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Hybrid Stakeholder Meeting 
DRAFT AGENDA 

 

October 17-19th 2022, Hinxton, United Kingdom 

 

 

EMBL's European Bioinformatics Institute 

United Kingdom & Online via Zoom 

 

 
 
 

Please register for the meeting using this link: 
 

https://forms.gle/ZaqrRBrMqBhVDTop9 
 

 
Registration Form  

PROGRAMME 
  

https://eur01.safelinks.protection.outlook.com/?url=https%3A%2F%2Fforms.gle%2FZaqrRBrMqBhVDTop9&data=05%7C01%7Cc.amid%40erasmusmc.nl%7C56af6370d39b49e8908a08da73be0489%7C526638ba6af34b0fa532a1a511f4ac80%7C0%7C0%7C637949557209099072%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C3000%7C%7C%7C&sdata=Awt8gqGKhVHo4ccth%2B0UkX37Q2VkyQ1hak5obNWhX7c%3D&reserved=0
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17th MONDAY 

TIME (CEST) SUBJECT PRESENTER 

9:00-9:15 --Welcome Coffee--   

9:15-9:30 WELCOME THOMAS JAENISCH 
(Heidelberg Univ. Hosp.) 

9:30-9:50 OVERVIEW OF LEGAL ASPECTS AND CHALLENGES OF 
DATA SHARING AND HOW THE PANELS WILL WORK 

FRUZSINA MOLNÁR-GÁBOR (UKHD) 

(20min Presentation) 

9:50-10:30 KEYNOTE: BENEFIT-SHARING / GLOBAL SOUTH AND 
NORTH DIALOGUES 

CARLA SAENZ  (PAHO) (20min 

Presentation) 

10:30-11:00  Q&A / GUIDED DISCUSSION  
Moderator: FRUZSINA MOLNAR-

GÁBOR (UKHD) or  PRISCILLA CESAR 

(McMaster-IEPI) 

11:00-11:15 --Coffee Break--   

11:15-11:45  EUROPEAN COVID-19 DATA PORTAL: UPDATE ON 
PROGRESS & NEXT STEPS 

 

 GUY COCHRANE, GABRIELE RINCK 
(EMBL-EBI) 

11:45-12:00 Q&A   

12:00-1:00 --Lunch Break--  

1:00-1:30 INNOVATIVE TOOLS FOR ANALYSIS OF POOLED 
COHORT DATASETS 

THOMAS DEBRAY (UMCU), PAUL 

GUSTAFSON (UBC) 
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1:30-1:45 Q&A 
 

1:45-2:30 COHORT CONSORTIA EXPERIENCES IMPLEMENTING 
DATA CAPTURE OR EXCHANGE STANDARDS 

WHAT WORKED AND WHAT DIDN’T 

ORCHESTRA (SNOMED, LOINC; FHIR) 

ECRAID, ReCoDID (CDASH, SDTM) 

TBD (OMOP CDM) 

2:30-2:45 Q&A 
 

2:45-3:15 TOOLS AND SERVICES TO FACILITATE STANDARDS 
IMPLEMENTATION 

TBD (SNOMED, LOINC) 
TBD (HL7 FHIR) 

3:15-3:30 --Coffee Break-- 
  

3:30-4:00 TOOLS AND SERVICES TO FACILITATE STANDARDS 
IMPLEMENTATION 

TBD (CDASH, SDTM) 
TBD (OMOP CDM)  

4:00-5:00 HOW TO IMPROVE STANDARDS UPTAKE IN ID 
COHORTS (CONCRETE STEPS) 

DISCUSSION 

7:00-11:00PM 

 

Group Dinner at Trinity Hall, Cambridge 

7:00-7:30 Drinks Reception 

7:30-11:00 Dinner 

 

  

18th TUESDAY 

TIME (CEST) SUBJECT PRESENTER 
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9:00-9:30 LEGAL AND ETHICAL ISSUES RELATED TO FEDERATED 
VERSUS CENTRALIZED DATA SHARING 

Moderator: Lauren Maxwell (UKHD) 

Panelist 1: Mallory Freeberg (EGA) 

Panelist 2: European Health Data 

Space (EDHS) Representative 

Panelist 3: TBD 

 

9:30-10:00 Q&A   

10:00-10:45 SEMANTIC & TECHNICAL INTEROPERABILITY OF 
COHORT CATALOGUES: CURRENT LANDSCAPE & NEXT 

STEPS 

JACQUES DEMONTES (ECRIN - EOSC 
LIFE), CARLES GARCIA (IHCC), 

ISABEL FORTIER (MAELSTROM), 
GABRIELE RINCK (EUROPEAN COVID-

19 DATA PORTAL) 

10:45-11:00 Q&A  

11:00-11:15 --Coffee Break--   

11:15-: 11:45 DAC MODELS - PROCESSOR/CONTROLLER ROLES 

(Different Data Sharing Initiatives Experiences) 

Panellist 1:JULIA FOREMAN 

(DECIPHER database) / rare diseases 

experience / 10min presentation 
Panellist 2: CLARA AMID (Erasmus MC 

and the ReCoDID Pilot Project) 10min 

presentation 

Panellist 3: TBD 

 

Moderator: FRUZSINA MOLNAR-

GÁBOR (UKHD)  or  PRISCILLA CESAR 

(McMaster-IEPI)   

11:45-12:15 DISCUSSIONS/ Q&A 
 

12:15- 12:45 GUIDED DISCUSSIONS ON ANONYMIZATION, OPEN 
DATA AND FAIR DATA: LINKING DIFFERENT ASPECTS 

Panelist 1: 

Panellist 2: 

Panellist 3:  

 

 

Moderator: FRUZSINA MOLNAR-

GÁBOR (UKHD)  or  PRISCILLA CESAR 

(McMaster-IEPI) 

12:45-1:00 Q&A  Moderator: FRUZSINA MOLNAR-

GÁBOR (UKHD)  or  PRISCILLA CESAR 

(McMaster-IEPI) 

1:00-2:00 --Lunch Break--   
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2:00-3:15 NLP BASED APPROACHES TO RETROSPECTIVE 
HARMONIZATION: OPPORTUNITIES & LIMITATIONS 

TBD 

3:15-3:30 --Coffee Break--   

3:30-4:00 IDENTIFYING AND IMPLEMENTING STANDARDS: 
SUMMARY OF CHALLENGES AND SOLUTIONS 

HEATHER HUFSTEDLER (Heidelberg 

Univ. Hosp.) 

4:00-5:00 IDENTIFYING AND IMPLEMENTING STANDARDS: 
DISCUSSION 

THOMAS JAENISCH- FACILITATOR 

(Heidelberg Univ. Hosp.) 

  

19th WEDNESDAY 

TIME (CEST) SUBJECT PRESENTER 

9:00-10:00 AI KEYNOTE PRESENTATION  TBD 

10:00-11:00 DISCUSSION AND WRAP UP THOMAS JAENISCH 
(Heidelberg Univ. Hosp.) 

11:00-11:15 --Coffee Break--   

11:15-12:00 INTERNAL DISCUSSIONS, CONCLUSIONS 
CONSORTIA MEMBER DISCUSSION* 

*For Consortium members only 

 Please contact us at: Olivia Pluss with any questions (OLIVIA.PLUSS@CUANSCHUTZ.EDU) 

Zoom Connection Details:  

Please register here to receive the Zoom connection details: https://embl-
org.zoom.us/meeting/register/tJ0lcOmsqjkrHda6Wm4bq8Nwi6TKVC5aUxMp  

 

https://embl-org.zoom.us/meeting/register/tJ0lcOmsqjkrHda6Wm4bq8Nwi6TKVC5aUxMp
https://embl-org.zoom.us/meeting/register/tJ0lcOmsqjkrHda6Wm4bq8Nwi6TKVC5aUxMp
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