Track 3: Your Health, Your Data
- Building the Personal Health Dataspace

Track lead: Jacob Andersen -
e Overview

e Goals
e The Shared Platform

e Component Ideas

Overview

Imagine a health system where the citizen is at the centre — where data follows the person, and where every individual has
real control over what is shared, with whom, and for how long. o
¢ Coordination
That future is now encoded in law. The European Health Data Space (EHDS), in force since March 2025, grants every EU e Prerequisites
citizen the right to access, download, and share their personal electronic health data. It also creates a legal framework for
citizens to contribute their data — including patient-generated data (PGHD) from wearables and apps — to research under
transparent, revocable consent. The standards are converging. The regulation is in force. What does that actually look like,
built in FHIR, running today? * Results

e Expected Outcomes

* Resources

This track invites participants to explore that question by building components of a personal health dataspace: an
ecosystem where a citizen's health data — whether sourced from a hospital EHR, a fitness tracker, a blood glucose monitor, or an environmental sensor — can be stored, shared,
and optionally donated to research, all under the citizen's own control.

There is no single prescribed task. Participants are free to build whatever component they find most interesting or meaningful. We do, however, encourage participants to
communicate their intentions ahead of the hackathon so that components built on the day can potentially be demonstrated together.



Motivation
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Example: User Story

By courtesy of Giulia Baldini Danish Record German Record

Diagnoses
Anne S¢grensen

41 years old * Hypertension (DI109)

* Diabetes type 2 (DE119)

No record yet.

* Lives in Flensburg, Germany Medications

* Works in Spnderborg, Denmark - Ramipril 5 mg (C09AAQS)

* Just moved to Germany after * Metformin 1000 mg (A10BA02)
being in Denmark all her life * Atorvastatin 40 mg (C10AA05)

Faelles Medicinkort, coded ATC

Anne registers with a new GP in Flensburg. How does her record come with her?



Component Ideas

1. Data Sources: Getting data into the PHR

+ Import data from external (FHIR or non-FHIR) data sources into the personal data space
2. PHR Core: Structuring and validating the dataspace

+ Data models for the personal data space — focus on the CONTENT (and FHIR profiling)
3. Identity, Sharing & Consent: Controlling the dataspace

- Data exchange and the control plane - focus is on the EXCHANGE and CONTROL
4. Secondary Use: Donating data for research

+ Export data to external (FHIR) data sinks from the personal data space



Example: User Story

By courtesy of Giulia Baldini

Denmark

Patients

Anne and a few like her, as DK-Core
resources on the shared HAPI
server.

DK-Core, SKS, ATC

Allergies

Anne reports her own penicillin
allergy. No Danish register holds it.

Allergylntolerance, asserter Patient,
unconfirmed

The crossing
IPS bundle

Mappings

SKS to ICD-10-GM via SNOMED CT.
ATC & Allergylntolerance.

ConceptMap, Stranslate

Consent

Anne gives scoped, revocable
consent for her data.

FHIR Consent

Germany

German endpoint

Validates what arrives against the
German profiles and reports what
fails.

de.basisprofil.r4, ISiK Basismodul

Broad consent

Separately, Anne can donate her
data for research, and withdraw it
later.

MII Broad Consent



Between now and October 6th

e This week

» Briefly describe their intended component on the FHIR Zulip #nordics channel or PM to me

* Next week
« At the webinar: Coordinate and plan connections

¢ QOctober 6th
* Hack

e Connectathon

’

Picture by: Oleg Gapeenko / Vecteezy


https://chat.fhir.org/

Jacob Andersen

jacob.andersen@alexandra.dk

Sammen kommer vi #forandigitalt




