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Mikael Rinnetmaki Havard Kolle Riis
Specialist, The Finnish Project Owner EHDS, Norwegian
Innovation Fund Sitra Institute of Public Health

Funded by the
Nordic Council
SITRA



AGENDA

09:00
09:25

10:25

11:25
11:45

Opening session
Session 1: Advancing
EHDS — lessons from VALO

Session 2: Building a
stronger Nordic health data
region — from vision to
implementation

Coffee break

Session 3: Unlocking
cross-border use of health

data — lessons from a
Nordic SPE pilot

Q&A and discussion
Lunch

Live stream ends

13:45

15:45
16:05

17:05
17:15
18:15

Session 4: NOR-OMOP
and Nordic-Baltic OMOP ~
building blocks in the
Nordic health data
landscape

Coffee break

Session 5: Status and

possibilities for Norwegian
health data

Closing session
Networking reception
Event ends
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Opening address

Ellen Ronning-Arnesen
State Secretary
Ministry of Health and Care Services (NO)
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Greeting from the Nordic
Council of Ministers

Karen Ellemann
Secretary General
Nordic Council of Ministers
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Thank you!

Funded by the
Nordic Council
o 8 SITRA



Question wall | - \

- Submit questions during sessions 1—3.

- Indicate clearly which speaker your question is
directed to.

- You can submit multiple questions.
- Vote for up to 4 questions you want answered.

- We’ll address the top-voted questions live
during the Q&A session at 12:15 CEST.

Join via menti.com, code: 4320 6979
or by scanning the QR code
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SESSION 1:
Advancing EHDS - lessons
from VALO
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EU health policy landscape

Markus Kalliola
Programme Director
The Finnish Innovation Fund Sitra
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The three drivers in EU health policy

1 ACCELERATE 2 SIMPLIFY
Innovation & scale Rules & pathways
Biotech Act Digital Omnibus
Al and health data MDR / IVDR reform

Funded by the
Nordic Council
of Ministers 1 2

3 SECURE

Resilience &
autonomy

Cybersecurity
Supply chains & geopolitics

SITRA



From what to regulate to how to make regulation work

Scale health biotechnology

» Connect R&D, manufacturing and finance
 Facilitate Al, data and digital solutions

» Shorten time-to-market

» Keep biosecurity and trust in the frame

“Over the last six years, 66 out of 67 EU
biotechnology companies that went public
chose to list on non-EU stock exchanges”

Funded by the
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DIGITAL OMNIBUS + MDR/IVDR

Reduce friction, avoid
duplication

« Align horizontal Al/data rules with sector law
» Address bottlenecks and administrative burden
 Protect device availability

Risk: Simplification sets a precedent that shapes
expectations around future regulation among
others EHDS. The expectation of future changes
weakens implementation efforts today, making
delays more likely tomorrow.

SITRA



Towards safer healthcare

TODAY

Cyber
Solidarity Act o ®

Cyber
Resilience Act

Al Act PN PN

NIS2 @ L

MDR / IVDR@ o—@ [ ©

2022 2023 2024 2025 2026 2027 2028 2029 2030 2031

@ Entry into force Intermediate milestone ® Becomes applicable ® Postponed deadlines
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EHDS: the implementation has started

Today Main secondary-use
framework + first primary-
use wave
Governance and Second primary-use wave
implementing acts + further data categories in

the secondary us

VALO1&2: created a trusted peer exchange and piloting to support EHDS,
but did we stop before the fun starts?

Funded by the
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Policy risk is now a delivery risk

EU4Health deadlock 2026 work programme has yet secured the Funding delays and uncertainty for

required Member State majority health projects
External price referencing can transmit Launch sequencing, access and
pressure across markets pricing spillovers

. ; Trade, sanctions and also crises thatrisk Medicines, devices, components
Geopolitical risks

critical supply chains and data services exposed
Parallel reforms can reduce burden but Implementation capacity becomes
create transition ambiguity strategic

Can we build resilience in the Nordics together?

Funded by the
Nordic Council
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VALO showed what Nordic
co-operation can do

For two and a half years, you have turned regulation
into shared learning, practical implementation and
mutual support.

This model should be

repeated: in health policy and beyond.

Congratulations to everyone who made VALO and VALO2 possible.
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The Value from Nordic
Health Data (VALO) project

Mikael Rinnetmaki
Specialist
The Finnish Innovation Fund Sitra
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The Nordic Region will become
the most sustainable and

integrated region in the world
by 2030

- Nordic Prime Ministers (Reykjavik declaration 2019)

SITRA



Goals of the Nordic Council of Ministers for
Digitalisation for 2025-2030

»Goal 1: The Nordic-Baltic region is a front runner in realising the
digital and green transition.

»Goal 2: The Nordic-Baltic region is secure, connected, and
Integrated.

»Goal 3: The Nordic-BaItic_; regipn IS secure, in_clusive, and
promotes a human-centric digital transformation to ensure
resilient societies.

VALO pursues the same goals in secondary use of health data

Funded by the
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VALO Objectives

Strengthen Nordic co-operation
in the secondary use of health data

Prepare for the European
Health Data Space legislation in
the Nordic countries

Showcase results by piloting a
Nordic federated analysis use case

SITRA



« Ministry of Social Affairs and Health (FI)

« THL - Finnish Institute for Health and Welfare (FI)
« Sitra, The Finnish Innovation Fund (FI)

* Ministry of Health (IS)

« Directorate of Health (IS)

« University of Iceland (IS)

« Ministry of Health and Social Affairs (SE)

« The National Board of Health and Welfare (SE)

« Swedish eHealth Agency (SE)

« Denmark
 Estonia
 Norway
« Lithuania

Funded by the
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Nordic model
for collaboration
on secondary
use of health
data

- Proposal
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EHDS2 Competence Forums

S
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VALO Pilot Study: ind
Federated Data Analysis &)
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PARTNERS

Denmark
* Finland
* |celand
* Norway
« Sweden

OBSERVERS

Estonia
e Lithuania

27
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VALOZ2 Pilot Study: ind
Remote Access to Secure Processing Environments )
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Find out more!

sitra.fi/valo

SITRA




itraFund ﬂ ﬂ

@Sitra | I"I

ACTIONS
FOR THE
FUTURE



https://www.facebook.com/SitraFund
https://www.instagram.com/sitrafund/
https://www.youtube.com/user/sitrafund
https://www.linkedin.com/company/sitra

Nordic preparations for the EHDS

Michel Silvestri Mari Makinen Jenina Soimala

Senior Adviser, Senior Specialist, Finnish Lawyer, Finnish Institute
Swedish eHealth Agency Institute for Health and for Health and Welfare
Welfare
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The Competence Forum concept

(main outcomes of Workstream 2)

Helsinki Copenhagen Gothenburg Reykjavik Helsinki Helsinki

Gothenburg Oslo ?
Q3-24 Q1-25 Q2-25 Q3-25 Q4-25 Q1-26 Q2-26 Q3-26 ‘
4 ) "VALO1" final VALO2 final
WS2 report WS2 report
4 A v
Legal } (Metadata VALO?2 draft
final WS2
Q ) HDAB (T report —
! I I ?
National i OMOP Feedback
Progress e __ !
Reports

G
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The Competence Forum concept
(main outcomes of Workstream 2)

Limited target group (government ministries and agencies)
Trusting environment

Information & experiences — avoid “inventing the wheel...”
“EHDS2/HDAB networking” — and benchmarking
Harmonisation (direct/indirect)

User Journey — bottlenecks — and recommendations
how to avoid them!

Breakout sessions and work groups:
»  HDAB (policy/organisation)
- Legal (and Ethical)
> Metadata

ThePhoto by PhotoAuthor licensed under CCYYSA
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Metadata work in VALO

Continuation of previous Nordic co-operation.

Increased importance of metadata with EHDS, including common metadata
specification HealthDCAT-AP and data quality and utility label.

Competence Forums and monthly open network meetings.

Main aim: Increase understanding of HealthDCAT-AP to support its national
implementation.

Also increase understanding of EHDS health data landscape in Nordics and
other requirements for metadata, like leveraging Al solutions.

SITRA




Findings & achievements

O

HealthDCAT-AP not easy to understand.

o Gathered questions and needs related to
HealthDCAT-AP mandatory properties.

Nordic health data landscape not yet well

known.
o Started building understanding of EHDS data
categories by collecting examples.

Metadata quality seems to be critical

enabler of trustworthy Al use.
o Started scratching the surface of metadata and
Al connections.

Co-operation is crucial.

o Shared national progress, learned together
and from one another, shared experiences and
knowledge.

Funded by the
Nordic Council
of Ministers

3)

4)

5)

6)

Recommendations

Continue co-operation.

Take findings in EU discussions in a
consolidated manner: need for practical
guidance & examples.

Make rationale visible, include different
stakeholders.

Strengthen understanding of Nordic
health data landscape, develop tools for
health data holder self-assesment.

Continue aiming for harmonized
implementation when possible.

Invest in metadata and metadata support

to data holders.
SITRA



Legal and ethical work in VALO2

Expert opinions (varying country participation)
Continued from VALO with updates v. onboarding on March 2026

Competence Forums and monthly online meetings

Topics/why: relevance and knowledge at the time of working — national
leeway v. ethical review based on Art. 54(e) EHDS (ethical provisions)

A trusting and safe testing ground for alternative interpretations and learning

SITRA




Legal conclusions Ethical conclusions

- Data Permit =
Consent No Al specific
triggers, yet... access to data

- Opt-out & IPR and trade secrets S

confidentiality

- Definition of a health data holder

. L Definition of
- Health data intermediation

entities ,

. . o . . Varying triggers \

- Significant findings o e 1
category)
- Fees | Applicant/territorial
| triggers
. . . Application

- Consideration of ethical aspects '\ language

under Art. 68(1)(b)

Funded by the
Nordic Council
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Quotes from evaluations
What did you appreciate the most?

-

Breakout
sessions

\/

-

Breakout
session
discussions

\

-

J
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Individual answers

-
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Survey answers from

Did the Competence Forum and its breakout sessions national representatives
have any impact on your national preparations for

EHDS?

...different perspectives on
Inside and interesting EHDS implementation, role and ..a lot of comparative knowledge —
perspectives organization of HDAB... helped to look at the implementation

choices

...valuable arena for exchanging experiences...
...particularly useful - how colleagues in other
Nordic countries have interpreted different
provisions of the Regulation

...helped us establish more international contacts.
...share experiences and learned that countries
interpret certain provisions of the regulation
differently.

...help assess most effective implementation options
for our own country.

st SITR3



Draft Final report published
for feedback

Nordic Health Data Summit 2026 - Sitra

VALO2 WS?2 Consolidated Final Report v0.9b.pdf
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Events Contactus InEnglish & Search Q

Our work v  Foresight v  Latest Publications and tools About Sitra v

SITRA

FRONT PAGE > MNORDIC HEALTH DATA SUMMIT 2026

Nordic Health Data Summit 2026

On 23 September, the Nordic Health Data Summit 2026 brings together policymakers, experts,
researchers, innovators and stakeholders from across the Nordic region and Europe to explore
how health data can be used more effectively for research, innovation and better health
outcomes.

@ LOCATION

Oslo Congress Center, Youngs gate 21, 0181, Oslo, Norway

and online

® SCHEDULE

Wednesday 23.09.2026 at 08.30-18.00
CEST/ UTC+2

SUMMIT

@ . “'?’NIP'H - SITRa

VALO2 Work Stream 2
consolidated final report

2026: towards a Nordic guide to
efficient and secure access fo
health data for secondary use
under the EHDS

WORKING DRAFT v0.9| September2026
Pending final title
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https://www.sitra.fi/wp-content/uploads/2026/09/VALO2_WS2_Consolidated_Final_Report_v0.9b.pdf
https://www.sitra.fi/en/events/nordic-health-data-summit-2026/
https://www.sitra.fi/en/events/nordic-health-data-summit-2026/
https://www.sitra.fi/en/events/nordic-health-data-summit-2026/
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What next? A
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. The needs remain (EHDS2)

New Nordics / Extended Nordics
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Nordics - Europe win-win o
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. Consistency and continuity —
A Nordic Model?
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Thank you!

Join the live question wall

menti.com, code: 4320 6979
or by scanning the QR code
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SESSION 2:
Building a stronger Nordic
health data region - from
vision to implementation

SITRA3



The Nordic model for

collaboration

Rebekka Bjorg Gudmundsdoéttir

Project Manager
Directorate of Health Iceland

Funded by the
Nordic Counci il
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Nordic Advantage Challenges

Registers - “long and unpredictable timelines”

Personal identification numbers - “Access time is our single biggest

Data linkage challenge

Public trust - “It’s very rare that we merge data

Similar healtheare svstems across all Nordic countries — it’s to
Y complicated”

Tradition of collaboration

SITRA3




Why harmonise the implementation of the
EHDS regulation?

EHDS as an
opportunity




A Nordic environment that
empowers stakeholders to
collaborate in advancing use of
health data for research,
development, innovation and
policymaking — to benefit
health and wellbeing, and
economic prosperity.

Nordic Council

49
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workforce —  /

- /

Nordic Council of Ministers with relevant policy areas
and concerned national ministries and authorities

e

-

Thematic expert
working groups

Nordic Health Data Governance Network

Funded by the
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Secretariat

\
Presidency
Felle EliFmmETE country Nordic Health Data
gnd . Governance Committee
implementation
/

Data infrastructure and interoperability

EHR standardisation
(Nordic eHealth
Standaridisation Group)

Common data
models

Legal matters

Ethical matters

Metadata

Access and accountability

HDAB
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Recommendations

Recommendation 1

Establish a
Nordic Health
Data Governance
Committee

Recommendation 2

Establish a
permanent
Secretariat

Recommendation 3

Endorse and
resource a
permanent

Nordic Health
Data Competence
Forum

53

Recommendation 4

Support an
annual Nordic

Health Data
Summit

SITRA



Recommendation 1

Establish a Nordic Health Data Governance Committee

- Builds on the existing NCM eHealth - Tasks working groups with developing

Group recommendations
- Sets annual work programme anda - ~10—15 members, meets at least
shared multiannual roadmap 2x /year, rotating Presidency on the
NCM cycle

Nordic Health Data
Governance Committee

SITRA



Recommendation 2
Establish a permanent Secretariat

- Provides institutional memory across - Prepares Committee agendas and
rotating Presidencies coordinates thematic expert working

- Provides the continuity a rotating groups
Precedency can not sustain on its own
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Recommendation 3
Endorse and resource a permanent Nordic Health Data
Competence Forum

- Already running since 2024 through the
VALO project

- Organised as a place where the Nordic Health
Data Governance Network and working
groups can meet face-to-face and discussin a
trusting environment about relevant topics

- Direct link between Nordic Health Data
Governance Committee decisions and on-the-
ground implementation

Funded by the
Nordic Council
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Recommendation 4

Support an annual Nordic Health Data Summit

- Hosted by the Presidency country,
co-located with an existing national
conference

- Brings the whole ecosystem together
once a year

- Feedback gathered at the Summit can
inform the Committee's priorities for
the following year

o7
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Healthcare providers
@ & workforce
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Researchers

Health Data S“mm .
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Patients &
Patient organisations

Public
authorities
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Policymakers

International

partners
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Recommendations

Recommendation 1

Establish a
Nordic Health
Data Governance
Committee

Recommendation 2

Establish a
permanent
Secretariat

Recommendation 3

Endorse and
resource a
permanent

Nordic Health
Data Competence
Forum

58

Recommendation 4

Support an
annual Nordic

Health Data
Summit
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Phased path forward

(o TETTETRTRTRTTTR seccccccccccccec

First phase Second phase Longer term

Network becomes

Governance decisions .
operational

Ecosystem matures

e Expand Nordic
eHealth group into
Nordic Health Data
Governance
Committee

Fund a permanent
Secretariat

Secure a Nordic
Health Data
Competence Forum
Formalise the annual
Nordic Health Data
Summit

Nordic Health Data
Governance
Committee sets
direction
Secretariat ensures
continuity

First annual work
programme agreed
Nordic Health Data
Competence Forum
and Summit run in
parallel

Builds on existing
trust, not new
structures
Governance stays
deliberately simple
Success measured
by value, not size
Deepened Nordic-
Baltic collaboration
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Recommendation 1

Establish a
Nordic Health
Data Governance
Committee

Thank you!

Recommendation 2 Recommendation 3

Endorse and

Establish a ;giﬁgﬁgli
ggﬁﬁ;ﬁt Nordic Health
Data Competence
Forum

60

Recommendation 4

Support an
annual Nordic

Health Data
Summit
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Building a stronger Nordic health data region -
from vision to implementation

Sigridur Haraldsdéttir Jennifer Bartell Kirsi Talonen Annemieke Alenius
Elinardéttir PhD, Senior Scientific Senior legal counsel, Deputy Director General,
Head of Division, Health Manager, Health CIPP/E, University of Swedish eHealth Agency,
Information, Directorate of Innovation, Novo Nordisk Helsinki President of the Nordic
Health Iceland Foundation Council of Ministers
eHealth Group
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Recommendations

Recommendation 1

Establish a
Nordic Health
Data Governance
Committee

Recommendation 2

Establish a
permanent
Secretariat

Recommendation 3

Endorse and
resource a
permanent

Nordic Health
Data Competence
Forum

62

Recommendation 4

Support an
annual Nordic

Health Data
Summit
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Thank you!

Join the live question wall

menti.com, code: 4320 6979
or by scanning the QR code
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Coffee break

The event continues at 11:45 (CEST)!

Nordic Council
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SESSION 3:
Unlocking cross-border
use of health data -
lessons from a Nordic SPE

SITRA3



O

Susanna Flaherty
Healthcare Director
Finland, Payers, Providers
and Governance Nordics,

Funded by the
Nordic Council
of Ministers

Session 3: Unlocking cross-border use of health data -

IQVIA

lessons from a Nordic SPE pilot

Donna Franklin
Program Manager, Privacy
Analytics, Europe, IQVIA

Jonathan Green
Director, Privacy
Analytics, Europe,
IQVIA

Mads Albrecht
Andersen
MD, PhD student,
Department of Oncology at
Rigshospitalet, Capital Region
of Denmark

SITRA



Unlocking cross-border
use of health data -
lessons from a Nordic
SPE pilot

o Mads Albrecht Andersen, Study Investigator
o Donna Franklin, Data Governance Workstream Lead
o Dr Jonathan Green, Data Governance Expert

Moderator: Susanna Flaherty, VALO2 Pilot Project Oversight

of Ministers 23'09‘2026 :‘: E I Q\/l /-\ S'TRa



The case for VALOZ2 pilot

Why was this a Nordic study? *

— Relevant patient populations are
distributed across countries

— High quality EMR data across
participating countries

— Access to multiple data sources _
broadens evidence generation 2« OSLO UNIVERSITETSSYK L
L] L

— The study provided an ideal opportunity _
to test cross-border research through . /d
SPEs building on VALO1 pilot study “

" Rigshospitalet

Funded by the
Nordic Council
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From VALO1 pilot to VALOZ2 pilot

VALO1 pilot study operating model

Funded by the
Nordic Council
of Ministers

OMOP Federated Network Study process with OMOP CDM

Data partner in federated network

ﬂ% AR

w
Enrich and

4. Deploy
extract data

and run
(ETL+) OMOP code

—
I 5. Results of
Research _L. aggregated
\ DB data

6. Check and
send result

IQVIA Coordination Centre
e

Data catalog

l

2. Prepare
study

3. Create
one R-code

7. Collect

Results in data

one format

8. Write and
disseminate
Study report

Customer

1. Study
request

Study report
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From VALO1 pilot to VALOZ2 pilot

VALO2 pilot study operating model

(B Finland SPE, allowing data access from Denmark +

W

Researcher
in Denmark

g . A|I
Norway SPE, allowing data access from Denmark 7';

iy 70 =I0QVIA SITR3



From VALO1 pilot to VALOZ2 pilot

Different operating models

VALO1 Pilot Study

OMOP Federated Network Study process with OMOP CDM

Data partner in federated network

4+ &
4. Deploy

and run
OMOP code

Enrich and
extract data
(ETL+)

—
L

5. Results of
aggregated
data

Research
DB

6. Check and
send result

; data
Results in
’

IQVIA Coordination Centre
-

Data catalog

|

Customer

3. Create
one R-code

2. Prepare

study

7. Collect

1. Study
request

Study report

8. Write and
disseminate

Study report

B o o o e e e e e = e e o]

=IQVIA

VALO2 Pilot Study

A

w
Researcher in
Denmark

Finland SPE, allowing data access
from Denmark .l.

Norway SPE, allowing data acE:Ess

from Denmark iy

Funded by the
Nordic Council
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The science and benefits of VALOZ2 pilot study

Primary objective

Compare treatment outcomes in patients with
advanced lung cancer receiving first-line
immunotherapy with pembrolizumab, atezolizumab
or cemiplimab

Nordic Multicentre
Retrospective Cohort Secondary objective

Study in Metastatic Non- Describe patient characteristics and
Small Cell Lung Cancer treatment outcomes, including differences
by performance status and comorbidity burden

Exploratory objective
Investigate prognostic scores (LIPI, LIPS-

3), and whether they can improve risk
adjustment between treatment groups

Funded by the
Nordic Council
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VALOZ2 pilot partners

Data and SPE Partners Observer / =]| Q VIA

+ SPE: HUS A AR » » @ OSLO UNIVERSITY HOSPITAL | c:

[¢]
4\ SPE: DataBricks wy %

W platform TRE H U S i

1 Services for Sensitive

L[ Z °
Data (TSD) &’ Rigshospitalet

VALO2 Pilot Lead kAROLlNSKA

UNIVERSITY HOSPITAL
Fundfed byth?

‘;s\“ IN’»
Se = Karolinska
IQVIA K {?%Qi 7 Institutet
Mo 18°
Nordic Counci |
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The researcher journey through an SPE

Approval Identity Data Analysis
Ethics — Permits — [ Researcher Registration - Extraction — Workflow Execution —
Legal Basis Authentication Transfer - Results Generation
Validation

b B S

</ E
= )
Workspace l Tools l Output release l l Close'-out
SPE Provisioning — R/R Studio — Atlas Review — Disclosure gerocstlon B
Access Validation - Packages Control - Publication Aede'ltl on -
udi

Support and escalation operate across the full researcher journey rather than representing

@ Fundedythe a single sequential stage.
of Ministers 74 E I Qv I A S'TRa



VALOZ2 Pilot Timeline

Month

2026

Jan Feb Mar Apr May Jun Jul Aug Sep Oct Nov Dec

Denmark {»

Patient-level data| " A *

Finland ¥+

Patient-level data *
Norway &

Patient-level data A nesessmm—

Funded by the
Nordic Council
of Ministers

Study permit application submission

A Submission for ethical application
A Study permit conditional approval
A Study permit fully approved

Data available for researcher

mmm Alive Patient identified, informed
and 4 week Opt Out period

* Analysis complete
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What the cross-boarder SPE approach enabled

and challenged
Enabled

Patient-level data remained
within local environments

Cross-border analysis
without moving patient-level data

Shared analytical approach
across countries

Local control
over governance and output release

Direct researcher access
to Nordic datasets

First-hand understanding
of future EHDS-style SPE

@ O M H L@

76

@ Challenged

Different onboarding processes
across sites

Access involved more
than obtaining login credentials

Workspace, tools and permissions
needed to align before analysis could begin

Output review and release processes
varied between sites

Researcher onboarding
differed between environments

Local expertise remained essential
for interpreting data and resolving issues

=|QVIA SITR3



Challenges and learnings

Governance and ethical approvals were less aligned than expected
The Norwegian REC requirement differed from the approach used in VALO1
;) ® pilot and became a critical dependency for study timelines.

Approval did not equal researcher readiness
Access involved onboarding, workspaces, tools, permissions, data
and output processes.

Data access did not guarantee study readiness
Researchers still needed to confirm that the required
e Drotocol variables were available, usable and fit for
purpose.
Technology did not replace local
validation
® Local clinical and data experts remained
essential to interpret variables, validate
assumptions and contextualise findings.

Funded by the
Nordic Council
of Ministers 77 I Q\/ I A S' ' I aa



Recommendations to the next research project

Create predictable approval pathways
Align governance, ethics, permits and researcher access early.

Treat the SPE as a service, not only a technology

Research success depends on support, expertise and governance as much as the
platform itself.

Confirm protocol-to-data feasibility at variable level

Study requirements must be validated against the available data before
timelines are committed.

Validate the complete researcher journey before the study starts
Not just approvals, logins or access.

Plan for interoperability, not uniformity

Countries can use different environments if the researcher experience is
predictable and transparent.

Funded by the
Nordic Council —1 ' I ?
of Ministers 78 I Q v I A S' a



Overall survival

o
o
=}

What the study found - results

2 of 3 countries Data availability varied
showed a significant between countries,
difference between the challenging inclusion of
treatments patients

1.00 1.00

0.75 0.75

o
1)
S

0.50

O,
)
a

0.25

p=0.013 p=0.33

Overall survival

Overall survival

0 100 200 300 400 500 600 70( 0 100

Days since treatment start Days since treatment start

Funded by the
Nordic Council
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200 300 400 500

1.00

0.75

0.50

0.25

were largely similar
between countries and
treatment groups

p = 0.0065

0 100 200 300

Days since treatment start
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What VALOZ2 pilot revealed about running
an SPE study in the Nordics today?

Technical interoperability

What proved feasible ;@
v'Researchers accessed multiple SPEs
v'Analysis could be conducted without Technical

moving patient-level data Service interoperability
v'Common analytical approaches could be

applied Largest scaling challenge

Governance interoperability Critical | Researcher experience varied
Still requires standardisation to | Support models differed
Success

! Approval pathways differed | Analysis readiness was not

consistently achieved after
access was granted

at

Governance

;L‘

Service

I Research access processes varied

I Timelines were not always
predictable

Funded by the
Nordic Council
of Ministers 80
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Question to the panel and audience

ddddddddddd
Nordic Council
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Q

Governance Technology

What is currently the
greatest obstacle to
routine cross-border
health-data research?

Data Researcher
readiness service

ddddddddddd
Nordic Council
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Key takeaway

83
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What did the VALO2 pilot reveal
about running an SPE study in
the Nordics today?

Researchers crossed borders,
Patient-level data did not.

Scaling it requires interoperable
researcher services, governance and
data readiness.

ddddddddddd
Nordic Counc il —
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Thank you!

Join the live question wall

menti.com, code: 4320 6979
or by scanning the QR code

SITRA



Q&A
Open discussion on
sessions 1-3

ddddddddddd
Nordic Council
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Join the live
question wall and
vote for questions

menti.com, code: 4320 6979
or by scanning the QR code

Nordic Council

SITRA
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Thank you for e
joining us online! - .
The live stream has now ended.
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Lunch break!

The event continues at 13:45 (CEST)!

Nordic Council

SITRA



SESSION 4:
NOR-OMOP and Nordic-
Baltic OMOP - building

blocks in the Nordic
health data landscape

SITRA3



Espen Enerly Kristin Oterholt Knudsen

Researcher, Cancer Registry of Senior Adviser, Cancer Registry of
Norway, Norwegian Institute of Norway, Norwegian Institute of
Public Health Public Health

Funded by the
Nordic Council
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OMOP in practice across data partners and research networks

The community and collaboration behind effective reuse

23.09.2026 — Nordic Health Data Summit 2026
Kristin Oterholt Knudsen and Espen Enerly

Cancer Registry of Norway, Norwegian Institute of Public Health

Y NIPH

Norwegian Institute of Public Health




Community enables reliable evidence

OHDSI MULTI-STAKEHOLDER COMMUNITY

common model - vocabulary - methods - tools

Local data S Harmonized data S Reliable evidence
local structure and context OMOP CDM

comparable and reproducible

Describe Estimate Predict Discover
What is happening? What is the effect? What happens next? Foundation model based

Established OHDSI methods Emerging direction



Shared building blocks enable local reuse

OHDSI MULTI-STAKEHOLDER COMMUNITY

common model - vocabulary - methods - tools

CONTRIBUTORS SHARED BUILDING BLOCKS LOCAL USE
Health data holders

BEFORE

Tech community R

Academi DURING
cademid ETL - quality
Industry AFTER

Analytics - studies



Collaboration supports local practice

OHDSI MULTI-STAKEHOLDER COMMUNITY

common model - vocabulary - methods - tools

! !

Regional chapters Working groups
!
OHDSI Europe Strengthen national community building
: / Support OMOP implementation and onboarding

National nodes —
N Promote participation in international studies

Connect local practice with European policy
= NIPH



OHDSI Europe national nodes

B National Nodes Across Europe

°* OHDSI Denmark

* OHDSI Finland o 2
°* OHDSI Norway O
* Sweden —an OMOP-adopting country ad OO

@ National Node

Nordic-Baltic Network Forum

= NIPH



Matching questions to data

Local data -

v @)

\ dh
Disease network Treatment patterns

Hospital

Registry v Regulatory network \ Drug safety

v [ J

\ 0

Guideline adherence

University Project network

= NIPH



Building trust in the OMOP CDM

Documentation and metadata

Source system @  Origin

Source variable Metadata

@
Mapping @ Semantics
@

ETL Transformation logic

“"Approved” CDM

AN

QC results

OMOP result @ Study package

= NIPH



From clarification to interpretation

Interactions with source experts

High A

Interactions

Low

Basic interactions

Many clarifications

Active collaboration and
joint interpretation

Routine request

Context-dependent requests

Type of request -

Collaborative requests

- NIPH



Upfront investment — growing returns

Value grow over time

1 ESTABLISH 2 LAUNCH STUDIES 3 REUSE & SCALE

==Resource use == -=Added value

—r

._____.-___—P———

Invest. Reuse. Maintain

= NIPH



Sources and further reading

* OHDSI

* https://www.ohdsi.org/
* https://www.ohdsi-europe.org/
* https://www.ohdsi-europe.org/index.php/national-nodes

* Darwin EU® network

* https://www.darwin-eu.org/
* https://www.darwin-eu.org/index.php/studies

* FALCON network

* https://www.falcon-network.org/

= NIPH
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Tasmeia Yousaf Gabriel Bratseth Stav Maria Martin Agudo Petrica-loan Olteanu
Special Adviser, Oslo Bioinformatician, Oslo Postdoctoral Researcher, Petrica Ioan Olteanu, PhD
University Hospital University Hospital Oslo University Hospital Research Fellow, Pharmacy
Department, University of
Oslo
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: PHEMS

Paediatric Health Data Management
and Sharing

Tasmeia Yousaf
Senior Advisor, Data and Analysis — OUS

Nordic Health Data Summit 2026
23 September 2026
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{ 2 PHEMS J

Paediatric Health Data Management and Sharing

{ ECHO }

European Children’s
Hospitals Organisation

PHDS
Paediatric Health Data Space

{ EHDS J
European Health Data Space

o @ OSLO UNIVERSITY HOSPITAL ‘ G
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Why is Paediatric Health Data Management and Sharing needed?

Small number of
complex paediatric and
rare diseases patients
per country

Limited real-world data
to evaluate new
expensive therapies

Need for more
engagement with
Medtech Industry &
Innovation ecosystems

Many countries only
have few specialized
children’s hospitals

o o ® OSLO UNIVERSITY HOSPITAL ‘ (\
[ ]



PH E MS (Paediatric Health Data Management and Sharing)

4 )

Federated infrastructure
to enable secure and
GDPR-compliant access to
N paediatric health data. D

4 )

Establish common
governance, legal and
ethical frameworks for
N responsible data use D

o o @ OSLO UNIVERSITY HOSPITAL
[ ]
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£ The Hyve
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g ENes's

4 Create data services

supporting research,
clinical benchmarking, and

Hospitals and Universities

N public health innovation. y

4 )
Promote interoperability

and standardization

among hospitals
- /

4 )

Build a sustainable
business and exploitation
model ensuring long-term

k continuity of the PHDS D




How do we do it?

Collaboration | Technology | Use Cases

Including hospitals,
universities, technology,
and biotech companies

14+
partners

Funded through
Horizon Europe and
UK Research & Innovation

October 2023 -
September 2026

3-years

ertes Batresdam

2 efun)

SJ Sant Joan de Déu
Barcelonao - Hospital

Children’s
University
Hospital

Latvia

Hospitals and Universities

SJD HUS™
Sant Joan de Déu
Fundacié de Recerca

QO Great Ormond Street
«~ Hospital for Children

NHS Foundation Trust

® &

ECHO LL}

European Children’s M
Hospitals Organisation e 9 er

@&
o:o OSLO UNIVERSITY HOSPITAL | G
Technical and Business
dannenn

=" The Hyve

" tietoeury

Biomed
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How do we do it?

Collaboration | Technology | Use Cases

Clinical Use Cases to Demonstrate Value

Cardiology operations
benchmarking

P Limited Supporting creation of
benchmarking standard and
promote a culture of bench-

pediatric

cardiac institutions, enabling
the adoption of ‘best-practice’

marking across

across institutions.

o @ OSLO UNIVERSITY HOSPITAL
[ ]

ge:

Pediatric Intensive
Care Unit Sepsis
P Limited  Investigating  the
benefits of the federated
network to develop, train and
test algorithms to predict
sepsis on a large scale between
pediatric intensive care units in

four large European children’s
hospitals.

P Limited Personalize treatment

Hematology -
hemophilia

for pediatric patients with
hemophilia A through new
machine learning models that
provide more accurate exposure
predictions of coagulation factor
concentrates.



How do we do it?

Collaboration | Technology | Use Cases

o @ OSLO UNIVERSITY HOSPITAL ‘ G
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Federated
network

p
Federated
network
.
D S p
A per.s.on worlfmg in Qrganlzatlons Built on GitHub Enterprise Federated
a project holding an  providing workspace e ——— - network
approved data with tools and access versiong, reviews and
permit. to the PHDS network. audit logging. B
Federated
network

.

o o @ OSLO UNIVERSITY HOSPITAL ‘ G
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From PHEMS project to
Paediatric Health Data Space (PHDS)

Higher quality services

Hospital

. Improved outcomes
Benchmarking .

Cost optimisation

* Healthcare providers
* Regulators

. Streamlined permit processes
PHDS Scientific

“roL's Faster access to datasets
capabilities Research

Unlocking value of hospital data

Universities
Healthcare providers

Development High value in Al/ML development

of new Privacy preserving access to data
Al/ML tools Lower total cost of development

* Technology providers

N * Pharmaceutical companies
] isati
| * Research organisations

oo e OSLO UNI
[ ] | |

penerlits across
multiple domains

Beyond traditional benchmarking,
the PHDS will
unlock new avenues for

strategic partnerships and research,
catalysing advancements in
healthcare.




Oslo University Hospital = OMOP Setup

[ FALCON-
\ PHEMS ] [ bladder ] [ VALO J [

) Federated Network

Ej OMOP — common data model
Data Factory

B *®
(In) roAP  Kreft 3 Huyg™ ...

o @ OSLO UNIVERSITY HOSPITAL ‘ ( -I-\
[ ]



OMOP —
A Universal Adapter for Health Data

3 ’ ©luml © V:'/%@jfw

£
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The Road Ahead

Data is the lifeblood of Healthcare Al research
and there is a shortage of available high quality data

Joseph J. Frassica. Executive Director, MIT — Hood Pediatric Innovation Hub (Paediatric Innovation Day — Sep. Helsinki 2026)

One common data model

. Harmonize = Federate = Scale
Analysis travel, data stays

4 N
Every hour invested in PHDS data harmonization accelerates the

realization of the EHDS.

e OSLO UNIVERSITY HOSPITAL | ~\
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Thank You

Questions & Discussion

®
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a%s pRIME-ROSE
" Precision Cancer Medicine Repurposing

System Using Pragmatic Clinical Trials

PRIME-ROSE

«Crossing borders» in data standardisation: application of OMOP CDM
in an international clinical trial network in precision cancer medicine

Maria Martin Agudo & Gabriel Bratseth Stav

Institute for Cancer Research, Oslo University Hospital, Oslo (Norway)

Funded by Oslo, 23" September 2026

the European Union

* HORIZON-MISS-2022-CANCER-01-03 Grant 101104269




Introduction

/PRIME-ROSE (Precision Cancer\
Medicine Repurposing System
Using Pragmatic Clinical Trials)

als PRIME-ROSE

POP

' Precision Cancer Medicine Repurposing
System Using Pragmatic Clinical Trials /

*Taskén K, F. Haj Mohammad S, Fagereng GL, Sgrum Falk R, Helland A, Barjesteh van Waalwijk van Doom-Khosrovani
S, et al. PCM4EU and PRIME-ROSE: Collaboration for implementation of precision cancer medicine in Europe. Acta
oncologica. 2024;63(1):385-91.

FOCUSE, MEGALIT
ProTarget

IMPRESS-Norway 9

a%s pRIME-ROSE
' “ Precision Cancer Medicine Repurposing

FINPROVE

DRUP ©

DETERMINE

PROGRESS 9 o
relar o ®

megaMOST, MOSTplus Q

System Using Pragmatic Clinical Trials
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- afs PRIME-ROSE
In tro d uction L § B T T

DLCTs :': Benefits
DRUP-Like Clinical Trials O

Network of pragmatic clinical trials in
precision medicine inspired by the design
of the original DRUP protocol

Data from individual trials are shared and
aggregated for patients with the same
tumor type, biomarker, and drug combination

v Cohort are filled quicker
v" Accelerates evidence generation
v Improves patient care



- afs PRIME-ROSE
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The Team (WP1)

Gabriel Bratseth Stav ~ Tina Kringelbach
(OUH, Norway) (Capital Region, /@
Denmark)
@ “Create the data platform, collect and
aggregate data from each participating
institution to generate evidence”

Maria Martin Agudo Eivind Hovig
(OUH, Norway) (OUH, Norway)

Henk van der Pol
(LUMC, Netherlands)

WP leader Project manager
Hans Gelderblom Gro Live Fagereng
(LUMC, Netherlands) (OUH, Norway)



a8 pRIME-ROSE

0 M 0 P ' ‘ Precision Cancer Medicine Repurposing
C o m m o n a a o e ‘ System Using Pragmatic Clinical Trials
C D M ! .
Standardized health system Standardized

Person health economics

‘*f\—l Location | Cost k
::>—| Care_site | Payer_plan_period |<—
—L—I Provider

Visit_detail Standardized

Standardized vocabularies derived elements
> Condition_occurrence | ’

; A__concert ] [ conditonere_Je-
Drug_exposure / ‘ I I"
| g_€exXp I f Vocabulary |/ \ Drug_era
|

I\
|
| I Dose_era |<—
Device_exposure I ‘

|
|
I‘ I Concept_class |/ Results schema
|
|

—-I Observation_period I

—-I Death I

Visit_occurrence

)II Procedure occurrence I F

Domain

Measurement |

\

\

Concept_syncnym Cohort

Co t relationshi |‘,\ Cohort_definition I
A ncept_relationship
ote P

{
| Relationship |/
Note_NLP \
\‘| Standardized
——f Episode | Concept_ancestor _ | metadata

I Specimen | L)l Episode_event I I Source_to_concept_map | I CDM_source I

I Fact_relationship | | Drug_strength | | Metadata |

Standardized clinical data

|
Observation I
|

Standard vocabularies (OHDSI) ¥4 OHDSI

OMOP
Observational Medical Observational Health Data
Outcomes Partnership Sciences and Informatics




a8 pRIME-ROSE

|
' ‘ Precision Cancer Medicine Repurposing
I n [ System Using Pragmatic Clinical Trials

Goals

Standardise data to the
OMOP* Common Data Model (CDM)

s
Example SNOMED (=)
T t — .
umoer type Condition Automate the standardisation using an
crc  Colorectal Extract, Transform and Load pipeline (ETL)

Malignant

cancer
colorectal
colorectal neoplasm

OMOP* = Observational Medical Outcomes Partnership
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data standardisation

9| Cross-border data sharing
%Qﬂ Decision-making E
Impact public health and socio- ¢ Nf)_n_w_ay 1. Extract

...11 DRUP-like
" ¢ Clinical/trials )
‘E, Netherlands
5. Evidence Sl 1
2 Transform

generation
Portugal

| ‘; N 1@

@

' oy
1SD ATHENA
‘\ 4. Analyses
A
3. Load UsAGI
R @ OMOP CDM o S e
\ > ocure environment managed by
DQD .'-‘ SQL ° the University ofi;Jslo (gioc; >
Quality Check W
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Cohort BRAF non-vV600 Cohort HER2 crc
PN S

Data Str';a Is Patients  Multiple Colorectal oationt Data 4 trials
55 Cancer atients (3 Nordics
(Nordics) Tumor Types 48 ( s )
i Bi ker 1=
: Biomarker iomar :
=1 Treatment Treatment AW
KX BRAF non-V600 @ ERRB2 (HER2) @
e® e
Mapped Source Terms Mapped Source Terms

Mapped vs Unmapped Mapped vs Unmapped

by OMOP Domain by OMOP Domain

Total Source Terms: 316 Total Source Terms: 152

96

300 268 (63.2%)

(84.8%)

200

%) é’ )
g 00 B I:main g 56 Domain
) Meas value
|_ l_ . Observation |Q_J 80 (3&8%} = :eu?men
() 8 . Regimen () 50 . Megas\/alue
8 bt B o 8 B observation
S S . Measr\rfa\ue S . Measurement
o M o o [ condition o [ condition
%) 48 v . Measurement (%7 30
(15.2%)
- 25
1] 0
Mapped Unmapped Unmapped
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Collaborations outside PRIME-ROSE

g ol =: 1o
2°C A e
Y ~—— S — [N
: " g -° M~ Source data is kept locally
- e ./. .—'_ _L. e /‘ - =
~— 5 ~—
OMoP cbM ‘J '1 OMOP DM Avoids sharing sensitive data
5 :
S Aggregated data examples E?c!\ site shares outcome
i =  Mean age statistics of a complete cohort
= T = DCR*: share number of
SR, N— responses (e.g. 2
- b patients with SD*)
OMOP CDM

DCR*: Disease Control Rate / SD*: Satable disease
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Mapping Nordic Drug
Product Identifiers to OMOP
Standard Vocabularies

Petrica Olteanu

PhD cand.
Pharmacoepidemiology and Drug Safety Research Group

23.09.2026



The shared problem BoR

« Every Nordic country codes drugs with Varenummer PharmaSafe

« Standard mappings usually stop at the ingredient — you know what, not how much or what form

+ commercial name

* Clinical Drug - the target
amoxicillin 500 mg oral capsule

what + how much +what form = full drug identity

+ dose form

\ + strength

Clinical Drug Component Clinical Drug Form

amoxicillin 500 mg

+ how much

+ strength \

Increasing specificity

more useful for drug safety research

amoxicillin oral capsule

+ what form

/ + dose form

OF OSLO Natural Sciences Page 129
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What we did . 7-
/G' ~
« 339M dispensations - 11,341 Varenummer - 2018-2023 PharmaSafe

« Two stages: automated mapping — targeted manual curation

Extract Validation

L

+ ->"/§ *g*ﬁ"ﬁ-’@@-’*g@\

Y

Norwegian Data cleaning Input Mapping Load Model Model
Medicines Files procedure data into Validation monitoring
RengtrY(LM R) Clean, transform, Ingrediant File OMOP Performed quality Track performance
Gather 339,094,105 and prepare data Dosage form File CDM tests to match and update as
dispensations from for modeling Strength File RxNorm ingredient numbers, needed
prescription ingredients, units
database RXNOI-,m and strength
Extension
ATC Codes  Local drug product codes
(Varenummer) Automatic Mapping Manual Mapping
OHDSI Tool Athena
UNIVERSITY Faculty of Mathematics and

OF OSLO Natural Sciences Page 130



It works

PO

« Full drug identity: 64% — 89% of dispensations PharmaSafe
* Overall coverage: 99.9% mapped
100
80
g 60
S w
25.4%
20
9.5%
Bl =
. . . % L o
Clinical Drug Clinical Drug Form Ingredient Unmapped
UNIVERSITY
OF OSLO W Inwal (automated) ™ Final @ Manually upgraded to Clinical Drug Page 131

Faculty of Mathematics and
Natural Sciences



The lesson

PO

PharmaSafe
/ . . . \
Automated mapping provides a strong foundation,
\with manual mapping solving combination and multipack products )
4 N
Implement quality checks to verify both the automated and the manual mapping
. J
4 N
Source data quality matters
. J
4 N
Yearly reiterations are needed
. J

Mapping and validating the mapping is a project in itself

UNIVERSITY Faculty of Mathematics and
OF OSLO Natural Sciences Page 132



| .
Thank you! FoR

Read more about our research at PharmaSafe@UiO PharmaSafe

UNIVERSITY The project was carried by Zeenat F. Chatha, Petrica-loan Olteanu, Hedvig M. E. Nordeng, Saeed Hayati

OF OSLO Page 133

Pharmacoepidemiology and Drug Safety Research Group, University of Oslo


https://www.mn.uio.no/farmasi/english/research/groups/pharma-safe/

OMOP — Interactive session
Nordic Health Data Summit 2026

Siri Largnningen, NOR-OMOP, Cancer Registry of Norway, Norwegian Institute of Public Health

23.09.2026
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Rgts from the interactive
OMOP-session

Nordic Health Data Summit 2026

23.09.2026

Norwegian Institute of Public Health



Key insights (generated by Menti)

Participants see legal and governance barriers as the main
constraint on Nordic health-data collaboration.

OMOP interest is broad but maturity is uneven, suggesting the
audience needs both entry-level clarity and advanced use cases.
Rare diseases stand out as the clearest collaboration focus,
suggesting strong demand for cross-border scale in smaller
populations.

Faster data access and better timeliness outrank Al tools,

suggesting practical data usability matters more than advanced
technology.

3 NIPH



M Mentimeter

\Where are you in your OMOP journey?

49
33
. 16
5
I

Never heard of OMOP until Exploring OMOP Mapping data Using OMOP routinely Leading OMOP initatives
today

= NIPH



M Mentimeter

In your opinion - what is the biggest value of OMOP?

41
27
24
8 7
. 2
I I

International Reproducibility Access to larger Transparency Faster research EHDS readiness Other

collaboration populations

= NIPH



M Mentimeter

What is the biggest issue with OMOP?

demands on resources complexity ot outset
only patient data applic competing standards

lock of resources  context  limited mapping
current data diversity

competencies VIR initial cost of adoption ma pp]ng gran u|.;]rity o afoption

complex  finding commect mapping not eno ug h on its own limited mappings

[ larit . .
correct mapping Dﬁegmuc::fr‘;stm e ©ffOrt hupe M"Y pecple pecision  NOL knowing about it

creating e rlgld fhir tlme Co m p I eX I t manual etl |c:2itoli:::nfj;:rw

complicated high entrance cost atl financial pricritiziation

enerc knowledge iisicos: seman
- thQ nOt ma ed resou rC eS g costs inital cost  semantic loss
= EIOZ “ mo;cmlm gethospital i oanE: Othe r Cd ms - y p e qcC k Of k N OW' e d g © vigerectations

- . . . whenis it relevant
o0 big effort I::h:g:::n don't anW dlﬂ:lcult fu nd I ng VO“thGd mGpplng volontary
conplexdty validation v

- -
weies e SOY@EC OF INNOVAtion
infrastructur leqrming process

simplification  jpyestment

creating and maintaining 15 9eneral needs boost loss of context semantic intero pe r‘:lb"'t‘)f not understocd sufficient

semantic inoperability courage
no knowledge on it

too acodemic ambitionevel

unfit forsmoller project /20K Soverage too simplified loss of meaning  twining
standardication lack of compentency . demands clinical insight
mapping genomic data wreng original coding

time from data collection
expert resources validation of mapping

= NIPH



M Mentimeter

\Which area would benefit most from Nordic-Baltic OMOP collaboration?

38
19
8 9 8
I R )

Cardiovascular  Cancer Mental health Rare diseases Paediatric Infecctious Drug safety Health services  Other
disease diseases diseases research

= NIPH



M Mentimeter

Rank the biggest barriers to Nordic health data collaboration today

Legal and governance issues

—

Data access procedures

Funding

Lack of common standards

Limited technical infrastructure

N OO o0 B~ 0D

Limited incentives for collaboration

Lack of trust

) NIPH



M Mentimeter

How can we overcome these issues?

action and decisions courage and risk taking

actually make decisions
v pragmatisk valo 3

talk together ) . standards
labotati harmonise collaborate hqrmonlzqtlon legal and political colla
collabotation

L ]
oo COllQbboration e o=
Hsecases - standardize

omop i hotline

involve pharma big time de-regulate ehda legislations
e DGR eNAS i nitatves e ==
continuity streamline

organise clarity

promotion fu nding if VO I 03 money education knovijdngdeqrdise

valo4 information  coworking p0||‘t|CG| W|” phds attitude change

SR eadersip COMMUNICALION  governance model  valoto

i designated authorothy merae initiati beet
ge initiatives ee
sharednordic nfrastructr perserverance
change of legislation solve problem casebycase

communicstion

= NIPH



M Mentimeter

Rate the following statements

The Nordic countries are well prepared for EHDS

@

OMOP should become a core standard for secondary use of health data in the Nordics

The biggest barriers to EHDS implementation are legal issues, governance and policy, hot

tecnhology @

Strongly disagree Strongly agree

= NIPH



M Mentimeter

\What should be our top priority during the next 3 years?

45
30
11
) 9
e 0 s

Common Common data Governance and Federated Cross-border Sustainability Other

metadata models legal issues analytics collaboration

= NIPH



M Mentimeter

If you had €5 million to improve health data research in the Nordics, what would you prioritize?

Faster access to data

Better timeliness and data quality

N

More cross-border research projects

Smarter tools and Al

B

Less "paperwork”

o

= NIPH



P Whatisyour advice for the Nordic OMOP-nodes for the next 2 years? a 70/125 @80 pe

0l
All groups Expansion Showeasing Impact Data Mapping Examples and Use Cases v

Industry Engagement Collaboration Support for Countries Communication Inclusivity

Organizational Structure

Expansion

13 responses
Functicnal Evaluate and change
Spread the word Spread the word
Breath Maore omop
Keepup Keep up
Go fast Keep going
VALCHB Keep going!

Preach omop even more ﬂ. N I PH



Showcasing Impact

12 responses

Showcase citizen benefit Show the results

Experience Sharing Meaore visibility

Promote awarenass Show value

Bring information out about possibilities Publish more

Maokilize leadership and desition makers to understand Let's raise our ambition to next level and be bold nordics.

what this is all about From academic talk to concrete and commercialed
outcomes.

Keep positive
Continue the good work

= NIPH



Data Mapping

1 responses

Share mappings

Mapping of free-text

Procedure code mapping

Make it ready for federated Al Analysis

Optimize ATLAS

Optimizing freetext

Share mappings

Pocedure code mapping

Describe yvour datasets and variables well and support
each otherin publishing in your metadata catalogues in
harmonised manner

Set a target to get OMOP known.

Look ocutside registry data

= NIPH



Examples and Use Cases

1 responses

Maore use-cases

Maore examples

Communicate better what omop really is with examples

Criteria for when OMOP actually works

Involve awide range of different research fields. Use of
register daota differs a lot beteen diciplines. Not one size
fins alll

It's not needed

Maore examples

Examples of cases that actually work

Write criteria where it works

Publish a set of synthetic data for use in teaching, student
projects and analysis pipeline development

Think about automation and quantitative measures of
quality

= NIPH



Industry Engagement

7 responses

Invelve industry Involve industry

Invelve industry Involve industry

Involve pharma/industry Explore heatlh dataholders in other sectors, both public
and private

Talk to the register owners.

= NIPH



Collabeoration

7 responses

Collaborate

Collaborate

Collaborate on quality of vecabulary mappings

Partnership ameng major EU players

Collaborate

Private - Public collaboration

Meore hype, information and colloboration across the
borders.

= NIPH



Support for Countries

G responses

Expond with more partners in each country Motivate registry holders in all countries
Support Sweden, they are lagging behind. :) Support Finland, they want to succeed
Support those those exploring OMOP Embrace the Baltics

= NIPH



Communication

G responses

Communicate success

Beer

Take care

Transparency

Beer

Dont hive lo

= NIPH



Inclusivity

4 responses

Inform and include

Include all dataholders

Be more inclusive! Invite more people to your regulator
meeting. What about using Viva engage for this purpose?
Or opus calendar?

Involve patients and their families from the early stoges of
planning, development, execution and implementation of
Research projects, initiatives and their results in lay man
terms

= NIPH



Organizational Structure

3 responsas

organizational structure Organise well

Lets have lower level meetings as well

= NIPH



‘ A look ahead

EHDS, Nordic collaboration and the future
of Nordic and Norwegian health data

Nordic Health Data Summit 2026
Siri Largnningen, NOR-OMOP, Cancer Registry of Norway, Norwegian Institute of Public Health ‘3’ FHI

23.09.2026 Folkehelseinstituttet



Nordic health data

... are the best in the world...

—>Unique personal identifiers
—>Strong governments

—> Long history of health registries
> Universal health care

> High-quality public data
—2>Trusted public institutions

> High levels of societal trust

—> Culture of collaboration

/

DATA ACCESs CHECKLIST

™ Research proposal
o Funding secured
™ Ethics approval

o Data protection impact
assessment (DPIA)

™ Data processing agreement
M Access application submitted || ~

o Revised application |
o Additional documentation

Legal review
g Apgproval From data OWe" |

P
o Access finally 9r§nted. |

Finally!
We have got access
to the data we need
to start our
research!

k ge—
: / DATA
: BETTER
H
That's great. RES.E.ékc
But the project SOMEDAY
Funding ended

three years aqo...

q NEW APPLICATION?

_NEW DEADLINE?
| _{ SAME process?

AN

Z

NMIRTTTER




Data sharing methods

Web-based, online statistics

Adjusted public statistics on demand (via application)

|¥ Public, anonymous statistics
2 Tailor-made statistics

D

Self-service systems

. Distributed analysis

8 Federated computing

& Data processing in Secure Processing Environments (SPE)/Trusted Research Environments (TRE)

—

=
=
o=

«0ld school» sharing of datasets (copying data for local use)

N FHI



FAIR data

* Findable

* Through metadata catalogues

* Accessible

* As open as possible, as closed as
necessary
* “One way in”

* Interoperable
* Common data models

* Reusable

* Metadata
* Common data models

—> EHDS

Findable

2 /2

2 1

Interoperable

@ Universal ‘.\@

instructions

1 =&

Credit: Yang H. Ku/C&EN/Shutterstock

Il

1

'

Accessible

Reusable

Here you go!

L

O h
oe®e §
8
A

Y FHI



Puzzling it all together

Hospitals General Prescription Lebotog; Imaging Apps and Population Other
and EHRs practitioners data data data wearables registers sources

l’l
y 4
&
P, y
—

?

Different formats, ... how do we
definitions and get all these
quality... pieces to fit

Integrated together?
health data

[ ]
Many sources. One bigger picture. ‘ .
A complex puzzle. " FHl



Common Data Models

Driven by local/thematic needs Efforts to bridge different sources

o «Call for data» Examples...

R ® FHIR (Fast Healthcare
Table 1. Variable name, description, format, missing/unknown values and coding schema I ntero p erd b i I ity Re sources )

Variables should be separated by a semi-colon

Patient variables PY | °
i o Y o . EEHRxF (European Electronic
PAT: Patient identification code A S0 Not allowed According 1o registry coding
MoB Month of birth F 2 99 Range of allowed values: 1-12
S <k Health Record exchange Format)
1 > Male

Sex Sex at birth F 1 ] 2 ¥Female
3 2 Other

S * OMOP (Observational Medical

MNUTS2 when available or the
Code for the geographical highest level of administrative
Geo_code area of residence at A 10 Xx59 sub-divison that can be providied.

Outcomes Partnership)

Name of the geographical

Geo_label area of residence at A 50 ] Blank =* not applicable
Diagnosis
TUM Tumour identification A 50 Not allowed According to registry coding
Age at diagnosis Range of allowed values:
Age {incidence date) in yea F 3 "= 20and <121
Mol Month of incidence F 2 949 Range of allowed values: 1- 12
R L[ 1] o
Yol Year of incidence F 4 Not allowed ange of alowed values:

From 1941 to present ﬂ. F I
. I I



We have shown that it is
actually possible!

Y FHI



However...

* OMOP is not perfect
Project funding Sustainable funding

¢ LOSS Of gra nu |a rlty Build and test Operate, maintain, improve
* Unmappable concepts

* Same concept doesn’t necessarily mean same ~
&V

it continues?

e~ "3 ‘ —

1 1 1 ’ oo

° Quallty measures and descriptions are A - J
|mp0rtant «/ Data integrated

«/ Pilot studies completed l Project

How do we ensure

«/ Reliable and secure operation
«/ Data available for new research

«/ Value demonstrated ends

«/ Ongoing maintenance and upgrades
¢ AlSO * «/ Long-term value for patients and society “
* OMOP requires investment (money, people, —
Work) jmpact
* OMOP requires interdiciplinary collaboration 1 Y

* OMOP requires sustainability!!!

Y FHI



Goals of the Nordic-Baltic OMOP Network

. ake infrastructure
Connect people M sexy again!/ W

° Learn together

* Support each other

* Share what works

* Reuse, don’t reinvent

* Solve real problems

— Making every OMOP project easier than the previous one 5 EHI



Closing remarks on
session 4

Nordic Council

SITRA



Coffee break

The event continues at 16:05 (CEST)!

Nordic Council

SITRA



SESSION 5:
Status and possibilities for
Norwegian health data

ddddddddddd
Nordic Council

o SITR3



Session 5: Status and possibilities for
Norwegian health data

16:05 — 16:07

16:07 — 16:20

16:20 — 16:33
16:33 — 16:48
16:48 — 17:03
17:03 — 17:05

Funded by the
Nordic Council
of Ministers

Introduction to the session

Norwegian Health data Strategy 2025 - 2027
The national landscape of Norwegian health data

Why we need Cohort studies — lessons from the
Mother, father and child cohort study (MoBa)

Opportunities and pitfalls in Norwegian survey and
register data for ageing research - lessons from The
HUNT Study

Closing remarks

168

Trine Orten Groven
Héavard Kolle Riis

Siri Eldevik Haberg

Havard Kjesbu Skjellegrind

SITRA



Status and possibilities for Norwegian health data

Trine Orten Groven Havard Kolle Riis  Siri Eldevik Haberg Havard Kjesbu

Department director, Project Owner EHDS,  Research director, Norwegian Skjellegrind
Norwegian Institute of Norwegian Institute of ~ Institute of Public Health and  Agsociate Professor, Hunt
Public Health Public Health Director, Centre for Fertility Research Centre,
and Health, Norwegian Norwegian University of
Institute of Public Health Science and Technology

Funded by the
Nordic Council
e SITRA
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Norwegian Health Data Strategy 2025 - 2027




Eight Decades of Norwegian Health Data

1951

Establishment of health registry

Establishment of health survey

Norwegian Surveillance System
for Antimicrobial Drug Resistance
1951
Cancer Registry of Norway

1943-2009
National health
surveys

1943
-

1951
Norwegian Cause
of Death Registry

Code helseregistre
- bedre helse

-— "7
< ]
» ¥

2010-dd 2009

9 0- o The Norwegian

2010-2016 National joint Twin Registry
actionand

National health registry project
Strategy for modernization and
coordination of central health
registries and medical quality
registries 2010-2020

modernisation of
the Norwegian
Health Data Space

2011
Helsenorge.no
(national portal for
digital health services)

2012 2016
Norwegian . Ngrwegia n
Cardiovascular Disease Environmental
Registry Biobank

2013 .
Norwegian
Surveillance System
for Resistance
Against Anti-virals

2015
Health Registry
Act (revised)

1975 .
1971 Norwegian 1979 1994-2003 1965 . Crucial events
p Norwegian Registr
1967 Norwegian Surveillance System T Pg;egna n?y v 1984 Cﬁzs‘;}a?f Norwegian mmm  Modernisation and national coordination
Medical Birth Adverse Drug ~ for Communicable - = . HUNT1  (onog) ~ Immunisation — 1995-1997 1997
Registry of Norway Reaction Registry Deseases Registry HUNT 2 Norwegian
. . ‘ . . Patient Registry
(pseudonym)
1972-2004 1995
Janus serumbank . .
Cervical Cancer Screening program
2007 1995 1999
Norwegian Patient Registry 2006 Breast Cancer Screening program 1999 The Norwegian
(with personal identification) Norwegian The National Mother, Father and
2007 Control and Instltutebof ?ealth Child Cohort Study
Bi
Individual-based Statistics Payment of 2005 2004 2002 1oan
for Nursing and Care Health Norwegian Norwegian . :
i f Armed Forces Prescription National Center of Public Health Surveys transferred
Services (pseudonym) 2006-2008 Reimbursements ) . -
Registry Database to The National Institute of Public Health
’ HUNT 3 Database ( ’ )
‘ pseudonym .
0 2001
2018 ‘ 2002 Health Registry
General Data ) Act
Protection Regulation 2005 Norwegian Cause of
2017 -2021 Norwegian Surveillance 2022 Death Registry
National Health 2018 System for Antibiotic transferred to
Data Programme Helsedata.no & National Use and Healthcare- European Health  The National Institute New Strategy !-Iealth Data for
; Associated Infections data space of Public Health Research in progress
Metadata Catalogue
2018
201
Norwegian Registry for . 019 2022 2023
Primary Health Care Nat.|0nal Entry 2020 Colorectal Cancer Health Data Service
Point for F)ata The national Public Screening assumes decisiz? n-
Application Health Survey (pilot) program making authority

2017
National Health
Data Cooperation
Work Group

2017-2019 2019
HUNT 4 2018 Norwegian Health
The Norwegian Archives Registry
Growth Cohort 2021
2018

National Health

Norwegian Counties Public Health Surveys Data Access Body

2022
Norwegian Prescribed
Drug Registry (with
personal identification)
2024
National registries gathered within
The National Institute of Public Health

2026

EHDS regulation
GAP analysis



New Opportunities Through a Unified Health Data
Environment at the Norwegian Institute of Public Health

Personal
identification
number

=5
_EEI

* Medical Birth Registry of Norway Norwegian Cardiovascular * Norwegian Patient Registry * Norwegian * Norwegian
* The Norwegian Mother, Father Disease Registry * Norwegian Registry for Primary Prescribed Drug Cause of
and Child Cohort study (MoBa) «  Cancer Registry of Norway Health Care Registry Death Registry
* Biobank Data «  Norwegian Surveillance * Patient Satisfaction Surveys * Norwegian
System for Communicable * Norwegian Immunisation Registry of o
Diseases Registry Adverse Drug ‘j FHI

Health Surveys Reactions



Norwegian Health Data Strategy 2025 - 2027

[>[> Deliver data and statistics rapidly

Enrich data, focusing on the municipal services
and population

Reduce the reporting burden on healthcare

| {@b
\_// personnel

%f Strengthen crisis resilience and knowledge
ﬁ"ﬁ;\ development through national and international
collaboration

n:.';? ?";b? Safeguard public trust through responsible

handling of health data

Sub-goal 2025-2027:

Fast-track applications
Tailored access
Expanded self-service

Full municipal service coverage
Continuous data flows

Insight into fast-evolving
services

Relevant and current
Simple by design
Automated wherever possible

United in crisis
World-class data
European alignment

Transparent data processing
Protected participant rights
Precaution first

Effective
value chains
across our
organisation

A

D .




M Tailored access to data

APl access
Open StatistiCs fOr. .........................................
the public
i
o, =5 l
‘ FH

statistikk.fhi.no

NP

Order

Bespoke analyses on request

A

Statistics for operational use

=0l

Antibiotikarapport

HDD@ A

—_

% General practitioner

medical officer




Enriching data on municipal health services

Our registries do not yet cover the whole health service

Specialist health services

Municipal health and care services

i

Somatic hospitals
Private specialists
with public contracts
Emergency medical
communication
centres

Mental health and
substance abuse
services

Hospitals using
medical radiation

it

S~

Child and maternity health
clinics
School health services

Dentists

General practioners

Physiotherapists
Health and care
services

Rehabilitation
institutions

[

Goal: full coverage, continuous data flows, and insight into rapidly evolving services

 FHI



Norwegian Health Data Strategy 2025 - 2027

[>[> Deliver data and statistics rapidly

Enrich data, focusing on the municipal services
and population

Reduce the reporting burden on healthcare

| {@b
\_// personnel

%f Strengthen crisis resilience and knowledge
ﬁ"ﬁ;\ development through national and international
collaboration

n:.';? ?";b? Safeguard public trust through responsible

handling of health data

Sub-goal 2025-2027:

Fast-track applications
Tailored access
Expanded self-service

Full municipal service coverage
Continuous data flows

Insight into fast-evolving
services

Relevant and current
Simple by design
Automated wherever possible

United in crisis
World-class data
European alignment

Transparent data processing
Protected participant rights
Precaution first

Effective
value chains
across our
organisation

A

D .




Strong Foundations: Effective value chains across our organisation

Joint management of national health data creates the opportunity to build coherent, high-quality value chains by

aligning systems, organisation and processes across data sources.

We will harmonise data, processes and infrastructure, reuse existing solutions where appropriate, and explore how Al

can advance the health data field.

Our enablers forimplementation:

p
% ® ® Organisation ° 00

People i O @ ivati — (VP Recruitment
\ p Eﬁ Resource allocation ‘@ Competence & Motivation $68 and processes o )
( R N

Legal and regulatory __ Interpretation and Q New rules and
| framework A= practice = > |egislation )
( N

Sourcing and vendor Architecture == Technology Technolo

TeChrIOlO @ . . EI@y( _____ Q gy
L gy w management Information security é governance = development research )
( A

o ol oy Datamanagement .
oo isati I i inci - Metadata é% Information models
\ Data governance D} Standardisation ‘QLL_ Data sharing principles {o} principles Q )
( Financial N
. inancia = i .

Funding % °  Core funding ;@ External funding Service fees
L management =~ )
( N

External collaboration N Governance % Alliances and
L dialogue partnerships y,
( N

R o] External ] ) . o B

Communication GE] - doo Information sharing oo User

L communication San engagement )







The national landscape of Norwegian health data



Norwegian Health Data ready for secondary use: adding EHDS ey Insights

e Quality registries: 1 - 70

categories to existing structured registries (1950-2031) * EHDS require adding categories: - by 2031
e Registries provide the foundation

Growth of National health registries, Medical quality / \

registries, Health surveys, and effect of additional EHDS Acceleration EHDS ERA

National health registries: 15+7?
Medical quality registries: 70+?
Health surveys: 15+7?

categories National health registries: 10, incl.
* Prescription database
* Specialised care services

Foundation . .
* Cardiovascular diseases . '
National health registries: 6, incl. Medical quality registries: 35, incl. * Additional categories and data holders
« Birth o Breast cancer e Omics and images causing exponential growth
* Adverse drug reactions * Melanoma * Clinical studies
e Communicable diseases . Ml
Health surveys: 2, incl. Health surveys: 22, incl.

e X-ray screening TBC * Regional health surveys
e (Oslo) Immigrant Health Study
. o O -

1950 1960-80 2000 2010 2020

Today’s ecosystem

Early beginning Expansion Begins

National health registries: 2 . ational health registries: 7, mtiqnal health re_gistries: 14, irm Alternatives TBD:

*  Deaths incl. - Primary care services a) include EHDS categories in registries?

e  Cancer e Immunisation *  Anti-virus resistance ciu gor! g c
Medical quality registries: 6, Medical quality registries: 64, incl. b) dlstr_|buted or centralized storage of omics
incl. *  Pulmonary cancer and images?

«  Paediatric cancer *  Gyn. Cancer c) add ~2000 required data holders 1 by 1?
«  Cardiac surgery * Pancreatic cancer d) combination of a) +c), depending on b)
Health surveys: 5, incl. Health surveys: 15, incl.

. MoBa * National health survey

«  HUNT * Youth studies
& The age-40 programme / Wectronic patient records)e J

Norwegian health data structured largely as registries parallel to EHR systems. How and where to structure additional required categories for secondary use under EHDS to be decided.




Data Sources / Data Holders on Individual Level Health Data

|
Contract Contract :
GP Dentist Som_atnc Specialists Specialists Psycn_atrnc Physm;l Rehab i
Hospitals N oS Hospitals Therapist 1
Somatics Psychiatrics
1

Electronic health B

— -
|
|
|

records 1
|

T T m——_m——_—_—————————T

) | : |
National Health Newborn NPR & =t plosoad Cause of Cancer re
_J . g. Regular PG 1
Reg istries : MBRN genetics KPR AI‘S;IQVS NorPD NORM RAVN SYSVAK ggz: Death NOIS MSIS CVD reg. of Norway IPLOS reg I
— — p— —
e e e e e e e e o o o e o e o o o e Pt e o e e ]
[ ———— S o
1 — o 1
Breast Prostata ) Obesity Hip Gyn. y Nol¥egian
1 CPRN Cancer Cancer COPD reg. NorKog Arcr::d:C Surgery NNRR NRA Fracture Cancer g:;i::‘::; ROAS SRn’:glfe NORKAR T‘f;‘:g!a passnacy NORIC 1
National Medical : Registry Reg. & Reg Reg. Reg. J reg. :
Quality
ity < e — - ~vowegan—] [——— 1
Registries I of Deaf. Asult Heart ric Crucial National Myocardiall oweglan
- i and Child ; Pulmonary ; X Parkinson "
(not compl ete) : Gastronet Bl.a‘;‘d NKR LTMV Dla;eeazes Fallure Reg HIV NNK Diabets ng:emgent Cancer Reg BDR Tr::gma nfar;t;t{on NorArtritt NKIR e NorScir :
indness Reg . J biobank __J J
| |
1 Naorwegian : Cardiac N i |
I pasiotric Me'fe?ma Pain Reg NRL NGER é’;t;";'e"ge _"r'ég NNR NoRGast NBKR Lyrgg‘;ma ABLA NOR HISREG Surgery NorSpis _':'esg g NorVas 1
P reg. ’ ’ ’ reg : -reg.
1 _ _ _ _ _ _ _ _ > > > _ _ _ _ J 1
L e ee—— |
Quality L e e e " e " e e e ) e e ™ e e e e e e e 3 e e e e e ' i ) ) Y ~150 |
Registers I ) e o 3 ) o o o ) o o 3 o o 3 ) o ) ) i ) ) Y I
(preliminary) 1A I CAC I CACICICACICAC I IC A CICAICACICICAC I I I CACICAC A I ICACICICTICIC I A AT
- - - - == = == - e o
- —— - [ -—— [ - [ -
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EHDS: We have to establish a national network for health data access within 2029
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Deciding on HDAB structure in Norway:
Alternative models are being evaluated by cost-benefit analysis
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EHDS - National Target Architecture for Digital Capabilities

Health Business / Clinicians / European

Researchers authorities MedTech Healthcare providers Users

Application Services & helsedata Secure Processing Environments (SPEs)

Guidance and information - Dialogue SPE - Nortre - UiO - UiB - NTNU
Common application form - Source and variable explorer @ NORTRE
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National health registries, health surveys, quality registries,
biobanks, research data, clinical data, ++

Citizen services Transparency - Opt-out - Significant findings
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http://www.helsedata.no/
mailto:service@helsedata.no
http://www.helsedata.no/

?NORTRE

The Norwegian national infrastructure for personal sensitive data

» Established through an active collaboration between the Norwegian
Ministries for health and education to enable more and better use of
secondary health data.

« We have connected and strengthened three well-established academic
infrastructures for sensitive data to meet EHDS requirements.

« We got access to a broad portfolio of research services, including high-
capacity computation and advanced Al capabilities.

» Current user base is >10,000 researchers and >2,000 projects.

» The security foundation is built on international standards: one node is ® ONINU
compliant with ISO 27001 (security), ISO 27701 (privacy) and ISO 9001
(quality). Two nodes are certifying for ISO 27001. @
|

» We support further development towards a distributed SPE:
One point of contact for the government
Common governance and harmonized EHDS implementation
One secure data-entry point from HDABs
Continuous service adaptation as scientific fields evolve

@ FreeSVGMaps.com



Why we need Cohort studies — lessons from the
Mother, father and child cohort study (MoBa)

Siri Eldevik Haberg, MD, PhD
Research Director NIPH



Improving population health

* Understand trends in health and diseases
* Find effective prevention and interventions

* Develop effective treatments
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Meba

The Norwegian Mother, Father and Child Cohort Study,

Lifecourse AIM: Find causes of health and disease
Generations & Families
25 years of follow-up of

114 000 children,
mothers and fathers




Total Fertility Rate for women in Norway 1967 - 2025

2.6

2.2

1.8

1.4

Average number of children women have

1.0

1968 1978 1988 1998 A008 2018 2025

Source: Statistics Norway



Fertility and health

Hejlth > Infections
an - '
diseases i ﬁ > Breast cancer

» Mortality

» Pregnancy health

» Mental health
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Women’s age at first birth

30,5 years
in 2025

30

29

28

27

26

23y

25

24

23

22

Source: Medical Birth Registry, Norway



At what age do you want to have your first child?

meba

20 000 second generation
young adults ages 18-25
in 2025

w
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27.7 years

26.7 years
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TWO OF THE WORLD’S LARGEST PREGNANCY COHORTS
200,000 CHILDREN FOLLOWED TO YOUNG ADULTHOOD

Danish National I l l bo
Birth Cohort ®

The Norwegian Mother, Father and Child Cohort Study,
Oy "f(. ﬁﬂ\n\'
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Genetics Epigenetics Proteomics Society and environment




Cohorts + Biobanks + Registries

e Find CAUSES of trends in health and diseases
* Effective = TARGETED prevention and interventions
e Effective = PERSONAILIZED treatments

The Norwegian Mother, Father and Child Cohort Study,



Opportunities and pitfalls in Norwegian

survey and register data for ageing research
- lessons from The HUNT Study
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Cohort Profile Update: HUNT4 70+

Hivard K. Skjellegrind"**, Pernille Thingstad"*“, Linda Gjera™" ", Marit Kolberg™“, Grete Kjelvik™ ",
Linda Ernstsen™™ ', Tone N. Fagerhaug™ ", Arnulf Langhammer’®”, Steinar Krokstad™™ ", .
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A + By c

LR DlrE

- . B - .
[ ] 60 w0

TH0 Disbetes typs 2
T2 Arthas hyperurecoma
U4 Usnary incontinence

el ol
Age Growp




® NTNU v
Dementia datain HUNT470+  HUNT4 (57

Cognitive function at different ages Distribution of dementia diagnoses
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Age

W No cognitive impairment " Alzheimer's disease I Frontotemporal dementia
Mild cggnitive irﬁpairment BN Vascular dementia Mixed dementia
. I Lewy body/Parkinson's dementia Other dementia
I Dementia
n=1527

n=9746
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Application process
* REC approval + DPIA

* Application (project protocol) + variable order (web-store solution)

* Data access committee meetings every 2 weeks
‘ 3-4 weeks from application to data dellvery_‘

* In-house made database software
—independency on overseas resources

) HUNT Databank email password LOGIN SIGN UP FORGOT PASSWORD
Search (* as wildcard, i.e. smok*)
Q, systolic . .
i Variable list
CLEAR ALL FILTERS There are 4 hits matching the currently selected filters. When sorted by study part variables are listed in the order they were asked in the study parts.
LASETTINGS
Variables per page
20 - Variable name Variable Study part n®@
Suwep Variable groups  Instruments i
BPSyst1@NT4BLM Systolic blood pressure measurement 1 HUNT4 Measurements 53909 /103 797
Show data from these surveys .
BPSyst2@NT4BLM Systolic blood pressure measurement 2 HUNT4 Measurements 53 869 /103 797
®aHUNTA >z
BPSyst3@NT4BLM Systolic blood pressure measurement 3 HUNT4 Measurements 53 658 / 103 797
Show data from these studies
24 HUNT4 Baseline BPSystMn23@NT4BLM Mean systolic blood pressure measurement 2 and 3 HUNT4 Measurements 55165 /103 797

[CJHUNT4 Activity Log
[JHUNT4 Aldring i Trendelag
[CJHUNT4 Alternative Medicine

Variables per page 20 ~ 1-40fd
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