Figure S1: Breakdown of patient’s opinions on diagnosis according to (A) testing and availability of information and research to improve diagnostic testing, (B)
the importance of a diagnosis and perceptions on specialist diagnostic centres and (c) perceptions to improvements in health and healthcare since diagnosis
with PCD

A. Participants were ask how important the following items are to improve diagnostic testing

Database of European PCD diagnostic centres

Improving the speed that test results are available

Improving the accuracy of diagnostic tests

Patient organisations in all countries to support patients

Improved information for patients about available diagnostic tests

Improved information for patients about PCD once they have been diagnosed

Increased understanding of the genes that cause PCD

Improving awereness of PCD among GPs/local doctors encouraging referral
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B. Participants were asked to what extent do they agree or disagree with the following statements
It is important....

...to understand the cause of my symptoms
...to have a diagnosis of PCD so that | can receive the correct treatment
..to not to be given a probable PCD diagnosis without the proper diagnostic test
..to be able to have my samples analysed by scientists with expertise in PCD
..to be able to discuss my test results with a PCD expert
..to be able to see a doctor with specialist knowledge of treating PCD
...that tests should not be repeated if the results are inconclusive
...to be able to have tests done locally to my home, even if less accurate
..to see a specialist in PCD, even if long distance travelling is needed
...to receive clear and easily understood information from the doctor on PCD...

...to have more than 1 test if it ensures the result is more accurate

...to have the opportunity to participate in research to improve diagnostic testing
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C. Participants who have been tested and diagnosed with PCD were asked as to which of the statements they agreed

Health has improved

Treatment from family doctor has improved
Treatment from hospital specialists has improved
Symptoms have improved

Stress about the disease has decreased
Non-medical support has improved

Feel more positive about the future

Relationships with family/friends/partner have improved
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with. Since diagnosis.....
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