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Background  
The National Institute for Health Research (NIHR) currently funds 20 Biomedical Research Centres 

(BRCs) across England. These are collaborations between world-leading universities and NHS 

organisations that bring together academics and clinicians to translate lab-based scientific 

breakthroughs into potential new treatments, diagnostics, and medical technologies. The Imperial 

BRC is a collaboration between Imperial College, London and Imperial College Healthcare NHS Trust 

and is currently funded until 2022. It has 12 research themes, 4 of which are cross cutting.  

As part of the reapplication for the BRC competition run by the NIHR, a new Respiratory Medicine 

theme has been proposed for the next Imperial BRC, co-led by Professor Edwin Chilvers and 

Professor Jane Davies.  

To assist with the development of this new theme and its programme of work, the Patient 

Experience Research Centre (PERC), a core facility of the current Imperial BRC facilitated an online 

survey which aimed to help understand the views of the local community in regard to respiratory 

medicine and health.  

Approach and purpose 

Public involvement was considered a crucial component of the development of this proposed 

theme’s programme of research. Through the online survey the Respiratory Medicine theme 

particularly wanted to understand: 

a)  which areas of their proposed research are the most important to the North West London 

community served by the Imperial BRC so these could be prioritised to improve health and 

care; and  

b) to understand the issues which affect people living with (or caring for someone with) a 

respiratory condition the most so these could be addressed 

Efforts were made to disseminate the survey to who had not previously taken part in public 

involvement in research activities at Imperial College, London, or at all. The importance of capturing 

these views was to increase the representativeness of those individuals whose voices are not usually 

heard in public involvement in research which is a continuing area of focus. 

Survey format 
The survey was hosted on Qualtrics, an online survey platform. The survey asked respondents to 

rank 10 research areas from 1 to 10 with 1 being the area which they believe is the highest priority 

for research to address and 10 being the lowest priority for research to address. The survey also 

captured the relevant experience of respondents relating to respiratory health and demographics 

(age, gender, ethnicity, area of residence).  

  

Survey dissemination  
The survey was disseminated online between July – August 2021 through the following routes: 

• To existing respiratory contacts (‘lived experience network’) 

• By the North West London Clinical Commissioning Group (CCG) Engagement Manager posting 

it on the online “Nextdoor” platform  

• Through Imperial College Healthcare NHS Trust (through clinical colleagues and Connecting 

Care for Children) 
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• To existing North West London networks (“Voice” NW London group, recent PERC mailing list 

signups) 

• To HealthWatch CWL – including Young HealthWatch 

• Asthma UK PPI Group (London members) 

• Cystic Fibrosis Trust (Through their public involvement team)  

• Breathe Easy (West London groups) 

• To members of the Imperial Young Person’s Advisory Network local to Northwest London  

• By asking members of the Imperial BRC Public Advisory Panel to disseminate it to relevant 

individuals across their wider community  
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Key Insight Summary  
A total of 116 responses were received from individuals across the North West London Community 

who had lived experience of a respiratory condition (as a patient or carer/family member/friend) or 

had interest in this area of research.  

Respondents were asked to share their views on respiratory research priorities by ranking research 

areas which were perceived to be most important areas to pursue.  

Across respondents, ‘identifying the causes of lung disease in early life’, ‘understanding how 

pollution impacts the lungs’ and ‘developing new treatments for patients with advanced lung 

disease’, were the top three ranked priorities, with ‘exploring safe alternatives to replace cigarettes’ 

considered the lowest priority.  Responses from people living with respiratory conditions, placed 

greater priority on ‘finding better ways to avoid and treat patients with flare-ups of their lung 

condition’ as well as ‘understanding how viruses (e.g., COVID-19) damage the airways and lungs’, 

than other respondents.  

How the insights were used 

The insight report summarising the key findings from the online survey was made available to 

Theme leads and the BRC Executive in order to shape the BRC application. A full report on all public 

involvement activities undertaken in preparation for the BRC application can be found here.  

Those who completed the survey were also given the opportunity to sign up for future public 

involvement, engagement, and participation opportunities.  

We would like to thank all those members of the public who gave their time and thoughtful insights 

through these activities, and the researchers who engaged enthusiastically in the process. 

  

https://www.imperial.ac.uk/patient-experience-research-centre/ppi/our-public-involvement-activity/public-involvement-to-inform-the-nihr-imperial-biomedical-research-centre-reapplication-2022-to-2027/
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Survey findings 
A total of 116 responses to the survey were received (see Appendix 2 for demographics).  Of the 116 

respondents, approximately 42% had lived experience of a respiratory condition, and approximately 

17% with experience of a respiratory condition as a friend, family member or carer (see Table 1). Of 

those who had lived experience of a respiratory condition COPD, Asthma and Emphysema were 

cited as the most common conditions.   

Table 1. Respondent’s experience of respiratory health 

Experience N (%) 

Live with a respiratory condition  49 (42.2) 

Friend/family member/carer of someone with a respiratory condition 20 (17.2) 

I am a member of the public interested in respiratory health research 18 (15.5) 

Other  9 (7.8) 

Prefer not to say  7 (6.0) 

Blanks 13 (11.2) 
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Ranking of research priorities  
The priority rankings of each of the 10 research areas is provided in Table 2. Across respondents, 

‘Identifying the causes of lung disease in early life’; ‘understanding how pollution impacts the lungs’ 

and ‘developing new treatments for patients with advanced lung disease’ were the top 3 priorities 

for all respondents.  

Table 2. Average ranking of areas of research whereby 1 = highest priority for research to address 

and 10 = lowest priority for research to address  

 All Living with 
respiratory 
condition 

Identify the causes of lung disease in early life (e.g., pre-school 
wheeze, childhood asthma) 

3.36 
 

3.76 

Understand how pollution impacts on the lungs 3.86 3.80 

Develop new treatments for patients with advanced lung disease 
(e.g. lung fibrosis) 

4.12 3.88 

 Understand how viruses (e.g. COVID-19) damage the airways and 
lungs 

4.18 3.86 

Explore how we can conduct lung function testing (which test how 
well your lungs work) in the community to allow lung disease to be 
detected earlier 

4.58 4.23 

Find better ways to avoid and treat patients with flare-ups 
('exacerbations' or worsening) of their lung condition 

4.69 4.11 

Discover new ways to treat lung disease caused by faulty genes (e.g., 
cystic fibrosis) 

5.00 4.86 

Explore remote monitoring options (e.g., devices at home to track 
oxygen levels) for patients with lung disease 

5.70 5.07 

 Understand the impact of diet on lung disease 6.63 6.73 

Explore safe alternatives to replace cigarettes 8.05 8.27 

 

A further breakdown of rankings for each research area is provided in Appendix 4.  

Free-text comments on other research priorities  
In addition to the ranking of the 10 research areas, respondents also had the opportunity to suggest 

other areas related to the 10 areas which they thought research should also be addressing.  This 

included extensions to the proposed research areas as well as new areas of investigation. Full 

responses are provided in Appendix 5.  

Improved diagnosis:  

• It seems that a number of patients go undiagnosed for a long period of time. Perhaps 

childhood lung problems are treated as a minor illness and rather than looking at ways to 

improve and understand what the cause of the lung condition is they are just prescribed 

inhaler's with little or no further testing of treatments to follow up 

• Better ways to diagnose asthma, beyond tests like the fractional exhaled nitric oxide (FeNO) 

test that only identify certain types. 
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• It is important to have early diagnosis systems within community health and specifically with 

GP practices.   

• Research on reasons why many GP surgeries totally ignore lung disease, fail to accept the 

diagnoses from specialist hospital departments 

Further exploration of ‘flare-ups:  

•  I would love to see easy diagnosis of flare ups in asthma that are consistent over all GP’s 

and asthma nurses. 

• Better ways to monitor asthma that take variability into account and work for different 

phenotypes and endotypes. 

The role of physical activity:  

• Cause to explore: benefits of physical activity, risks of inactivity and not just dietary factors? 

• Benefit of exercise on lung function and lung disease 

Exploring the impact of pollution:  

• explore effectiveness of measures/devices to help reduce impact of pollution e.g. masks, air 

purifiers 

Medication and treatment:  

• Adherence to asthma medication among adults  

• Prescription charges for respiratory conditions 

Links to other aspects of health:  

• how does mental health affect the respiratory health? 

• with COPD other problems of health must impacted? stress being the hardest to cope with  

Exploration of other respiratory conditions/diseases:  

• I have entered Covid damage as priority as it is a new problem to understand but also seems 

similar to impact of Churg Strauss Syndrome that has little research in the past 

• MSK related COPD- mechanical thoracic dysfunction 

• I would like more research into Sarcoidosis people are not aware of this and many GPS do 

not understand 
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Appendix 1 – Demographics of survey respondents 
Characteristics n  

Age (in years)   
Mean (range) 61 (23 -92) 

Age groups (in years)    
18 – 30 5 (4.3) 
31 – 40 7 (6.0) 
41 – 50 6 (5.2) 
51 – 60 20 (17.2) 
61 – 70 38 (32.8) 
71 – 80 19 (16.4) 
80+ 3 (2.6) 
Prefer not to say 0 (0.0) 
Not provided  18 (15.5) 

Gender  
Female  69 (59.5) 
Male  28 (24.1) 
Gender variant/non-binary 1 (0.9) 
Other 2 (1.7) 
Prefer not to say  3 (2.6) 
Not provided 13 (11.2) 

Ethnic group   
White   

English/Welsh/Scottish/Northern Irish/British 71 (61.2) 
Irish 2 (1.7) 
Gypsy or Irish Traveller 0 (0.0) 
Other White background 8 (6.9) 

Mixed/Multiple Ethnicity   
White and Black African 0 (0.0) 
White and Black Caribbean 1 (0.9) 
White and Asian 1 (0.9) 
Other Mixed/Multiple background   2 (1.7) 

Asian/Asian British   
Indian 8 (6.9) 
Pakistani 1 (0.9) 
Bangladeshi 0 (0.0) 
Chinese 0 (0.0) 
Other Asian background 1 (0.9) 

Black/African/Caribbean/Black British   
African 2 (1.7) 
Caribbean 3 (2.6) 
Other Black/African/Caribbean background 0 (0.0) 

Other ethnic group  
Any other ethnic group  3 (2.6) 
Prefer not to say 0 (0.0) 
Not provided  13 (11.2) 

Location  
Harrow 18 (15.5) 
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   North West London (postcode includes Golders Green, 
Willesden, The Hyde, St John’s Wood, Kilburn, Kentish 
Town, Hendon, Hampstead, Cricklewood)   

9 (7.8) 

Twickenham 8 (6.9) 
Westminster 29 (25.0) 
Uxbridge 4 (3.4) 
SE London 2 (1.7) 
SW London 6 (5.2) 
Other 4 (3.4) 
Not provided 35 (30.2) 
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Appendix 2 – Frequency of rankings for each research area   
 

 

 

 

 
Identify the 
causes of lung 
disease in 
early life (e.g., 
pre-school 
wheeze, 
childhood 
asthma) 

Understand 
how pollution 
impacts on 
the lungs 

Develop new 
treatments for 
patients with 
advanced lung 
disease (e.g., 
lung fibrosis) 

Understand 
how viruses 
(e.g., COVID-
19) damage 
the airways 
and lungs 

Find better ways 
to avoid and 
treat patients 
with flare-ups 
('exacerbations' 
or worsening) of 
their lung 
condition 

 Explore how we 
can conduct 
lung function 
testing (which 
test how well 
your lungs work) 
in the 
community to 
allow lung 
disease to be 
detected earlier 

Discover 
new ways to 
treat lung 
disease 
caused by 
faulty genes 
(e.g., cystic 
fibrosis) 

Explore 
remote 
monitoring 
options (e.g., 
devices at 
home to 
track oxygen 
levels) for 
patients with 
lung disease 

Understand 
the impact 
of diet on 
lung 
disease 

Explore 
safe 
alternatives 
to replace 
cigarettes 

1 38 29 24 21 15 22 8 6 8 11 
2 13 11 9 18 8 14 15 8 4 1 
3 16 14 15 12 16 12 10 7 6 1 
4 12 12 12 12 10 10 8 10 9 2 
5 4 11 10 11 18 9 17 21 7 5 
6 7 10 14 6 11 5 14 11 9 3 
7 5 6 7 10 10 12 13 14 8 3 
8 6 11 4 6 9 10 13 11 14 11 
9 3 2 7 10 5 6 3 8 29 12 

10 3 1 2 0 2 7 3 8 11 56 
No 

response 8 8 11 9 11 8 11 11 10 10 


