
How metadata helps data users find, 
understand and access data.
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Dataset Catalogue
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Scope
Key elements.

01

What metadata tells you

How it helps you find and 
understand available health 
datasets.

02

How to assess 
relevance
Using National Health Dataset 
catalogue information to evaluate 
a dataset against your purpose.

03

Which access path 
applies
The access paths and conditions 
associated with datasets.



P A R T  O N E

The data user’s questions 01
A simple starting point to understand 
the National Health Dataset Catalogue



Search datasets

Can I 
re-use it?

It starts with…

The data user's starting point
A new public health question may need data from hospitals, laboratories, 
registries or other institutions.

What data is 
available?

Where can I 
find it?



P A R T  T W O

What is the National Health 
Dataset Catalogue 02
What the catalogue is and what it contains.



What the National Health 
Dataset Catalogue is

A central place where people can discover 
information about health-related datasets.

It never stores the data itself. 

It stores structured descriptions of datasets, metadata, so 
people can understand what exists, where it comes from, 
and how it may be accessed.

R E M E M B E R

Metadata is data about data 
Not the data itself.

Descriptions are public

The data stays with its holder

Access conditions are visible up front

The National Health Dataset Catalogue will be published on letzdata.lu .



P A R T  T H R E E

Searching the National 
Health Dataset Catalogue 03
What a metadata record contains, and how to narrow a 
search down to candidates.



National health dataset catalogue — record

TITLE National Diabetes Registry 2018–2025

DESCRIPTION Registry records of diagnosed 
diabetes cases, with treatment and 
follow-up indicators

PUBLISHER National disease registry

ACCESS CONDITIONS Request procedure through the HDAB

F U R T H E R  C O N T E X T  F I E L D S

The record describes the dataset. It is not the dataset.

Inside a metadata record
Every dataset in the catalogue is described by the same structured fields.

Theme Format Time period

Data provenanceContact point

Data dictionary



Inside a metadata record
Every dataset in the catalogue is described by the same structured fields.

National health dataset catalogue — record

TITLE National Diabetes Registry 2018–2025

DESCRIPTION Registry records of diagnosed 
diabetes cases, with treatment and 
follow-up indicators

PUBLISHER National disease registry

ACCESS CONDITIONS Request procedure through the HDAB

F U R T H E R  C O N T E X T  F I E L D S

The record describes the dataset. It is not the dataset.

Theme Format Time period

Data provenanceContact point

Data dictionary

PREVIEW

MOCK UP OF THE CATALOGUE TOOL



National health dataset catalogue — search

Diabetes registry data

F I L T E R S

Publisher

Theme

Format

Access rights

Temporal coverage

R E S U L T S

National Diabetes Registry 2018–2025 Non-public

Primary Care HbA1c Indicators Public

Hospital Endocrinology Activity Dataset

Search & filter
Search by keyword or browse by category, then narrow the results.

Non-public



National health dataset catalogue — search

Diabetes registry data

F I L T E R S

Publisher

Theme

Format

Access rights

Temporal coverage

National Diabetes Registry 2018–2025 Non-public

Primary Care HbA1c Indicators Public

Hospital Endocrinology Activity Dataset Restricted

Search & filter
Search by keyword or browse by category, then narrow the results.

MOCK UP OF THE CATALOGUE TOOL

PREVIEW



S E L F - S E R V I C E

Understand a dataset 
without opening it

Descriptions and attributes 
answer most questions 
before any request is made; 
restricted data is never 
exposed.

C O N T A C T  P O I N T

Ask information directly 
to the health data holder

If more information is needed, 
the catalogue provides the 
health data holder's contact 
details for follow-up questions.

M O N I T O R I N G

Come back
and see what changed

New datasets published, 
existing ones updated, one 
central place to monitor the 
health data landscape.

Why public metadata matters
Self-service discovery, without putting the real data at risk.



P A R T  F O U R

Assessing relevance 04
Discovering datasets is not only about finding a record, 
it is about judging whether it fits the purpose.



Who published it? What does it describe?

What are the 
conditions for access?

Answered from the record 
before any access request

✓ Relevant for the purpose ↻ Not relevant yet — refine the search

What variables
and data types exist?

Questions answered by metadata

What period 
does it cover?

In what format
is it available?

How was it collected?
Which methods, tools,
and protocols?



Findable
through clear metadata

Accessible
with access conditions

Interoperable
with shared standards

Reusable
with governance rules

Aligned with the FAIR principles
A widely recognised framework across research and policy communities.



P A R T  F I V E

Understanding 
access paths 05
The catalogue never replaces governance, 
it makes the access path visible.



WHEN A REQUEST IS  NEEDED Access is granted only after the relevant governance checks are completed.

Three access paths
In EHDS-aligned catalogue terminology, access is described as personal, restricted non-personal and public 
data.

Personal data

Controlled HDAB path
Access imperatively goes through 
the controlled HDAB process.

Protected/Restricted 
non-personal data

Open databases

Open non-personal data

Public: Made available through open 
databases in line with EHDS

Request procedure Download



01
Question

A project needs 
evidence.

→

02
Search the 
catalogue

Keyword, category, 
filters.

→

03
Read the 
metadata

Who provides it, 
what it describes.

→

04
Identify the 
access path →

05
Apply for 
responsible 
re-use
Informed 
access applications 
and requests.

Summary: 
From a question to an access application and request
The National Health Dataset Catalogue is the starting point for data discovery.

Personal, restricted 
non-personal and 
public data.



Questions?
Related training on EHDS secondary use:

What is the EHDS? What is the HDAB?

What secondary use makes possible What is an SPE?

Health data holder obligations

This presentation is provided for information
purposes only and is not intended to be
exhaustive. It does not necessarily reflect the
position of the CGSD and should not be
construed as constituting an official position
of the CGSD. The information and views
expressed in this presentation are without
prejudice to any future position, decision or
action of the CGSD and do not create any
commitment or obligation on its part.

Co-funded by the European Union. Views and
opinions expressed are, however, those of the
authors only and do not necessarily reflect
those of the European Union or HaDEA.
Neither the European Union nor the granting
authority can be held responsible for them.


