, Erfahrungen rﬁit der Erhebﬁ
7 ) PROM und PREM Daten im PaRIS
Survey der OECD in 20 Landern

Prof Dr Oliver Grone, 5.12.2024



Hintergrund

» Die OECD unterstutzt bereits die Entwicklung von Indikatoren
zur Bewertung von Qualitat und von Gesundheitsergebnissen
aus Patientensicht (z.B. bei Huft- und Kniegelenkersatz,
Brustkrebs).

e PaRIS wurde 2017 im Auftrag der OECD-Gesundheitsminister
initiiert. PaRIS entwickelt eine neue internationale Erhebung
Uber die Ergebnisse (PROMs) und Erfahrungen (PREMSs) von
Patienten mit chronischen Erkrankungen in der ambulanten

Versorgung.

» Die Studie soll zu einer starkeren Ausrichtung der
fGehsundheitssysteme auf eine patientenzentrierte Versorgung
unren.



Entwicklung des PaRIS Surveys

2018
Launch of the
PaRIS initiative

Design and
development phase

Field Trial Main Survey

OECD Health OEPP Heglth
. . Ministerial
Ministerial Moo
Meeting d




Welche Fragestellungen verfolgt die PaRIS
Studie?

« /U den SchlUsselfragen gehdren zum Beispiel:

* Wie gut kbnnen Menschen mit mehreren chronischen Erkrankungen
Aktivitaten des taglichen Lebens bewadltigen?

« Wie gut ist die Versorgung auf die Bedurfnisse der Patienten
abgestimmt?

» Wie werden Patienten mit chronischen Erkrankungen in ihrem
Selbstmanagement unterstitzt?

* Wie nehmen Patienten mit chronischen Erkrankungen die
Versorgungskontinuitat wahr?

[.]

OptiMedis



Studiendesign
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Das konzeptionelle Modell des PaRIS
Surveys

Entwicklungsprozess: 1. Reference framework, 2. Review of relevant models and frameworks, 3.
Development of draft framework, 4. Iterative consultations with PaRIS-PP and TAC, 5. Co-

development with patients, 6. Consolidation

Valderas JM, et al. BMJ Qual Saf 2024;0:1-8. doi:10.1136/bmjgs-2024-017301



Delivery system design

Health system Facility Main health care
design, policy SN Urbanisation, model, skill professional

and context mix, remuneration, Demographic”, designation’,
information & administration cern:ﬁcatjont chronic care

systems, remote training”, informational &
consultations management continuity

Patient reported experiences of care

Access Comprehensiveness Continuity Coordination

People Interacting with
centred care ' health professionals

Individual and sociodemographic factors

Demographic, biometric Socioeconomic factors
and morbidity factors Ethnicity, LGRT status, education level,
Age, sex, BMI, chronic occupational status, income, migrant

conditions, burden morbidity, status, urbanisation, household
disability compasition and size, social support

Health behaviours

Health and health phjsieal activty
care capabilities
(including digital

domain)

diet

tobacco use

alcohol use

Patient reported outcomes

Symptoms Functioning
Pain, fatigue, shortness of breath, symptoms Physical functioning, mental
cf depression, symptoms of anxiety functioning, social functioning

Self-reported health Health related quality of life
Overall self reported health status Overall health related quality of life




Entwicklung des Patienten
Fragebogens (PaRIS-PQ)

Entwicklungsprozess: 1. Systematic reviews of instruments, 2, Shortlisting & content mapping,
3. EMPRO assessment, 4. Modified Delphi, 5. Translation, 6. Cognitive testing, 7. psychometric

testing

Valderas JM, et al. The International Survey of People Living with Chronic Conditions: development of
the PaRIS Patient Questionnaire (PaRIS-PQ). BMJ Quality & Safety (under review) OptiMedis



Beispiel Items

client logo (no_ 1 place) client logo 20 3 place) client logo (no. 2 place)

PARIS PATIENT QUESTIONNAIRE
DRAFT 12/10/20

SUBTITLE (OR DELETE)

Taking part

If you agree to fake part in the survey, please fill in the questionnaire and send it
back to [NAME OF ORGANISATION] in the FREEPOST envelope provided.

x using a black or blue pen. For some questions you

ot S nstruction to go to anather
folowing the Insiruciions casekibe yo o e T ieafiooetraliiotr

iy
pn\vi you

Den't worry if you make a mistake; simply fill in the box o and put a cross X in the
correct box.

Taking part in this survey is voluntary. Your answers will be treated in confidence.
Que t n Ip

Tot about the questionnaire, please call our helpline number on [LOCAL NUMBER] or
o LOGAL EMALT

-

m How many different prescription
m Which of the following describes you medications are you taking on a regular
or ongoing basis?
p l X in the box that best
f’ |:| medications
|:| Male

[ Female
[ Prefer to self-describe
[ Prefer not to say

ASK ALL
NEW PAGE

Questions

Source

Q_GLOBALO6 (SINGLE)

To what extent are you able to carry out your everyday physical
activities such as walking, climbing stairs, carrying groceries, or
moving a chair?

Completely

Mostly
Moderately
A little

Not at all

A lwWN| =

PROMIS®
Scale v1.2
— Global
Health

ASK ALL
NEW PAGE

The next few questions are about any specific symptoms you may have recently

experienced.

ASK ALL
NEW PAGE

Questions

Source

Q_PROMISDYSCBO001 (SINGLE)
In the past 7 days

| have been short of breath
1 Not at all

A little bit
Somewhat
Quite a bit

B WIN

Very much

PROMIS Item
Bankv. 1.0 —
Dyspnea




Entwicklung des Praxis Fragebogens
(PaRIS-PC PQ)

Entwicklungsprozess: 1. Literature review, 2. Mapping items to PaRIS conceptual framework, 3.
Eligibility rating and priorization, 4. Drafting, 5. Expert consultation, 6. Cognitive testing, 7.

Psychometric testing

Blomeke-Cammin, Groene O et al. International cross-cultural development and field testing of the primary care
practice questionnaire for the PaRIS survey (PaRIS-PCPQ). BMC Prim Care. 2024 17;25(1):168. OptiMedie



https://pubmed.ncbi.nlm.nih.gov/38760733/

Beispiel items

ASK ALL

NEW PAGE

Q24 SELF_MANAGEMENT (MULTI)

Which of the following statements describe how self-management support® is provided to
PaRIS patients with chronic conditions?
e, Please select all the options that apply.

PaRIS Primary Care Practice
Questionnaire (PaRIS-PCPQ)

1
Self-management support is provided by verbal information during or after the
consultation

2 Self-management support is provided by distributing information (pamphlets,
booklets, internet/web-based information)

3 Self-management support is provided by referral to self-management classes or
educators

4 Self-management support is provided by explicit goal setting and action planning

s with members of the practice team

5 Self-management support is provided by members of the practice team trained in
patient empowerment and problem-solving methodologies

3] Self-management support is not provided in any of these ways

7 Mot sure

(*Defined in the glossary)
OptiMedis
|



4 . |
2 stage modified Delphi,

PP-PaRIS, TAC and NPMs
(Patient questionnaire

only)

A\ 4

4 )

Development of the Tst

Kognitive tests und Bewertung
durch Experten-/Patientenbeirat

a I
Feedback from PP-PaRIS,

Revision of 1st drafts and
development of source

drafts of Patient and

\ 4

TAC, OECD, NPMs on 1st

\ 4

4 )

Translation & localisation

version for the

with feedback from

Provider questionnaires drafts . NPMs
translation
- 2N J - /
4 N ( NPMs providing N N ( NPMs providing N
Ist round of Cognitive recommendatpns.for 2nd round of Cognitive recommendatpns.for
Testin » changes & localisations Testin changes & localisations
J based on feedback from J based on feedback from
\_ /) \_ cognitivetesting /) \_ J \_ cognitive testing

OptiMedis
|



Ubersetzung und kulturelle Adaptation
(TRAP-D Prozess)

Translation preparation Translation workflow

Two translations
merged into one

remium translation
Translation 1 P

foYer:]
translator

Draft source Translatability Final source Adjudication Final

Reconciliation . GET E R .
questionnaire assessment questionnaire meeting proofreading

Questionnaire cApStAn CApSTAN CAPStAn
authors Input input

Translation 2

T1, T2 receive 1This step applies
as:ljudlc.art‘edl_ for shared

- translator NESIORRVIER SISt language versions
prior to the start of the TR TESE

only
workflow points prior to

the meeting

Training webinars held CApStAn




Erste Ergebnisse

Vorldufige Ergebnisse basierend auf dem Field Trial (23.1.2024*). Ergebnisse der Hauptstudie
bis Feb 2025 unter Embargo.

OECD 2024. Healthcare through patients’eyes. The next generation of healthcar performance
indicators. Preliminary results from the Patient-Reported Indicator Surveys (PaRIS).

* healthcare-through-patients-eyes-the-next-generation-of-healthcare-performance-indicators.pdf



https://www.oecd.org/content/dam/oecd/en/about/programmes/patient-reported-indicator-surveys/healthcare-through-patients-eyes-the-next-generation-of-healthcare-performance-indicators.pdf/_jcr_content/renditions/original./healthcare-through-patients-eyes-the-next-generation-of-healthcare-performance-indicators.pdf

Erster voller PaRIS Zyklus - >110.000
Patienten, aus >1.800 Praxen in 19 Landern

LI IS

Australl Belgium Canada Czech France Greece Iceland
Re ubli
Italy Luxembo Netherlan Numay Portugal ananl Saudi
Arabia
|
Slovenia Spain Switzerl Wales United
and (UK) States

OptiMedis



Vorlaufige Ergebnisse’

* Selbst-Managementkompetenz zentral fur das Leben mit chronischen
Erkrankungen (assoziiert mit Gesundheitsergebnissen und
Inanspruchnahme).

 Uber 40 % der PaRIS-Befragten flhlen sich nicht sicher im Umgang
mit ihrer eigenen Gesundheit und ihrem Wohlbefinden.

e Das Vertrauen in das Selbstmanagement nimmt mit der Zahl der
chronischen Erkrankungen ab.

» Menschen mit geringerem Bildungsniveau berichten Uber weniger
Vertrauen in das Selbstmanagement.

* healthcare-through-patients-eyes-the-next-generation-of-healthcare-performance-indicators.pdf OptiMedis



https://www.oecd.org/content/dam/oecd/en/about/programmes/patient-reported-indicator-surveys/healthcare-through-patients-eyes-the-next-generation-of-healthcare-performance-indicators.pdf/_jcr_content/renditions/original./healthcare-through-patients-eyes-the-next-generation-of-healthcare-performance-indicators.pdf

Uber 40 % der Befragten fiihlen sich nicht sicher im Umgang
mit ihrer eigenen Gesundheit und ihrem Wohlbefinden

Educational level B 3 or more chronic conditions [ 2 1 3 or more chronic conditions 2 1

Female
High 58.2
62.8 62.8
68.0 68.9
Medium 505
62.2 61.0
65.9 65.9
Low 47.9 44.5
59.5 54.6
641 62.7

Percentage of patients feeling very confident or confident about managing their own health



Vorlaufige Ergebnisse*

e Patienten mit chronischen Erkrankungen haben Kontakte mit
verschiedenen Fachdarzten, erhalten unterschiedliche Medikamente,
Behandlungen und Empfehlungen. Versorgungskontinuitat ist sehr
wichtig.

e Patienten in Praxen, die proaktiv Informationen (elektronisch) mit
anderen Praxen austauschen, tragen zur Erhdhung der
Versorgungskontinuitat bei (R = 0.64).

* In Landern, in denen Patienten haufig die gleiche Information im
Kontakt mit Arztpraxen wiederholen mussen, ist die Einschatzung
der Versorgungsqualitat geringer.

* healthcare-through-patients-eyes-the-next-generation-of-healthcare-performance-indicators.pdf OptiMedis



https://www.oecd.org/content/dam/oecd/en/about/programmes/patient-reported-indicator-surveys/healthcare-through-patients-eyes-the-next-generation-of-healthcare-performance-indicators.pdf/_jcr_content/renditions/original./healthcare-through-patients-eyes-the-next-generation-of-healthcare-performance-indicators.pdf

FIGURE 4 | Effective exchange of health data improves
experience of care

Percentage of people who rate the primary care received
as good, very good or excellent

People reporting 1 or more chronic conditions

100
L
L 2
90 .
2
4
80 ¢
.
70
%
60
50
0 10 20 30 40 50 60

Percentage of people saying that they had to
repeat information that should be in their record

Note: Every dot represents a country, people with 1 or more chronic
conditions: R? = 0.64.
Source: Preliminary data PaRIS survey, 2023.



Vorlaufige Ergebnisse*

* Die Qualitat der hausarztlichen Versorgung hat hohen Einfluss auf die
Finschatzung der eigenen Gesundheit bei Patienten mit chronischen
Frkrankungen.

e Der Anteil der Patienten mit mehreren chronischen Erkrankungen
(n>3), die ihre Gesundheit als gut, sehr gut und exzellent
beschreiben, variiert zwischen Landern von 18% bis 70%.

 Patienten schatzen ihre eigene Gesundheit mit hdherer
Wahrscheinlichkeit als ,gut” in Landern ein, in denen die
hausarztliche Versorgung als qualitativ hochwertig bewertet wird.

* healthcare-through-patients-eyes-the-next-generation-of-healthcare-performance-indicators.pdf OptiMedis



https://www.oecd.org/content/dam/oecd/en/about/programmes/patient-reported-indicator-surveys/healthcare-through-patients-eyes-the-next-generation-of-healthcare-performance-indicators.pdf/_jcr_content/renditions/original./healthcare-through-patients-eyes-the-next-generation-of-healthcare-performance-indicators.pdf

FIGURE 3 | In countries with better-rated primary care people
with multiple chronic conditions rate their health as better

Percentage of people who rate their own health as good,
very good or excellent

People reporting 3 or more chronic conditions

100
80
60 .
40 ¢ ¢

20

40 50 60 70 80 90 100

Percentage of people who rate the primary care
received as good, very good or excellent

Note: Every dot represents a country, R? = 0.24.
Source: Preliminary data PaRIS survey, 2023.



Nachste Schritte

* Publikation des PaRIS OECD Flagship Reports, Februar 2025

» Weitere Auswertungen zu methodologischen Aspekten und
Weiterentwicklung der Konstrukte in Bearbeitung

* Nachste Zyklen in Planung |
» Wird lF¥¥¥ so bedeutend wie @) ?

OECD
PISA

» Zum Konsortium: https://paris-sur.org/about-us/

¢ Z ur O E C D https://www.oecd.org/en/about/programmes/patient-reported-indicator-surveys-paris.html

22


https://paris-sur.org/about-us/
https://www.oecd.org/en/about/programmes/patient-reported-indicator-surveys-paris.html
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Research for better care
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Groenewegen B Spreeuwenberg P Timans R, Groene O et al. Data analysis plan of the OECD
PaRIS survey: leveraging a multi-level approach to analyse data collected from people living with

chronic conditions and their primary care practices in 20 countries. BMC Res Notes. 2024 Jun
6;17(1):157.
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