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Welcome 

Welcome to the Spring 2022 edition of our newsletter for 
members of the BREATHE Curiosity Group! 

You are receiving this as you have previously asked to be 
added to our newsletter subscriber list. The Curiosity 
Group is our growing network for patients and the public 
who are interested in the work of BREATHE – The Health 
Data Research Hub for Respiratory Health. 

We use this regular newsletter to keep you up to date with 
local and national PPI news, training events and other 
opportunities. 

If you know someone who might like to receive our 
newsletter, details on how to sign up to the Curiosity 
Group can be found on our website. 

>> Sign up to the BREATHE Curiosity Group <<

Welcome 

Synthetic Data 
Session, December 
2021 

Introducing PPI’s New 
Administrator 

Spotlight on Members 

Interview with 
Monica Fletcher, OBE 

News 

Events and Useful If you would like to be removed from our subscription list, 
please email BREATHEgetinvolved@ed.ac.uk to update Information 
your preferences. 

How to contact the BREATHE Patient and Public 
Involvement (PPI) Team 

If you have any questions about our Curiosity Group, or 
would like to find out more about how we involve patients 
and the public in our work, please get in touch at the 
following email address: BREATHEgetinvolved@ed.ac.uk 

Website: breathedatahub.com | Email: BREATHEgetinvolved@ed.ac.uk 

https://breathedatahub.com/?utm_source=newsletter&utm_medium=curiositygroup&utm_campaign=cgn22s
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Synthetic Data Session, December 2021 

Back in December 2021, we hosted a lively session with the Curiosity Group around synthetic data, 

“What is it? How it can help respiratory health data research and how can patients and the public 
help inform its use?” 

Thank you to all who were able to attend this session. It was lovely to see so many of you there and 
it was especially nice to see so many Christmas 
jumpers as this really gave the event some festive 
cheer! 

The meeting introduced the concept of synthetic 
data and the benefits of its use in health data 
research.  One area of feedback—raised by our 
public contributors during the session— focussed 
around suggestions for a more ‘user-friendly’ 
term for ‘synthetic data’. 

Alternative or substitute terms for ‘synthetic 
data’ included: auxiliary; modified; simulated; 
averaged; extracted and summary data. We 
explored these suggestions further along with 
other input we received via an evaluation form which was co-designed with input from lay members. 

Prof Jenni Quint, Dr David Ford and Duncan 
Barron, PPI Coordinator presenting at the 

synthetic data session 

I think the event was well 
organised, which meant that 

everything was clear and 
understandable.” 

Curiosity Group Member 

I enjoyed learning more about 
Synthetic Data and having a 
wider discussion around it.  It 
was interesting to find out the 

pros and cons of using this data.” 

Curiosity Group Member 

From all of us at BREATHE, we would like to 
thank our fabulous presenters, and all our 
contributors and Patient and Public 
Involvement (PPI) members who attended, 
for your invaluable engagement and input 
during this session. We very much look 
forward to seeing you at our future Curiosity 
Group discussions. 

We conveyed this information back to our industry 
partners working in the field of synthetic data, who 
have since decided to create an informative video 
describing synthetic data for lay audiences. 

Duncan, our chair, introduced the widely accepted 
National Institute for Health Research (NIHR)’s 
definition of the PPI “Critical Friend Model” to 
everyone in attendance. This could be a helpful 
way of collaborating and communicating in all our 
work with each other, amongst researchers and 
between BREATHE colleagues. 

Duncan goes through the “Critical Friend Model” 

Website: breathedatahub.com | Email: BREATHEgetinvolved@ed.ac.uk 
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Introducing PPI’s New Administrator 

Hello from Lynn, our new PPI Administrator 

My background is in Psychology and Psychotherapy and I am a qualified therapist. 

I have worked in the university for a number of years in various roles, more recently supporting PPI 
members and research staff. 

I have newly joined the BREATHE Hub as PPI administrator and it is a wonderful opportunity to 
meet so many people who are willing to share their lived health experiences. The richness of PPI 
members’ real world information that is being 
contributed to health research unquestionably will 
have an influence on the development of future 
health care for everyone globally. 

In my spare time I like to go shopping with my 
daughters, read, go on long walks and spend time 
with my 16 year old dachshund, Tilly. 

I enjoy talking with people and I volunteer once a 
week in a counselling agency. 

Spotlight on Members 

Before catching Covid my love was my boat a 32’ Princess 
cruiser with twin Volvo Diesels. Many happy hours were 

spent on “Bim” until being virtually crippled by Covid as I can 
no longer climb on-board. Regrettably about three months 

ago we made the decision that we had to let her go.” 

Philip Bell is experienced in PPI and sits on several trial 
steering committees, including: med tech; pharma and 
policy research units. 

He also sits on funding boards for the National Institute for 
Health Research (NIHR) and is a public panel member of the 
Medical Research Council (MRC). 

Recently, he was asked by the National Institute for Health 
and Care Excellence (NICE) to join as an Expert Lay Member 
of the Managing Covid-19 Scoping and Guidelines 
Committee. Philip has also co-authored several publications 
on PPI. Residing in Wales, he has PPI interests in all four 
nations. 

Website: breathedatahub.com | Email: BREATHEgetinvolved@ed.ac.uk 
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I had asthma as a child and my mum had COPD. Over time I 
became so committed that I became Chief Executive of a medical 

National Respiratory Training Centre. 
In the 17 years I was at the helm, we trained thousands of 
doctors, nurses and pharmacists in the UK and across the globe. 

Better Breathing Bangladesh, 
whose aim is to improve the care of people living with asthma and 

I was proud to receive an OBE for 

          

 

  

    
    

      
  

  

  

  
    

     
  

 

      

   
   

   
   

  

      
 

   
   

    

   
    

  
  

 

   
  

    
   

   

   

    
        

 

     
    

   

  

 

 
 

 

 
 

 
 

Interview with Monica Fletcher, OBE 

How long have you worked with BREATHE? 

I was involved with the original grant application way back in the 
summer of 2019 and was invited to lead on Partnerships and 
Sustainability. I work on several other UK wide projects – 
including the Asthma UK Centre for Applied Research, but the 
core of my time –is spent on BREATHE activities. 

What role do you perform with BREATHE? 

Leading on partnerships is a really interesting role because 
BREATHE works with so many different organisations and 
individuals. This includes – academics / researchers from 
Universities, commercial companies, clinicians and patient 
organisations. 

What is your background? (Education, previous roles) 

I’ve been involved in respiratory medicine for over 35 years. I 
originally trained as an adult and paediatric nurse and health 
visitor, but soon gravitated to specialising in the field of 
respiratory and worked as a nurse practitioner in general practice, 
running the asthma and COPD services. 

You often find 
that health 

professionals 
gravitate to 

specialisms that 
they have a 

personal interest 
in. That is what 

happened to 
me.” 

education charity called the 

I was proud to be the founder of 

COPD across Bangladesh. 
services to respiratory nursing and education and I have published 
extensively. 

Although I no longer work as a clinician, patients remain the focus 
of all that I do. I was delighted to be appointed Chair of the 
European Lung Foundation - a role I held for 4 years, which 
represented over 30 patient charities across Europe, bringing the 
patient’s voice into the research and policy. 

What do you do when you are not working with BREATHE? 

Although I work for the University of Edinburgh, I live down in the Sussex countryside about 15 
miles North of Brighton. I love my garden – by no means an expert but I have discovered the joy of 
growing your own vegetables. 

I am also an ardent fan of all sports, but in particular - football. A fun fact about me is that I am the 
voice of football on our local radio and TV. As a season ticket holder of Brighton & Hove Albion, I 
talk about the English Premier League and reflect on my team’s performance each week. 

Website: breathedatahub.com | Email: BREATHEgetinvolved@ed.ac.uk 
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 News 

New Website 
In January, we launched our new commercial-
focussed website, breathedatahub.com. 

We’ll be undertaking a website review in April, so 
look out for a short survey that will be emailed to our 
Curiosity Group members. 

[Visit the PPI page of our website] 

Social Media 
In the lead-up to our website launch, we created a new LinkedIn page. We’ve been busy posting to 
both our LinkedIn and Twitter pages, so please do follow us if you’d like to stay in touch with us on 
our social media. 

[Follow us on LinkedIn] 

[Follow us on Twitter] 

New paper on COVID-19 and Asthma 
BREATHE-associated project, EAVE II recently published a 
paper confirming that adults with poorly controlled asthma 
are at greater risk of contracting COVID-19. 

[Read our summary on the BREATHE website] 

Improving Asthma Outcomes in the UK – One Year On 
In February, the All-Parliamentary Party Group for Respiratory 
Health (APPG) published an update to their 2020 report, “Improving Asthma Outcomes in the UK”. 

Updates included new recommendations in the context of Covid-19, reducing over-reliance on SABA 
and a fresh vision for asthma care which incorporates a ‘whole systems approach’ to healthcare. 

[Read our summary on the BREATHE website] 

Electronic doctors for asthma and COPD patients 
One of our Founding Partners, Albus Health, was featured in the press for their work in developing 
an AI-based electronic doctor system for at-home monitoring of chronic respiratory conditions. 

[Read the news article on the iNews website] 

[Learn more about our partnerships on the BREATHE website] 

Website: breathedatahub.com | Email: BREATHEgetinvolved@ed.ac.uk 
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Events and Useful Information 

Webinar | CO-CONNECT COVID 

Thursday 24th March 2022, 4.00pm – 5.00pm 

Professor Emily Jefferson of CO-CONNECT, a BREATHE-
associated project will be leading a webinar around 
making UK COVID-19 data Findable, Accessible, 
Interoperable and Reusable (FAIR) through a 
federated platform. 

[Click to learn more and register] 

Free online course | Patient advocates in health research 

The European Lung Foundation (ELF) are offering a free online course through the European 
Patient Ambassador Programme (EPAP). There are 8 topics to choose from, and a certificate can be 
downloaded upon completion. 

The EPAP is an online self-learning platform that can help you enhance your skills as a patient 
advocate in health research. 

[Click to learn more and register] 

New report | Asthma-COPD overlap 

Co-authored by BREATHE Deputy Director, Professor Jenni Quint suggests that there is a spectrum 
of genetic influences that predispose some people to have symptoms of both asthma and COPD. 

[Click to read a lay summary of the report] 

On-demand webinar | Health data: what’s in it for you? 

A recording of a webinar that took place on the 19th January is now available to stream via the 
University of Edinburgh website. In this recording, Professor Aziz Sheikh, Director of BREATHE 
speaks about how health data is used to shape public health policy, and how it can be kept safe 
and secure. 

[Click to watch the webinar, Health data: what’s in it for you?] 

Opportunities to engage | Curiosity Group sessions 

We are planning some online drop-in sessions for Curiosity Group members. These new, open 
sessions will be 30 minutes long, and hosted on MS Teams on a monthly basis. They will be open to 
everyone in their level (1, 2 or 3), so you can meet and share information with each other. 

More information will follow in due course 
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