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What tools are available to help?

* |[POPI provides a series of support tools

and programmes to its membership with a

view to:

Support NMOs in their advocacy and awareness
raising campaigns

Provide structure and guidance

Consolidate key messages and strategies...but
adaptable to different national environments

Optimize overall efficiency of advocacy campaigns



What tools are available to help?

-

 IPOPI has developed several programmes and toolkits to

support its NMOs carry out awareness and advocacy

campaigns
« Awareness campaign Workshops (National Scope)
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What tools are available to help?

 IPOPI has developed several programmes and toolkits to

support its NMOs carry out awareness and advocacy

campaigns
« Advocacy and Media Training Intensive Workshop (Regional Scope)
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What tools are available to help?

 IPOPI has developed several programmes and toolkits to
support its NMOs carry out awareness and advocacy
campaigns

 NMO Professionalization Programme
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What tools are available to help?

 IPOPI has developed several programmes and toolkits to
support its NMOs carry out awareness and advocacy
campaigns

* IPOPI NMOQO Support Grant Programme




What tools are available to help?

 IPOPI has developed several programmes and toolkits to
support its NMOs carry out awareness and advocacy

campaigns

World Pl Week

Advocating for primary immunodeficiency diseases globally

22nd - 29th April

1IPOPI NMO Support Programme




Advocacy Campaign Toolkit

What tools are available to help?

A Guide to government

relations — Making your case

effectively
Effective use of Media
Checklist — Effective press

Factsheets:

— Governments
— Doctors

— Celebrities

conference

Government Relations

MAKING YOUR CASE
EFFECTIVELY

A Guide to Government Relations

Facts About PID for Governments

Wi wouls lion = S Workd 4 Wisait for the e of Sheir materie in compling the PO P FID fectshess.

Whar is PID?

Primary Immuncdsficiencles [PID's) are herediiary and genstic defects In the Immune system
that cause Increased suscaptiblity to 3 wide range of Infections. These Infections are often
chronic, persistent, recuring, Sebilitating, and, In some cases, fatal, PID often presents Itsaif In
the form of “grainary” Inf2ctions, which oo not respond to treatment. Too often physiclans treat
the Inf=ctions, with fepaated prascription of antbiotics, whik: Missing the undertying causs,
alwing the NRessas to recur, and leaving the patient vunarable to vital organ damage,
physlcal disability, and even death,

Early dlagnosls and access to appropriate treatment enabies peopis (ving with a PID to
lead nomnal productive Ives whis? significantly reducing heakhcare expenditure. Lack of
awareness of PID remalns a major Issue, and dug to tis problem the majority of patients are
diagnosed too late. Unllke other rare disordars, these are many effecilve treaimeant oplions for
PID patlents, which can enadle them to camy out a normal Iife.

PID Facts

»  PID affects at least 10 milllon peopis woridwide'
» There ara currengy 2007 kentfiag PID conadions.
» Can afect anyons, regardless of age and sex

= Vary In saverity depending on whether one or several parts of the Immune system are
afectad
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and Toolkits

Awareness Campaign Toolkit

 Broadcast Guideline
« Government Fact Sheet
« Media Guidelines

- Template Celebrity letter * Celebrity guidelines
. Corporate Sponsorship « Family/School guidelines
Guideline « PID leaflet guideline

 Facts for the Medical
Community Guideline

 World Pl Week Toolkit



What tools are available to help?

Online resources:

P

PRALRY SMSNGDLFICHENCY NETWORK OF S0TH ARICA

IPOPI NMO Website Toolkit

17.08.2012

aunch of new website
Dear All Thanks to IPOPI the
Organisations now have a web
PINSA has used it and we will

tional Member

oud

www.worldpiweek.orqg

World Pl Week

Advocating for primary immunodeficiency diseases globally
Access to Appropriate Treatment
22nd - 29th April 2012

P! Information Get Involved Media Centre

Welcome p Search Pl Week

Our Goal

World Pl Week aims to raise the recognition and diagnosis of primary
immunodeficiencies (Pl) as an increasingly important group of diseases

. Time left to WPIW 2013
The World Pl Week website will help you drive activities to make a P
difference by providing the framewaork, toclkits, including important 224 days | | 12 hrs 26 mins
resources to help to drive and to stimulate efforts and initiatives to

improve the recognition, diagnosis, treatment and quality of life of people

with Pl world-wide. N $
The first World Pl Week was celebrated with success on 22-29 April =

2011. This second year campaign will focus on “access to »
appropriate treatment”. Join the Pl week founders and start planning

for World Pl Week now! 22-29 April 2012.
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What tools are available to help?
Online resources:

And of course

WWW.1P0PI.Org

—> |POPI website contains a wealth of
other resources (publications, position
statements, latest news, IG database..)

Primary immunodeficiencies

Treatments for primary
immunodeficiencies: a guide
for patients and their families

y of life for people

SAFETY AND EFFICACY OF
IMMUNOGLOBULIN THERAPIES

8 May 2012

IPOPI POSITION STATEMENT

Access to Inmunoglobulin Therapies for patients living with a Primary

Immunodeficiency
A GUIDE FOR USERS. ASSESSORS AND
This statement is intended to provide a summary of IPOPI's position with regards Slodmin
to the importance of ensuring access for pafients living with a primary
immunodeficiency (PID) to the best suited immunoglobulin (IG) replacement ALBERT FARRUGIA

therapy, as selected and prescribed by their physician. IPOPI is concerned by
recent developments in several countries that may restrict access to the best
suited |G therapy for individual patients.
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ALWAYS KNOW
THAT IPOPI IS THERE
AS THE FRIEND AND

SUPPORTER OF

YOUR NMO!

The Global Office in Lisbon is only a
Skype Call or e-mail away and the
services are FREE to NMOs and
Associate Members!



