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Parent/carer information

• Paediatric review should happen around once per year up to age 18. Call to ask if you have waited longer (01482 315586)

• The appointment letter will say Neurogenetic Clinic on it

• You will be seen by Consultant Paediatricians (Dr Highet or Dr Samuels) or Kate Woodrow, Advanced Nurse Practitioner. You 

can call if you want to find out who you will be seeing

• Your review will likely alternate annually between consultant review or Nurse review. 

• Consultants and Nurse Practitioner work closely together to discuss your child’s health need’s, therefore if you do not see a

consultant they will still be aware of your latest review and current plan of care.

• Please be aware , it can take up to half an hour to park, walk over to the building and then up to find the clinic room with a 

slow moving child. Please allow enough time because it is not possible to run over time on appointment slots. If possible 

please arrive ten minutes earlier than your appointment to allow time for weighing/measuring.

• As shown in the social story, on arrival at the Women and Children’s building, Please check in at the downstairs 

Children’s Outpatient desk first. Your child will be weighed/measured by a healthcare assistant there, and then you 

can make your way upstairs to the Paediatric outpatient clinic room

• An appointment slot is about half an hour long so it may not be possible to cover absolutely everything in this time

• Page 10 and 11 of the Hull Down Syndrome Care Pathway list the things that are covered in a review. If you have 

concerns at all you want to prioritise please tell the Doctor or Nurse at the start of the appointment. Downs Syndrome Hull – Hull 

CCG

• From age 14 onwards your child will be eligible for an Annual Learning Disability health check at their GP. They can attend 

both this, and the review. From age 14 onwards the paediatric team will start to discuss transition to adult services at reviews

https://www.hullccg.nhs.uk/downssyndromehull/
https://www.hullccg.nhs.uk/downssyndromehull/
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