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UKCGG statement on recommendations for breast surveillance in patients with Neurofibromatosis 
type 1 

 

Following the ERN GENTURIS recommendations for patients with Neurofibromatois type 1 
(NF1)  ERN GENTURIS tumour surveillance guidelines for individuals with neurofibromatosis 
type 1 - eClinicalMedicine (thelancet.com), we have been contacted with queries relating to 
breast surveillance recommendations for NF1 patients in the UK. 
 
The ERN GENTURIS guidelines recommend annual breast MRI from age 30-50 years as the 
primary approach, with mammography being the second best alternative when MRI is not 
available, followed by population breast screening from age 50. However, the guidelines also 
recommend that the surveillance should be undertaken as feasible within the local health 
system and other existing national guidelines. 
 
At present, women in the UK are required to have an 8% breast cancer risk between 30-39 
years and 12% risk age 40-49 years to reach eligibility for breast MRI within the Very High Risk 
Screening programme (VHRS) Breast screening: very high risk women surveillance protocols - 
GOV.UK (www.gov.uk). Women with a 3-8% breast cancer risk age 40-50 years are considered 
to fall into a “moderate risk” category and women with a 9-12% risk into a “high risk category” 
according to NICE Guideline CG164 Overview | Familial breast cancer: classification, care and 
managing breast cancer and related risks in people with a family history of breast cancer | 
Guidance | NICE. 
 
The increased risk of breast cancer in NF1 patients has been reported by several studies (see 
table below) with standardised incidence ratios of between 4.0 and 11.1 for women under 
the age of 50. A 6.5-11-fold risk between 30-39 years equates to a 10-year risk of 
approximately 3.2-5.5% and an 2.5-4.4-fold risk between 40-49 years equates to a 10-year 
risk of approximately 4.2-7%. This level of risk would fall within the “Moderate risk” category 
as defined by NICE guideline CG164.  
 
Recommendations 
 
We would therefore recommend that women with NF1 are offered moderate risk breast 
screening. This comprises annual mammography between the ages of 40-49 years, followed 
by entry to the National Breast Screening Programme at age 50, unless there is additional 
family history of breast cancer that would move them into a higher risk category based on an 
individualised assessment of family history and other risk factors. 
 
 
 
 

https://www.thelancet.com/journals/eclinm/article/PIIS2589-5370(22)00547-8/fulltext
https://www.thelancet.com/journals/eclinm/article/PIIS2589-5370(22)00547-8/fulltext
https://www.gov.uk/government/publications/breast-screening-higher-risk-women-surveillance-protocols
https://www.gov.uk/government/publications/breast-screening-higher-risk-women-surveillance-protocols
https://www.nice.org.uk/guidance/cg164
https://www.nice.org.uk/guidance/cg164
https://www.nice.org.uk/guidance/cg164
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Reference Country SIR <50 
(95%CI) 

10-year BC 
risk 30 
years 

general 
population 

UK 

Estimated 
10-year BC 

risk 30 
years NF1 

UK 

10-year BC risk 
aged 40 years 

general 
population UK 

Estimated 10-
year BC risk 

aged 40 years 
in NF1 UK 

Walker et al., 
2016 
PMID: 16786042 

  

UK 4.02  

(1.09–10.3) 

0.50% 2% 1.60% 6.50% 

Sharif et al., 
2007 
PMID: 17369502 

 

UK 4.9  

(2.4- 8.8) 

0.50% 2.50% 1.60% 7.80% 

Wang et al., 
2012 
PMID: 22965642  

 

USA 8.8  

(3.2–19.2) 

0.50% 4.40% 1.60% 14% 

Madanikia et al., 
2012 
PMID: 23165953 

 

USA 4.41 

(1.12-12.00) 

0.50% 2.20% 1.60% 7% 

Seminog and 
Goldacre., 2015 
PMID: 25742481 

 

UK 30-39=6.5 
(2.6–13.5), 
40–49=4.4 
(2.5–7.0), 

0.50% 3.20% 1.60% 7% 

Uusitalo et al., 
2016 
PMID: 26926675  

Finland <40=11.1 
(5.6–19.5) 

0.50% 5.50% 1.60% 4.20% 

40–49=2.6 
(0.95–5.65) 

 
 
 
 
 


