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Why did we do this research and why is it im-

portant? 

Women and men with primary ciliary dyskine-

sia (PCD) often have problems having children. 

This can significantly impact their lives, yet lit-

tle is known about their fertility experiences. 

Understanding these experiences is important 

to improve support, address concerns, and en-

sure people with PCD can make informed deci-

sions about family planning. 

How did we do this research? 

We sent a questionnaire to all participants of 

the Living with PCD study. The questionnaire 

included open-ended questions about fertility. 

Participants, including adults and adolescents 

with PCD, and parents of children with PCD, 

shared their experiences, concerns, and chal-

lenges related to fertility.  

What did we find out? 

Many participants shared that they faced big 

challenges when it came to getting help with 

fertility. They often did not get enough infor-

mation or support from their doctors and felt 

unsure about whether they could have chil-

dren. They also worried about how PCD might 

affect a pregnancy, and whether their children 

might inherit the condition. Some found it hard 

to access fertility treatments, and dealing with 

infertility caused a lot of emotional stress. Par-

ents of children with PCD often manage access 

to information on fertility in PCD, deciding 

when and how to talk to their children about 

these issues. 

What does it mean? 

Our findings show that more research is 

needed on fertility issues in PCD and that peo-

ple with PCD and their families need better 

care and support when it comes to fertility. 

Healthcare professionals need to give clear and 

accurate information, talk about fertility as a 

regular part of their PCD care, and help them 

cope with the emotional stress of infertility. By 

creating clear guidelines and making sure 

healthcare providers understand these issues, 

we can help people with PCD get the support 

they need to make informed choices about 

having children. 

Further information: pcd.ispm.ch 
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