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Purpose: 
Understanding patient experiences, needs, 
perspectives, and priorities is the cornerstone of 
patient-focused drug development. 

Methods: 
Savara engaged Slattery Health Communications 
to convene an advisory board meeting with seven 
adults in the U.S. living with aPAP. Participants 
ranged in age from 24-62 years old, and most had 
been living with an aPAP diagnosis for six years or 
longer. Two virtual group meetings were held in 
December 2023 with five participants, and 

one-on-one interviews were conducted with two 
additional participants who could not join the 
group. Topics included diagnosis and treatment 
experiences. Responses were gathered from group 
discussions, polling, and post-meeting follow-up. 

Background: 
Autoimmune pulmonary alveolar 
proteinosis (aPAP) is a rare lung disease 
in which surfactant builds up in the 
alveoli in the lungs, making it hard to 
breathe. Some diagnostic tests for aPAP 
may be invasive and may require 
hospitalization (e.g. lung biopsy), but 

aPAP can be diagnosed with a simple 
blood test.  There are currently no drugs 
approved in the U.S. to treat aPAP. Whole 
lung lavage (WLL) is an invasive 
procedure used to manage symptoms 
and clear surfactant. WLL is performed 
under general anesthesia and involves 
filling one lung at a time with saline and 

then draining it to remove surfactant. 
Savara, a clinical-stage 
biopharmaceutical company focused on 
developing therapies for people with rare 
respiratory diseases, sought to learn 
more about the diagnosis and treatment 
experiences of people living with aPAP. 

How can we all work together to raise awareness 
of aPAP and the aPAP ClearPathTM blood test?

As more rare diseases are identified how can 
we reach the right HCPs and patients at the 
right time with the right information?

What other questions should we be asking 
patients, HCPs, and the broader aPAP 
community in future advisory board meetings?

How can we better support the mental 
health needs of people living with aPAP? 


