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WHO HAS LOOKED FOR 
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HDA as connector (doorverwijzer)
• Foto oud telefooncentrale
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HDA AS DATA FACILITATOR



Glimpse on tooling (SNOW of Sharepoint)
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THE AIM OF THE HDA
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REDUCE DIFFERENT PROCEDURES COÖRDINATE & SUPPORT BUILD A KNOWLEDGE BASE

MAXIMISE SUCCESS RATE REDUCE THROUGHPUT TIME



LEARNINGS FROM OUR 1ST YEAR
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1 YEAR OF HDA



WHO HAS LOOKED FOR 
DATA VIA THE HDA?
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TO MEASURE IS TO KNOW
-Lord Kelvin-



Health Data Agency 18

• Cijfers na een jaar requests (dashboard?)
• Request

• Datasets in cataloog?

• Coverage cataloog?
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IMPROVING STANDARDISATION
=
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IMPROVING FINDABILITY



IMPROVING STANDARDISATION
=
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IMPROVING ACCESSABILITY



IMPROVING STANDARDISATION
=
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IMPROVING INTEROPERABILITY
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SNOMED CT

ICD-10/11

HL7 FHIR
OMOP CDM

UNIFORM ACCESS

DCAT-APLOINC

UNIFORM REQUEST FORM

UNIFORM PROCESSING ENVIRONMENT

ORPHA

IMPROVING STANDARDISATION
=

IMPROVING REUSEABILITY



COLLABORATION IS THE KEY TO 
SUCCESS
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LEGAL FRAMEWORK FOR REUSING 
DATA CAN BE IMPROVED
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IMPROVING LEGAL FRAMEWORK
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CLARIFY POSSIBILITIES UNIFORM DTAUNLOCKING SILO’S
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LOOKING AHEAD: EHDS
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EHDS MADE VISUAL
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HDAB
(art. 55, 57,58,59, 63)

(trusted) Data Holder / 

Data intermediation entity 

Art. 60, 72

Data User
Art. 61

Data Catalogue – Art. 55

DAAMS

Secure 
processing 

environment

Art. 73

Indicate quality label – Art. 

56

Public

Publish data 

usage/ 

research 

results –

Art. 59

Report on 

applications 

& requests–

Art. 59



DATA FINDABILITY
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The HDAB will offer a publicly accessible, 
machine-readable metadata catalogue about 
health datasets. It will be accessible at single 

information points as specified by EU regulation.

Datasets obtained via HDAB’s can be labeled with a 
"Union data quality and utility label" by the 

data holders. This label is mandatory for 
datasets funded by the Union or national 
public funds, aligning with specific criteria.

Data Catalogue Data quality label

Low High

Reference: Article 57j Reference: Article 77,78 



WHAT IS EHDS COVERING?
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Data related to personal 
health and lifestyle

• Automatically generated personal 

electronic health data (through medical 

devices)

• Data from wellness applications 

Data related to (scientific) 
research

• Pathogen data

• Human genetic, epigenomic, and genomic data

• Human molecular data (proteomic, 

transcriptomic, metabolomic, lipidomic, and 

other omics data)

• Data from research cohorts, questionnaires, & 

surveys (after publication of first results)

• Data from biobanks & databases 

Data related to healthcare
system & administrative data

• Data on healthcare needs, resources, 

provision, and access to healthcare

• Administrative data (incl. dispension, claims, 

and reimbursements)

• Health professional status, specialization, and 

institution data

• Medicinal products & medical devices 

registries 

Data related to clinical and 
health records

• Data from EHRs (Electronic Health 

Records)

• Population-based registries

• Medical and mortality registries

• Data from clinical trials, studies, and 

investigations

• Health data from medical devices 

Data related to health 
determinants

• Data on factors impacting health 

(socioeconomic, environmental, 

behavioral data)



ALLOWED PURPOSES FOR REUSE
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Public interest in the area of public 
and occupational health*

Policy making and regulatory 
activities*

Statistics*Education or teaching 
activities

Scientific research including:

• Development and innovation 
activities for products or 
services

• Training, testing and 
evaluating of algorithms 
(incl. AI)

Improving delivery of care, treatment 
optimization and providing healthcare

* Reserved for public sector bodies and Union institutions, bodies, offices and agencies exercising their tasks conferred to them by Union or national law, including where 

processing of data for carrying out these tasks is done by a third party on behalf of that public sector body or of Union institutions, agencies and bodies.

Reference: Article 53

Accepted 
purposes



PROHIBITED PURPOSES FOR REUSE
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Taking decisions detrimental to a natural person or a group of natural 
persons based on their electronic health data

Taking decisions which results in  
discrimination on the basis of the 
health data obtained

Advertising or marketing 
activities

Developing products or services 
that may harm individuals, public 
health or societies at large

Activities in conflict with ethical 
provisions pursuant to national 
law

Reference: Article 54

Prohibited 
purposes



HOW TO REQUEST FOR DATA?
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Data access application

Requested 

data in SPE

Two types of access requests can be submitted depending on the type of data requested

Reference: Article 67 Reference: Article 69

What is a health data request? Applicants may
request health data with the intention of receiving a
response in anonymized statistical format.

• The HDAB is restricted to providing answers
exclusively in statistical format.

• The HDAB will review the completeness of the request,
evaluate associated risks, and deliver the anonymized
statistical results within 3 months if possible.

What is a data access application? Applicants can
apply to a HDAB to obtain electronic health data.

• Single application even when data is sought from
multiple EU member states

• For pseudonymized personal data, compliance with
EU and national data protection laws must be detailed

• Public sector bodies and EU institutions must
provide similar information as applicants

Health data request

Requested data in 

Statistical format



DATA PERMIT FOR USING DATA
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HDAB’s will grant access to electronic health data if the applicant fulfils certain criteria and 

issue a data permit

Cross-border data access 
involves coordination among 

HDAB’s 

(incl. mutual recognition of 

permits)

Once a data permit is 
granted, the HDAB requests 
data from the data holder 
and provides it to the data 

user

Data permits are valid up to 
10 years 

(Permits can be extended one 
time)

Permit updates are 
possible through amendment 

requests

Reference: Article 68

Rejections are 
communicated with 

justifications

(statistical format answers may be 

provided if suitable)



MAXIMUM DURATION TO GET ACCESS
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Keeping SPE activity logs (min. 1 year)

Publish findings (max. 18 months)

Permit communication 
(max. 3+3 months)

Data delivery 
(max. 2 months)

Data destruction 
(max. 6 months)

statistics delivery 
(max. 3 months)

Use of data

Publish findings (max. 18 months)

Request 
launched

Permit 
provided

Data delivered 
in SPE

Permit 
expired

Use of data

Research 
complete

Permit valid (max. 10 years)
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DATA JOURNEY
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OUR FOCUS FOR 2025
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HDA SPEData Holder n

Expand data 
catalogue

Increase data 
holders

Explore legal 
limitations

Explore options for 
SPE

Explore options to 
expose results

Results 
available 

to
Public

Refine request  
form

Expand permit 
support

Improve case 
handling
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BUT WHAT’S IN IT FOR ME?



AS A DATA USER
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HDA Data User

• Make use of available info

• Describing needs for data

• Making results available

• Uniform request form

• Searchable data catalog

• Support for data permits

• Processing environment



AS A DATA HOLDER
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HDA

• Document available data

• Collaborate on requests

• Keep us informed

Data Holder 

• Reducing request admin

• Exposing available data

• Support for data permits

• Processing environment

• Support in EHDS aligning
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16th of January 2025
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Salle 1

2. Data Request
Auditorium
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