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Patient advocacy is
1. Defending patient rights

2. Access to 

• healthcare

• medicines 

• technologies

3. Patients and their families

• Education / information

• Support

4. Collaboration and sharing

5. Patient representation / building awareness

6. Education healthcare providers

Global Skin 2019



1. Defending rights

2. Access to 
a) Healthcare

b) Medicines

c) Technologies

Learn

• Patients (national support)

• Naevus International

• Other networks

Defend

• Naevus International

• National support groups

• Use other networks

Naevus
Global

Patient team 
Naevus

International

Naevus
International

Networks
National 
support

Naevus International 1st meeting 2018



Naevus Global formalized
Chairman: Stefan Wilms

Treasurer: Janny Prooij

Secretary: Marjolein van Kessel

Board member: Ester Prooij

Why?

- Register to networks

- Independent from Naevus International

- Naevus Global umbrella for national CMN patient organizations

- Naevus International: non-registered network

researchers, clinicians, psychologists and patients

June 19th 2019
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• Rare diseases

• Vitiligo

• Sturge Weber

• Changing Faces



Workplace

• Eurordis
(anja.helm@eurordis.org) 

• Global Skin
(shona.fleming@globalskin.org)

• RDI (Rare Diseases International)
(info@rarediseasesint.org)



Example globalskin.workplace.com



2. Patients and their families
a) Education / information

b) Support

• Websites
➢ Naevus International

➢ National support groups

➢ Naevus Global website, content?

• Conferences
➢ Naevus International 1x / year

➢ National meetings

• Social media
➢ Naevus Global

➢ National social media

• NI communications team
➢ Newsletter? Annual report?

Caring Matters Now London 2016



3. Collaboration and sharing
Communication between patient advocates

What to share:

• Good practices

• Information from 

Naevus International/conferences

• Information from networks

How:

• Naevus Global meeting

• Facebook‘CMN patient advocate group’

• e-mail

• ? German gathering 2018



4. Patient representation
a) Building awareness



8. Education of their healthcare providers

We need your input!

Patient Journey

• Timeline birth – entire life

• Visual approach for the 

clinical pathway of patients

Each phase of the journey:

• Symptoms

• Diagnosis/treatment/clinicians

• What can be improved   challenges and needs

• Goals

Naevus International 2018



Example from Neurofibromatosis



1. Share good practices

2. Visit conferences (Eurordis, NORD, etc.)

3. Meet at Naevus conferences

4. Naevus Global is for all of us

Take home message

London 2016

1. Our communication: Facebook or e-mail?

2. Naevus Global website. Ideas?

3. Naevus Global Facebook

4. Newsletter

Discussion



Thank you
Questions?

Marjolein van Kessel

marjoleinvankessel@gmail.com


