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Responses gathered from 273 patients across Europe

42% of patients took more than a year to be diagnosed

Countries with participants in the survey Diagnosis of patients

78.0% 
Idiopathic pulmonary 
fibrosis

7.0% 
Other/no response

0.7% 
Chronic hypersensitivity 
pneumonitis

10.3% 
Sarcoidosis

4.0% 
Autoimmune-related 
pulmonary fibrosis

  Spain 59 (21.6%) 

  Belgium 55 (20.1%)

  UK 50 (18.3%)

  Italy 47 (17.2%)

  Germany 29 (10.6%)

  The Netherlands 9 (3.3%)

  Bulgaria 7 (2.6%)

  France 5 (1.8%)

  Poland 5 (1.8%)

  Austria 4 (1.5%)

  Romania 1 (0.37%)

  Ireland 1 (0.37%)

  Norway 1 (0.37%)  

88%

12%

First
symptoms

General practitioner/
Primary care practice

General
hospital

Diagnosis of
Pulmonary Fibrosis 

People face a slow and uncertain journey to diagnosis and there are delays at each 
stage of the journey

29% 
of patients waited over 
6 months to see a GP 

after developing symptoms 
- mainly because they were 
not concerned about their 
symptoms or thought they 

were just getting old

36% 
of patients waited over 
3 months from the time 

of their first appointment 
to receive a diagnosis 

44% 
of patients were referred 
to hospital on their first 

visit, but 18% visited their 
GP over four times before 

being referred

20% 
of patients referred 

to hospital had to wait over 
3 months to get 

an appointment because of 
long waiting times

30% 
received a diagnosis 

within 3 months

28% 
of patients waited between 

3 months and 1 year 
for a diagnosis

42% 
received a diagnosis 

after 1 year

The survey was undertaken by the EU-IPFF, supported by Galapagos.*

Patient journey in pulmonary fibrosis. This journey was developed from quantitative and qualitative data collected 
in a survey of patients diagnosed with pulmonary fibrosis across Europe. The survey was conducted in June 2020. 
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The patient journey is one of worry and anxiety

The 50 most frequently mentioned words or phrases are included.

worried
disease cough

bad heart

bad patch

old age

lung cancer
anxiety

kidney failurefrequent coughing

distressing feeling

lung fibrosis

certain discomfort
feeling powerlesssense of fear

breathless

serious illness

overriding disappointment

big problem

a significant problem chest infection

absolute pain

pulmonary fibrosis
sleepless nights

heart problem

general concerns
typical concerns

lung specialist

uncertainty

flu

heart attack

frustrationfearpneumonia
less breathing capacity severe fatigue

shortness of breath

lack of knowledge

normal illness

major concerns

terrible time

feeling of age

temperature swing

concerns

sadness

heart defects

lack of information

lots of questions

loss of energy

allergy

Doctors and nurses generally explain the diagnosis 
to patients but do not provide other information

of patients were given an 
adequate explanation of their 
diagnosis by a doctor and/or 
specialist nurse; however, the 
majority of patients received no 
other information 

or less of patients were 
provided with printed 
educational materials or 
referred to a support group

80%
Only 

6%
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Information on the 
nature and clinical 

course of their 
condition

Support from 
nurses

Medical and 
scientific materials 

to read

Support group 
recommendations

Regular lung 
function tests 

Practical tips 
and advice

Access to a 
psychologist

Earlier 
diagnosis 

What patients found useful:

What patients wish they had received on the path to diagnosis:

Conclusions

Late diagnosis remains a challenge. Many patients experience a long and difficult 
journey to diagnosis, with 42% of patients waiting over 12 months

The slow and uncertain journey to diagnosis causes patients anxiety and could delay 
access to treatments that may slow the progression of the disease

This is unacceptable given that the life expectancy of people with progressive 
pulmonary fibrosis is 3–5 years – worse than many types of cancer

Call to action

Call for earlier diagnosis: There is an urgent need to speed up the diagnostic 
pathway. We need to raise awareness of pulmonary fibrosis in the general public, 
educate primary care providers and pulmonologists in diagnosing the disease and 
fast track patients with pulmonary fibrosis, as happens with cancer patients

Call to provide patients with more information and support at all stages of the 
diagnostic journey to reduce anxiety and improve their quality of life
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Advice from patients with pulmonary fibrosis

Push for a speedier diagnosis

Seek as much information as possible from healthcare professionals at all stages 

Remain positive 

“Don't wait; trust the specialists and follow their advice”
–A patient from Belgium

“In case of a cough and fatigue, don't hesitate to consult a specialist to get 
a diagnosis as quickly as possible and a psychologist for support when the 
disease is diagnosed. Ask questions”
–A patient from Belgium

“Have good people around you – never go alone to doctor's appointments, 
and look for an association specialising in pulmonary fibrosis to better 
understand the illness and to hear the views of other patients”
–A patient from France

“Take notes with you when you consult a doctor. Always ask questions. 
Get a second opinion”
–A patient from Germany

“Don't stop taking good care of yourself, do physical activity as much as 
possible, and always hope that research will continue to find a drug that not 
only slows down the fibrosis of the lung, but also blocks it and makes it recede”
–A patient from Italy

Seek help early (especially if breathless or have a persistent cough)
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Top tips from patients with pulmonary fibrosis

Developed in collaboration with Galapagos. *Galapagos financially supported the survey and had direct involvement in developing the 
questionnaire and report in collaboration with the EU-IPFF. Logistical and medical writing support was provided by emotive. 

The sample of this survey is limited to EU-IPFF member organisations. All information provided by respondents is anonymous and will 
remain so in all communications. Perceptions from healthcare professionals and patients located in countries not represented by the 
EU-IPFF are not covered by this survey. Please note that some 
results have been translated into English from the original language; therefore, there may be slight differences from the original.

GL-IPF-NA-202102-00006  | January 2021 

The full report will be available on the EU-IPFF website in 2021.

About the European Idiopathic Pulmonary Fibrosis and Related Disorders Federation (EU-IPFF)

The EU-IPFF brings together 21 European national patient associations from 15 European countries. Its mission is to serve as the trusted 
resource for the IPF community by raising awareness, providing disease education, advancing care and funding research. The EU-IPFF 
collaborates with physicians, medical organisations, people with pulmonary fibrosis, caregivers and policy-makers throughout Europe. 
For further information, please visit www.eu-ipff.org. 

About Action for Pulmonary Fibrosis

Action for Pulmonary Fibrosis UK is a growing community of patients, families, researchers and healthcare professionals. Our aim is that 
everyone affected by the disease has a better future. We support patients and families, raise awareness, campaign for improved health 
care services and invest in research to find a cure. For further information, please visit www.actionpf.org. 

About Galapagos

Galapagos is a clinical-stage biotechnology company, specialised in the discovery and development of small-molecule medicines with 
novel modes of action. Our ambition is to become a leading global biopharmaceutical company, focused on the discovery, development 
and commercialisation of innovative medicines that will improve people’s lives.

Regular exercise can help 
assist with breathing

Be realistic with your 
limitations – adjust 
your hobbies

Join a support group Pace yourself 




