CASE STUDY
HOW LOCAL ACTION CAN ACHIEVE IMPROVEMENTS IN PULMONARY FIBROSIS CARE.

THE BOLTON MODEL

Pulmonary Fibrosis has been a shamefully neglected disease affecting the lives of thousands of people every year. Diagnosis, treatment, information, support, rehabilitation and, crucially, research, have all been woeful. In every town, there will be people experiencing symptoms which neither they nor their GP recognise. When they do eventually get a diagnosis, the shock of hearing there is no cure, and life expectancy is as little as three to five years is devastating. 

In Bolton, we have improved patient care and overall medical experience through active patient involvement to bring about changes in ways of working. This was achieved by local people and so can be replicated elsewhere. This paper explains what has been done in Bolton and how it was done.

Much can be done at local level to raise awareness and create support networks. Bolton is very fortunate in having dedicated and determined individuals who have pushed this forward and we want to share our experience.  

Summary – more background is in the Appendices.
· Local action by patients, through the support group, has persuaded Bolton NHS chiefs to increase services and funding – including providing a dedicated respiratory health nurse, and pulmonary rehabilitation courses. The support group also work with the Bolton respiratory consultant to “educate” GPs on symptoms to look out for, to speed diagnosis and treatment.
· The Bolton support group convinced the heads of Wythenshawe specialist care centre that sharing the care with Bolton Hospital as a “satellite” centre would help to reduce their workload, as well as greatly helping Bolton patients, who then would not have to travel for hours across Manchester, often with oxygen, to get to their appointments.
· Links with other services can provide additional resources e.g. links with Bolton Hospice provided meeting space, psychological services, counsellors and therapies such as “singing for lung health”.
· Contact with MPs can help to raise the profile Pulmonary Fibrosis at a local and national level. They can provide publicity to improve GP awareness and to encourage people to join a group, and in facilitate contact with senior health managers and other potential partners.
· There are various sources of grant funding that can help local support groups. (Appendix 2)
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APPENDIX 1 

BACKGROUND 

The Support Group
Leader – Steve Milward
Secretary – Carol Fielding

The support group was started in 2018 when Steve Milward, John Latham and Kenneth Ruscoe, who had just finished Pulmonary Rehab, decided that more was needed. So, they started a support group. Sadly, John and Kenneth are no longer here. But now there are more than 50 members. Carol Fielding was diagnosed with PF in 2018 and knew the value of support groups from her professional work as a cardiac specialist nurse. She joined the group and became its secretary. Because of her background, she was determined to improve diagnosis and treatment of PF. 

Initially meetings were held in a town centre location every month and went on to meet on Zoom during the pandemic. We exchanged information on our experiences of diagnosis and treatment. We engaged clinicians to address our group. Members of the group found this extremely helpful in getting on with their lives and became more confident in dealing with their diagnosis and their specialists. Carol contacted Bolton North East MP Mark Logan to gain his support and we are delighted with the strong backing he has given us.   

Actions – with local hospitals, with specialist centres, and with other partners

Local health services

[bookmark: _Hlk141865612]Much can be achieved by “taking the bull by the horns” and getting the attention of prominent people. Steve contacted directly the CEO of the Bolton hospital trust, Fiona Noden. By establishing a rapport with her, he gained her support for many initiatives, including a dedicated PF clinic and eventually a specialist PF nurse which had been turned down flat when first requested by the hospital’s respiratory team. The support group is also lobbying local GP’s along with our local respiratory consultant, Gareth Hughes, to “educate” them on symptoms to look out for, to speed diagnosis and treatment.

Specialist centres

The specialist care centre in the Northwest is Wythenshawe, south of Manchester. Bolton is north west of Manchester. Travel from home to the specialist centre across a major conurbation, takes at least 40 minutes and the return journey around the M60 can take 6 hours, maybe more. In many cases patients cannot travel these distances over these time scales because they are a) too unwell and b) cannot transport enough oxygen for the two way journey. 

In 2020, Steve lobbied Professor Donna Hall CBE and Helen Morris Lead Specialist ILD Nurse Wythenshawe to achieve Bolton’s status as a satellite care centre. This had previously been proposed by Bolton hospital staff but dismissed as too expensive, but this was important to those living with PF so that assessment, review, advice and so much more can be dispensed in Bolton without having to travel to Wythenshawe. 

This also helps the specialist centre. Wythenshawe was struggling with the increased demand on PF. As Bolton takes more care, the pressure on Wythenshawe, which must still be the first port of call on diagnosis, is reduced. 

Links with other partners

Steve continued to look for a suitable meeting venue after lockdown and eventually approached Bolton Hospice. We didn’t know it at the time but this was pivotal and led to many improved services, which help people long before the traditional end of life support of a hospice may be needed. A massive bonus is that the Clinical Director of the hospice, Dr Ellie McCann, is also a former respiratory consultant. 

[bookmark: _Hlk141864283]The support group now has access to the hospice’s specialist services. As you can appreciate, a diagnosis of life expectancy of 3 to 5 years, with no cure and only limited treatment can be psychologically devastating. The hospice provides access to psychological services, therapies and counsellors. It is also starting to provide “singing for lung health” therapy which has been shown to help people feel more in control of their breathing and manage their symptoms better. Other alternative and complimentary therapies are available, as well as chaplaincy and bereavement counselling, aimed not only at patients but also their carers who are also living with pulmonary fibrosis.

The link with Bolton Hospice is proving so much more than could ever have been imagined. Yes, we have access to a lovely meeting room but our group is able to access so much more, not least psychological support from a qualified clinical psychologist specialising in the mind and physical health. When ‘our’ time comes we, as individuals, are reassured that we will be cared for by caring, professionals in a supportive environment. 




APPENDIX 2

Sources of funding

It is surprising how much funding can be accessed if you look hard enough! These are a few examples.

Pulmonary Rehabilitation

There is much evidence to show both the human and cost / benefits of pulmonary rehabilitation. Although pulmonary rehabilitation was well established in Bolton, it was not readily accessed by PF patients and was primarily targeted patients with Chronic Obstructive Pulmonary Disease (COPD), which is different from Pulmonary Fibrosis.  Funding was available for patients with COPD but not available for patients with PF. 

Funding was obtained in 2017 from the Royal Bolton Hospital NHS Trust for one 8 week course of Pulmonary Rehab for 10 people. All 10 people who started the course, completed the course, which is not often the case with COPD patients. 

Steve was awarded a National Lottery Community Fund grant of £9,956 on the 28th February 2022. This allowed him to work with Niall Bradley, lead Strength and Balance Instructor, from Age UK Bolton  to develop a continuation programme of exercise via Zoom during lockdown and further developed links with Bolton Hospice. This allowed them to continue Pulmonary Rehab “face to face” after lockdown, in a COVID free environment. Zoom links were continued for people understandably nervous of face to face exercise or unable to attend due to distance, illness etc. This continues to slowly and steadily grow and Niall develops and monitors the programme continually. The group reapplied in 2022 and 2023 and managed to secure additional funding from the National Lottery Fund to be able to continue, the increasingly popular, Pulmonary Rehab Session. Referrals are now being made from the Royal Bolton Hospital Respiratory department, GP surgeries, and Bolton Hospice 


Singing for Lung Health / Musical Breath

The British Lung Foundation offered grants for 6 individuals to train with Phoene Cave, from “The Musical Breath” in the skills and techniques in Singing for Lung Health. Bolton Pulmonary Fibrosis Support Group obtained a grant of £500 to train local professional Vocal Coach, Actor and Theatrical Director James Cave, (not related). On completion of the 8 week course the group was approved as a Recognised Centre for Singing for Lung Health, by the British Lung Foundation to individuals living with Pulmonary Fibrosis.

Singing for Lung Health was pioneered by Phoene Cave at the Royal Brompton Hospital London 25 years ago, due to its success, she went on to create “The Musical Breath” to provide high quality training, including Singing for Health, and workshops using the combined skills of a multi-disciplinary team of respiratory, music and voice specialists. 

Singing for Lung Health provides training for singing leaders and allied health professionals.  In addition, conscious of how music, movement and mindfulness can counter breathlessness, we also offer other services to support those who experience, live, or work with people for whom better breathing can support better health and wellbeing. 

A Bolton Fund grant for £3,885 was granted, to cover the cost of room hire, Singing for Lung Health certified tutor, music, books, percussion instruments, publicity etc.

Virtual Ward / Remote Patient Monitoring 

patientMpower is a digital healthcare company providing virtual care solutions for people living with chronic illnesses. It is a pioneer in Digitally Enabled Patient-Centred Care. It aims to empower patients to better manage their own care and, by gathering their own data they can initiate earlier interventions  Its digital care platform has been designed with ILD clinicians and patient organisations to support specialised patient-centred care for interstitial lung disease. Its headquarters are in Dublin with offices in the UK and the US. 

patientMpower generously supplied 30 handheld home spirometers, Smartphone Apps and HCP monitoring software, at no cost. The only cost we had to find was for 30 software licences. The Pulmonary Fibrosis Trust provided a grant of £5,200 to cover the cost of the software licences, which allowed the Virtual Ward / Remote Patient Monitoring System to be implemented at the Royal Bolton Hospital. This enabled - 

· Patient-centred care
Data-enabled treatment decisions can be made according to patient need, not as determined by the appointment review schedule.

· Early prediction of disease progression
Frequent home spirometry enables more sensitive prediction of disease prognosis than periodic hospital-based measurement.

· Rapid identification of exacerbations
Automated alerting of lung function decline enables earlier patient management. 


   
