

GSTT NF referral form v1.1 (version updated Jan 2026)
Guy’s & St Thomas Hospital – National Neurofibromatosis Clinic Referral Form
	                      Send all referrals via EMAIL to gstt.nfadmingstt@nhs.net

It is essential that accurate contact information for the referring clinician is supplied. We no longer accept referrals by post.

Referrals will NOT be accepted until all relevant information (especially prior imaging, clinical letters etc has been received and checked)

https://www.guysandstthomas.nhs.uk/our-services/neurofibromatosis
https://www.guysandstthomas.nhs.uk/referral-guide/neurofibromatosis



	Date of referral
	. 	Referring service: 
☐GP
☐Hospital (state speciality below)
Choose an item.
	Referral for:

☐Adult service 
☐Adult service (transition pts)*
☐Paediatric service

*we will accept referrals for transition for patients with complex NF1 at 16 yrs.

Patients with uncomplicated NF1 can be referred however we may advise a more appropriate service depending on need e.g. clinical genetics / neurology/ neurosurgery/ plastics etc


	Referring clinician name
	Click or tap here to enter text.
	

	Referrer email address (dept. email or consultant only)
	Click or tap here to enter text. 
	

	Referrer telephone (departmental)
	Click or tap here to enter text. 
	

	

	Patient details (full patient contact details should be supplied in referral letter)

	Patient name
	Click or tap here to enter text.
	Patient DOB
	Click or tap here to enter text.
	NHS number
	Click or tap here to enter text.

	Reason for referral
	Click or tap here to enter text.
	Referral priority
	Choose an item.

NB – if there is a concern about a possible malignancy e.g. sarcoma or symptomatic optic pathway (in children)/ brain glioma (children or adults) please refer in parallel to the appropriate oncology MDT service – we do not offer a 2ww service for referrals although can see urgent patients within a similar time-frame if needed.

Indications for urgent referral may include but not limited to:
· Concern about possible malignant change within a neurofibroma (rapid growth, new progressive pain or new associated neurological deficit)
· Concern regarding possible cord compression




	Referral criteria

	Adult referrals
	☐ Known diagnosis of NF1 or schwannomatosis
☐ Presumed diagnosis of NF1 based on clinical features, radiological findings, family history etc (see below)
☐ Multiple known or presumed nerve sheath tumours (NB if radiological diagnosis only then must have MRI confirmation, if histologically confirmed please supply histology)

We will generally not accept referral for isolated nerve sheath tumours in the absence of a presumed or known predisposition syndrome (e.g. NF1 or schwannomatosis) although we are happy to discuss any referral queries and can offer advice about other appropriate referral pathways.

Regarding schwannomatosis, we will not accept referrals for unaffected carriers of known schwannomatosis pathogenic variants – please refer to clinical genetics for review and surveillance as appropriate.

	Paediatric referrals 1
	☐ Diagnosis of NF1 confirmed clinically or on genetic testing (if not confirmed, please refer to appropriate clinic e.g. clinical genetics or paediatrics in first instance) OR where there is a suspicion of segmental/mosaic NF1
☐ Has complex NF1 (see page 3 for list of complex features) – non-complex paediatric patients should be managed by community and/or hospital paediatric services until transition
☐ Has a named paediatrician (community or hospital) and ophthalmologist 2

Named Paediatrician (including contact details)
Click or tap here to enter text.

Named Ophthalmologist (including contact details)
Click or tap here to enter text.

1 where complex criteria are not expressly met, but the referring clinician feels that a review is required, please refer and specify clearly the reason for referral

2 please attach most recent clinic letters/assessment from paediatrician and ophthalmologist 

	Required information to be supplied with referral – if any required information is not supplied, the referral will be held or rejected pending receipt of all requested information

	Referral letter (for GP referrals please include full past history and current medications)
	☐	Please record any relevant notes if information is not available or supplied:
Click or tap here to enter text.

	Relevant prior clinic letters, results letters (e.g. neurosurgery, plastic surgery, oncology, ophthalmology, clinical genetics)
	☐	

	Histology reports (if applicable)
	☐	

	Relevant radiology to be sent via IEP (hospital referrals only)
	☐	

	For GP referrals please indicate where prior imaging has been undertaken (imaging modality, date, NHS trust) to facilitate imaging transfer request by our admin team. 
	Click or tap here to enter text.


	NF1 complex features (applies to adult and paediatrics)

	Symptomatic plexiform
	Significant functional impairment
Significant overgrowth/disfigurement
Extensive internal neurofibroma
Paediatric patients with plexiform at risk of impairment/overgrowth/disfigurement
	Extensive skull base/facial neurofibroma
Previous amputation
Haemorrhage into plexiform

	MEK inhibitor therapy
	Current or previous treatment
Requiring assessment for MEK inhibitor therapy

	Brain or spine neoplasm
	Presumed low grade glioma
Biopsy proven glioma
Glioma requiring or previously treated with surgery/radiotherapy/chemotherapy
	DNET (Dysembryoplastic Neuroepithelial Tumour)

	Optic pathway glioma
	Asymptomatic OPG (complex criteria in paeds as requires surveillance) 
Severe sight loss
	Severe learning disability/cognitive impairment and moderate sight loss
Previous/current treatment

	Malignant peripheral nerve sheath tumour
	Previous or current diagnosis

	Atypical neurofibroma or atypical neurofibromatous neoplasms of uncertain biologic potential (ANNUBP)
	Previous or current diagnosis

	Cord or cauda equina compression
	Previous treatment
Current clinical issue or at risk based on imaging

	Intra/extra-cranial vasculopathy
	Moya-Moya disease
Previous ischaemic/haemorrhagic stroke
	Vascular malformation e.g. AVM
Renal artery stenosis

	Hydrocephalus
	Known or suspected aqueduct stenosis
Due to tumour or other cause
	Previous treatment with CSF diversion e.g. shunt 3rd endoscopic ventriculostomy or VP shunt

	NF1 associated neoplasm
	Neuroendocrine tumour e.g. GIST, pheochromocytoma
Breast cancer
Thyroid cancer
	Haematological malignancy
Melanoma
Sarcoma

	Multiple sclerosis
	Multiple sclerosis

	Radiologically or clinically isolated syndrome

	Other criteria
	Severe kyphoscoliosis
NF1 neuropathy
Pseudarthrosis
Significant parental anxiety
	Parent with Malignant peripheral nerve sheath tumour (MPNST)
NF1 whole gene deletion (including microdeletion syndrome encompassing NF1 gene)
Spinal phenotype


Useful information:
1. Current diagnostic criteria for NF1 (ctf.org)
2. Current diagnostic criteria for schwannomatosis (ctf.org)
3. Nerve tumours UK
4. Childhood Tumour Trust – Supporting children and families affected by NF1
5. List of sarcoma services in UK (sarcoma.org.uk)
6. Review Guidelines for Children (nervetumours.org.uk)
7. Review Guidelines for Adults (NTUK_0046_NF1_Review_Guidelines_v4.pdf (nervetumours.org.uk)
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