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June 2019 Newsletter

Welcome Note
Welcome to our June Newsletter – updating you on the latest member news, scientific articles,
policy and advocacy news, and of course what EU-IPFF has been up to in the last month.

Please do not hesitate to send us information on a continuous basis and please add photos of
events, people and/or other illustrations that might catch the eye.

Policy and Advocacy
EU-IPFF sponsors the ILD-INN Mentoring Programme for nurses and allied
healthcare professionals 
 

The EU-IPFF is pleased to announce their 2nd year of
sponsorship of the ILD-INN Mentoring Programme which is
designed to have a positive impact on the personal career
aspirations and development of participants and to enhance
clinical / research productivity and leadership. This confers
benefits for the patient through the provision of evidence-
based care and an improved patient experience.

The ILD Network Mentoring summer school was launched in
2018 with the support of the EU-IPPF and Hoffman La
Roche.  In 2018 the programme saw specialist nurses from
Belgium, Croatia, Ireland and Poland either enroll in a
yearlong programme of knowledge exchange or attend the
accredited ILD-INN international conference. This year the

EU-IPFF hopes to continue the success of promoting the vital contribution that specialist nurses
make for the IPF Patient Community and the experience that the experts of the ILD-INN network
can share across the EU states.

Dr Anne Marie Russell program leader (photo) said: “Patients want the best from and the best for
their healthcare providers. Healthcare professionals want the best for their patients but they can
only deliver this if they feel supported and valued and have time to stop and think to reflect and
learn. By investing in and mentoring nurses and allied healthcare professionals we aim to retain
clinicians in the ILD specialism supporting professional development and supporting continuity in
care for patients. We are sowing acorns but we hope that our approach will become increasingly
embedded in ILD practice.”
 
Please read more about the mentoring programme here.

Maltese patients await IPF Treatment

Maltese sufferers of IPF do not have access via a reimbursement process to the two approved
IPF treatments available in most other EU countries.
This is different from other 13 EU nations which the EU-IPFF benchmarking report showed.
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The EU-IPFF is actively seeking why this is the case? We currently await an official response
from the Maltese authorities or the EU parliament members who serve their nation and have a
mandate to assist patients with rare diseases like IPF.

In the meantime we urge everybody to keep an eye on this issue and address the EU Maltese
representatives at  @EU-Maltese and @ECRepMalta through tweets and posts.

Communications

The #MyIPFstory Campaign is on

Again this year we will create awareness
through the #MyIPFstory Campaign about IPF
through personal cases, distributed on
social media all over Europe. Prepared video
material will be available with people telling
their stories as patients or relatives to loved
ones with IPF. When this material becomes
available we urge everybody to use it and
distribute it. 

BUT you can all make a huge difference by making your own small video cases by using your
smartphone and uploading to your own Facebook - to https://www.facebook.com/EUIPFF/ to
Instagram, Twitter and Linkedin Please see an example here.

We look forward to seeing a lot of #MyIPFstory examples all over Europe in the coming months.

Member News
Spain: AFEFPI won 2 awards this month of June for its public health
presence and collaboration projects

On the 21st of June The Pneumology and Thoracic surgery society of Madrid (NUEMOMADRID)
awarded AFEFPI due to their constant work in public health.

The Spanish Federation for Rare Diseases (FEDER) recognised the work of Dr. Rosario Perona
and the AFEFPI and their collaboration in the research study on the Telomere length in IPF
patients as criteria to better understand the genetic character of the disease to better advise
families with patients suffering the disease.
Carlos Linés, the president of the Asociación de Familiares y Enfermos de Fibrosis Pulmonar
Idiopática y Fibrosis Pulmonar Familiar (AFEFPI)  collected the award in the ceremony.
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UK: The Pulmonary Fibrosis Trust has their annual Picnic in the Park

On June 2nd  the Pulmonary Fibrosis Trust had their annual Picnic in the Park. Despite some
intermittent rain there was a great turn out and hundreds of people turned out to enjoy the live
music, many stalls, food vans and fair.

This year an amazing £2125 was raised and will go towards helping people living with
Pulmonary Fibrosis.

 

Poland: On the 25th of May the IPF Polish society hold their annual
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General Assembly and an educational meeting
for patients
 
At the first part of  the day the educational meeting was held with 3
different topics:

Rehabilitation and physical exercise practise.
Prof. Bartosz Kubisa and Dr. Maria Piotrowska talked about lung
transplantation. 
Complex care about IPF patients.

In the second part of the day the General Assembly was held. Mr. Dariusz Klimczak was re-
elected as president of IPF Polish Society. During the GA the group discussed their plans for
plans for 2020,  the IPF week and IPF Summit 2020.

Scientific News
Below please find a selection of IPF articles recommended by the EU-IPFF Scientific Advisory
Board

ANCA-antibody positivity uncommon in North American patients with IPF 
ANCA have been reported to occur in 7-10% of patients with idiopathic pulmonary fibrosis (IPF),
but their clinical relevance remains unclear.  The authors of a study, published in Chest, have
shown that ANCA-antibody positivity is uncommon in North American patients with IPF and not
associated with baseline disease severity or transplant-free survival; however, a significant
proportion of MPO-positive Myeloperoxidase (MPO) IPF patients develop clinical vasculitis. The
study aimed to estimate the prevalence of antineutrophil cytoplasmic antibodies (ANCA) in a
North American population with IPF and evaluate their clinical significance. Two independent
cohorts of patients diagnosed with idiopathic pulmonary fibrosis (IPF) were included in the study.
Myeloperoxidase (MPO) and proteinase 3 (PR3)-ANCA antibodies were measured in all patients
and the prevalence and associations of ANCA antibodies with clinical characteristics and
transplant-free survival were evaluated. 
Please find the abstract here

Two phase III studies of a novel therapy to meet an unmet need
BMJ Open Respiratory Research has published an article informing about the design of two new
phase III studies of a novel IPF therapy, GLPG1690. Current standards of care for idiopathic
pulmonary fibrosis (IPF) slows disease progression, the prognosis, however, remains poor.
There is an unmet need for novel, well-tolerated agents that may reduce the decline of lung
function and improve quality of life.
The two phase III, studies which were initiated in November 2018 are identically designed. They
are international, randomised, double-blind, placebo-controlled, parallel-group and multicentre
studies. In each study, 750 patients with IPF will be randomised to receive oral GLPG1690 600
mg, GLPG1690 200 mg or placebo, once daily, on top of local standard of care, for at least 52
weeks. The primary endpoint is the rate of decline of forced vital capacity over 52 weeks. The
key secondary endpoints are week 52 composite endpoint of disease progression or all-cause
mortality; time to first respiratory-related hospitalisation until end of study; and week 52 change
from baseline in the St George's Respiratory Questionnaire total score (a quality-of-life
measure).
Please find the abstract here.
 
Long-term treatment with PRM-151 well tolerated and with persistent effects  
The Lancet has published the result of 28-week double blind study that showed reduced decline
in percentage of predicted vital capacity and stabilized 6 min walking distance when treated with
a recombinant human pentraxin 2 protein over a 28 week period.
The study was an open-label extension study over 76-weeks for patients who completed the 28-
week double-blind period of another trial, PRM-151-202. Of 116 patients who completed the
double-blind treatment period, 111 entered the open-label extension study (74 from the PRM-151
group and 37 from the placebo group). A persistent treatment effect was observed for PRM-151
in patients who continued treatment, with a decline in percentage of predicted FVC and in 6-min
walking distance of. In patients who started PRM-151 during the open-label extension study,
compared with the slopes for placebo, decline reduced for percentage of predicted FVC and 6-
min walking distance. The authors find long-term treatment with PRM-151 well tolerated and that
the effects on percentage of predicted FVC and 6-min walking distance were persistent on
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continuation and positive in patients who crossed over from placebo. The findings support further
study of PRM-151 in larger populations of patients with IPF. 
Please find the article here 
 
 
 

Inside EU-IPFF

The EU-IPFF will have the Annual General Meeting in Amsterdam on the 12-13th of July
 
During the next AGM we will be discussing the next 3 year plan for the EU-IPFF (2020-2022).
Where do we want to goand what our key focus points.

A lot of exciting things to come!
 

Check out the EU-IPFF in the different social channels for more details on our activities: 

                                                                 
                        

Member News

Copyright © 2019 EU-IPFF, All rights reserved.

You can get in touch with EU-IPFF at secretariat@eu-ipff.org
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Want to change how you receive these emails?
You can update your preferences or unsubscribe from this list

This email was sent to <<Email Address>> 
why did I get this?    unsubscribe from this list    update subscription preferences 

EU-IPFF · Jules De Cocklaan 95 · Gentbrugge 9050 · Belgium 
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