
 

Friday 29th March 2019 

The Museum of Science and Industry, Liverpool Road, M3 4FP 

Cystic Fibrosis Clinical Trials Meeting 

2019 - Building on Trials Success 

Overview 

The inaugural clinical trials meeting in 2018 
attracted over 100 Principal Investigators and 
research team members from both adult and 
paediatric CF teams across the UK as well as 
research coordinators and research nurses 
working in CF.  
The programme for the 2019 event builds on 
that of the previous and has been developed in 
response to feedback and needs of the CF 
trials community. Once again we have 
assembled a faculty of highly regarded UK and 
international speakers to cover a broad range 
of important issues. The event is intended to 
be interactive, and will again feature a mix of 
symposia and workshops. 

Further information 

Fee: This event is free to attend by invite only 

Register: https://cftrials2019.eventbrite.co.uk  

Enter promotional code BOOKNOW to reveal 
tickets 

Email: education.events@christie.nhs.uk  

Travel: Travel grants are available, up to £100 
per attendee. 

Audience: Clinical Leads, Research Leads,  
Research Nurses, Research Coordinators or 
Fellow Principal Investigators 

https://cystic-fibrosis.eventbrite.co.uk
mailto:education.events@christie.nhs.uk


Objectives 

 Inform about the trials environment and 
initiatives that are underway to support trial 
activities 

 Consider some of the future challenges, 
including economic and political 

 Look at what motivates patients and how 
alternative trial designs may help 
recruitment/retention 

 Discuss how to build a trials portfolio, and 
what resources are available to help with this 

 Discuss how best to normalise research as a 
routine part of CF care 

 To engage with significant stakeholders, 
including patients, CF Trust and pharma 

Registration  

https://cftrials2019.eventbrite.co.uk 

Enter promotional code BOOKNOW to reveal 
tickets 

Topics covered 

 Evolution of the CF environment 

 Changing the culture 

 Building the research portfolio 

 Improving CF trial design 

 

Intended audience  

Clinical Leads, Research Leads, Research 
Nurses, Research Coordinators or Fellow 
Principal Investigators 

 

The Venue 

The Museum of Science and Industry, 
Manchester is an impressive venue in the 
centre of the city. Manchester is ideally placed 
to host this event, with excellent transport links 
to the rest of the UK.  

Travel grants are available up to the value of 
£100.00 

Overview 

The programme for the 2019 event proposes a number of highly regarded UK and international 
speakers, and has been developed by the scientific committee to cover a broad range of 
stakeholders and to respond to the needs of the trials community. Building on the feedback of the 
previous meeting, the objectives for the 2019 event are to inform about current trials activity, to 
consider some of the challenges that we may face in the future, to look at alternative trial designs, to 
look at how to build a trials portfolio, and to discuss how best to engage with patients to improve 
recruitment. 

Meeting Organisers 

Dr Alex Horsley, Manchester Adult CF Centre and University of Manchester  

Prof Jane Davies, Paediatric CF Centre Royal Brompton Hospital and Imperial College London 

Dr Helen Barr, Nottingham Adult CF Centre  

Dr Keith Brownlee, Director of Impact Cystic Fibrosis Trust  

Esther Valentine, Patient Representative 
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Symposium 1: Evolution of the CF Trials 
Environment 
 
Chairs: Dr Will Flight (Oxford) & Dr Simon Doe 
(Newcastle) 
 
09.00 Registration & Coffee 
 
09.40 Chairperson's welcome 
 Dr Will Flight (Oxford) & Dr Simon Doe 

(Newcastle) 
 
09.45 Update on CF trials pipeline  

 Dr Damian Downey (Belfast) 

10.00 Phase 1 trials  
 Dr Alex Horsley (Manchester) 
 
10.15 CTAP update  
 Rebecca Brendell, CF Trust (London) 
 
10:30 Potential impact of Brexit 
 Prof Mark Flear (Belfast) 
   
10:55 Health economics of high-cost therapies: 

getting new drugs into the NHS 
 Dr Paul Tappenden (Sheffield) 

   
11.20 Coffee break 

Workshops  
 

11:50 Workshop 1: Changing the Culture  
 

Chairs: Dr Jamie Duckers (Cardiff) & Prof 
Kevin Southern (Liverpool) 
 
1. Making research a normal part of CF Care.  

Dr Tim Lee (Leeds) 

2. What can we learn from the Belgians?  

Natalie Hill (Manchester) 

3. What puts patients off trials -  exploring the 

preliminary results of a national Delphi study 

Dr Rebecca Dobra (RBH) 

 

11:50 Workshop 2: Building the Research 
Portfolio  

 
Chairs: Dr Helen Barr (Nottingham) & Dr 
Anirban Maitra (Manchester) 
 

1. Setting up and growing a trials portfolio 

Dr Ed Nash (Birmingham) 

2. Breaking through - experiences of opening trials 

in a new trials centre 

Jessica Longmate (Trials coordinator, 

Nottingham) 

3. Particular challenges of recruiting young children 

Prof Steve Cunningham (Edinburgh) 

 
13:30 Lunch & Exhibition  

This meeting has been kindly supported by an 

educational grant from Vertex Pharmaceuticals 

Limited 

Symposium 2: Improving CF Trial Design 
 
Chairs: Prof Stuart Elborn (Belfast) & 
Dr Simon Langton-Hewer (Bristol) 
 
14:20 The Investigators view - Examples of 

successful/unsuccessful trial design 
 Prof Jane Davies (London) 
 
14:50 The patients view - what makes a patient 

commit to a study / what puts them off? 
 Jane Bull (London)  
 
15:10 Innovative approaches to trial design 

 Prof Thomas Jaki (Lancaster)  

15:40 Registry based studies 
 Dr Martin Wildman (Sheffield) 
 
16:00 Discussion 
 Panel lead by the chairs 
 
16:20 Closing remarks and summing up 
 Dr Alex Horsley (Manchester) 
   

We are delighted to welcome the following companies 

who have provided sponsorship to the event. They 

have had no input into the agenda or selection of 

topics or speakers.  


