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Cystic Fibrosis carrier testing  
 
Why have I been given this information sheet?  
This information sheet is about carrier testing for Cystic Fibrosis (CF). This may have been given to you because you 
or your partner has a family history of CF, or because you already know that you are a CF carrier. 
 
Cystic Fibrosis  
CF is a genetic condition that affects certain parts of the body, mainly the lungs and the pancreas. In someone with 
CF, the mucus produced by these organs is thicker than normal. This causes problems with chest infections, which 
over time can damage the lungs and decrease lung function. The symptoms of CF can be very variable, ranging from 
very mild to more serious. People with CF may have problems digesting food and men with CF cannot usually 
conceive naturally (but may be able to have children with assisted reproduction). There is no cure for CF and in its 
severe form it is a life limiting condition. There are therapies used for CF that help to limit infection and aid digestion.  
 
Inheritance of CF  
Every person has two copies the CF gene, as they get one from their mother and one from their father. If an individual 
has one normal copy and one altered copy of the CF gene, they are a ‘carrier’. Carriers do not develop symptoms of 
CF, but they may pass on this altered gene to their children. If both parents are carriers of CF, there is a 1 in 4 (25%) 
chance in each pregnancy that they will both pass on their altered copy. When this happens their child would be 
affected with CF.  
 
Carrier testing for CF  
Carrier testing for CF involves having a small blood sample taken with consent. If someone in your family is known to 
have CF, or be a CF carrier, you will need to give your doctor your relative’s name, date of birth and area so that your 
sample is tested for the gene alteration known in your family. All samples for CF carrier testing are tested for a number 
of the most common CF gene alterations. There is a very small chance of this test diagnosing CF in an apparently 
healthy person who has no obvious symptoms. In the UK population, around one in 25 people are carriers of CF. If 
one partner in a couple is not a CF carrier, then they are likely to be at low risk of having a child with a diagnosis CF.  
 
Choices for having children  
There are options available to couples who are both CF carriers when planning a family. One option involves prenatal 
testing to check if CF has been passed on in a pregnancy. If both members of a couple are CF carriers and planning 
children, a referral can be made to the local genetics service. An appointment will then be arranged to discuss 
reproductive options. 
 
Other relatives  
If someone has CF, or is a CF carrier, their relatives have an increased chance of being a CF carrier. For the parents, 
siblings and children of a CF carrier, this chance is 50%. Relatives can ask their GP about CF carrier testing and this 
is offered to people from around age 16 upwards (but not younger children), due to the family planning implications. 
For people living in the East Anglian region, the GP can send a blood sample for CF carrier testing direct to the 
Regional Genetics Laboratory (https://www.cuh.nhs.uk/clinical-genetics). People living outside of East Anglia should 
ask their GP about how CF carrier testing is done locally. 
 
Further information  
The Cystic Fibrosis Trust: http://www.cysticfibrosis.org.uk/ 
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