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regionernes kliniske kvalitetsudviklingsprogram

Vaerdien af PRO til
kvalitetsudvikling

Klinisk kvalitetskonference 2022

e 2.runde



Program

10.00 - 10.05
10.05-10.20
10.20 - 10.35
10.35-10.55

10.55-11.00

Viden til et bedre sundhedsvaesen

Helene Hedensted Bjerregaard

Soeren Overgaard

Mogens Grgnvold

Soren Overgaard
Mogens Grgnvold
Merete Schmiegelow
Katrine Abildtrup Nielsen

Helene Hedensted Bjerregaard

Velkommen

Opleeg

Opleeg

Paneldebat

Tak for nu

www.rkkp.dk



Rammerne for PRO

* PRO er Journaldata
PRO-psykiatri Den Nationale Skizofrenidatabase

Dansk Depressionsdatabase

Hoftealloplastik Dansk Hoftealloplastik Register
e Den faellesregionale Kneealloplastik Dansk Kneealloplastikregister
PRO-styregruppe Diabetes Dansk Diabetes Database
Hjerterehabilitering Dansk Hjerterehabiliteringsdatabase
Sarkom Dansk Sarkom Database
Specialiseret palliation Dansk Palliativ Database

Prostatakreeft (radikalt opererede) Dansk Prostata Cancer Database

Viden til et bedre sundhedsvaesen

www.rkkp.dk




Den nationale infrastruktur

It-infrastruktur for tveersektoriel PRO data flow
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Viden til et bedre sundhedsvaesen

www.rkkp.dk
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RKKP- Klinisk Kvalitetskonference 2022

Vardien af PRO i en kvalitetsdatabase
Patient rapporteret outcome

Soren Overgaard,
Professor, MD, DmSci

Copenhagen University Hospital, Bispebjerg
Department of Orthopaedic Surgery and Traumatology

University of Copenhagen
Department of Clinical Medicine, Faculty of Health and
Medical Sciences
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Disclosure - intet ift denne prasentation

08-12-2022 6
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Results from national registers

Most surgeons do believe they are above average

| am the best surgeon
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Results from national quality registers

> The result on the National level

» average team
» average clinic

> Regional level

> Department level

> Individual level ?
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Outcomes in musculoskeletal disease

* Mortality
» Complications
* Implant survival

* Length of stay
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Primary total hip arthroplasty- concept and age

Survival Probability of Primary Total Hip Arthroplasty with Any Revision as End-
Point by Fixation (Age 70-79 Years)
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a Hazard ratio
Cemented 1.00 (reference)
60| cementless 1.29(1.19,1.39)
Hybrid A 1.23(1.13,1.34)
Cementless 1.00 (reference)
Cemented 0.78 (0.72,0.84)
Hybrid A 0.96 (0.88,1.04)
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0 1 2 3 45 6 7 8 9 10111213 14 15 16 17 18 19 20 21 22 23 24 25
Years since Primary Total Hip Arthroplasty
Total Events Censored
Cemented 22413 1288 21125
Cementless 26672 1359 25313
Note: Hybrid B (N = 449) not included
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WHEN WE WANT YOUR OPINION
WE'LL GIVE IT TO YOU
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©Swedish Hip Arthroplasty Register
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D8wedish Hip Arthroplasty Register

Shifting focus

Value-adding healthcare

Person-centered healthcare

Enhanced recovery

Shared decision-making

PRO - patient involvement?




YOU CAN'T
IMPROVE WHAT

YOU DON'T
MEASURE.

Michael Hyatt
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Patient-reported outcome (PRO)?

“A PRO is any report of a patient’s health condition that
comes directly from the patient without interpretation of
the patient’s response by a clinician or anyone else”

FDA (Federal Drug Administration)

)

Gkonomiaftalen 2017 (regeringen, Danske Regioner
og Kommunernes Landsforening):

"patienternes oplysninger om deres eget helbred skal
bruges systematisk i daglig klinisk praksis og til
kvalitetsudvikling i sundhedsveesnet”.
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Patient-reported outcomes measure (PROM)

* APROM is a standard questionnaire
designed to measure a particular
phenomenon or construct in a defined
population
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Hvordan bruges PRO idag I RKKP-
databaserne ?

Findesical2 (14) / 88

Det gar for langsomt

(J. Mainz)
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Er spgrgeskemaerne egnede?

YOU CAN'T
IMPROVE WHAT

YOU DON'T
MEASURE.

Michael Hyatt
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Validerede patient-reported outcome measure (PROM)

« Stort forskningsomrade

 Klinemetri

« Indeholder spgrgeskemaerne de omrader som er vigtige for patienten
for den pagaeldende sygdom finder vigtige (Content validitet)?

« Kan vi stole pa svarene og regne med forskellene (Construct validitet)?

Klinemetri
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Validerede patient-reported outcome measure (PROM)?

Medlcln Nyheder Rarriere Eultur Opinion

Metodefejli9udaf10
PROM'’s

Darlige spergeskemaer til patienter - de sdkaldte PROM - kan i veerste fald fore til, at patienterne ikke far !
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Specific challenges with PROM instruments

* Validated PRO

* Ceiling/floor effects

* Interpretation on individual versus group level
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BAD GOOD
\ Y ) S

Floor Ceiling

More than 15% of the population report best/worse
score
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v

BAD GOOD

MID

A

BAD GOOD
|

MID

A way of dichotimizing PROM scores — preferably
anchored in a clinical measure of what could be
considered mininal important difference (MID)
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PRO Internationalt

. EOR | VOLUME 4 | JUNE 2019
G enera I O rth O pa ed ICS DOI: 10.1302/2058-5241.4.180080
www.efortopenreviews.org

"’ ﬁ EFORT OpeNn revieuJs

Orthopaedic registries with patient-reported
outcome measures

Har PROM haft nogen veesentlig betydning
for patientbehandlingen?

Stephen Lyman*
Seren Overgaard?
Ola Rolfson¢
Annette W-Dahl’
Mark Wilkinson8
Michael Dunbar?
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PRO Holland Response rate for PROMs THA OA patients

FIGURE PRE-OPERATIVE, 3 MONTHS AND 12 MONTHS POSTOPERATIVE RESPONSE PERCENTAGE
OF PATIENTS WHO UNDERWENT A THA FOR OSTEOARTHRITIS PER PRE-OPERATIVE PROMS
REGISTERING HOSPITAL (N=91) IN THE NETHERLANDS IN 2014-2018.

100+
90 S — Pre-operal?ve
= Pre-operative
T e e e ey e e e O and 3 months
Q?, Pre-operative,
T 0 1 3 and 12 months
£
2 60
£ 504
b3
40+
g
& 304
<
0_
Year 2014 2015 2016 2017 2018
THA for osteoarthritis (n) 22,782 23,456 24,034 25,214 26,623
THA PROMs response (%)
Pre-operative 19.7 41.1 51.8 579 61.4
Pre-operative and 3 months 1.1 25.0 34.2 39.6 426

postoperative
Pre-operative, 3 and 12 months 8.3 19.3 27.2 31.9 n.a

postoperative

! The 12 months postoperative PROMs response percentage is not (yet) available for 2018. The 3 months postoperative response percentage is not (yet) available after
October 1" 2018, In total, 19,538 patients underwent a THA for osteoarthritis between January 1* and October 1 2018,
THA: total hip arthroplasty; PROM: patient reported outcome measure

©LROI 2019
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PRO Holland NRS pain during activity THA patients with OA

FIGURE MEAN PRE-OPERATIVE, 3 MONTHS AND 12 MONTHS POSTOPERATIVE NRS (ACTIVITY)
SCORES OF PATIENTS WHO UNDERWENT A THA FOR OSTEOARTHRITIS BY GENDER IN THE
NETHERLANDS IN 2014-2018.
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NRS (activity) score Pre-operative 3 months postoperative 12 months postoperative!
Gender n mean (95% Cl) n mean (95% Cl) n mean (95% Cl)
Men 19699  69(6.9-69) 14,548 1.8(1.81.9) 10562 14(1.2-14)
Women 36,868 7.3 (7.3-1.3) 26,164 22(22-22) 18,831 1.6(1.5-1.6)
Total? 56,401 72(71.1-1.2) 40,729 2.1(20-2.1) 29,406 1.5(1.5-1.5)

! The 12 months NRS (activity) scare is not (yet) available for 2018.
2 Also contains 57 (0.04%) NRS (activity) scores of patients whose gender was registered as unknown.
THA: total hip arthroplasty; CI: confidence interval.

©LROI 2019

The NRS (activity) score measures pain during activity. The score has a range of 0.0 to 10.0,
with 0.0 representing no pain and 10.0 representing the most possible pain.
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PRO Norge

Acta Orthopaediea 2014; 85 [5): x-x HOOS 5

100
Worse patient-reported outcome after lateral approach 1

after anterior and posterolateral approach in primary hip y

arthroplasty B0 W
A cross-sectional questionnaire study of 1,476 patients 1-3 years after s 70

]
Einar Amlie', Leif | Havelin®3, Ove Furnes?3, Valborg Baste®, Lars Nordsletten®, Oystein Hov

Sigbjorn Dimmen'# 6o

40

30
20
~ Antericr
101 = Lateral
— Posterclatoral

Pain Ciher ADL  Sportfrec  0OL
symploms
HOOS sub-score



PATIENT-REPORTED OUTCOME
MEASURES IN MUSCULOSKELETAL
DISEASE - HOW CAN THEY INFORM
DECISION-MAKING?

OLA ROLFSON, CONSULTANT ORTOPAEDIC SURGEON, PROFESSOR
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Trends pain VAS

Pain VAS Pain VAS
Preop Postop
64.0-
14.0-
63.51
135
s s
S 63.0- s
= =
13.0-
6251
62.0- 12,51
2008 2009 2010 2011 2012 2013 2014 2015 2008 2009 2010 2011 2012 2013 2014 2015
Year of operation Year of operation

Swedish Hip Arthroplasty Register Annual Report 2017
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Trends satisfaction

Satisfaction VAS
Postop

161

Mean
o

14

2008 2009 2010 2011 2012 2013 2014 2015
Year of operation

0 = satisfied 100 = dissatisfied

Swedish Hip Arthroplasty Register Annual Report 2017
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EQ VAS

SU/MélIndal

80 A

757

701

65 -

—+— Expected
—— Observed
—+— Nation

2010/112012/132014/152016/17

EQ VAS

2.2 4.5

4.4 1
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2.0 1 ﬁ 4.1
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201|O/11201|2/13201-;1/15201|6/17 2016/11201|2/13201L1/15201|6!17
Pain Satisfaction

Swedish Hip Arthroplasty Register Annual Report 2018
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PRO - Bedre kvalitet i behandlingen

1.

v et 4

5. 2.
Kvalitets- Datacyklu s Kobling
forbedring — det lzerende af data
sundhedsvaesen

> | 4

4. 3.
Formidling Analyse og
af viden fortolkning

til et bedre <
s u n d h Ed sva s e n g‘gg;;'kfus - det lzzrende sundhedsvasen

RKKP strategi 2019.2022
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PRO - i den kliniske kvalitetsdatabase

Hvordan

> Valide indikatorer

> National
> Regionale
> Afdelingsspecifikke
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PRO - i den kliniske kvalitetsdatabase

Hvordan

» Monitorering
> Egen afdeling
» Bench marking
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PRO - i den kliniske kvalitetsdatabase

Hvordan

» Monitorering
> Egen afdeling
» Bench marking

» Forskning . bedre kvalitet
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PRO DHR- Kvalitetsindikator

Andring i specifik score fra for til efter
behandling

1. Funktionsscore
2. Smerter

3. Livskvalitet

Patient tilfredsheden
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Kvalitetsindikator MIC

Andel patienter der opnar klinisk relevant forbedring i smerte- og funktionsniveau
* Minimal Important Change (MIC) er for gruppen / individ

« OHS MIC = X et ar efter en primaer THA

J Orthop Traumatol (2017) 18:401-406 @ CrossMark ’ A Jﬂu.r“.al of
DOI 10.1007/s10195-017-0465-8 #v Crosetark Clinical
U Epidemiology
ORIGINAL ARTICLE ELSEVIER Journal of Clinical Epidemiology 68 (2 ——

Meaningful changes for the Oxford hip and knee scores after joint
replacement surgery
David J. Beard", Kristina Harris"", Jill Dawson". Helen Doll*, David W. Murray”,
R s . - L a Andrew J. Carr”, Andrew J. Price”
Nicolai K_r.l'rgaard“: + Jonas B. K_]zvrsgaargl" + Christian L. Petersen™ - "Nuffield Department of Orthopaedics, Rheumatology and Musculoskeletal Sciences, Bomar Research Centre, University of Oxford, Headington
Michael U. .lunscnl"“‘ - Mogens B. Laurscnl"J . Oxford OX3 7LD, UK
Deparmment of Public Health, University of Oxford, Rosemary Rue Building, Old Road Ci

“Norwich Medical S¢ University of East Anglia, Norwich Research Pe
2014; Published online 31 Oct

Thresholds for the Oxford Hip Score after total hip replacement
surgery: a novel approach to postoperative evaluation

pus, Headington, Oxford OX3 7LF, UK
Norwich NR4 7TJ, UK




o, UNIVERSITY OF COPENHAGEN

Kvalitetsindikator MIC

Andel patienter der opnar klinisk relevant forbedring i smerte- og funktionsniveau

DHR

Andel af alle patienter med primaer hoftealloplastik pa baggrund af

artrose, der opnar en deltascore pa minimum X point fra Oxford Hip

Score praeoperativt til 1 ar postoperativt. Standard XX%
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Indsamling og anvendelse af PRO

i

Spergeskema besvares hos borgeren

» Beslutningsstatte

> Visitation
» Operation
> Efterkontrol

Lokal process

Sporgeskema udsendes og svar modtages

M lob
Kvalitetsafdelingen

=
(ll

Laeger / Sygehusafdelinge
Feedback til Sygehusafdelinger
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PRO

 Beslutningsstatteveerktgj

Far behandling- skal patienten opereres?

Efter behandling- Indkaldelse af
patienter til kontrol?



https://www.google.dk/url?sa=i&rct=j&q=&esrc=s&source=images&cd=&cad=rja&uact=8&ved=2ahUKEwjhnKaNv77aAhUBLlAKHXeSBBwQjRx6BAgAEAU&url=https://stiften.dk/forside/Elektronisk-patientjournal-faar-sin-debut/artikel/75677&psig=AOvVaw0wrVJafvYbtxtrkDEwE-6Z&ust=1523957720266966
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Veardibaseret

= Shared decision making ?

/” —’—__--__—-_-


https://www.google.dk/url?sa=i&rct=j&q=&esrc=s&source=images&cd=&cad=rja&uact=8&ved=2ahUKEwjP2Nfbv77aAhUJElAKHfZBCoAQjRx6BAgAEAU&url=https://da.wikipedia.org/wiki/Trafiksignal&psig=AOvVaw3TyBPXqCGErDLJ1yBRGgRr&ust=1523957872473408
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Udfordringer national PRO Hofte og knae

(Patient Reported Outcome Measure)

v" Konsensus PRO

v IT- 5 regioner — naeste hul igennem

> Validering

> Implementering og accept

> Leering
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Bispebjerg og Frederiksberg Hospital

REGION

Vardien af PRO:

Dansk Palliativ Database

Mogens Gronvold, overlaege, professor, dr.med.
Palliativ Forskningsenhed, Bispebjerg og Frederiksberg Hospital

Afdeling for Sundhedstjenesteforskning, Kebenhavns Universitet

44



Bispebjerg og Frederiksberg Hospital

Patienter i Dansk Palliativ Database

Alle patienter henvist til de i alt 43 specialiseret palliative enheder siden
2010 (ca. 130.000 patienter) (24 palliative enheder/teams, 19 hospicer)

|1 2021 91% med kraeft og 9% andre diagnoser (steget fra 2% siden 2010)
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Bispebjerg og Frederiksberg Hospital

Vardien af PRO ved baseline (for start)

Undersagt via ‘Doctor’s symptom recognition’

Daekker grundige, problem-orienterede journaler de symptomer og
problemer, som patienter oplever ved starten af palliative indsats
(N=58)7

o N T =m “\'JJ

O L L 1T g o
o QUUH QR EEENINE  ENENE LR

by L




Bispebjerg og Frederiksberg Hospital

‘Doctor’s symptom recognition’(N=58)

96% pain 35% conc./memory
54% psychological distress 31% diarrhea

52% nausea/vomiting 27% depression
46% dyspnea 22% anxiety

44% lack appetite 15% difficulty sleep
38% fatigue 12% drowsiness
38% constipation 8% economic diff.
36% physical function 6% social contact
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Systematisk behovsafdakning er ngdvendig:
Selv ved journaloptagelse i palliativ enhed overses mange
problemer

27
%

Depressi
on ANg 0

49




Bispebjerg og Frederiksberg Hospital

Hvad far man ud af sperge,
hvordan patienten har det ?

'Spontane svar’ fra kraeftpatienter
henvist til palliativ indsats (N=200
ud af 265)

1 symptom per patient (median)
Systematisk udspgrgen:
9 symptomer per patient (median)

Homsi J et al. Support Care Cancer

006: 14; 444-453

Rl L a
e 3
anmn

47 IIII .« INNEEINE
N | iarmEEEIm

‘Hvordan har du det?’
‘Hvilke symptomer har du?’
‘Er der noget andet?’



Bispebjerg Hospital UNIVERSITY OF
COPENHAGEN @

Vi valgte PRO skemaet EORTC QLQ-C15-PAL + dbne sporgsmal

w

EORTC QL()-('!S-P;\L

’7

Pain

Dyspnea
Sleeplessness
Appetite loss
Fatigue
Constipation
Nausea/vomiting
Emotional function
Physical function

m dig og dit helbred. Vier venlig at besvare alle

¢ sel omkring det svar (tal), som passer bedst ph dig. Der
ingen nmm eller “forkerte" svar. De oplysuinger, som du giver os, vil forblive strengt
fortrolge,

Der er forskel pd, hvordan patient, pirorende og personale oplever tingene. Disse sporgsny
handler om din oplevelse. Er der brug for det, mA personalet gemne hjelpe med at lse
sporgsmAl/svar eller skrive svar. Svarene skal dog komme fra dig selv, uden at personalet
hjelper dig med at finde frem til svarene. De phrorende mi ikke hjlpe med besvarelsen

Patientnunuuer L]l ] ] I }

Dato for udfyldelse af dette skema (dag, mined, 4r) UNTIST S!S INLIS )

Slet
ikke  Lidt Endel Meget
1. Har du nogen vanskeligheder ved at gi
en kort tur udenders? 1 2 3 4

2. Erdunodt til at ligge 1 sengen eller at sidde 1
en stol om dagen” 1 2 i 4

3. Har du brug for hjrelp tl at spise. tage tof ph

200N O RN~

vaske dig eller gh ph torlettet? 1 2 3 1
1 den forlobne uge: Shet O Q O
Mo L Eadel Moo 0. Overall L
1. Havde du indenod? 1 2 3 4
5. Har du haft smerter? 1 2 3 4

Opfolgning efter 1-4 uger

Start af palliative indsats




Bispebjerg og Frederiksberg Hospital

Sammenfattende, veerdi for patienten ved baseline

Sikrer, at ti af de hyppigste symptomer/problemer ikke overses
Tre abne spgrgsmal ‘fanger’ andre symptomer/problemer
Dialog om patientens perspektiv pa ovenstaende og andre udfordringer

Dialog om mulige indsatser og behandlinger
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Figur 8. Trendgraf med oversigt over lands- og regionsresultater for indikator 4 over tid: Andel af modtagne
patienter, der har udfyldt EORTC screeningsskema
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Bispebjerg og Frederiksberg Hospital

Veardien for patienten af PRO opfalgning (1-4 uger senere)

Systematiseret opfalgning (patientniveau):
Var der bedring?

(Patienter kan veere sa beskedne, at de ikke vil brokke sig over
manglende fremgang)

Er der kommet nye symptomer til?

Dialog om indsatser




Bispebjerg og Frederiksberg Hospital . Palliative care team
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Bispebjerg og Frederiksberg Hospital

Vardien af PRO opfalgning (1-4 uger senere) sammenholdt
med baseline pa populationsniveau
Systematiseret opfalgning som mal for ‘effekt minus naturhistorie’
Hvor store andele af patienterne far det bedre?
Er der risikogrupper, der ikke far det bedre?

Er der forskelle i kvalitet (‘behandlingsrespons’) mellem enheder, typer
af enheder eller regioner, der kan tilskrives mulige forskelle i indsats?

Er der forskelle i kvalitet (‘behandlingsrespons’), der kan tilskrives
diagnoser, sociodemografiske grupper, tidspunkt i forlgbet,
komorbiditet, osv.?
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Bispebjerg og Frederiksberg Hospital
Udkast til resultatindikatorer i databasen, vist i Arsrapport 2021

Andel med forbedring i symptom/problem/livskvalitets-niveau fra start af palliativ
indsats til 1-4 uger efter

Indikatorvaerdi (andel
med reduktion/forbedring

Taeller Naevner i symptomscore) Nedre 95 % Cl @vre 95 % Cl

Smertereduktion 820 1403 58% 56% 61%
Reduktion i dyspng 447 1211 37% 34% 40%
Reduktion i sgvnlgshed 648 1174 55% 52% 58%
Reduktion i appetitlgshed 667 1413 47% 45% 50%
Reduktion i forstoppelse 591 1022 58% 55% 61%
Reduktion i treethed 810 1763 46% 44% 48%
Reduktion i kvalme 349 471 74% 70% 78%
Forbedring i felelsesmaessig
funktion 597 1063 56% 53% 59%
Forbedring i fysisk funktion 596 1655 36% 34% 38%
Forbedring i livskvalitet 739 1594 | 5 ) I
Forbedring i samlet R ¢ )
symptomscore 1081 1849 nmm .
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Bispebjerg og Frederiksberg Hospital

Veardien af PRO ved palliativ indsats — sammenfattende

Baselineskemaet
Sikrer, at hyppige symptomer/problemer ikke overses
Grundlag for dialog om symptomer/problemer og indsatser
Prognostisk
Opfolgningsskemaet
Effekt-evaluering; nye problemer kan opdages
Fornyet dialog om symptomer/problemer og indsatser
Kvalitet og forskning pa populationsniveau (forbehold for svarprocent)

Er der mulige forskelle i kvalitet (‘behandlingsrespons’) mellem enheder, typer af
enheder eller regioner samt i forhold til diagnoser, sociodemografiske grupper,
tidspunkt i forlgbet, komorbiditet, osv.?
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Bispebjerg og Frederiksberg Hospital
Elektronisk og klinisk implementering
(Krzeftens Bekaempelses PRO pulje, 2019-2022)

1. At implementere IT-systemer til elektronisk indsamling af
patientrapporterede oplysninger (‘ePRO-data’) fra patienter, der
modtager specialiseret palliativ indsats, og sikre, at PRO data
viderefores til patientjournalen og den nationale
kvalitetsdatabase

2. At udvikle og udbrede best practice guideline, der hjeelper
personalet til at anvende PRO data til stgrst mulig gavn for
patienterne ud fra bl.a.

Litteraturgennemgang

Interviews med patienter og fokusgruppeinterviews med
sundhedsprofessionelle
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Naeste session starter kl. 11:30




