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LCD mission

1. We contribute to, valorize, and strengthen the Belgian and
European health information system

2. We take a broad view on public health, focusing on the
overall state of health and on chronic diseases and their
determinants

3. We provide pro-active policy support, by putting current
evidence into context and by evaluating health policy
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Climbing the DIKW pyramid

Information put into
context — e.g., state of
health, prioritisations

‘Wisdom

Policy-relevant indicators —
e.g., prevalence, DALYs ‘Knowledge

e.g., HIS, FCS action — e.g., health impact

Raw values — \ Information Evaluation of knowledge &

assessment, foresight

.Data
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From data to dashboards

Knowledge translation
Data management strategy
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Primary data collection

Belgian Health Interview Survey (BHIS)
- First edition organised in 1997

DE GEZONDHEID VAN DE BEVOLKING

IN BELGIE, IN DE VLAAMSE GEMEENSCHAP
EN IN HET BRUSSELS GEWEST

Gezondheidsenquéte 1997 SAMENVATTING
Schriftelijke vragenlijst

BETROKKEN PERSOON

N° van de persoon

Voornaam:
GEZONDHEIDSENQUETE, BELGIE, 1997
Centrum voor Op i | Ond k in Volksg dheid
INTERVIEWER Afdeling Epidemiologie
Naam van de interviewer: lijk Insti Iksg dheid - Louis Pasteur

Code van de interviewer:

in samenwerking met

het Nationaal Instituut voor de Statistiek en
Datum enquéte: ...... A /19 ... het Limburgs Universitair Centrum
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Primary data collection

Belgian Health Interview Survey (BHIS)

- First edition organised in 1997

- Subsequent editions in 2001, 2004, 2008, 2013, 2018

- Next edition planned 2023

- “Spin-offs”: Health Examination Survey, LocalHIS, Prevention barometer, COVID-HIS, PSYCOV, ...

- HISIA: Interactive Analysis of the Health Interview Survey
https://www.sciensano.be/en/projects/health-interview-survey/hisia
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https://www.sciensano.be/en/projects/health-interview-survey/hisia

HISIA

%iensanu

Belgian Health Interview Survey
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Percentage of the population aged 15 years and over with a good (to very good) subjective health

Module: Subjective health - Update 2018 Belgium , 1997-2001-2004-2008-2013-2018

Crude % 95% CI

N()

First select an indicator

78.3 (76.9-79.7) 7949
76.2 (75.0-77.5) 9366
76.9 (75.7-78.2) 9423
76.8 (75.4-78.1) 7656
77.9 (76.6-79.3) 6555
77.0 (75.6-78.3) 7997
77.2 (76.6-77.7) 48946

| SHO1_1: Good subjective health |

Select year

[ All years w ]

Select geographical level

[ Belgium i ]
Select no/one/two parameter(s) Population aged 15 years and over
Weighted percentage
- (*) Total number of respondents (unweighted)
Sl
[ No additional parameter l Take care with the interpretation, especially if N < 100!
Submit Query
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Primary data collection

Belgian Health Interview Survey (BHIS)

- First edition organised in 1997

- Subsequent editions in 2001, 2004, 2008, 2013, 2018

- Next edition planned 2023

- “Spin-offs”: Health Examination Survey, LocalHIS, Prevention barometer, COVID-HIS, PSYCOV, ...

- HISIA: Interactive Analysis of the Health Interview Survey
https://www.sciensano.be/en/projects/health-interview-survey/hisia

Nutrition & Health
- Food Consumption Survey (FCS) — 2004, 2014, 2022
- Food Composition Monitor “NutriTrack”

Illicit drugs

- Treatment Demand Indicators (TDI) registration

- Belgian Early Warning System Drugs (BEWSD)

- Web survey on drugs (COVID-19 drugs survey = “Drug Vibes”)
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https://www.sciensano.be/en/projects/health-interview-survey/hisia

Belgian Health Information Landscape

...‘. . .-.c." . - - - 2 X
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Belgian Health Status Report

From Data to Information

ML FR AL Other official information and services: www.belgium.be .lx

Subscribe to our newsletter | Contact

For a healthy Belgium Q

Health Status  Health System Performance Assessment  Medical Practice Variations  Key data in healthcare  Belgian Health System

Health status of the Health System Patterns of variations Key data in healthcare Description of the
Belgian population Performance in medical practices Belgian health system

Assessment
.
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COVID-19 Crisis Burden of Disease Life Expectancy and Quality of
Life

Mental Health

s

Communicable Diseases Determinants of Health Health Inequalities




The prevalence of diabetes is increasing over time Belgians with a lower education have an increased
risk of diabetes

CRUDE AGE-STANDARDIZED

Age-standardized prevalence of diagnosed diabetes by compensation status, Belgium,
Age-standardized prevalence of diagnosed diabetes in Belgium and its regions, 2007-2020 2007-2020

S0

Age-adjusted prevalence per 1
Age-adjusted prevalence per 1,000

2010 2012

- Belgium -+ Brussels Increased compensation -+ NMormal compensation
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COVID-19 Crisis Burden of Disease Life Expectancy and Quality of
Life

Mortality and Causes of Death Non-Communicable Diseases Mental Health

Communicable Diseases Determinants of Health Health Inequalities




Belgian National Burden of Disease Study (BeBOD)

From Information to Knowledge

Quality Years Lived with  Years of Life
of Life Disability (YLD) Lost (YLL)

Age
%iensano .m



BeBOD framework

YLD cancer

Belgian Cancer Registry

YLL all causes
COD data Statistics Belgium
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YLL rates, age-standardised, main diseases
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/ciensane  BEBOD » Burden of Cancer @ info B2 Trends L4 Rankings £ Results

Incident Years Lived with Disability per 100,000 by region, bsp, both sexes, 2004-2019
Chart settings e
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&/ eiensane BEBOD » Disability-Adjusted Life Years @ info 88 Treemap T Rankings L4 Pafterns

Left-click on any disease group to drill down. Right-click to return to the higher level.

Chart settings

Measure ’ ' INJURIES

) - ) ) MENTAL AND SUBSTANCE USE DISORDERS MUSCULOSKELETAL ISORDERS ELF-HARM...
Disability-Adjusted Life Years (DALYs)

0
Alcohol use disorders Low back pain I egfic @ Osteoarthritis  Rh

All ages

Sex S O
et Sl Ly A 1 /O ARDIOVASCULAR DIS... NEUROLOGICAL DISORDERS

Both sexes

Self-harm

Schizop "
. Drug use dis... Anxiety disor... Parkinson... yyINTENTIO...
Region Alzheimers disease and ot...  Epilepsy

Belgium Brussels Flanders = Wallonia - Falls
Bipolar

CHRONIC RESPIRAT... SENSE ORGANS TRANSPORT...

Display mode Road injuries
Vision loss COMMUNICA...

MARRHEA, L...

Level 1 Level 2 Level 3 Breastcancer  Pancreatic

rachea, bronchus, ggd lung
O Chronic obstructive p... DIABETES, UR... CIRRHOSL...
& Download all data (4.7 MB) O sukamia

Cerebrovascular disease Diabetes mellitus : Lower respir...
Prostate_.. Brain... Cirrhosis...

Colon and rectum cancer Esoph... M




Measure

Disability-Adjusted Life Years (DALYS)

Age

All ages

Sex

Both sexes Women

Region

Belgium Brussels Flanders = Wallonia

Display mode

Level 1 Level 2

& Download all data (4.7 MB)

© Info 28 Treemap 1¥ Rankings el Patterns

Left-click on any disease group to drill down. Right-click to return to the higher level

TOTAL
NON-COMMUNICABLE DISEASES

MENTAL AND SUBSTANCE USE DISORDERS MUSCULOSKELETAL ISORDERS

Alcohol use disorders

Meck pain Osteoarthritis Rh...

CARDIOVASCULAR DIS... NEUROLOGICAL DISORDERS

8%

Schizop.

Drug use dis_.. Anxiety disor._.. Parkinsaon. ..

Izheimers disease and ot... Epilepsy
Migraine

HRONIC RESPIRAT... SENSE ORGANS

Vision loss

Breast cancer Pancreatic. |

Chronic obstructive p... DIABETES, UR... CIRRHOSI...

Leukemia

Cerebrovascular disease

Frostate_.. Brain. ..
Colon and rectum cancer Esoph...

Diabetes mellitus
Cirrhosis...

INJURIES
SELF-HARM...

Self-harm

UNINTENTIO...

Falls

TRANSPORT...
Road injuries
COMMUNICA...
DIARRHEA, L...

Lower respir....




Belgian National Burden of Disease Study (BeBOD)

* Exploration of complete estimates via R/Shiny apps
 DALY: https://burden.sciensano.be/shiny/daly
* YLD cancer: https://burden.sciensano.be/shiny/cancer
* YLL: https://burden.sciensano.be/shiny/mortality

» Technical report

* https://Iwww.sciensano.be/nl/biblio/belgian-national-burden-disease-study-quidelines-
calculation-dalys-belgium-1

* Integration in HSR
« Key results, eqg, treemap, age/sex, trends
« https://www.healthybelgium.be/en/health-status/burden-of-disease/bod-daly-en

* Press release and infographic
- Scientific publications

g&iensano .m



https://burden.sciensano.be/shiny/daly
https://burden.sciensano.be/shiny/cancer/
https://burden.sciensano.be/shiny/mortality
https://www.sciensano.be/nl/biblio/belgian-national-burden-disease-study-guidelines-calculation-dalys-belgium-1
https://www.healthybelgium.be/en/health-status/burden-of-disease/bod-daly-en

BeBOD platform

From Knowledge to Wisdom

Risk
factors

Health

Infectious
Impact

diseases

Assessment

AN

BeBOD
Forecasting / \
diseases

Local

/

Social
inequalities

burden of
disease
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OPPORTUNITIES AND CONSTRAINTS

Generating and valorising health information to support public health policy
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Opportunities!

Increased willingness and interest to share and
s cinnsans connect — e.g., HIS + IMA, COD, envir, ...



European Health Data Space

A European health data space

The collection, access, storage, use and re-use of health(care) data present

specific challenges that require a regulatory framework that best serves
individuals' interests and rights.

= The creation of a European Health Data Space

- OBJECTIVES

Timely and simplified exchange of and access to health data

- SCOPE & EXPECTED IMPACT

Use of health data
(primary)

Re-use of health
data
(secondary)

Access and control of patient over their data & exchange
of health data (incl. cross-border) for healthcare provision High quality & safe

Digital health services and products (including telehealth healthcare provision
and m-health);

Research, innovation Facilitated research &

innovation
Policy and regulatory decisions Data-enabled policy-

8/sciensano

making



JA “TEHDaS” — Towards a European Health Data Space

The needs, expectations and
views of stakeholders
regarding the EHDS

Options for governance models for
data-sharing at EU level

Secondary Availability of
Definitions, good practices comparable high-
X o ¢ use of quality health data for

and use cases of GDPR-

. . h and
compliant data altruism research an

innovation. Semantic
interoperability.

health
data

Shared European data
infrastructures across the
EU. Technical
interoperability and
architecture.

Citizen perception of health
data and data-sharing
practices

%iensano



EHDS2 pilot — Set up test version of EHDS

HEALTH
DATA HUB
Press Release

Paris, 03/07/22

EHDS2 Pilot - A European Consortium Pilot project, candidate for
the future European Health Data Space

A large European consortium bringing together 8 national health data infrastructures, 2 EU agencies,
1 ERIC, 4 research infrastructures, and one association is applying for a European Commission’s call
for projects to set up a test version of European Health Data Space (EHDS), leading to major
breakthroughs on European policies on the secondary use of health data for research, innovation and
healthcare system improvement purpose.

%iensano
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Security | Quality | Privacy
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Belgian Health Data Authority
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Health Data Authority — Roadmap
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KBF - https:// www.kbs-frb.be/en/medical-data

In hoeverre gaat u ermee akkoord dat gegevens over uw

persoonlijke gezondheid gedeeld worden? Akkoord(%)

Met een arts of een andere zorgverstrekker om de kwaliteit van de zorg die u krijgt te verbeteren?
Met ziekenhuizen en onderzoekscentra voor wetenschappelijk onderzoek?
12% 9% 3% 40% 76%
Met de ziekenfondsen om de terugbetaling van ziektekosten en hun dienstverlening te bepalen?
13%  11% 38% 35% 74%
Met de farmaceutische industrie voor de ontwikkeling van nieuwe behandelingen?

28% 18% 29% 22% 52%

Met de politie in het kader van een onderzoek?

o

Met de overheid om het beleid inzake gezondheid te bepalen (preventie, screening, planning,...)?

3% 19% 29% 18% 47% ]

Met verzekeringsmaatschappijen om het bedrag van de premie aan te passen aan uw gezondheidstoestand?

41% 18% 25% 14% 39%

Met privébedrijven om hun marketingstrategie te ontwikkelen?

0% 16% 7% 12%

0 Uweet het niet [ Helemaal niet akkoord I Niet echt akkoord I Eerder akkoord B Absoluut akkoord

More than 3 in 4 Belgians want to
share their personal health data with
actors within the medical sector

Only 1 in 2 Belgians want to share their
personal health data for the purpose of
research or health policy planning



TEHDaS/AHEAD — Citizen e-consultation

) ABOUT HEALTH DATA v LEARN MORE v ABOUT THE PROJECT + NEWS
N\A

Healthy Data

Your views on the reuse of your health data
~—, The consultation is now closed

" || Discover learning materials

B o sano https://ourhealthydata.eu/ be



TEHDaS/AHEAD — Citizen e-consultation

Entries Comments Votes/shares

, . “l want to be able to select how and when my data
What should your health data be Under which conditions should your . . .
reused for? health data be reused? IS Used, ona Case-by-Case baSIS. I dO reallze
collecting consents was a big and expensive
process in the past, but in the era of apps that's
no longer the case. Just tell me the purpose and
the involved parties and ask for my permission.”

®3Y 108<. 0

How would you like to be informed and What other ideas do you have on “ ; ;
involved in the reuse of your health health data reuse? / t_hmk it should be_ freely (an_onymously)_
data? available, but not given selectively to certain

companies whose intentions are unknown.”

be

®2937<<0 PV 1




REGULATION (EU) 2016/679 OF THE EUROPEAN PARLIAMENT AND OF THE COUNCIL

of 27 April 2016

on the protection of natural persons with regard to the processing of personal data and on the free movement of such data,
and repealing Directive 95/46/EC (General Data Protection Regulation)

Art 9 81. Processing of ... data concerning health ... shall be prohibited.

Art 9 82. Paragraph 1 shall not apply if one of the following applies
... the data subject has given explicit consent to the processing of those personal data
... processing is necessary for reasons of public interest in the area of public health

Art 5. Principles relating to processing of personal data
Purposiveness — Proportionality — Transparancy — Security

< Subjective interpretations, data holders more strict than required

g&iensano .m



Technical/operational

Conceptualization phase

Realization phase (legal-financial)

Approval phase

'l BELSPO contract Data security

information

_ sheet
. Analysis contract
Ethics form Healthdata
BELSPO project
proposal Protocol ISC

Meetings data holders

-l Meetings with data holders

Meetings data experts

" IsC

: IMA contract TTP Global

LEL Tt docefealth
I Collaboratlon

:1: agreement

N a=

.i.z:r

..‘.. ..Q..

April 2022

lI DMP

Detailed project

Meetings data holders

description
Healthdata

Ll Client quota Healthdata

1

Finalize design

https://www.brain-helicon.be/webinars

'|

Ethics committee

L

Detailed project
description
healthdata

Ethics committee

Data protection impact
assessment

l

Project fiche
IMA

SLA Healthdata



https://www.brain-helicon.be/webinars

Take home messages

- The Sciensano Service Lifestyle and
chronic diseases generates and valorises
health information to support policy making

- There is a shift from paper-based reporting
to online (visualisation) tools

- There are increasing opportunities for the
secondary use of health data in Belgium
— but challenges remain
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