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Key Take-Home Message for Patients & Families

This study represents a pivotal moment in PCD research and shows that lung damage is
present in PCD patients much earlier than previously recognized. Early diagnosis of PCD is
critical to managing the disease, and identifying lung damage early can lead to better care
and patient outcomes. Additionally, this research is evidence of Magnetic Resonance Imaging
(MRI) being a useful way to monitor changes in patients’ lungs over time. MRIs could be used
in future PCD clinical trials to track the effects of potential treatments on lung health and
disease progression.

What did this study look at?

MRI of the lung in people with PCD to see if there were changes over time.

What was the research question?

Can MRI be used to show when changes begin in PCD and how they evolve throughout the
lifespan (infancy to adult)?

Who took part in this study?

78 children and adults with clinically stable PCD who had an MRI between April of 2010 and
August of 2024. The MRIs were done as part of clinical care not specifically for this study
which means patients having more MRIs could possibly have more MRIs due to having more
significant lung disease.

What were the results?
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In this group of patients, changes in lung MRI are seen from infancy in PCD (mucus plugging
and bronchial wall thickening), stabilize during childhood and then increase throughout
adulthood. These changes show middle and lower lobe involvement in all ages.

What are the conclusions?

MRI is an effective method of assessing lung disease and progression in people with PCD.

What are the considerations?

The authors caution that the findings in infant are NOT generalizable to all infants with PCD as
the number of infants in the study was small. Also that in all age groups, some patients had
more scans and at different times than others which might further bias the data to showing
more findings as the patients were sicker.

Research in a rare disease like PCD is an important part of moving the field forward.
Sometimes study results can be encouraging, and other times they may seem confusing,
disappointing, or concerning. Because research is continually advancing, a single study rarely
tells the whole story. Remember that every person with PCD is unique, and research findings
do not always reflect what an individual will experience. If a study raises questions or
concerns for you, talk with your healthcare provider. They can help you understand what the
findings mean—and what they may not mean—for you or your family member.
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