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|. MAIN PRINCIPLES ADOPTED




A New ,Comprehensive — Multiple Source” Model of PAAC
Cancer Registration? What does it mean? AT Ion ACAINST NCER

.... In past

(o

All items in cancer registry are reported in special SW (formulas)
as ,additional” duty of providers operation

Extensive data collection, mainly outcomes of laboratory
examinations, details on hospital stays, etc. are not included. The
registration is ,only“ epidemiologic.

Linkage of data coming from various sources (providers) is limited
due to insufficient legal mandate.

Organization of observational studies is complicated, associated
with administrative burden.

iPAAC Stakeholder Forum, Brussels, 10 December 2019



A New ,Comprehensive — Multiple Source” Model of PAAC
Cancer Registration? What does it mean? A TION ACAINST SANCER

.... newly implemented model and its ambitions

—

The system should cover already running data collection processes, their
sources and data outcomes (diagnostic units, primary care providers,
hospitals, etc.)

Linkage of data coming from various sources must be supported by
law with clear mandate and duties for all providers

,7Additional” data collection by hands of health professionals must
be minimized and utilized for special studies or purposes

iPAAC Stakeholder Forum, Brussels, 10 December 2019



The National Health Information System: ARG
guiding principle of reform DR AGTION AGAINGT CANGER

The Czech strategy is to develop a system utilizing already
generated / collected administrative data and health care records

)

iPAAC Stakeholder Forum, Brussels, 10 December 2019
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. WHAT HAS ALREADY BEEN DONE?




Multiple-source data integration: BAAC
what has already been done DR AGTION AGAINGT CANGER

@ TOPIC I. Legislation

v' Completely new amendments of two laws has been
prepared and are currently being negotiated (law on
eHealth) or approved (law on health services)

TOPIC II. Data protection policy, GDPR implementation

v Legal base for linkages of multiple data sources was
prepared and legally approved

v The interconnection is based on eGovernment
services (agenda-specific identifier - pseudonym)

iPAAC Stakeholder Forum, Brussels, 10 December 2019 o e T sgramme
of the European Union



Multiple-source data integration: BAAC
what has already been done DR AGTION AGAINGT CANGER

TOPIC lll. Reference (national) data background

v Basic components supporting nationwide collection
on cancer care data has already been established
and are being analysed:

v National registry of health care providers

v National registry of health care professionals
v National registry of reimbursed health services
v National registry of hospitalisations

TOPIC IV. Optimization of cancer registration

v" In view of rising accessibility of national reference
data, the reporting by providers on cancer cases Is
optimized (in data model, focus and extent)

iPAAC Stakeholder Forum, Brussels, 10 December 2019 o e T sgramme
of the European Union



Innovated CNCR data flow °: ‘eiPAAC o

e
. °®
o FOR ACTION AGAINST CANCER

/ Czech National Cancer Registry (NHIS, Institute of Health Information and Statistics) \
4 2\ :" Additional specific \‘: data reported
\ .....Clinicaldata | | -- directlyby
R o, ! “-* healthcare
' | childhood cancers ;| . providers
CANCER RECORD B (1 data available from
------ ! blood cancers [~ other NHIS
i _____________________ 7o sources
E selected solid cancers ;““-' : _ independent
: X 7 ,; validation of
! Db b e completeness
L el B )

Basic CNCR record:

* CNCR notification (reduced dataset -> reduced reporting burden)
 pathology report (new parametric reporting, including cervical neoplasia)
 cancer care reimbursed by health insurance company

 death certificate

Co-funded by
the Health Programme
of the European Union
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Innovated methodological

and legal basis

PAAC
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Methodology available since

Metodika NZIS 01/2019

Narodni onkologicky
registr (NOR)

Metodika sbhéru dat

Evropska unie

Ve
Evropsky socialni fond [ ? ‘I'ZIS
Operacni program Zaméstnanost

iPAAC Stakeholder Forum, Brussels, 10 December 2019

Ministry Regulation
applicable since 07/2019

Rocnik 2019
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Multiple-source data integration: BAAC
what has already been done DR AGTION AGAINGT CANGER

@ TOPIC V. National cancer care reporting

v' The newly developed system has already been used
and started to provide reports on cancer care
accessibility, equity, performance of providers, quality
Indicators, ....

TOPIC VI. Support for cancer care management

v" The newly emerging system supports changes in
cancer care organization, mainly establishing of
regional comprehensive cancer care networks

v’ Set of national quality and outcome indicators is
being prepared.

iPAAC Stakeholder Forum, Brussels, 10 December 2019 o e T sgramme
of the European Union
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Ill. REFERENCE DATA BACKGROUND




National model framework

FOR ACTION AGAINST CANCER

Comprehensive approach to cancer registration Is
proposed to be embedded in newly re-constructed National
Health Information System of the Czech Republic

This approach has several advantages

/ | N\

Synergy with other Legal base for Obligatory national
complementary health care standards for data
Information providers to collect model and

systems and report data reporting

iPAAC Stakeholder Forum, Brussels, 10 December 2019 So funded b

ogramme
of the European Union



The National Health Information System: .-

structure

National registr
of health care
providers

National registry |

of health care
professionals

National registry |

of reimbursed
health services

Central repository
Help desk
Methodical

Health insurance g8
companies ;

® .
®. "g iPAAC
o % e INNOVATIVE PARTNERSHIP
: FOR ACTION AGAINST CANCER

Main advantage of the
NHIS is reference
data background
covering
representative data on
health care providers,
professionals and
consumed-reimbursed
services.

The NHIS thus forms
Infrastructure
supporting cancer
registration in all its
items.

Co-funded by
the Health Programme
of the European Union




The national reference data sources IPAAC

FOR ACTION AGAINST CANCER

National registry v" Newly established information system covering all

of health care relevant providers and interconnecting laboratories,

providers ;EQ diagnostic units, cancer screening units, health care
providers, palliative centers, etc.

of health care control over personnel capacities of all health care

National registry v Already implemented information system allowing
!
professionals \g providers

GDPR rules.

Both regqistries form representative platform controlling accessibility of
care, performance of providers and their capacity for cancer care.

‘ These two components of the system serve as safe entry to the
eHealth system and allows safe reporting of data in compliance with

Co-funded by
the Health Programme
of the European Union

iPAAC Stakeholder Forum, Brussels, 10 December 2019




The national reference data sources PAAC

FOR ACTION AGAINST CANCER

v' Most important components of the whole system.

National registry

of reimbursed Thanks to implemented reimbursement rules, the

health services Czech health care system is capable to control all

Qg consumed health care services — it these new

components they are reported via fully
representative data model.

National registry

of hospitalisations v Each individual hospital stay is recognized as well

;g as each relevant interaction of a patient with any
type of health care provider.

‘ Both systems have already been implemented on the basis of
Innovated law (2018) — even retrospectively, it means that the system
can work directly with time series

....currently the interconnection of laboratory examinations and
diagnostic units via eGovernment is being prepared.

Co-funded by
the Health Programme
of the European Union

iPAAC Stakeholder Forum, Brussels, 10 December 2019




National Registry of Reimbursed anc
Health Services .

Beds Contracted care
Specialty FTEs

What?

Type Equipment
Why?

Healthcare
By whom? facility ltems: procedures
To whom? Claim type ltems : drugs
Where? Date v ltems : individual drugs
Diagnosis CI alm ltems : material

Specialty .
Items : other diagnoses

Health Insurance Co. Etc.
> Patient
Demography 1

Medical history

Co-funded by
the Health Programme
of the European Union
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Cancer registry linkage opportunities
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I A

Czech National Cancer Registry
1977-2017
ICD, ICD-0O, TNM

~

— POSSIBLE TESTING OF T7.2-T7.4 METHODOLOGY

| S—

g Death certificates Hospital discharges
1977-2018 1994-2018
all ICD all ICD, primary+other
\_ y, \_ v,
4 R
Reproduction health
at least 2013-2018
\_ v,

Reimbursed care
2010-2018
all ICD

including procedures, drugs,
cancer screening, supportive
care, etc.

iPAAC Stakeholder Forum, Brussels, 10 December 2019
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Examples of reporting: Infrastructure, providers, personal capacities, ...

Reference data
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Lack of personnel capacities,
both physicians and nurses;
hospital care and selected
segments of primary care

Critical situation in number of
nurses in acute hospital care

Significant ageing of primary
care specialists and GPs —
risk of non-equity

Inequal distribution of
capacities among regions of
the country



The National Health Information System:
network of healthcare providers —web portal

http://Inrpzs.uzis.cz

o
Evropuky sociaim fond
Operatni program Zaméstnanost

Narodni registr
poskytovatelti zdravotnich sluZeb

:vzis HE W

Novinky a akce
Informace o NRPZS
Kontakty

Népovéda

Nérodni registr { ich sluzeb (NRPZS) ko mpl i lpiehled éechpo kytovatelich zdravotni péce v Ceské republice, bez ohledu
jejich zfizovatele. Poskytuje Gdaje o profilu a rozsahu péce i zafizenimi, obsahuje kontaktni Gdaje na dand zdravotnickd
zafizeni ada|s| podvob &jsi informace.

Dostupnost do centra Prahy prostfedky PID
v kombinaci s pési dochdzkou ke stanici
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Regional models

of cancer care, presenting
professionals

and navigating patients
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www.onconet.cz

Regional models of cancer care on-line

NATIONAL CANCER CONTROL PROGRAMME

co
nopon:line

comprehensive cancer care

Address
MUDr. Jana Janského 11
69 02 Znojmo

Contacts

phone: +420 515 215 111
e-mail: info@nemzn.cz
www: http://www.nemzn.cz
Location

GPS latitude: 48°5279" N

GPS altitude: 16°73" E

screening)

Departments involved in cancer care:

=
Znaime

narodni onkologicky prt

national cancer control programme

South Moravian Region

Ivagice

Ra@@ad

Hus! pece

'
7 /e

data and background information

<>

ISSN 1802-887X

Display all [N=58]

@ Map of all health facilities providing
cancer care in this region

Diagram of cancer care in this region:

@ Diagram of cancer care in this region

=3 Cancer Centres in this region:

Comprehensive Cancer Centre of Masaryk
Memorial Cancer Institute in cooperation
with University Hospital Brno and St. Anne's
University Hospital in Brno

News from the region

9.10.2014 Description of cancer care in the
South Moravian Region

Cancer care is provided by CCC of Masaryk
Memorial Cancer Institute Brno in cooperation
with University Hospital Brno and St. Anne's
University Hospital.

Map of facilities involved in
comprehensive cancer care

Types and numbers of facilities

Diagram of cancer care

Link to a regional Cancer Centre

Regional news

s department of radiclogy and imaging methods (breast cancer

* department of gastroenterology and digestive endoscopy

{bowel cancer screening)

Detail of a health care facility

PAAC
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www.onconet.cz

o. °g iPAAC

Cancer Centres On-line e e AT AT e

Equipment characteristics

Comprehensive Cancer Centre of Masaryk Memorial Cancer Institute in cooperati
Hospital Brno and St. Anne's University Hospital in Brno

Basic st ] Contractual relationships with health i

Hospital and management informat

cal assessment

n systems I Health care quality assessment and documentation I

linical researc

Comprehensive Cancer Centre of Masaryk Memorial Cancer Institute in cooperation with University
Medical equipment: Hospital Brno and St. Anne’s University Hospital in Brno

Basic characteristics

Beds and outpatient departments:

Total number of beds available for cancer patients: [EE]
Total number of oncology outpatient departments: [

Spiral computed

-
v" . tomography: 7
number of instruments: [
—]

I ldentification data I Basic characteristics ] Contractual relationships with health i pani

l Hospital and management information systems I Health care quality assessment and documentation I dlinical assessment

Clinical trials and i of new pi
The centre has a local ethical commision at its disposal: [7]

The centre is willing and has the capacity to take part in new multicentre clinical trials and registries: [7]

PET:
number of instruments: [

number of instrum Number of clinical trials (being conducted in compliance with the Good Clinical Practice) in which the centre currently participates:

. . o q q 0 et Phase I: Total number:
Comprehensive Cancer Centre of Masaryk Memorial Cancer Institute in cooperation with University Number of "MEE“‘DHB\ projects: E

Hospital Brno and St. Anne's University Hospital in Brno Phase II: Total number: [FE]
Number of international projects: [EE]

! T Endoscopic ultras: I ification data I Basic isti I Contractual relationships with health i pani Phase Il Total number:
k| xchine: [7] sk Number of international projects: [ZE]
member of mstruments: K o [ Hospital and management information systems l Health care quality assessment and documentation I d Py

Number of international projects: [l

Hospital and

systems (HIS and MIS)
For the documentation of diagnostic and therapeutic processes in cancer patients, the centre employs a fully electronic The centre is involved in Czech or international clinical registri
Hospital Information System (HIS): [7] {out of National Cancer Registry, i.e. projects concerned with genetics etc.) 7]

Other equipment:

HIE idzntifization: [SE G R (TuOIE Project Identification of project Disgnosis of registered pationts T CoMEre has been actively part
HIS provider: | Medicon as. ] title organizers agnosis of registered patients

Registry . €18-20, €25, C34, C45, C64, €56,

ok Prof. MUDK. Rostisar Vyauls, CSc. {1 2008

The HIS employed in the centre enables a parametric collection of cancer data, at least in the extent of the report sent ta he centre actively participates in prevention programmes:

the National Cancer Regist Primary prevention:

mammary screening, colorectal carcinoma, Stub It Out, counselling service on healthy diet and lifestyle
Secondary prevention:

mammary screening, colorectal carcinoma, melanoma treatment, seniors

The centre organizes its own projects of a nationwide significance in the following areas:

pathology: %]
radiodiagnostics: [7]
Which of the following data are parametrically recorded within the HIS and which of them are easily available for the centre’s management: nuclear medicine: [7]

Uidaj parametricky zaznamenivan |Udaj pohoding dostupny| Therapy:  chemotherspy: 4]
v NIS pro vedeni centra ;:[Ua;‘z;t;‘ir;y %l
o r of diagnosed and/or treated patients Genomics and protcomics: B
nforma t-l on SYS te INS e voes s ey s e

e time of diagnosis (TNM, clinical stage ctc.)

=&

istopathological examination (STNM, erade etc.) Data authorization: 16.5.2014, Jiff Vorliek

pmesuesed lzboratory examination

Results of examination by imaging methods

Records on radiation therapy

HEEEEEE"E

Records on adverse drug reactions

5]
5]
[E3)
=
Records on anticancer pharmacotherapy (regimens, praducts, doses ctc.) o]
5]
=
5]

The centre employs a Management Information System (MIS):
MIS identification: [EET (O Re AR
MIS provider: INSIGHT STRATEGY/ CBA MU, MEDICON

Length of use
{in months:

The centre employs filmless technologies and telemedicine tools: [7]

HIS identification : [T YRNIWAIT NPTy

HIS provider: ICZ, Tatrahed SR

...ahd more




Examples of reporting generated by the Czech National Cancer Control System: |. Epidemiology
Model diagnosis: colorectal cancer

Main trends:
incidence & mortality
o 90
C . .
8 80 - .incidence
2 70 |- = mortality
< -2.0%
£ 60
8 50
8 404 M
;:—', 30
g -17.0 %
@ 2
S 10 o
3 0 %: trend change 2007-2016
o

Q. D, 0D CRON NS
RACRATE UM SN

Incidence  Mortality
Absolute counts in 2016 7,553 3,445
Counts per 100 000 in 2016 715 32.6

Main trends:
prevalence

D
o
o

+34.7 %

al
o
o

N
o
o

N
o
o

=
o
o

Counts per 100 000 inhabitants
w
o
o

%: trend change 2007-2016

o

%

S P P KO K P PP O o> o
SIFSIESE L s

Prevalence (31.12.2016)
Absolute counts 58,234
Counts per 100 000 551.2

Clinical stages: detection at
primary diagnosis

TNMi2. TNM3. | TNM4., TNMS5. TNM6. TNM 7.
|

100% 1|
80% -
60%
40% A

20% -

0% 4
RO R BN O IPRBI
R OIS OIS

Stage of the disease
Bi1 02 03 W4 Ounknown [ not recorded

Survival of treated patients
in time trends

Stochastic predictions
of incidence and prevalence

Stochastic predictions
of therapeutic burden

Colorectal 5yr relative survival
carcinoma (95% IC)
(C18-C20) 2005-2009 | 2010-2015
All patients 57.9(57.2-58.6) | 63.2 (62.5-63.8)
stage 1 86.4 (84.9-87.7) | 89.9(88.8-91.0)
stage 2 72.3(70.9-73.6) | 77.0 (75.8-78.2)
stage 3 52.9 (51.4-54.3) | 59.3 (58.1-60.5)
stage 4 12.2 (11.3-13.1) | 13.3 (12.4-14.2)

Colqrectal Predictions for 2018
carcinoma :
(C18-C20) Incidence | Prevalence
2,156 22,268
Stage | (2,008:2,304) | (22,023;22,513)
1,879 19,019
Stage I (1,760;1,998) | (18,792;19,246)
2,162 15,265
Stage 111 (2,046;2,277) | (15,062; 15,468)
1,393 6,157
Stage IV (1,186;1,602) | (6,028; 6,286)
505 3,100
Stage unknown | 305.6e5) | (3.017:3.201)
8,095 65,818
TOTAL (7,322:8,866) | (65,396; 66,240)

Colorectal carcinoma Newly treated
(C18-C20) patients in 2018
Stage | 1,927 (1,795; 2,060)
Stage 11 1,761 (1,649; 1,872)
Stage 111 2,007 (1,900; 2,114)
Stage IV —incidence 937 (798; 1,077)
Dlssemm_ated relapses / 1583 (1,518; 1,648)
progressions

TOTAL 8,215 (7,660; 8,771)

PAAC
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Examples of reporting generated by the Czech National Cancer Control System: Il. Hospital level

Model diagnosis: colorectal carcinoma

Distribution of care among

regions/centers

2014-2017
0% 20% 40% 60% 80% 100%

-—.-_..——-—-_-

.CC in the region Other CC
Hospital in the region . Other hospital

Volume of cancer treatment:
capacity of hospitals

400 2014-2017 N = 34,119

300
200

100

Treated patients / year

1 6 11 16 21 26 31 36 41 46 51
Rank of hospitals

Benchmarking of survival
after given medication

1,0 .
Registr CORECT
median OS - 28,4 mésice
____ Studie AVF2107g*
0,8 median OS - 20,3 mésice
2 Studie NO16966 *
H median OS - 21,2 mésice
§ 0,6
= Median OS
°
9o
5 o4
s
]
o
0,2
0,0 Tt

0 12 24 36 48 60 72 84 96

Cas (mésice)

Catchment area of centers
and hospitals

Proportion of hospital stays
0% 25% S0% 75% 100%
South Moravian Region 66,0%
Vysotina Region 22.9%

Zlin Region || 3,0%
Pardubice Region | 1,5%
Central Bohemian Region | 1,2%
South Bohemian Region | 1,2%
OlomoucRegion | 1,2%

Moravian-Silesian Region | 1,1% M >100%
Capital of Prague | 0,3% W 25-9.9%
o ; 1.0-2.4%
Usti nad Labem Region 1 0,3% <1.0%
Plzeii Region | 0,2%
Hradec Krélové Region | 0,1% G
Karlovy Vary Region | 0,1% <1% <1%
Liberec Region | 0,1% " _1q
<1%
2%
% 1%

<1%

Real-world trajectories

., ®

8 574 annually - unique patients hospitalised
for cancer in 2015 - 2017

, 80.3% patients with one
hospitalisation
39.7% patients with two or more

hospitalisations

L —»

Outcome measures: 5yr
survival — benchmarking

Celkové 5leté preziti [%] R
Diagnéza % 0% 0% 60% 80° 100% : o

varia (C62)
Stitna 24za (C73)
Hodgkindv lymfom (C81)
prs - 2eny (C50)
déloha (C54,C55)
melanom kize (C43)
predstojna aza - prostata (C81)
hrdio délozni - cervix uteri (C53)
ledvina (C64)
mocovy méchyF (C67)
pojivove: a mékké tiéné (C47,C49) 4
non-Hodgkindv fymfom (C82-C85,C96)
hrtan (C32)
tlusté strevo a konecnik (C18-C21)
vajecnik (C56) +
ileukémie (C91.1) - -
dutina st a hitan (C00-C14) *
Cetny m (C90) *
zaludek (C16) * =
mozek amicha (C70-C72) —}
akutni leukémie * - -
luenik a 2luéové cesty (C23,C24) —

prudusnice a plice (C33,C34) e +3.2%
jicen (C15) | o +6,1%
jétra a intrahepatéini ZuCové cesty (C22) —i-4- +11.1%
slinivka biéni (C25) g g 71%

= [0 Vyznamné vyssipreziti (A>+10%)
+—— Viestni pacienti (s 95% IS) Viyznamné vyssi predit

‘ Léceni pacienti CR == [ Vyznamné nizsi preziti
w= [l Vyznamné nizsi preziti (A<-10%)

. . )
.. ..'n. [ J
®: g iPAAC
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Examples of reporting generated by the Czech National Cancer Control System: |ll. Screening
Model diagnosis: colorectal carcinoma

CRC screening:
FOBT regional coverage

Men and women aged over 50

CRC screening:
age-specific coverage

FOBT positivity: time trend and
regional profile

Coverage in Coverage by Men and women aged over 50
percents screening Positivity ~ 19%
[ J<2s0 One-year Two-year o 7
[ 250300 505 nterval 4 interval 7,2%
[ 500350 EMuii  wZeny &%
I 50400 | Range in regions
B - 00 0% I 4% 5,9-8,6%
%
30% | |
I 0% +
20% 4 2008 2007 2008 200% ZO10 2011 20MZ 20M3 2014
Year
I Positivi 14%
10% 4 I ositivity 1%
I 1%
0%
50-54 55-59 G0-64 6569 TO74 7579 BO-B4 85+ b
&%
4%
Age group %
%
30,8% P PP DD D DD
2 1 8(y ) 43 40/ & &%!- ‘.“‘5' a‘- ﬁw .!d'l- 1—‘“ ab;“ ‘.‘\é “.‘"{i&%‘- “‘**&‘y‘qﬂ-
& [ ) & g & i
> <« > 0 S g
’ ’ & S
& TS &P & e"‘di‘*}pﬁ
& T
& Regiol

Coverage in time trend:
2013 vs. 2014

Men and women aged over 50

Difference (%)

[ <30
[ 304c
B 4o05c
B s05c
Bl -0

Share of primary care
specialists
Women aged over 50

Year 2011, N = 310 393 examinations ~ Year 2012, N = 325 631 examinations
151 (0,1%) other/unknown expertise 77 (0,02%) other/unknown expertise

Year 2013, N = 339 424 examinations ~ Year 2014, N = 423 660 examinations
88 (0,03%) other/unknown expertise 74 (0,02%) other/unknown expertise
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Primary screening
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Examples of reporting generated by the Czech National Cancer Control System: |V. Palliative care

System controlling data reports over end-of-life care

Mortality rates: subregion of death
in the CCCN area

% of all deaths
0,0% 10,0% 20,0% 30,0%

Brno-mésto 23,3% . >200%
I 10,0-199%
Brno-venkov 11,7% 5,0-9,9%

<50%
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Znojmo 6,9%
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Beclav 6,7%

Trebi¢ 6,6%

Blansko 6,5%
Jihlava 6,5%
Havli¢kiv Brod 5,8%
Vyskov 5,3%

Pelhfimov 4,7%

Main causes of death by sex, age
and primary cancer diagnosis
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Proportion of deceased persons

Main causes of death in time
trends
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Capacity building of end-of-life
care and palliative care
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Main causes of death by sex:
population benchmarking
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Place of end-of-life care: type of
health care facility

SW Moravia
% of all deaths
Hospital 39,8
Athome, in a social care faciliy | | | A DN =+
University hospital 10,8 Cr
% of all deaths
Long-term care hospital (LCTH) 58

392
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Other health care facilities 56 B
Other, undetermined [ 3.6 55
14

66

PAAC

INNOVATIVE PARTNERSHIP
FOR ACTION AGAINST CANCER



PAAC

INNOVATIVE PARTNERSHIP
FOR ACTION AGAINST CANCER

National Pilot ICT Model for Cancer Registration
Integrating Multiple Data Sources

V. NEXT STEPS




Future ambition: comprehensive data-based
support of cancer care management and
organization of care
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Diagnostics
/  fherepy
Prevention Prlm{
. Follow-up
Sereening === care Supportive care —

Problem Seolving in Patient-Centred and
Integrated Cancer Care

13 Integration of Cancer Care between
Primary Care and Hospitals

Palliative
care

€ |CanCon

European Guide on
Quality Improvement
in Comprehensive
Cancer Control

c an con Peter Selby, Geoff Hall, Ladislav Dusek, Fotios Loupakis, Lucio Luzzatto, Tit Albreht,
Richard D. Neal, Rob Turner, Sean Duffy

C

Cancer Control Joint Action

Introduction

Despite encouraging progress, outcomes for cancer patients are still patchy and inequalities are
apparent even across Europe.'-* Integrated cancer care, bringing together primary care and
hospital care and forming closer links between institutions, can improve the quality of care and
outcomes for patients.* This chapter summarizes approaches to improving integration between

iPAAC Stakeholder Forum, Brussels, 10 December 2019
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Future ambition: multiple data sources
Interconnected for reporting over complex

indicators of quality
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N
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Equity

Accessibility

Population
data

Hospital
data

Specialized
registries

»

Regional monitoring
Distribution of care
Prevention

Case mix monitoring
Migration of patients

Analyses of target
groups of patients

Diagnostic and
therapeutic
standards

Compliance with
standards
Quality control

Specific algorithms
& protocols,
adherence

Adverse events
Specific problems
Mortality

Therapy-related
complications

Toxicity assessment
and grading

Overall survival
Disease free survival

Therapeutic
response
Time-to event
analyses

Quality of life
Cost effectiveness
Economic analyses

iPAAC Stakeholder Forum, Brussels, 10 December 2019
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Legal basis for monitoring PAAC
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Organisation and evaluation of cancer care
' Published 12/2017

UUUUU e e Centres for highly specialised cancer care
—— MES’If]m!,_!gm’f’""‘c‘?fn‘lﬁfi’ff{f‘;i Published 11/2019

 multidisciplinary teams

* regional cancer groups

« performance indicators

Legal basis for performance indicator (methodology, disclosure) is being
established (amendment of Act on Health Services undergoing legislative process)

Co-funded by
the Health Programme
of the European Union

iPAAC Stakeholder Forum, Brussels, 10 December 2019




Linkage as a basis for evaluation and
monitoring: example of cancer screening
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Key elements of legal framework
in 33 responding countries

personal invitation based on age/gender

personal invitation based on history

registration in screening registry

individual linkage: screening and cancer registry
individual linkage: screening, cancer and CoD registry
central QA by re-reading

common personal identifier

linkage studies conducted

..................................................................................................... active consent for registration: screening registry
The European Journal of Public Health, Vol. 29, No. 2, 345-350

© The Author(s) 2018. Published by Oxford University Press on behalf of the European Public Health Association. All rights reserved.

doi:10.1093/eurpub/cky200 Advance Access published on 27 September 2018 active consent for ngISU&][lOﬂ cancer [QQ|5[ry

The legal framework for European cervical cancer
screening programmes a

Ondrej Majek'?, Ahti Anttila®, Marc Arbyn?, Evert-Ben van Veen®, Birgit Engesaeter®,
Stefan Lonnberg?®

iPAAC Stakeholder Forum, Brussels, 10 December 2019

Proportion of answers
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Current steps and future plans ATELY L —

Definite legal basis for
monitoring of cancer care,
interconnection via
eGovernment services within
eHealth system must be realized
and methodically published

_ Standards of national reporting
Reporting focused on cancer care

> management and quality must
be prepared

Methodical base for realization of
s Nl ~ various types of studies must be
e ’W:m,u & M::”“; p re p ar ed
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Thank you very much

for your attention
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