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IPOPI

• IPOPI is the association of national patient organisations 

dedicated to improving:

• awareness

• access to diagnosis and 

• optimal treatments 

• worldwide for primary immunodeficiencies 

• Established in 1992 



IPOPI strategic objectives

Awareness

Diagnosis & 
Care

Stakeholder
collaboration

NMO 
Support



IPOPI achievements

• Policy actions
Building political momentum 
around PID issues through

• EU PID Forums 

• SCID NBS Campaign 

• Government Call to Actions

• Stakeholder collaboration

• PLUS – Plasma Protein Users 
Network

• European Reference Network 
RITA and patient involvement

• Awareness

• Supporting National Campaigns

• Clinical Care workshops

• World PI Week global campaign

• Diagnosis and care 

• PID Congress IPIC (in Dubai 
2017)

• SCIDNET project – Gene therapy

• PID Principles of Care



IPOPI has 66 

National Member 

Organisations

Latest to join:

China – Kenya –

Kazakhstan



Why are we here today?

• To help NMOs find strategies to improve the 
situation for PID patients in their countries

• To identify the key priorities for patients

• To find practical solutions to address those 
priorities

• To prepare a step-by-step action plan

• To bring stability and a future to the NMO



Why do we need national PID 
patient organisations?(1)

1) To provide support to patients & families in your 

country

2) To advocate for better access to early diagnosis 

and treatments in an organised way:
1) Working with policymakers,
2) Civil servants, politicians and regulators

3) To raise awareness of PID patients needs and

priorities



Why do we need national PID 
patient organisations? (2)

4. To nurture stakeholder collaboration and

work with:
• Doctors, nurses and other healthcare 

professionals and other NGOs/Patient
groups.

• Other key stakeholders including industry.

5. To disseminate information

6. To collect data

7. To organise key events that bring patients 

and the PID community together



1. Advocacy – what’s first? 
• What is the ideal scenario? 

• E.g: Patients with PIDs receiving access to early 
diagnosis, treatment and care to match their needs, 
having these covered by the national health 
insurance/ free of charge! 

• How do you get to this scenario? 
• define the problem

• You need to know what you want! 
• Research; Consult; Involve others! 

• You need to know whose mind you need to 
change!

• You need to identify friends who can help!



Advocacy – how to be successful?
... Getting your message across in such a way that you 
convince those who need convincing.

That means: 

- The need to define the message to ensure that you are  
being listened to.

- The person you speak to is the right one to achieve your 
objective.

- What you suggest is reasonable and has benefits to 
society in general (not just to yourself).

Get allies to support your message.

Present yourselves as partners to the decision-makers     
and aim for a more efficient and optimal management of 
patients in the country.



WHO Essential Medicines List
• WHO 2003 decision:

• to remove IG from the WHO 
Essential Medicines List

• WHO 2007 decision:

• Resintatement of immunoglobulins

• PID listed as top two priority 

• Subcutaneous IG since then added 
following IPOPI & IUIS request

The Lesson:

• Identify the issue

• Identify what needs to be done – from 
your perspective and form the institution 
you will advocate to

• Identify who are your supporting 
stakeholders

• Collect Data

• Call to Action – get as much support as 
you can

• Respect timelines & format

• WORK TOGETHER & REQUEST A 
MEETING TO MAKE YOUR CASE!

• Ensure contacts have been secured & 
follow up !

• 2006: 

IPOPI joins forces with stakeholders 
to lobby instalment of IGs in the list

Stakeholders included:

• IPOPI & its NMOs

• IUIS, ESID, INGID and national societies

• Other PLUS patient groups and their 

NMOs

• Industry associations

• WHO Global Collaboration for Blood Safety

• International experts call to action – around 

50 signatures!



Poland 
making treatment available for adult patients

• It all started in 2012 – in an IPOPI Advocacy & Media
Training Workshop in Belgrade (Serbia).

• One of the challenges identified was the lack of
treatment for adult patients officially recognised (some
hospitals illegally treated adults with SCIG home
therapy).

• From 2012 to 2014, the patient organisation was
organised, established contacts with medical doctors,
liaised with the media and presented their plan to the
Ministry of Health.

• After many efforts, the Ministry of Health accepted
establishing a PID treatment programme for adults on
both SCIG and IVIG.



Romania
Immunoglobulin crisis

Romania faced a severe IG 
shortage in 2017 which was fatal for 
a PID patient and life threatening to 
many others being hospitalised with 
severe infections.

Thanks to their campaign and 
efforts, ARPID was able to get the 
attention of the Health Ministry 
which resulted in making Ig 
progucts available again and claw 
back tax being suspended for two 
years. 

They met with the ministry 3 times 
in a year, ensured large media 
coverage on TV, press and radio.

Many challenges still exist but 
ARPID keeps fighting!



ARPID & IPOPI collaboration
Romania immunoglobulin crisis

• IPOPI facilitating 
communications between 
ARPID and PPTA’s Romanian 
taskforce, Jan 2017

• IPOPI and Prof Bobby Gaspar 
prepare support letter to 
ARPID, Oct 2017

• IPOPI sends a letter and list of 
approved Igs to the Romanian 
Health Minister, Oct 2017

• A Patient dies of lack of 
treatment, Nov 2017

• IPOPI in talks with 
pharmaceutical companies to 
provide temporary access to 
Igs for Romanian patients, 
Dec 2017

• MEP Monica Macovei writes a 
letter to Commissioner Vytenis 
Adriukaitis urging the MoH to 
solve the issue

• The Romanian government 
suspends clawback tax for 2 
years, Dec 2017

• IPOPI and ARPID urge PPTA 
to push companies back to 
Romanian market during the 
Stakeholders Meeting in 
Budapest, March 2018

• The situation improves, 
companies return to the 
Romanian market, July 2018



Advocacy in a nutshell
These examples only show that by: 

• Knowing what you want;
• Partnering with others with same objectives (look 

around you!); For example other plasma user 
groups

• Liaising with other stakeholders, introducing your 
challenge to them; 

• Developing allies;

Many things can be achieved!



2. Raising awareness
World PI Week, 22-29 of April
Test. Diagnose. Treat.



Raising awareness
World PI Week, 22-29 of April

Highlights: 
APIP Puerto Rico



Raising awareness
World PI Week, 22-29 of April Highlights: 

UMAE Paediatric 
Medical Center

Mexico 



Raising awareness
World PI Week, 22-29 of April

Highlights: 
IPIPS Indonesia



Raising awareness
World PI Week, 22-29 of April Highlights: 

Fundacion FIDEP

Bolivia



Raising awareness
World PI Week, 22-29 of April Highlights: 

IDFA Australia

https://www.youtube.com/watch?v=XhJrkuQmyr8


3. Stakeholder collaboration

• During WPIW 2018, 
MyPOPI works also in 
collaboration with the 
national blood centre, the 
haemophilia society of 
Malaysia, Malaysian 
medical student 
association and Malaysia 
nursing association



Stakeholder collaboration
Working with policy makers – Portugal 

• Policy meeting with Member of the European 

Parliament 

Jose Inacio Faria to discuss priorities of PID 

patients in Portugal



Stakeholder collaboration
Working with industry

• collaboration opportunities:

• Meetings and events

• Information materials

• Awareness materials

• Contacts

How is Your Day - campaign

https://filr.pptaglobal.org/ssf/s/readFile/share/1285/-6038292664577637252/publicLink/PPTA IPPC COMPILATION 27082018 v7_BULT_BELL.mp4


Stakeholder collaboration
Working with IPOPI

• IPOPI PID Clinical care national 

meetings

• IPOPI Regional Patients Meetings 

• National and regional advocacy 

campaigns

Newborn screening for SCID

• National and regional skills building 

workshops on awareness, 

advocacy, media

• Biennial Global PID Patients 

meetings 

(in Lisbon October 2018)



4. Disseminate information

PID Principles of Care



5. Collect data

• National and regional 
registries

• ASID

• Patient surveys

Only a few cases of each PID are reported 

yearly in each country.

National and regional registries help to ensure 

sufficient treatment supply, medical investigation 

and governmental policies.



6. Bringing PID community 
together!

Lisbon 2018 Vietnam 2017IPIC 2017 - Dubai

Zambia 2017



See you at IPIC 2019 in Madrid!



Thank you!


