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Introduction

13 years old
complications
diagnosis

treatment
4 weeks old living with CMN
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What would have
made life easier

« Fast and correct information at birth
» Information neurological symptoms
* Find experts

« Understand Dafnis’ behavior

» Understand Dafnis’ poor motor skills
* The impact on siblings

» The impact on my relationship

» Information palliative care
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Marsellle
2013

Presidents:

« Stefan Wilms (2013-20157?)
* Michelle Sibbons (2016-2017)
« Marjolein van Kessel (2017-2025)

Complicated:

» Prioritize work national organizations
« Organize in person meetings

« Bylaws and finances

* Personal issues

Nevus Netwerk Nederland

. Board not functioning
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Feeling lost and
alone

NO FINANCES
(SOME REMAINING
FUNDS)

PRESENT POSTER
AT EURORDIS

NO OFFICIAL
ORGANIZATION

CONNECT WITH
ORGANIZATIONS
(EURORDIS,
GLOBAL SKIN,
MPNE, ETC.)

WEBSITE FACEBOOK PAGE

NAEVUS SUPPORT FROM
INTERNATIONAL LEX!
VERSUS NAEVUS
GLOBAL
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Connections

« 2014...2024 Nevus Outreach

« 2017 Nevus ltaly

« 2014 and 2016 Caring Matters Now
« 2018 and 2019 Naevus International
« 2018 Naevus 2000 (la Roche Pose)

« 2018 Eurordis

« 2014, 2016, 2018, 2020 Global Skin

« 2018, 2019, 2024 MPNE and MELCAYA
« 2022, 2024 WCRSD

« 2023 EADV

+ 2024 PEDRA

People: _ A
Inbal, Heather, Benni, Mark, Jodi, Viola and Rosalba, SN Bl SRS e _'4;'15:5:3:5:5:5
Gaelle, Beatrice, Anne Fledderus, Julia Laibahas, Pedro €9 fagn "\ R \i e e De dae N -0 BN
Lopez, Cindi Colby

Experts

Veronica Kinsler, Suzanne Pasmans, Harper Price, Yasmin
Khakoo, Carry Coughlin, Andrea Diociaiuti




Naevus Global updates

* Online meetings

* In person meetings with Naevus
International 2018 and 2019

e OCOMEN research
 Nevus Outreach
» Guidelines CMN (the Netherlands)

« ERN-skin, ePAG member
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Information

N/EVUS HOME ABOUT CMN SUPPORT ACTIVITIES DRGANIZATION REGISTRATION CONTACT &
GLeBAL

website

« 2018 take over and rebuild
« 2023 rebuild based on patient journey

Connectm? people with
Congenita Melanocytlc
Naew worldwide

Naevus Global is an international team of deputies from national

patient advoca yqomud dividual patient advocates

dedicated to improving the lives of people affected by congenital

melanocytic nevi (CMN) and possibly neurocutaneou
melanocytosis (NCM) through the promotion of both biomedical
esearch and improved access to information,

Subscribe to newsletter

Collecting and designing materials

 List of books (reading books, stories, picture books, etc.)

» Parent support guides (from Caring Matters Now), 6 languages _

 Translation Tous en Piste, 6 languages, 5 printed \17/ \27_ T
. ; - s —=A |GURNEY

« Skin at School (not yet published) 3

Support I i , G
List CMN videos published on youtube -

 Share impressive stories from Facebook (with permission) i e o o e e T et

« List social media channels

« Memorial videos (Quinten)
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Collecting contacts worldwide

On website:

« CMN organizations

» Social media contact
groups

* From original website:
scientific advisory council

Not shared public:

 Individuel contacts

» List of scientific advisors
contact details

[l o patient support group
CMN support group less formal

CMN single contacts

How: - o

- CMN organizations: 4/5 R )
online meetings e A Lot

- Search on Nevus LR e
Outreach facebook and w»

connect
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2024 - 2025

‘Vier handen op een lege buik
» Impact the loss of a child has in a relationship
« Learn impact on relation
« Deal with feelings of guilt

J

Change In life:

« 2 BnB’s and a workshop place

* Change in my paid work

* End of patient advocacy, Naevus Global and
NNN
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Questions?

Dank u wel

Gracias Danke

Merci
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