World Pl Week Report 2019

Putting primary immunodeficiency
patients at the centre of their care
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Mission

World Pl Week (22-29 April) is a global
movement to raise awareness of Primary
Immunodeficiency (Pl) and related
challenges; promote quality of life for
people with PI, early diagnosis, availability
and access to treatment and care
worldwide; and stimulate communication
and advocacy around PI.

Aims

World Pl Week offers an opportunity to
inform and educate health policy-makers,
schools and families, and the general public
about primary immunodeficiencies (Pl) to
drive the earliest possible diagnosis and
optimal treatment.
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An awareness-raising effort

Vision

Over 10 million people live with Pl around
the globe, and yet the condition is still
widely unknown. Greater awareness, testing,
diagnosis and improved access to treatment
are needed.

The Week acts as a central platform to
drive awareness as well as global and
national advocacy.

Since its
inception,
World Pl Week
has been
successful in
stimulating

awareness and
advocacy
efforts in all
continents
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Our active network

Takeda

Gold Sponsor

e E2

Asian Pacific Society for
Immunodeficiencies

Arab Society for Primary
Immunodeficiencies

25D

European Society for
Immunodeficiencies

European Federation of
Immunological Societies

European Federation of
Immunological Societies

Latin American Society for iencies

Jeffrey Modell e o
Foundation

Latin American Society for
Immunodeficiencies

Jeffrey Modell Foundation
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African Society for
Immunodeficiencies

CSL Behring

Biotherapies for Life™

Bronze Sponsor

‘ Immunodeficiency
Canada

Immunodéficience
Canada

Immunodeficiency Canada

International Nursing Group for

Immunodeficiencies

(SPPTA

Plasma Protein Therapeutics

Association

$ Clinical
Immunol
Society o8

Clinical Immunology Society

International Patient
Organisation for Primary
Immunodeficiencies

South East Asia Primary
Immunodeficiency Network

A Dynamic,
Multi-
Stakeholder
and Global
Community



http://www.clinimmsoc.org/
http://www.info4pi.org/
http://paed.hku.hk/apsid/apsid2016/
http://ingid.org/
http://www.arapid.org/
http://www.asid.ma/en/
http://immunodeficiency.ca/
https://www.efis.org/
https://esid.org/
https://lasid.org/homepage/
http://www.pptaglobal.org/

Campaign resources
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Early testing and
diagnosis of Primary
Immunodeficiency
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programmes far
severe P {eg.
ESCID and XLA)
should be widely
implemanted in
public haalthcare
sottings in all
Ccountries
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My life has changed
tremendously with
immunoglobulin therapy. No

more pneumeoenia,
bronchitis. no more infections.
| am alive. | got through
school and college, got
married. have two very healthy
boys and a job. When | was
diagnosed with primary
immunodeficiency at 13
years old, | never thought

any of that would happen
Cheryl (USiConada)

AAY World PI Week

TEST+ DIAGMOIE & TAZAY


http://www.worldpiweek.org/wp-content/uploads/2019/03/World-PI-Week-flyer.pdf
http://www.worldpiweek.org/wp-content/uploads/2019/04/World-PI-Week-printable-postcards.pdf
http://www.worldpiweek.org/wp-content/uploads/2019/03/Bookmarks-with-patients-testimonies.pdf
http://www.worldpiweek.org/wp-content/uploads/2019/03/Brochure-on-early-testing-and-diagnosis.pdf

WORLD Pl WEEK 2019 IN ACTION
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Website rebuilt

Launch of a new, user-friendly
campaign website

» Stories of the Pl community: for patients, healthcare
professionals, carers and other players to submit
testimonials in video, written or audio format

+ “Join the movement #MyPIStory”: social media campaign
for story sharing & exchange of experiences

* Clear guidance on how to engage and support the
campaign, how to organise an event or activity

» Calendar of World Pl Week events around the world

W

Click to visit the
World Pl Week website

7 | 2019 WPIW REPORT
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WHAT IS PRIMARY
IMMUNODEFICIENCY
P12
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WHAT IS WORLD PI
WEEK?

——

A 9obal campaign which i to raies

22""-29"1 April 2019



http://www.worldpiweek.org/

Visual identity refresh

ANTIGEN

Y Y\.':l'ln FRS, FAMILY, EDHM.JMI—TYW‘ HC WITH F Y'|F.l'\. THCARF COMMLUNITY
« 2019 brought a new image to
< the campaign
” « Blue & green remain the World Pl Week signature look The immune system: The Y shape symbolises an antibody
. and the circle an antigen that an antibody has pursued
* The new logo reflects both the immune system, at the and attached itself to, preparing to take it to the white
centre of Pl, and the sense of togetherness blood cell for destruction.

* New tagline that encapsulates the overall mission

WY world PI Week
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Together: The Y and circle symbol also represent people -

Bringing about change together together and connected within support networks. Colour
is used to represent the different groups affected by PI,
with the patient in the centre.

8 | 2019 WPIW REPORT
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Patient-centred care on the spotlight

“Putting primary immunodeficiency patients
at the centre of their care”

Patient-centred care was at the heart of the 2019 campaign, in order to improve the

care and quality of life of patients and their families around the world.

There are over 380 different types of primary immunodeficiencies which are
estimated to affect over 6 million people worldwide. Each type of disease
requires a customized treatment approach

People with Pl are all different: their specific health needs should be taken into
consideration in their care pathway

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

A multi-disciplinary approach to the care of patients is inclusive of all actors
which play a role in care delivery, from patients and doctors to allied healthcare
professionals, biologists and researchers.

9 | 2019 WPIW REPORT

World Pl Week
focuses each
year on an
important topic
surrounding PlI,
to increase
awareness,

understanding
and bring about
change in
policy and
healthcare
practice




Communications collaterals
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Putting primary immunodeficiency patients at the centre of their care
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http://www.worldpiweek.org/
http://www.worldpiweek.org/resources/campaign-materials/
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World Pl Week messages

About primary
immunodeficiency
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World Pl Week messages

Care & treatment
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A wealth of new educative materials

World Pl Week Quiz
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Shareable
resources to
inform and raise
knowledge of
primary
immunodeficienc



http://www.worldpiweek.org/wp-content/uploads/2019/03/WPIW-Key-messages.pdf
http://www.worldpiweek.org/wp-content/uploads/2019/04/World-PI-Week-Quiz-Test-your-knowledge.pdf

Audience-specific toolkits
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Key considerations

About World Pl Week
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Four toolkits
providing advice
and guidance on
how to engage
and
communicate
with media,

policymakers,
medical
professionals
and the general
public



http://www.worldpiweek.org/get-involved/audience-specific-toolkits/

New advocacy materials

Specific tool
with key

Patient centred-care in primary immunodeficiency

« Working with patients - not around

FREVIUS - 2 During thair jourmsy, many Patients and care
'a #rs become familiar with the complexities of the
] ' disease tmitations and beanefms of the healtn

° ° CATa Systom they encounter. Thailr input and
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= aperience 1§ essential 10 successiul medical

.
patient-cent red
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N enuring that all patients arns acdeguatedy
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cision-making ( a ‘

Each individual is different:
one-size-does-not-fit all

Each indivdual = different: one-size-does-not-fit all

> Thare are over 320 different types of primary
immunodatcencies estemated to affect over
© milbon people worldwide

Involving multiple actors

A multi-disciplinary
approach to patient care
i inclusive of all acters whao
play a rofe in care delivery

from patients. families and I [ B0
]

> A persanalsed approach and treatmeant
Pathaay is required to treat patents

lolulin therapies &+
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3« Creating value Patient benefit is the end goal of care
Benefits of patient-cantred care include shared Patient centricity means that healthcare and healtheare
dacislon making. improved health o g fysterms are designad 1o ultimately benefit patsents e
improved patient satisfaction and cast savings R,
for NeAlthcare Systarms =2 > 1 sctwening for sevane forms of primary
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http://www.worldpiweek.org/wp-content/uploads/2019/04/WPIW-infographic-Patient-centred-care.pdf
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TEST» DIAGNOSE = TREAT

GLOBAL CALL TO ACTION ON PRIMARY IMMUNODEFICIENCY

umnarmemnmdeﬂdmfwj Coil to Action affers guidance for governments on the steps they con take
d, ‘and manoage primary immunodeficiency diseases in their respective
cuunmes, to improve patients’ quality of life.

The primary i calls upon across the world to recognize and take
heed of thess rare and wnd by devel ies that address prirmary

fici We B to consider the following components when
d future disease and ol lai

Raising Awarensss on Primary Immunodeficiencies

Encourage and support governments to implement targeted campalgns to increase recognition of primary
immunodeficiency amongst the medical profession, parents, schools, day care centre employees,
researchers and nurses, with the objective to increase understanding of the disease, knowledge of the
warning signs and available testing methods and treatments.

of Health h

work together with medical specialists organisations (e.g. APSID, ARAPID, ASID, LASID, CI5, EFIS, ESID, INGID,
SEAPID, WEMS, etc) and academia to encourage and support individual countries to: provide standards for
basic and applied immunology training, with emphasis on primary immunodeficiency, in the education
programmes for general practitioners and nwrses; integrate basic and applied immunology teaching,
particularly alongside immunisation, into specialised programmes for training fallows in general paediatric
internal medicine, rheumatology, respiratory medicine, and infectious diseases; develop cross country
initiatives to allow the exchange of expert experience and education, including capacity to network and
funding of visits of immunology centres representatives in ather countries.

Early DNagnosis and Screening

+ Support the development of clinical protocols to reliably identify all forms of primary immunadeficiency;

» Support the development of simple diagnostic tests for Pl and promote such tests for use widely;

«  Support the devel and i ation of neonatal born) screening for severs combined
immunadeficiency;

« Promote the creation of international guidance for the recognition of symptomatic patients and ensure
approgriate immunologic and genetic laboratory tests are available at national level wia centres of
excellence;

* Promote the creation and support of patient registries that can provide support for patients and also
scientific insights into the make-up of primary immunodeficiency;

# Promote transnational research into the feasibility of screening programmes to ensure early detecthon;

«  Promote funding ressarch into better understanding of primary imr iency to improve
and the management of the conditions and general understanding of the immune system

Gathering Knowledge and Data

* Prowide funding to conduct epidemiological studies to assess the prevalence and incidence of primary
immunodeficiency;

« Encourage the creation of and input into international registries which will enable future diagnostic
processes;

« Create national or regional primary immunodeficiency patient registry;

+ Encourage transnational, research and remove the administrative obstacles to multinational clinical
trials;

14 | 2019 WPIW REPORT

Revised global call to action

e Establish Centres of Reference to promote best practice in terms of disease classification, treatment
outcome measures, assessment of cost of for an g to primary
i and

C and

* Ensure access to treatment for people with primary immunodeficiency as it has been shown to prevent

and improve chronic disease, improve social well-being and reduce the burden of the disease both on
families and systems;

e Ensure that safe are ilable to all patients who require antibody
replacement; and ensure the adequate and high quality supply of human plasma;

* Recognise the social needs of primary immunodeficlency patients and their families and facilitate access
to adequate support services, as well as the coordination of health and social care services;

o Ensure the reimbursement of orphan drugs according to their medical efficacy for the patient and not
according to the price of the product.

About the Call to action

This United Call to Action was developed by the primory immunodeficiency community in 2010 and updoted
in 2019 to reflect new realities. With over 1,600 signatures of support to date, It provides o common
perspective on unmet needs in primary immunodeficiency globally and opportunities for change, with the
understanding that countries and reglons of the world hove additionol specificities.

The call offers
guidance for
governments on
the steps they can
take to
understand,
diagnose and

manage primary
immunodeficiency
in their respective
countries



http://www.worldpiweek.org/wp-content/uploads/2019/04/World-PI-Week-Global-Call-to-action-April-2019.pdf
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28" Fabruary 2019
Bridging health and social care in support of rare

i Show You Care

Today, the Primary Immunodeficiency community worldwide celebrates Rare Disease Day
2019 o raise awarenass worldwide of the challenges conceming rare diseases and to advance
change in policy and practice o benefit patients.

Rare Disease Day 2019 puls the spotlight on bridging health and social care. People living
with a rare disease, such as a Primary Immunodeficiency and their families require a
combination of different health, social and local services in daily life. Therefore coordination
and communication between those services is of utmost importance to improve patients’
quality of life.

Many people with rare diseases and carers find care pathways complex and difficult to
manage, while in most countries social services are still not adequately prepared to respond
o their needs'.

A holistic approach to the care of people with rare diseases is inclusive of all actors which play
arode in care delivery, from patients and doctors, to allied healthcare professionals, biologists
and researchers. But it also goes beyond healthcare, breaking silos with the social sector o
deliver services which are truly integrated: this enables patients and their families fo combine
daily life with tha exigances of living with a rare disaase, juggling between care and a variety
of social and community support services, and to act as active confributors to the society.

Bridging health and social care also underpins a political, societal and healthcare shift towards
patient-centricity: re-thinking and re-organising services so they are truly oriented to defiver
best value to their end-users, the patients.

Such a person-centred approach to care will be at the heart of the 2019 World Primary
Immunodeficiency Week (World Pl Week) campaign from 22-28" April, which will focus on
“putting primary-immunodeficiency patients af the centre of their care”™. There are over 320
different types of primary immunodeficiencies® which are estimated to affact over & milion
people worldwide. But those are all different, meaning that each individual requires a
customized approach, focused on hisfher specific needs. This cannot bacome a reality for all
patients without batter coordination of all the aspects of care.

We should not miss the opportunity to improve the care and quality of life of rare disease
patients and their families around the world: let's break silos between medical and social care!

World Pl Week shows its rare, as we do care! #ShowYourRare

! Results fram Evrordis survey initiative Rare Barometer
2 The 2017 ILIS Phenalyp jon for Primary iencies

Waorld Primary Immunodeficdiency Week

Email: infoiworldpiweek org | www. worldpiwesk.org | @worldPlWeesk
Tegether, bringing about change for primary immunodeficiency patients worldwide

RAREDISEASEDAY.ORD


http://www.worldpiweek.org/wp-content/uploads/2019/02/WPIW-statement-Rare-Disease-Day-2019.pdf
http://www.worldpiweek.org/wp-content/uploads/2019/04/WPIW-Press-Release-2019-FINAL.docx
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Opinion article

“The State Of The Union”: Current And Future
Perspectives On Patient-Centric Care For
Primary Immunodeficiencies And Immune

Dysregulatory Diseases”
Nicholas L. Hartog, Kelli Williams, Roshini S. Abraham

» Value of patient centricity in primary immunodeficiency care
» Links between patient-centred systems and timely access to care and treatment

» Overview of unmet needs in access to specialist care and to various treatment
options; implementation of new-born screening for SCID worldwide

» Benefits of country and region-specific disease registries

» Spotlight on existing awareness initiatives and clinical research collaborations in
various regions of the world

» Importance of global partnerships between developed and developing nations in
improving education and access; and in achieving patient-centred care

16 | 2019 WPIW REPORT

Publication in
Frontiers in

Immunology on
26t July 2019

“The State of the Union”: Current and
Future Perspectives on
Patient-Centric Care for Primary
Immunodeficiencies and Immune
Dysregulatory Diseases
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https://www.frontiersin.org/articles/10.3389/fimmu.2019.01783/full

Social media activities

= A hub for dialogue, story sharing and
(< increasing awareness

’ * Online engagement & ongoing dialogue between individual patients, patient

groups, medical societies, individual experts, media, industry and policymakers
» Vehicle to share pictures and information on World Pl Week activities
» Driver for story/experience sharing

» Information sharing, rare-disease related and primary immunodeficiency related
news updates

» Key tool to promote awareness and understanding of primary immunodeficiency

I. Highest engagement around
patient-centred care
i > 60K impressions during
April 2019

r

Click on the icons to visit
social media channels

17 | 2019 WPIW REPORT

World Pl Week
i1s active on
Facebook,
Twitter and
Instagram -

follow us!

Join discussions
using #WPIW,
#WPIW2018,
#WorldPIWeek
or #Plawareness



https://twitter.com/worldpiweek
https://www.facebook.com/WorldPIWeekcampaign/
https://www.instagram.com/world_pi_week_/
http://www.worldpiweek.org/

Photo contest #PlctureAwareness

= Raising awareness of primary
immunodeficiency, engaging the community
’ « Driver of social media activity

« Greater visibility of the World Pl Week campaign
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Congratulations to APIP for
their colourful participation in
the World Pl Week photo
contest and their dynamism
during the campaign!

18 | 2019 WPIW REPORT
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) ° Rare Revolution Mag & far=Ravolutionh - Apr 23 Families of children cared £ on worlg-
R‘_‘BE Putting gatients first in primary immunodeficiency care: celebrate mWodar wes| | renowned 'Bubble Unit' @GreatNorthCH
- T fee! World Pl Weel: bull.| T support World Pl Week oy highlighting
early warning signs of Pls inc. recurrent
©.0.0 infections & running a very special
drawing competition. Chack it out! n
stcap
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con &l diagnéstico launching a new infographic! Share it to
> procoz de las educate and spread #Plawareness and put . e P r
et Inmunodeficiencias ¢ E I ad Immunodeficiency CA @imn ”r'-‘;’r‘ad‘:‘ - Apr ¢ »
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Unit” @GreatNorthCH support World Pl Week by
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k T infections & running a very special drawing competiy
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[ O 22 - 29 April 2019 m IME @infadPl - Apr 24 v
\What a perfact way to celabrate oWWordi et JIMF Co-Founders welcome the

IPOPI Board wishes you a happy and successful b 2
World Primary Immunodeficiencies Weok

newest Jeffrey Modell Diagnostic and Ressarch Center at Nationwide Children's

a Hospital ;::f: in Columbuzs, Ohin!! @nat
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World Primary Immunodeficiency Week @WorldPIWeek - Apr 29
LR )

YYY  Raising awareness of the warning signs of #Primarylmmunadeficiency on TV in
Portugal bit.ly/2Ja8iUr @SICNoticias

World PI Week
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Semana mundial das Imunodeficiéncias arranca co...
Comegou esta segunda-feira a semana mundial das
imunodeficiéncias primarias, doencas raras e cronicas
que afetam o sistema imunitario. A imunoalergologista. ..

ESID @ESIDsociety - Apr 22
E3iD  Today marks the beginning of #WorldPIWeek - spread the awareness

ow.ly/Hctr500QdwD

sicnoticias.pt
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Media coverage

» OQutlets: national journals, national TV, local gazettes, online

magazines, blogs

Meet the children living in a 'bubble’ at Newcastle
hospital as they face fight of their live

the famubes of asws ol T 1

wve shared their stores for World Primary iImmunodeficiency (71 Week

Iy Lormat Horth Chidooey spia
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enfermo y no saber por qué?
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World Primary Immunodeficiency Week calls for
patient-centred care

Early testing and diagnosis of prmary immunodeficiency increases treatment success

What People Living With Primary
Immunodeficiency Really Want

3 <3 o
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S LA NACION

Inmunodeficiencias primarias: ;Cémo es vivir

V4 raw
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If only he could live in a bubble house

Fife baby living in a ‘bubble’
during wait for transplant

e mith o, Lty o x

Share this arti

JAMIE CALLAGHON
Fra
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-
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Semana mundial das Imunodeficiéncias arranca com
alerta para sintomas



https://www.chroniclelive.co.uk/news/north-east-news/meet-children-living-bubble-newcastle-16192188
https://zululandobserver.co.za/189060/world-primary-immunodeficiency-week-calls-patient-centred-care/
https://www.fifetoday.co.uk/news/people/fife-baby-living-in-a-bubble-during-wait-for-transplant-1-4918946
https://themighty.com/2019/04/what-primary-immune-deficiency-patients-need-world-pi-week/
https://sicnoticias.pt/pais/2019-04-23-Semana-mundial-das-Imunodeficiencias-arranca-com-alerta-para-sintomas
https://www.lanacion.com.ar/comunidad/inmunodeficiencias-primarias-como-es-vivir-siempre-enfermo-nid2242098?fbclid=IwAR1CraZQgWod7pAMNaMLfRP0iJilIZFKAVc-EVP_If_ck3f99lrCSNF9kK8
https://mindanaodailymirror.ph/Main/full_article/if-only-he-could-live-in-a-bubble-house1485
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Argentina

&y

Ecuador

O

Ireland

\N 4

Sweden

Australia

A\
©

El Salvadaor

ltaly

Venezuela
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Country involvement

A 4 ' A 4

Austria

Estania

&

Kenya

Romania

6
) ;
Uganda

Belarus

r.

Finland

Q

Malaysia

Russia

Ukraine

Belgium

O

France

(2)

Saudi Arabia

AI!'.
<@y

Bosnia and
Herzegovina

Germany

®

Brazil

(IR

Metherlands

South Africa

“) @

Canada

India

Indonesia

Colombia

@ D w

Poland

New Zealand

Spain

Philippines

A
)
.

Thailand

Click on the flag to
see the report
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Argentina

AAPIDP (Asociacion Ayuda al Paciente con
Inmunodeficiencia Primaria)

« National Patients’ Meeting bringing
together 180 people from several
provinces across Argentina

o Medical talks

o Sessions on Pl care and treatment,
physio and dietary support

o Psychological support workshop with
teenagers

o Recreational activities (art, games
and magic shows) and outdoor
activities

o Closure with musical performance

23 | 2019 WPIW REPORT
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ALPIDP asociacion de Ayuda al Paciente con

' Inmunndeﬁmencla Primaria

Recipient of IPOPI grant ¢ -4
-,
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http://www.aapidp.com.ar/default.aspx

Australia

IDFA (The Immune Deficiency Foundation
of Australia)

* Awareness campaign amongst
Members of Parliament

» SCID Newborn Screening State
Petitions

» Social media campaign

» IDFA patient and carers’ storybook, in
partnership with CIRCA (The Clinical
Immunogenomics Research
Consortium Australia)

* Launch of new infographic

« World Pl Week School Zebra Day
fundraisers & quilt raffle fundraiser
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World PI Week
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2IDFA 544

(.AT!.(L X
Primary Immunodeficiency
= Over 450 g Over 70% ol PI
% genetically p sufferers are
= diagnosed Pis undiagnosed

Severe Combined
Immune Deficiency
(SCID) is fatal and

1:10,000 people in
Australia living with
aPl

affects 1:50,000
babees
Common Variable
Immune Deficiency IgA deficiency can
(CVID) affects ’ X 3 affect 1:500
1:10,000

Immunoglobulin
10 warning signe

Il

9 & replacement
therapy the most
common lifelong ————
treatmeant -~

More information at www.idfa.org.au

e What canyoudo?

Sign a SCID Newbom  Purchase a tax deductble
Screening petition at Awareness PIN at
www.idfa.org.au www.idfa org.au

., {IDFA

C
b \ B ,/

SIDFA

(LA.RL.LX org H"l.

42 PO RO 963 PEARITH ASW 2774 1802100 1 7 indaishcrpaw

a ket to diagnosi What can you dO this World Pl Week?

Add your story to our Storybook

Email your story and photos to info@idfa.org.au

http:/fwwaw idfa.org.awwiorld-pi-week-22-29-april!

logether. cragng about charge for
primarg immunodesciency petisnts verkiade

World PIWeek

TESTe DIADONGSE » TREAT

22 — 29 April 2019

Recipient of IPOPI grant L:!TERNATION'?&



http://www.aapidp.com.ar/default.aspx

Austria

Al md Hollrueg hai

Biolife PLASMAZENTRUM g
OSPID (Osterreichische Selbsthilfegruppe §

) primarer Immum Defekte) "-

« Cycling for a good cause L !‘ l % \

* Release of film about a PID patient : L -
meeting with her doctor

* Movie from a PID patient‘s life

» PID-balloon challenge

» Life-saving folders to all plasma
centers in Austria
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Click to see more
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Recipient of IPOPI grant %Ef;[f“”“"o'“"#



https://www.oespid.org/

Belarus

“Let’s Save the Immunity* - The republican
public organisation of patients/parents with
primary immunodeficiency
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* Awareness of the 10 warning signs of
primary immunodeficiency
« Patient day
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Belgium

ASBL BOPPI (Belgian Patient
Organisation for PID)

WPIW: Family day « Technopolis », with
recreational and educative activities
e 02/11/2019: DIP MARATHON indoor

cycling
Dir-

..........

27 | 2019 WPIW REPORT

DATE A BLOOEEZROIQ

MARATHON D'INDCGOR CYCLING
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P
 %Fooee (35! MARATHON

Recipient of IPOPI grant N hSite



https://www.facebook.com/Boppi.asbl.vzw/

b Lsabadle Moyt (D,
TR a2

- Celebrating 5y PID charity fund at KU Leuven KU LEUVEN
e g] u m (KID Fonds) with- World Pl Week and JMF.

Psychologists, admins, scientists, physicians UNIVERSITEITSFONDS
play team and music group « de
Arkonauten » join hands for families and
children affected by PID. @WorlaP!\Wee}

04V

KU Leuven University (KID Fonds)

g

«

>

« “Get together” day with
psychologists, hospital
administrators, scientists, T
physicians, the play team and the | OGP OSED
music group “de Arkonauten” and
families of children affected by PI

n
]
3]
=
=]
3
8]

 Recreational activities for children
organized, together with exchanges
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https://www.kuleuven.be/mecenaat/fondsen/geneeskunde/kid-fonds

Bosnia

o POsPID (Podrska Osobama sa Primarnim
« Imunodeficitima)

* Online awareness raising on Pl and
warning signs

' l ZNAKOVA LUIPOZORENIA 24
PRIMARNU IMUNODEFICIIENCUU

Fral cecr | redr daszd o= freh, panmeernh

Ha rmapredaromicgm.
LI, Ly b

n
[
3]
=
=]
3
8]

Click to see more
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Svetska nedelja PID 2019

iz

Together, bringing about change for
primary immunodeficiency patients worldwide

World PI Week

TEST» DIAGNOSE « TREAY

22 - 29 April 2019

UCINIMO DOSTUPNOM TERAPIJU oscbama sa primarmim imunodehcijencijama - PID
{(urodenim poremecajem Imunog sistema)! Unapredimo kvalitet njinovih Zivota | odrZivost

zdravstvenog sistemal

Razvistana u “retke bolesti” Pnmarma imunodeficijencija {P1D) je nasiedni genetski
poremecaj telesneg imunog sistema. kojl se ogleda u tome $to je imuni sistem odsutan
delimicno il potpuno, i ne funkcioniSe kako bi trebalo. Ovaj nedostatak je uzrok cestin i
veoma razii€itin infekclja u raziiéitim delovima organizma ka0 310 su kozZa, udl, piuca
stomak itd . infekcije su cesto hronicne, uporme i iscrpljupuce. Obzirom da je najcesce
dijagnostikovan oblik PID manjak/nedostatak antiteia, obzirom da sada veé postojl vide
od 300 oblika PID, da se najtesce javija kao ,obicna” infekcifa, praklicar ih cesto i
tretiraju na tom pojavnom nivou, ne ulazedl u potencijaine uzroke infekclia. Zato se one
ponavijaju i razvijaju rajna oSlecenja pojedinih organa, invalidnosti | Cak smrti. Ukoliko
Su na vreme prepoznatl, ovi poremecajt se mogu le€itl a u nekim sluéajevima | iziefivl.

Ove godine se Svetska nedelja PID od 22 do 29 aprila obelezava jedanaest put, sa
clljem da se pedigne svest javnosti ¢ PID | da se Sirom sveta prepozna vaZnost
dostupnosti iImunoglobulinske (1g) terapije za osobe sa PID. Samo orgamzovana akcija
moZe da obezbedi efektivni | univerzaini pristup terapijl za osobe koje Zive sa PID
pristup najboljoj terapii za svakog pojedinca

Od sustinske je vaZnosti da se na svim nivoima naprave odredeni pomaci, obezbedi
puna podrSka | optimaina nega osobama sa PID kao | da se imunoglobulinska terapia
definiSe kao pnoriteina za osobe sa PID, u odnosu na druge indikacge 1| obolienja


http://pospid.org.rs/sr/
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ASBAI- BRAGID

g

Colocar os pacientes com
nunodeficiénclas primarias
centro dos seus cuidado

22 - 29 April 2019
i $ ) ASBAI
S iman e Eotaa prinyaie wo 3ras s \ sacncichs Reseds rode
prresinpy i misie
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* Immersion course in primary
immunodeficiencies: Immunologists from
different regions of Brazil gathered i /& Bragid

. ~ . . . N7 28api-G
together in Sao Paulo to discuss diagnosis .

Interview with Dr. Gesmar second in CBN about the week of the primary

and treatment, th rough panel debates imunodeficiencias / errors of the imunodade and the importance of the test

ofthe
and presentat]ons. https.//cbn_globoradio.globo convmedia/audio/257864/importancia-do
* Interview with specialist doctor on the R
importance of early testing

* Awareness raising on social media

ongmnal  Rate this transiation
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= § About This Website
CBN.GLOBORADIO GLOBO.COM
A importancia do 'teste do pezinho' para o diagnostico de
i deficiencias imunologicas
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https://www.facebook.com/Bragid/?tn-str=k*F
https://l.facebook.com/l.php?u=https%3A%2F%2Fcbn.globoradio.globo.com%2Fmedia%2Faudio%2F257864%2Fimportancia-do-teste-do-pezinho-para-o-diagnostico.htm%3Ffbclid%3DIwAR06rkwrlzv2DSjwPhzLfs85Cs5aXJIlqQQkObZrp8Geon79SI52bBf9nec&h=AT1eUaxwqsrQMtgNlO3k0bGM0cPlP4HGRmeO-wqL92s78n6x9GKod_aS7olzHKoAm_Id44XcTNhQEfmGFjZtPlDzAyrYpiYkeRmy46oza6OxhEXbIvjuKr87mDte8sMTcw8jFQuNEhtGughWsTF6RP8VTPz8zmdx7c9UFRjURuD9gA6zXfm_aSRrlREbBegOqEXbTthrIFIQN_fNj80t6ACxyIRQ0byYGRpc271hV2CdRb_Ub-cb1sqG93gWVN23pAjBF7eaN30rY1at6END6dzyAVeJgrsrOtLY6DW2TctFY3_L0Luf5XHskZzrsYxqqEiCngxkWTHmlfWl_fVu02W1g5AkvF2Tg765Uftv-fZo1JFPlM3CEvUXooHnz5jPUINTfWC-HV2pcHR-aqhYcs3dQFV6bfsmuJ87HiEL47VSzHIaMa1VfjT4aTDCSkEZRMEcyRk6QYcm2o3VRFNYP9Nh8spLkQGbC7URwimPWNApeQLFW1w5FQVMVZ73WimIxcF1_huGMDG3-YyfcVBlTvxGUP94dhTT-wh811ngvGcOEF_ybjsefpLYAEMBnSJa_XRo_jDTuudXQUVF5UMuCLSggbmi-Nn8tySBOZYhrhdw0CUV5WemvRETnVA

/ —
World PI Week @ ASBAI
TESTe DIAGNOSE « TREAT Sga o oy
www.asbal.org.br
@) #osbai_siergia () AsBAIAlergia () ®ASBAI slergis ‘

Video series release featuring member of the
scientific department of immunodeficiencies
from ASBAI, highlighting the importance of Os 10 Sinais de
World Pl Week under the theme: “The Alerta para
Immunodeficiency Patient at the center” Imunodeficiencias

Primarias em
Criancas

>

* Awareness raising campaign on the warning
signs of Pl in adults and children

Did you know ?

A video produced by ASBAI regional in Rio de Janeiro,
captures the actions developed during World Pl Week
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http://www.asbai.org.br/home.asp

Brazil

pequeno Ik

IMUNODEFICIENCIAS PRINCIPE

PRIMARIAS

o Hospital Pequeno Principe Ny, 77

Educational videos about the immune system
and the importance of early awareness and
diagnosis with immunologist Carolina Prando

Workshop and lectures on Diagnosis and
Treatment: Innate Errors of Immunity,
attended by several health professionals

* (psychologists, nurses, doctors, pharmacists,
biologists and biomedicians) with a focus on
patient-centred, integrated care

Z Uonoas

< UolDas

« Project "Ad Cordis: Rhythms of the Heart" o
brings the group Jazz Gypsy Quintet to the "
Little Prince o

o A video produced by Hospital Pequeno Principe
‘ highlights the activities of the World Pl Week.
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http://pequenoprincipe.org.br/noticia/o-paciente-em-destaque-na-semana-mundial-das-imunodeficiencias-primarias/
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Canada

Immunodeficiency Canada

» “Pizza Pl Party” gathering healthcare
professionals, patients, family and friends, to
make their own personal pizza in celebration
of the many different types of Pl

» Dissemination and promotion of World PI
Week materials on social media

33 | 2019 WPIW REPORT

Immunodéficience

(Canara

D Immunodeficiency
; / Canada

1:00 am - 2:00 pm
Come maka your own
personal pizza ot -

@B BostonPizza

“BoslonPisxa
401 Yomge St

Toronto
AEYP 10 478 044 3434 08

TCONTACTUSHMMUNODEFICINC T CA

- - S

T N el mi—— -
FEF s

e —


https://immunodeficiency.ca/

Canada

: CIPO (The Canadian Immunodeficiencies
« Patient Organization)
>

NEXT

» Participated in the World Pl Week
“myPIstory” campaign,
highlighting patients’ daily life
with PI

Happy Friday Everyone! Now it may be the
weekend but remember to keep checking in
to catch up with our herd's stories which will
be running throughout #worldpiweek

Today Tonya will be sharing her #lifeof?
journey B: B bitly/21SVWzQ

#lifeofP!
Click to see more :
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TONYA LEEBLOND [DQ

CNTARI O

z2 8
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World Pl Waek

"

ri N PlIszory
/ JUDY KOZULAK ’
¥ SR » (7

)
12 Wy

World PI'Week

TEST« DIAGNOSE « TREAY

#MyPlstory

BILAWAL

Lang weh P1, Pakisan

¥ C|IPO

Canadian Immunodeficiencies Patient Organization



http://www.cipo.ca/

Canada

: APIQ (Association des Patients
< Immunodéficients du Québec)
>

» Series of informational videos
with interviews of healthcare
professionals released on social
media (on diagnostic, warning
signs etc)

» Family day with distribution of
plush toys to children with Pl as
part of « | have my teddy »
awareness campaign, children
and family activities

Click to see more
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"Diagnestiquer mmuncdéficience, c'est trouver une rarete parmi iz
normalie”
Oleksandra Lepeshking, infirmeere clinicienne au CHUL

tworikdprweek #apiq ismmuncaéncence

See Transiation

r Donal.d Vinh

oz M 2 o

4y l'immunodéficience primaire
APiQ 22 au 28 avril 2019

Ao,

cher donneur

' Grice 2 votre généreux don...
J’ai mon traitement !

Wl vte

|-

Semaine nmm- J'ai mon

B Association des Patients
Immunodéficients du Québec

Am AFIQ
e 240000 -G
Varessa et Maude du CHU Sainte-Justine nous dacdvent les cignes
cmues & survediser |
PARTAGER = ADER AU DIAGNOSTIC PRECOCE |
pworkdpiveek #aply simmunodéficikence

Soc Transiamon

nez en

GRAND

nombre!

Activivés pour toute la famille
Remise des toutous’ aux jeunes patients
B Rencontres et discussions
. leuxet activités festives!
TOSNT CERAV AV AL SAN ANV ISEREE eI AN



https://www.facebook.com/CipoAPIQ/

China

PID Care China

g

«

PREVIDUS

>

Mental Health Event, including a
lecture for PID patients and
caregivers with psychologist Ms.
Jiang Qian Li

«  Group counselling for patients and
their families

n
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INTERNATIONAL
PATIENT SATION

Recipient of IPOPI grant ==
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China

g

Children’s Hospital of Fudan
University

«

PREVIDUS

>

. Event to raise Pl awareness and
improve disease diagnosis and
treatment standards in China, with
Prof. Wang Xiaochuan, Director of
Immunology
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INTERNATIONAL

Recipient of IPOPI grant ==«



Colombia & i

Semana muncial de las Inmuncdeficiencias Primarias WRIW

a . 7 . . .00 Semana Mundial de las Inmunodeficiencias Primarias 0P ik O W
FIP (Fundacion Diana Garcia de Olarte) Y Abrii 22 - 29 de 2019 X s
World PI Week E = 5
« S IX Simposio Nacional de
- : Inmunodeficiencias Primarias
. R .‘ JMC-ACAAI 2019
o Promot]on Of World PI Week mmnx‘aen:qs‘:’v::uras AvancesenDiagnéstlcoyManelo s B

22 - 29 abril

de los Errores Innatos de la Inmunidad ~

materials on social media

....... 1353

« [IDP National Symposium held in

Abril 27 de 2019

collaboration with Colombian ‘» | wmmm

Association of Allergy, Asthma 5 Z -d‘ :po.m 5:30 pm
g and Immunology (ACAAI) \\/ L.,P scp? 3
: T Jn f:Acdnn ¥ icom

. KEDRION  igjospitar & BD
r . SRt -diotoscana

XQ PINT PHARMA

aa
rrrrrrr

< Uol1D9sg

Jottvey Modad
Lenbers Pstwork

Click to see more

Informes: fundacionfip@gmail.com

Tels: (4) 3118121 « (314) 864-6956
Entrada libre con inscripcidn previa en www.fundacionfip.org.co
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https://www.facebook.com/fundacion.fip
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Ecuador

Fundacion PIDE

»  National Meeting of patients with
PIDs

Training workshops

*  Support material

Developed an informative video

about Pl and warning signs

39 | 2019 WPIW REPORT

YOUTUBE.COM
Qué son las IDP y los signos de Alarma

ca de [as Inmunodemciencias Primarias y los signo

Video informalive acer

Recipient of IPOPI grant

INTERNATIONAL


https://www.youtube.com/watch?v=fgPAu8_3b_0&fbclid=IwAR0wXTBedDXIf3tkDRs_ih_NlTutGSQqXuMasUOBv674aKULasx7cnIJLO4

FUNDACION

El Salvador ESCUDO DE AMOR
13 Fundatidn Escudo de Amor para las 1DP El Salvador a retweetd
i Hospital Bloom ©hospitalbloom « 26 avr, v
o vk kel o o Sefiales de Peligro
Fundacién Escudo de Amor para las PE—
« IDP El Salvador
>

» Family Day and awareness raising
on the 10 warning signs together
with the National Pediatric
Hospital Benjamin Bloom

TV and radio interviews on Pl
with a specialist doctor,

g pediatrician and immunologist

< Uol1D9sg
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https://twitter.com/EscudoAmor

Estonia

= Estonian Patient Society for
< Primary Immunodeficiencies
>

Conference on immunodeficiency,
exploring:

v" clinical manifestations such as
gastrointestinal troubles or skin
rashs
CIVD
vaccination in Pl patients
cytokines and immunodeficiency

NN
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Ay World PI Week

TEST+ DIAGNOSE » TREAT

Dear colleague, o= e
We kindly invite you to the Conference on-
24.04.2019 from 9:30 to 16:00 in the
Conference Centre of Swissotel Tallinn

9:30 —11:20 | SESSION
Immunodeficiency — What is lt" Who? Where? — Krista Ress, East-Tallinn Central Hospital

Sy dary Ii defi - iken Ross, North Estonia Medical Centre
Lung Manifestations in Primary Immunodeficiency — Maria Mikkal, East-Tallinn Central Hospital

LUNCH

12:00 — 13:40 1l SESSION

Recidivating Angloedema Krista Ress, East-Tallinn Central Hospital

Ab and | — Mare Suigom, East-Tallinn Central Hospital

Ga: i ti tati in PIDDs, with a special emphasis on CVID — Mikko Seppanen,
Helsinki Unmqrs:ry Hospa'ml

COFFEE BREAK

14:20 — 16:00 1i SESSION continues
Skin rash — when to suspect Immunodeficiency? — Tiia-Linda Okas, East-Tallinn Central
Hospmzl

and I ficit — Kai Kisand, University of Tartu

Vaccmauon in patients with Immunodef iciency — Maire Link, Pamu Hospital
REGISTER The seminar will provide 8 training points.
HERE Registration ends on 15th April 2019 or until seats on the East-Tallinn
- Central Hospital website www.itk.ee are filled.
4= The participation fee is 20 euros, for residents and doctoral students

10 euros. After registration we kindly ask you to transfer the participation
fee to the SEB bank account No. EE771010220022885015 of East-Tallinn
Central Hospital. Please add a note to the bank transfer with following
i?fonnation: The Immunodeficiency Conference 24.04.2019: participant /
participants’ name / names.

Received participation fee fi registration.

T4

EARs: A
- DA TRLLBA MKEMCHAN LA

Recipient of IPOPI grant =

IMMUNODEFIC g
CONFERENCE /é

%

INTERNATIONAL
e




Finland é

Liity jaseneksi
T
o Immuunipuutospotilaiden yhdistys r.y (Finnish _
« Patient Organisation for Primary i | Ohjelma:
N Immunodeficiencies) Potilasseminaari
bt Ta mpere Klo 13.00 Lostatnas
« Awareness day targeting healthcare Ny 7043019 = Molm M imemmipmegen oy

FHIS TN HETE]

professionals, association members
and general public.

» Annual Meeting and Patient Seminar
on diagnosis and treatment, with
specific sessions on:

LT, lascencagreibin ertkoiscuva likin
Tuwha Grémhedm

klo14.4% Vhesilid yr hoidot
Treijn Sorari, Muwalic: Infunsie: AR
Eln 15.00 Kahviherki

Klo 1530 Tamin pdivin subkutaanihoito

? . . . o fo o . - O Halerunen. Seeripolar Oy
§. / d]agnOS]S and ]dent]flcatlon Of PI ko545 Kun zairaus hiipii mickeen
in pediatric populations e

0 ‘/ personalised Care ko 16,30 ‘lr'hl-.x:u.'valt}'sSam:anuycré:MInna
v’ subcutaneous treatment Vermimikiaan
. » Peer support session and mental o

coaching

Click to see more
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https://www.immuunipuutospotilaidenyhdistys.fi/

France ”é S

ASSDCIATION DE PATIENTS
DEFICITS IMMUNITAIRES PRIMITIFS

@ .. C e YYY
ol IRIS (Immuno-Deficience Primitive: Recherce, % World PI Week

« Information, Soutien) . s

» I fés

. Online PID quiz disseminated through sssocanonoe panews
facebook, IRIS website, mailing to
networks

men

7 Uonoas

7]
[1']
(2]
e
9_
=
w
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Click to see more

. 104 participants: 85 women & 19

Ty Assoclation IRIS & 2ama04 una patdicaticn,

Iléﬁ Q Admin - Pusis por Manion Sutaeler - 25 sl 105 - Boayouer dae
whes

Parlizipez au guizz spicia szmzine mondals des DIP. at fenlez e

rermpotlee ure vigile & Minelitulimeagine !

il»;‘s Association IRIS
PLEle par Maricn Schader 171 - 22 3w, D832

Paur calte semaine mandisle cas DIP, 'aszociation RIS arganise un
Guizz eur e DIP 60 22 avil au 29 ewvil 2019 avec slusiours 1es &
gagner

Tar gagnent -

Afcher ‘a suta

. semaine mondiale £
e cles DIP | i

.

P

QUIZZ Semaine mondiale des DIP

Frarhbe i : FRieli 30
LER T B

Do Cothe semais mondiale des DIR Fassaclaton 2paniss un guaz sur ks DF
du 22 aurtl an 24 2l 2015 geec pluskzurs ioks & gapner

® 1er papmant: Wshe de [rserut Imegine oot une rult & Fars pour dzux
perEcnnes

v léme et 22 gaprants :Gogdics (Tshirt + 510 + masoots peche + Ihre
powrmandses da hloguers = olé L55]

wAdme et Wi paprants @ Gocdizs (Fshitt + 2l USE + Bloc-nete + 25n)

Les persornes avant &0 le melleur scare serant Hrdas 2u sors pour b2 premler

ko, Lesulte on suirs Hraps su sort secs réalisf poor cholsr les gegnecss cas oas
285 kol dhwsinis prmi ke arlivipee s agnen ko e seoen,

Eresiz de pamidper ¥ Cliques sur ce len

ettt afio it Swpeform comsba 10N

- Ensemble pour agir, informer,
 aider et protéger |

i I UL STARE o ol Eape 4 Ui Uy
¢ mmaclation 16, I rece Seeal vous e et fans

o i Lo Ui,

iy oy, ST po d i plin un et
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http://www.associationiris.org/

CONGENITAL IMMUNODEFICIENCIES: MICHAELA SCHAFFRATH 180420191739 | @ 1zes *

1S COMMITTED TO THOSE AFFECTED! * ®

INTERNATIONAL DAY OF IMMUNOLOCGY ON APFRAL 29, 2009 * d S a I
G e I m a n ermarry - The immune yystem corntantly protects the Body ageinst harméal influences, bactens and

------ Bat what if tha natur e defense system is sot werkng progeriy?

somagrris warloyss shol Defektes Immunsystem?
Wity yoa shouid de an ‘, you will find out here Starke Patientenorganisation!

But what Soes il wractly muss!

g

Dsai - (Patients’ Organization for Innate
Immunodeficiencies eV) -

«

PREVIDUS

>

+ Balloon launch - Luftballon- SSrsuer =
Aktion zur WPIW S I I~ o
« Creation and promotion of
immune check in support of early o T
diagnosis
» Awareness raising and promotion S R
by celebrity Michaela Schaffrath e e
on TAG24 e
» Social media activity

n
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D0 you want L2 test yoursslf? Thun pust click on the folloming secture:

Click to see more
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Am 29. April ist Tag der Immunologie:
Zeit fiir einen Immuncheck!



https://www.tag24.de/anzeige/ballcom-deutschland-immunologie-michaela-schaffrath-dsai-immunsystem-immuncheck-1029126?fbclid=IwAR2RIfVZmP_2_KYTB_XUB_jNIKd3GiG8blplF9KMFqn8TSrAfYQZUd91mcU
https://www.dsai.de/fileadmin/user_upload/Pressemitteilungen/190403_PM_Tag_der_Immunologie.pdf
https://www.dsai.de/

Y ‘//
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‘ PMONid
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Greece s

EmoTnpovikd) EkSHAwon
yiang

@ s~ Fi : Npwronabeig
APMQNIA (Association of Greek Friends for P il I
« Paediatric Immunology - Primary Naisiarpikr Avocoloyia
S Immunodeficiencies)
. 20 Atrpidion 2019
. Sc1en.t1f1§ meeting on Pl a.nd . Ry -‘“ v
paediatric immunology, discussing R ——
patlen’F needs, treatment, newborn ety Scientific Meeting
Screen]ng and genet]CS - RoSvoom ; on F’rin'ncu:_.ur Irf'lmuncdeficiencies
. Dissemination of World Pl Week Paediatric Immunology
. == IE—————
mater]al tapctisizn 2220 April 2018 i

_ A e

.-

7 Uonoas

20™ April 2019

“Kostis Palamas”, UoA
Athens - Greece

Eykaipog éAeyXog Kai

. Siayvwon tne MNMpwromadoug ik UG EAC Gt 015
Click to see more AVOOOAVETTAPKEING
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Y'W World PI Weeok

IPOPI
Recipient of IPOPI grant HEfNAnOSML

45 | 2019 WPIW REPORT



https://www.paed-anosia.gr/default_gr.asp?id=1

@ Al

n ] a “Walk lo Raise Axareness on
Primary Immunodeficiency

Discases™

- IPSPI (Indian Patients Society for
o Primary Immunodeciency)
2

 Seminar on PID in Maulana Azad
Medical College, LN Hospital (New
Delhi)

« Pl awareness walk in collaboration
with AMSA India at Jantar Mantar, New
Delhi to mark the launch of World Pl
Week 2019

 CME programs on Pl and interactive
session for doctors & Pl patient
families
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INTERNATIONAL

Recipient of IPOPI grant


https://www.ipspiindia.org/

Indonesia

o IPIPS (Perhimpunan Pasien Imunodefisiensi
< Primer Indonesia)
- * Online social media campaign,
including story sharing
« Family day (50 attendees) - watch
highlights of the meeting here

Sharing sessions with doctors and
patients, fellowship trainees session
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Click to see more
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Perhimpunan Pasien

T Imuncdefisiensi

K | Keluarga Yayasan Pasien Imunodefisiens LA L
Primer Indonesia (PIPS) ApHIZOIS. Primer

A 2 Indonesia
Peringatan Hari
Imunodefisiensi Primer
Dunia 2019
28 Aprit 2019 | 10.00 - 14.00 wib

* Restoran Papparich,
P, Parglima Polim Roya Mo, 5752

L

Décusane cle
GRIFOLS ((Fotscidy

i
YOUTUBE COM

Family Day Indonesia Primary Immunodeficiency Patients -
Primary Immunodeficiency Week 2019

Recipient of IPOPI grant LI:!??NAHCE@L-


https://www.youtube.com/watch?v=w9xGvszyNPE
https://www.facebook.com/imunodefisiensiIndonesia/?_rdc=1&_rdr
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Iran

IPIA (Iranian Primary Immunodeficiency
Association)

« 11% International Primary
Immunodeficiency Conference (ICID),
which focused on updating the
medical community on diagnosis and
treatment of patients with Pl

» Ceremony in appreciation of Pl
patients and theater show at
Children’s Medical Center Hospital

« Participation in several TV and media
interviews

48 | 2019 WPIW REPORT

Recipient of IPOPI grant

INTERNATIONAL
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Ireland

IPIA (Irish Primary Immunodeficiency
Association)

* Dissemination of World Pl Week
materials on social media

* Interview on local radio with Dr.
Ronan Leahy on early diagnosis
and Pl information

Click to see more
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Irish Primary Immunodeficiency Association - IPIA one
June3at1223PM -

Combined cellular

and antibody

deficiencies 15%

Cellular
deficiencies
5%

Phagocytic cell
deficiencies
10%

Complement
deficiencies
5%

: i
IPIA.INFO
IPIA & WPIW 2019 - Interview on Raidio na Life106.4fm with Dr.

Ronan Leahy from Our Lady's Children Hospital - IPIA



https://www.ipia.info/ipia-wpiw-2019-interview-on-raidio-na-life106-4fm-with-dr-ronan-leahy-from-our-ladys-children-hospital/
https://www.ipia.info/ipia-wpiw-2019-interview-on-raidio-na-life106-4fm-with-dr-ronan-leahy-from-our-ladys-children-hospital/
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Italy

A.l.P. (Associazione Immunodeficienze
Primitive)

» Awareness raising activities during AIP congress,
including flashmob, dedicated event to
promote knowledge and procedures to doctors
regarding Pl, with multi-disciplinary teams
involved

» Shared experiences from patients and insights
on managing life with the disease

» Launch of a new awareness campaign on PI,
with the mascot “Lino Globulino*

» Social media activities around the need for
plasma donation, prevention, newborn

screening
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Recipient of IPOPI grant ‘NTERNA"ONAL


https://www.aip-it.org/nuova-campagna-divulgativa-sulla-sensibilizzazione-delle-immunodeficienze-primitive

Kenya
: PIDs Kenya (The Primary Immunodeficiencies
< Association Kenya)

» Presentation in the context of the first A-
Project in Kenya, raising awareness on Pl from
a patient perspective

» Establishment of a Pl working group,
comprising both patient support groups (PIDs
Kenya and the Rare Diseases Society of Kenya)
as well as doctors
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White Sands Hotel,
Mombasa City

9™ April 2019

Speakers :

- Monka Esser
- James Chipeta -
Local Organizer : 77
o v J "““\f. e ’
- | Y Hyenoo o
| ¥ THETITUTE Vi -
\ L
o \ Gold Spaonsor
® SALATRIC » _—_ 3
ASSOCIATION |

Recipient of IPOPI grant ‘NTERNAHONAL


https://twitter.com/pidskenya
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Malaysia

MyPOPI (Malaysia Patient Organization of
Primary Immunodeficiencies)

*  National Walk-About across 7 states
(Kelantan, Penang, Perak, Selangor,
Kuala Lumpur, Malacca and Sabah), in
collaboration with 6 Asian Medical
Students’ Association (AMSA)
Universities to raise awareness
amongst general public

«  Participation of 117 medical students

«  “W” hand sign movement to raise
awareness of Pl and show support to
Pl warriors & online photo campaign

Click to see more

52 | 2019 WPIW REPORT

' IDEAS &

[+ BTN

[ ——.
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INTERNATIONAL


https://www.facebook.com/MyIpopi/?fref=ts
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Mexico

AMPIP (Mexican Association for Primary
Immunodeficiency Patients)

Workshop on intravenous
immunoglobulin treatment

(prevention, reactions, testing,

administration etc) - watch

highlights of the session here

53 | 2019 WPIW REPORT
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https://www.facebook.com/AMPIP2005/videos/623676748095648/
https://ampip2005.wixsite.com/galup
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Mexico

* Online awareness raising,
particularly on bone marrow
transplantation and the need for
donations “Bethematch”

« Continuous campaign on children’
rights to access to healthcare

« Family day with theatre
performance, painting - watch
highlights of the day here

» Radio interview on early diagnosis
and importance of access to

treatment
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Fumeni (Fundacion Mexicana Para Ninas e
Ninos con Immunodeficiencias Primarias) ,.v

‘{ Fundacion Mexicana para Ninas y Nenos con
wemw Inmunodeticiencos

300l @

-

“ Fundacion Mexicana para Nifias y Nifos con
wamw Inmuncdeficiencias
2 801G

w5 gal de @as Fnmunoochcicncasinmanas
&t FHIAEN
Soe Tranalation
TRASPLANTE DE CELULAS
MADRE
(Porqué es importante encontrar un donador PRIMARIAS ES UN
compatible? MOVIMIENTO GLOBAL PARA
CREAR CONCIENCIA SOBRE World PI Week
'W ELLAS y LOS DESAFIOS TEST =« DIAGHOLL » TREAY
: g RELACIONADOS: EL
i PROMOVER LA CALIDAD DE
PR canismsmminl VIDA DE LAS PERSONAS
| traplante de médste dnen de wn ' 908 00N b forma mds corplel QUE LAS PADECEN, EL. T Niumeny)
I e DIAGNOSTICO PRECOZ,
poss et iy +7 DISPONIBILIDAD Y ACCESO
“;:“;;;:;;“,’:m,m:::m‘::ff:m | A TRATAMIENTO

TEMPRANO

dlomas para ofectaw un trasplan
B médule Osen c ceiules medre


https://www.facebook.com/FUMENI/videos/311275962877846/
https://www.facebook.com/FUMENI/posts/2585974518093364

Mexico

UMAE Pediatric Hospital CMNO IMSS

g

«

>
 Recreative activities for children

with primary immunodeficiency
and their families
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Association Hajar de Soutien aux patients - T ol
« atteints de deficits immunitaires Primitifs World PTWeek
mevious ol = il el
>

2019 ., 29-22
»  Blood donation day, with over 400

donations
»  Day trip for Hajar’s children to the
oo
«  Training day on primary
immunodeficiency for doctors and
nurses
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Netherlands

| voermure com

SAS (Stitching voor Afweerstoornissen)

g

me?

«

PREVIDUS

>
« Patient family day with with
clinicians around patient-centred
care A Rare Condition (PID) | Chapter Five: “| will not give up”
«  Promoted YouTube Video series
“A Rare Condition (PID)”
featuring testimonials of patients
« Social media activity

Click to see more A

1 Aboul Ths Websle

Lnong 'wwin Prmary iImmunooeiciency
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YOUTUEE COd

A Rare Condition (PID) | Chapter Three: “We’ll find a way

57 | 2019 WPIW REPORT AR

A Rare Conditlon (PID) | Chapter One: “What's wrong with

Patient Centered care

Zaterdag 20 april

wan 1000 wur tot ¥.45 var
Locatie, Boerden| de Bosrina, Ml [Oe 6 34T CN Karwrix
Warkiihops met medewerbing van

.-

infermatie sn opgeven vis
infogstichtingvecrafavernstosrnissen.nl



https://www.facebook.com/StichtingvoorAfweerstoornissen/

New Zealand

{/I0Ne |DFNZ Kids Foundation updated their cover photo. _g | D F N 2

Srkgs 22 apnl @

srre ’ Immune Deficiencies Foundation
It's World Pl Week. This is an important day for us here at the of New Zealand
Immunodeficiency Foundation of New Zealand (IDFNZ) since a number of
our patient members suffer from a Primary Immunodeficlency (Pl).

World Pl Week focuses intemationalfy on an important topic or challenge
surrounding PI, to Increase awareness, understanding and bring about
change In pollcy and heaithcare practice. This year, patient-centred care Is
at the heart of the campalgn.

There are over 380 different types of primary immunoceficiencies which are
estimaled to affect over 6 million people worldwide, Each type of disease
requires a customized freatment approach.

o IDFNZ (Immunodeficiency Foundation of
« New Zealand)
>

Z Uonoas

< Uol1D9sg

Online awareness raising through
social media, including the
warning signs of primary
immunodeficiency

58 | 2019 WPIW REPORT

Together, bringing about change for
primary immunocdeficiency patients worldwide

i FIDFNZ Sy &)

: World PI1 Week

TEST» DIAGNOSE » TREAT

22 — 29 April 2019

oo Judith Dickson. Sonja Willcox and 7 others

fIDFMe  |DFNZ Kids Foundation
wr iy 24 Aprl 6

L. Understand the Warning Signs of Primary Immunodeficiency with the help
of children and adults relating their symptoms to each sign. Primary
Immunodeficiency accurs when the iImmune system is braken ar missing
from birth. There are treatments that can help Indhiduals lead a normal
evenyday-life,

i
YOUTUBE.COM
10 Warning Signs That Every Parent Should
Know
This video of the: 10 Waming Signs of Primary
Immunodeficiency was made with the help of...

ﬂ Judith Dicksan, Rochelle Watson and 1 other 1 commant 1 share

Kids

Foundation

“Aﬂ

6 shares

7 warning signs of
Primary Inmune

Deficiencies

World PIWeek

TEAY S DIAGRELE 4 thtay




Philippines

g

PhilPOPI (Philippine Patient Organization for
Primary Immunodeficiencies)

«

PREVIDUS

>

» Daily run of Pl infographics video in
drug store counters

» Newspaper publications on Pl

» Radio interviews and TV broadcastings

» Public display of banners and
distribution of brochures and
educational items on Pl

» Dialogue on Universal Health Care with
the Philippine Health Insurance
Corporation (PhilHealth) and the
Department of Health of the
Government

i

W RASSIGUNO (HAMOT AY LACUNG DAGO
e JGAN GITY Covt ERMILLS Shmi i CENTER WOKINLEY ARCATE RRAN!
oL NG A
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INTERNATIONAL

Recipient of IPOPI grant


https://www.philpopi.org/
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Poland

Immunoprotect (Association for Patients
with Primary Immunodeficiencies)

. Pl patient meeting
»  Distribution of immunobags with
educational leaflets in English and

Polish
. Interview on national TV on access

to healthcare building on patient
story

60 | 2019 WPIW REPORT

- Immuncprotect
- LA @

Mo ZEpoennague, 2= 0PIt Snguss Jynguss Swstupsry Lecze
DOCZYNEACy S dasiay Swakowy Tydaei PNCIN

oo immun@protect

Stowarzyszenie na rzecz 0500 2 niedoboram| odpornosc

World ﬂ w..ll

Pierwotny niedobor odpornosci
pacjenci ofrodkiem leczenia i opieki
zdrowotnej

22 - 29 April 2019

Sazem. 7 -n, e PACIONIOW T prerworrm
fv(v];b Jco'no' Calym Swiecke
PLTPN é‘ — ﬂ z - o
U Retry ¥ ; - J» - ~ "

@

Recipient of IPOPI grant ‘NTETNATIONAL



https://www.facebook.com/immunoprotect/
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Portugal s

E'

AL INODEEICIENCIAR -«...4(.,7\_— - =

ASSOCIACAO PORTUGUESA
DE DOENTES COM
IMUNODEFICIENCIAS
PRIMARIAS

APDIP (Associacao Portuguesa de Doentes
com Imunodeficiéncia Primaria)

™ Orawmdoaioms munod":mxmmofnu o
‘ud possivel atraves de um exame ao 3

Family Day, with sessions on patient-
centered care and neonatal
screening for SCID

Walk of Health, stretching session

*  Awareness campaign through TV
shows and social networks

»  Distribution of educational material
on Pl

EM ANALISE IMUNODEFICIENCIAS

v COHE(;A H(IJE SEHANA HIINUIAL DAS IHUNOI

= v W

RTP NOTICIAS

[

| waea cacw DA

W

Imunodeficiéncias: a importancia de

um diagnostico precoce
Click to see more R S e

Qs doentes com 1D sdo todos ?
diferentes. As suas
necessidades de soide

especificas devenr ser levadas “?
ein conla, ’ ;
cr e

Recipient of IPOPI grant L':,!'TER'\IATIC)I\‘:?l
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https://videos.sapo.pt/wnJ5UpwzEHkozZurZP9e
https://sicnoticias.pt/pais/2019-04-23-Semana-mundial-das-Imunodeficiencias-arranca-com-alerta-para-sintomas
https://www.apdip.pt/2019/v-caminhada-pela-saude/
https://www.rtp.pt/noticias/pais/imunodeficiencias-a-importancia-de-um-diagnostico-precoce_v1142755

Puerto Rico
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APIP (Puerto Rico Alliance of PID patients)

« Family day with lectures on treatment, new
technology (app), CVID and Q&A about PI
* Awareness Campaign including:

Walk of Health

10 digital billboards and radio ad in 12
stations

Health fair at the University of Puerto
Rico and in Culebra

Community events in schools
Distribution of educational material at
medical congresses, with information
table

« Facebook campaign
* Press announcement

S~V yo s0y AP

P

INTERNATIONAL

Recipient of IPOPI grant ==


https://www.apdip.pt/2019/v-caminhada-pela-saude/

Romania

ARPID (Romanian Association for Patients
with Primary Immunodeficiencies)

«  Timotion - Fundraising Marathon for
PID children’s summer camp

«  National Pl Conference and patient
meeting in Zarnesti

«  Public survey regarding the
willingness of plasma donation and a
press conference about the necessity
of plasma donation in Romania

. Patient stories at NoRo -radio show
dedicated for rare diseases

Press release

63 | 2019 WPIW REPORT
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‘ »
RADIONORO.RO x
Povestea Saptamanii - Stela Parvu | Radic NoRo -
Emisiunea Povestea saptamany Data Mar, 30v/03/2019 - 1300 Autor.

Recipient of IPOPI grant LI:!WNAHCE@L-


https://www.timotion.ro/proiecte-2019/arpid-zambete-pentru-imunitate-2/?fbclid=IwAR2wqCvZ1gTK0DwWeblw23Unt3hir_xsp4gnKu46o4UUDBVuo28kC5nZOhk
http://radionoro.ro/ro/povestea-saptamanii-stela-parvu?fbclid=IwAR3BLbP4tXlboEf6LB2K4rRopfi9vtWdNii6vQI27uJkACkoCDQ6fbALfUw
https://www.hotnews.ro/stiri-sanatate-23112789-saptamana-mondiala-imunodeficientelor-primare-accesul-pacientilor-romani-tratament-partial-pentru-unele-tipuri-ale-bolii-iar-pentru-altele-lipseste-complet.htm
http://radionoro.ro/ro/povestea-saptamanii-stela-parvu?fbclid=IwAR37AydA5g_CBnk5zM5J7DIOxt6hRciK4llDTulAO2nEylM9TQVbLyu8GDo
https://www.facebook.com/ImunodeficientePrimare/

HACTOPANMBAIOUWIME NPHIMAXH
NEPRAH OO MMMYHOREGHLIMTA

PEAYNIPENJATS

Russia g Tlodcontyx
1L fw‘\
FONSPOOSELAUM Y S ' “ \“

MNOBTOPHSIE BHPYCHBIE
UHOIKUMEA

assn
..,.....J e —

a . . FNorlePIWrek "(,:,:;.:"um
Sunflower Charity Foundation
« (Association for Primary 5. I
5 Immunodeficient Patients) —_—
AYTOMMMYMHHUIE M /N weaenad]
TPAHYNEMATOINBIE #WarldPWoek

3ASONEBAHMR

Patient congress coinciding with

World Pl Week

« Awareness online about Pl and
warning signs

* Projection of animated film
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https://www.facebook.com/fondpodsolnuh/
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Saudi Arabia

King Faisal Specialist Hospital and
Research Centre (KFSHRC)

« Campaign to increase awareness
and access to primary
immunodeficiency treatment at
the hospital, with doctors,
nurses, patients and families

Click to see more
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https://twitter.com/kfshrc

Senegal

ASDIP (Association sénégalaise des
déficients immunitaires primitifs)

»  Ascientific meeting in partnership
with the African Center of
Excellence for Maternal and Child
Health (CEA-SAMEF, the
Senegalese Society of
Pediatricians (SOSEPED) and the
Senegalese Society of Immunology
(SSI), with 50 participants

Coverage in local media
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INTERNATIONAL
PATIENT ATION

Recipient of IPOPI grant ==



Serbi #POsPID

1a

a . .
POsPID-Support of Persons with Primary
« Immunodeficiency
- 20+ P) POSP’d podrska osobamas prlmamlm imunodeficitom b
T 23Api- G
* Awareness raisi ng on social media Dragi prijatelji, od 22 do 29 aprila traje Svetska nedelja primamne

imunodeficiienclie il urodenog nedostatka imuniteta. Osobe Koje Zive sa
ovom retkom boleScu izloZene su velikim rizicima od avih vrsta infekcija, a
njihov organizam nema odbranu. Zato su prinudeni da se celog Zivota leCe
pre svega meselnim dozama imunogiobulina, ali | operacijama,
transplantacifama, biolo3kim | genetskim terapijama (gde e to moguce)
Lekari koji leCe ove pacijente moraju biti visoko subspec... See more

See Translation

—
[ Together, bringing about change for
primary immunodeficiency patients worldwide

World PI Week

TEST» DIAGNOSE » TREAY

7 Uonoas

22 - 29 April 2019
Click to see more .
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https://www.facebook.com/www.pospid.org/

Call for 'patient centricity’ with World Primary

Immunocdeficiency Week P N S A

[ Affecting stx milion peaple waorldwide, there are more than 320 forms of Frimary
Iiremanodehiciancy (PLar PID), canging witely o ssverity
° FPRIMARY INWUNTDEFICIENCY NET'WORE OF SGUTH AFRICA

PINSA (Primary Immunodeficiency Network
of South Africa)

«  Seminar on Pl and Patient Meeting, in
collaboration with doctors

. Radio interviews

Collaborative press release with
Allergy Society of South Africa and
Allergy Foundation South Africa

*  PiNSA’s poster advertised in Child Mag

*  School presentation on Pl and genetic
marking by Dr Brigitte Glanzmann,
Postdoctoral Fellow at Stellenbosch
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w University
Coverage of World Pl Week in local
media
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Recipient of IPOPI grant ‘NTERNAHONAL


https://www.pinsa.org.za/
https://northglennews.co.za/150615/call-patient-centricity-world-primary-immunodeficiency-week/?fbclid=IwAR0a1Kdxzhit36ye-HLtHDYslGofiGDyCLhvbnsHX5_G8KaBT8qtc9nzJkU
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Spain

AEDIP (Spanish Association of Primary
Immune Deficits)

« Day of diffusion and advances in PI,
directed to health personnel at
University Hospital of Leon

* RoundTable on Pl and educational
booth at the Hospital Universitario
Virgen del Rocio (Sevilla), with

4

¥ | R gl -
J K- & rcop
sanvo | SIRP »
=i | FUCRTE : —

IP

ESPRATLA DE DEFCTT bty LEHIDS. PRbLARON

FESEMANA MUNUIAL D2 LAS INMUNDURFIIENCIAS I'RAUUAS

Lomre wvasaar ca o d

Fisando Fosrte

Sevita (R
= Haguital Hnkerdaris Viegen gl Boca de Sedlily-

¥ deles

Ba), wridrondes 24 deabell D019

b S L CS\L Behring  GRIFOLS

o isko i

| Bkt octapharmo

information on diagnosis and REACI0 ;_- e
treatment - in collaboration with S fi RS
the Andalusian Group for | oericencas . .
Infectiology and Paediatric Dfa;’lireIise'Barrios'delPino, Al ' B e e
Immunopathology (GAIP) B e d g, Conidea 4 DI" \ s :
» Creation of an expert group for the S
management of Pl in the University """
13:45h. ST —

Hospital of Canarias
» Press coverage and call for genetic
diagnostic

69 | 2019 WPIW REPORT

El Hospital de Ledn urge el diagndstico genético en secuenciacion m.., ==

Mas de mil leoneses con inmunodeficiencias tendrian un diagndstico exacto
y tratamiento personalizado con una maquina de analisis genético eque p ..


https://www.europapress.es/esandalucia/sevilla/noticia-jesus-aguirre-afirma-salud-potencia-asistencia-temprana-personas-inmunodeficiencias-geneticas-20190424140426.html?fbclid=IwAR1kFd7QEYswCmFKvGMd1pQfc8qSFhKn-KQtcX3LE1f5oJDp7WUj0cXzvhI
https://www.facebook.com/aedip.asl
https://www.diariodeleon.es/noticias/sociedad/hospital-leon-urge-diagnostico-genetico-secuenciacion-masiva_1331001.html

%

Spain ACADIP ssescsc Sominage .,

A s rePalaci
HOME ACADI P (Catalan ASSOC]at1on Of Cap deda Unitat de Fle!ZE \rns_uusu;ou .lh?\zuan,;dac_flmau&m
R . . de Pediatria Vall d'Hebron ( SSRERRPAR IR
« Primary Immunodeficiency) desindssen
e Jornada Pacientes ACADIP 7/4/19

Jomaaa para Pacientes ACADIP, celebrada el 7 de abil de 2019 en Sant

» Pl training course for resident
doctors, organized in
collaboration with the IDP group
of the Societat Catalana de
Pediatria i la Societat Catalan
Immunology

» Pl Patient Day with physicians
and other reference professionals
to discuss psychological support,
integrated care, nursing support
for home treatment. Presence of
Josep Perpinya, mayor of the
Sant Just Desvern Town Hall who
opened the event - watch video
highlights here
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https://www.youtube.com/watch?v=V8XEAchVjyc&feature=youtu.be
http://acadip.org/setmana-mundial-2019/
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® Vali
d’Hebron

Barcelona Campus Hospitalari

Spain

BCN PID Foundation, Vall d'Hebron
Hospital Campus

» “Blow the Bubble” campaign
to raise awareness for primary

. mu&zﬁ

o
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* Awareness raising video in
collaboration with secondary
school students

BCN 9!D Fourslation b pidlovm - dpe 25
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Click to see more
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http://www.pidfoundationbcn.org/en/news

Sweden

PIO (Primar immunbristorganisationen)

«  #GoZebra fundraising campaign and
“zebra walks”

 Information tables in hospitals and
corporate fairs

»  Awareness raising on social media
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Did you know ?

The Swedish Parliament approved an
extension of newborn screening to SCID in
May 2019. More information here
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Pl

Primar imimunbrist
orgznisationen

Y Provi
DlﬂgﬂOS‘ #WorldPIWeek

Behandling! FWPIW
#GoZebra
World PI Week

TESTe DIAGNOSE « TREAT

Varddsmmunbristveckan genomfors varje & for att Ska kunskapen
om primiea imenbeistsjukdomar runt om i virkdan. malet Br att alla
Bern och vuxna med primie immunbrist sica £4 ritt doagnos och bdsta
vard och behanding for ott kunna leva ett 53 b liv som méJigt.

[
#GolLebra

Ju mer man kan om sin sjukdom desto
storre mojlighet till god livskvalité.

Recipient of IPOPI grant


https://www.lakemedelsvarlden.se/98601-2/

Thailand

4

annisialng  THAIPOPI

The Thai Red Cross Society T on

ThaiPOPI (Thai Patient Organisation for
Primary Immunodeficiency) and Thai Red o
Cross Society N | |[PNE

A

«  Awareness raising activities under
the theme of blood donation

Blood donation day with lecture on
the importance of blood donation,
recreational activities and Thai
culture show

. Informative and educational material
provided to donors on primary
immunodeficiency

THAIPOPI

g lony e
vl

LA E L uopaes

§ UD[Iaes
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Uganda

PIPO (Primary Immunodeficiencies Patient
Organisation)

Seminar on Pl with case presentation
at Kabale University Medical School
(South Western Uganda) and Gulu
University Medical School (Northern
Uganda)

«  Consultative seminar with officials
from the Ministry of Health, Uganda
Aids Commission and members from
Sickle cell and Hemophilia
associations, Consultant
Pediatricians and PID
parents/patients

74 | 2019 WPIW REPORT

Recipient of IPOPI grant

INTERNATIONAL



Ukraine
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Week, with sessions on
vaccination, clinical
manifestations and warning

immunoglobulin treatment
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Click to see more
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Rare Immune Diseases Ukraine (RID)

* Information Day during World PI

signs, diagnostic, life with Pl and

Ay World PIWeek |

TEST* DIAONESE « TREAT
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https://www.facebook.com/Rare-Immune-Diseases-427358007418410/?fref=ts
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United Kingdom

UK-PID (Primary Immunodeficiency UK)

»  Awareness raising on social media
throughout the week

*  Promotion of #myPIstory and
#PlctureAwareness! campaign

Encouraging sharing of experiences
with PI, video series of World Pl Week
materials with patient stories

§ Primary immunodeficiency UK « PIDUK
b 24 G

MURGEOPINGNY 1ea™s o MECKE) DOKEs CNaK KOk 3Ty 1he cane of peoge
with P05 and are led by 3 cocsukant Imv-unokoctst Spaciaists are necded
Lecaase Ine G0r0s 818 (378, 102y (31 CHNe Sevire JUmphcaons and
campie treafments are often nandad

Click to see more

ANy World PI Week

TEST» DIAGNOSE « TREAT

@ worldpiweekorg ¥ @WorldPiWeek Tl WorldPIWeek
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3 s . " O PDUK

Patient Centrec Care Is so Imporiant for PID patients

Supporting families affected
by primary immunodeficiencies

6 Primary immunodeficiency UK - PIDUK
N Bl G

SO Our C3l 10 imgecve edly BE0N0SE, Sporogriale ealmenl, and
sl of FErrnarymmuncceiceney. Celebeale SWokIEIVieek vo

= lwimy =

Pl is largely
underdiagnosed:
between 70-90% of
people living with
a Pl worldwide

still remain
undiagnosed
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S Primary immunodenciency UK - PIDUK
& 2R 0ri - G

Read how Ig Therapy has heiped PID patients

L R

P -

S Primary Immunodeficiency UK - PIDUK
,K Ml ©

For an adulk, frecuent debilitating llinesses can make it more dimicult to
pursLe a career of enjoy family e Thers can be psycnologcal problems,
lan Feeling isotales Ihe fear of losing one's meome, ar the anguish of
canng for 2 sk chdd, can {2k ds ol SWoidREWesk

Care & treatment
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https://www.facebook.com/primaryimmuneuk/
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United Kingdom

Bubble Foundation UK

N

The
) Y@ Busble
===y Foundation UK

Repeat offender drawing campaign
offered kids the opportunity to have

their pictures brought to life through

animation
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: Bubble Foundation UK
cate  Aprl 13O
Here's Kieon at our stall In the GNCH. He was super happy o see his
drawng displayed and brought 1o ife throegh ammahon!
You still have time 1o draw and submiit your repeat offender for
AR eek Ovet sasien and hiave he chiances Jo gell anr
weekl Sae link here htips:www facebock comidonate

Kieon trom Sunderiand Aged 10 Staned ig therapy ages 3 Diagnosea with X
Linked Agammagiobulinaemia foliowing repeated chest infections. We were
lucky cnough 10 ind hes repeat affonder carly cnough to troat fim

[ jw RE] 1 Shara

Bubble Foundation UK nes
weee  AprE 22 -G
Today marks the stan of #\WorkdP lweek! Here's a selection of drawngs that
we have recened o far. All Grawngs sent in by Ihe 251h hawe the chance of
getting animated this weskl Don't farget ta send yours inl #repeatoTendens
of the Immune system

1 Commert 8 Shares

o™ Like [ Comment 2> Share
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United Kingdom QCH.LQENO@! pJ.[TQ
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. . Meet the chlldren living in a 'bubble’ at Newcastle
Great North Children’s Hospital - Newcastle hospital as they face fight of their lives

g

« b AN

- ERERT e — Fife baby living in a ‘bubble’

» Exchange of experiences and stories to during wait for transplant
mark World Pl Week

»  Participated in Bubble Foundation UK
drawing competition

. Press coverage
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http://www.newcastle-hospitals.org.uk/news/news-item-23779.aspx
https://www.chroniclelive.co.uk/news/north-east-news/meet-children-living-bubble-newcastle-16192188
https://www.fifetoday.co.uk/news/people/fife-baby-living-in-a-bubble-during-wait-for-transplant-1-4918946

@ Immune
United States of America - USA I:F%&%’é%?%%

T Immune Deficiency Foundation

26 April - &
a_ .. .
wone IDF (lmmune Def]C]ency FOundat'lon) Distributing World Pl Week materials such as the #WPIW poster is a great
p way to promote #piawareness: www. primaryimmune.org/world-pi-week-april-
— 22-29
»
) «  Awareness raising efforts during g IDF @IDFCommunity - Apr 22 v
. It's the first day of World Pl Week! Follow @WorldPiWeek and help promote
National Pl Awareness Month and s S e st Ssriciamiies
World Pl Week: sharing stories of , -
. . . Putting primary immunodeficiency
patients and testimonials, patients at the centre of their care
educational material and ;
) ) 2 — 29 April 201
information about PI 2 AP 9
g oAl
'% W oWorldPiWeek worldpiweek.org AWorldPiweek w..gf‘.g:}..w.:.’.“

o IDF @IDFCommunity - Apr 21 o
I Listen as Tammy discusses her journey living with #Hypogammaglobulinemia this

Mational Pl Awareness Month:
Click to see more o _
. Hypogammaglobulinemia - IDF Reel Stories, Tamm...

IDF Reel Stories is a video community designed by the
Immune Deficiency Foundation (IDF), to encourage and
empower fellow patients and their loved ones affec. .

< Uol1D9sg

youtube.com
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https://primaryimmune.org/awareness

Inmunodeficiencias
Primarias Venezuela

Venezuela

g

IDP Venezuela (Inmunodeficiencias
Primarias Venezuela)

«

PREVIDUS

>

g

»  Psychiatrist meeting for Pl patients,
families and friends about daily life
with Pl

Educational visits for patients to:
pediatrics health services, pediatrics
emergency, family medicine,
otolaryngology and pneumonology,
with general practitioners, internal
medicine specialists, nurses and
students
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INTERNATIONAL

Recipient of IPOPI grant ==«
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IMF

USA & International et
s 5 .‘.\—‘
JMF (Jeffrey Modell Foundation) '

Awareness raising online about Pl

. Promotion of the Jeffrey Modell
Story video, launched in June 2019

. Support to awareness raising in
various hospitals across the US and
internationally

Launch of a new JMF Diagnostic and
Research Centre at Nationwide
Children’s Hospital in Columbus

|
 See more

Click tc
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et leffrey Modell
m Foungohon

T MF: oené
Do Something: The Jeffrey Modell Story & dosomethingdoc - 24 awr
& Jeffrey Modell was bom with a confusing mysterious disease called
#Primaryimmunodeficiency

Do Something: The Jeffrey Modell Story ~ JUNE 11 on digital & VOD platforms
worldwide. youtube com/watch?v=x3ceqr
#love #fami y #truastory #reallife

y #storytetling #documentan

Tunesystern

Do Something: The Jeffrey Modell Story — Whatis ...
Doctors explain what Jeffrey Modell's iliness. Primary
Immunodeficiency. Is and his mother, Vicki, explains how
each day could be completely different from L.

IMF 26 avr

IMF Co-Founders welcome the

What 2 Q"f’\t ¥ay 10 «'alabra e @WorlaPlWeeid! J
ewest Je h ry Modell Diagnostic and Research Center at Nationwide Children's
"csoital in Columbus, Ohio!l @nationwidekids
2 ME #infod an |
Sworkdpiw
& Trad



https://dosomethingdoc.com/
http://www.info4pi.org/
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77

Europe & International -
IR ICANAN
A . . . .
IPOPI (International Patient Organisation for 22 - 29 April 2019
Pri | defici . IPOPI Board wishes you a happy and successful
.,.: rfimary Immunode ]C]enC]eS) World Primary Immunodeficiencies Week
> . =3

Awareness raising online

«  Supported 31 national patient
organisations worldwide to carry out
grass root awareness and advocacy
activities in celebration of the World
Pl Week

World PI Week

A IPOPI @ipopi_info « 22 avr
\“0!, Today marks the start of #WPIW! Tell us what you have planned to bring chal TESTe DIAGNOSE « TREAT
BOE

to fprimaryimmunodeficiency patients across the world @WorldPIWeak
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@ Traduire e Tweet

Together. bringing about change for
primary immunodeficiency patients worldwide

World PIWeek

TEST+ DIAGNOSE » TREAT

22 — 29 April 2019

< Uol1D9sg

IPOPI @ipopi_info - 24 avr. w~
Seminars, workshops, family days and radio broadcasts - this is just 2 small
sample of all the activities planned by our NMOs for #WorldPlWeek 2019!
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https://e-news.ipopi.org/bringing-about-change-for-pid-patients-worldwide/

Reference

Europe

% European Immunodeficiency, Autoinflammatory
¥ Natiaorks and Autoimmune Diseases (ERN RITA)

A

European Reference Networks for Rare T T,

« Immunodeficiency, Autoinflammatory and G e | and Giseases (RN RITA)

> AUtOimmune Diseases (RITA) Home About RITA + Rare Diseases HCP:s ﬂm

Immrncdeficiency, Autairflammatory
and Autaimmune Diseeses (ERM RITA)

«  Communication support, T N
dissemination of the World Pl Week |
press release and information T e ;Im
amongst European medical experts

APR 2%, 2019

Press release World Pl Week

“alaY World PI Week

TEET s BIASNOEN « THRAT

Putting patients first in pnmiacy immanoceficoency care celobrate
World i Week!
Drussels, zzmd April 2019 - The ath wearid Primary [roenunodeficiency
. (B} Wark campaion starts taday, with ane key messago: let's delier
Cllck to see more care with and for gatients with primacy rmmunadeficiency worldwide.

Spotlight on patient-centricty
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Thane are over 320 differant teoes of primary iImmunadenciencies,
affacting over & milion p=ople worldwide. The tyoes are all differ=nt,
meaning that aach indridual raqures a personalised apgroach, tacusad
ar hisfher spedfic needs. World P ek, 22-29 April, is an opportunity
ta o a glebal moevament calling tar panent-cantrgd care for gecnla ving

weilht primgry irmmunodelicency god Lheir Tarilies areund the world.
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APR 212, 2019

loin the World Pl Week 2019!

PrTTAry it

22 — 29 April 2019 westioes
TN T
et w—— J 2

Join the World P1 Week 2019 “Putting primary immunodeficiency
patients at the centre of thelr care!


http://rita.ern-net.eu/2019/04/23/press-release-world-pi-week/

s European Society
=>|D for Immunodeficiencies

Europe

European Society for Immunodeficiencies - ESID

“ . BD o5 Apil-©

= ES I D ( E u ro pea n SOC] ety fo r "Between 70-90% of people iving wit a Pi worldwide, still remain
« Immunodeficiencies) . s

>

*  Awareness raising on social media,

1 : : Plis| |
dissemination of World Pl Week esdiaor et
1 1 b 70-90% of
material, facts and figures about PI st fedindy

a Pl worldwide
still remain
undiagnosed

European Society for Immunodeficiencies - ESID

22 A0 ©
Today marks the beginning of #WorkiPiweek - spread the awareness
hitp fow ly/W2z2f500Qdw8

European Society for Inmunodeticiencies - ESID
10 Agrit - &

People with #Pnmaryimmunodeficiency are all different their specific health
needs should be taken into consideration in their care pathway. Join
EWVoridPhVeek on #PatientCentredCare on 22-29 Apnil

nitp/fow ly/QVRDS00QTG via @WorldPIWeek
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Public awareness of
symptoms, greater
education among
both primary

and specialist

care providers

at pre/post
graduate levels are
paramount for Pi
recognition

< Uol1D9sg

mmu-.—-

WORLDPIWEEK.ORG
Bringing about change together - World Pl Week
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° °
Latl n A m e r] Ca mmp L3t Amenican Society for Immunodeficiencies - LASID

0 Aprd ©

hips./Avww.youlube. comiwatch

o LASID (Latin American Society for
« Immunodeficiencies) IDP
- INMUNODEFICIENCIAS
» PRIMARIAS
«  Awareness raising online on social Signos e Narwa
media, with dissemination of
educative materials, facts &
figures about Pl By Lot Amecansacey o mnoseicarie - LA
»  Supported national and regional

patient groups, medical societies

e e nodeficiéncia Prima
+ RIS + MO St [ (lDP)

and hospitals in Latin America hold T
> Pl workshops, medical workshops e

. and other awareness raising RS, i
activities during World Pl Week . m—— ‘

w B[ Ll

T
B %0 adearss w0 BCT & 1 o whooye por
et Hrdo

FErOrins (R sp)est o S Lrwbante scom i ) ¥einn
§ Fewiiye b wnn % g e b Svew
B Miviria famibar e brassoded '

18 Horwn tn b radefosbrany ~a evia

O diagnsstico pracace de 105
Ferudial pais 0 pragrditice do pacierss
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International

INGID (International Nursing Group for
Immunodeficiencies)

«  Supported dissemination of World
Pl Week materials and information
about PI

»  Awareness raising on social media
and dissemination of activities
organized worldwide to celebrate
the campaign

m INGID International Nursing Group for immunodeficlencles
Al O

Patient centred-care in primary immunodeficiency

o s e ——
% A W e
== ( wyY fH
— R o
P - :» e ' 2 fot

Primary Immiunadeficiancy UK - PIAIK
At G
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wrf Coned Core s 50 impotiand (o PO padets

Monday

A International
8 Mursing Group for
Immunodeficiencies

Message from INGID’s president on WORLD Pl WEEK

1 April, 2019



https://ingid.org/message-from-ingids-president-on-world-pi-week/




