
Post. Doc. Kasper Yde Jensen
Professor Merete Hetland

bente.glintborg.01@regionh.dk
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midt ...
Evidens, mal og
mennesker.

Nar sekundaer forebyggelse af hjerte-kar-sygdom skal
fungere i den virkelige verden

Et interview studie i Almen Praksis

Stgttet af: KUF Rehabilitering - Multipraksis fonden, MPU - Region Midtjyllands Sundhedsvidenskabelige Forskningsfond - Rosa og Asta Jensens fond
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midt
Hvorfor er det svaert at opna

behandlingsmalene med patlenterne'?

RETNINGSLINJER BEHANDLINGSMAL PERSONCENTRERET

SEKUNDZR FOREBYGGELSE
‘ LDL-kolesterol

'.@ Blodtryk ‘

&’ Medicin
» O AA

®
ESC-retningslinjer _z?— Fysisk aktivitet Behandling og stette,
for sekundaer der passer til den enkelte
forebyggelse af % Sund kost patients situation, veerdier
areforkalkning (ASCVD) og praferencer
Q Begrznse alkohol

Sundhedsvaesenets Kvalitetskonference 2026



Interviewstudie | Almen praksis

pa implementeringen af retningslinjer for sekundaer forebyggelse af areforkalkning

O] At undersgge praktiserende laegers og konsultationssygeplejerskers perspektiver
i almen praksis.

®.9 6 Praktiserende laeger e Semistrukturerede interviews.
Ta™ 6 Konsultationssygeplejersker |§ ?.l] Induktiv indholdsanalyse



Analyse proces

= T

Sundhedsvaesenets Kvalitetskonference 2026
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Usynlig professionalisme Sekandlngesdlimoe o At navigere mellem faglig
R R b g e e afgerende for patientens integritet og klinisk virkelighed
ar Klinis gmmekrart gar ta t | oversaettelsen engagement
= _ ‘ ‘ Ja, det er jo lidt fint at have haft en
‘ “Nej, maske mere bare det, at nogen gange kan vi jo ‘ S3 hvis jeg faler, at jeg har givet blodprop i hjertet, hvis det nu endelig
komme til at blive udstillet fordi vi er dumme forstaet diglin® 't 3 skulle vaere, ikke ... Det gor en AMI
pa den made, at hvis vi har truffet én beslutning sammen JIRAISIMONIN Ao g persor]en R I & fak 5y I h
med patienten ... og hvis patient s bliver indlagt ... s3 kvahﬂceret grundlag veelger, sa er jeg jo eller en apop e §| eller w ateve.r,
kommer der en overru"ng’ fordi de ikke kan se vores n0d tll at respektere det Valg. mens ClaUdlcatIO den I'Ykker lkke
rationelle for at vi har gjort som vi har gjort.” Tvangsbehandling det er kun inde naer det samme, det er hellere ikke
for psykiatrien.” nogen fin sygdom.”

Sundhedsvaesenets Kvalitetskonference 2026



At navigere i udfordringerne

ved at opna behandlingsmal
I en personcentreret praksis

‘ ‘ ... hvis man skal flytte folk, som

Kirkegaard siger, fra ét sted til et andet, ,

sa skal man mede dem der, hvor de
star, ikke. Sa hvis ikke de er inddraget

‘ ‘ Men retningslinjerne er
kasser, og herude behandler

jeg ikke kasser -
jeg behandler mennesker.

!

sa kan man naesten opgive pa forhand.” ;

- \?a_v"-
Yy
v \\
",
¢

A

Sundhedsvaesenets Kvalitetskonference 2026
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... magtlgshed, som jo sa kan blive

til knyisme ... Sa det er i hvert fald
en af de barrierer, som jeg er meget
OBS pa over for mig selv og huske
det der med, at man hele tiden skal
vaere nysgerrig pa, hvorfor er det
patienten sa ikke gor det jeg gerne
vil.”

Jeg har ingen problemer med
at overtraede retningslinjer,
hvis jeg synes, det der star der
er totalt ved siden af i forhold
til den praksis virkelighed.”



Usynlig
professionalisme: Nar
klinisk demmekraft gar

tabtioverseettelsen

Behandlings- At navigere i

alliance er udfordringerne .
afgerende for ved at opn3 At navigere

patientens behandlingsmal mellem faglig
engagement i ien integritet og

sekundaer personcentreret klinisk virkelighed

forebyggelse praksis




Balancing Treatment goals and Person-Centred Care: Ch='"
secondary prevention of atherosclerotic car’ 0. lai

Glud, M.*?, Krarup, N. 7

Sundhedsvaesenets Kvalitetskonference 2026
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Billede: https://jyllands-posten.dk/debat/kronik/ECE10877369/vi-oensker-at-bygge-bro-og-sikre-sammenhaeng-for-patienten/
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NORTH DENMARK DANISH REGIONS ~ NATIONAL DANISH HEALTH DATA BOARD
REGION
AALBORG UNIVERSITY HOSPITAL
STENO DIABETES CENTER NORTH DENMARK A e

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, Ngrgaard LM,
Troelsen LH, Pietraszek A, Larsen HR,
6,27, Ejskjaer N

GLUKOSE INDEN FOR OMRADE  1min siden

Steno Diabetes Center North Denmark
Department of Endocrinology
Department of Clinical Medicine
Aalborg University Hospital, Denmark

Kvalitetskonference 28-29 Oktober 2026




Disclosures 1 October 2026

No industry renumerations 52 months

Off-label prescriptions for severe
symptomatic diabetes complications

No Al in this presentation




Overall Background



2016 National Danish Strategy for

Value-based Healthcare Innovation VBHC-i

Production Focus

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

* Focus on production

* Encourages increased production

Value-based Focus

* Quality perceived as patients "pathways
and health” - patient perspectives

* Focus on outcomes

* Encourages value creation

J

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”
|dentifies 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 The Dashboard provides a Dashboard shows problem
questionnaire at home on 360 overview of problems areas and solutions
smartphone, Ipad, pc (5-12 and referral options (all data registered nationally)
minutes)

LINK VIDEO: www.DIAPROFIL.dk




Health and life situation : Mental well-beiny

( I
: e 8

92 questions in 9 domains L= stuation which affects my dabetes et

-~

» 20 non-variable
72 variable (green - yellow - red)

Daily ife and diabetes

Deadline 7 days to report results to patient

Regular use in
e Clinical practice
* Bl - CEO levels

Blood sugar regulation : | | Medicine experie
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Domains

1. Health and life situation
Mental well-being
Symptom distress

Daily life with diabetes

Worries about diabetes

LI

Confidence management
7. Blood sugar regulation
8. Medicine experience

9. Confidence access treatment

Health and life situation

Daily ife and diabetes

~

Blood sugar regulation

Your blocd Sy regdation past monh?  Lpw wed wguend

sow et e pou Sodered By your Dood sugr

Sactaring beowees 2erg 0 bigt sd bo low?

O o S0y wory BN o SOOd g s B0 gt

0 you foel whes o Saod gy £ bw?

Mental well-beiny

Medicine experie




9 QUESTIONNAIRE DOMAINS - CLINICIAN AND PATIENT DASHBOARD

& SMPLE VIEW 4 TREND VIEW

Health and life situation : Mental well-being E Symptom distress : Py

How is your health overall? Feeling happy and in good spirits Do you experience chest pain? OO

®2®

Hovw bathered have you been by difficulty breathing Moderate I mu"d Ilke' tﬂ dls|:-1-|5'5---
during physical activities? O Blood sugar management

o O Psychological effects of having
How bothered have you been by pain in the chest diabetes

ar around yaur heart? .
O Weight loss

Life situation which affectz my dizbetes

Daily life and diabetes : Worries about diabetes : Confidence in self-management

| would like support for...
Fitting diabetes into your daily life Worried about ate stage complications? Confidence in self-management O Measuring my blood sugarin a way
that works better for me

Diabetes taking up too much of your life? m
How confident are you thit you can measure your
1 blood sugar as often as you would like ta?

How confident are you that you can maintain the thr iﬂfmﬁﬂn

weight that you would like?

Examinations (within the last 12 months)

— Yes
Feet at podiatrist -

. Yes
Eyes at ophthalmologist -
Your blood sugar regulztion past month?  Less well reguated How satisfied are you with your medication?

Who completed DiaProfil?
OO® DIC
Oiten

| have completed it myself

Blood sugar regulation : Medicine experience : Confidence in access to diabetes care

How often are you bathered by your blead sugar
fluctuating between being too high and too low?

Mo often do you worry that waur Bloed sugar is taa high? Often .
v e H N Consent for evaluation

Can you feel when your blaod sugasr is low? Rarely Consent given




Qhk Analytics app | Sheet

[ ] Assets [ Sheets m Bookmarks

Fo9
4

re

'~‘? Insight Advisor

No selections applied

B (siom] socK PRO - DiaPro

Oversigt over Diaprofil-spergeskemaets domaener, spargsmal og spergsmalenes udfaldsrum

Tabel 1: Oversigt over de forskellige domaner/spprgsmalsomrader samt spargsmal i Diaprofil-spprgeskemaet inkl. en kode for spgrgsmalenes mulige udfaldsrum (se evt. Tabel 2).
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9  Symptomer

18 Tryghedibehandlingen

ne/ oachc”lalcu:”l"de

Symptomer

unique adults:

@rbindelse me

ical, demo
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e du vaeret af sure opsted i de sidste 4 uger?
Hvor generet nar du vaeret af tynd mave i de sidste 4 uger?

Hwvor tit har du sveert ved at falde i sgwn?

Hvaor tit sover du darligt eller uroligt?

Hvar tit vAgner du flers gange om natten og har

igen?

Hvor tit vAgner du for tidligt om morgenen?

questionnaires:answered

I de sidste 4 uger har jeg vaeret meget generet af manglende g
seksualitet eller problemer med at gennemfare samleje

I de sidste 4 uger har jeg vasret meget generst af problemer med at sove

sveert ved at faldei

sovN

ved

I de sidste 4 uger har jeg veeret meget generet af smerter i benene eller

fgdderne

Q

I de sidste 4 uger, hvor generet har du vasret af hjertebanken eller smerteri

brystet eller hjerteregionen?

I de sidste 4 uger, hvor generet har du veeret af ondti benene eller fgdderne,

nar du gir?

I de sidste 4 uger, hvor generet har du vaeret af problemer med at

eters

I de sidste 4 uger, Hvor generet har du vaeret af smerteri

gennemfgre et samlgje?

penene eller iedderne?

fgdderne i lgbet af dagen?

problemer?

er straler ud

benene eller

I de sidste 4 uger, hvor generet har du vaeret af smerter | benene eller

f@dderne om natten?

I de sidste 4 uger, hvor generet har du vaeret af stakandethed eller andened i

fysisk tr

Symptomer

Hvor tryg er du ved, at du kan fa kontakt med en behandler, nar d

e e e .

u beh@wver

Skema_Wariabe

belches

diarrhea
howOftenTroubleFalling ASleep
howOftenBadSleep

howOftenMultipleAwakenings

howOftenWakelUpTooEarly
generalTiredness

chestPain

sexuallssues

sleepingTrouble

painlnLegs

iabetes

chestPainorHeartPainOrPalpitation

painInLegsWhenWalking

troublingSexLife

menPrablemsWithErection

beamingPainInLegs

beamingPainInLegsDuringDay

legPainAtNight

breathlessAtPhysical Activity

symptomsIntro

safeContact

Udfaldsrum_Kode
SYMPTOM_VALUES
SYMPTOM_VALUES
BAD_SLEEP_WALUES
BAD_SLEEP_WALUES
BAD_SLEEP_VALUES

BAD_SLEEP_VALUES

SLEEPING_QUALITY_VALUES
SYMPTOM_GROUP_GREEMN_NO_RED

SYMPTOM_GROUP_GREEM_NO_YELL

SYMPTOM_GROUP_GREEM_NO_YELL
SYMPTOM_GROUP_GREEM_MO_YELL

SYMPTOM_GROUP_GREEM_NO_YELL

SYMPTOM_VALUES

SYMPTOM_VALUES

SYMPTOM_VALUES

SYMPTOM_VALUES
SYMPTOM_VALUES

SYMPTOM_VALUES

SYMPTOM_VALUES

SYMPTOM_VALUES

graphic parameters...

SAFE_VALUES



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 + HbAlc + Time-in-Range

Who benefits most from Diabetes Technology?



AIM

We examined Diabetes-Related
Person-Reported Outcomes (PROMS) and WHO-5
iIn 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 A| p-value| Before sen| After sensor A2| p-value

WHO-5 (NOT diabetes-specific)

Q109. Fitting diabetes into daily life

Q20. Diabetes limits me in daily activities

Q25. Diabetes takes most of my time

Q26. Worried about complications

Q27. Confident looking after my diabetes

Q28. Have enought diabetes knowledge

Q33. Adjust diabetes medication wheniill

Q35. How to react to high / low blodd sugars

Q37. Adjust insulin with physical activity

Q77. Perceived blodd sugar regulation

Q78. Bothered by fluctuations in blood sugar

Q79. Worried by low blood sugars

Q80. Worried by high blood sugars




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

Outcomes

WHO-5 (NOT diabetes-specific)

Q19.

Diabetes everyday life

Q20.

Diabetes limits me in daily activities

Q25.

Diabetes takes most of my time

Q26.

Worried about complications

Q27.

Confident looking after my diabetes

Q28.

Have enought diabetes knowledge

Q33.

Adjust diabetes medication wheniill

Q35.

How to react to high / low blodd sugars

Q37.

Adjust insulin with physical activity

Q77.

Perceived blood sugar regulation

Q78.

Bothered by fluctuations in blood sugar

Q79.

Worried by low blood sugars

Q80.

Worried by high blood sugars

Before AID| After AID

A| p-value| Before sen| After sensor

A2




®
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



Scientific Conference Proceedings (partial list) Publications (partial list)

Skovlund, SE et al. Development of a National Minimal Set of Patient-Important Outcome Domains for ~ Feasibility and Acceptability of a Digital Patient-Reported Outcome Tool in Routine Outpatient betes Care: Mixed

Value-Based Diabetes Care in Denmark. Diabetes. 2018; Methods Formative Pilot Study.
Skovlund SE, Troelsen LH, Noergaard LM, Pietraszek A, Jakobsen PE, Ejskjaer N

Skovlund, SE et al. Outcomes of systematic user involvement and user research in a national patient-  JMIR Form Res. 2021 Nov 3;5(11):e28329. doi:
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