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Early prevention: Reducing the burden of SCC in FA

Phase 3
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Early Detection of
Oral Cancer and
Precursors in FA"

» Higher Quality of Life

» Higher Life Expectancy

Velleuer et al 2020
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Goal: Early detection

Prevention of oral cancer for Fanconi anemia patients

Awareness

of early lesions
which could lead to
oral cancer at
young age
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Infinity of screening

of preventive oral screening in Fanconi anemia patients

Add-on
ORAL SCREENING
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Material & Support for Screening

Preventive Screening of oral lesions in Fanconi anemia patients
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Info for clinicians:

Info for patients:
fanconi.de/scc_en

fanconi.delicare
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The hallmarks of cancer screening

- Accessibility to target population (different healthcare settings and affordability)
- Evidence-based

- Risk assessment (should take individual risk factors into account)

- High sensitivity and negative predictive value

- Non-invasiveness

- Benefit-risk balance

- Follow-up diagnostic procedures
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What is the Add-on Screening
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Add-on preventive screening for oral cancer

in patients with Fanconi anemia
using brush-biopsy

2.Documentation

1.Inspection 3.Brushbiopsy

Physicians
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Inspection

» Search for lesions!
» Only what you detect, can be

documented and brushed!
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Documentation
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Documentation Guidance for incisional biopsy

Improved tracking

@ exact site can be determined
/ by referencing the oral map

& lesions are better tracked by
‘ ’ referencing accurate photos
. and notes over time

Diagnostic transparency

@ mouth map creates
diagnostic transparency
during medical care
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Brush biopsy

/ ~g Deutsche ientifi i " J asaf
A Fonconi-Andmie. FA Europe Scientific meeting 2025 | th . § FANCONI FANCONI ANEMIA
L—i Hilfe e.V. Genoa, Italy Hoiich Hoin QJ H e I 10S d CANCER CANCER CONSORTIUM Qg




Material for the add-on screening
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FA-INFO-KIT
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Materials & Instructions

Process of Oral Inspection

Process of Documentation

Download Oral map

Brush biopsy materials

Process of taking Brush biopsy

Reference lab for FA-samples

Flowchart "Add-On Screening in Fanconi Anemia Patients
and management of precursor lesions of
oral squamous cell carcinoma

INSPECTION OF THE

ORAL MUCOSA

Changes in
the oral mucosa?

Cloar suspicion
of malignancy
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(every 8 months)

pE DOCUMENTATION

No

DOA
NoT BRUSH BIOPSY
CLEAR

CYTOLOGY LAB
Incase of inconclusive
ative or positive
eytology. performa
DNAcytometry.

THE INTERVAL OF

INSPECTION
(ovory 3 months)

Oysplasia?

DOA
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ORAL SCREENING

~ Spenden

Add-on preventive screening for oral cancer
in patients with Fanconi anemia

2.Documentation

1.Inspection 3.Brushbiopsy
Physicians 4
"Wrathologists
5.DNA Ploidy 4.Cytology

Basics of Add-on
Screening

Study / Download
Step-by-Step Instructions / SOP Download
International FA-Guidelines

Regular Screeningprogram for adults with FA
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Infinity of screening

of preventive oral screening in Fanconi anemia patients

Add-on
ORAL SCREENING

TWO COMPLEMENTARY
GROUPS

PHYSICIANS[ "ora. - | PATIENTS
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Power 2 U: Build up Self-empowerment
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= Awareness & Education

Self-Advocacy

» Lifestyle & Preventative Actions

Emotional Resilience & Mental Strength

» Build up Health Literacy
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Teaching modules

VERBINDENDES
SCREENING
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Krebsvorstufen

Schwere Dysplasie |

Normal Initiiert [Milde Dysplasie  Moderate Dysplasie

Préventives Préventives
FA BASICS: CELL DAMAGE & LESIONS Screening i

Selbst-Inspektion

Apperance of defective cells in oral mucosa
Top/Surfoce

Underside
of tongue

PREVENTIVE SCREENING
© FOR ADULTS
WITH FANCONI ANEMIA

IMPORTANT TO KNOW

Elevated risk for specific cancers only

Risk increases with age

Standard therapies have limited feasibility
Early detection leads to less invasive treatment
and a higher quality of life

REGULAR SCREENINGS:

A
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52288 « Mouth & Throat: 2-4x a year (Dentist) —
] S‘E § E « Oesophagus/Throat: 1x a year (ENT/Internist) oftongue
5 ?; ‘é‘ % « Skin: 1x a year (Dermatologist) Q
5% L A 3 + No BMT/Leukemia: 1x a year (Haematologist)
3y ‘ « Itis recommended to undergo a yearly liver check

due to a potentially slightly elevated risk.

ELEVATED RISK  Rare Subgroups: Patients belonging to groups FANCDUBRCA2,
FANCNPALB2, and FANCS/BRCAL require addiional Screenings,
(oreast, ioaney, brain)
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eaching modules
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FA BASICS: CELL DAMAGE & LESIONS

Damage and repair (A
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times a day. Reasons for damage are environmental influences

or metabolic processes inside the body. There is also an ongoing process of repar of
the DNA o if not possible the cells die.

Normal cell
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Cancer cell

When cels divide they create copies of themselves.
Over time, cells can build up enough damage to become cancer.

hhu

Heinrich Heine
Universitit Diisseldorf [

Lifestyle choices

Oil

Physical activity

Medication %

(senolytic, senomorphic,
antiinflammation, antioxidants)

Lifestyle
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Available material

w

LAME
CHANGER

> www.fanconi.de/icare

Eg@ FA Wiki » www.fanconi.de/faexam

App FAexam

@
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FAexam: the application!

DETAIL VIEW

<« EXAMINATION

Mouth TONGUE

M

BOTTOM

o
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FAexam
@ Fanconi-Anamie / Fanconi anemia

https://fanconi.de/faexam/
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From the past to today

Help to implement Add-on
Screening in the medical field
of other countries

Reducing the Burden of SCCin FA

A sucessfull story from an idea to medical routine - Part 2

Build up Empowerment program
in patient communities
of other countries
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Brush biopsy:
Training purpose
& Long follow-up
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