
Data about 
Clinical trials

Feedback from an ACT EU workshop

https://www.ema.europa.eu/en/events/act-eu-clinical-
trials-analytics-workshop-january-2024

Use cases for patients and their organisations
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https://accelerating-
clinical-
trials.europa.eu

The Accelerating Clinical Trials in the European 
Union initiative will support smarter clinical trials 
through regulatory, technological and process 
innovation.

EURORDIS is member of the ACT EU Stakeholder 
Advisory Group

First own initiative: to request a hands-on 
workshop on Platform Trials (for ALS) in 2024-2025
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Which CT registries?

In the EU / EEA

EU Union EUDRACT (https://www.clinicaltrialsregister.eu/) 
As of today: 43,801 trials registered

of which 6,437 for rare diseases

Since 2022 (soon all CTs to be transferred):
Clinical Trial Information System CTIS
(https://euclinicaltrials.eu/search-for-clinical-trials/?lang=en)

As of today: 200 CT registered
of which 71 for rare diseases

And of course, Orphanet database of clinical trials.

And many Others

Australian New Zealand Clinical Trials Registry (ANZCTR)
Chinese Clinical Trial Registry (ChiCTR)
Clinical Research Information Service (CRiS), South Korea
Clinical Trials Registry - India (CTRI)
Cuban Public Registry of Clinical Trials (RPCEC)
German Clinical Trials Register (DRKS)
International Clinical Trials Registry Platform (ISRCTN) by WHO  
https://www.isrctn.com/ (202,668 of which 52,929 in RD)
Japan Primary Registries Network (JPRN)
Thai Clinical Trials Registry (TCTR)
USA: National Institutes of health www.clinicaltrials.gov
(484,994)
WHO | Pan African Clinical Trial Registry (PACTR) ….
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Results of the analysis
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Duchenne 
Data 
Foundation : 
a help to find 
trials of 
interest
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Policy research 
/ patient 
advocacy

One recent example where EURORDIS

used data about clinical trials
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1. Impact of COVID-19 
research
Domain: advocacy

Compilation of data from 13 
trial registries

Using AI (different languages, 
detecting duplicates etc.)

Analysis of 525 unique CT in 
March-May 2020

- possible surges on some 
products in clinical trials 
against COVID-19 and also 
used to treat rare diseases?

Detecting possible surges in the 
demand for medicines, and 
anticipating shortages / tensions
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Global Coronavirus COVID-19 
Clinical Trial Tracker - Methods
registries
EU Union EUDRACT
Chinese Clinical Trial Registry (ChiCTR)
Australian New Zealand Clinical Trials Registry (ANZCTR)
WHO | Pan African Clinical Trial Registry (PACTR)
Clinical Research Information Service (CRiS), South Korea
Cuban Public Registry of Clinical Trials (RPCEC)
Thai Clinical Trials Registry (TCTR)
Japan Primary Registries Network (JPRN)
Iranian Registry of Clinical Trials (IRCT)
International Clinical Trials Registry Platform (ISRCTN)
German Clinical Trials Register (DRKS)
Clinical Trials Registry - India (CTRI)
USA: National Institutes of health

And
artificial intelligence (AI)-based methods for data 
searches to identify potential clinical studies not 
captured in trial registries

Trials are mapped according to geographical, 
trial, patient, and intervention characteristics, 
when data are available

McMaster University, Hamilton, University of 
British Columbia, Vancouver, BC, Canada

K. Thorlund, L. Dron, J. Park, G. Hsu, J. Forrest, E. Mills
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Total number of 
trials
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Registries from WHO, China, European 
Union, Iran, Japan, South Korea and USA

(unique trials, but duplicates may exist)
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Diana Marinello, Behcet: risk of shortage?
March 2020: EURORDIS contacted Roche

Alain Cornet, lupus: risk of shortage?
04/2020: EURORDIS contacted 

hospital pharmacies



Individual patient needs: 
possible use cases for EURORDIS
and members

Participant 
Engagement



1. Question: how to select 
trial of interest to you?

Extracting and compiling data 
from CT registers

- where are the trial sites close to 
me?

- trial visits (frequency?)

- evening visits?

- invasive procedures?

- inclusion criteria?

- If cross-border: covered by 
sponsor? Insurance? Travel costs?

Many patients willing to take part in clinical 
research

But not all patients are interested by 
comparing / understanding different IMPs

What matters to them: practical aspects 
of the clinical trial

Number of visits, constraints, invasive 
procedures, evening consultations etc.
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2. Question: how to select 
trial of interest to you?

Extracting and compiling 
data from CT registers

- cross-referencing to 
articles in PubMed

- or to patient 
organisations summary 
information (eg
“Protocoles”)

Many patients willing to take part in 
research

Some patients select the clinical trial 
they wish to join based on the 
Investigational Medicinal Product of 
interest (IMP) more than anything 
else
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3. To prioritise products of  
interest / horizon scanning

Amyotrophic Lateral Sclerosis: horizon 
scan, 404 trials in total (by a Dutch 
patient representative)

Meetings with Utrecht Uni.

Pubmed

Subscription to 10 medical journals of 
interest for ALS

Contacts with developers

⇒ Selected 13 products based on 
criteria discussed with patients

Public authorities had selected 6

Platform trial? Healey / Tricals

CABs: sometimes more products in 
R&D than they can take on board 
(eg ALS : 109 products)

Or all trials compete to recruit 
participants and too small 
population. Which CT to 
recommend?

To identify developers in the field
F. Houÿez | Eurordis Treatment Information and Access Director



4. How to identify potential 
clinical trial sites?

CT registries provide lists of 
CT sites

In rare diseases, European 
Reference Networks 
provide lists of Centres of 
Expertise

Comparing both lists helps 
detect centres that  could 
be supported to become 
trial sites 

If more clinical trial sites in the EU: 
more trials, or faster recruitment

Not all specialised care centres are 
clinical trial sites GCP+

There is a (large) potential to identify 
new sites an empower them to join 
the CT research networks
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Keep posted
18 or 19 March

Webinar with the Duchenne Community, National Alliances, Duchenne Community Advisory 
Board, Eurordis Board of Directors and staff

About Translarna® non-renewal of the marketing authorisation
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Your thoughts? Can  you think of 
other uses of trial registries?
1. To improve information on clinical trials for rare diseases in your country?

2. To increase the number of clinical centres that qualify for clinical trials 
(GCP)?

3. To locate more precisely where the CT centres are, and propose more 
local ones? – pragmatic trials?
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