FACTSHEET SLOVENIA

REVOLUTIONISING THE UPTAKE OF
HEALTHDATA THE SITUATION IN SLOVENIA

In Slovenia, there is a lack of cross-border/cross-disciplinary collaborations, indicating limited
partnerships and cooperation across different sectors and borders. Routine sharing of data is also not
prevalent, suggesting potential challenges in data exchange and collaboration. Slovenian Cancer
Registry provides surveillance data along the whole continuum of cancer care.
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DATA SHARING AND LINKING
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In Slovenia, there is a lack of cross-border/cross-disciplinary
collaborations, indicating limited partnerships and cooperation across
different sectors and borders. Routine sharing of data is also not
prevalent, suggesting potential challenges in data exchange and
collaboration. However, there is an availability of security guidelines,
both external and internal, indicating efforts to ensure data security
and protection. Data linking to Electronic Health Records and the
presence of a controlling body for data sharing suggest efforts toward
efficient data management and coordination within Slovenia.
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DATA INFRASTRUCTURE

Slovenia is showing a relatively high level of confidence in their data
infrastructure for NGS implementation. Slovenian Cancer Registry provides
surveillance data along the whole continuum of cancer care. Data links with
other national health care and administrative databases are facilitated by
unique resident identification numbers.
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LINKING DATA FROM SEQUENCED GENOMES TO
CLINICAL DATA (ELECTRONIC HEALTHRECORDS)

OR OTHER TYPES OF DATA

[ .
G DATA FROM SEQUENCED GENOMES TO CLINICAL DATA
CTRONIC HEALTH RECORDS) OR OTHER TYPES OF DATA

.Done regularly .one on request . Not linking

Comprehensive .
Cancer Centres .

SHARING GENOMIC DATA WITH OTHER
INSTITUTIONS IN THE SAME COUNTRY
OR CROSS- BORDER

(.
HARING GENOMIC DATA WITH OTHER INSTITUTIONS
IN THE SAME COUNTRY OR CROSS-BORDER
; Sharing af the ing at the national
. i 0ring . national level . and cross border

Comprehensive . .
Cancer Centres

In Comprehensive Cancer Centers, linking
data from sequenced genomes to clinical
data (Electronic Health Records) or other
types of data is most often done regularly.
Linking the EHR to genomic data enables
the repurposing of vast phenotype data
for genomic discovery, and EHR-based
discovery can inform clinical practice.

Sharing genomic data with other institu-
fions in the same country or cross-border is
most often not in place in Slovenia. The
Central Registry of Patient Data (CRPD) is a
core platform of the Slovenian eHealth
system, enabling sharing of electronic
health records on a national level.



INFORMATION PROVIDED TO PATIENTS/CITIZENS
AFTER INVOLVING THEM IN NGS TESTING

Comprehensive Cancer Centers are
often offering complete information to
patients/citizens after involving them in

PATIENTS/CITIZENS AFTER INVOLVING THEM IN NGS TESTING

on any positive ; isks and i | NGS festing. It is essential to address
ers and relevant .?g;ﬁ:g:%%doﬁ ‘eﬁ‘rs of the 'gr%:%%ﬁjon the role of the healthcare professionals,
eatments test access to information, incidental
Comprehensive findings, and comprehensiveness of
Cancer Centres o NGS testing by patients and relevance

for family members.

THE PURPOSE OF GENOMIC
DATA IN CANCER CENTER

Genomic data are used for both clinical trials
E OF GENOMIC DATA IN CANCER CENTER and research purposes. Besides generating

useful clinical information, NGS festing can

. R ricls search and -or other also reveal a large number of data that may be
. . "00””05 urposes considered disproportionate, although useful

, for research purposes. NGS testing can
gg:gregigfrl;i () () produce results that are not directly linked to

the current cancer treatment, so this also
needs to be taken into account.
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