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Belgium (2011)

 BOPPI — Patient Group

 BPIDG - PID Physician Group

« Support local patient group through
Identification of national objectives in
cooperation with doctors.

« Establish action plan
* Presentation of IPOPI Awareness Toolkit
Follow up awareness campaign:

Nieuwsblad.be

Hoog bezoek in Bloso domein Hofst

Zemst - Een Belg op 2000 lijdt aan Primaire Immuunstoornisse ( 1). Om de ziekte uit de anonimiteit te halen én om patiént
‘oor
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P:ROIEC:I'

IPOPI NMO PID Awareness Campaign
Workshops — Ireland and Spain (2012)

vImproved NMO'’s skills set

v Elaboration of national PID awareness & advocacy
campaign action plans in Ireland and Spain

v'Strengthened network of re-motivated and more efficient
NMOs

v'Case study reports to all IPOPI’'s NMOs




PRO]ECT

IPOPI NMO PID Awareness Campaign Workshops
— Braazil (2013)

First ever joint meeting of two key patient groups and doctors
Decision to move forward with joint national PID awareness
campaign:
s Joint response to National RD Consultation outlining PID
community priorities
* Political awareness and advocacy campaign planned for 2013
s Joint event during WPIW 2014
Strengthened network of stakeholders and UNIFIED ap proach
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PROJECE
IPOPI Regional African Patient Meeting in South
Africa, back to back with 2013 ASID congress

Increased number of efficient patient advocates — Closer regional
NMO Network

Attendance of several countries: South Africa, Uganda, Morocco,
Senegal, Zambia.....

Regional priorities identified & action plans established

Launch of new NMO in Uganda




PRO]ECT

IPOPI -Awareness Campaign Workshop
Sibiu in Romania — October 2013

8 patients, 5 doctors

Empowerment of both patients and doctors through future
collaboration

Action plan — Patient Registry

Political agenda-National Plan for RD




IPOPI World Primary Immunodeficiency [ o]
Week NMO Programme

 Launched in 2011
 Over 4 years, IPOPI has supported 49 national World Pl Week
campaigns so far including:

 Media outreach campaigns

Medical & public awareness campaigns,

Pri ma y Immunodeficiency:
Turnin g hope into action!

Advocacy campaigns

Targeted events

 Publications

www.worldpiweek.orq
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http://www.worldpiweek.org/

PROJECT
IPOPI NMO Regional Advocacy and Media
Training Workshop — Eastern Europe -2012

Increased number of efficient patient advocates — Closer
regional NMO Network

Attendance of 6 countries NMOs incl. Romania, Russia,
Poland, Serbia, Hungary, Turkey

Increase in advocacy campaigns to improve access to
diagnosis and care in target countries

Regional priorities identified —i.e. lack of appropriate adult
care

Re-motivated NMO leaders in the region
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ADVOCATING AT EU LEVEL

EU PID FORUM — SCID Newborn Screening 2011

EU PID FORUM — HTA assessments 2011

EU PID FORUM — National Plans for Rare Diseases 2012

EU PID FORUM — Crossborder Healthcare and PIDs 2014



| ADVOCATING AT DIFFERENT LEVELS

WHO Expert Committee on biological standardisation

WHO ROME DECLARATION

Rare Disease Day — awareness and advocacy
Wilbad Kreuth — Council of Europe
PLUS — Dublin Consensus

outcome



Antalya Declaration

Education — Medical Students and Healthcare Professionals
Public Awareness

PID Genetic Diagnostics — free in J Project countries

ID Register — National and International data bases

sonalised Immunologlobulin and Stem Cell Transplantation
estriction on funding or infrastructure constraints



Online resources:

NMO Support Programmes and Toolkits
IPOPI website contains a wealth of other resources

(publications, position statements, latest news, IG
database..)

WWW.1POPI.Org

A gift from IPOPI to our NMOs — a Website ToolKkit



http://www.ipopi.org/

IPOPI NMO Website Toolkit

xE

International Patient Organisation for Primary Immunodeficiencies ————

HOME POPL ~ PUB TIONS ~ EVENT:

NMO Website Toolki

Welcome to the IPOPI NMO Website Toolkit page!

The IPOPI NMO Website toolkit is a tool made exdusively available to IPOPI's National Member Organisations.

This toolkit was created to help IPOPI's National Member Organisations (NMOs) set up their own websites and learn how to use the Content Management System (CMS) to
update and change it.

The IPOPI Toolkit is a simple user interface that will enable NMOs to create, add to and edit their website.

An IPOPI Website Builder & CMS User Guide was created to help you get familiarized with the system. Please make sure you read it carefully before starting working on your
website.

To start working on your new website and to access the User Guide, please login below:
To apply for a password please send a request to magda@ipopi.org.

Please login to see content.

Email Address:

Password:

Tel: 0040743078143 E-mail: asociatiaarpid@yahoo.com .

PRAARY MUUNOEFIENCY RETWORX O SOUTK AFRICA
Q Acasa Despre ARPID Despre IDP Evenimente Link-uri utile
Q - BUN VENIT! » Logo arpid

Weicome!
to the website of the Primary Immunodeficiency Network of South Africa.
Primary Immunodeficiency (PID) is an inherited or genetic set of diseases that, because they can present
themselves as a common infection, often go undiagnosed. There are over 200 types of PID. It is for this

- Latest News

reason that this association was formed as one of its functions is to create awareness. 07.12. 2012 08.05. 2013
IPOPI PID Patient Needs & Outlooks Puteti directiona 2% din impozitul
PID is not AIDS, although both disorders affect the immune system; it is an inherited or genetic condition, Survey pe anul trecut, catre ARPID!
i.e. passed down from one or both parents and it is therefore not infectious. The IPOPI PID Patient Needs & Outlooks formular 230 Se completeaza doar la
Survey was carried out during the second half of rubricile de la punctul I, semnatura si data
The other main function of the association is to support those with the condition through information and 2011 and is based on completed read more » Se depun la Agentia Fiscala de care read
counselling. Although primarily a patient/family group, there is a medical advisory panel doctor who is able more »
to answer questions.
07.12.2012
The links on this site are particularly useful as they take you to the main international organisations that Latest newsletter is out! Check 24, 04.2013
deal with primary immunodeficiencies. under Publications Evenimente
read more » S: S
Lo aptamana Mondiala a
Fund Number 028- 020 NPO (Non Profit Organisation) IDS

NB NB NB Click here for information on the ASID Congress at Sun City Padurea IDP a fost plantatal
Speram sa ajutam la
cresterea gradului de
constientizare a IDP, ajutand

in acest fel la read more »







