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Principles of Care – lessons learnt



When did it all start?

• IPOPI-led multi-stakeholder project

• Lays out 6 fundamental principles of care that 

should be met to reach gold standard care for 

PIDs

• Published in December 2014 



Overview of the 6 PID Principles of Care

Principle 1

The role of specialised 

centres

Principle 2 

The importance of 

registries

Principle 3 

The need for 

international 

collaborations

Principle 4

The role of patient 

groups

Principle 6 

Managing PID 

diagnosis and care in 

all countries

Principle 5 

Management and 

treatment options for 

PIDs
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Professional networks, recognised by 

HC providers

Answer queries 

Establishment/use registries

Awareness promotion medical com

Data catches attention policy makers

Enables: 

- costs to be calculated

- Publications (awareness)

- Comparisons w. other diseases

Awareness on dis., new 

therapies, etc. 

Gain training

Comparisons with other 

countries

Show the patient’s perspective of 

the PID

Diagnosis real impact on patients’ 

QoL, prognosis

Educational, support, advisory role 

of groups

Criteria for fast & reliable 

diagnosis

Challenges to Ig therapy, HSCT

WHO EML

Need to stablish networks to spread 

knowledge, diagnosis, etc. 

Support from well stablished societies 

& patient groups.



That’s nice, but how do we use it?

• PID Principles of Care – comprehensive document

• Needs of adaptation to national reality

Implementation toolkit



Implementation toolkit

• What do YOU want for your country? What are YOUR
priorities?

• Making complex issues understandable to your specific
audience:

• Facts & figures

• Infographics



Now that we know how to use it, where 
do we stand? 
• How’s the care provided to PID patients in the world? Different 

regions? In your country?

PID implementation survey

• Reasoning behind:
• Provision of data to you

• Basis for comparison

• Advocacy tool at international, regional and national level



PID Implementation survey

• Key learnings: 
• Ambitious first step

• Great exercise and lots of feedback received – still not all NMOs!

• Complex, perhaps more explanations /rationale behind questions 
should be given

• Looking forward to improving for the next edition!



Pass by the Poster! 
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PID Implementation survey



PID Principles of Care – next steps

• Analysis of data extracted from the Survey

• Publications 

• PID Life Index



Thank you!

facebook.com/IPOPIPID

@IPOPI_info

TV.IPOPI.org


