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Introduction and history ot

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




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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Introduction and history

Objectives




Y
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)



Why an Awareness campaign? : «23)

Goals

 Raise awareness of PIDs in Romania
 Raise ARPID’s Profile = Louder Voice

* Improve patients quality of life through
access to early diagnosis and
appropriate treatment




Why an Awareness campaign?

Goals

« Consider potential types of awareness campaigns based
on opportunities and threats & identify target groups:

« Public awareness campaign
« Political awareness campaign
« Patient/Medical awareness campaign
« Media outreach campaign
« Consider options and agree on type of campaign needed

« ldentity 1-2 key priority objectives on the basis of
workshop discussion

Identify key traget groups
Identify key stakeholders with whom to collaborate

Establish a stepwise plan for an awareness campaign for
PID in Romania — timelines and milestones




Successful awareness campaigns @, )

IPOPlI WHO Awareness campaign

Essential Medicines 15s edition (March 2007)
WHO Mode] List (revised March 2007)

WHO Model List (revised March 2007)

Explaﬂﬂtl}ﬂr NDtES Application for the inclusion of Polyvalent Human

Immunoglobulins
in the WHO Model List of Essential Medicines

The core list presents a list of minimum medicine needs for a basic]
most efficadous, safe and cost-effective medicines for priority cond
selected on the basis of current and estimated future public health 1 Submitted by
and cost-effective treatment.

The complementary list presents essential medicines for priority di
diagnostic or monitoring facilities, and/or specialist medical care, ar
needed. In case of doubt medicines may also be listed as complemey -

higher costs or less attractive cost-effectiveness in a variety of settin dm
INTERNATIONAL international union

FATIENT ORGANISATION ’
R PRIVARY IMAUINGREFICENCIES ol immunelogical societies




Successful awareness campaigns

PID Multi-stakeholder campaign

3 editions of WPIW

« Public Awareness campaigns

Political outreach

Media outreach campaigns

Educative campaigns

Publications

A global momentum

See worldwide events €9

See what's on near you, or browse events
from previous campaigns. Add your own

...............

% World Pl Week
Test. Diagnose. Treat.

22nd - 29th April 2013

Primary Immunodeficiency:
Turning Hope into Action!

5




Successful awareness campaigns

Political awareness campaigns

Building political momentum
around PID issues

g

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




Successful awareness campaigns @, )

IPOPI PID Awareness campaign Workshop ‘”‘
Belgium, 2011

- BOPPI - Patient group 14}
 BPIDG — Doctors group

Identified objcldentificados objectivos para a dinamizacao
do grupo de doentes

Estabelecido um plano de accéo para a Belgica

 |IPOPI Awareness Toolkit
First presented

« |IPOPI NMO Web Toolkit
Posteriormente fol criado




Successful awareness campaigns

Woorrr i

Ry pee e e

JOURNEE
FAMILIALE

POUR LES PATIENTS ATTEINTS
DE DEFICIT IMMUNITAIRE
PRIMITIF

En présence de
Monsieur H. Van Rompuy.
Président au Conseil Européen.

Samedi 20 Avril 2013

Domaine de Hofstade - Zemst

Avec te scusten dec

€S Behring

Nieuwsblad.be

NIEUWSSITE VAN HET JAAR

Hoog bezoek in Bloso domein Hofstade - 21/04/2013

h Primaire Immuunstoornissen (PI). Om de ziekte uit de anonimiteit te halen én om patiénten de kans te geven|
iden de BOPPI (de Belgische Organisatie voor Patiénten met Primaire Immuunstoomissen) en de BPIDG (de
ficiéntie Groep van Artsen) de eerste Pl familiedag ooit. De premiére in het Bloso domein van Hofstade werd
floor Europees President Herman Van Rompuy. Meer dan de helft van de pati€énten is vandaag nog niet

een tijdige en correcte diagnose belangrijk om de levenskwaliteit van de patiént te bevorderen. Een grotere
e deficiéntie kan het leven redden of minstens de levenskwaliteit van vele pati€énten verbeteren.

PAUL VAN WELDEN

2013 - La premiéere journée familiale pour les patients atteints d'Immunodéficience Primaire (IP) s’est tenue le week-end passé au domaine provincial d’Hofstate (Zemst
»e par le Président du Conseil européen Herman Van Rompuy. Avec la participation de plus de 300 patients IP et leurs familles, la journée fut un véritable succes.

«




Successful awareness campaigns

IPOPI NMO PID Awareness Campaign | ...
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

' »
¥
o -
—




()
IPOPI NMO PID Awareness Campaign Yo
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




Successful awareness campaigns

Increasing awareness in Africa IPOPI

* 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 §




Successful awareness campaigns @

Increasing awareness in Asia

* First IPOPI Thai PID National Patients Meeting,
Bangkok, October 2013

v'First ever meeting between doctors, patients and
other stakeholders

v Attendance of 50 participants

v'National priorities identified (Coverage for BMT and
Wider access to IG therapies)

v'Decision to launch NMOs

v'Collaboration agreement between doctors and
patients i

v'Raised awareness with Medical
societies for immunology and

allergy

APAPARI 2013 BANGKOK

ient Meeting|




Successful awareness campaigns

Increasing Awareness in Eastern
Europe

« Belgrade workshop 2012, First Russian PID patient meeting,
Moscow, November 2011 & Eastern European Stakeholders
Meeting Berlin Nov 2010

Specific aims of the J Project

1. To organize professional meetings on PID and
related diseases in several ECE countries with low
number of registered PID patients.

‘T” 2. To discuss diagnostic and therapeutic practices
: and problems, and to define specific areas to be
improved and to be supported by other European
groups, institutions, companies, and foundations.

THE J PROJECT [
12 March 2004

‘ 3. Updating national PID registries
L ’7—_,.;,‘?74" 4. Establishing PID professional working groups
e 5. Establishing PID Patients’ groups



Successful awareness campaigns

Working with others.........

« IPOPI works with other patient organisations representing rare plasma
related disorders under a coalition group called P L\J S consisting of:

Platfarm of Plazma Protein Users

WORLD FEDERATION OF /0
HEMOPHILIA :’ m GBS/ CIDP roundation international
FEDERATION MONDIALE DE UHEMOPHILIE “‘ Serving patients of GBS, CIOP and Vartants with support, education and ressarch
FEDERACION MUNDIAL DE HEMOFILIA ‘I I PI Guillain-Barré Syndrome « Chronic Inflammatory Demyelinating Polyneuropathy
INTERNATIONAL
PATIENT ORGANISATION
FOR PRIMARY IMMUNODERICIENCIES “ﬂrl‘i Emk}hpﬂ( ﬂ"‘?"

HAEI{ eeinimoz

EEEENNEET N BN IR | DR B ORI

Meeting with Health
Commissioner John Dallif=—




Successful awareness campaigns

Working with others.........

PLUS Call to Action:

» Better diagnosis rates for plasma related disorders

Equal treatment levels

« Recognition of unique nature of plasma protein therapies

in national policies

Jorgo Chatzimarkakis (ALDE, GERMANY)
Miroslav Mikolask (EPP-ED, SLOVAKIA)

» Value of strong patient groups
. . . SUPPORTING MEPs (Current Term)
« Patient registries

 Reference Centres

* Value of national Rare Diseases

plans

* Supply of human plasma

* MEP Interest Group

Dublin consensus statements



Successful awareness campaigns

Working with others....

* Doctors

* Reqgulators

* Nurses

* Industry

« WHO

* EU Institutions
 Stakeholder platforms:
* Rare Diseases Groups
/ * Other ‘plasma users’

{ + Politicians

| - Health Officials




Support Programmes & Toolkits

How can IPOPI help?

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

campaigns
« Awareness campaign Workshops
» Advocacy and Media Workshop
 NMO Professionalization Programme
IPOPI NMO Support Grant Programme
IPOPI World Pl Week Support Grant Programme
IPOPI Awareness and Advocacy Toolkits / Guidelines

NMO Website




Support Programmes & Toolkits

v

Awareness Campaign Toolkit
 Broadcast Guideline « Celebrity guidelines
« Government Fact Sheet * Family/School
. Media Guidelines guidelines
. Template Celebrity * PID leaflet guideline
letter  Facts for the Medical
Guideline  World Pl Week Toolkit
Online resources:
WWW.iDOPi.org IPOPI website contains a wealth of
other resources (publications,
www.worldpiweek.orq position statements, latest news, IG

database..)


http://www.worldpiweek.org/

Support Programmes & Toolkits

Advocacy and Media Training Toolkit

- Press conference check ¢ Governmentrelations:
list making your case

o Effective use of the effectively

media
« Government outreach
 Broadcast guideline
« Celebrity guideline -

Government Relations

Medical profession MAKING YOUR CASE N

EFFECTIVELY

7
factsheet P —
A Guide to Government Relations m&mﬁgamﬁ@wm%ﬁnﬁmmmh
Mordinary” Infactions, which do not respond to treatment. Too ofien physiclians treat

 Government factsheet ey R T T R S

Eary diagnoals and actess to appropriate treafment enables peopis Iving with & FID to
lead nomal productive Iwes whils! significantly reducing heakhcare expenditurs. Lack of

) Medla QUIdeII ne awareness of PID remalns a major Issue, and due to this problem the majorty of patients are
diagnosed too [ate. Unllke other rare disarters, there are many effeciive reatment opions for

PID patients, which can enabie them fo camy out a narmal Ife.

PID Facts

« PID aMacts at least 10 milllon peopie woridwide'

» These are cumenty 200° identmiad PID conditons.

= Can affect anyone, regardiess of age and sex

= Vary In severity depending on whether one or several parts of the Immune system are
affacted




Support Programmes & Toolkits

IPOPI NMO Website Toolkit

xE

International Patient Organisation for Primary Immunodeficiencies ———— |9

HOME ABOUT IPOPI ~ PUBL SPONSORS

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 .

(m

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 N
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 »




Support Programmes & Toolkits

IPOPI NMO Support Programmes
Example: WPIW

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

World Pl Week campaigns so far including:

‘w“l.d PI wea*

World Pl Week

Medical & public awareness campaigns Primary Immunodeficiency:

Advocacy campaigns Turning Hope into Action!

Targeted events

Publications TEST, DIAGNOSE, TREAT

Clinical @
lmmunology Suropeen Fedeon st




Support Programmes & Toolkits

Other Available Tools

Publications

mmunodeficioncies

Surveys and Data

Sixty-six percent (using intravenous Ig) and 70% (using subcutaneous Ig) report
o missing 10 or fewer work/school days during the past 6 months. Of these, 35%
{using intravenous Ig) and 37% (using subcutaneous Ig) missed 0 days
IPOPI
8 May 2012 u LI Unscheduled visits in relation to PID in last 12 months
N N - Doctor’s surgery/
|POPLPOSITION STATEMENT Regional general hospital Local general hospital Specialist clinic heslth centre
1 1
Access Therapies for patients living with 3 Primary N o 2% o 2% o &% o 43% There was no
R mpanies [Counties e o 3 o =
1 the number or
T atament 5 rended o povce 3 summary o P CPY psitcn wih egarcs _ ) i i ; % i b i 1% unscheduled
\l:v:imlﬂﬁ:senw (PID) o the best suted .mpnimgmhn (\g)mm:lanemem Afghanistan Click on company name to . . = bl o i e o
sy 35 seleced ans preserbed by e physiion PP s concames by Albania view company products Available products in o i L 4 pe% d"“’,‘,‘"“?’
suted |dsmwfan:imu|panus ¥ resmet o e best Andorra 5+ % 5+ % £ &% £ 5% (Nu-: ;a‘;-;-
-aenti KIOVIG
s i s o o e
isstion e
Immunogiobulins are bioiogical therapies derived from human plasma. 1G Austria SUBCUVIA . . ; .
hrz;:{ = mmecapywsmemcﬂlnpmalmeﬂtbi migority of PIDs. as it Azerbaijan Days missed at work/education due toill health in last 6 months
e e rhsea oy e ta e o vt i o ot Bahrain Gammagard S/D o =
nol imtes o common varaNie mmunooefcency (CVID), drkes
,au\l. Xolinked M (HyperIGM) Barbados Lessthan11 N
Sncrcme,
(SCID) and other alfe Belarus Endobulin S/D 5
long, Ife-sauing treatment which must be adminsstersd reguiary. There 's no Bangladesh 1115 T = Intravenzus
N 5 s W Subcutancous
15 hesgies are it genrc madines Exch G iy s 3 e ol Belgium Intratect® e g
meaana pmduﬂandassuﬂhlslheﬁp are not interchangeable. Unlike o
d pnammunu'ljmwm medicing pmduu's m-wﬁ Bolivia 31-60 QR
2 ative ngresient Semved fm a helogioa Sauros fuman pasma ; - i
case of IG terapies) m acive ngreGients. e i isolated using mdex Bosnia and HE!ZEQ;VIH.E; Privigen
razi
established that ﬂBun:s e processes usei mime Ihe
products -um.mma pznzﬂs tdemlny risk of a!w:se mi\smn Bulgaria
rate, and potential effcacy. F: s.m the \niumz \m the (ype Flebogamma o
concentrtion of the excpents used in the preparaton. th Canada BRYTER =
the osmolarity and esmolality. the pH d the Tommalaton Ehcm! or Iyup\'uhsxlj - B
AT T GRS AT R PR MRS
T o e




Conclusions

Conclusions

« Patient-led awareness and advocacy activities are key
to ensure PID are better known and that patient priorities
are taken into account by decision-makers — Your view

matters!!

* In an environment of healthcare budget restrictions,
Increasing need to raise awareness of PIDs as an

Increasingly important sub-group of rare diseases

Patient organisations play a key role in raising
awareness of their condition, the importance of early

diagnosis and appropriate treatment




Conclusions

» |dentify key priorities, opportunities and threats in

Romania & establish a step wise awareness campaign

 Put ARPID on the (political) MAP and increase PID
patients
visibility in Romania:
 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.

It can be done and IPOPI is here to support you!!!



IPOPI wishes to thank:

ociaphamo

IPOPI Platinum Core Sponsor

For their support to this event!
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