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Introduction and history ¢

Mission Statement

* |[IPOPI is the Association of national patient
organisations dedicated
to Improving awareness, access to early
diagnosis and optimal treatments
for primary immunodeficiency patients

worldwide



History

* |[IPOPI came into being as a result of an
Initial meeting in Oxford, UK, in September
1990, when an interim organising

committee was established

* Two years later in 1992, IPOPI was formally

established. in Lugano, Switzerland.



www.ipopi.org

THE GLOBAL ORGANIZATION WORKING
TO IMPROVE THE QUALITY OF LIFE FOR PEOPLE
WITH PRIMARY IMMUNODEFICIENCIES

S
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IPOPI has 49 National Member ”
Organisations (NMOs)

« Argentine, Australia, Austria, Belarus, Belgium, Bosnia &
Herzegovina (A), Brazil, Bulgaria (A), Canada, Chile,
Colombia, Cyprus, Denmark, Estonia, Finland, France,
Germany, Greece, Hungary, Iceland, India, Iran, Ireland,
Italy, Japan, Mexico, Morocco, The Netherlands, New
Zealand, Norway, Peru (A), Poland, Portugal , Romania,
Russia, Serbia, Slovenia (A), South Africa, Spain,
Sweden, Switzerland, Turkey, United Kingdom, United

States of America (2), Uganda (A), Uruguay, Venezuela
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Strategic Objectives

Objectives




()
IPOPI implements these objectives by N

Being the global advocate of the PID patient community
— in all relevant policy, legislative and regulatory matters

— for improved access to early diagnosis and safe and effective
treatment for PID patients

* Working in close collaboration

— with its NMOs, other plasma protein user groups and relevant
stakeholders

« Monitoring the international supply of immunoglobulins
* Assisting in the development of new NMOs
— through twinning, advocacy and support programmes
« Organising key events
— Including a biennial conference in close partnership with the

professional organisations for clinicians (ESID) and nurses
(INGID)



Key Achievements

EU Advocacy Campaigns

« European Parliament STOA Panel, 17 March 2004

19 — 20 June 2006
Paul-Ehrlich-Institut, Langen, Germany

PID

PRIMARY IMMUNODEFICIENCIES

Expert Recommendations
for better Management of
Primary Immunodeficiency

(PID)
2010

Recommendations of the PID Expert group chaired by
Jorgo Chatzimarkakis MEP

European Primary Inmunodeficiencies
Consensus Conference

Consensus Report and
Recommendations
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Recommendations on:

1. Awareness & Education
2. Screening & Diagnosis

3. Treatment & Management

Involvement in key policies:

1. Rare diseases policies

2. Cross border healthcare

3. EMA & EUCERD



Key Achievements

Building political momentum
around PID issues

P 44

Recommendations, ~
.\, Parliamentary Questions National policy & media
and EP resolutions follow up campaigns




Key Achievements

Regional Meetings and Campaigns

LASID/ IPOPI Meetings for Latin American PID patient
groups, Cartagena & Mexico City
Eastern Europe: Moscow, Belgrade, Berlin.....

 ASID/IPOPI in Africa

Hope for Africa

hemball Y frikalConare

allergy | |mmunodef|<:|ency I pulmonology & thoracnc surgery
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Key Achievements

@

IPOPI Biennial Meetings with

Biennial Meeting #=
of the Eurcpean Society  §
for Immunodeiciencies

FLORENCE ITALY
October 3-6, 2012

Group picture

Past Meetings:

1992 Lugano, Switzerland
1994 Sitges, Spain

1996 Goteborg, Sweden
1998 Rhodos, Greece
2000 Geneva, Switzerland
2002 Weimar, Germany

2004 Versailles, France

2006 Budapest, Hungary
2008 Den Bosch, Holland

2010 Istanbul
2012 Florence

Upcoming Meetings:
2014 Prague
2016 Barcelona




Key Achievements

Communications Tools

« IPOPI Website provides efficient online resource for PID patients
and stakeholders
* New Social Media Tools Joinuson | Follow uson |

fECEhDDI(_ Ewitker |
« eNews — quarterly electronic newsietuer

* |G Database: online directory of IG therapies available worldwide

 Publications

Primary immunodeficiencies

Treatments for primary
mmunodefciences. a guide
for patents and hes famibes

3
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S From the Chairperson's desk...

Stay healthy!

A guide for patients
and their families




Key Achievements

Surveys

BRYTER °

PID Patient Needs & Outlooks Survey
Shortened report
Prepared by BRYTER

Revised 3 August 2012

15t IPOPI
Sixty-six percent (using intravenous Ig) and 70% (using subcutaneous Ig) report National Patient Organisations
missing 10 or fewer work/school days during the past 6 months. Of these, 35% A Survey
(using intravenous lg) and 37% (using subcutaneous Ig) missed 0 days
How Patient Treatments are Paid
Unscheduled visits in relation to PID in last 12 months
Regional general hospital Local general hospital Specialist clinic Doctor's surgery/ 50%
health centre
o % o 2% o 59% ] a3% There was no 1%
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How can IPOPI help?

IPOPI NMO Support Programmes and (242

Toolkits

» To support NMOs carry out awareness and advocacy campaigns:

Awareness Campaign Workshops (national)
Advocacy and Media Training Workshop (regional)
NMO Professionalization Programme

IPOPI NMO Support Grant Programme

IPOPI World Pl Week Support Grant Programme
IPOPI Toolkits and Guidelines

IPOPI Nmo website support tool



How can IPOPI help?

Awareness Campaign Toolkit

e Broadcast Guideline
e Government Fact Sheet
« Media Guidelines

 Template Celebrity
letter

« Corporate Sponsorship
Guideline

Celebrity guidelines

Family/School
guidelines

PID leaflet guideline

Facts for the Medical
Community Guideline

World Pl Week Toolkit
NMO Website Toolkit

d%



How can IPOPI help?

Advocacy and Media Training Toolkit

 Press conference check
list

« Effective use of the
media

 Government outreach

 Broadcast guideline

« Celebrity guideline

Medical profession
factsheet

Government relations:
making your case
effectively

Government factsheet
Media guideline
World Pl Week toolkit

Online resources:

IPOPI website contains a wealth of
other resources (publications,
position statements, latest news, IG
database..)

WWW.1POPI.orqg

www.worldpiweek.orq



http://www.worldpiweek.org/

How can IPOPI help?

IPOPI NMO PID Awareness Campaign
Workshop — 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 Hofstade - 21/04/2013
SO ea




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

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

v Improved NMO'’s skills set

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

v'Case study reports to all IPOPI’s NMOs

' »
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IPOPI NMO PID Awareness Campaign '
Workshops — Brazil (2013)

v'First ever joint meeting of two key patient groups and doctors
v'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
v'Strengthened network of stakeholders and UNIFIED approach




()
IPOPI NMO Regional Advocacy and Media |...
Training Workshop — Eastern Europe

vIncreased number of efficient patient advocates — Closer
regional NMO Network

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

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

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

v Re- motlvated NMO leaders in the reglon




How can IPOPI help?

IPOPI in Africa

* IPOPI Regional African Patient Meeting in South Africa,

back to back with 2013 ASID congress

vIncreased number of efficient patient advocates — Closer
regional NMO Network

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

v'Regional priorities |dent|f|ed & action plans establlshed

v'Launch of new NMO in Uganda




How can IPOPI help?

IPOPI NMO Website Toolkit

xE

International Patient Organisation for Primary Immunodeficiencies ————

HOME ABOUT IPOPI ~ PUBL SPONSORS

NMO Website Too

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 .

([

PRAVARY MWUNODEFICIENCY NETWORK OF SOUTH AFRICA
Q Acasa Despre ARPID Despre IDP Evenimente Link-uri utile
Weicome! Q = BUN VENIT! » Logo arpid
to the website of the Primary Immunodeficiency Network of South Africa. T
Primary Immunodeficiency (PID) is an inherited or genetic set of diseases that, because they can present New -> Latest NEWS
themselves as a common infection, often go undiagnosed. There are over 200 types of PID. It is for this
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 |, 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 » . :
Fund Number 028- 020 NPO (Non Profit Organisation) ﬂ ISSgtamana Mondialaa

NB NB NB Click here for information on the ASID Congress at Sun City Padurea IDP a fost plantata!
Speram sa ajutam la
cresterea gradului de

constientizare a IDP, ajutand
in acest fel la read more »




Stakeholder collaboration

IPOPI World Primary Immunodeficiency
Week NMO Programme

 Launched in 2011
 Over 3 years, IPOPI supported the organisation of 31 national

World Pl Week campaigns so far including:

\Ilerl'd PI w‘a,;

World Pl Week

« Media outreach campaigns X 00-99, Rprl 2013

« Medical & public awareness campaigns Primary Immunodeficiency:
« Advocacy campaigns Turning Hope into Action!
« Targeted events

* Publications TEST, DIAGNOSE, TREAT

Clinical @
Immunol
Saciety o Suepea tedontnat

2 @PPTA




Stakeholder collaboration

Working with others.... IPOPI

@

*Doctors (LASID, ASID, ASIA,....)
* Regulators — EMA, FDA and NCAs

e NUrses
* Industry

« WHO
 EU Institutions

« Stakeholder platforms:

* Eurordis
* Epposi

* |APO

e etc

Essential Medicines 15w edition (March 2007)
WHO Model List (revised March 2007)

WHO Model List (revised March 2007)
Explanatory Notes

The core list presents a list of minimum medicine needs for a basic health care system, listing the
maost efficacdions, safe and cost-effective medicines for priority conditions. Priarity conditions are
selected on the basis of current and estimated firhire public health relevance, and potential for safe
and cost-effective treatment.

Th commnlementare list nresents pazential medicines for n nnfwd@mfmwhchspeﬂahzed

ammgam

PL\/S -

Flatform of Plazma Protein Users




Conclusions ¢§’

* IPOPI successful in launching many NMOs worldwide
« Support tools and support programmes are available!

« Work together with local stakeholders to ensure that:
 The PID community’s voice is heard
* Your priorities are acted upon
* Your messages and actions are delivered consistently.
» Patients with a PID can be diagnosed early and get access to their

appropriate treatment.

* Next steps for Thailand:

* Decide on key people to involve in Thai NMO
* Objectives & structure — IPOPI associate membership
* Register the NMO — IPOPI Full membership

. * Increase awareness, improve diagnosis & treatment



Looking ahead....

Upcoming Events

¢ First International Primary Immunodeficiencies
Congress - 7& 8 November 2013, Estoril, Portugal

INTERNATIONAL
8 B PRIMARY

L EAEPSRE S El  Focus on clinical care and diagnosis
' CONGRESS

WWW.IPIC2013.COM

* IPOPI Malaysian PID Workshop, NACLIS6 Meeting,
Kula Lumpur, October 2013

“ IPOPI Participation in PID Workshop, Hong Kong,
December 2013

¢ ....and more actions in Asia in 2014 we hope!



IPOPI wishes to thank:

oclapharma

IPOPI Bob LeBien Asian
Programme

For their support to this event!
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