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From Rights to Reality: EHDS and Patient Needs in Integrated Long-Term Care

Date: 22 June 2026

Organiser: EHTEL/Laurel and xShare projects

Participants Approximately 50 attendees from across Europe
Overview

The European Health Data Space (EHDS) establishes new rights for citizens over their electronic
health data — a potentially transformative shift for people who depend on Integrated Long-Term
Care (I-LTC). Legislation alone, however, does not guarantee integration in practice. On 22 June
2026, EHTEL, together with the Laurel and xShare projects, hosted a joint webinar titled “From
Rights to Reality: EHDS and Patient Needs in Integrated Long-Term Care” to examine how the
EHDS can become a lived reality for people with long-term care needs.

The session aimed to:

* Place patient, people with long term care needs and carer needs at the centre of I-LTC digital
transformation.

e Examine how the EHDS can contribute in practice to care integration.
e Draw on concrete regional and EU-level experiences to inform policy.

e |dentify what is still missing for citizens, people with long-term care needs, carers, and care
systems.

The session was built around three guiding questions:
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e What do patients, people with long-term care needs, and informal carers need from digital
data sharing in integrated long-term care?

e How can citizen-mediated data sharing be guaranteed?

e Are current policies and tools answering these needs?

Speakers & Moderators

Sara Canella (EHTEL) opened the webinar and introduced the Laurel project before handing over to
three speakers:

e Hanne Veugen — The Flemish Department of Care, presenting the Alivia care-planning tool
and the Caring Neighbourhoods initiative.

e Mitchell Silva — EUPATI (European Patients Academy on Therapeutic Innovation), presenting
the patient and informal-carer perspective on the EHDS.

e Michael Striibin — The xShare project, presenting the Yellow Button and the European
Electronic Health Record Exchange Format for citizen data portability.

The discussion segment was moderated by Sophia Schlette.

Speakers’ Talking Points

Hanne Veugen — The Flanders Experience: Alivia and Caring Neighbourhoods

Flanders (Belgium) has developed one of Europe’s most advanced models for person-centred I-LTC.
Hanne Veugen presented two complementary pillars of this model: the Alivia digital care-planning
tool and the Caring Neighbourhoods initiative, and outlined how both are being aligned with EHDS
implementation requirements.

The Flemish Department of Care sees strong overlap between the content of Alivia and the EHDS
patient summary requirements. Vitalink, Belgium’s regional health data vault, will serve as the
Flemish source of patient summary information, the backend for Alivia, and the gateway for cross-
border data exchange via national contact points, with data also made available through the
appropriate health data access governance bodies.

Veugen closed with four key lessons for EHDS implementation: the importance of governance,
consent-based access, what digital tools need to deliver, and Belgium’s own experience as a multi-
region, multi-language country — a microcosm for the challenges facing the EU as a whole.

Mitchell Silva — The Patient Perspective: EUPATI and Meaningful Engagement in I-LTC

Drawing on more than 15 years of experience in digital health and patient engagement, Mitchell
Silva presented patient and carer perspectives on the EHDS and on digital transformation in long-
term care. He argued firmly that patients and informal carers must be treated as essential partners
in shaping digital tools, not as end-users consulted after the fact.

Silva set out the pain points patients and carers currently face with health data systems:
fragmentation, difficulty accessing and sharing their own records, digital literacy gaps, a lack of data
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portability — particularly at transition points in care — and a growing gap around artificial
intelligence. He argued for a shift “from rights to empowerment”, in which the EHDS becomes an
opportunity to move from theoretical entitlement to genuine citizen control over health and care
data.

He also introduced EUPATI itself: a global initiative with more than 8 million toolbox users and over
500 trained EUPATI Fellows, which offers a free OpenClassroom on Digital Health, including a
dedicated EHDS module.

Michael Striibin — The Yellow Button and xShare: Citizen Data Portability in Action

Michael Stribin presented the xShare project, which is operationalising EHDS citizen rights through
the development of a Yellow Button and an EHR-facing standard, and set out what these tools can
do for I-LTC specifically.

The Yellow Button is envisaged as a one-click mechanism allowing any citizen to download and share
their health data in interoperable formats via mobile apps or patient portals, making EHDS access
rights immediately actionable. It is intended to feature Europe-wide on health portals and patient
apps. The underlying European Electronic Health Record Exchange Format is based on international
standards, with definitive specifications due to be published by 26 March 2027; seven Yellow Button
implementations have already been completed within the project.

Strubin confirmed the standards are not limited to acute healthcare providers: any organisation
handling priority data categories — including long-term care providers, social care agencies and
community services — is eligible to implement them. The xShare care plan implementation guide is
particularly relevant for I-LTC pathways and may eventually become a formal EHDS data category.
Until 17 July 2026, xShare is running an open call for digital solutions relating to care plans.

Poll & Discussion

The webinar audience took part in three live polls, covering:

e Awareness among people living with care needs of their right to control their health data.
e The biggest barrier to making the EHDS a reality for I-LTC.
e What matters most for a one-click data-sharing tool to be truly useful in long-term care.

In the facilitated discussion that followed, moderator Sophia Schlette and the three speakers
explored five themes: overcoming structural barriers (drawing on the Flanders experience); speed,
timelines and acceleration (including the role of Al tools, early local pilots, design thinking, and single
sign-on); incentives, inertia and cultural change; remaining gaps; and visions for 2030.

On remaining gaps, panellists noted that nothing in the EHDS prevents long-term care providers and
others from implementing Yellow Button-compatible data-sharing today. Audience polling found
that “working across health, social, and community care” was seen as the single most important
feature for making the Yellow Button useful in I-LTC contexts. Looking to 2030, speakers pointed to
a shared, trusted source of truth, realism about the timelines for shared data standards, and the
eventual use of a Yellow Button-like feature within national citizen health apps across Europe.
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Take-Home Messages

Rights only become real through implementation. The EHDS represents a genuine shift in
rights for EU citizens, but delivering on it requires co-design, sustained implementation
support, governance frameworks and investment in digital literacy — not legislation alone.

Person-centred models show the way. The Flanders Alivia and Caring Neighbourhoods models
demonstrate that effective I-LTC integration needs both digital tools and community-level
infrastructure, with citizens, people in need of care, and informal carers placed at the centre.

Data portability tools are maturing. The xShare Yellow Button offers a standards-based, one-
click mechanism for data portability, with its care plan implementation guide the most
immediately relevant tool for I-LTC coordination.

Transition points are high-impact moments. As EUPATI highlighted, significant medical events
in continuous care occur at moments of transition — making data portability at those points a
high-impact intervention for both safety and care quality.

Cross-sector interoperability is the priority. Audience polling identified interoperability across
health, social and community care as the most important criterion for the Yellow Button to be
useful in I-LTC.

Conclusions and Next Steps

During summer 2026, the Laurel project will publish a position paper on the
operationalisation of citizens’ rights in I-LTC — examining the shift “from legal rights to real
care” — followed in due course by a White Paper on actionable long-term actions in this field.
Further outputs from both the xShare and Laurel projects are expected across the end of 2026
and start of 2027.

Resources

https://laurelproject.eu

https://xshare-project.eu

https://eupati.eu

https://www.ehtel.eu/activities/webinars/2026-transforming-care-delivery-ehds-implementation-
from-rights-to-reality-ehds-and-patient-needs-in-integrated-long-term-care.html
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