Oncogenetic testing for persons with Neurofibromatosis type 1

Individuals with neurofibromatosis type 1 are prone to develop benign and malignant tumours of the central nervous system and peripheral nervous system,
in addition to malignant diseases affecting other parts of the body.

Tumours that are associated with the disorder include glomus tumour of the digits, glioma of the optic pathway, glioblastoma, malignant peripheral nerve
sheath tumour, gastrointestinal stromal tumour, breast cancer, juvenile myelomonocytic leukemia (JMML), phaeochromocytoma, duodenal carcinoid tumour,
and rhabdomyosarcoma.:

Neurofibromatosis type 1 is a relatively common inherited disorder that affects about one in 2 500 to one in 3 000 people worldwide, irrespective of sex or
ethnic origin.

Diagnostic criteria

Clinical recommendations

V1.2015 College of Oncology Page 1 of 3



Oncogenetic testing for persons with Neurofibromatosis type 1

V1.2015 College of Oncology Page 2 of 3




@ Oncogenetic testing for persons with Neurofibromatosis type 1

e After the age of 18 they should be seen every 2 to 3 years at a specialised multidisciplinary NF1 clinic.

e Blood pressure should be monitored regularly (at least annually).
e Annual breast cancer screening should be done from 40 years on.
e Patients should be instructed to consult if there is any rapid growth, pain, change in texture of a neurofibroma.

e Patients with a NF1 microdeletion or a high volume of neurofibromas should be seen annually in specialised care to monitor for malignancies.
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