
    
      
    





        









      
  
      
    
    

  
          
      Skip to main content


    
  
        
      
  



  
    
	
                          

      Our consultants
      
                      
	
                          

      Get involved
      
                      
	
                          

      Jobs
      
                      
	
                          

      Private patients
      
                      
	
                          

      For health professionals
      
                      
	
                          

      Education
      
                      
	
                          

      Research
      
                      
	
                          


  

      Donate
      
                      


  




    

  
  
    

            
        
          

  
[image: Guys and St Thomas NHS Foundation Trust]
        
      


            

                    
      
        Menu
        




    
  

      
      
        
  



    

    
                          
        
	
              

      Visiting us
        




    
  

    
              
          
              

      Visiting us
        




    
  

    
                                    
                                                                    
                
	
              

      Our locations
        




    
  

    
              
          
              

      Our locations
        




    
  

    
                                    
                                                  
                
	
            

      Guy's Hospital
      
          
	
            

      St Thomas' Hospital
      
          
	
            

      Evelina London Children's Hospital
      
          
	
            

      Royal Brompton Hospital
      
          
	
            

      Harefield Hospital
      
          
	
            

      Community health centres
      
          


          
          

        

        
	
            

      Outpatient appointments
      
          
	
            

      Staying in hospital
      
          
	
            

      Help with travel
      
          
	
            

      Staying safe during your visit
      
          
	
            

      Visiting a patient
      
          
	
            

      Waiting for your appointment or procedure
      
          


          
          

        

        
	
              

      Our services
        




    
  

    
              
          
              

      Our services
        




    
  

    
                                    
                                                                    
                
	
            

      Find a community health centre
      
          
	
            

      Find a consultant
      
          
	
            

      Find a ward
      
          
	
              

      Find a service
        




    
  

    
              
          
              

      Find a service
        




    
  

    
                                    
                                                  
                
	
            

      Cardiovascular
      
          
	
            

      Community
      
          
	
            

      Dental
      
          
	
            

      Emergency care
      
          
	
            

      Kidney
      
          
	
            

      Maternity
      
          
	
            

      Sexual health
      
          
	
            

      Urology
      
          


          
          

        

        
	
            

      Guy's Cancer
      
          
	
            

      MyChart patient app
      
          
	
            

      Your health records
      
          
	
            

      Flu and COVID-19 vaccinations
      
          


          
          

        

        
	
              

      About us
        




    
  

    
              
          
              

      About us
        




    
  

    
                                    
                                                                    
                
	
              

      Our organisation
        




    
  

    
              
          
              

      Our organisation
        




    
  

    
                                    
                                                  
                
	
            

      Our staff
      
          
	
            

      Our Board
      
          
	
            

      Non-executive directors
      
          
	
            

      Membership
      
          
	
            

      Working with partners
      
          
	
            

      Council of Governors
      
          
	
            

      Our charities
      
          


          
          

        

        
	
              

      Our values and vision
        




    
  

    
              
          
              

      Our values and vision
        




    
  

    
                                    
                                                  
                
	
            

      Electronic health records
      
          
	
            

      Equality and diversity
      
          
	
            

      Freedom of information
      
          
	
            

      Our history
      
          
	
            

      Our plans for the future
      
          
	
            

      Publications
      
          
	
            

      Sustainability
      
          


          
          

        

        
	
            

      Jobs
      
          
	
            

      News
      
          
	
            

      Events
      
          
	
            

      Research
      
          
	
            

      Education
      
          


          
          

        

        
	
            

      Contact us
      
          


  



        
  



      
      
        Menu
        




    
  

      
    

    

    
                          
        
	
            

      Visiting us
      
          
	
            

      Our services
      
          
	
            

      About us
      
          
	
            

      Contact us
      
          


  



        
  



  
    
	
                          

      Our consultants
      
                      
	
                          

      Get involved
      
                      
	
                          

      Jobs
      
                      
	
                          

      Private patients
      
                      
	
                          

      For health professionals
      
                      
	
                          

      Education
      
                      
	
                          

      Research
      
                      
	
                          


  

      Donate
      
                      


  




      

    

  
                
          Toggle search
          




    
  

          




    
  

        

                
            
  
    
      
  
    
      
    Search for:
            (optional)
        
            

      

  
    Apply
  
  



      
    Sort by
            (optional)
        
          Relevance
Most recent



      




  




  


          

      

    

  


    
    
          
  
    
      
  
    
      
    Search for:
            (optional)
        
            

      

  
    Apply
  
  



      
    Sort by
            (optional)
        
          Relevance
Most recent



      




  




  


      

  



  
      
      
          
    
  
    
      


  
    
      	
                          Home
                      
	
                          Health information
                      
	
                          Xeroderma pigmentosum (XP)
                      



      	
          Back to health information
        


    

  

  


  
    
        

  

  
      



  
    


      Overview
  

              


      Xeroderma pigmentosum (XP)
  

              



    
            

	
          Current page section
          :
          Overview
        
	
          Genetic testing for XP
        
	
          Ultraviolet radiation and UV meters
        
	
          Managing XP
        
	
          Vitamin D levels and XP
        
	
          XP information for teachers
        



          
        
                
      
              


  

            Xeroderma pigmentosum (XP) is a rare, genetic (inherited) condition. Your body cannot repair skin damage caused by ultraviolet radiation (UVR) from sunlight.


XP is a lifelong condition. There is currently no known cure, but there are ways to manage XP.


People with XP are born with this condition, even if it's not diagnosed until later in life. You inherit the gene passed on from both of your parents.


Signs and symptoms of XP


People with XP can have some, or all, of these signs and symptoms.


	Burning easily in the sun, no matter what the colour of your skin.
	Freckles from an early age (under 2 years) in areas exposed to daylight.
	Eye sensitivity to bright light (photophobia).
	Eye surface cancers.
	Skin cancers.
	Skin ageing.
	Nerve or brain (neurological) problems, such as hearing loss, poor balance, poor memory or learning problems.



If you have any concerns about your skin, it is important to report them immediately. You can contact your local skin specialist (dermatologist) or the XP team at St Thomas’ Hospital.


If you have any concerns about your eyes, you can contact your local eye specialist (ophthalmologist) or the XP team.


Diagnosing XP


You need tests to diagnose XP. You might have a skin biopsy and a genetic blood test.


During a skin biopsy, we remove a small piece of skin (a sample) and send it to the laboratory for testing. You have an injection to numb the area of skin where we take the biopsy (a local anaesthetic). Your doctor or nurse can give you more information on having a skin biopsy.


During a genetic blood test, we take a small sample of blood. We send this sample to the genetics laboratory. They test it for the genes that are known to cause XP.


It usually takes up to 4 months to get your test results. We contact you when your results are ready.


Read information on genetic testing for XP.


[bookmark: managing-xp]Managing XP


Although it is a lifelong condition, there are ways to manage XP.


Ultraviolet radiation (UVR) protection


It is important to keep skin damage to a minimum. If you do not protect yourself from the sun's UVR, freckling can get worse. The chance of getting skin cancer is also much higher.


Regular skin checks (usually every 3 to 6 months) can find and treat any signs of skin cancers early. If we do not find these cancers early, they can get larger. A larger cancer causes more scarring if we remove it with surgery.


If cancer is not found early, this can be life-threatening because it might have spread to other organs.


Read more about protecting yourself using UVR and UV meters.


Vitamin D levels


Most people with XP have a low vitamin D level because they need to protect their skin from daylight.


Blood tests can check your vitamin D levels. If your level is low, we can give you vitamin D supplements. Otherwise, there is a chance that your bones will get weaker.


Read more about vitamin D levels and XP.


Regular tests


It's important to find any problems early and get support.


If you have an eye test at least every year, this can find any eyesight problems. You can then have suitable treatments, such as eye drops, glasses or a biopsy of any areas of concern in the eye.


A neurological assessment can find any brain or nerve problems. We examine you and sometimes do hearing tests, nerve conduction studies (tests to find how your nerves are working) and an MRI scan.


Emotional (psychological) support


You can speak to a psychologist if you need support to manage your XP and cope with your diagnosis.


Getting information and support


You might find it helpful to talk to other people who have XP.


Action for XP offers advice and practical help to anyone affected by XP.


HealthUnlocked is a social network, where people can connect with others who have the same health condition.
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      Contact us
  

        

            If you have any questions or concerns about XP, please contact the XP clinical nurse specialist (CNS).


Phone: 020 7188 6339 or 020 7188 6351, Monday to Friday, 8am to 4pm


Out of hours, please leave a message on the answer phone with your contact details. Someone will return your call within 3 working days
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            Do you have any comments or concerns about your care?


Contact our Patient Advice and Liaison Service (PALS)
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London SW3 6NP
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      St Thomas' Hospital
      
              Westminster Bridge Road

London SE1 7EH

Phone: 020 7188 7188


          

              


  

      Harefield Hospital
      
              Hill End Road
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Phone: 01895 823737


          

              


  

      Evelina London Children's Hospital
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London SE1 7EH
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