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Title Dr 

Name * Sarah Chamberlain Mitchell 

Are you happy for us to contact you by 

email about your submission to the 

Taskforce? 

Yes 

Are you a: * Other? Please specify below 

Please provide any extra details Lecturer and Physiotherapist 

Are you responding as an individual or on 

behalf of an organisation? * 

Individual 

Is your organisation part of the tobacco 

industry? * 

No 

Does your organisation have any past or 

current, direct or indirect links with - or 

funding from - the tobacco industry? * 

No 

Are you happy for the taskforce to 

publish your response? * 

Yes, and I'm happy to share my name and/or organisation 

Please identify which theme, if any, your 

evidence falls under. This is so that we 

can easily identify which part of our final 

strategy your submission may relate 

to. * 

Research 

Do you have evidence to support changes in respiratory policy or service interventions in the following 

areas: treatment and medicines, living with a lung condition, or end of life? 

We are looking for up to three real world examples of policy or practice which would improve 

outcomes for lung patients if introduced or replicated across the country. If you have any costing 

evidence related to this, please include this too. 

Chronic cough, defined as a cough lasting more than 8 weeks is a prevalent disorder in both the 

community and secondary care sectors, accounting for up to 40% of respiratory out-patient 

clinic referrals . Although it is a symptom of many respiratory diseases. The most common causes of 

cough in a non-smoking patient with a normal chest radiograph and spirometry are asthma, reflux 

and rhinitis (upper airway cough syndrome) . For a significant number of patients, the cough may 

remain unexplained despite extensive investigations and treatments and is usually termed refractory 

chronic cough at this stage. Chronic cough is associated with significant effects on patients’ quality of 

life. There are few effective drug treatments for refractory chronic cough. 

Non-pharmacological treatments for refractory chronic cough have however shown promising results 

in research studies and clinically without the side effects of many of the pharmacological treatments. 

Non-pharmacological treatments have generally been delivered by Physiotherapists or Speech and 

Language Therapists (Chamberlain et al., 2014a). The non-pharmacological treatments within these 

studies have generally included four key components: education, cough suppression techniques 

including breathing exercises, vocal hygiene and hydration and psycho-educational counselling. 

Although research studies have shown effectiveness of non-pharmacological treatments and these 

treatments are provided in a few cough clinics in the UK (King's College Hospital, Royal Brompton 

Hospital, Preston Hospital, Wythenshawe Hospital) access to Physiotherapy and or Speech and 

Language Therapy is not provided to all chronic cough patients in every hospital. I was the lead 
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therapist of a multi-centred randomised control trail investigating Physiotherapy, Speech and 

Language Therapy Intervention for refractory chronic cough results of the studies can be found at 

https://www.ncbi.nlm.nih.gov/pubmed/27682331 and the study is also attached. 

Clinically at King's College Hospital where I used to work Chronic cough patients were referred to 

Physiotherapy once diagnosed with refractory chronic cough and they had not responded to medical 

management. We would then see these patients in Respiratory outpatients. This treatment also needs 

to be investigated in other respiratory patient groups who suffer with cough as clinically we would 

treat patients with sarcoidosis, and idiopathic pulmonary fibrosis who also had non-productive 

chronic cough who also clinically benefited from this treatment. 

Alternatively, upload your answer to this 

question here chamberlain_mitche

ll_et_al_2016_1.pdf

What, in your experience, is the biggest barrier to improving lung health outcomes with reference to 

treatment, managing lung disease, and end of life? 

Limited and delayed referral to non-pharmacological treatment (Physiotherapy and speech and 

language therapy) - if patients were referred quicker to non-pharmacological treatment and non-

pharmacological interventions was more accessible effective treatments such as Physiotherapy and 

speech and language therapy could be provided to have beneficial effects which also have no side 

effects. With the chronic cough patients I saw clinically many would have their cough for greater than 

5 years some even more than 25 years before they were referred and they reported improvements with 

only 4 sessions of treatments. 

https://www.ncbi.nlm.nih.gov/pubmed/27682331
https://britishlfuk.sharepoint.com/:b:/g/Comms/EWR5i-aHkwNMtqq8IfzFoCYB05-nCaeRCx7FSphWIZCgzg?e=aGr3SS
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Title   Dr  

Name *   Ann Hutchinson   

Are you happy for us to contact you by email about 

your submission to the Taskforce?   

Yes  

Are you a: *   Researcher? If so, what's your job title and the 

name of your employer?  

Please provide any extra details   Research Fellow, University of Hull  

Are you responding as an individual or on behalf of 

an organisation? *   

Individual  

Is your organisation part of the tobacco industry? *   No  

Does your organisation have any past or current, 

direct or indirect links with - or funding from - the 

tobacco industry? *   

No  

Are you happy for the taskforce to publish your 

response? *   

Yes, and I'm happy to share my name and/or 

organisation  

Please identify which theme, if any, your evidence 

falls under. This is so that we can easily identify 

which part of our final strategy your submission may 

relate to. *   

Not sure/don't know  

Do you have evidence to support changes in respiratory policy or service interventions in the following 

areas: treatment and medicines, living with a lung condition, or end of life?   

We are looking for up to three real world examples of policy or practice which would improve 

outcomes for lung patients if introduced or replicated across the country. If you have any costing 

evidence related to this, please include this too.   

I would like to bring your attention to our recent systematic review of qualitative literature about the 

experience of breathlessness. We have developed a new concept: Breathing Space which helps us 

understand the various aspects of how a patient and their family carers can achieve better quality of 

life when living with breathlessness. This concept involves an interaction between the coping and 

help-seeking behaviour of the patient and the responsiveness of their clinician to their breathlessness. 

We believe that this is a useful way to understand the experience of people living with breathlessness 

and could be used as a holistic assessment of their current quality of life/Breathing Space with a view 

to working out how best to move towards a better quality of life. Please see the link to the 

paper: http://erj.ersjournals.com/lookup/doi/10.1183/13993003.01477-2017  

What, in your experience, is the biggest barrier to 

improving lung health outcomes with reference to 

treatment, managing lung disease, and end of life?   

In my opinion the biggest barrier is lack of 

understanding of the widespread effects of 

breathlessness on people's lives and also a lack 

of understanding of the many evidence 

based methods for managing 

breathlessness. Consequently people are not 

consistently seeking help for their breathlessness 

and clinicians are not consistently offering them 

the appropriate management.  

 

 

http://erj.ersjournals.com/lookup/doi/10.1183/13993003.01477-2017
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Title   Dr  

Name *   Karen Marshall   

Are you happy for us to contact you by email about 

your submission to the Taskforce?   

Yes  

Are you a: *   Clinician? If so, what's your job title and the name 

of your employer?  

Please provide any extra details   Nurse Consultant, Newcastle upon Tyne NHS 

Hospital Trust  

Are you responding as an individual or on behalf of 

an organisation? *   

Individual  

Is your organisation part of the tobacco 

industry? *   

No  

Does your organisation have any past or current, 

direct or indirect links with - or funding from - the 

tobacco industry? *   

No  

Are you happy for the taskforce to publish your 

response? *   

Yes, and I'm happy to share my name and/or 

organisation  

Please identify which theme, if any, your evidence 

falls under. This is so that we can easily identify 

which part of our final strategy your submission 

may relate to. *   

Research  

What, in your experience, is the biggest barrier to improving lung health outcomes with reference to 

treatment, managing lung disease, and end of life?   

In my view the NHS needs to focus on preventative care rather than reactive, crisis management. Some 

Health Care Professionals do not see the importance of preventative medicine, claiming there is not 

enough time for it. This is model of care will bankrupt the NHS in the long run.  

  

Patients need to know what condition they have, how to manage it, the importance of physical activity 

(not just pulmonary rehabilitation which often isn't incorporated into peoples lives after the course has 

finished).   

  

We also need to address the psychological impact of respiratory disease. Anxiety & depression are 

common, yet untreated co-morbidities in conditions such as COPD and asthma. To address this very 

important issue we conducted research, funded by the NIHR. The study was the largest RCT of 

cognitive behavioural therapy in COPD to date. We found that CBT delivered by respiratory nurses 

reduced symptoms of anxiety, depression, improved quality of life and reduced hospital admission. 

The research is currently being submitted for publication. In the meantime I have provided a link to an 

abstract that has been published (http://thorax.bmj.com/content/72/Suppl_3/A6.1). Prevention, 

screening and treatment of psychological difficulties of respiratory conditions should be incorporated 

into routine care. If you would like further information please let me know.  

 

 

 

 

http://thorax.bmj.com/content/72/Suppl_3/A6.1
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Title   Ms  

Name *   Fran Husson   

Are you happy for us to contact you by 

email about your submission to the 

Taskforce?   

Yes  

Are you a: *   Person living with a lung condition? If so, can you tell us 

which condition you have below?  

Please provide any extra details   aspergilloma, bronchiectasis  

Are you responding as an individual or on 

behalf of an organisation? *   

Individual  

Is your organisation part of the tobacco 

industry? *   

Neither, I'm an individual  

Does your organisationhave any past or 

current, direct or indirect links with - or 

funding from - the tobacco industry? *   

Neither, I'm an individual  

Are you happy for the taskforce to publish 

your response? *   

Yes, and I'm happy to share my name and/or organisation  

Please identify which theme, if any, your 

evidence falls under. This is so that we can 

easily identify which part of our final 

strategy your submission may relate to. *   

Models of care  

Do you have evidence to support changes in respiratory policy or service interventions in the following 

areas: treatment and medicines, living with a lung condition, or end of life?   

We are looking for up to three real world examples of policy or practice which would improve 

outcomes for lung patients if introduced or replicated across the country. If you have any costing 

evidence related to this, please include this too.   

Treatment and Medicines:  

  

Proposed change:  

NICE and other medical institutions must stop refusing to recognize there are important differences 

between flare ups and exacerbations in the case of bronchiectasis [for example. This may also apply to 

other lung conditions] which directly impact on patient’s health and quality of life, as well as NHS 

spend.  

  

First and foremost, flare ups do not require antibiotics. Given the well reported dangers posed by poor 

antimicrobial use and resultant drug resistant infections, the continued imposition [there is no other 

word] of broad spectrum antibiotics on patients who do not need them is akin to a serious breach of 

antimicrobial stewardship guidelines.  

  

This erroneous use of antibiotics also implies that there is no real dialogue between the prescriber and 

the patient on the nature of the flare up symptoms [as opposed to exacerbation symptom check list], 

the personal burden and the various treatments which can be used to alleviate the condition during its 

duration [various chest clearance exercises, methods and devices, mucolytics and others…]. Without 

such a dialogue, notions of shared decision making and enhanced self care cannot but remain pious 

wishes.   
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What, in your experience, is the biggest 

barrier to improving lung health outcomes 

with reference to treatment, managing lung 

disease, and end of life?   

Poor national data collection and analytics. The issue was 

already well covered in the BLF 2016 2The Battle for Breath" 

report. Priority should be placed on securing accurate data 

for each of the multitude of lung conditions and diseases.  
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Title   
 

Name *   Anonymous 

Are you happy for us to contact you by email about your 

submission to the Taskforce?   

Yes  

Are you a: *   Clinician? If so, what's your job title and the 

name of your employer?  

Please provide any extra details   Occupational Therapist 

Are you responding as an individual or on behalf of an 

organisation? *   

Organisation  

Is your organisation part of the tobacco industry? *   No  

Does your organisation have any past or current, direct 

or indirect links with - or funding from - the tobacco 

industry? *   

No  

Are you happy for the taskforce to publish your 

response? *   

Yes, but only anonymously  

Please identify which theme, if any, your evidence falls 

under. This is so that we can easily identify which part 

of our final strategy your submission may relate to. *   

Models of care  

Do you have evidence to support changes in respiratory policy or service interventions in the following 

areas: treatment and medicines, living with a lung condition, or end of life?   

We are looking for up to three real world examples of policy or practice which would improve 

outcomes for lung patients if introduced or replicated across the country. If you have any costing 

evidence related to this, please include this too.   

Evidence/research articles supporting Occupational therapy interventions as part of a Multi 

Disciplinary Team:  

  

An Open-Access Review to Determine Best Evidence-Based Practice for  

COPD Walker et al.: Open-Access Review to Determine Best Evidence-Based Practice for COPD  

  

Occupational Therapy and  

Pulmonary Rehabilitation of  

Disabled COPD Patients  

Cristina M. Lorenzi Carmela Cilione Roberta Rizzardi Vittoria Furino  

Tommasina Bellantone Daniela Lugli Enrico Clini Respiration 2004;71:246–251  

  
  

Pulmonary rehabilitation and COPD:  

providing patients a good environment  

for optimizing therapy International Journal of COPD 2014:9  
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Title   Mrs  

Name *   Teresa Burgoyne   

Are you happy for us to contact you by 

email about your submission to the 

Taskforce?   

Yes  

Are you a: *   Other? Please specify below  

Please provide any extra details   Retired Respiratory Nurse Sp  

Are you responding as an individual or on 

behalf of an organisation? *   

Individual  

Is your organisation part of the tobacco 

industry? *   

Neither, I'm an individual  

Does your organisation have any past or 

current, direct or indirect links with - or 

funding from - the tobacco industry? *   

Neither, I'm an individual  

Are you happy for the taskforce to 

publish your response? *   

Yes, and I'm happy to share my name and/or organisation  

Please identify which theme, if any, your 

evidence falls under. This is so that we 

can easily identify which part of our final 

strategy your submission may relate 

to. *   

Models of care  

Do you have evidence to support changes in respiratory policy or service interventions in the following 

areas: treatment and medicines, living with a lung condition, or end of life?   

We are looking for up to three real world examples of policy or practice which would improve 

outcomes for lung patients if introduced or replicated across the country. If you have any costing 

evidence related to this, please include this too.   

One thing I try to campaign for is to reduce the variation of care across all the CCG's I feel really 

passionately about EOL care and that all people should be able to access all the specialist services.  

We have an amazing Non Cancer Palliative Care team / service in my Ccg please see the details here  

http://picsnhs.org.uk/palliative-care-specialist-nurse-team/  

  

They go and see patients in their own homes if the Copd nurse feels that they are in their last year of 

life. They plan ahead in good time and talk through things to reduce the fear and alleviate any stress 

and produce an advanced care package if required or just introduce themselves making the patients 

EOL journey less stressful . It works so well and over 80% die in their preferred place which is a real 

achievement.  

Now having said that the Ccg in next village won't buy into this service even though we presented 

them with the costings and over the year they would have saved money on Unnecessary admissions 

etc, they didn't go with it and decided that their generic district nurses could do it , and we all know 

they don't have time to this dedicated work.  

So our Breathe Easy group has members that can access this service and those that can't, a very sad 

situation.  

The consultants also find this situation very frustrating on their ward rounds, yes you can have the 

service ,refer to the team, no you can't so I will have to bring you back to clinic......  

  

Not sure what the answer is apart from continuing to lobby to reduce the variability across the CCG's, 

http://picsnhs.org.uk/palliative-care-specialist-nurse-team/
http://picsnhs.org.uk/palliative-care-specialist-nurse-team/
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just felt I had to share this brilliant service and the difficulties we face with EOL care.  

Please contact me or PICS if you require further costing information   

What, in your experience, is the biggest barrier to improving lung health outcomes with reference to 

treatment, managing lung disease, and end of life?   

Variations in care amongst CCG’s.  

Some CCGS don’t see Respiratory as a priority, they don’t have Respiratory leads in the surgeries, 

therefore the Respiratory care is poor.  

Their respiratory nurses are not used to their best potential running pul rehab and helping district 

nurses.  

  

Because funding so tight CCGS are unable to fund an EOL service even though it will save them money 

over the year.  

  

There is a great lack of non cancer end of life services.  

  

Gp’s are under great pressure and majority don’t see Respiratory and social prescribing   

as important but this is where the patient’s journey / pathway all starts, they should all know the 

benefits and prescribe pulm rehab and Breathe easy.   
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Title   Dr  

Name *   Tom Pierce   

Are you happy for us to contact you by email 

about your submission to the Taskforce?   

Yes  

Are you a: *   Clinician? If so, what's your job title and the name of 

your employer?  

Please provide any extra details   Environmental Advisor RCoA  

Are you responding as an individual or on behalf 

of an organisation? *   

Individual  

Is your organisation part of the tobacco 

industry? *   

No  

Does your organisation have any past or current, 

direct or indirect links with - or funding from - 

the tobacco industry? *   

No  

Are you happy for the taskforce to publish your 

response? *   

Yes, and I'm happy to share my name and/or 

organisation  

Please identify which theme, if any, your evidence 

falls under. This is so that we can easily identify 

which part of our final strategy your submission 

may relate to. *   

Models of care  

Do you have evidence to support changes in 

respiratory policy or service interventions in the 

following areas: treatment and medicines, living 

with a lung condition, or end of life?   

We are looking for up to three real world 

examples of policy or practice which would 

improve outcomes for lung patients if introduced 

or replicated across the country. If you have any 

costing evidence related to this, please include 

this too.   

Please see the attached file  

Alternatively, upload your answer to this question 

here   

 

What, in your experience, is the biggest barrier to 

improving lung health outcomes with reference to 

treatment, managing lung disease, and end of 

life?   

See attached file. I'd say lackof wider dissemination of 

the benefits of inspiratory muscle training.  

 

 

 

 

 

https://britishlfuk.sharepoint.com/:w:/g/Comms/EZdmnqOTfyFGh0zfKozrMpwBeDbiGK5vaLtzbNkcV7T1JQ?e=1NnuHo


13 
 

Title   Dr  

Name *   Nicholas Hopkinson   

Are you happy for us to contact you by 

email about your submission to the 

Taskforce?   

Yes  

Are you a: *   Clinician? If so, what's your job title and the name of your 

employer?  

Are you responding as an individual or 

on behalf of an organisation? *   

Individual  

Is your organisation part of the tobacco 

industry? *   

No  

Does your organisation have any past or 

current, direct or indirect links with - or 

funding from - the tobacco industry? *   

No  

Are you happy for the taskforce to 

publish your response? *   

Yes, and I'm happy to share my name and/or organisation  

Please identify which theme, if any, your 

evidence falls under. This is so that we 

can easily identify which part of our final 

strategy your submission may relate 

to. *   

Models of care  

Alternatively, upload your answer to this 

question here   

 

Alternatively, upload your answer to this 

question below   

 
 

 

 

 

 

 

 

 

 

 

 

https://britishlfuk.sharepoint.com/:w:/g/Comms/ESj3FtlymHNEi1TgJWfh3dEBNvE47XPhwLnwSacyVw4eqg?e=VILyzh
https://britishlfuk.sharepoint.com/:w:/g/Comms/Ebu5ep6_cZlCmWIwqlBK4R8BfQBalhUovS2uFXF8QKLjgA?e=qxwXQP
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Title   Mr  

Name *   Gordon Jenkins   

Are you happy for us to contact you by 

email about your submission to the 

Taskforce?   

Yes  

Are you a: *   Person living with a lung condition? If so, can you tell us 

which condition you have below?  

Please provide any extra details   I have COPD  

Are you responding as an individual or on 

behalf of an organisation? *   

Individual  

Is your organisation part of the tobacco 

industry? *   

Neither, I'm an individual  

Does your organisation have any past or 

current, direct or indirect links with - or 

funding from - the tobacco industry? *   

Neither, I'm an individual  

Are you happy for the taskforce to 

publish your response? *   

Yes, and I'm happy to share my name and/or organisation  

Please identify which theme, if any, your 

evidence falls under. This is so that we 

can easily identify which part of our final 

strategy your submission may relate 

to. *   

Not sure/don't know  

Do you have evidence to support changes in respiratory policy or service interventions in the following 

areas: treatment and medicines, living with a lung condition, or end of life?   

We are looking for up to three real world examples of policy or practice which would improve 

outcomes for lung patients if introduced or replicated across the country. If you have any costing 

evidence related to this, please include this too.   

To be honest, I don't have any evidence to support changes but what I do have is details of my 

condition and possibly what may have contributed to it.  

  

Firstly when given the news that I had COPD I was, to be honest, extremely happy. Yes, I know that 

sounds daft, but when you think it could well have been that I had Lung Cancer you may understand 

my reaction.  

  

I am a 67 year old male who smoked very heavily from the age of about 12 (1962) until I was 62 

(2012). When I stopped I must have been smoking at least 60 or higher cigarettes per day. I also at 

times used to roll my own, smoke a pipe and cigars, so you can see that I was truly a heavy smoker.  

  

One thing that may also have contributed to my condition was that as a youth I was an apprentice in 

the printing industry where one of my daily jobs was to look after the melting and use of the lead that 

was used to set the type. I used to have to go down to the basement at least twice a day to a small 

room where there was the melting pot, and stand there while the used lead was melted down and then 

re-cast it into blocks for use on the typesetting machines.   

  

All the time I was in the basement I was breathing in all the noxious fumes that were in the air 

especially when I was up close to the cauldron while I had to remove all the dross that rose to the 

surface.  
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Since I have been diagnosed I have undergone annual respiratory checks at my GP, and towards the 

end of last year I was referred for Pulmonary Rehab to the local team.  

  

The Rehab team have shown me how to cope with the problem and what to do if I am ever in the 

situation where I need help.  

  

I Have been told that Rehab schemes are not universally available in England so I would suggest that 

this is an area where major work could be undertaken given the numbers of people who have a Lung 

condition.  

  

The above may not be what you were necessarily looking for but I just wanted to try and help with 

what I am sure was a major cause of my own condition and to highlight the Rehab system which I feel 

is much under used.  
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Title   Dr  

Name *   Helen Ward   

Are you happy for us to contact you by 

email about your submission to the 

Taskforce?   

Yes  

Are you a: *   Respiratory and Acute Medical Consultant Physician, 

Respiratory Lead for Community, Lung Function and Oxygen  

  

Are you responding as an individual or 

on behalf of an organisation? *   

Department of Respiratory Medicine, New Cross Hospital, 

Wolverhampton  

Is your organisation part of the tobacco 

industry? *   

No  

Does your organisation have any past or 

current, direct or indirect links with - or 

funding from - the tobacco industry? *   

No  

Are you happy for the taskforce to 

publish your response? *   

Yes, and I'm happy to share my name and/or organisation  

Please identify which theme, if any, your 

evidence falls under. This is so that we 

can easily identify which part of our final 

strategy your submission may relate 

to. *   

Models of care  

Alternatively, upload your answer to this 

question here   

 

What, in your experience, is the biggest 

barrier to improving lung health 

outcomes with reference to treatment, 

managing lung disease, and end of life?   

The main barriers that we have come against are financial, 

different agendas between different health care systems (i.e. 

acute trust, primary care, CCG etc), lack of professional 

relationships between different health care systems (making 

it difficult to know who is the best person to work with to get 

something done most effectively) and people's time being 

restricted due to already busy working lives particularly over 

the winter period.  

 

 

 

 

 

 

 

 

https://britishlfuk.sharepoint.com/:w:/g/Comms/ESgpd_LkbitCoWtf9lK8HMgBm89qFwbwxDdFjuKIRbegVQ?e=eal0ar


17 
 

Title   
 

Name *   
 

Are you happy for us to contact you by email 

about your submission to the Taskforce?   

Yes  

Are you a: *   Person living with a lung condition? If so, can you tell 

us which condition you have below?  

Are you responding as an individual or on 

behalf of an organisation? *   

Individual  

Is your organisation part of the tobacco 

industry? *   

Neither, I'm an individual  

Does your organisation have any past or 

current, direct or indirect links with - or 

funding from - the tobacco industry? *   

Neither, I'm an individual  

Are you happy for the taskforce to publish 

your response? *   

Yes, but only anonymously  

Please identify which theme, if any, your 

evidence falls under. This is so that we can 

easily identify which part of our final strategy 

your submission may relate to. *   

Not sure/don't know  

Do you have evidence to support changes in 

respiratory policy or service interventions in 

the following areas: treatment and medicines, 

living with a lung condition, or end of life?   

We are looking for up to three real world 

examples of policy or practice which would 

improve outcomes for lung patients if 

introduced or replicated across the country. If 

you have any costing evidence related to this, 

please include this too.   

My husband was diagnosed with Mesothelioma in April 

2015, we had a journey through permanent drains, 

chemo etc, 8 months later I was diagnosed COPD., my 

husband sadly passed away in Sept 2017, and for the 

last 4 weeks of his life was a nightmare, he was a 

fighter and never slept for 3.5 weeks, had 2 nights of 

Marie Curie nursing, but that was my sleep for the 

entirety, but I can't believe that given the situation, my 

diagnosis could possibly be associated? and would be 

helpful if wives were also included and scanned if there 

are lung issues? It would alleviate worries!  
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Title   Mrs  

Name *   Mavis Nye   

Are you happy for us to contact you by 

email about your submission to the 

Taskforce?   

Yes  

Are you a: *   Person living with a lung condition? If so, can you tell us 

which condition you have below?  

Please provide any extra details   Mesothelioma   

Are you responding as an individual or 

on behalf of an organisation? *   

Individual  

Is your organisation part of the tobacco 

industry? *   

Neither, I'm an individual  

Does your organisation have any past or 

current, direct or indirect links with - or 

funding from - the tobacco industry? *   

Neither, I'm an individual  

Are you happy for the taskforce to 

publish your response? *   

Yes, and I'm happy to share my name and/or organisation  

Please identify which theme, if any, your 

evidence falls under. This is so that we 

can easily identify which part of our final 

strategy your submission may relate 

to. *   

Research  

Do you have evidence to support 

changes in respiratory policy or service 

interventions in the following areas: 

treatment and medicines, living with a 

lung condition, or end of life?   

We are looking for up to three real world 

examples of policy or practice which 

would improve outcomes for lung 

patients if introduced or replicated 

across the country. If you have any 

costing evidence related to this, please 

include this too.   

We need a Campaign for Asbestos Awareness to make sure 

people get monitored earlier so that an earlier diagnosis of 

Lung Cancer and Mesothelioma and all asbestos diseases is 

found so that treatments can start earlier   

What, in your experience, is the biggest 

barrier to improving lung health 

outcomes with reference to treatment, 

managing lung disease, and end of life?   

The biggest barrier is GPs knowledge of Mesothelioma as 

even today it is misdiagnosed mine included as it was 

thought I had a trapped Umar Nerve.  

  

My research is needed for managing and treatment.  

  

End of life is a difficult one each case is different but making 

sure each patient can have Hospice treatment whether in a 

hospice or at home  
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Title Miss 

Name * Zainab Al-Kharsan 

Are you happy for us to contact you by email 

about your submission to the Taskforce? 

Yes 

Are you a: * Policy professional? If so, what's your job title and the 

name of your employer? 

Please provide any extra details Service Development Pharmacist, working for the 

Pharmaceutical Services Negotiating Committee which 

represents community pharmacies in England. 

Are you responding as an individual or on 

behalf of an organisation? * 

Organisation 

Is your organisation part of the tobacco 

industry? * 

No 

Does your organisation have any past or 

current, direct or indirect links with - or 

funding from - the tobacco industry? * 

No 

Are you happy for the taskforce to publish 

your response? * 

Yes, and I'm happy to share my name and/or 

organisation 

Please identify which theme, if any, your 

evidence falls under. This is so that we can 

easily identify which part of our final 

strategy your submission may relate to. * 

Models of care 

Do you have evidence to support changes in 

respiratory policy or service interventions in 

the following areas: treatment and 

medicines, living with a lung condition, or 

end of life? 

We are looking for up to three real 

world examples of policy or practice which 

would improve outcomes for lung patients if 

introduced or replicated across the country. 

If you have any costing evidence related to 

this, please include this too. 

Please see attachment below. 

Alternatively, upload your answer to this 

question here 

https://britishlfuk.sharepoint.com/:w:/g/Comms/EeSiaJGvt0ZChvf4kvLApy4BkxeZsjiOTvOtmazOm3XSRg?e=Vo4x1g
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Title   Mrs  

Name *   Lisa Goldsworthy   

Are you happy for us to contact you by email 

about your submission to the Taskforce?   

Yes  

Are you a: *   Person living with a lung condition? If so, can you tell 

us which condition you have below?  

Please provide any extra details   Mesothelioma  

Are you responding as an individual or on 

behalf of an organisation? *   

Individual  

Is your organisation part of the tobacco 

industry? *   

Neither, I'm an individual  

Does your organisation have any past or 

current, direct or indirect links with - or funding 

from - the tobacco industry? *   

Neither, I'm an individual  

Are you happy for the taskforce to publish your 

response? *   

Yes, and I'm happy to share my name and/or 

organisation  

Please identify which theme, if any, your 

evidence falls under. This is so that we can 

easily identify which part of our final strategy 

your submission may relate to. *   

Not sure/don't know  

What, in your experience, is the biggest barrier 

to improving lung health outcomes with 

reference to treatment, managing lung disease, 

and end of life?   

Current lack of research and licensed treatments 

mean outcomes for mesothelioma patients are poor. 

Managing the disease is difficult as there is not as 

much support or knowledge in my area. I would like 

to have an end of life plan in order to avoid trauma 

for myself and my family.  
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Title   Mrs  

Name *   Carol White   

Are you happy for us to contact 

you by email about your 

submission to the Taskforce?   

Yes  

Are you a: *   Clinician? If so, what's your job title and the name of your employer?  

Please provide any extra 

details   

Respiratory Nurse  

Are you responding as an 

individual or on behalf of an 

organisation? *   

Individual  

Is your organisation part of the 

tobacco industry? *   

No  

Does your organisation have 

any past or current, direct or 

indirect links with - or funding 

from - the tobacco industry? *   

Neither, I'm an individual  

Are you happy for the taskforce 

to publish your response? *   

Yes, and I'm happy to share my name and/or organisation  

Please identify which theme, if 

any, your evidence falls under. 

This is so that we can easily 

identify which part of our final 

strategy your submission may 

relate to. *   

Models of care  

Do you have evidence to support changes in respiratory policy or service interventions in the following 

areas: treatment and medicines, living with a lung condition, or end of life?   

We are looking for up to three real world examples of policy or practice which would improve outcomes 

for lung patients if introduced or replicated across the country. If you have any costing evidence related to 

this, please include this too.   

1. End Of Life for patients with respiratory disease in the very severe stages - Audit of model of care is 

MDT, patients identified from discussion from oxygen clinic and hospital prevention service. Request 

domiciliary visit by our respiratory consultant . DNACPR done and discussed in the home with a relative 

present, symptom management, ceiling of care e.g. would benefit from NIV, hospice care and preferred 

place of care if agreed and DS1500 to help financially. Letter is sent to the GP with requests for 

medication and the plan this is also on the hospital system for clinicians to access. Ambulance service is 

informed using the ERIS service re DNACPR if applicable and any plan of care. A post domiciliary visit is 

done by a respiratory nurse to go over any queries or explain any point they are not clear on or want to 

discuss again. Resulted in reduced readmission post visit. presentation attached called new disease called 

palliative.  
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Alternatively, upload your 

answer to this question here   

 

What, in your experience, is the biggest barrier to improving lung health outcomes with reference to 

treatment, managing lung disease, and end of life?   

communication between different teams e.g. acute care and ambulance control.   

Poor explanation of DNACPR, being discussed when acutely ill and not when stable but in the last years of 

life.  

  

2. Palliative oxygen pathway - to aid decision making for clinician deciding on if the patient needs an 

oxygen supply at end of life. Pathway attached  

Palliative Oxygen Pathway Guidance   

  
  

1.Nonoyama ML, Brooks D, Guyatt GH, et al. Effect of oxygen on health quality of life in patients with 

chronic obstructive  

pulmonary disease with transient exertional hypoxemia. Am J Respir Crit Care Med 2007;176(4):343–9  

  

2.Clemens KE, Quednau I, Klaschik E. Use of oxygen and opioids in the palliation of dyspnoea in hypoxic 

and non-hypoxic palliative care patients: a prospective study. Support Care Cancer 2009;17:367–77.  

  

3. British Thoracic Society - BTS Guidelines for Home Oxygen Use in Adults. BTS Home Oxygen Guideline 

Group. June 2015 Volume 70 Supplement 1.   

Alternatively, upload your 

answer to this question below   

 
 

 

 

 

 

 

 

 

 

 

 

 

https://britishlfuk.sharepoint.com/:w:/g/Comms/Ec9SUmSvYQ9ApkcB1CVc8I8BEdj1LWge5IB5_k1ZCq5qSA?e=yvfYMj
https://britishlfuk.sharepoint.com/:p:/g/Comms/EZC36A_YoMpMu6MMPTf5CigB6gfQDIVJNvG1j_5KE8y4Hw?e=0w0320
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Name *   Rachael Hodges   

Are you happy for us to contact 

you by email about your 

submission to the Taskforce?   

Yes  

Are you a: *   Policy professional? If so, what's your job title and the name of 

your employer?  

Are you responding as an 

individual or on behalf of an 

organisation? *   

British Lung Foundation  

Is your organisation part of the 

tobacco industry? *   

No  

Does your organisation have any 

past or current, direct or indirect 

links with - or funding from - the 

tobacco industry? *   

No  

Are you happy for the taskforce to 

publish your response? *   

Yes, and I'm happy to share my name and/or organisation  

Please identify which theme, if any, 

your evidence falls under. This is 

so that we can easily identify which 

part of our final strategy your 

submission may relate to. *   

Not sure/don't know  

Do you have evidence to support changes in respiratory policy or service interventions in the following 

areas: treatment and medicines, living with a lung condition, or end of life?   

We are looking for up to three real world examples of policy or practice which would improve 

outcomes for lung patients if introduced or replicated across the country. If you have any costing 

evidence related to this, please include this too.   

We would like to highlight the following reports:  

  

1. Evaluation of the benefits of the British Lung Foundation's integrated Breath Easy voluntary group 

network.  

Recommendations:   

- Integrated Breathe Easy is a model appropriate for local commissioning  

  

See report at https://www.blf.org.uk/sites/default/files/IntegratedBreatheEasy-081216a.pdf   

  

2. BLF, Out in the Cold.  

Recommendations:   

- Strengthen community care and support outside of hospital, so patients are confident that they do 

not need to go to emergency departments to get the care they need  

- Ensure that people leaving hospital are given consistent and reliable assessment, treatment and 

follow up in the community to reduce the risk that they’ll need to be readmitted to hospital  

  

See report at https://www.blf.org.uk/policy/out-in-the-cold   

  

3. BLF, A Map for Better Care: making effective care pathways for people with interstitial lung disease  

Recommendations:   

https://www.blf.org.uk/sites/default/files/IntegratedBreatheEasy-081216a.pdf
https://www.blf.org.uk/policy/out-in-the-cold
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- Create local ILD networks across the UK. These networks should bring together health care 

professionals, policy makers, commissioners, charities and patients to improve local ILD plans and 

services.  

- Develop ILD pathways. ILD networks should develop and publish these pathways.  

- Improve access to personalised treatments, diagnosis and support, including anti-fibrotic drugs, ILD 

specialist nurses, oxygen therapy, pulmonary rehab, peer support groups and palliative care  

- Evaluate and improve existing ILD services by making improvements to the BTS ILD Registry, data 

recording and sharing, a published list of ILD services, amending tariff system to incentive best 

practice etc.   

  

See report at: https://www.blf.org.uk/policy/a-map-for-better-care   

  

4. Thorax Online, Predicted relative prevalence estimates for obstructive sleep apnoea and the 

associated healthcare provision across the UK.   

Recommendations:   

- Establishing outreach clinics from network provision of healthcare with tertiary services.  

  

See report at: http://thorax.bmj.com/content/thoraxjnl/early/2013/08/26/thoraxjnl-2013-

203887.full.pdf   

  

5. National COPD Audit - pulmonary rehabilitation   

Recommendations:  

-Improve access to PR   

- Reduce waiting times for enrolment to PR (from receipt of referral) with an achievement target of 

85% of patients being enrolled within 90 days for each PR programme.  

- Each PR service should ensure that all exercise assessments are performed to recommended 

technical standards. This includes the routine conduct of practice walks and the use of walking course 

lengths appropriate to the test used.  

- PR programmes should achieve patient completion rates of 70% or more following assessment for 

PR.  

  

See report at: https://www.rcplondon.ac.uk/projects/outputs/pulmonary-rehabilitation-exercise-

improvement-combined-clinical-and-organisational   

Also: https://www.rcplondon.ac.uk/projects/outputs/pulmonary-rehabilitation-steps-breathe-

better   

 

 

 

 

 

 

 

 

https://www.blf.org.uk/policy/a-map-for-better-care
http://thorax.bmj.com/content/thoraxjnl/early/2013/08/26/thoraxjnl-2013-203887.full.pdf
http://thorax.bmj.com/content/thoraxjnl/early/2013/08/26/thoraxjnl-2013-203887.full.pdf
https://www.rcplondon.ac.uk/projects/outputs/pulmonary-rehabilitation-exercise-improvement-combined-clinical-and-organisational
https://www.rcplondon.ac.uk/projects/outputs/pulmonary-rehabilitation-exercise-improvement-combined-clinical-and-organisational
https://www.rcplondon.ac.uk/projects/outputs/pulmonary-rehabilitation-steps-breathe-better
https://www.rcplondon.ac.uk/projects/outputs/pulmonary-rehabilitation-steps-breathe-better
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Title   Dr  

Name *   Matthew Maddocks   

Are you happy for us to contact you by 

email about your submission to the 

Taskforce?   

Yes  

Are you a: *   Researcher? If so, what's your job title and the name of your 

employer?  

Please provide any extra details   Lecturer & specialist physiotherapist; Cicely Saunders 

Institute of Palliative Care, Policy and Rehabilition, King's 

College London  

Are you responding as an individual or 

on behalf of an organisation? *   

Individual  

Is your organisation part of the tobacco 

industry? *   

Neither, I'm an individual  

Does your organisation have any past or 

current, direct or indirect links with - or 

funding from - the tobacco industry? *   

Neither, I'm an individual  

Are you happy for the taskforce to 

publish your response? *   

Yes, and I'm happy to share my name and/or organisation  

Please identify which theme, if any, your 

evidence falls under. This is so that we 

can easily identify which part of our final 

strategy your submission may relate 

to. *   

Models of care  

Do you have evidence to support 

changes in respiratory policy or service 

interventions in the following areas: 

treatment and medicines, living with a 

lung condition, or end of life?   

We are looking for up to three real world 

examples of policy or practice which 

would improve outcomes for lung 

patients if introduced or replicated 

across the country. If you have any 

costing evidence related to this, please 

include this too.   

Please see attached.   

Alternatively, upload your answer to this 

question here   evidence_for_lung_

health_call_17.05.2018 (1).pdf
 

 

 

 

 

https://britishlfuk.sharepoint.com/:b:/g/Comms/EXWUZc8UxOBNuEQ7H7yDPN0B2unl0wKQgNZvy1RNwdr81g?e=KhlYmn
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Name *   Sophie Robinson   

Are you happy for us to contact you by 

email about your submission to the 

Taskforce?   

Yes  

Are you a: *   Other? Please specify below  

Please provide any extra details   On behalf of National Asthma and COPD Audit Programme  

Are you responding as an individual or 

on behalf of an organisation? *   

Organisation  

Is your organisation part of the tobacco 

industry? *   

No  

Does your organisation have any past or 

current, direct or indirect links with - or 

funding from - the tobacco industry? *   

No  

Are you happy for the taskforce to 

publish your response? *   

Yes, and I'm happy to share my name and/or organisation  

Please identify which theme, if any, your 

evidence falls under. This is so that we 

can easily identify which part of our final 

strategy your submission may relate 

to. *   

Data  

Alternatively, upload your answer to this 

question here   blf_taskforce_evide

nce_part_2_submission.pdf
  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

https://britishlfuk.sharepoint.com/:b:/g/Comms/ETmkUlPEaWZHqsqcllerpgEBZko7iHadMdS3qD8xMjLZ2w?e=9F86EP
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Title   DR  

Name *   RICHARD RUSSELL   

Are you happy for us to contact you by 

email about your submission to the 

Taskforce?   

Yes  

Are you a: *   Clinician? If so, what's your job title and the name of your 

employer?  

Please provide any extra details   Consultant Physician, Lymington New Forest Hospital  

Are you responding as an individual or on 

behalf of an organisation? *   

Individual  

Is your organisation part of the tobacco 

industry? *   

No  

Does your organisation have any past or 

current, direct or indirect links with - or 

funding from - the tobacco industry? *   

No  

Are you happy for the taskforce to publish 

your response? *   

Yes, and I'm happy to share my name and/or organisation  

Please identify which theme, if any, your 

evidence falls under. This is so that we can 

easily identify which part of our final 

strategy your submission may relate to. *   

Not sure/don't know  

Do you have evidence to support changes in respiratory policy or service interventions in the following 

areas: treatment and medicines, living with a lung condition, or end of life?   

We are looking for up to three real world examples of policy or practice which would improve 

outcomes for lung patients if introduced or replicated across the country. If you have any costing 

evidence related to this, please include this too.   

1. There is a need for the basic treatments in airways disease to be free of prescription fees. This 

would include inhaler therapies : Inhaled steroids and inhaled long acting bronchodilators. It is 

becoming ever more of a problem for patients to afford the prescription fees and so they are often 

making the wrong decision . They only use short acting reliever therapy. This is a clear and present 

issue in asthma where the use of inhaled corticosteroids is essential. The NRAD report demonstrated 

clearly that there is a dramatic under use of inhaled steroid and an over use of short acting beta 

agonist. This leads to risk of asthma attack and also death.  

The same applies to COPD and more than ever patients are making decisions based on their finances 

and not their health needs.  

2. There is a lack of coordinated and effective advance care planning in respiratory disease at the end 

of life. There are examples being championed in other areas and promoted but the palliative care 

world which could improve the quality of care and quality of life of our patients at the end of their 

lives. The OAK project (Hospice UK) is one such programe and there are others. Dr S Russell, research 

and innovation lead at Hospice UK would be in invaluable resource in this regard.  

What, in your experience, is the biggest 

barrier to improving lung health outcomes 

with reference to treatment, managing lung 

disease, and end of life?   

There is a fear of having difficult conversations with 

respiratory patients. Due in part to poor experience, poor 

education and a lack of confidence. This can be resolved 

with a nationally standardised training programme.  
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Title   Dr  

Name *   Stephen Bourke   

Are you happy for us to contact you by 

email about your submission to the 

Taskforce?   

Yes  

Are you a: *   Clinician? If so, what's your job title and the name of your 

employer?  

Please provide any extra details   British Thoracic Society Chair of the COPD Specialist 

Advisory Group  

Are you responding as an individual or on 

behalf of an organisation? *   

Organisation  

Is your organisation part of the tobacco 

industry? *   

No  

Does your organisation have any past or 

current, direct or indirect links with - or 

funding from - the tobacco industry? *   

No  

Are you happy for the taskforce to 

publish your response? *   

Yes, and I'm happy to share my name and/or organisation  

Please identify which theme, if any, your 

evidence falls under. This is so that we 

can easily identify which part of our final 

strategy your submission may relate 

to. *   

Models of care  

Do you have evidence to support changes 

in respiratory policy or service 

interventions in the following areas: 

treatment and medicines, living with a 

lung condition, or end of life?   

We are looking for up to three real world 

examples of policy or practice which 

would improve outcomes for lung 

patients if introduced or replicated across 

the country. If you have any costing 

evidence related to this, please include 

this too.   

The attached response includes input from all members of 

the BTS COPD Specialist Advisory Group  

Alternatively, upload your answer to this 

question here   

 

What, in your experience, is the biggest 

barrier to improving lung health 

outcomes with reference to treatment, 

managing lung disease, and end of life?   

Barriers to each of the three areas under consideration are 

included at the bottom of each section in the attached 

document.  

https://britishlfuk.sharepoint.com/:w:/g/Comms/EUAeFGYyA_pDicw0FLVlkREBRrOqQg8yk_d4Nsm-Vhulgg?e=hvzeyC
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Alternatively, upload your answer to this 

question below   

 
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

  

 

 

 

 

https://britishlfuk.sharepoint.com/:w:/g/Comms/EUAeFGYyA_pDicw0FLVlkREBRrOqQg8yk_d4Nsm-Vhulgg?e=hvzeyC
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Title   
 

Name *   Anonymous 

Are you happy for us to contact you by email about 

your submission to the Taskforce?   

Yes  

Are you a: *   Policy professional? If so, what's your job title and 

the name of your employer?  

Please provide any extra details   
 

Are you responding as an individual or on behalf of 

an organisation? *   

Organisation  

Is your organisation part of the tobacco 

industry? *   

No  

Does your organisation have any past or current, 

direct or indirect links with - or funding from - the 

tobacco industry? *   

No  

Are you happy for the taskforce to publish your 

response? *   

Yes, but only anonymously  

Please identify which theme, if any, your evidence 

falls under. This is so that we can easily identify 

which part of our final strategy your submission 

may relate to. *   

Technology  

Do you have evidence to support changes in respiratory policy or service interventions in the following 

areas: treatment and medicines, living with a lung condition, or end of life?   

We are looking for up to three real world examples of policy or practice which would improve 

outcomes for lung patients if introduced or replicated across the country. If you have any costing 

evidence related to this, please include this too.   

- Supporting faster development of technology-enabled asthma tools  

- Providing healthcare professionals with a full picture of a person’s asthma  

  

1) Technology and asthma  

• The European Asthma Research and Innovation Partnership (EARIP), which Asthma UK coordinated, 

aimed to reduce asthma deaths in Europe by 25% within ten years and by 50% within 20 years.   

• The partnership, made up of 12 European-based organisations, aimed to halve hospital admission 

rates, speed up the discovery of new treatments and improve self-management.   

• The EARIP project identified key gaps in asthma knowledge.   

• Asthma UK is now using these findings to underpin research, development and innovation.   

• EARIP has highlighted technology-enabled asthma management tools as one of the highest priorities 

for asthma- but more investment is needed to make this a reality.   

• Asthma UK is calling on UK/EU governments to invest more in to research around the management, 

self-management and care of asthma.  

• Asthma UK have also been funding research, with over £2million having gone in to this area in the 

first half of our 5-year corporate strategy period.  

• See our reports – ‘Connected Asthma’ (https://bit.ly/2bwUaRl) and ‘Smart Asthma’ 

(https://bit.ly/2k6zU1p)   

  

2) The vital importance of data to prevent deterioration among people with asthma  

• The majority of asthma care takes place in primary care, however when asthma is poorly managed 

https://bit.ly/2bwUaRl
https://bit.ly/2k6zU1p
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this can result in hospital admissions.  

• There have been a number of high profile asthma deaths that have been directly attributed to risk 

factors for a life-threatening asthma attack not being identified and acted upon. These were 

exacerbated by lack of data sharing.  

• The National Review of Asthma Deaths in 2014 concluded that two thirds of asthma deaths would be 

preventable by better management.   

• Ensuring that health care professionals have access to complete information on a person’s asthma 

could play a role in stopping preventable asthma deaths.  

• Asthma UK wants to see improved data sharing between primary, secondary and tertiary care and 

investment in initiatives that improve the utilisation of real-time data in asthma.   

What, in your experience, is the biggest barrier to improving lung health outcomes with reference to 

treatment, managing lung disease, and end of life?   

1) The low level of funding available for respiratory research restricts innovation and limits efforts to 

address the unmet needs in respiratory. Unlike conditions such as cancer and heart disease, which 

have long been the focus of significant funding and focused, coordinated efforts, respiratory remains 

chronically underfunded and underexposed. Consequently, asthma remains poorly understood and, 

more importantly, ineffectively treated.   

2) Asthma UK’s report, ‘Driving investment in asthma research and innovation’ 

(https://bit.ly/2GqRSlw), outlines a strategy for how personalised medicine might transform asthma 

care.  

3) Asthma is also poorly understood and is often diagnosed as one condition. However, we now know 

there are different subtypes of asthma driven by different disease mechanisms which can change over 

time and respond to different types of treatment.   

4) As an example, for decades steroids have been viewed as a one-size-fits-all treatment to control 

symptoms, yet we are now understanding that perhaps as much as half of people with asthma do not 

respond to steroids.  

5) Even for those people for whom steroids are effective, the side effects can be unpleasant.  

6) Asthma UK’s diagnostics report (https://bit.ly/2ILMtKN) outlines there is an urgent need to invest in 

the development of better diagnostic tools to identify the specific type of asthma someone has, to 

help us ensure accurate diagnosis and appropriate management.   

 

 

 

 

 

 

 

 

 

 

https://bit.ly/2GqRSlw
https://bit.ly/2ILMtKN
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Title   Dr  

Name *   Morag Farquhar   

Are you happy for us to contact you 

by email about your submission to 

the Taskforce?   

Yes  

Are you a: *   Researcher? If so, what's your job title and the name of your 

employer?  

Please provide any extra details   Senior Lecturer, University of East Anglia (UEA)  

Are you responding as an individual 

or on behalf of an organisation? *   

Individual  

Is your organisation part of the 

tobacco industry? *   

Neither, I'm an individual  

Does your organisation have any 

past or current, direct or indirect 

links with - or funding from - the 

tobacco industry? *   

Neither, I'm an individual  

Are you happy for the taskforce to 

publish your response? *   

Yes, and I'm happy to share my name and/or organisation  

Please identify which theme, if any, 

your evidence falls under. This is so 

that we can easily identify which 

part of our final strategy your 

submission may relate to. *   

Research  

Alternatively, upload your answer 

to this question here   blf_taskforce_for_lu

ng_health__lwb_6_recs__mf180518 (1).pdf
 

Alternatively, upload your answer 

to this question below   blf_taskforce_for_lu

ng_health__biggest_barriers__mf180518.pdf
 

 

 

 

 

 

 

 

 

 

 

https://britishlfuk.sharepoint.com/:b:/g/Comms/ERQgl0of-VRJvVIged02NFgBBCCtOSjb4ttcXMyYZg-2bg?e=xoN32A
https://britishlfuk.sharepoint.com/:b:/g/Comms/EeiwxNwq-8JPofxIfNwwBrwB-avHKdQc38PxdHj99mV72A?e=Qv2W4k
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Title   Mr  

Name *   Paul Alexander   

Are you happy 

for us to 

contact you by 

email about 

your 

submission to 

the Taskforce?   

Yes  

Are you a: *   Policy professional? If so, what's your job title and the name of your employer?  

Please provide 

any extra 

details   

RCR Policy & Academic Research Manager, submitting on behalf of Royal College of 

Radiologists & The British Society of Thoracic Imaging  

Are you 

responding as 

an individual or 

on behalf of an 

organisation? *   

Organisation  

Is your 

organisation 

part of the 

tobacco 

industry? *   

No  

Does your 

organisation 

have any past 

or current, 

direct or 

indirect links 

with - or 

funding from - 

the tobacco 

industry? *   

No  

Are you happy 

for the 

taskforce to 

publish your 

response? *   

Yes, and I'm happy to share my name and/or organisation  

Please identify 

which theme, if 

any, your 

evidence falls 

under. This is 

so that we can 

easily identify 

which part of 

Models of care  
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our final 

strategy your 

submission may 

relate to. *   

Alternatively, 

upload your 

answer to this 

question here    

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

https://britishlfuk.sharepoint.com/:w:/g/Comms/EZQorysLMU9IuDSlXWu4Q38BAiJwCjFBUHWEqfyowvgKqg?e=9mJLKY
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Title   Ms  

Name *   Rachel Newton   

Are you happy for us to contact you by 

email about your submission to the 

Taskforce?   

Yes  

Are you a: *   Policy professional? If so, what's your job title and the name 

of your employer?  

Please provide any extra details   Chartered Society of Physiotherapy  

Are you responding as an individual or 

on behalf of an organisation? *   

Organisation  

Is your organisation part of the tobacco 

industry? *   

No  

Does your organisation have any past or 

current, direct or indirect links with - or 

funding from - the tobacco industry? *   

No  

Are you happy for the taskforce to 

publish your response? *   

Yes, and I'm happy to share my name and/or organisation  

Please identify which theme, if any, your 

evidence falls under. This is so that we 

can easily identify which part of our final 

strategy your submission may relate 

to. *   

Models of care  

Alternatively, upload your answer to this 

question here   

 

Alternatively, upload your answer to this 

question below   

 
 

 

 

 

 

 

 

 

  

 

https://britishlfuk.sharepoint.com/:w:/g/Comms/ETSxSrt618VGoMZZM2-pC1ABUkTx6VjTvz-ZJmxiEnMMbw?e=IeK0Gp
https://britishlfuk.sharepoint.com/:w:/g/Comms/ETSxSrt618VGoMZZM2-pC1ABUkTx6VjTvz-ZJmxiEnMMbw?e=IeK0Gp
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Title   Ms  

Name *   Anna Evans   

Are you happy for us to contact you by email 

about your submission to the Taskforce?   

Yes  

Are you a: *   Policy professional? If so, what's your job title and the name 

of your employer?  

Are you responding as an individual or on 

behalf of an organisation? *   

Cystic Fibrosis Trust 

Is your organisation part of the tobacco 

industry? *   

No  

Does your organisation have any past or 

current, direct or indirect links with - or 

funding from - the tobacco industry? *   

No  

Are you happy for the taskforce to publish 

your response? *   

Yes, and I'm happy to share my name and/or organisation  

Please identify which theme, if any, your 

evidence falls under. This is so that we can 

easily identify which part of our final strategy 

your submission may relate to. *   

Data  

Alternatively, upload your answer to this 

question here   

 

What, in your experience, is the biggest barrier to improving lung health outcomes with reference to 

treatment, managing lung disease, and end of life?   

Cystic fibrosis is a progressive and life-limiting genetic condition. Today, the 10,000 children and adults 

with cystic fibrosis will have spent 3 to 5 hours each on aggressive, indiscrete physiotherapy, nebulised 

treatments, and prophylactic antibiotics just to try and keep well. We need more and better treatments for 

cystic fibrosis.   

  

The drug pipeline in Cystic Fibrosis is incredibly rich. New precision medicines tackle the root cause of 

cystic fibrosis, not just the symptoms. No treatments have been able to do this before. There are two 

licensed precision medicines and 13 are in the later stages of development (phase II and phase III). 

Precision medicines will change cystic fibrosis care. However, without reimbursement the UK will be left 

behind. The key hurdle to improving lung health outcomes in cystic fibrosis often access. The 

reimbursement challenges for precision cystic fibrosis medicines are indicators of an increasing problem 

for rare diseases, for chronic diseases, and for precision medicines.  

 

 

 

 

 

 

https://britishlfuk.sharepoint.com/:w:/g/Comms/EWgMT1VGZyNHjXamZAWiqaUB90OER1CbMienqP8gtctLMg?e=YugdRy
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Title   Mrs  

Name *   Sarah Agnew   

Are you happy for us to contact you by email about your 

submission to the Taskforce?   

Yes  

Are you a: *   Clinician? If so, what's your job title and the 

name of your employer?  

Please provide any extra details   ILD specialist nurse, Aintree University 

Hospital, ILD-INN committee member  

Are you responding as an individual or on behalf of an 

organisation? *   

Organisation  

Is your organisation part of the tobacco industry? *   No  

Does your organisation have any past or current, direct 

or indirect links with - or funding from - the tobacco 

industry? *   

No  

Are you happy for the taskforce to publish your 

response? *   

Yes, and I'm happy to share my name and/or 

organisation  

Please identify which theme, if any, your evidence falls 

under. This is so that we can easily identify which part 

of our final strategy your submission may relate to. *   

Workforce  

Do you have evidence to support changes in respiratory policy or service interventions in the following 

areas: treatment and medicines, living with a lung condition, or end of life?   

We are looking for up to three real world examples of policy or practice which would improve 

outcomes for lung patients if introduced or replicated across the country. If you have any costing 

evidence related to this, please include this too.   

ILD-INN Evidence for the Respiratory Taskforce  

  

Example 1 – Evidence on Workforce Training to Improve management of Lung disease  

Throughout the UK as a whole support for post graduate education for all allied health care 

professionals in the NHS is very poor. There is little if no funding for courses and ongoing education 

despite it being identified as a necessary requirement to maintain registration.  

Over recent years ILD has been developing and many more HCP’s are required to manage complex 

patients with ILD.  

The ILD-INN (Interdisciplinary network) was originally set up to address education and support needs 

for HCP’s working with patients with ILD to help improve education and therefore improve 

identification of possible ILD’s, diagnosis, management and palliation. The ILD-INN has also been 

working in collaboration with Action for Pulmonary Fibrosis to improve education and understanding 

of IPF and all interstitial lung diseases throughout the UK.   

A key area being focused on is Primary care, to enable HCP to be able to acknowledge ILD as a 

differential diagnosis and identify when patients need to be referred to secondary care for further 

investigation, management post diagnosis and palliation. This is now being expanded to secondary 

care to improve management including available treatments, symptom management and palliation.   

Equipping HCP’s with the knowledge and tools to be able to manage the complex issues respiratory 

patients in general and especially ILD patients is vital to improving all aspects of patient care from 

identification, referral, diagnosis, management and palliation.  

  

Example 2 – Evidence on Effective Treatment of lung disease  
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Initially oxygen guidelines for respiratory patients have been based on research conducted on patients 

with obstructive airways diseases and specifically COPD. These guidelines are now the basis for 

managing all respiratory conditions including restrictive conditions such as ILD. These patients have 

long been identified as having different requirements for prescribing oxygen and unlike COPD patients 

benefit from being provided with exertional oxygen before requiring LTOT. Unfortunately this is 

meaning that access for patients to ambulatory oxygen around the UK is very mixed.  

There have now been numerous retrospective studies identifying the need for ambulatory oxygen for 

ILD patients and now the 1st randomised controlled, cross over trial showing the benefits to QOL with 

ambulatory oxygen in ILD.   

  

AmbOx: A Randomised Controlled, Crossover Trial Evaluating the Effects of Ambulatory Oxygen on 

Health Status in Patients with Fibrotic Interstitial Lung Disease, ATS Journal, 2017, Dina Visca et al   

There is now a need to develop oxygen guidance that is beneficial for all respiratory patients. The ILD-

INN supports the use of ambulatory oxygen in patients with ILD if there is evidence of desaturation on 

exertion below 88% even if resting saturation are within normal levels. All ILD patients should have 

this checked at every contact with HCP’s.  

  

Example 3 – Evidence of how to improve patient access to medicines + provide high quality palliative 

care  

Most respiratory patients can experience breathlessness as part of their condition and need to be 

effectively managed. This can be very challenging. Currently there is little research or guidance to 

manage this symptom effectively.   

In most cases we should be initiating symptom management (palliative care) in ILD patients from 

initial diagnosis and HCP’s need to have the confidence and knowledge to know when to use 

appropriate treatments.   

It is recognised in clinical practice that a multi factual approach is best. The use of medications, such 

as opioids and benzodiazepines, has long been recognised as useful in certain situations, such as 

managing breathlessness in ILD. There needs to be careful guidance on the use of these drugs to 

avoid sedation and respiratory suppression but they do have a place in symptom management.   

Specific guidance needs to be developed and wider access to breathlessness Intervention services such 

as is available at Addenbrookes, in Cambridge for all respiratory patients should be developed. For 

most people breathlessness is a progressive and frightening symptom to their disease and we need to 

develop better services to enable HCP’s to support patients who suffer with it.   

Alternatively, upload your answer to this question here   

 

What, in your experience, is the biggest barrier to improving lung health outcomes with reference to 

treatment, managing lung disease, and end of life?   

  

There are many barriers to improving lung health that we all face but lack of resources is the biggest 

barrier, in our opinion.   

In a lot of cases it is advanced health care professionals who are driving change in patient care, 

symptom management and support. Unfortunately this is a recourses that is under recognised and not 

well supported. There is a lack of educational support for staff to update themselves and advance their 

knowledge without funding it themselves and doing courses in their own time.   

  

https://britishlfuk.sharepoint.com/:w:/g/Comms/EfX5Oj8Awl5PkHekK4v37vAB0GQq2X2VyRux58R-uGgeng?e=tX0ISe
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There is interest from HCP's to improve services and provide better outcomes for patients but some of 

the limitations are: 

Time - most HCP's are doing their personal development in their own time outside their contracted 

working hours, which is detrimental to their home lives. Organisations such as ARNS & ILD-INN are 

run and organised by HCP's giving up their own time to provide educational support and guidance to 

other HCP's to improve patient care and outcomes. 

Staffing - in a lot of areas specialist roles are being down graded, and when jobs are becoming vacant 

they are not being filled. Some specialist HCP's are also being used to fill staffing gaps on the wards 

which means they are not able to focus on managing and supporting the patients in their remit. There 

is a high risk of burn out from staff who are regularly needing to work excessive hours. Respiratory is 

a growing area and there are more patients with sometimes very complex conditions and there are 

less staff managing these patients. 

Guidelines - There are guidelines to help to diagnose most conditions but limited guidelines to help 

HCP's manage complex conditions and symptoms. There needs to be an improvement in guidelines 

available to help to support staff to manage the symptoms and progression of conditions, especially in 

newer developing areas such as ILD and identifying when the focus needs to be more on palliation of 

symptoms and planning a good death rather than treatment. 

Title Ms 

Name * Sian WILLIAMS 

Email sian.health@gmail.com 

Are you happy for us to contact you 

by email about your submission to 

the Taskforce? 

Yes 

Are you a: * Other? Please specify below 

Please provide any extra details CEO, International Primary Care Respiratory Group 

Are you responding as an individual 

or on behalf of an organisation? * 

Individual 

Is your organisation part of the 

tobacco industry? * 

Neither, I'm an individual 

Does your organisation have any 

past or current, direct or indirect 

links with - or funding from - the 

tobacco industry? * 

Neither, I'm an individual 

Are you happy for the taskforce to 

publish your response? * 

Yes, and I'm happy to share my name and/or organisation 

Please identify which theme, if any, 

your evidence falls under. This is so 

that we can easily identify which part 

of our final strategy your submission 

may relate to. * 

Models of care 

Do you have evidence to support changes in respiratory policy or service interventions in the following 

areas: treatment and medicines, living with a lung condition, or end of life? 

mailto:sian.health@gmail.com
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We are looking for up to three real world examples of policy or practice which would improve 

outcomes for lung patients if introduced or replicated across the country. If you have any costing 

evidence related to this, please include this too.   

Living with a lung condition  

I have been testing for the last year a model of dance for people with breathlessness, recruited 

from Breathe Easy Haringey and the Whittington/Islington PR services. I run a weekly hour long dance 

class for up to 10 people. My hypothesis is that dance can provide the intensity of exercise of a PR 

class, with the added and evidence-based benefits of the social and psychological impact of dance. 

This can encourage attendance, provide peer support and encouragement, and through music, provide 

an incentive to keep going - to the end of the record...  

  

I've demonstrated the hour-long session to 25 PR leads from London, who agreed there is scope to   

a. incorporate elements into all PR classes  

b. Widen the talent pool of leaders of PR by including dance teachers  

c. Use movement and touch to improve body awareness and sense of breathing.  

  

I am about to start a research project with the University of Durham exploring this further.  

Alternatively, upload your answer to 

this question here   

   

What, in your experience, is the 

biggest barrier to improving lung 

health outcomes with reference to 

treatment, managing lung disease, 

and end of life?   

Fear: Lack of public awareness of how we breathe, how we 

become breathless and when to seek help, and fear of non-

respiratory professionals of breathlessness.   

See the work of London Respiratory Network on breathlessness 

pathway on Respiratory Futures (I was a co-author)  

 

 

 

 

 

 

 

 

 

 

 

 

 

https://britishlfuk.sharepoint.com/:p:/g/Comms/ERr5HyyLETVAjxageBSSzxABTFJoUhf4uauHcUKckpgcwQ?e=Fe9CkW
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Title   
 

Name *   Babu naidu   

Are you happy for us to contact you by 

email about your submission to the 

Taskforce?   

Yes  

Are you a: *   Clinician? If so, what's your job title and the name of your 

employer?  

Are you responding as an individual or on 

behalf of an organisation? *   

Clinical Scientist and Consultant Thoracic Surgeon   

Is your organisation part of the tobacco 

industry? *   

No  

Does your organisation have any past or 

current, direct or indirect links with - or 

funding from - the tobacco industry? *   

No  

Are you happy for the taskforce to 

publish your response? *   

Yes, and I'm happy to share my name and/or organisation  

Please identify which theme, if any, your 

evidence falls under. This is so that we 

can easily identify which part of our final 

strategy your submission may relate 

to. *   

Models of care  

Do you have evidence to support changes in respiratory policy or service interventions in the following 

areas: treatment and medicines, living with a lung condition, or end of life?   

We are looking for up to three real world examples of policy or practice which would improve outcomes 

for lung patients if introduced or replicated across the country. If you have any costing evidence related to 

this, please include this too.   

Recommendation   

Enhanced recovery after surgery programme (ERAS) should be implemented by all UK Thoracic surgical 

Teams  

  

Background   

Around 24000 patients undergo thoracic surgery (mainly lung) every year in the UK 

(https://scts.org/outcomes/thoracic/). About 15 % develop complications mainly in the lung such as 

infection or collapse. This slows recovery and puts patients at significant risk of prolonged hospital stay 

and dying. Many of these surgical patients have an underlying lung disease eg 70 % with lung cancer have 

COPD. ERAS aims to optimise patients pre exisiting conditions before surgery , ensure the best possible 

care during surgical admission and rehabilitation after.   

  

Evidence-based perioperative care protocols pathways are produced by the ERAS Society across a range of 

surgical specialties (http://erassociety.org/). In a meta-analysis of 38 studies, ERAS pathways were seen 

to be effective in reducing hospital length of stay and postoperative complication rates (1). The benefits 

described are achieved by attenuating the homeostatic disturbance and stress response associated with 

surgery (characterized by catabolism and increased oxygen demand), thereby diminishing postoperative 

organ dysfunction and facilitating recovery .  

  

ERAS addresses the patient journey from referral through to discharge. Multiple small improvements and 

https://scts.org/outcomes/thoracic/
http://erassociety.org/
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efficiencies along the entire pathway are adopted in an evidence-based manner by a multi-disciplinary 

team. Individual care elements may not necessarily have significant benefits when studied in isolation, but 

their combination with other elements of the pathway is thought to have a synergistic effect . More 

recently, overall compliance with ERAS protocols has been shown to be associated with better patient 

outcomes (2-4). At the same time, some elements (such as minimally-invasive surgery and early 

mobilization) appear to be more influential than others .  

  

Fast-track multimodal protocols have been described in thoracic surgery and appear to result in a 

reduction in postoperative complications and/or length of stay (5-8). More recently, specific ERAS 

pathways for thoracic surgery have been described (4, 9-12). Systematic review and meta-analysis showed 

that ERAS pathways in lung cancer surgery are associated with reduced complications, a shorter length of 

stay and cost savings (13). The authors noted significant heterogeneity between protocols and highlighted 

the need to develop standardized, evidence-based guidelines for thoracic surgery.  

  

Standardizing perioperative care helps to ensure that all patients receive optimal treatment and is also 

required to measure compliance. The attached international guidance pending publication to the European 

journal of cardio thoracic surgery critically reviews existing evidence and make recommendations for 

elements of perioperative care in thoracic surgery.  

Implementation , assessing compliance and outcomes are likely to make significant impact in improving 

care for patients with lung disease  
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Alternatively, upload your answer to this 

question here   guidelines_for_peri

operative_care_in_thoracic_surgery.pdf
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Title   
 

Name *   
 

Are you happy for us to contact you by 

email about your submission to the 

Taskforce?   

Yes  

Are you a: *   Action for Pulmonary Fibrosis  

Are you responding as an individual or on 

behalf of an organisation? *   

Organisation 

Is your organisation part of the tobacco 

industry? *   

No  

Does your organisation have any past or 

current, direct or indirect links with – or 

funding from – the tobacco industry? *   

No  

Are you happy for the taskforce to 

publish your response? *   

Yes, and I’m happy to share my name and/or organisation  

Please identify which theme, if any, your 

evidence falls under. This is so that we 

can easily identify which part of our final 

strategy your submission may relate 

to. *   

Models of care  

Do you have evidence to support changes in respiratory policy or service interventions in the following 

areas: treatment and medicines, living with a lung condition, or end of life?   

We are looking for up to three real world examples of policy or practice which would improve outcomes 

for lung patients if introduced or replicated across the country. If you have any costing evidence related to 

this, please include this too.   

Alternatively, upload your answer to this 

question here   
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Title   Dr 

Name *   Sabrina Bajwah 

Are you happy for us to contact you by 

email about your submission to the 

Taskforce?   

Yes  

Are you a: *   
 

Are you responding as an individual or on 

behalf of an organisation? *   

Individual 

Is your organisation part of the tobacco 

industry? *   

No  

Does your organisation have any past or 

current, direct or indirect links with – or 

funding from – the tobacco industry? *   

No  

Are you happy for the taskforce to 

publish your response? *   

Yes, and I’m happy to share my name and/or organisation  

Please identify which theme, if any, your 

evidence falls under. This is so that we 

can easily identify which part of our final 

strategy your submission may relate 

to. *   

Models of care  

Do you have evidence to support changes in respiratory policy or service interventions in the following 

areas: treatment and medicines, living with a lung condition, or end of life?   

We are looking for up to three real world examples of policy or practice which would improve outcomes 

for lung patients if introduced or replicated across the country. If you have any costing evidence related to 

this, please include this too.   

Bajwah et al. Palliative care for patients with advanced fibrotic lung disease: a randomised controlled 

phase II and feasibility trial of a community case conference intervention   

https://www.ncbi.nlm.nih.gov/pubmed/26103995   

  
Higginson et al. An integrated palliative and respiratory care service for patients with advanced disease 

and refractory breathlessness: a randomised controlled trial.   

https://www.ncbi.nlm.nih.gov/pubmed/25465642  

  

Alternatively, upload your answer to this 

question here   

 

https://www.ncbi.nlm.nih.gov/pubmed/26103995
https://www.ncbi.nlm.nih.gov/pubmed/25465642



