[image: image1.jpg]..
Public Health
England

Protecting and improving the nation’s health



[image: image2.png]NHS





[Date]
Dear Doctor

Re: Confirmed Diagnosis of Phenylketonuria (PKU)

[name of child], [date of birth], [NHS number]

Further to my recent letter informing you of a positive screening test for phenylketonuria (PKU), I can now confirm that [Name] has tested positive on definitive testing and is therefore affected with PKU. I enclose a copy of the PKU parent information leaflet I have given to the parents for your information.

PKU is a rare enzyme deficiency disorder in which a baby or child has a problem breaking down the amino acid phenylalanine. Without treatment, this leads to long-term problems including learning difficulties and impaired brain development. 

PKU is treated with a low protein diet and dietary supplements to ensure nutritional completeness. Treatment needs to be started early and continued throughout life. By keeping strictly to the diet, children with PKU will grow and develop normally and will have a normal life expectancy.

PKU does not cause acute illness once patients are on treatment. 

Parent support and information can be obtained from NSPKU (National Society for Phenylketonuria (www.nspku.org).  

Immunisations should be undertaken as normal, and general care is unaltered. The condition is inherited in an autosomal recessive fashion, with a 1 in 4 risk of recurrence in each pregnancy.

If you have any further questions, please do not hesitate to contact [name of clinician].

Further information can be found on the following websites:
NHS Choices - phenylketonuria

(www.nhs.uk/conditions/phenylketonuria/pages/introduction.aspx)
NHS Newborn Blood Spot Screening Programme (www.gov.uk/government/collections/newborn-blood-spot-screening-programme-supporting-publications)  

National Society for Phenylketonuria (www.nspku.org) 

With kind regards

Yours sincerely
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