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 Welcome to the latest edition of the BEAT-PCD e-newsletter.  

 BEAT-PCD goes from strength to strength with increasing membership, successful PhDs, publications and 

collaborations from our network. The conference and training school in Lisbon were very enjoyable. We now 

look forward to future BEAT-PCD meetings, please keep the dates; further details about registration and call for 

abstracts will follow on Basecamp and the website: 

 BEAT-PCD meeting before European Respiratory Society Congress. 15th September 2018. Network Lunch: 

12.00-13.00hrs; Presentations: 13.00-17.00hrs; Location:  Auditorium, Hôpital Européen Georges 

Pompidou. After the meeting we will organize an informal dinner (each one pays his own expenses). 

 Next BEAT-PCD Conference and Training School will be held in Poznan Poland, 26-29 March 2019. More 

details to follow. Registration will open later in the year.  

 In this edition, we highlight some of the photos from the Lisbon meetings, recent successful PCD PhD 

candidates and some of the many publications from the network.  

 Enjoy the summer, looking forward to seeing you in Paris. 

  Jane Lucas, Chair of BEAT-PCD 
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 INTRODUCTION 

3rd BEAT-PCD Conference and 4th Training School 

 The BEAT-PCD Conference & Training School took place in Lisbon, Portugal, between 6th and 9th of 

February 2018. 122 experts from 20 countries met during the 4-day conference to discuss the latest 

developments in PCD research and clinical care. 

 

 CONFERENCE SUMMARY 
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Participants enjoyed a mixture of plenary sessions, oral presentations, poster discussions and expert-led 

workshops, intercalated with opportunities to network with professionals from different backgrounds and 

countries during coffee breaks, lunch and the conference dinner. 

The training school held the 1st early-career researcher (ECR) networking forum on Wednesday, 7th February. 44 

ECRs met to discuss the various opportunities available through BEAT-PCD, including joining the newsletter and 

conference proceedings writing teams, assisting on organising the next conference and applying for short-term 

scientific missions. 
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Céline Kempeneers, University of Liège, Belgium 

 

The PhD thesis entitled “Ciliary Videomicroscopy: Standardisation and Use in Ciliary 

Functional Analysis” was completed on November 17th, 2017. Project was supervised 

by Dr M.A. Chilvers  Prof. J.-P. Misson.  

  “Recommendations for ciliary functional analysis using digital high speed 

videomicroscopy ciliary are proposed. Given the variability of ciliary beat pattern, 

with the presence of areas of abnormal beat pattern, in healthy subjects, and a lack 

of consistency in manual beat pattern analysis, the study emphasizes the risk of 

limited beat pattern analysis, and suggests that revised reference data are needed, 

with internationally accepted protocols for ciliary functional analysis”. 

Panayiotis Kouis, Cyprus University of Technology, Cyprus 

 “I completed my PhD studies at Cyprus University of Technology on 

September 2017. My PhD project was entitled “Development of Evidence 

Based Diagnostic Algorithm for Primary Ciliary Dyskinesia” and was supervised 

by Professor Panayiotis Yiallouros and Dr Stefania Papatheodorou. My work 

progressed in parallel with EU funded project BESTCILIA Work Package III 

(Introduction of standardised diagnostic PCD testing in European countries 

with limited health care expenditures) and involved the characterisation of the 

diagnostic properties of the three main tests for PCD (nasal Nitric Oxide, 

Transmission Electron Microscopy and High Speed Video Microscopy) using 

evidence synthesis approaches.  Subsequently, we were able to evaluate 

different diagnostic algorithms for PCD, in terms of overall health benefits for PCD patients and overall monetary 

costs to healthcare systems.” 

Tamara Paff, VU University Medical Center, Amsterdam, the Netherlands 

 “I defended my PhD thesis, entitled “Genetic diagnosis and respiratory 

management in primary ciliary dyskinesia”, in November 2017, at the VU University 

Medical Center, Amsterdam, the Netherlands, under the supervision of Prof. Vonk 

Noordegraaf. In this thesis we describe the identification of two novel PCD 

genes [CCDC114, PIH1D3] as well as the diagnostic yield of a gene panel in PCD 

patients. Further, we explored the use of exhaled breath analysis in children with CF 

and PCD and the use of hypertonic saline nebulizations in adult PCD patients, to 

improve quality of life.  The thesis is available online at: http://www.publicatie-

online.nl/publicaties/t-paff” 

 PhD COMPLETIONS 

 

http://www.publicatie-online.nl/publicaties/t-paff
http://www.publicatie-online.nl/publicaties/t-paff
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 PUBLICATIONS FROM THE BEAT-PCD NETWORK 

Halbeisen et al. Proceedings of the 2nd BEAT-PCD conference and 3rd PCD training school. BMC Proc. 2018; 12

(Suppl 2): 1. 

 This article describes the 2nd BEAT-PCD conference and 3rd PCD training school in Valencia, Spain. The 

multidisciplinary conference provided an interactive platform for research groups from 21 countries to exchange 

ideas through a program of lectures, poster presentations, breakout sessions and workshops. 

https://bmcproc.biomedcentral.com/articles/10.1186/s12919-018-0098-9 

 

Shoemark et al. Primary ciliary dyskinesia with normal ultrastructure: three-dimensional tomography detects 

absence of DNAH11. Eur Respir J. 2018 Feb 21;51(2). pii: 1701809. 

 This recent publication from the Royal Brompton Hospital in London, demonstrates that 3D electron 

tomography can be used to identify defects in the cilia of patients with PCD who were previously considered to 

have "normal ultrastructure”.  

https://www.ncbi.nlm.nih.gov/pubmed/29467202 

 

Goutaki et al. Growth and nutritional status, and their association with lung function: a study from the 

international Primary Ciliary Dyskinesia Cohort. Eur Respir J. 2017 Dec 21;50(6). pii: 1701659. 

 This article describes height and body mass index of patients from the iPCD cohort, compared to 

international and national reference standards. The findings indicate that both growth and nutrition are affected 

adversely in PCD patients from early life and are both strongly associated with lung function. If supported by 

longitudinal studies, these findings suggest that early diagnosis with multidisciplinary management and 

nutritional advice could improve growth and delay disease progression and lung function impairment in PCD. 

https://www.ncbi.nlm.nih.gov/pubmed/29269581 

 

Vanaken et al. Infertility in an adult cohort with primary ciliary dyskinesia: phenotype-gene association. Eur 

Respir J. 2017 Nov 9;50(5). pii: 1700314. 

 Among PCD patients, infertility has been described in male and only suggested in female patients but 

precise data about the prevalence of this complication are lacking.  

Using a large retrospective cohort of adult patients well phenotyped and genotyped, patients with available 

information. The results suggest also a potential link between fertility status, ultrastructure and the involved 

gene(s). Patients with mutations in CCDC39 or CCDC40 (associated with IDA/MTD defects), those with mutations 

in DNAAF1 or LRRC6 (associated with 2DA defects) were more likely to be infertile. To the opposite, those with 

RSPH4A mutations are more likely to be fertile.  Fertility counselling should be included in standard PCD-patient 

care, in close collaboration with fertility specialist. 

https://www.ncbi.nlm.nih.gov/pubmed/29122913 

 

Ultrastructural Pathology Special edition, Evaluation of Cilia Disorders: A Comprehensive Approach 

 Several members of the BEATPCD group have contributed to a special edition of the 

journal 'ultrastructural pathology' which focuses on new developments in  PCD diagnosis by electron  

https://bmcproc.biomedcentral.com/articles/10.1186/s12919-018-0098-9
https://www.ncbi.nlm.nih.gov/pubmed/29467202
https://www.ncbi.nlm.nih.gov/pubmed/29269581
https://www.ncbi.nlm.nih.gov/pubmed/29122913
https://www.tandfonline.com/iusp20
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microscopy. The series of six articles review the current and future role of TEM in PCD diagnosis and research. 

The first three articles discuss the known pitfalls of PCD diagnosis such as PCD with normal ultrastructure 

and secondary ciliary defects. The remaining articles discuss recent improvements in electron microscopy 

technology such as application of emerging digital enhancement techniques and tomography and their role in 

research and diagnosis of PCD and other ciliopathies.   

https://www.tandfonline.com/toc/iusp20/41/6?nav=tocList 

 WE NEED YOUR CONTRIBUTION! 

For the BEAT-PCD newsletter to be an accurate representation of the successful output of our entire network, 

we need all of you to stay in touch with the newsletter team and get involved!  

 

 Please send us material that you think could be of interest to BEAT-PCD participants. This could include 

publications, achievements, local events, news items or even photos that could be featured in the next 

newsletter.  

 

 Particularly if you are an early career researcher and would like to be involved in BEAT-PCD activities by 

joining an international network of other early career researchers in the field, do not hesitate to contact us! 

Among others, there are opportunities to contribute to the next proceedings manuscript or get experience in 

sessions chairing and organising conferences.  

 

You can always reach us at: 

 b.rubbo@soton.ac.uk and myrofora.goutaki@ispm.unibe.ch, 

 we will be very happy to hear from you.  

 

BEAT-PCD Newsletter team 

Bruna Rubbo, Myrona Goutaki, Ana Reula, Panayiotis Kouis, Maciej Dabrowski, Nisreen Rumman, Florian 

Halbeisen and Regan Doherty 

FIND US ON 
TWITTER: 

 
@beatpcd 

https://
twitter.com/

beatpcd/ 
 

 SOCIAL MEDIA 
 

FIND US ON 
OUR OFFICIAL 

WEBSITE: 
 

www.beatpcd.org 
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