
throughout as observers and to provide support. Demographic
information; PHQ-9 and GAD-7 scores were collected (Table 1).
Participants completed a semi-structured questionnaire at the
end of the workshop. Framework analysis identified themes
around the impact of attending the workshop.

Abstract P3 Table 1 Participant demographic data

Patients

Gender Female Male

3 10

Marital Status Married Divorced Single

12 1 0

Ethnicity White Asian or Asian British Prefer not to say

11 2

PHQ-9 Normal Mild Moderate Severe

5 4 3 1

GAD-7 Normal Mild Moderate Severe

10 2 1

Carer/Relative

Gender Female Male

13 2

Marital Status Married Divorced Single

12 2 2

Ethnicity White Asian or Asian British Prefer not to say

10 4

PHQ-9 Normal Mild Moderate Severe

4 1 1

GAD-7 Normal Mild Moderate Severe

5 1

PHQ-9: Patient Health Questionnaire 9-Item.
GAD-7: Generalised Anxiety Disorder 7-Item.

Results 13 patients and 16 family members attended the work-
shop. Participants reported benefiting from peer support; identi-
fying with others. They felt emotionally supported through
sharing experiences and appreciated the chance to learn about
practical ways of managing symptoms and accessing other sour-
ces of support. All respondents said they would recommend the
workshop to others diagnosed with IPF and their families. Partic-
ipants reported that more medical information about IPF, its
progression and prognosis would have been useful. Suggestions
included requests for a larger venue and more information on
oxygen.
Conclusions Preliminary data suggests attendance at a workshop
addressing psychological issues is feasible and is perceived to be
a positive experience by patients diagnosed with IPF and their
families. Future workshops will include more time for group dis-
cussion to facilitate peer support. A further two workshop are
planned in July and September. Successive evaluations will con-
tinue to inform the development of subsequent workshops.

P4 PATIENT AND CARER CO-INVESTIGATORS: SHARED
EXPERIENCES OF A RESEARCH STEERING GROUP FROM
THE IDIOPATHIC PULMONARY FIBROSIS PATIENT
REPORTED OUTCOME MEASURE (IPF-PROM) STUDY

1AM Russell, 2AM Doyle, 3D Ross, 3C Burdett, 3J Gane, 2S Fleming, 1Z Aden, 1TM Maher,
1P Cullinan. 1National Heart & Lung Institute Imperial College & Royal Brompton Hospital,
London, UK; 2Royal Brompton Hospital, London, UK; 3Research Steering Group Lay Member
RBH, London, UK
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Introduction The IPF-PROM development project sought to
integrate patients and carers both as participants and co-investi-
gators in the research process. Patients with varied experiences
of IPF and members of the multidisciplinary team including a
clinical psychologist; research nurses, Patient and Public Involve-
ment Lead and a carer formed the IPF-PROM Research Steering
Group (RSG) at the outset of the study.
Methodology Fundamental to PROM development is a robust
approach to the item generation process to support the final
conceptual framework. The RSG had a key role to ensure
patient language was accurately represented. All RSG members:

. Agreed formal terms of reference and role descriptions.

. Reviewed the study protocol.

. Analysed 5 focus groups transcripts individually and
collectively identified themes.

. Applied consensus methods to a list of pooled items collated
from questionnaires that have been used in studies in IPF
populations.

. Assessed the face validity of an electronic Delphi survey
administered to patients, carers and healthcare professionals in
the UK.

. Analysed the free-text comments captured in the Delphi study
using a thematic approach.

. Participated in a Reflective exercise to characterise individual’s
perceptions and motivations for continuing involvement in the
RSG.

Results RSG members contributed a level of sympathy, insight,
compassion and knowledge to the thematic analysis of the focus
groups: a dynamic that enhanced the interpretation of tran-
scripts. Emotions evoked by the transcripts were ‘therapeutic’
rather than ‘distressing’. 200 statements were identified for
inclusion in the Delphi.

Abstract P4 Table 1

Theme Key words/phrases

Individual

perspectives

Valuable; Rich; New; Different

Language and

Understanding

Lay v scientific, medical, research language/terminology: shared

understanding of terms e.g. methodology. Confusion. Valuable;

Enriching

Individual Role and

contribution

Anxiety; Shared anxiety; how to be useful; how to do it; learning

through the process of doing; ‘letting people down’; volume of

work; time pressures: wanting to support/help. Continuum ‘I

have contributed’……… ‘I haven’t contributed’

Emotion Private emotion; meaning for self/others; Sensitive awareness of

issues related to IPF; bereavement; Not feeling emotion –

compartmentalising: RSG business meeting requiring objectivity –

clarity and logical thought

Motivation Professional values – inclusive: understand more about IPF;

contribute to the field; improve services – integrate physiological

and psychological care for IPF patients and families; advance

career; develop closer relationships with staff and the

organisation; learn about latest research and new treatments;

deliver; RSG enhances skill set to educate others

Belonging and

support

Sense of connection; shared and compatible interests

Patient and carers added new and different perspectives on
the use of language; rich discussion preceded consensus. Items
identified in existing questionnaires (n = 315) were reduced
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(n = 58). An additional 18 items were discussed and modified
prior to inclusion in the Delphi.

Several themes were identified following the reflective exer-
cise encapsulating the group experience. Motivation to work in
the RSG whether professionally or personally driven felt comple-
mentary, resulting in a sense of connexion; personal/professional
belonging and learning together (Table 1).
Discussion We advocate the RSG model as feasible, sustainable
and enriching component of the research experience, specifically
in PRO development to enhance content validity. Participating in
group reflection has enhanced our understanding of the RSG
dynamic.

P5 QUALITY OF LIFE AND FUNCTIONAL OUTCOMES IN
POST-TRANSPLANT IPF PATIENTS AGED OVER 70

P Riddell, S Winward, K Redmond, JJ Egan. Mater Misericordiae University Hospital, Dublin,
Ireland

10.1136/thoraxjnl-2015-207770.142

Introduction In recent years there has been a large increase in
rates of lung transplantation for IPF patients. This has driven by
the introduction of the Lung Allocation Score in the US, which
prioritises patients based on treatment need and benefit. Increas-
ing rates of transplantation have led to older patients being con-
sidered for transplant listing. The aim of this study was to assess
the survival, functional capacity and quality of life of IPF
patients aged over 70 attending our transplant programme.
Methods Post-transplant IPF patients aged 70 years or older
were identified from the National Lung Transplant Registry.
Health-related Quality of Life (HRQL) was assessed using the
36-item Medical Outcomes Survey Short Form (SF-36). Func-
tional status was assessed by exercise tolerance, pulmonary func-
tion and level of respiratory support. HRQL was compared to
published datasets from randomised clinical trials of drug ther-
apy as well as prospective studies in lung transplant recipients.
Results 6 patients met the inclusion criteria, mean age 72.5 ±
0.8 yrs. The mean time from transplant was 3.8 ± 1.5 yrs (range
2.3 – 7.0 yrs). Compared to the BUILD-1 trial (similar age, lim-
ited IPF), minimal important clinical differences (MID)1 were
seen across many components of the SF-36 score. These MIDs
included physical functioning (+7.1), health perception (+29.2)
and vitality (+17). Compared to a post-transplant cohort of
younger IPF patients (61.0 ± 1.5 yrs)2 the mental component
score (MCS) was higher in this study (+12.2). These benefits in
MCS were maintained when compared to patients in the IFIGE-
NIA study of N-acetylcysteine and the STEP-IPF study of silde-
nafil. The mean reported exercise tolerance of our patient group
was 1.2 km, and no patient required supplementary oxygen or
respiratory support. Compared to pre-transplant status large
benefits in function were noted (mean pre-transplant 6MWTwas
314 ± 91 m with 6 L oxygen/minute).
Conclusion Lung transplantation provides clinically meaningful
benefits in HRQL and functional outcomes in patient’s � 70 yrs
old. This study highlights that these benefits are comparable to
younger IPF patients who receive lung transplant and more ben-
eficial to those reported in drug trials.

REFERENCES
1 Respir Med. 2010;104(2):296–304
2 J Heart Lung Transplant. 2014;33(5):514–520

P6 EARLY CLINICAL EXPERIENCE WITH NINTEDANIB –

A TWO CENTRE REVIEW
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Hull, UK
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Introduction Clinical trials of pirfenidone and nintedanib have
shown similar reduced rates of lung function decline in patients
with idiopathic pulmonary fibrosis (IPF). In 2013 NICE
approved pirfenidone for use in IPF patients with forced vital
capacity (FVC) between 50% and 80% predicted. More recently,
nintedanib has been available on an individual patient supply
program (IPSP).
Aims Reporting early experience of nintedanib in two tertiary
referral centres, focussing on characterising the treated popula-
tion, assessing the indications for use, and evaluating adverse
effects.
Method All IPF patients attending two tertiary referral centre
ILD clinics who were commenced on nintedanib as part of the
IPSP were included. Data were collected retrospectively from
clinical records and local clinical databases. Data are presented
as mean (range).
Results 75 patients (mean age 70.8 years (50–85), 76% male).
The FVC was 79.2% predicted (35% - 123%) and transfer fac-
tor (DLCO) 45.8% predicted (13% - 74%) prior to commencing
treatment. 54% of patients were prescribed nintedanib because
they did not meet FVC criteria for pirfenidone (FVC >80% in
41% of patients and FVC <50% in 13%). Other indications
included refusal of pirfenidone due to the side effect profile
(15%) or adverse effects requiring pirfenidone discontinuation
(13%). 39 patients (52%) experienced adverse effects on ninte-
danib, the most common being diarrhoea (25%), nausea (13%),
abnormal liver function tests (8%) and lethargy (11%). Adverse
effects required nintedanib to be discontinued in 7 (9%) patients
(diarrhoea (n = 3), abnormal LFTs (n = 2) and patient choice (n
= 2)), dose reduction in 13 (17%) patients, and temporarily
stopped and restarted in 9 (12%) patients.
Conclusion Nintedanib is a relatively new medication and
although there are modest numbers in this review only 9% had
to discontinue treatment. Diarrhoea is the most quoted side
effect from trial data (63% of patients in INPULSIS-2), but in
our observational data only one quarter suffered diarrhoea and
only 3 patients stopping due to this. Although the data is from
early experience the discontinuation rate is favourable compared
with published and local data on pirfenidone (drop out rate
15%). This needs continued review to further evaluate drug tol-
erability and real world efficacy.

P7 INTERIM ANALYSIS OF NINTEDANIB IN AN OPEN-LABEL
EXTENSION OF THE INPULSIS® TRIALS (INPULSIS®-ON)
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