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FIBROSIS FEDERATION

Through its 22 member organisations from 
all over Europe who unite their voices, share 
experience and knowledge and communicate 
about Pulmonary Fibrosis (PF) care and treat-
ment on a national level, the European Pulmo-
nary Fibrosis Federation (EU-IPFF) creates 
impact and exerts infl uence on how individual 
countries handle the disease.

We serve as the trusted resource for a united 
PF patient voice by raising awareness, provi-
ding disease education, advancing care, and 
promoting research.
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secretariat@eu-ipff.org
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Progressive pulmonary fi brosis is a devas-
tating disease with a life expectancy of only 
3-5 years, no known cure and few treat-
ments. More people die from pulmonary 
fi brosis than some well-known types of 
cancer, but few people have ever heard of 
the disease. Patients face tough challenges 
due to slow diagnosis and diffi culties in 
accessing treatments and supportive care. 
They fi ght both the disease and the lack 
of understanding among policymakers, 
doctors, researchers and the public. It is 
vital we do all we can to raise awareness of 
this cruel disease affecting so many Euro-
pean families and to encourage people 
to go and see their doctor at the fi rst 
symptoms since early diagnosis and early 
treatment lead to better outcomes.

Steve Jones
Patient & EU-IPFF President (UK)
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In the next 5 years we will see 
a dramatic change in how we 
treat patients with PF.

Helen Parfrey, Chest physician (UK) 
#PFSUMMIT21
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Klappse i te  innen

Patients already lose a lot of lung 
function during the process of dia-
gnosis. Awareness campaigns 
play an important role in getting 
patients to see a general practitio-
ner and avoid delayed diagnosis. 
My urgent appeal would be: Don´t 
underestimate PF! As a patient, see your 
GP at the fi rst signs and symptoms; as a GP, 
refer to a specialist at early stages; to my col-
leagues, start treatment as soon as possible.

Liam Galv in
Former Carer & EU-IPFF 
CEO Secretariat (Ireland)

Marl ies  Wi jsenbeek
Lung Specialist (The Netherlands)
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WHAT IS PF?
Pulmonary Fibrosis (PF) is a progressive, 
irreversible, chronic lung disease causing 
scarring of the lung tissue with no known 
cure. In Europe it currently affects more 
than 300,000 people with over 50,000 lo-
sing their lives to PF each year. The most 
common type of PF is IPF (Idiopathic Pul-
monary Fibrosis), accounting for 200,000 
patients in Europe. The average life expec-
tancy following diagnosis is about three to 
fi ve years, but early diagnosis and early 
treatment could improve this.

BREATHING LIFE
Despite PF being such a serious disease, 
there is still a lack of awareness, which 
can result in late diagnosis, losing valuable 
treatment time and, above all, time to enjoy 
life. Therefore, PF Awareness Month using 
the slogan Breathing Life wants to draw at-
tention to PF, its implications and the chan-
ges it brings about in daily life as well as the 
physical and psychological strain that the 
disease places on patients and their loved 
ones – but also to the essential moments of 
lightness, normalcy and happiness that pa-
tients with PF still experience despite this 
burden.

Pulmonary Awareness

HOW CAN I HELP 
RAISE AWARENESS?
We would like to ask you and everyone who 
has been affected by this disease in any 
way – patients, carers, clinicians, resear-
chers and others – to join us and the world-
wide PF community and share their story on 
social media using both #BreathingLife and 
#PFMonth during PF Awareness Month in 
September as well as IPF Awareness Week 
running from 18 to 25 September. 

For more information, ongoing updates 
and content in the run-up to PF Awareness 
Month, please keep an eye on our website 
www.eu-ipff.org/awareness
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To have my wife diagnosed with an 
unknown disease was a shock, especi-
ally when we found out it was so serious. Its 
symptoms impacted all our lives. She strug-
gled for breath. But with support from a pati-
ent group we adjusted our lives and enjoyed 
the things we could do rather than focus 
on what we could not. Anxiety for patients 
& carers alike is a big issue and one made 
harder by people not knowing the disease. 
Cancers are well known and unquestioning 
sympathy and support is rightly given. But for 
us we had to explain each day how serious 
pulmonary fi brosis is. This needs to change.
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