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Background: German Cancer Society

Prostate Cancer Outcomes-Studie (PCO) Ergebnisbericht

° Guidelines

° Qls

* Certification

* Reporting

* PROs

°* No PREMs (yet?) — should we?

Evidence-based Medicine — implement evidence into practice

adjustierter posttherapeutischer Wert
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Casemix-adjustierte EPIC-26-Scores: Inkontinenz (nur RPE) KREBSGESELLSCHAFT
100
Alle Zentren
? Median (orangene Linie) ! 70,0
| Durchschnitt 2 69,6
i Interquartilsabstand 11,0

1Der Median ist ein LagemaRt und entspricht dem Wert, der in einer
sortierten Stichprobe genau in der Mitte liegt

2Durchschnitt (arithmetische Mittel) der adjustierten posttherapeutischen
Werte aller Zentren

2Der Interquartiisabstand ist ein Streuungsmag und gibt die Breite des
Intervalls an, in dem bei einer Sortierten Stichprobe die mittieren 50%
der Werte liegen (25. und 75. Perzentil) — in diesem Fall der
adjustierten posttherapeutischen Werte.

adjustierter postiherapeutischer Wert
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Studienkonorte.

Studienzentren

Max Interpretationshinweise:

Sie finden oben abgebildet die adjustierten posttherapeutischen
Ergebnisse fiir die EPIC-26 Dimension ,Inkontinenz” fir Zentren mit

75. Perzenti Daten von mindestens 10 Patienten im Zeitraum 2017-2021 zusammen mit
den dazugehorigen MID-Intervallen
Far die Dimension ,Inkontinenz* ist die MID 6.
Median
Fur die EPIC-26-Scores gilt: je hoher der Wert, desto besser geht es den
Patienten in Ihrem Zentrum 12 Monate nach Behandlung. EPIC-26-Scores
o ] konnen Werte zwischen 0 und 100 annehmen.
Unten links finden Sie die adjustierten posttherapeutischen Werte aller
win Zentren im Zeitverlauf als Boxplots abgebildet
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Background: Christoph Kowalski

Small but growing Health Services Research unit at DKG

More into PROMSs: https://www.pco-study.com/login; https://www.edium-studie.de/login; prostate and

colorectal cancer

But: in the past in charge of surveying breast cancer patients in one state of Germany (3,000-5,000

patients per year)
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Meeting patients” health information needs in
breast cancer center hospitals — a multilevel

analysis
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Background

Breast cancer patients are confronted with a serious diag-
nosis that requires them to make important.decisions.
These decisions regard treatment and many aspects of
everyeay life and require patients ta be informed of the
advantages and disadvantages of different options. Accord:
ing to the Institutc of Medicine [1], “many patients have
expressed frustration with their inabilty to participate in
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decision making, to obtain information they need, to be
heard, and to participate in systems of care that are re-
sponsive to their neecs” (p. 44f). Previous studies have
been consistent in their findings that (breast) cancer pa-
tients have a high need for information, especially con-
ceming the severity of their condition and their treatment
options (2], Halkett ctal. found that breast cancer patients
have a consistently high need for information, which does
not significantly decrease over the course of treatment [3
Mistry et al. came t the same conchusion in a heteroge-
neous sample of cancer patients 4]

Correlates of information needs have been wall de-
scribed in the literature. Matsuyama et al found a negative

FEATURES.

Associations between hospital structures, processes
and patient experiences of preparation for discharge in
breast cancer centers: A multilevel analysis

Nowak, Marina; Swora, Michael; Karbach, Ute; Pfaff, Holger; Ansmann, Lena
Author Information©

Health Care Management Review 46(2):p 98-110, 4/6 2021. | DOI: 101097/ HMR.0000000000000237

Abstract

Background

Discharge management is a central task in hospital management. Mitchell's quality health
outcomes model offers a contextual framework to derive expectations about the relationship
between indicators of hospital structures and processes with patient experiences of preparation
for discharge.

Purpose

The aim is to analyze the association between hospital structures and processes with patient
experiences of preparation for discharge in breast cancer centers.

Methodology

The data were collected between February 1 and July 31, 2014-2016, with annual cross-sectional
postal surveys on patient experiences of preparation for discharge in breast cancer center
hospitals in Germany. These data were combined with secondary data on hospital structures,
obtained from structured quality reports 2014 and the accreditation institution certifying breast
cancer centers, constituting a hierarchical data structure. A total of 10,750 newly diagnosed breast
cancer patients from 67 hospitals were analyzed. Following listwise deletion, 9,762 patients could
be included in linear hierarchical regression analyses.
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https://www.pco-study.com/login
https://www.edium-studie.de/login

PREMs (a systematic)

Definition

Kingsley/Patel 2017: "PREMSs gather information on patients’ views of their experience whilst receiving care.
They are an indicator of the quality of patient care, although do not measure it directly. PREMs are most
commonly in the form of questionnaires.”

What are they good for

Benchmarking (provider comparison)
Changes over time

Health system performance assessment

PROMs

PREMs are not PROMs. Kingsley/Patel 2017: “In contrast to PROMs, PREMs do not look at the outcomes of care
but the impact of the process of the care on the patient's experience e.g. communication and timeliness of
assistance.”
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PREMs (a systematic)

Prostate Cancer Qutcomes-Studie (PCO) Ergebnisbericht D K

Casemix-adjustierte EPIC-26-Scores: Inkontinenz (nur RPE) KREBSGESELLSCHAFT

° What are they good for

Benchmarking (provider comparison)

o O O

Changes over time

Health system performance assessment

adjustierter posttherapeutischer Wert

Alle Zentren
? Median (orangene Linie) ! 70,0
* Durchschnitt 2 69,6
Interquartilsabstand * 11,0

"Der Median ist ein Lagemalt und entspricht dem Wert, der in einer
sortierten Stichprobe genau in der Mitte liegt
2Dy Mittel) der

Werte aller Zentren

*Der Interquartiisabstand ist ein Streuungsmag und gibt die Breite des
Intervalls an, in dem bei einer sortierten Stichprobe die mittleren 50%
der Werte liegen (25. und 75. Perzentil) - in diesem Fall der
adjustierten posttherapeutischen Werte.
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Interpretationshinweise:

Fiir die Dimension , Inkontinenz" ist die MID 6.

Max
® Sie finden oben ildet die adj i
. E Ergebnisse fur die EPIC-26 Dimension ,Inkontinenz* fur Zentren mit

75. Perzentil Daten von mindestens 10 Patienten im Zeitraum 2017-2021 zusammen mit
& den dazugehorigen MID-Intervallen
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Median
» Fur die EPIC-26-Scores gilt: je hoher der Wert, desto besser geht es den
» Patienten in Ihrem Zentrum 12 Monate nach Behandlung. EPIC-26-Scores
» 25, Perzentil kénnen Werte zwischen 0 und 100 annehmen.
1 Unten links finden Sie die adjustierten posttherapeutischen Werte aller
o Zentren im Zeitverlauf als Boxplots abgebildet.
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Examples from Europe

NHS England

PaRIS

Breast Centers Northrhine-Westfalia

IQTIG (Institute for Quality and Transparency in Health Care, Germany, Prostate Cancer)

EEEEEEEEEEEEEEEEE



NHS England: National Cancer Patient Experience Survey 2022, Picker

Year on year comparisons for questions related to

* Purpose diagnostic tests
“monitor national progress on experience of cancer care” 2022 w2021

° Patients Patient received all the information [N - >0,
adult cancer population discharged from NHS trust April-Jur] T e (o i 0 5%

Out of 115,662 people, 61,268 people responded to the sur

h Diagnostic test staff appeared to _ 83 5%
°* Since when completely have all the information )
they needed about the patient (Q06) _ 83.9%
2010, annually
Patient felt the length of time waiting

* Differences between hospitals: depictable, adjusted for diagnostic test results was about e 7:;'43/
right (Q07) DN s1.9%

* Changes over time: depictable
o Diagnostic test results were _ %
‘ Sample Item explained in a way the patient could ;23;
: : letely understand (Q08 D 7s.7%

Were the results of the tests explained in a way you could u completely understand (Q08)

extent; no, | didn’t understand the explanation; | didn’t havg  Encugh privacy was aivays givento - N o o
the patient when receiving diagnostic ’
test results (Q09) _ 94.4%

DKG 9
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PaRIS: Patient-Reported Indicator Surveys, chronic conditions, OECD

Purpose

“...Patient-Reported Experience Measures (PREMS), which measure how patients experience health care and
refers to practical aspects of care, such as care co-ordination, waiting times and provider-patient
communication...”

Patients

“People aged 45 and older who have visited primary/ ambulatory health care at least once in the six months
preceding the survey. To identify patients with chronic conditions, a validated list of the most common
conditions will be used.”

Since when
2023, main survey in 20 countries [Kendir et al. 2023]

Differences between providers: between countries and providers
Changes over time: not yet

Sample item
Is your health care organised in a way that works for you? (yes, definitely; yes, to some extent; no, not really;
no, definitely not; not sure)

DKG 10
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Northrhine-Westfalian Breast Cancer Centers, Germany

* Purpose
“accompanying health services research” — part of certification / quality assurance, benchmarking

° Patients
adult breast cancer patients surveyed after discharge from 50 ~centres February-July; 4.000-5.000

patients annually

e Since When F. Scheibler et al./ Z Evid. Fortbild. Qual. Gesundh. wesen (ZEFQ) xxx (2019) xxx—xxx
2006 4
* Differences between hospitals: depictable 35 ——
M
* Changes over time: depictable ’ N——
* Sample item ” e Frbi g
The doctors gave me a full explanation of my sympt 2
completely) v
1 2006 2007 | 2008 | 2009 2010 | 2011 2012 2013 2014 2015
Abbildung 1. Patient*innenaktivierung und Entscheidungsteilnahme im Zeitverlauf.

DKG 1
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IQTIG (Institute for Quality and Transparency in Health Care, Germany, Prostate Cancer)

It‘s in the law: §630 Il Law for the Improvement of patients’ rights: (2)
The practitioner is obliged to inform the patient in an understandable
manner at the beginning of the treatment and, if necessary, in the
course of the treatment about circumstances essential for the
treatment, in particular the diagnosis, the expected development of
the patient's health, the therapy and the measures to be taken during
and after treatment.

e e e e e iaeiceing

annually

Cinroa whan

10.2 Evidenzbasierte Empfehlung gepruft 2018

Empfehlungsgrad ) ring the medical consultation, the patient should be informed about all

A relevant treatment options described in this guideline, their prospects of
success and their possible effects. In particular, the effects on his physical
appearance, his sex life (impotence), his urinary and faecal control
(incontinence) and aspects of his male self-image (self-image) should be
discussed.

Level of Evidence

4

Starker Konsens

DKG
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on
ing

Please tick one box in each line!

Uncontrolled loss of urine (incontinence) .........uu..
(yes

O no

O don’t remember

Impotence (erectile dysfunction) ...ccccvevinieiiiiiiinnnaes

(yes

Ono

Odon’t remember

Shortening of the penis ....cciciiiiiiiiciin .
Ovyes

Ono

Odon’t remember

Difficulty or pain when urinating .........e...

(yes

Ono

Odon’t remember

12




Actionability

Requirements for Actionabilities

“An indicator is actionable if progress toward the target is reflected in the indicator and if policymakers
and stakeholders use the indicator to monitor progress toward the target (suggesting a positive feedback
|00p)." [German Federal Ministry for Economic Cooperation and Development 2015, The Indicators We Want]

> reacts to changes in practice, requires follow-up measurement

Limitations
Are the right persons addressed, do we follow-up (really), do we take it seriously, are sanctions in place?
Interacts with SMART criteria, of course: specific, measurable, achievable, relevant, and time-bound

Evidence for improving care
Difficult...; costly, long-term studies

DKG 13
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Conclusion (my opinion)

Are we there yet
No

Few good practices

Often not totally clear what the rationale is, if it can be achieved with what is done, if it is sustainable

Should we engage in PREM collection
We = European oncology community (including DKG)

Only if we look at experiences that reflect guideline recommendations / legal requirements / “high level”
expert consensus (including patients) and that are actionable

And it needs to be methodologically sound

NB: Do not use PREMs as substitute for Qls you really want to measure
If not, there are better ways to spend money

14
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Thank you for your attention!
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