Press release

Empowering Patients: Belgian Consortium Launches
TTP Survey with Secure Health Data Pods

Brussel, Belgium - A Belgian consortium of top scientists and patient
representatives launches a pioneering patient survey utilising Personalised Data
Pods to secure the patient’s data and to allow them to store and manage their
own health information. The survey focuses on patients with TTP (Thrombotic
Thrombocytopenic Purpura), a rare blood condition characterised by small blood
vessels clotting, leading to symptoms like anemia, neurological symptoms and
kidney disease. The method is unique in its kind, fully patient-centric and offers a
safe and efficient health data solution.

Gathering Insights for Improved Disease Management
The consortium consists of six stakeholders, including the Belgian patient

association TTP Community, the research institute VITO (Vlaamse Instelling voor
Technologisch Onderzoek), Professors Catherine Lambert (Université Catholique
de Louvain), Daan Dierickx and Karen Vanhoorelbeke (Katholieke Universiteit
Leuven), alongside pharmaceutical companies Takeda Belgium and Sanofi
Belgium. In January 2025, the consortium launched a national patient survey to
gather deeper insights in patients with Thrombotic Thrombocytopenic Purpura
(TTP).

By collaborating in a consortium, the involved stakeholders will gain insights into
the diagnosis, the patient journey, treatment outcomes and disease monitoring of
patients. These are critical factors for optimising TTP patient care. Simultaneously,
patients participating in the survey remain in full control of their data through a
secure personalised data pods system, ensuring transparency, security, and trust
in medical research.

The TTP patients survey is available on the TTP Community website and results
are expected by Q3 2025, contingent on Belgian TTP patients’ participation.

Personalized data pods: a new patient-centric approach to data

management
To ensure that participating patients remain in full control of their data - the

consortium uses a new technology called ‘Personalized Data Pods’ to store
personal data. This privacy-preserving technology is now implemented for the first
time with the We Are applications and using Athumi pods with underlying SOLID
technology. These leverage secure Personalized Data Pods to empower individuals
to store and manage their own health information and actively participate in data-
sharing decisions.
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https://www.google.be/url?sa=t&rct=j&q=&esrc=s&source=web&cd=&ved=2ahUKEwi46Pn1kMGLAxXj_rsIHQZ1NY0QFnoECBIQAQ&url=https%3A%2F%2Fwww.ttpcommunity.be%2F&usg=AOvVaw2cJYcp2VIt2Zg_kCG1iOFN&opi=89978449
https://we-are-health.be/en
https://athumi.be/en/data-collaboration-platforms/generic-information-platform-public-domain-2

VITO, through its We Are project (www.we-are-health.be), is actively working on
personalized health by involving citizens in the management and sharing of their
health data. Central to this initiative is the development and deployment of
personalized data pods, designed to be accessible, secure, and ethically sound.
The entire TTP survey underwent a thorough review to ensure it met strict
standards for security, privacy and ethics. Additionally, VITO provided the
necessary tools enabling patients to access their personal data pods and share
their information with researchers in a safe and anonymized manner.

The use of Personalized Data Pods aligns with the new vision and standards set
by the European Health Data Space regulation. The pods can be considered as
tools providing citizens to control of their personal data, integrate health data from
different sources at one location, and stimulate the secondary use of health data.
It is believed that these efforts will ultimately lead to better diagnosis and
treatment, improved patient safety, continuity of care and improved healthcare
efficiency across Europe.

But how does it work? Participants authenticate themselves via the itsme®
application and provide informed consent before completing the survey. Their
responses are securely stored within a personal Data Pod. Upon survey
completion, an automated tool aggregates and pseudonymizes the data for
analysis. In return, participants receive a personalized infographic summarizing
key findings — ensuring an open, transparent exchange of information.

By leading this initiative, the TTP consortium partners aim to establish new
benchmarks for ethical, patient-centric health data management, fostering more
inclusive and effective medical research in Belgium.

About the TTP consortium

The TTP (Thrombotic Thrombocytopenic Purpura) consortium was created to allow
better understanding of the disease by releasing a survey and assuring input from
all relevant stakeholders in the field. The consortium consists of the Belgian patient
association TTP Community, knowledge institute Vlaamse Instelling voor
Technologisch Onderzoek (VITO), academic partners including Professor Catherine
Lambert from Université Catholiqgue de Louvain (UCLouvain), Professor Daan
Dierickx and Professor Karen Vanhoorelbeke from Katholieke Universiteit Leuven
(KU Leuven) and the pharmaceutical companies Takeda Belgium and Sanofi

Belgium.
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http://www.we-are-health.be/
https://ttpcommunity.be/
https://vito.be/nl
https://vito.be/nl
https://www.uclouvain.be/fr
https://www.kuleuven.be/english/kuleuven/
https://takeda.be/
https://www.sanofi.com/nl/belgie
https://www.sanofi.com/nl/belgie
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Visuals to be used to explain:
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