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[Title, name of Government official]
[address]
Subject: Taking action to respond to Primary Immunodeficiency in [insert country] - World Primary Immunodeficiency Week  (World PI Week), 22-29 April 2019

Dear Mr / Ms ……,
I am writing to you on behalf of [insert National Member Organisation name] to draw your attention to the challenges faced by people living with Primary Immunodeficiency (PI) in [your country] and urge you to recognise the importance of placing patients at the centre of care to deliver best health outcomes and ensure early diagnosis and appropriate treatment. 
[bookmark: _Hlk511835435]PI is a growing category of over 350 forms of rare, genetic deficiencies of the immune system which increase susceptibility to a wide range of recurring, life-impairing and sometimes life-threatening infections that affect different parts of the body. It is estimated that PI affects over six million people worldwide and [insert number] people in [your country], yet the political attention is limited. 
Therefore, we call on you to be proactive in taking steps to respond to PI and ensure patient-centred care. People with PI are all different: their specific health needs should be taken into consideration in their care pathway. Among other actions, ensuring that PI is properly addressed in the national rare disease plan, enhancing awareness and education about PI and patient needs, setting up regional specialist centres, promoting expert treatment centres, and establishing patient registries are vital in tackling this challenge in [your country].
Patients and their families should be partners of healthcare providers in the decisions related to their own care and treatment plans. Healthcare and healthcare systems should be designed to ultimately benefit patients. The systematic implementation of new born screening for severe forms of PI is one example of this, by ensuring that patients can be diagnosed at an early stage. In fact, around 70-90% of people living with PI still remain undiagnosed worldwide. Ensuring early diagnosis, access to appropriate treatment and patient-centred care is therefore a priority for the PID patient community. Importantly, PID patients who receive optimal treatment will also be able to contribute productively to society. 
Since 2011, World PI Week has been raising awareness of PI and stimulating efforts. This year, over 60 countries will join the campaign under the theme “Putting Primary Immunodeficiency patients at the centre of their care”. 
On the occasion of World PI Week, there is no better time for you to take action, to the benefit of PI patients in [your country]. Greater action is needed by the government to ensure that patients can be diagnosed early-on, have access to optimal care and quality of life.
I hope we will be able to count on your support towards this important initiative. [Organisation name] would welcome the opportunity to meet with you to discuss further what steps can be taken, to ensure that persons with PI can have quality, personalised care in [your country].
Yours sincerely,
[Name, Title]
For more information about Primary Immunodeficiencies: [add link]
For more information about World PI Week: www.worldpiweek.org 
[image: https://encrypted-tbn1.gstatic.com/images?q=tbn:ANd9GcSAH9cQeDaHgoS2NWKZ_FgRr8-TFo4320c-UCV1XybmU6-T78P9Mg]	Like World PI Week Facebook page
[image: https://encrypted-tbn0.gstatic.com/images?q=tbn:ANd9GcS9Rc7o3AGNgyz31t0RFFVibA21VhPl_t8v_Od1U4YUuGAyeYRbWQ]	Follow World PI Week on Twitter: @World PI Week
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