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BIENVENUE



WI-FI

User: EISP_UM655

Password: Eisp$2022

Utilisateur: EISP_UM655

Mot de passe: Eisp$2022



Traduction en temps réel 
Real-Time Translation

1. Scanner de QR 
Scan the QR:

IPOPI.org

IPOPI 8TH AFRICAN PID PATIENTS’  MEETING

2. Choisir la langue
Choose language:

3. utiliser l'oreillette de votre 
téléphone pour l'audio

Use headset on your phone for 
audio:
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What is IPOPI?
• The International Patient Organisation for Primary 

Immunodeficiencies (IPOPI)

• a non-profit international organisation

• the leading advocate for primary immunodeficiency (PID) patients 
worldwide 

• working in collaboration with patients, healthcare professional, 
politicians, regulators, pharmaceutical industry and other relevant 
stakeholders.

Our mission: IMPROVING PID PATIENTS’ LIVES. WORLDWIDE.
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A vibrant global community
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IPOPI Governance

Executive Committee
Martine Pergent, Chair (France)

Bruce Lim, Vice-Chair (Malaysia)

Otilia Stanga, Treasurer (Romania)

Roberta Anido de Pena (Argentina)

Jose Drabwell (NL/UK)

Andrea Gressani (Italy) ✝︎

Cynthia Olotch (Kenya) 

John Seymour (USA)

Whitney Ayoub Gouldstone (Canada)

Each board member is:

• nominated by her/his NMO 

• elected during the biennial Annual General Assembly for a 

4 year term.

All board members work jointly for the global community, 

following IPOPI’s strategic plan. 

Board members have regional responsibilities. 

Each member had a main contact & regionally responsible 

board member
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IPOPI Staff

Johan Prévot, Executive Director 

Patricia Boldescu, Communications & Events Assistant

Miriam Ferreira, NMO Programmes Officer

Clare Glynn, Accounting & Administration Manager 

Julia Nordin, Communications Manager

Carla Morgado, Office Manager

Mercedes Muraca, Event Manager

Leire Solis, Health Policy and Advocacy Senior Manager

Carol Tavener, Accounting Assistant

Samya Van Coillie, Medical Affairs Project Manager

NMO main staff contact

Miriam Ferreira

miriam@ipopi.org

IPOPI staff members work 

to implement IPOPI’s strategic 

plan in collaboration with the 

Executive Committee.

mailto:miriam@ipopi.org
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IPOPI Medical Avisory Panel
IPOPI MAP members 

•support IPOPI’s activites 

•advise where needed

•cooperate on various 

clinical programmes 

Dr Nizar Mahlaoui – France (Chairman), 

Prof Martin Van Hagen – Netherlands

(Vice Chairman), 

Dr Adli Ali – Malaysia, 

Prof Tadej Avcin – Slovenia, 

Prof Aziz Bousfiha – Morocco

Prof Antonio Condino-Neto – Brazil

Prof Charlotte Cunningham-Rundles – USA

Dr Virgil Dalm – The Netherlands

Prof Tandakha Dieye – Senegal

Dr Nahla Hashim Hassan Erwa – Sudan

Prof Alain Fischer – France

Prof Elie Haddad – Canada

Prof Steven Holland – USA

Dr Pamela Lee – Hong Kong, 

Prof Isabel Meyts – Belgium

Dr Olaf Neth – Spain

Dr Cecilia Poli – Chile

Dr Elizabeth Rivers – United Kingdom

Dr Silvia Sánchez-Ramón – Spain

Prof Anna Shcherbina – Russia

Prof Surjit Singh – India

Prof Stuart Tangye – Australia

Prof Klaus Warnatz – Germany

+

Honorary Chairperson

Prof Helen Chapel – UK

Honorary Vice-Chair

Dr Teresa Espanol – Spain



IPOPI.org

IPOPI 8TH AFRICAN PID PATIENTS’  MEETING

www.ipopi.org

http://www.ipopi.org/


Thank you for 

your attention!



Secrétaire général de HAJAR 
HAJAR´s general Secretary

BOUCHRA BENHAYOUN



Présentation des participants

Icebreaker

Martine Pergent | IPOPI President 
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SESSION 1



DIP, où en sommes-nous en Afrique?

PIDs: Where are we in Africa?

SESSION 1:

Modératrice | Moderator: Martine Pergent
Intervenants | Speakers: Dr Leïla Jeddane; Anton van 
der Zandt; Moses Muchege; Mariam Fourati 



Grandir avec les DIP en Afrique – Etat des lieux
et perspectives

Growing up with PIDs in Africa – current status 
and possibilities

Dr Leila Jeddane | ASID President 
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Growing up with PIDs in Africa -
current status and possibilities

Jeddane Leila, PhD

African Society for Immunodeficiencies

Laboratoire National Mohammed VI d’Analyses Médicales, Fondation 
Mohammed VI des Sciences et de la Santé, Casablanca, Morocco



Introduction

• “Primary Immunodeficiencies”(PID) or “Inborn errors 

of Immunity”(IEI): 482 disorders

• Global prevalence: 
• 86.3/100,000 (Boyle JM, Buckley RH. JoCI, 2007)

• 11/100,000 (France: Mahlaoui N, et al. JACI, 2017)

• Estimation in Africa (1,44 milliard):
• 158,438 – 1,243,024

• Registered: 2250 (publications)



PIDs in Africa: Where are they?



Growing up with a PID in Africa: 
The UnLucky One 1

• ??

• Recurrent infections, failure to thrive

• Consulting several practitioners

• Treating each infection alone

• Absences from school



Growing up with a PID in Africa: 
The UnLucky One 2

• Hajar, 5 months-old

• Consanguinity, 3 deceased siblings

• Diagnosis: SCID T-B+NK-

• Needs a HSCT, to be performed abroad

• Gathering of funds was too late



Growing up with a PID in Africa: 
The Not-so-Lucky One

• M.A.

• Diagnosis: CVID

• Therapy: Immunoglobulin Replacement Therapy (IVIg)

• Issue:
• Allergy to the commercialized product

• No other available product



Growing up with a PID in Africa: 
The Lucky One

• Ayoub, 6 months-old

• Diagnosis: SCID

• Brother compatible

• HSCT done in 2010

• Now growing well



How to improve?

• Raising awareness:
• A-Projects

• ASID Schools

• Webinars

• Advocacy:
• Availability of drugs / therapy

• Authorization for several companies

• Data:
• ASID Registry



Future perspectives



Q&A

Q&R



Point de situation sur l’Afrique: le point de vue 
des patients

Status update from the African region: 
patients’ perspective

Martine Pergent | IPOPI President 
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Présentations de associations de patients 
africaines 

NMO presentations from the African region 
on 1 succesful action 

Anton van der Zandt | PiNSA, South Africa 
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RÉSEAU DES DEFICITS IMMUNITAIRES 
PRIMITIFS D’AFRIQUE DU SUD)

Présentateur: Anton Van der Zandt



Sommaire

• Vision
• Historique
• Défis
• Histoire du PiNSA
• Plan stratégique
• Plan de mise en œuvre
• Outils de communication
• Site web
• Je ne suis pas seul
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VISION
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Veiller à ce que les personnes 
atteintes de deficit immunitaire 

primitive en Afrique du Sud 
bénéficient d'un traitement 

optimal et d'un soutien. 



CONTEXTE

• 59,39 millions d'habitants (2021) 
• 11 langues officielles
• 29 ans de démocratie
• 9 provinces
• 6,4 millions de contribuables (2021)
• Estimation de 4 000 patients non diagnostiqués
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Afrique du Sud
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Les Défis
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• Distance
• Terrain
• Langue
• Connectivité
• Priorités concurrentes
• Système de santé
• Taux de change
• Sous-diagnostic
• Accès inégal au traitement



HISTOIRE DE PINSA
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• Constituée en 2001
• Association à but non lucratif 
• 14 patients diagnostiqués
• Groupe bénévole de parents et de patients
• Comité: Président, vice-président, trésorier et 

secrétaire
• Conseil médical



PLAN 
STRATÉGIQUE
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• Soutien
• Sensibilisation 
• Information 
• Collecte de fonds
• Lobbying
• Formation



PLAN DE MISE EN OEUVRE
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• Stabiliser PiNSA – 2022
• Refonte du site web de PiNSA
• Lancement de la semaine monndial des DIP 2023 -

Campagne de perfusion - Je ne suis pas seul 
• Atteindre les communautés défavorisées –

Divers établissements de soins de santé
• Mettre à disposition des outils sur le site web pour 

soutenir les membres
• Utiliser activement les outils de communication - médias 

sociaux



WORLD PI WEEK
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LES OUTILS DE COMMUNICATION
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Les médias sociaux

• Facebook
• LinkedIn
• Twitter
• Site web
• Groupes Google



SITE WEB
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MERCI
BEAUCOUP



Présentations de associations de patients 
africaines 

NMO presentations from the African region 
on 1 succesful action 

Moses Muchege | PIDs Kenya, Kenya
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SENSIBILISATION

Présentateur: MOSES GITONGA

Nous sommes une petite organisation qui s'efforce actuellement 
d'informer l'ensemble de la communauté sur les DIP. 
Nous travaillons avec des médecins dans des hôpitaux tels que 
l'hôpital universitaire Aga Khan, l'hôpital pour enfants Gertrude et 
l'hôpital copte afin d'identifier et d'orienter les patients vers DIP 
Kenya pour qu'ils bénéficient d'un soutien moral et psychosocial.



ACTION RÉUSSIE

Lorsqu'on a diagnostiqué un DIP chez notre fille à l'hôpital 
universitaire Aga Khan, le médecin traitant nous a orientés vers 
PID Kenya. C'est ainsi que j'ai découvert l'organisation et que 
j'en suis devenu membre. Nous avons rencontré des parents 
d'enfants atteints de DIP et nous avons été encouragés à 
apprendre les uns des autres. Les membres bénéficient d'un 
soutien moral et psychosocial qui leur permet de garder espoir. 
Nous vivons avec l'espoir que nos proches pourront vivre une 
vie heureuse et sans douleur.

IPOPI.org

IPOPI 8TH AFRICAN PID PATIENTS’  MEETING



En tant qu'organisation, nous avons eu plusieurs entretiens 

avec des médecins et des membres, comme l'indique le 

compte Twitter de notre organisation - @PIDsKenya.

Nous espérons pouvoir impliquer davantage de praticiens 

médicaux dans la sensibilisation pour nous permettre de 

recruter plus de membres.

NOUS VOUS REMERCIONS.



Présentations de associations de patients 
africaines 

NMO presentations from the African region 
on 1 succesful action 

Mariam Fourati | ATunDip, Tunisia
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PRESENTATION
TITLE

Tunisian Association of patients with Primary Immune Deficiencies

Dr .Mariam FOURATI (Vice President)

Association Tunisienne Des Patients atteints 

de Déficits Immunitaires Primitifs



Founders

President: Mohamed Habib SELMI 

Vice President :Mariam FOURATI

General Secretary :Nabil BELHADJHAMIDA

Sponsor of  Atun –DIPs : 

Pr. Mohamed Ridha BARBOUCHE

Creation of the Association Atun-DIPs

Treasurer: Chedlia HAJ MABROUK 



• Place: Sfax

• Date: 20 March 2019

• Coordinator: Pr Mongia Hachicha

• Participants: 17 

1st  meeting

• Place: Kasserine

• Date: 20 April2019 

• Coordinator: Mr Nabil Bel Hadj Hamida

• Participants: 15 

2nd meeting

• Place: Mahdia

• Date : 29 June 2019

• Coordinator: Mr Nabil Bel Hadj Hamida

• Participants:  29

3rd meeting

Awareness meetings for families



Flyers for families



Senegal

Opportunities

* Possibility to be IPOPI membership

* Interact with other associations

* Learn from success stories and experiences of other patients

IPOPI – National Member Organisation 



Funding from the Principality of Monaco 

«Facilitate school integration of PIDs patients»



Attendance to the World Rare Disease Day 



Perturbation during

Covid pandemic



Challenges during the COVID pandemic

2020: Food aid to some families by establishing relationships with associations 

dedicated to support poor families in different regions of Tunisia

2021: Support of childe with PIDs with motor disabilities ( 11-year-old case who 

never attended school)  to join “Association el WAFA de soutien des Handicapés” in

El Hancha Sfax



Actions in 2023



Honorary President : Mr Mohamed Habib Selmi

Président: Mme Meriem Ben Ali

Vice- president: Mme Mariam Fourati

General secretary : Mr Nabil Belhadjhamida

Vice- General secretary :  Mme Chadlia Haj Mabrouk

Treasurer :                         Mr Adel Gharbi

Election of the new office members



Attendance to the International Day of Immunology

The 2023 Day of Immunology theme is

“Immunology Talks to Public Health”



Actions in 2023

Facilitate access to treatment for patients without medical care

coverage (Purchase of medicines / Payment of radiological

examinations )

Purchase of school supplies (school year 2023/2024)

Ensure Psychological support for patients and families with the support



https://www.atundips.tn/

# الاوليالجمعية التونسية لمرضى نقص المناعة 

#ATunDIPs

#AssociationTunisiennes

https://www.atundips.tn/
https://www.facebook.com/hashtag/%D8%A7%D9%84%D8%AC%D9%85%D8%B9%D9%8A%D8%A9_%D8%A7%D9%84%D8%AA%D9%88%D9%86%D8%B3%D9%8A%D8%A9_%D9%84%D9%85%D8%B1%D8%B6%D9%89_%D9%86%D9%82%D8%B5_%D8%A7%D9%84%D9%85%D9%86%D8%A7%D8%B9%D8%A9_%D8%A7%D9%84%D8%A7%D9%88%D9%84%D9%8A?source=feed_text&epa=HASHTAG&__xts__%5b0%5d=68.ARAq3DV-2foYWTkcMVlSHH3gOuoQQCjMKVbhe_b8kNaqijqXo9IqL3JaxUMRbN1hv3G7FBfEnh-3DO3fUTzm3rickqIaVbhIJ1Gc5Osty7_N0ZWh6eJPTmMcc6OJgvddU-28n5ArRkHHYW6RoNE0PP11Lr5sBVNf9wI6In-D7CQCgfu0tcqxE3iD0gO4taJcvS8C1Yv4n89ZMvwGfCH6OP8VeAyL0t2WzTZPExt02Ic0Y8_5nSz3aaVALX-EI8qu6L9Ch5esUPfRtYIkChXkIkL9zTeuDniUUwZf97Ri6L2wpKO3ren59Dl9pz0zwh13zqx2xWZFJIYEsZq9damdJWGzN2XWK6Yv6aNf9seC00OJT1FLJvUhPvsA0VRbKLvclEezXcwDYzaVywd00TDYSpwA7lYLmnYhEYVgb46IjzJNkMfh2Dgid3tpQ1S_ype6R2bvzjfj_UeI9wkK-OvrAqFTOtRUuVGQqlJLXYe5MGbszvn56kMueQ&__tn__=*NK-R
https://www.facebook.com/hashtag/atundips?source=feed_text&epa=HASHTAG&__xts__%5b0%5d=68.ARA1kfyft0s9yavn9u7hTWeGQTvGU68YE1nF8YvkOomPgR2LOSi_6jum81EozmGxlamLdbyoouPkpwep3GTug6hY1nTfYjb-cy2yciEkmnwN5sVOs09f1AC-mHb8IzKoVFNHKRfoPzB_W3nqHPFmeWn0T1ovp-4uk9daxV73mGxp5Qg55uXPzwzVFwyps9QBDQNvNrIBJiUBTwN6icVGyICKDGf7me5L_8NQ3sfdHCHcE__9r5E1juwpjWf8rZQ4Eu4N7nYT0NOLqvjVjthv292QB72UkQvO7qLRQy1-WiSDzmyqCZwuSGozF9Tpbmhq2mUTMnnOAoiLymPQyF7gf50SB7cgEa0OliMtMLjXEAvoZ1NfQ0K7S3yHBbzN4zS0taoouviD-ey-mWopzYlwk9dWjBbyVUd1bWcV_aqZGoXvLAQR48nKCYXNH8JXO9Zt3nZpJRnZHwgLY7qtwwgGzOVmUgyt4ZQVlPx2U8lkCHJxsyRCZMY89g&__tn__=*NK-R
https://www.facebook.com/hashtag/associationtunisiennes?source=feed_text&epa=HASHTAG&__xts__%5b0%5d=68.ARA1kfyft0s9yavn9u7hTWeGQTvGU68YE1nF8YvkOomPgR2LOSi_6jum81EozmGxlamLdbyoouPkpwep3GTug6hY1nTfYjb-cy2yciEkmnwN5sVOs09f1AC-mHb8IzKoVFNHKRfoPzB_W3nqHPFmeWn0T1ovp-4uk9daxV73mGxp5Qg55uXPzwzVFwyps9QBDQNvNrIBJiUBTwN6icVGyICKDGf7me5L_8NQ3sfdHCHcE__9r5E1juwpjWf8rZQ4Eu4N7nYT0NOLqvjVjthv292QB72UkQvO7qLRQy1-WiSDzmyqCZwuSGozF9Tpbmhq2mUTMnnOAoiLymPQyF7gf50SB7cgEa0OliMtMLjXEAvoZ1NfQ0K7S3yHBbzN4zS0taoouviD-ey-mWopzYlwk9dWjBbyVUd1bWcV_aqZGoXvLAQR48nKCYXNH8JXO9Zt3nZpJRnZHwgLY7qtwwgGzOVmUgyt4ZQVlPx2U8lkCHJxsyRCZMY89g&__tn__=*NK-R




COFFEE BREAK

PAUSÉ-CAFE

30 min
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