

If you do not wish to be seen in Genetics, or feel that now is not the right time, please tell the person who has given you this leaflet so that they can discuss with genetics whether it is appropriate for your relatives to be referred.

If you have not received an appointment from genetics within 8 weeks, or if you have any urgent questions about your referral, please contact your local genetics clinic on the appropriate number below:

South East Wales – 02921 842577
South West Wales – 01792 285347

North Wales – 03000 858477
If you have any questions about your ongoing care, please contact your specialist nurse.

All Wales Medical Genomics Service
Is there a genetic cause for my Endometrial cancer? 

Patient Information Leaflet
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This leaflet has been passed to you by the specialist team caring for you. 
They have explained that tests that have been performed on your tumour have shown there may be an inherited genetic cause for your endometrial cancer and it could be related to a condition called Lynch syndrome.  It is important to remember that only a small percentage of endometrial cancers are linked to Lynch syndrome.
What is Lynch syndrome?
Lynch syndrome is an inherited cancer condition, which means that it can be passed down through the family by a blood relative.  If someone has Lynch syndrome it means they have an increased risk of developing certain cancers, in particular bowel and endometrial (lining of the womb) cancer.  People with this condition may occasionally have bowel polyps, which develop at an earlier age than in the general population.  Although the polyps do not occur in greater numbers than in the general population, they are more likely to become cancerous.  

What does all this mean?

If there is an inherited cause for your endometrial cancer there may be further implications for you and also for close family members.  

What will happen next?

Your specialist team will refer you to your local cancer genetics team to look into these results in further detail.  
When your referral is received by the genetics team you will be contacted to gather details about your family history so that a family tree can be drawn.  You will be offered an appointment in a genetics clinic within 6 weeks of being referred.  
You will be offered further testing to help clarify whether your cancer is due to Lynch syndrome or not. The risk for other family members will also be discussed.  
You may be offered screening for certain types of cancer e.g. bowel cancer although the genetics team may want to wait until the results of further testing are known, before making recommendations for you and other family members.  
Sometimes it can take several months to get an answer as more than one further test is required. In this situation you will probably be referred for bowel screening while the final results are awaited.

What if further testing confirms my cancer is due to Lynch syndrome?
If further testing indicates that your cancer is due to Lynch syndrome, and the specific gene alteration is identified, other close family members will be able to have a predictive genetic test (a blood test).  A predictive genetic test looks to see if that person has inherited the same gene alteration that has been found in you.  
What happens if further testing comes back negative?

If further tests indicate that your cancer is unlikely to have been caused by Lynch syndrome, the risk and surveillance for you and other family members will be assessed based on any additional family history you have told us about.
General advice for other family members: 

Since Lynch syndrome is associated with an increased chance of developing several different types of cancer, family members should report any symptoms of concern to their GP.
Signs and symptoms to report
Endometrial cancer

· Postmenopausal bleeding

· Bleeding between periods

· Persistent pelvic pain

· Unusual vaginal discharge
Bowel cancer

· Presence of blood in your poo.
· Persistent change in bowel habit that last for a few weeks or more, such as tending towards diarrhoea or constipation 
· A change in the colour of your poo.  
· A feeling of not completely emptying the bowel or passing mucus with your poo.  
It is important to remember that these symptoms are often caused by problems other than cancer, but it is still important to report them to the GP. 

Diet and lifestyle factors

Diet and other lifestyle factors may play a part in the development of endometrial cancers.  Further information can be found at the following websites:- http://www.macmillan.org.uk and www.lynch-syndrome-uk.org
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