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13th October 2017
Dear Judy, Trustees and members
Re: Travel Scholarship for ERS 2017
I would like to express my sincere thanks to Action for Pulmonary Fibrosis for supporting my attendance at ERS Congress in Milan through the award of a
travel scholarship. This is my ninth consecutive attendance at ERS and I have seen the nature and volume of research into IPF expand in depth and breadth
over that period of time. Yet we still face challenges in optimising the quality of life for people afflicted with idiopathic interstitial pneumonia.
Learning from work conducted in COPD we undertook a series of exploratory workshops to find out if singing interventions should be modified for people
living with fibrotic lung conditions. We also wanted to understand if singing combined with postural awareness, mindfulness techniques and relaxation
could be beneficial for people living with fibrotic lung conditions. Working with Phoene Cave, experienced music therapist, Adam Lewis post-doctoral
research physiotherapist and Karen Taylor of Royal Brompton and Harefield Arts we delivered a 12 week iterative and bespoke programme. I was privileged
to present our work on behalf of the team on Rhythm and Song: Breath management for participants with fibrotic lung conditions at a thematic poster
session at ERS congress. The poster presented is appended below. The project was supported by a research grant from the BLF. Our poster was ranked in
the top 3 posters by the chair Stephanie Mansell alongside Respiratory Physiotherapy Practice in Turkish ITU and Compensatory movement strategies
during movements of the upper quadrant in patients with COPD in Portugal.
Our work generated a great deal of discussion – not only at ERS. I was invited to take part in a webinar with Elisabeth Estes of Three Lake Partners and Bill
Vick from PF Warriors in the US to discuss the development of our programme. The webinar can be accessed at: https://www.facebook.com/pfwarrior/

As secretary to group 9.3 in Assembly 9 I had many responsibilities to attend to during congress in particular supporting the Nursing Group oral
presentations and poster discussion sessions. There is a need to grow the nursing respiratory specialism pan Europe to ensure that the profession has a
strong future and associated positive impact on clinical service delivery and clinical research.
My chairing responsibilities were shared with Saskia Weldam post-doctoral researcher in Nursing Science at the University Medical Centre Utrecht and
Katleen Leceuvre Specialised nurse in interstitial lung disease, University Hospital Leuven, Belgium. Subsequent to this Katleen was invited to write an
article for ERJ Breathe on nursing perspectives. Both Saskia and Katleen are supporting the translation of the IPF Patient Reported Outcome measure.
Whilst the majority of discussions in the Delivering person-centred care across the spectrum of respiratory nursing session focused on COPD and Asthma,
Geraldine Burge presented data form her unit on anti-fibrotic prescribing. Mrs Burge highlighted the important role ILD clinical nurse specialists play in
supporting adherence to treatment in the early stages. We identified that shared pathways of care require further work.
Our poster discussion session: Nursing practice across respiratory care pathways gave rise to lively discussions. Bettina Korn, End of Life Care Coordinator at
St. James's Hospital Dublin presented work on advanced life care planning using the Hospital One year Mortality Rating tool and identified learning needs
for healthcare professionals to deliver information to patients in more effective and timely ways. As I write this report on the eve of Palliative Care world
day I reflect on approaches that are needed to support clinical nurse specialists to support patients and families to live well with fibrotic lung conditions. If
you are interested in this too do read our review published on line ahead of print on 13th October 2017 which offers an international perspective:
http://thelancet.com/journals/lanres/article/PIIS2213-2600(17)30383-1/fulltext .
We also discussed the merits of telemedicine and tele-health in our poster session with the conclusion that mixed approaches are needed to respond to
differing patient needs underpinned by investment in administrative support. The nursing group is the smallest group in Assembly 9 yet we have trebled the
number of abstracts submitted in the last 2 years and more than doubled membership in the last 3 years. We are keen to continue this trend and value the
support that Action for pulmonary Fibrosis offers, in particular, travel scholarships. Thank you.
Sincerely

Anne-Marie Russell
Clinical Research Fellow

