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CMN is an Esthetic Vulnerability

Chronic dermatologic features are often associated with
disability. This is the case for giant congenital melanocytic
nevus.

WHO defines disability as “a complex phenomenon, reflecting
the interaction between features of a person’s body and
features of the society in which he or she lives”.

So far, the main activity in dermatology has been to address
the features of individual bodies.

In contrast, the interaction related to the features of the
society in which one lives remains poorly studied.

Yet such a birthmarks may have serious personal
consequences in children and adults, as well as for the
surrounding society, leading to esthetic vulnerability

For you Fanny, what is
a aesthetic disability ?
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” caring matters now
Phoenix Society CHANGING )& . 9 ,
for burn survivors FACES UK Charity for those affected by Congenital Melanocytic Naevi

1. Self-Talk — what we say to
ourselves and believe
| love and accept myself the way | am
and the way | am not.
| meet people easily and feel
comfortable with them.
| Can Do It!

2. Tone of Voice
Friendly

Warm
Enthusiastic

3. Eye Contact

LOOK people in the eye—even if
only for 3-4 seconds.

Guide pour les parents Guide pourles enselgnants { TQ“S EN PI

4 il x/mfv.u s Gisgud

Imagine you are producing a TV commercial of
yourself...use STEPS fo produce the confident
and comfortable image you want to project to L
your audience. YOU have total control over the :

image you choose for your audience to view.

©Barbara Kammerer Quayle, MA. {
‘(\Vg’ .
Phoenix Soady Contact us for more Informetion: 1833 R W Berends Dr. SW, Grand Replds, MI 49319-4953
for bure surmivery’

(616) 438-2773 FAX (616) 438-2831 (800) 888-2876 www.phoenix-socle ty.org




Strategy 1 : Steps

S, like
self-talk!

) T, like
tone of
2! voice!
E, like
ye contact!
) »

e
<TER\ P, like
i) osture!
Stand tall.

“And S,



Stann .

QUE FAIRE QUAND ON ME DEVISAGE

What should | do when someone stares
atme?



Explain — Reassure- Distract

&
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COMMENT REPONDRE AUX QUESTIONS
INDISCRETES D’INCONNUS

How to answer insensitive questions
or remarks from strangers ?

AL ! N'AYEZ PAS
PEUR CELA NE ME FAIT PAS
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Our Therapeutic Education Program




The French Team !

Doctors
surgeon

Psychologists Patients'

G 6 association
eneticis (CMN, Syndrome
costello, arthogrypose,
N urses lysosomal, spinabifida

AnDDI-Rares




For whom?

How people The programme is aimed at
SoRs children aged 6-11 years old but

2D & by subgroup :

& a group of 6-8 year olds and
a group of 9-11 year olds.
groups of 4 to 8 children

what’s the
problem ?
\

Each session is 3 hours long.
Either by homogeneous groups
of pathologies, or mixed.



LE PLAN DE VOL

Escale n*3

Escale n*4

The program is based on childrens
Imagination and takes them on a hot air
balloon trip, each stopover corresponding
to a stage of the program.

We have created a case that contains all
the tools necessary for the animation of
these workshops (travel diary, flight plan,
chek-list, situation cards, dominos-
emotions...).

The child will be accompanied by the pilot
of the hot air balloon who will play the role

of the guide.



Before the program : The Educational Diagnosis

The educational diagnosis will aim to
understand whether the child with a
morphological difference experiences a
probleme or have they found there own
personal resources to reach a form of
resilience:

- If there is resilience, then it should be
respected.

- Otherwise we need to determine the type
of help the child needs

- We creat a board game for this diagnosis.
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$== v island of the witch : Motivational dimension
: The purpose of this island is to explore the child’s dreams and
ambition, his ability to project himself into the future through
questions on:
- The profession in which he plans to work

- The recount their best memory
- their heroes/persons they admire










i v Doctor Coco's island : Biomedical dimension
&S The purpose of this island is to explore the child’s
medical care and his understanding of it
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Therapeutic Education Program

A hot air balloon trip with 4 stops
and a final assessment

A travel diary will accompany the
child throughout his journey to
record their reactions, their
discoveries, and to keep a record
of they have learnt.




Workshop 1: Stopover 1
Important concepts to understand and
work on

Understand the differences and similarities between
all individuals,

..— » Understand difference between natural curiosity and

h negativ curiosity : To deal with natural curiosity in a
«° positive manor.

/!
’ / " » Review the medical knowledge they have acquired on
the origin of their condition.
o

=» Tous différents, Lous uni

ques

Dr Coco

Coconut of knowledge

Hats game



Workshop 2: Stopover 2
Two psychosocial adjustment strategies

( Coping)

e EN PISTE (STEPS) and E-R-D
EN... j - How to introduce myself and prepare
5 | myself to face anxiety-provoking situations

- How to answer the curiosity about my
physical particularity

I

S

T= ? This workshop aims to personalize each
E= child's responses so that they can take

} l ownership of them by experimentation.

Magic parchemin

/ | Expliquer 1\ \

Rassurer

Distraire

Magic shield



Workshop 3 : Stopover 3
Understanding emotions

e Understand their emotions and therefore the

reactions they induce.
e Understand the emotions of others and their

reactions
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Game « time’s up » of emotions

Julia Roberts Owen Wilson Jacob Tremblay

"FAITES LE PLEIN DE

BONHEUR

COUREZ VOIR WONDER"

"UNE VERITABLE PEPITE ! LE FEEL-GOQD DE UHIVER"

—=a "UNE PETITE
MERVEILLE'

AU CINEMA LE 20 DECEMBRE

e |

Identify the
emotions, and
behaviour of the
characteres in the
movie « Wonder »




Workshop 4 : Stopover 4
How to Deal with people and sensitive situations

LiLE DES POSSIBLES

On the strength of the three previous workshops, the child will
be able to confront delicate situations that they have chosen to
work in.

Situations :
Tools : Teasing, stigmatization, staring...
- game cards situation
- simulation exercise with role play
- problem solving method (7 steps )




Final assessment

CHECK-LIST AVANT LE VOL

Mercl d'dtre ottentif
aux consignes de vol.

pour g'étre Jugé
m‘mum
répondre, e sn désacsard

ku Jo poux porler avec mon U 8375
| 1o i provv deanvetonc svers

o o ol do e pos savol, 6@ 10 708

Observation of flight Stamp and/or
conditions signature of the

The travel diary pilot




.“ Thank you for your attention
and you to play now !

WWW.anhna-asso.fr

« Tous En Piste » sur Amazon
ou La Fnac


http://www.anna-asso.fr/

