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New campaign to manage the

increased risk for oral cancer in FA
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Prevention of oral cancer

EARLY PREVENTION for Fanconi anemia patients

Dealing with the
increased risk of

oral cancer i iy
& Participation in FA Expansion
meetings FARF
o in Germany, Europe and  [O(* contnbute? tt? the
the US costs of the
How it all began... B 000 e
O)g'® & Involvement of FA
() physicians/clinics = |
in some European =S 9.2020
2006 countries and Brazil -10.2023

First Roundtrips
to FAmilies
in Germany, Europe
and the US

Since 2009 project:

“Reducing the burden of
squamous cell carcinoma in
Fanconi anemia”

Publication
"Diagnostic Accuracy of Brush
Biopsy—-Based Cytology for the
Early Detection of Oral Cancer
and Precursors in FA"
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Reducing the burden of
Squamous cell carcinoma in Fanconi anemia

the field
Data analysis
Re-use material
Empowerment

Implementation in
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GOALS OF

IMPLEMENTATION &
EMPOWERMENT

= AWARENESS
OF ORAL LESIONS
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Prevention of oral cancer for Fanconi anemia patients

Deutsche
Fanconi-Anémie-

Goal: Early detection

Awareness

of early lesions
which could lead to
oral cancer at
young age
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Pre-cancer
C A N C E R & Normal Initiated | Mild dysplasia Moderate dysplasia Severe dysplasia Carcinomainsitu | Invasive cancer

ORAL LESIONS
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Screening of oral lesions

Prevention of oral cancer for Fanconi anemia patients

EARLY DETECTION
OF ORAL CANCER

= SCREENING FOR
ORAL LESIONS

oral lesions
PREVENTIVE Looking for chcmges/spo’rs oral
ORAL SCREENING= in oral mucosa cancer
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Pre-cancer

Invasive cancer
Normal Initiated I Mild dysplasia  Moderate dysplasia Severe dysplasia Carcinoma in situ I £

PREVENTIVE
SCREENING FOR
ORAL LESIONS

= USAGE OF
VISEBILITY & TIME

DD

FIELD OF PREVENTIVE SCREENING!
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Infinity of screening

of preventive oral screening in Fanconi anemia patients

PREVENTIVE
ORAL SCREENING

TWO COMPLEMENTARY
GROUPS

PHYSICIANS{ ~ora. ) PATIENTS

SCREENING
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Infinity of screening

of preventive oral screening in Fanconi anemia patients

THE RHYTHM
OF PREVENTIVE
ORAL SCREENINGS

Self-
Examination
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Material & Support for Screening

Preventive Screening of oral lesions in Fanconi anemia patients

MATERIALS &

S U P P O RT Add-on Self-
S i S [
FOR PREVENTIVE for clinicians for patients
ORAL SCREENING o
% e Information
FOR PATIENTS: A 2T Education
FANCONI.DE/ICARE L —a Training
::-E'—“, >
Info for clinicians: Info for patients:
fanconi.de/scc_en fanconi.delicare
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LEARN MOUTH SELF - EXAMINATION

» TEACHING MATERIAL

» VIDEO

»> TRAINING

> APP “FAexam”
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Development of material for self screening

DEVELOPMENT WITH
INTERNATIONAL alise sl
instructions
SUPPORT OF Groups from support of
FADULTS Denmark, 40 individuals
Germany, US with FA

Teaching-Videos
Group of Germans,

.“_\ AN\( Danish & US-

“\ Individuals
Y Ou“ g APP

h - Group of Germans,
- - Beta-Testing

. pending

v
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Material & Support for self screening

Preventive Screening of oral lesions in Fanconi anemia patients

POWER 2U
TEACHING VIDEO

mouth
self

examination
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THE 2 STEPS OF
SELF-EXAMINATION
INSPECTION &
DOCUMENTATION

® Ot
act 7 7
C of tongue &
Right side
. ‘\ > ofsto'wgua
www q n C o n I e 1o Exan tongue
(] (] HOW TO EXAM?
+ Examine systematically
] e.g. always from right to left and top to bottom
[ .t lluminate the areas as much as possible
23 e.g. use a headlomp, cell phone, flashlight or
g8 use an illuminated magnifying mirror Date:
; . D_ocumentotlon Use the mouth map & take 02/04/2022
W pictures ([explanations on the next pages)
18 Nummer 1:
7 3 WHAT SHOULD YOU LOOK FOR? #as been there since
55 Note down all visible spots that look different or 2021, no changes
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ORAL SELF-EXAMINATION
FOR FA INDIVIDUALS

@ Instructions

Individuals with FA often have visible spots in their mouths that come and go and are nothing to worry about.
In rare cases, these spots (called lesions) are premalignant or already cancerous. Consistent and thorough
observation can lead to early detection of important changes that can be monitored and/or treated
effectively. Therefore, in addition to regular visits to the dentist and ENT (Ear, Nose and Throat specialist),
monthly self-examination or examination by a family member with documentation is recommended.

PROCEDURE OF AN ORAL SELF-EXAMINATION

J
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www.fanconi.de/icare

In progress

App for
74 oral self-
{
\U UPPER JAW examination!
© Gums around the outside of the teeth
© Pull upper lip upwards os far os possible
Gums inside of the upper jow, by upper teeth
Roof of the mouth, including back towards the throat
Right cheek (pulling cheek out to view as far back as possible]
o Left cheek (pulling cheek out to view as far back as possible)

Download at
iphone-Appstore &
Android-Playstore

(Z) LOWER JAW

° Gums, around the outside of the teeth
© Pulllower lip out and down os far as possible
Gums inside the lower jaw, by lower teeth
@ Floor of the lower jaw, where tongue rests (lift tongue)

) TONGUE

@ Surface of tongue as far back os possible
Underside and tip of the tongue Complete right

@ side of the tongue

© Complete left side of the tongue

Left side

EXAMPLE OF DOCUMENTATION
USING A MOUTH MAP

Mark, number, describe
and take a picturel

just den’t "lock right”. Find examples of lesions at:
www.fanconi.de/icare_en Nummer 2:

About there a week,
slightly sore and a loit
painful,Wwhite-reddish,
about 0,2 inch

72 WHAT TO NOTE DOWN

Z  Are these new spots? How long have you noticed
them? What changes do you see? What colors are
the spots? What size and texture? Do they hurt or
bleed? Can you imagine a reasen for them?

Download the mouth map (self-examination
documentation sheet) at: www fanconi.de/icare_en

- ALL INFORMATION ON: EXAMINATION SCHEDULE

7 WWW.FANCONI.DE/ICARE » Semi-onnual check-up ot dentist if the oral mucaesa is inconspicuous /
=5 christinekrieg@fanconide In case of abnormdlities check-up once per quarter
= velleuer@uni-duesseldorfde = perform oral self~examination once per month
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ORAL SELF-EXAMINATION &
FOR FA INDIVIDUALS L i S Prtamions

Photographic Documentation www.fanconi.deficare

i

TIPS & TRICKS FOR TAKING GOOD
PHOTOS VARIES IN DIFFERENT CAMERAS
P .

ATTENTION: RIGHT & LEFT SIDE

EXAMPLES

Brato t You con clearl 56 the reofionship of the.
v lower

Pnoto | You can clearty see

Proto 2 You con see T 500 in detod witnout
001§ oCated 1 1 et renection
e reterencel

ALL INFORMATION ON:
ONL.DE/ICARE

EXAMINATION SCHEDULE

ORAL SELF-EXAMINATION
FOR FA INDIVIDUALS

Vo

Examples of visible oral lesions www.fanconi.de/icare

WHAT ARE “VISIBLE SPOTS"

EARLY DETECTION OF CHANGES IN
THE ORAL (LESIONS)?

EXAMPLES OF LESIONS
iy visible laions WITHOUT cancer or
ariication oy a specialistl)

ALL INFORMATION ON:

EXAMINATION SCHEDULE
E/ICARE &

Universitatsklinikum
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/ ATTENTION
b MARKING IN MAP

Make sure you document
the correct side of the
body!

The RIGHT side of
the body is on

the LEFT on the Here is the
Mouth Map! of the mouth

Here is the
left side
of the mouth
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5~ )ATTENTION

v'Let others help you!
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KEEP CALM
often visible spots (lesions) in FA
come & go, mostly nothing to worry about
many causes: injuries, bacterial, viral or fungal infections

Consistent and thorough observation
(+ monitoring)

= early detection of important changes
= early + effective treatment
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Infinity of screening

of preventive oral screening in Fanconi anemia patients

THE RHYTHM
OF PREVENTIVE
ORAL SCREENINGS

ersitat
Disseldorf |
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Material & Support for self screening

self examination & documentation for patients

FUTURE GOALS &
NEXT STEPS

App

Documentation of Screening

Reminder System

Overview & Export of all documented lesions
Comparison of same lesion over time
Gateway to FA Information

- Beta-Testing APP

* Teaching & Training

 Development of new
Health- & Lifestyle-

Questionnaire

Info for patients: fanconi.delicare
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