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Denmark had something to build on...
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High public trust and transparency

| generally trust public digital solutions, 2024

Disagree Strongly disagree
4 per cent 1 per cent

MNeither

13 per cent
Strongly agree

23 per cent

Agree
58 per cent

Source: ICT usage in households and by individuals 2024 (in Danish)

In general, Danes have a high trust in
the Danish authorities and the Danish
digital solutions. This is fundamental
for the collection and use of
information about Danish citizens.

Why (some of the reasons)?

» Digital solutions create transparency
and value

» High data security

* Rules to regulate the use of data


https://www.dst.dk/da/Statistik/nyheder-analyser-publ/Publikationer/VisPub?cid=52301

&

NATIONALT
GENOM CENTER

Strong
mandate:

Law on
establishment
of DNGC

52018

Novo Nordisk
Foundation
allocates

1 billion DKK
toward the
establishment
of DNGC

2019

Chapter 1

Danish National Genome Center

Establishment of
DNGC under The
Ministry of Health
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NNF grants 1
billion to DNGC
Cofounding

from state and
regions

New national
infrastructure
Focus on
diagnosis and
treatment

2022
2021

WGS fully
implemented
in the Danish
Healthcare
system in 17
patient groups

2024
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Onboarding of
the 17 patient
groups



Danish National Genome Center's Core Tasks

a Coordination of implementation of whole
O genome sequencing in patient treatment

/ /\_[J.J 17 patient groups operating

Collect and store Danish genome data
N Make data accessible for clinicians

( and researchers
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( \ Run a HPC and integrate with other
ﬁ data sources
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Promote Personalised Medicine in
Denmark
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The national infrastructure for
personalised medicine

1HPC

1 Genome database

2 Sequencing sites

o Regions

o4 public hospitals

Many departments and units

ORCOROXORC)

Sequencing Processing Secure Interpretation Storage
connections




Simplified WGS flow
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Requesting clinician Patient sample is
ensures consent taken by clinician
from patient
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Data analysis

National
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Interpreter interprets genomic

variation using interpretation
software

DNGC

Researchers’ acces to
the genome database
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based on genomic
insights
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60.134 Genomes and RNA samples performed and
reported to DNGC January 2026

Rare diseases

Hereditary heart diseases 3,268 (+119) Psychiatry (children and young people) 783 (+18)

Hereditary haematological diseases 1,196 (+21) Severe hereditary skin diseases 554 (+14)

Hereditary cholestatic and fibrotic liver diseases 284 (+12) Rare diseases in children and young people under 18 years 14,789 (+457)

Audio genetics 1,754 (+70) Rare diseases in adults 2,272 (+84)

Endocrinological patients 1,425 (+60)

Fetal medicine 2,750 (+111) Cancer groups

Neurogenetic patients 3,729 (+141) Cancer: Children and young people 2,284 (+64)

Kidney failure 837 (+39) Cancer: Haematological cancer 518 (+12)

Cancer: Young adults (18-30 years) and adults with hereditary

Ophthalmology 933 (+32) cancer 867 (+40)
Primary immune deficiency 1,738 (+29) Cancer: Advanced and incurable cancer 11,575 (+371)

Note: The number of samples include test samples for the patient groups, e.g. in the case of Haematological cancer. The total number of samples include validation samples which are not registered in any patient groups.



National implementation of WGS has
contributed to

r‘\-jil'-‘:TIUr‘-JALT Erfaringer med
national

CENOM CENTER
implementering af

* A consistent and systematic offer nationally helgenomsekventering
* Faster and more accurate diagnosis

* More patients get the opportunity for specific and
targeted treatment

A diagnosis is meaningful for patients

* Increased knowledge of genetics in several
medical specialties

* Enriched collaboration across the country

* Research: Storing genomes in a national database
allows for reanalysis

Internationale perspektiver belyst ved systematiske
litter:
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Research access to Genomes and selected
data sources (handhold)
Oo
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How to gain research access

VEK approves the Application to DNGC for Application is approved Utilisation of data from

research project utilisation of data by DNGC and agreement the genome database
seeking access to the is made for the use of
database DNGC’s infrastructure

=
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Approved analytical
results are released for
retrieval

Dialogue with Requests for retrieval of
researcher in case of DNGC carries out analytical results should be

doubt about rule checks on the files to sent to the DNGC
violations be retrieved




International collaboration is key

Global Alliance
for Genomics & Health

]. :MillionGenomes Collaborate. Innovate. Accelerate.
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regulation

diseases

GDPR common

and complex diseases
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cancer

Genome
of Europe
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4sdfrough.the research
pe-eonduct with the
many that we can make a
difference for the individual”

The Danish strategy for Personalised Medicine,
2021-2022



Knowledge sharing, access to data, technical

B i | ate ra I a g ree m e ntS solutions, evaluation of clinical and economic effects

Genomic Medicine Sweden Genomics England French National Alliance for
Life Sciences and Health

3 RANCE MEDECINE
Genomics o o GENOMIQUE 2025

Genomic Medicine Sweden

Viesan

Nationalt Genom Center 11.02.2026 15



Recommendations from Denmark

« Work together (policy makers, experts, national, regional, patients)
» Centralize as much as possible - but build an inclusive governance
» Follow best (international) practices - it is cost saving
* Think smart — prevention, diagnostics, reuse of data
» Access to data is mandatory - and evaluate continuously
*Clinical evidence
* Economic impact
» Take your time - a large and time-demanding task
» Legislation and solid agreements among partners is an imperative "‘@thrOugh the.research
before you start ve-eonduct with the

» Sustainable financing in place early

lficrence for the individual.”

The Danish strategy for Personalised Medicine,
2021-2022
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Chapter 2

New strategy - Prevention

WGS becomes 60.000 NNF
a standard offer financed
in healthcare genomes

reached in the
national database

O Goal: Personalised medicine implemented:
2025 2027 prevention, diagnosis, treatment and follow-up

2026 WGS is running
reliably, and
O linkage to other

O& data supports
patient journeys

Renewed and research

strategy for

Personalised New patient

Medicine groups?




Strategi
for personlig
medicin

2025 - 2027

Focus areas

Patient centricity

Personalised medicine is more than genomes

Prevention

Research: Better use of Denmark’s unique
health data for the benefit of patients and
healthcare

11.02.2026
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Strategy Ambitions
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Patient first: Ensure that the patients preferences, values, and
personal circumstances are actively considered in illness
prevention and treatment.

Strengthen research frameworks in personalised medicine:
Create stronger frameworks for research in personlised
medicine so new knowledge is quickly translated into patient
benefits.

Make Denmark a leader in advanced therapies: Strengthen
Denmark’s position as one of the leading countries in Europe
in developing, testing, and offering advanced therapies as a
part of patient care, so that patients gain faster access to the
most effective treatments.

Free up resources in the healthare system: Improve
treatment quality and ensure a more cost-effective use of
resources through data-driven prevention and treatment
targets.

Nationalt Genom Center

4

Strengthen Denmark’s biobanks and health databases:
Ensure that data can be used even more effectively and
across sectors - for the benefit of patients and world-
class research.

Improve the use of health data and artificial intelligence:

Harness the potential of Danish health data and Al to
tailor treatments to each individual.

Broaden the application of personalised medicine
across the healthcare system: Give more patients
access to the opportunities that personalised medicine
provides.

11.02.2026

21
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The Vision for
better use of
Healthcare data
Funded by NNF
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Chapter 3

The new Danish Ecosystem
Objective: Smarter use of data

2028
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2025-2027

)

Continued
strategic focus
and investment.
Sustainable
operation and
development

O
M

A future where
treatment is tailored
to each individual
patient




Still a long way to go - significant

challenges ahead of us...

Overview of available © Multiple authorities,
data sources D:LD multiple applications
Combining infrastructure
. . European Health Data
and data sources while -
o . Space —an ambitious
Mmaintaining data security
regulatory framework

and trust
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National platform for analyses

Acces and Inter-connect
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Expected to be
DK HDAB

One single point of contact

The Danish Ecosystem for data

The Ecosystem
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A Danish Ecosystem - a national collaboration

Data
source
Researcher
Analysis C O
Data capacity
source
DNGC-HPC
Data
sources
Data H U B
sources

Data
sources

‘regnancy and abortion
9 % Birth

Cause of death @ f() Blood tests
from the umbilical cord

Socio-economic status  (0g, O Blood tests AnalySiS
e.g. education and income 111 O from heel of newborn ca pacity
i . S O . Visits from
DNA information ifj () the health visitor

Tissue and cell samples I‘; }y\ Vaceinations Ca pa C ity

+
Biological material O (EJ Visits to the GP

e.g. blood tests, urine or spit
v & ”
120 Medicine purchased

Health services at the pharmacy
in the municipality Treatment in
the hospital
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\What does the future hold?

Data Space (EHDS)

2026

Acces to

across
boarders?

genome data % @

2031
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2025

GDI EDIC -

2028

Genomics to

benefit all

Genomics, imaging etc
integrated in EHDS

Europe: Continusely
advancement and
utilization of genomics
data in patient journeys




Together we develop and
|mplement personallsed medlcme

"f ; Thank you to our patients and
.. Y collaborators nationally and
z 7 mternatlonally
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