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GUIDANCE FOR REFERRAL TO ALDER HEY HOSPITAL Neurofibromatosis type 1 Surveillance Clinic
Alder Hey NF1 Service
The Alder Hey Neurofibromatosis Type 1 (NF1) Service is a multidisciplinary service specialising in the assessment, surveillance, management and signposting of children and young people with NF1.
Who we accept
· Children and young people with a diagnosis of NF1 aged 0–16 years
How to refer
Thank you for choosing to refer your patient to our service.
· Referrals should be made by completing the online referral form, or by printing the form and sending it to the “NF1 Team” at Alder Hey Children’s Hospital.
· We prefer referrals from the Consultant General or Community Paediatrician responsible for the child’s care to support a shared-care approach.
· Referrals from other specialties will be accepted if a named local Paediatrician is involved and clearly identified as the point of contact.
· A clinic letter may be accepted provided it contains all relevant information required for an NF1 referral.
Important referral requirements
· A named local Paediatrician is essential for:
· Shared-care arrangements
· Coordination of day-to-day clinical management
· Local assessments and pathways (e.g. neurodevelopmental services)
Referrals may be rejected if the local Paediatrician is not aware of or involved in the referral process.
Role of the NF1 Service
The Alder Hey NF1 team will:
· Provide NF1-specific surveillance
· Offer advice on NF1-related management
· Support signposting to appropriate services
· Arrange some investigations at Alder Hey where appropriate; others may be requested locally depending on individual circumstances
Ongoing care responsibilities
· The referring Paediatric Consultant will remain responsible for overall coordination and management of care locally, in conjunction with the NF1 service.
· We ask local teams to:
· Share relevant results, imaging, and investigations
· Update the NF1 team regarding changes in clinical status or management plans
This collaborative approach helps ensure efficient and effective care for children and young people with NF1. 
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ALDER HEY NEUROFIBROMATOSIS Type 1 SERVICE REFERRAL FORM

Name of Referring Paediatric Consultant:
Name of the trust:
Local Lead Paediatrician (If not the Referrer)





Demographic details of the child 
	Full Name
	

	Date of birth
	

	NHS  number 
	

	Address

	



Has the child received a confirmed diagnosis of NF1 :  Yes / No: 


	Diagnosis based on 
( provide details)
	


	
Clinician who confirmed diagnosis with date
	

	Any neuroimaging ( please share results info with date)

	

	Has genetic testing been undertaken? Please share results

  
	



Clinical presentations (tick as appropriate if anything identified with any relevant updates)
	1. 
	Optic Pathway Glioma
	

	2.
	Pseudoarthrosis/ bone abnormalities
	

	3
	Developmental delay
	

	4
	Eye abnormalities
	

	5
	Spinal abnormalities/ scoliosis
	

	6
	Skin stigmata
	

	7
	Plexiform fibroma/ cutaneous fibroma


	



Current treatment/medication:
	








	



Previous treatment/medication 
	







	










Clinicians involved in care: ( they will be copied into all communication)

	








	



Named Local Lead Paediatrician -contact details:
	



	




Any other relavant medical information or any specific concerns you would like us to address:
	








	



Signature of Clinician                                                                                              Date:
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