
Consisted of two parts: an anonymous online 
questionnaire and personal interviews.

Performed in 8 countries in Europe: 
Austria, Belgium, France, Germany, Italy,                 

the Netherlands, Spain and United Kingdom.

NTM-LD patients, over the age of 18 years, 
diagnosed with NTM-LD (self-declared), either 

currently being treated for NTM-LD or having NTM-
LD disease symptoms.

Only patients participating in the online 
questionnaire could register for a                               

personal interview.

S u r v e y  d e s i g n

European non-tuberculous mycobacteria lung disease (NTM-LD)
Patient Disease Experience survey
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What was the aim of the ENPADE survey?

How was the ENPADE survey set-up?

Who participated in the ENPADE survey?
In total 543 NTM-LD patients started the online questionnaire, whereof 268 patients completed all 
questions. 23 patients participated in an interview for a deep dive into their experiences.

NTM-LD patients starting the online questionnaire per country:

11 33 56 111 87 22 38 185

Austria Belgium France Germany Italy Nether-
lands

United 
KingdomSpain

q Understanding patients’ needs and identifying hurdles to medical care and healthcare gaps.

q Gaining insights on how the disease impacts patients’ everyday life, activities
and emotional well-being.

The majority of patients participating in the survey were female (195 patients, 73%), followed by male 
patients (60 patients, 22%) and 13 patients (5%) preferred to not answer that question.
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When were you diagnosed with NTM lung 
disease?

What is your age? Most prominently mentioned 
underlying diseases
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• Only 13% of the patients felt
unrestricted by NTM-LD in 
their daily life.

• Only 18% of the patients did not feel 
restricted a lot by NTM-LD in their 
social life.

• Most patients (75%) stated a 
negative effect on their emotional 
situation.

• When it comes to social life, the 
negative impact was especially 
related to participation in social 
activities and meeting new people.

• Approx. 30% of the patients were satisfied 
with the information aspects during 
diagnosis. 

• More specific, 29% of the patients were 
satisfied with information on NTM-LD in 
general during diagnosis.

• During therapy, 33% of the patients were 
satisfied with the information about 
therapy options.

• And finally, 49% of the patients
were satisfied with the level 
of clarity on the treatment /
therapy goal.

• 31% of the patients were satisfied with 
finding an expert on NTM-LD. 

• Moreover, 30% of the patients were 
satisfied with the time to get referred 
to the expert physician.

• And 32% of the patients were satisfied 
with the effort needed to get referred 
to a specialist/ specialized centre.

• 35% of the patients were 
satisfied with the available time 
to discuss the diagnosis and 
therapy options.

• Only 17% of patients stated 
having used nutritional 
support, only 11% of the 
patients participated in 
psychological support and 
just 5% of patients used 
patient support groups.

• 33% of the patients were satisfied with 
the support received from physicians 
and other medical personnel so 
patients could take care of their NTM 
lung disease even at difficult times 
during their day life.

What were the key findings of the ENPADE survey?
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PATIENT DRIVEN SOLUTIONS

Information         
to patients

Awareness               
of physicians and 
access to NTM-LD 
experts

Access to 
supportive            
care

Impact of              
NTM-LD on 

patients

K e y
f i n d i n g s

A female patient from Germany, aged 60: “First 
of all, I think that you should never give up.

That you can also live well with this disease. In 
my eyes it is essential to do something for 

yourself. Don't just hope for the medication. If 
someone hasn't done any sports for 10 years, 

he must do it now.”

A female patient from the UK, aged 68: 
“Get as much information from your 

consultant as you can, get all the facts 
in front of you and try to get an idea of 
where you’re going forward. Hopefully 
seek out some support, also for mental 

health and well-being. Don’t be in 
denial like I was in the beginning.”

A female patient from France,            
aged 58: “I would tell them that 
they need to have an impeccable 
hygiene of life, to take care of 
themselves, to do meditation, 
massages. The main thing is to 
take care of yourself. Also try to 
have minimal stress because that 
doesn't help either.”

What did we learn from the interviews? (a selection)

Reported patient insights indicate that only about one third of the patients were relatively satisfied with 
the care they received relating to several aspects. Patients’ experiences with access to NTM-LD experts 
and the level of knowledge of physicians varied with good and bad examples. Overall, the majority of 
patients reported that NTM-LD had a substantial impact on all aspects of their life.
The graphic below shows a selection of satisfaction and impact findings*:

* On a scale from 1 “very dissatisfied” or “not restrictive at all” to 10 “extremely satisfied” or “extremely restrictive” all rating between 1 and 3 were categorized as 
“dissatisfied” or “not restrictive” and ratings between 8 and 10 were categorized as in general ”satisfied” or “restrictive”.

The outcomes will be presented to the medical community and shall be considered for future efforts to 
support, together with all stakeholders, possible improvements in medical care of NTM-LD and addressing 
identified healthcare gaps as much as possible.

What will be done with these results?
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