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01. Letter from the President 
 

Dear Friends, 
 
There has been a lot of activity at the ECFS since the 
last edition of our newsletter and here is a brief 
review of the special projects, what’s new with our 
society and a few highlights of the upcoming 42nd 

European Cystic Fibrosis Conference taking place in 
a few days, this year in Liverpool, United Kingdom. 

 

 
But first, let me remind you of the ECFS elections, which are taking place this month. There are two 
vacancies at the Board this year.  Prof. Margarida Amaral is ending her second term and Prof. Isabelle 
Sermet finishes her first term and our gratitude goes to both for their contribution to the Board over these 
last years. 
Three candidates applied for these positions as Board members: Trudy Havermans, Claus Moser and 
Isabelle Sermet. 
 
Your involvement in the ECFS Board Elections is critical and will contribute to shape the future direction 
of the Society. It is essential that the Board has a strong and engaged membership to provide leadership 
to our Society.  So, if you have not voted yet, please log in and vote here without delay.  
 
The results of the elections will be announced at the Annual General Meeting (AGM) in Liverpool on Friday 
07 June (18:30-19:30, Hall 1C). The AGM is open to all ECFS members and we very much hope that as 
many of you as possible will attend it. With the elections, the AGM is the moment where members can 
express their wishes and expectations for the Society. We value your involvement and hope to see more 
members contribute and input new ideas.  
 

mailto:info@ecfs.eu
http://www.ecfs.eu/
https://www.ecfs.eu/2019-ecfs-board-elections


More information on the AGM will appear further down in the newsletter.   
The 16th ECFS Diagnostic Network Working Group Meeting took place in Tunis in February, hosted by 
Samia Hamouda, and all agreed this was a fantastic meeting scientifically and with excellent networking 
opportunities.  
The ECFS Basic Science Conference was held in Croatia this year, 27-30 March 2019. Once again, the 
conference was a resounding success. We would like to thank the organisers, Isabelle Callebaut (FR), 
Carlos Farinha (PT) and Martin Mense (US) for putting together a high-quality programme. The abstract 
book is available on the ECFS website. 
 
We are rapidly approaching our annual conference in Liverpool and the final preparations are well under 
way. The Scientific Committee has put together an outstanding programme and we have some exciting 
new basic research and results from clinical trials to discuss. You can find the final programme on the 
ECFS website. I would like to thank the Scientific Committee and the Steering Committee for all their 
hard work over the last year in preparing the programme, selecting the abstracts and sorting the various 
sessions. Besides the conference App featuring the programme and other useful information, other 
initiatives to note include the Interactive Case studies session, some ‘meet the expert’ sessions 
organised at lunchtime and open to all, and the ECFS Tomorrow lounge which will feature a series of 
interesting sessions. We will also continue the CF Innovation Zone that we launched in Belgrade last 
year, giving the opportunity to health start-ups and innovators to demonstrate their new solutions, 
applications and technologies. 
As part of our commitment to support young researchers, three Young Investigators Awards and 20 
travel grants have been awarded to young investigators based on the merit of their abstract 
submissions.  Congratulations to them for their prize! 
Please don’t miss a visit to the “CF Community” booth area in the Exhibition Hall for information on the 
various initiatives and programmes. If you are looking for a position or have a job opening to advertise, 
please send us the information to post on the website and bring an A4 advertisement to the ECFS booth 
at the conference.  
 
Many thanks, as always, to Dr. Henry Ryley for compiling the current references in Cystic Fibrosis 
contained at the end of this Newsletter. 
 
Please contact us if you have news items you would like to have included in future Newsletters or 
published on our website. 
 
Yours sincerely,  
 
 
Isabelle Fajac 
ECFS President 
  

https://www.ecfs.eu/sites/default/files/conferences/basic-science-meetings/Final_Asbtract_Web_version.pdf
https://www.ecfs.eu/sites/default/files/conferences/basic-science-meetings/Final_Asbtract_Web_version.pdf
https://www.ecfs.eu/liverpool2019/scientific-programme


02. ECFS Board Elections – Cast your vote! 
  
The ECFS is holding elections for 2 ECFS Board Members Positions: Margarida Amaral completed her 
second term and Isabelle Sermet finishes a first tenure. 
Invitations to take part in the elections have been sent to the ECFS electorate by email.  
Candidates information and links to supporting documents such as the candidates’ nominations, 
application letters and CVs are available on the ECFS website. 
The election deadline is 6 June 2019, 19:30 CEST. 
 

03. ECFS Annual General Meeting @ Liverpool2019 
 
The Annual General Meeting will be held on Friday, 07 June 2019, 18:30-19:30, at the Arena and 
Convention Centre in Liverpool (Hall 1C).  
 
The Annual General Meeting agenda: 

1. President’s Report – Isabelle Fajac 
2. Secretary’s Report – Isabelle Sermet 
3. Treasurer’s Report – Kevin Southern 
4. ECFS Board Elections – Isabelle Sermet 
5. Update on Journal of Cystic Fibrosis – Scott Bell 
6. CTN Report – Silke van Koningsbruggen-Rietschel 
7. ECFS Standards of Care Report – Carlo Castellani 
8. ECFS Patient Registry Report – Lutz Nährlich 
9. ECFS Education Report – Daniel Peckham 
10. ECFS Working Group Reports 

- Antimicrobial Resistance Working Group 
- Basic Science Working Group 
- Diagnostic Network Working Group 
- Exercise Working Group 
- Fungal Pathogens Working Group 
- Mental Health Working Group 
- Neonatal Screening Working Group 
- Pulmonary Exacerbations Working Group 

11. ECFS Special Interest Groups 
- Nursing Special Interest Group 
- European CF Pharmacy Group 
- European CF Nutrition Group 
- European Psychosocial Special Interest Group  

12. Presentation of the 2020 European CF Conference 
13. AOB 

 
 
We hope to see you! 
  

https://www.ecfs.eu/2019-ecfs-board-elections
https://www.ecfs.eu/sites/default/files/general-content-files/working-groups/AMR%20progress%20report%20March%202019.pdf
https://www.ecfs.eu/sites/default/files/general-content-files/working-groups/AMR%20progress%20report%20March%202019.pdf
https://www.ecfs.eu/sites/default/files/general-content-files/working-groups/ECFS%20BSWG_Annual%20Report_for%20the%20Board_2019.pdf
https://www.ecfs.eu/sites/default/files/general-content-files/working-groups/dnwg/Annual%20report%20Diagnostic%20Network%20WG_2019.pdf
https://www.ecfs.eu/sites/default/files/general-content-files/working-groups/ECFS%20Exercise%20Working%20Group%20Report%202018_2019.pdf
https://www.ecfs.eu/sites/default/files/general-content-files/working-groups/ECFS%20Fungal%20Pathogen%20Working%20Group%20Coordinator.pdf
https://www.ecfs.eu/sites/default/files/general-content-files/working-groups/Year%203%20Report%20ECFS%20Mental%20Health%20Working%20Group%20April%20%202019.pdf
https://www.ecfs.eu/sites/default/files/general-content-files/working-groups/NSWG%20annual%20report%202019.pdf
https://www.ecfs.eu/sites/default/files/general-content-files/working-groups/ECFS%20exacerbation%20working%20group.pdf
https://www.ecfs.eu/sites/default/files/general-content-files/working-groups/Nsig_AGM%20January%202019%20ECFS.pdf
https://www.ecfs.eu/sites/default/files/general-content-files/working-groups/Annual%20Report%20European%20CF%20Pharmacy%20Group%202018-19.pdf
https://www.ecfs.eu/sites/default/files/general-content-files/working-groups/ECFS%20Nutrition%20Group%20Annual%20report%202019-2.pdf
https://www.ecfs.eu/sites/default/files/general-content-files/working-groups/EPSIG%20Annual%20Report%202019.pdf


04. Liverpool Highlights 
 

Like the Beatles used to sing… It won’t be long, it won’t be long ‘till .. we meet you in Liverpool! 

You can find all the details about the scientific programme here. 

A complimentary shuttle service will be offered to a limited number of delegates attending the 
European Cystic Fibrosis Conference at ACC Liverpool. Delegates arriving at Liverpool John Lennon or 
Manchester Airport on Tuesday, June 4 and Wednesday, June 5 will be transferred to ACC Liverpool and 
designated conference hotels. 
A return service will be provided on Saturday, June 8 and Sunday, June 9.  
All journeys must be booked in advance. This complimentary service is on first come, first served basis. 
Please click here to reserve a place and find out more. 
 

Below are some highlights of the conference.  

 

https://www.ecfs.eu/liverpool2019/scientific-programme
http://www.intx.co.uk/airport-transfer-shuttle-service/


 



05. Liverpool 2019 Conference App 
 
Nearly 70% of the delegates downloaded and used the Conference App in Belgrade last year. 
Via the app, you are able to view all the information on the scientific programme, the exhibitors, the 
abstracts and ePosters. The ECFS 2019 Conference App is designed to enhance the experience of the 
participants before, during and after the Conference. Further information is available on the conference 
website and the App will soon be ready to download.  
 

 
 
 
 

  



06. ECFS Award 2019 
 
The ECFS Award is given annually to honour a person who has made an outstanding contribution to our 
basic understanding of Cystic Fibrosis or to the treatment or care of patients with Cystic Fibrosis. 
This year, the ECFS wishes to acknowledge Prof. Stuart Elborn. 
 
Stuart Elborn has for more than two decades been 
a leading international clinician and scientist in CF. 
He has also contributed to the ECFS as Board 
member and President. Stuart was trained in Belfast 
and helped develop CF centres for adults in 
Nottingham and Cardiff. When he returned to 
Belfast in 1995, he started a new adult CF Centre 
providing care for all adults with cystic fibrosis in 
Northern Ireland. Besides being director of the 
Adult CF Centre, he became Professor of 
Respiratory Medicine at Queens’ University Belfast 
and later the Dean of Medicine, Dentistry and 
Biomedical Sciences.  

He was Chairman of the Research and Medical advisory committees of the Cystic Fibrosis Trust UK (2002-
14) and is now member of its scientific board. After having been elected as a member of the board of the 
ECFS he served as its President 2007-15, during which he further developed the ECFS to its leading role in 
International Cystic Fibrosis care, research and education. During his time as President, the ECFS Clinical 
Trials Network started, and the European Cystic Fibrosis Registry consolidated.  As a recognition for 
Stuart’s service to the health care in Northern Ireland he received the title of Commander of the Order of 
the British Empire in 2012. In October 2016, Stuart moved to the Royal Brompton and Imperial College in 
London as centre director and clinical professor of respiratory medicine. He returned to Queen’s 
University Belfast this year to lead the Faculty of Medicine, Health and Life Sciences as Pro-Vice Chancellor 
and Professor of Medicine. In this role, he is leading a major development in digital health in Northern 
Ireland as part of a Regional City Deal. 
He has made a broad contribution to CF research focused on clinically important CF-topics such as 
microbiology and host inflammation, anti-bacterial agents, CFTR potentiators, and anti-inflammatory 
agents. He has led a number of key clinical trials in these areas and is still active in this area. He has also 
led international guidelines which have improved the standard of care for CF patients. He has supported 
research in the multidisciplinary team and supervised scientists, medical doctors, physiotherapists and 
nurses to higher degrees in research. Many of those he has mentored are scientific and clinical leaders in 
CF and related lung diseases. He has also contributed to research and guideline development in 
bronchiectasis and leads a major European project in antibiotic treatment in bronchiectasis and CF 
through the Innovative Medicine Initiative programme in EC Framework 7. Stuart is a strong role model 
as a clinical academic combining clinical care and research aimed at improving outcomes in people with 
CF. He passionately champions interdisciplinary person-centred care delivery, driven by data and 
implemented with respect and compassion. 
 

07. Gerd Döring Award 
 
Professor Gerd Döring was an outstanding leader of the ECFS. During his Presidency the number of 
members doubled. During this time, he also initiated a highly successful annual conference on basic 
science and consensus conferences on the treatment of lung infection, early intervention and prevention 
of lung disease, drug inhalation and related devices, nutrition, along with recommendations for several 
clinical trials in Cystic Fibrosis, which have had a significant impact on treatment.  



The support of young investigators was a high priority for him and to honour his enormous contribution, 
the ECFS has initiated a Gerd Döring Award that will be given annually to honour an exceptional early 
career young European scientist. 
The award is primarily judged on a paper published in the previous 3 calendar years, which has made a 
significant impact on the understanding or treatment of Cystic Fibrosis. This year, the Gerd Döring Award 
has been granted to Dr. Elvira Sondo, in acknowledgement of her recent remarkable contribution to Cystic 
Fibrosis. The Award, which includes a monetary grant of 5.000 Euro to support research, will be presented 
during the Opening Plenary of the Liverpool Conference. 
 
In 2005, after graduating with honors in Biological Sciences at the University Federico II of Naples, Elvira 
Sondo joined the UOC Genetica Medica of Istituto Giannina Gaslini in Genoa, Italy. At the time, she was 
actively involved in a scientific project coordinated by Prof. Luis Galietta, that led to the molecular 
identification of the long-sought alternative calcium-dependent Cl- channel TMEM16A, published in 2008 
in Science. Moreover, the study of the structure / function relationship of the TMEM16A protein and the 
role of the other anoctamines belonging to the TMEM16 family was the topic of her doctoral project 
obtained at the University of Genoa in 2016. 
More recently she was enrolled as a fellow in several projects funded by the Italian Cystic Fibrosis 
Foundation coordinated by Dr. Nicoletta Pedemonte aimed at the identification of novel therapeutic 
strategies for cystic fibrosis (CF). In particular, Elvira focused her attention on CFTR pharmacology with 
several publications reporting the identification of CFTR correctors and potentiators by high-throughput 
methods and their evaluation in native epithelial cells. 
In 2018 Elvira first-authored a paper reporting the discovery of the first pharmacological modulator of the 
ubiquitin ligase RNF5. Indeed, previous works demonstrated that genetic suppression of RNF5 in vivo 
leads to an attenuation of intestinal pathological phenotypes in CF mice. Elvira used a computational 
approach to discover inh-02, a drug-like small molecule that inhibits RNF5 and is able to rescue F508del-
CFTR processing defect in primary bronchial epithelial cells from patients with CF. This work validates 
RNF5 as a drug target for CF, providing evidence to support its druggability. RNF5 inhibition in patients 
with CF and chronic lung infection could also have secondary beneficial effects, since RNF5 regulation of 
autophagy is involved in the innate host defense against bacterial infection. 
This year Elvira has also been the recipient of a Young Investigator Grant from the Italian Ministry of 
Health. 
Elvira will present her research at the conference in Liverpool, in the Late Breaking Science Session 
scheduled on Friday, June 7, 17:00 – 18:30 in Hall 1C. 
 

 
 

  



08. CF Courses 
 

 
Education is one of the major objectives for the ECFS.  Several courses will be organised prior to the 
conference: 
 

• Acceptance and Commitment Therapy for Cystic Fibrosis: an introduction- Tuesday 04 June 2019 

- 09:00 - 17:00 

• Physiotherapy Short Course - Exercise Testing in Cystic Fibrosis - Who, When and Why? - Tuesday 

04, 08:00 - 17:30 and Wednesday 05 June 2019, 08:30-12:00  

• Nutrition Advanced Course – Scrutinizing the future for Nutrition in Cystic Fibrosis - Tuesday 04 

June 2019 - 12:30 - 17:00 

• An Introductory Course, for all team members, in Cognitive Behavioral Therapy and Interpersonal 

Therapy - Wednesday 05 June 2019 - 09:00 - 17:00 

More information about these courses can be found here 
 
  

https://www.ecfs.eu/education/courses


09.ECFS Tomorrow 
 

 
 
We see the ECFS Tomorrow as a means to improve one of the fundamental objectives of the Society – to 
support and engage young scientists working in the field of Cystic Fibrosis. It is essential to provide 
professionals who are new to the community with opportunities to connect in a meaningful way with 
current leaders and experts. In turn, the new generation of specialists bring up-to-date approaches and 
practices to the wealth of experience that already exists within the society’s ranks. 
Located adjacent to the Exhibition Area of the conference venue, the ECFS Tomorrow Lounge will feature 
interactive workshops organised by the ECFS Special Interest Groups on Thursday and Friday. Come and 
take an active part in the debate and discussions on different aspects of cystic fibrosis management and 
care. 

 
  



10.Meetings in Liverpool 
 

  Tuesday 4 June 2019 

 08:30 - 17:00 ECFS Board Meeting* 

 08:30 - 17:30 
Physiotherapy Short Course - Exercise Testing in Cystic Fibrosis – Who, When 
And Why?** 

 09:00 – 17:00 Acceptance and Commitment Therapy for Cystic Fibrosis; an introduction** 

 12:30 - 17:00 
Nutrition Advanced Course – Scrutinizing the future for Nutrition in Cystic 
Fibrosis** 

  Wednesday 5 June 2019 

08:30 – 12:00 
Physiotherapy Short Course – Exercise Testing in Cystic Fibrosis – Who, When 
And Why?** 

 08:30 – 12:45 ECFS CTN Training and Development* 

 08:30 – 16:00 ECFS Nursing Special Interest Group Meeting**  

09:00 – 16:30 European Cystic Fibrosis Nutrition Group Meeting**      

09:00 – 17:00 
An Introductory Course, for all team members, in Cognitive Behavioral Therapy 
and Interpersonal Therapy** 

09:30 – 15:00  ECFS Neonatal Screening Working Group Meeting  

09:30 – 16:45 European Psychosocial Special Interest Group (EPSIG) Meeting** 

10:00 – 16:00 European Cystic Fibrosis Pharmacy Group Meeting 

10:00 – 12:30 
CFHealthHub: learning health system and improvement collaborative. From 
rescue to prevention using a digital adherence platform 

11:00 – 12:30 ECFS Patient Registry Executive Committee Meeting* 

12:30 – 14:00 
International Physiotherapy Group for Cystic Fibrosis (IPG/CF) Annual General 
Meeting 

12:45 – 17:30 ECFS CTN Training Research Coordinators* 

13:00 – 14:30 ECFS International (Global) Cystic Fibrosis Registry Group* 

13:00 – 17:00 
CFHealthHub: improvement collaborative data orientation and micro systems 
improvement training* 



  Wednesday 5 June 2019 

13:15 – 18:20 ECFS CTN Steering Committee Meeting* 

14:00 – 17:00 ECFS Exercise Working Group Meeting* 

14:30 – 17:00 Physiotherapy Case Presentations 

14:45 – 16:00 ECFSPR Scientific Committee Meeting* 

15:00 – 17:00 ECFS DNWG Sweat testing workshop 

15:00 – 17:00 IJNS supplement team meeting* 

16:00 – 18:00 ECFS Fungal Pathogens Working Group Meeting 

16:30 – 18:30 MedDRA coding training 

17:00 – 18:00 ECFS Patient Registry Software Training 

17:00 – 18:30 Global CF* 

17:00 – 18:30 IPG/CF Board Meeting* 

 Thursday 6 June 2019 

07:00 – 08:30 Journal of Cystic Fibrosis (JCF) Editorial Board Meeting* 

12:00 – 14:00 UKCFMA Meeting* 

12:30 – 13:30 European Registry Data Quality Project Group Meeting* 

12:30 – 14:30 ECFS CTN Standardisation Committee Meeting* 

12:30 – 14:30 ECFS Standards of Care Group Meeting* 

13:30 – 14:30 ECFS Patient Registry – Meeting for Interested Parties 

15:30 – 17:30 CFTR2 project* 

16:30 – 17:30 CF Europe Joint Project Meeting 

18:00 – 19:00 ECFS Patient Registry Software Training 

18:30 – 20:00 ECFS CTN Inflammatory Biomarkers Meeting 

18:30 – 20:00 ECFS Education Committee Meeting* 

18:30 – 20:30 ECFS Pulmonary Exacerbation Working Group Meeting* 



 Friday 7 June 2019 

07:15 – 08:15 
National Institute of Health Research funding call information meeting for UK 
medical and allied health researchers 

12:30 – 14:00 ECFS Mental Health Working Group Meeting* 

12:00 – 14:00 ECFS CTN Lung Clearance Index Workshop* 

12:30 – 14:30 ECFS Diagnostic Network Working Group Meeting 

12:00 – 13:00 CF START Trial Investigators Meeting* 

12:30 – 14:30  ECFS Patient Registry Steering Group Meeting* 

15:00 – 16:00 ECFS Patient Registry Software Training  

18:30 – 19:30 ECFS Annual General Meeting* – ECFS members only 

 Saturday 8 June 2019    

12:30 – 17:00  Cystic Fibrosis Trust & CF Europe Community event 

13:30 – 18:00 ECFS Scientific Committee Meeting – Lyon 2020* 

 
 

*  By invitation only 
** Extra registration needed 

  



 

11.  2019 ECFS Basic Science Conference – Dubrovnik, Croatia  
 

 
The ECFS Basic Science Conference was held in Dubrovnik, Croatia between 27 and 30 March 2019. With 
nearly 200 participants, the conference was a resounding success. We would like to thank the organisers, 
Isabelle Callebaut (FR), Carlos Farinha (PT) and Martin Mense (US) for putting together a high-quality 
programme. The abstract book is available on the ECFS website. 
 
 

12. ECFS Basic Science WG Workshop 
 
The ECFS Basic Science Working Group will organise its 4th workshop in Lisbon, Portugal on 22 – 26 July 
2019. 
Free registration - Some travel grants are available. 
To apply, please send a CV, letter of motivation and recommendation letter to ESP2019@fc.ul.pt 
Application deadline: 31 May 2019 
More information here 

 
 

13. Education Platform 
 
Each month we post a ‘Highlight of the month’ feature which includes relevant talks and material on a 
particular topic. 
The topic for May 2019 is ‘CF Diagnosis’ and brings together symposia from the ECFS conferences in 
Belgrade (2018) and Seville (2017), and one presentation (both available in English and Spanish) from 
‘The Essential Toolkit’ course. 
 

14. Upcoming Events 
 
- ECFS Board Meeting 05 June 2019, Liverpool, UK 
- ECFS Annual General Assembly - 07 June 2019 – Liverpool, UK 

https://www.ecfs.eu/sites/default/files/conferences/basic-science-meetings/Final_Asbtract_Web_version.pdf
https://www.ecfs.eu/sites/default/files/general-content-files/working-groups/ESP2019_poster_final.pdf?fbclid=IwAR2h_O-KjsYs_vgV3AUcoQeg3oL08Bz62q6dhgNXSpX99JwT1Pm7jZ_dToI


- 42nd European CF Conference – 05-08 June 2019 –Liverpool, UK  
- Summer School on epithelial systems: physiology and pathophysiology, 22-26 July 2019 – Lisbon,   
Portugal 
- Scientific Meeting organised by Mukoviszidose e.V., 19-20 September 2019 - Schloss 
Montabaur,Germany 
- 2019 European Respiratory Society Congress 28 September – 02 October 2019 – Madrid, Spain 
- North American CF Conference, 31 October – 02 November 2019, Nashville, TN, United States 
- 43rd European CF Conference – 03-06 June 2020, Lyon, France 
 

15.Current References in Cystic Fibrosis 
 
Please go to next page. 

https://www.ecfs.eu/liverpool2019
https://www.ecfs.eu/sites/default/files/general-content-files/working-groups/ESP2019_poster_final.pdf?fbclid=IwAR2h_O-KjsYs_vgV3AUcoQeg3oL08Bz62q6dhgNXSpX99JwT1Pm7jZ_dToI
https://www.ecfs.eu/sites/default/files/general-content-files/working-groups/ESP2019_poster_final.pdf?fbclid=IwAR2h_O-KjsYs_vgV3AUcoQeg3oL08Bz62q6dhgNXSpX99JwT1Pm7jZ_dToI
https://www.muko.info/englisch-version/scientific-meeting/
https://2019-meeting.com/ers/index.php#about
https://www.nacfconference.org/
https://www.ecfs.eu/lyon2020
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