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Outline
Health data rights: EHDS, format, and xShare

A year of xShare: paving the way for the format and the EHDS
• Helicopter view of our achievements 

• Plans for the year ahead

Health data rights in the EHDS and the “yellow button”: 
• Trust and Flow

• FAIRness and Quality

• Digital Services and Literacy

An xShare button showcase from 6 EU states, regions, and hospitals
• An emerging policy proposal to include QR code in medical documents
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Rights of natural persons
1. insert information in their own EHR 

Natural persons shall have the right to insert information in the EHR system

2. rectify the information in their own EHR

easily request online the rectification of their personal electronic health data in accordance with Article 16 of GDPR).

3. give access to all or part of their personal electronic health data 

Ask health professional send to another healthcare provider of their choice immediately, free of charge and without hindrance

4. restrict access of health professionals and healthcare providers 

Restrict access to all or parts of their personal electronic health data

5. obtain information on any access to their EHR, 

also receive including through automatic notifications, on any access to their personal electronic health data

6. opt out from the access to their personal electronic health data registered in an EHR system (MS)

Ref: Fluvia Raffaeli, EC
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EHDS, the format, and xShare

Our xShare Vision: Everyone can share their health data in EEHRxF (the 
format) with a click-of-a-button in the European Health Data Space

Vision Mission Goals Priorities
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EHDS, the format, and xShare

xShare Mission: To experiment with evolving format specifications and 
identify future priority data categories, collaboratively preparing the digital 
health community for accelerated EHDS adoption. 

Vision Mission Goals Priorities
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EHDS, the format, and xShare

The Button and API (the yellow button): 
featured in apps and websites

The HUB (the standards and policy HUB): 
brings global standards with industry and 
government to steward specifications and 
accelerate adoption 

The Label (the industry label): demonstrates 
the commitment and capability of the industry 
to implement the format

Vision Mission Goals Priorities

Industry Driven

Global Standards
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EHDS, the format, and xShare

Demonstrate the xShare impact across continuity of care, clinical research, and population health.

Start with 9 adoption sites – select 25+ ecosystem partners to accelerate adoption across Europe.

Demonstrate safe, trusted, low-cost sharing of high-quality structured coded health data. 

Facilitate movement of digital health services across Europe and globally through standards.

Drive Europe’s competitive advantage for R&I in EHDS in the era of AI and big data.

Hub as an accelerator contributing to adoption of global standards with the EEHRxF format.

Vision Mission Goals Priorities
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A year in the life of xShare
• Minimum data set towards IPS-R

• EHRxF in a nutshell and xShare campaign

• Industry forum and Regulators forum

• European EHRxF website to serve the Hub 

• Organized 4 X-Bundle retreats, 

• 4th Thessaloniki 21-24 Oct 2024

• xShare Button showcase 



X-Bundle Retreat for the xShare Button, 
Thesaloniki 21-24 October, 2024

X-Bundle for the xShare Button review
Collaborative work with xt-EHR, XpanDH
xShare Button IG development with HL7 FHIR

○ HL7 FHIR v1.0.0 as working version for IPS

○ SmartHealthLinks or Qrcode (paper+)

Working with the xShare Button
○ European Infrastructures: e.g. myHealth@EU

○ Hospitals, Regions, Countries infrastructures

○ Consumer apps (Andaman7)

Review toolbox for xShare Button
○ Need for CDA2FHIR convertion, recommend 

interoperability in the source

○ Synthetic data and visualization https://vi7eti.net

○ 200 synthetic lab reports: https://vi7eti.net/?focus=eulab

Preparing future retreats for IPS+R and Care Plans
xShare, XpanDH, xt-EHR, Potential

Attendees:
Hans, Gille, Pier Angelo Sottile, Mario 
Fregonara Medici (CEN-BH); Derek Ritz, Sofia 
Fraconi (r) (IHE-Europe); Giorgio Cangioli, Luc-
Chatty Rhonda Facile, Kai U Heitmann, 
Catherine Chronaki, (HL7 Europe); Evangelos 
Markatos (FORTH); Fábio Januário, Vasco 
Delgado-Gomes, (UNINOVA); George Dafoulas 
(IDIKA); Grégoire Rigoulot-Michel (TTSA); 
Morten Bruun-Rasmussen (MEDIQ); Nathan da 
Silva Carvalho (DIGITALEUROPE); Nenad 
Živković, Argiris Gkogkidis, (GNOMON 
INFORMATICS SA) Panayiotis Savva, (NEHA); 
Sara Alabart Martinez, Shulei Huang 
(Fundació TIC Salut Social); Stefano Dalmiani  
(FTGM), Lucie Keunen  (Andaman7)

https://vi7eti.net/
https://vi7eti.net/?focus=eulab




Status of EEHRxF (format) specifications



Business Use Cases and interactions



xShare Button specs based onHL7 FHIR

Stay tuned for the xShare Button IG 1.0!
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Rights of natural persons
1. insert information in their own EHR 

Natural persons shall have the right to insert information in the EHR system

2. rectify the information in their own EHR

easily request online the rectification of their personal electronic health data in accordance with Article 16 of GDPR).

3. give access to all or part of their personal electronic health data 

Ask health professional send to another healthcare provider of their choice immediately, free of charge and without hindrance

4. restrict access of health professionals and healthcare providers 

Restrict access to all or parts of their personal electronic health data

5. obtain information on any access to their EHR, 

also receive including through automatic notifications, on any access to their personal electronic health data

6. opt out from the access to their personal electronic health data registered in an EHR system (MS)

Ref: Fluvia Raffaeli, EC
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xShare Button Showcase
Yellow Button: the format in action.

Showcase digital health service focused on natural persons
Get my data in the format: Data portability - myHealth@EU infrastructure
• Download / upload my data with the format: 3 primary data categories: IPS,HRD, Lab

• Insert / rectify via health profession in televisit

Access and Receive my IPS data in a safe and trusted way: 
• find a clinical trial: Pre-eligibility test for Clinical Trials

• use the IPS to receive tailored ePI on Medicines I take (collaboration Gravitate-Health)

Access, Receive and Use my health data in transitions of care:
• Translation of my health data (ANS in France)

• Transitions of care using IPS, HDR, LAB in HL7 FHIR and SHL

• in and across border
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xShare Toolbox: 
experimenting with 
synthetic data and 
open source tools

• Realistic synthetic data in the 
evolving format

• CDA to FHIR conversion

• Stylesheets and visualization 
tools
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xShare
Button
Download
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Enhancing patient care enabling preeligibility check for clinical trials

Paul’s GP

Creates Paul’s  IPS

Paul

G
et

s 
IP

S
 

Q
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e

Shares his IPS

Analyzes Paul’s IPS
Displays compatible studies 
and recruiting hospitals 

Recruiting hospital

With Paul’s consent, Paul’s data is sent to recruiting site

Reviews data and
Contacts Paul
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Let’s go for a demo !

Enhancing patient care enabling preeligibility check for clinical trials



Collecting my data: TicSalut Social to Andaman7

• Automatic Conversion from CDA to FHIR 
• Inclusion of FHIR IPS 

Scenario: 
○ Access Andaman7 App and Login to "La 

Meva Salut"

○ Download the IPS in CDA Format

○ Visualize the IPS within the Andaman7 

Patient Record

Actors: Fundació TIC Salut Social

Shulei
Huang

Carla 
Alvarez

Carme 
Pratdepàdua

Sara 
Martínez

Alix 
González 



Citizen-centered data collection

Demo video outline 
○ The citizen gathers their health data, in the EEHRxF*, from multiple sources

■ Monasterio – Hospitals in Tuscany (Italy)

■ La Meva Salut – Health portal for Catalonia (Spain)

■ Any other health institution that implemented the Yellow Button

○ Data is aggregated in a single record, in Andaman7, the citizen’s mobile PHR

○ The citizen enriches the data set

■ Wearables / Connected devices

■ Medications (OTC, supplements,…) and adherence data

■ Problems, symptoms, vital signs,…

○ The PHR in the hands of the citizen is the baseline for many use cases

■ Care: cross border, national, home setting, tele-care,…

■ Research: trials recruitment and participation (DTC, RWE,…)

■ Prevention
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https://drive.google.com/file/d/14dHTSd2L3HaN6O8UsJbFMck1rgysY4Qe/view?usp=drive_link



Patient Data translation DEMO
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Patient Data exchange in France DEMO
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Patient Data hospital exchange across borders
DEMO





Use my IPS to receive tailored 
Information on Medicines I take.

➢Portal has 
IPS 
information

Upload IPS

➢Report in 
PDF and 
QR Code

Generating QR 
Code

➢app 
reads 
IPS QR 
Code 
and uses 
it as 
profile

Reading QR 
Code

➢the IPS is 
loaded as 
patient profile 
and its ready 
to be used

Showing 
information in 
the Gravitate-
Health App ➢epi summary 

leaflet

➢personalization of 
content

Can be used 
to showcase 

Gravitate-
health 

features 

DEMO

Product Owner, 

Gravitate Health



Funded by the European Union. Views and opinions expressed are however those of the author(s) only and do

not necessarily reflect those of the European Union or European Health and Digital Executive Agency

(HADEA). Neither the European Union nor the granting authority can be held responsible for them.

Lessons learned from the showcase
SmartHealthLinks work: a bridge to EUDDI

QR codes on clinical documents (pdf) giving patients access to 
their data in computable form (paper+)

Work on merging IPS or Diagn. Results, Disch. Reports.
• Provenance in key.

Need to invest on innovating with the format (EEHRxF)
• Digital health services that make sense and empower

• Trust and Flow of health data under citizen control
• FAIRness and Quality to advance clinical research
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Looking forward to xShare year 2
Establish the EHRxF Standards and Policy Hub as a legal entity

o EEHRxF Website launch

o Scaleup partnership with xt-EHR, TEHDAS2, and others

o Grow the community of practice and product/service registry

o Explore feasibility xShare Industry Label as add on

Launch the calls for 25+ business actors in the EU ecosystem 

adopting EEHRxF

Release xShare Button IG 1.0

Organize xShare retreat on EEHRxF for IPS+R and care plajs

Launch EEHRxF adoption monitor dashboard and second “yellow 

button” campaign
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Thank you!





Join the community of excellence!
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