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1. INTRODUCTION

WELCOME

• PINSA DELEGATES

• HAJAR

• UGANDA

• DOCTORS, NURSES AND INDUSTRY



• IPOPI HAS DEVELOPED SEVERAL PROGRAMMES AND

TOOLKITS TO SUPPORT NMOS CARRY OUT AWARENESS AND

ADVOCACY CAMPAIGNS

• AWARENESS CAMPAIGN WORKSHOPS (NATIONAL)

• ADVOCACY AND MEDIA TRAINING INTENSIVE WORKSHOP

(REGIONAL)

• NMO PROFESSIONALIZATION PROGRAMME

• IPOPI NMO SUPPORT GRANT PROGRAMME

• IPOPI WORLD PI WEEK SUPPORT GRANT PROGRAMME

• IPOPI TOOLKITS AND GUIDELINES

• IPOPI NMO WEBSITE SUPPORT TOOL

2. IPOPI NMO SUPPORT PROGRAMMES
AND TOOLKITS



AWARENESS CAMPAIGN TOOLKIT

• Broadcast Guideline

• 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 PI Week Toolkit

• NMO Website Toolkit

2. IPOPI SUPPORT
PROGRAMMES AND TOOLKITS



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 PI Week toolkit

2. IPOPI SUPPORT PROGRAMMES AND
TOOLKITS

Online resources:

www.ipopi.org

www.worldpiweek.org

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



• 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

IPOPI NMO PID Awareness Campaign
Workshop – Belgium (2011)

PILOT PROGRAMME





Elaboration of national PID awareness &
advocacy campaign action plans in Ireland and
Spain
Improved NMO’s skills set
Strengthened network of re-motivated and more

efficient NMOs
Case study reports to all IPOPI’s NMOs

IPOPI NMO PID Awareness Campaign

Workshops – Ireland and Spain (2012)



First ever joint meeting of two key patient groups and doctors
Decision to move forward with joint national PID awareness

campaign:
 Joint response to National RD Consultation outlining PID

community priorities
 Political awareness and advocacy campaign planned for 2013
 Joint event during WPIW 2014

Strengthened network of stakeholders and UNIFIED approach

IPOPI NMO PID Awareness Campaign
Workshops – Brazil (2013)



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
Remotivated NMO leaders in the region

IPOPI NMO Regional Advocacy and Media
Training Workshop – Eastern Europe



IPOPI NMO Website Toolkit



IPOPI NMO Website Toolkit



World Primary Immunodeficiencies Week

• Driving recognition of primary immunodeficiencies (PI) as an
increasingly important disease group;

• Increasing understanding amongst medical professionals,
researchers, nurses, parents, school teachers, day care
employees and the public;

• Stimulating efforts to improve recognition, diagnosis,
treatment and quality of life of people living with PI world-wide;

• Encouraging health authorities to use awareness materials
produced by IPOPI, JMF and other stakeholders to promote
timely diagnosis and treatment;

• Promoting the model of combining physician education and
global awareness with the infrastructure to diagnose and treat
PI.



• New revamped Website launched in 2013 with new features including
Patient Story Book

• New social media tools including Facebook and Twitter account
• Creation of Poster and Postcard translated in several languages
• Table of events shared with all members ahead of WPIW to inspire

activities
• List of IPOPI’s participating countries shared with all other members to

encourage collaboration between doctors, nurses, patients groups,
industry..

• Scientific Editorial, also translated into several languages to secure
dissemination at local level. Cover letter co-signed by authors to facilitate
publication

• Press Release on Rare Disease Day to link both campaigns and increase the
visibility of WPIW among rare disease stakeholders and audience

• Official WPIW Press Release to support NMOs media activities
• Updated Advocacy Toolkits to support NMOs to organise events,

collaborate with partners and outreach to governments
• Monthly E-blasts between October to April to guide NMOs on use of

campaign materials and motivate them to drive activities

World Primary Immunodeficiencies Week



• Launched in 2011

• Over 3 years, IPOPI supported the organisation of 31 national

World PI Week campaigns so far including:

• Media outreach campaigns

• Medical & public awareness campaigns

• Advocacy campaigns

• Targeted events

• Publications TEST, DIAGNOSE, TREAT

IPOPI World Primary Immunodeficiency
Week NMO Programme



• Reinstatement of Immunoglobulins in the World Health

Organisation (WHO)’s List of Essential Medicines

Working with others….



• IPOPI works with other patient organisations representing rare

plasma related disorders under a coalition group :

Working with others….



• Activities undertaken by

• Meeting with EU Health Commissioner

• In 2011 and 2008

Policy Meetings 2010 at EU Parliament

• Plasma Protein Therapies in the Treatment of Rare Diseases,

Chair: Miroslav Mikolasik

• Improving Care for Rare Plasma Related Disorders, Chairs:

Jorgo Chatzimarkakis / Miroslav Mikolasik

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

• Value of strong patient groups

• Patient registries

• Reference Centres

• Value of national

Rare Diseases plans

• Supply of human plasma

• MEP Interest Group

Working with others….



• IPOPI actively participates in PLUS Stakeholders

Consensus Meetings, Dublin

• Dublin Consensus statements published in Vox

Sanguinis (2010-11) and Blood Transfusion (2012)

• EU Parliament Fly-In meetings and meeting with

Commission services (2011), Blood Directive Report

• Active participation in EU Commission survey of the

blood, blood components and plasma derivatives

market

Working with others….



• Doctors (LASID, ASID, ASIA,….)
• Regulators – EMA, FDA and NCAs
• Nurses
• Industry
• WHO
• EU Institutions
• Stakeholder platforms:

• Eurordis
• Epposi
• IAPO
• etc

Working with others….



Working with others….

• 30 October 2013: Patient Solidarity Day in Africa
• Patients to come together and call for patient-centred healthcare in

Africa
• Patient-centred healthcare = healthcare system designed & delivered

to address the healthcare needs and preferences of patients so that
healthcare is appropriate and cost-effective

• Opportunity for PID community in Africa to join this campaign

• More information on the Day and how to participate:
http://www.patientsorganizations.org



• Support tools and support programmes are available

• You and your NMO implement awareness campaigns

• 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.

CONCLUSIONS….



Obrigada pela atenção
Thank you for your
attention!


