
CANCERS BUCCAUX – DÉTECTION ET SOINS

Eunike Velleuer and Christine Krieg



The biggest dilemma of oral squamous cell carcinoma in FA 

Squamous cell carcinoma is the leading cause of death in adult 
individuals with FA.

Compared to the average population: 
• even without the main risk factors the risk is highly increased
• patients present with SCC at an untypical young age

There is a tendency of multiple SCCs in FA

Lee et al. Clin Cancer Res, 2021; Alter et al. Haematologica, 2018; Kutler et al., Laryngoscope. 2016



Cancer development



Changing the standard

• 713 individuals with FA

• Individuals have been followed over 12 years

• Collected more than 25,000 oral samples (also longitudinal) 

Inspection Documentation Taking non-invasive samples

Velleuer et al. Cancer Cytopathol, 2020
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• Visible oral lesions are very
frequent in FA (1230 lesions in
279 patients)

• Incidence increases with age

• Patients with a HSCT display a 
significant higher incidence of 
visible oral lesions than not 
transplanted FA patients

Oral lesions in FA



Velleuer et al. Cancer Cytopathol, 2020

Oral brush biopsy has high diagnostic accuracy



• Oral lesions are frequent in FA

• Most of the lesions are not malignant or pre-malignant (88% in our cohort)

⇒There is a need for a first-level screening to increase patients surveillance

• Oral brush-biopsy based cytology can identify lesions at risk

• Oral screening includes: inspection, documentation, brushing

What we have learned performing the non-invasive screening?



A new add-on screening with high diagnostic accuracy

Velleuer et al. Cancer Cytopathol, 2020

63% of all positive diagnosis have 
been made in stage I and less

invasive biopsies have been 
dramatically reduced by 75%



Reducing the burden of 
Squamous cell carcinoma in Fanconi anemia
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How to implement self empowerment

 Teaching videos

 Graphical material

At meetings, homevistits, digital televisits…
 Personal training

 FApp



Empowerment – Education 

Education and information (fanconi.de/scc_en)

• Video production

9:33 Image video: overview of cancer risk, results from brush biopsy study

6:05 Hands-on video: how to perform an Add-on screening 

https://vimeo.com/635683302


Empowerment – Education 

Education and information (fanconi.de/scc_en)

• Video production

• Graphical material 

Professionals Patients



4 weeks after surgery
June 2018

March 2017

June 2016

Patient story
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