Why national medical data infrastructure is
necessary for future healthcare challenges

Stefan Thurner

MEDICAL UNIVERSITY
OF VIENNA

"% COMPLEXITY
& SCIENCE
i A HUB
s VIENNA




Immediate benefits of national data infrastructure

Keep public HCS affordable

know true costs in the health care system

know true services

reduction of over-medication, over-treatment, and double reporting
economic benefit of prevention strategies

To To T I

Keep quality

actual provision status of HC services
relation of work conditions and health
objective and continuous quality control
build patient participation

manage data securely
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Keep HCS planable
A capacity planning in the HCS
A know infrastructure and capacity and its use




Status of Austrian health data landscape
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Blind spots. St akehol ders dondét know centr al
diagnosis, outcome-d at a , Feder al Il nsti tutions do
Wahlarztinnen, outpatient care, over-the-counter medication, medication in hospitals

Insufficient data flows. Practically no secondary use A little harmonization.
Register data is fragmented and not harmonized (cancer, blood, deaths, etc).
Inconsistent pseudonyms A merging not possible

Data silos. Data is not shared between stakeholders and data-owners

Speed of data availability. Insufficient, slow, and intransparent (not automated, not
digitalized, manual actions (contact tracing telephone-based, delayed reporting,
l ncompati bl e soft war e Aktehgiihgaoy,s waete kienntdes

Data quality. Insufficient standards, missing control. Counting hospital beds, deaths
iIn pandemic still challenge

Data security. Huge difference in safety standards in different silos
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Reasons for the current situation

A Health data is distributed between institutions with
different incentives: social security, insurance, ministries,
Statistik Austria, THE provinces, regional health agencies,
hospitals, AGES, G¥G, ELGA ¢é&

A No institution holds all data

A Institutions have no incentives to share data

A Efforts to pool data have failed in the past 30 years
A Data safety used as an unqualified excuse




Necessary: Independent national medical data institution

A all medical/social data becomes accessible in harmonized way

A all institutions that need data get minimal necessary access to
fulfil purpose: from accounting, monitoring, planning, science
to patient

A reporting to parliament

A broad governance without veto rights: HC institutions,
provinces, patient representatives, Artztekammer, etc

A highest security standards




Is that possible?

https://stm.fi/en/secondary-use-of-health-and-social-data
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Secondary use of health and social data

A separate law has be laid down on the secondary use of health and social data (Act on the Secondary
Use of Health and Social Data).

The purpose of the Act is to facilitate the effective and safe processing and access to the personal social
and health data for steering, supervision, research, statistics and development in the health and social
sector. A second objective is to guarantee an individual’s legitimate expectations as well as their rights
and freedoms when processing personal data.

The Act will facilitate

the elimi of { burden related to the processing of permits

the smoother and faster processing of permits

the smoother collation of data from different registers

the easier and more efficient use of valuable social and health materials in research and
development activities

clearer knowledge management by service providers and parameters for this

the Finnish Institute for Health and Welfare's data access rights and the legislative basis for the
national registers that the institute is responsible for will be adjusted so it is in accordance with
the requirements in the General Data Protection Regulation

The secondary use of health and social data means that the customer and register data created during
health and social service sector activities will be used for purposes other than the primary reason for
which they were originally saved.

The secondary uses referred to in the Act include:

scientific research

statistics

development and innovation activities
steering and supervision of authorities
planning and reporting duties by authorities
teaching

knowledge management

Leqal basis for the collection of national monitoring data and

Media»
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Secondary use of health and social data - Ministry of Social Affairs and Health https://stm.fi/documents/1271139/1365571/The+Act+on+the+Secondary+Use+of+Health+and+Social+Data/a2t

1(32)

Act

on the Secondary Use of Health and Social Data

By decision of Parliament, the following is enacted:



Is that possible In Austria?
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Is that possible in Austria?

A deadlock between THE provinces and federal institutions
A conflicting interests between multiple institutions

A must be a top down reform i ministry alone too weak

A political gains marginal or negative

A tragedy of the commons

A irony: it has been possible in the past




Medicine Is turning into data science




Imagine that all that happens is recorded

reconstruct history of health care system on personalized basis

A can watch how medicine works




A few words about scientific benefits

earn patient trajectories

earn side effects

earn comorbidities A re-classify diseases
earn efficiency of treatments

earn drug efficiency

earn prevention benefits

earn resilience of HCS

earn pandemic management
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Example: national re-use data

every medical service A one data line

date |

patient ID |

healthcare practitioner ID |

diagnosis |

side diagnosis |

prescription |

price if generic drug/treatment/therapy |
pharmacy ID |

price of medication |

date of purchase
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