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Day 1 (29/04/2021) - Diagnostic challenges: Can we do even better?
Chairs: Jiirg Barben (St Gallen, Switzerland) and Elke De Wachter (Brussels, Belgium)
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Welcome

Elke De Wachter (UZ Brussel, Brussels, Belgium)

Some NBS news

Jiirg Barben (Children's Hospital of Eastern Switzerland, St Gallen, Switzerland)

A quality improvement tool for sweat testing

Natalia Cirilli (United Hospitals, Salesi Children’s Hospital, Ancona, Italy)

Morbidity and mortality in carriers of the cystic fibrosis mutation CFTR Phe508del
in the general population

Shoaib Afzal (Copenhagen University Hospital, Copenhagen, Denmark)

The relationship of upper and lower airways electrophysiology with lung function
Mike Waller (King's College, London, UK)

Q&A

Yl 1: Evaluation of the B-adrenergic sweat rate assay as a therapeutic monitoring
tool for highly efficient CFTR modulation

Sophia Pallenberg (Clinic for pediatric pneumology, allergology and neonatology,
Hanover Medical School, Hanover, Germany)

Yl 2: CFSPID in the UK CF registry

Ellie Russo (Department of Women's and Children's Health, University of Liverpool,
Liverpool, UK)

NBS programmes in CF: harmonization of key outcomes and parameters to
evaluate performances

Anne Munck (Hépital Necker Enfants Malades, CF centre Paris, France)

CBAVD survey study: Do fertility clinics use the current recommendations to
exclude CF in CBAVD men?

Marlies Destoop (VUB, Brussels, Belgium)

Q&A

Summary of day 1

Nick Simmonds (Royal Brompton Hospital, London, UK)

Virtual get together afterwards:

Click here to join the meeting

https://teams.microsoft.com/l/meetup-

join/19%3ameeting_ M2NhMGY50GItN;jZIOS00Y2IxLWI3MGUtOWIZNGFMMGU4MGYy%40thread.v2/0?
context=%7b%22Tid%22%3a%2278d4b0e6-579d-437a-a50d-
2dd746b4cc17%22%2c%220id%22%3a%226402bad7-19d8-46eb-b32f-fb4067d74f69%22%7d
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Day 2 (30/04/2021) - CFTR-RD: What’s in a name?
Chairs: Carlo Castellani (Genoa, Italy) and Nick Simmonds (London, UK)

9.00-9.05 Opening
Nick Simmonds (Royal Brompton Hospital, London, UK)
9.05-9.25 CFTR-RD updated version
Carlo Castellani (Giannina Gaslini Institute, Genoa, Italy)
9.25-9.45 What do the biomarkers tell us if CF diagnosis is not straightforward?
Isabelle Sermet (Hépital Necker-Enfants Malades, CF centre Paris, France)
9.45-10.05  Aquagenic wrinckling
Caroline Raynal (CHU de Montpellier, Montpellier, France)
10.05 - 10.25 Primary sclerosing cholangitis
Michael Wilschanski (Hadassah Hebrew University Medical Center, Jerusalem, Israel)
10.25-10.40 Q&A

10.40-10.55 Bronchiectasis as CFTR-RD PRO
Nick Simmonds (Royal Brompton Hospital, London, UK)
10.55-11.10 Bronchiectasis as a CFTR-RD CON
Kevin Southern (Alder Hey Children’s Hospital, Liverpool, UK)
11.10-11.20 Discussion
Moderated by Kris De Boeck (UZ Leuven, Leuven, Belgium)
11.20-11.40 CFTR-modulators for all?
Eitan Kerem (Hadassah Hebrew University Medical Center, Jerusalem, Israel)
11.40-11.50 Q&A

11.50-12.00 Closing words
Elke De Wachter (UZ Brussel, Brussels, Belgium)
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