


Argentina

The Immune Deficiency Foundation of Australia (AAPIDP)

Project: 4th Virtual Congress
A On 5 June AAPIDP carried their 4t Virtual Congress, conducted by specialist in the field of PIDs. Vaccines, talking with

specialists & guaranteeing access to health care in current times.
A Media Campaign from April 22 to 29, AAPIDP carried out a strong campaign on social networks with a new video of
warning signs, QUIZ, key testimonials from patients, caregivers and also educational awareness material.
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Tenemos una IDP, hemos tenido por suerte una vida

Inmunodeficiencias plens hoy los dos estamos en la Facu, practicamos
deportes y tenemos muchos amigos. A mi , Joaquin

ananas LR > E Fui diagnosticada 35 anos tarde, perdi mucha ca- me diagnosticaron fa IDP a los 3 anos de edad porun
% %% lidad de vida por eso es esencial el diagnéstico problema en un pulmén , mi hermano que nacié des-

precoz pués fue diagnosticado cuando nacié. Creo que

hemos tonldo y tenemos una vida normal gracias al

Hola Somos Mateo y Agustin. Hace 15 afios que me diagnosticaron luego de
El mayor desafio para las personas que vivimos Fuimos diagnosticados con una i.d.p hace 12 afios haber padecido muchas infecciones recurrentes,
con inmunodeficiencia primaria es recibir la medi- Una inmunodeficiencia primaria, es una enferme- pero por suerte con el tratamiento adecuado
cacién correspondiente en tiempo y forma para dad poco frecuente.. O sea... Somos INVISIBLES mejoré mi cahd}d de vida. s o
poder cumplir mi tratamiento. AL MUNDO Uegar al rtero y tener la
Poreso Tenemos el der: echoy el deber de darles adecuada tiene que ser un derecho para todos.
para que las pocos fre- Gracias al apoyo incondicional de la Asociacion
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70-90%
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las inmunodeficiencias
primarias?

6.000.000

Infecciones de oido, sinusitis o infecciones
de la piel, asi como inflamacién en los
pulmones, el higado y los intestinos
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Bangladesh

Primary Immunodeficiencey Patients Society of Bangladesh (PIDPSB)
Project: Know & Tell, 50 Hospital & 50K People R

h o

Visited 52 Hospitals with 3000 flyers 1000 Posters for Indoor/Outdoor.
Campaign in an event of 2000 professionals of Bangladesh (98t Batch
Reunion).

Produced More than 10 Contents of Doctor, Artists & PID Patients Story for
YouTube & Facebook page of PIDPSB.

Regularly Posting Photos and videos on social media.

Print & Publication- 6000 copy of 10 Sign in Bangla Language flyers &
Posters (Hard Copy Distribution & Online Distribution).

Series Discussion with Media/Influencer, Doctors & Nurses On PID Topic.
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Belgium
Belgian patient organisation for primary immunodeficiencies
(BePOPI)

Project:

A Held the #Burstthebubble campaign. Joined patients, medical staff, friends
and family in blowing bubbles in 6 Belgian hospitals: Antwerp, Brussels,
Charleroi, Gent, Leuven and Liege.

A Shaing videos on their social media blowing bubbles. Piloted their first PID
Café in Brussels, patients and their entourage received accurate
information about PID, both through lectures and in writing.

A Chat group for supporting each other, and they started the first close-knit
offline PID-community in Belgium.




Brazil
Eu Luto Pela Imuno Brasil (ELPIB)

Project:

A Sent each member of the association a set of 10 IPOIPI educational booklets
translated into Brazilian Portuguese. Booklets also available on their website.
For the new members, the mascot Lina was also sent

A Held an online meeting to inform patients about the association's activities and
the importance of actively participating in it.

A Great movement on social media throughout April with informative posts and

publications of testimonials from patients about what their life is like with PID. Bom dia !!! Gratidao
acabei de receber &
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Canada

ImmUnity Canada
Project:

A Worked with volunteers to obtain official declarations of WPIW in 13 cities and one province
across Canada (Pictured on the right: member Suzanne receives a provincial declaration of
from David Pankratz, MLA, in Manitoba).

A ImmUnity Canada Executive Director, Whitney Goulstone (pictured on below right) hosted a
webinar on advocacy and getting involved.

A Began a campaign for members to talk about the importance of access to them (pictured
below on the left). This campaign will continue throughout the year at our regional education
events and Walks for Immunodeficiency.
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Chile

Fundacion IDP Chile
Project:

A Held a virtual meeting with patients and doctors, with the foundation.

A Distributed IPOPI flyers in different hospitals in Santiago and made a box for the
patients where they created a medical agenda along with an informative pamphlet
on PID. Also organised an in-person meeting for the patients.
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China

PID Care China

Project: Exploring PID through Art

Public education campaign on PID: Hosted at China Pharmaceutical University (CPU). u
Keynote speech by Mr. Huang Rufang, Director of the Chinese Organization for Rare Disorders, and talks by |
industry experts and PID specialists, such as Dr. Yang Yong, Vice President of CPU.

Art exhibition: Featured interactive experiences of student volunteers and PID patients entered transparent

spheres, recreating the "bubble boy" living conditions. Traditional music performances by PID child patients.

Quiz: 10 questions about PID, encouraging audience participation and knowledge. Attendees who answered

correctly were rewarded with gifts.

Initiatives: The Student Union of CPU designated PID promotion for university public welfare campaigns, aiming to

educate medical students and faculty about PID. Media outlets showed strong interest in advocating for human
immunoglobulin as the primary indication for PID treatment in China.

A Impact: Positive coverage by 15 Chinese media outlets, with interest from other organizations in replicating the

event. Industry support was evident.
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Cyprus

The Association of People with Primary ;A o Y
Immunodeficiency and Friends of Cyprus To “MOYIIKaN KAGENEIO" \

(Mouaikwv (

®INOZENEI TO ZYTKPOTHMA ENHAIKON W,
AZTPINIAEIOY QAEIOY KYNPOY \
- ME MAEZTPO TON ITPOKOITH MPOKOMIOY s‘t“
PrOJ eCt - Together We Can ME ZKOIO THN ZTHPIZH TOY ﬂ}_
" ZYNAEZMOY ATOMQN ME i

SYITENH ANOSOANENAPKEIA KAl QINQN \

KYPIAKH 21.04.2024 | 9PA 12:00 p.p.

570 Ywpo 9 pivovTon TPORUPETIKEG ELTPOPES

A The adult ensemble of their conservatory together with the host of the Music Café

organised an event to support the association. Playin nonstop for six hours, and et ovipin Tou Suvéopiou

everyone still begged them to go on. Prokopis Band had a beautiful music program N gy

with selected Greek songs, enchanting the world to sing along with them. ;M
A Informing People passing by taking their leaflets and asking questions. ) L i e @

A Social media: Rare Diseases Patient Experiences, by the Organisation Cyta.
Thanks to this event, the speakers were able to capture the current situation
surrounding rare diseases in Cyprus.
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Ecuador

Fundacion PIDE
Project:

A

A

Short Films: Activity conducted with medical students from the Central University
of Ecuador, involving nine people with PID.

Conace el testimonio de JOHANA
SANTACRUZ diagnosticada con 1I...

Dissemination Workshops: Conducted in third-level hospitals and universities in
four cities (Quito, Cuenca, Portoviejo, Guayaquil). Fundacion PIDE is working M) =7
directly with academia. e

CASTILLO diagnosticada Inmunod... BENITEZ diagnosticada con Inmun... CERNA diagnosticada con una Inm..

Il National Symposium "Talking about PID in Ecuador": Activity involving medical
students, specialist doctors, people with PID and their families, and personnel
from the Ministry of Public Health of Ecuador.

Social Media Impact Work and Use of Dissemination Material: Attracted the
interest of major universities in the country and are working on |mportant V|S|b|I|ty
projects.
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Estonia

Estonian Association of Patients with Primary Immunity

Project:

A A display promoting World Pl Week in four libraries with the aim of
raising awareness of PID.

A Social media campaign about immunodeficiency:.

A 6 presentations about PID in two Estonian higher education institutions
teaching healthcare workers. The head of Estonian association, Kersti
Urbala, was as always very welcome to share her personal experience
with primary immunodeficiency to the future medical professionals. ,

A Important meeting with the Social Committee of the Parliament, where &
the supply of medicines and the treatment of each PID patient were
discussed. The meeting was constructive and highlighted important ‘
issues and ways to address them, emphasising the right of every PID =
patient to receive timely and adequate treatment.
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Greece

Immune Deficiency Association of Greece (Galinos)

Project: Conf erence nPatients Are Cent'ral

A Over 60 patients and their families participating, keynote physicians, pharmaceutical
representatives, local government representatives ,
A Six keynote speakers from various specialities spoke on the following topics, such as the value |
of genetic testing in PID patients, to how to live with a PID i psychological implications and
tools for coping.
Local TV coverage with interviews
Community and support for patients and their families and a raised familiarity with the §
physicians present 5
Comprehending PIDs fromap at i earspédive. Patients and physicians.
Educating on the warning signs and importance of early diagnosis and treatment.
Understanding how PIDs affect different and are treated by different specialities
Networking with key stakeholders and physicians to secure participation in future medical Fpg
specialty conventions to speak about and raise awareness on PIDs. '
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Hungary

Hungarian Organisation for Patients with Immunodeficiency
(HOPI)

Project: Access to Care for all PID patients in Hungary

A Educational material made with the aim of introducing treatment in clinics and centers in the different regions of Hungary.
A Introducing doctors who take care of patients with PIDs.

A Filming a series of videos on multiple PID related topics with specialists and publishing it on Youtube (4 videos published,
2 in post-production, 4 more scheduled to film later)

A Connecting the community of patients to doctors via Q&A part of the interviews.
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lran

Iranian Primary Immunodeficiency Association (IPIA)
Project:

A The 15" International Congress of Immunodeficiency Diseases (ICID)_for 15th ;
pediatric immunologists, pediatricians, nurses, students, patients and their International
families. Congress on

A 51 lectures in two full days, most important part of the event was the ceremony Immunodeficiency
for the patients and their families. Diseases (ICID)

A Celebrating the 25 year of IPIA, 400 delegates attended. Full of fun, music, and
art to improve the mental health of patients with PIDs and their families.
A The new head of the Iranian PiA was announced during this event.

April 25,26- 2024
Children’s Medical Center,
Tehran, Iran

In-person Congress

@ rcidcong.tums.ac.ir
X info.rcidcong@gmail.com
(&) +98(21) 66129187
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lceland

Lind Iceland
Project: Educational meeting for practical nurses

First session: Y
A Dr. Solrun Melkorka Maggadottir !
A What is Immune system and how does it work

Second session:

A Thorunn Larusdottir and Hrefna Jonsdottir nurses

A Treatments and care

Publising the brochure guide for schools
A Distributed to all school nurses and childrens departments at hospitals

Medfaddir 6nzmisgallar

e A
Onzemisfraedi
Virkni og vanstarfsemi |
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Italy

Associazione Immunodeficienze Primitive (AlIP)

Project: The Adventures of Lino Globulino

A A new comic episode of The Adventure of Lino Globulino was \
created: «Lino Globulino e |la diagnosi precoce» (Lino Globulino
and the early diagnosis). In this latest story, Globulino, together with
his friend Battista, connects to his fans to explain the simple
functioning of Newborn Screening, and the precious benefits it can
bring on the therapeutic path for patients with rare or ultra-rare
diseases.

llllllllll

LINO GLOBULINO E LA
DIAGNOSI PRECOCE

Y .

( cle
ST @ FADIAGNOS!
® 7 PRECOCE

A The comic was published on AIP website and it was
communicated through a news in the website homepage

A 5 posts were shared on Facebook and 1 post was published on
Instagram

A The episode was uploaded on AIP YouTube Channel

A A newsletter was sent to AIP& associates and contacts and
published on the AIP WhatsApp groups reaching a total of 4350

#8 ) contacts e ¢ c“DIAGNOS!
_ _ _ ® ~ PRECOCE
A A press release was spread through emails and the AIP website : ‘ ——
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https://www.aip-it.org/wp-content/uploads/2024/03/Lino-Globulino-e-la-diagnosi-precoce.pdf
https://www.aip-it.org/i-nostri-progetti/le-avventure-di-lino-globulino/
https://www.aip-it.org/wpiw-2024/
https://www.facebook.com/AIPImmunodeficienzePrimitive
https://www.instagram.com/aip_odv?igsh=MXB4Y29oNm1mY2J6Mg==
https://www.youtube.com/watch?v=pwWV_Hm5XDM
https://www.aip-it.org/media/comunicati-stampa/

Ireland

Irish primary immunodeficiencies association (IPIA)

Project:

A Both children and adults seen by their immunologists at Main Dublin
Hospitals

A Activities in a stand in J a me Bladsgtal. The Main Concourse Promotional.
Distributed promotional items including tattoos, treats, brochures, balloons,
and posters.

A Similar Activites in the ¢ hi | d hospitad. sA stand and distributed
promotional items

A Different Approach in Beaumont Hospital, distributed promotional items
without a stand

e
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Israel
Bubble Care

Projects:

A First-ever PID patientséconference - 70 people participated, including
immunologists. 3 leading immunologists presented lectures and o ol
answered questions, 2 PID patients and a mother of a 3 year old born SR
with SCID told their personal stories. Posters and flyers were sent to 15
hospitals that treat PID. The conference was endorsed by the society of
Allergy and Immunology doctors.The lectures were filmed and will be
availiable online. 4 articles we published in the media were printed for the
conference.

Adding to the_website and facebook.

Created Bubble Care YouTube presence:

IPOPI campaign for encouraging plasma donations.

They are partners in the coalition for rare diseases: Lobbying for national
policy.

Articles in media: Article in a popular magazine also online. 3 PID
patients and a doctor..
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https://www.bubblecare.org.il/
https://www.facebook.com/bubblecarepid/

Japan

PID Tsubasa-no-Kai

Project: Patients and family members meeting

A Held a family day fi ipre r sam24Mar 2024, for
the first time since May 2019.

A Attended by 12 participants including adult and
child patients as well as family members, mainly
from nearby areas.

A The event was small but a success with positive
feedback!

A Online patients and family meeting to share
insights from the in-person meeting and to keep
in close touch between the members.
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Lithuania

Lithuanian society for primary immunodeficiencies (IMUNAS)

Project:

A Live press conference fPrimary immunodeficiencies i a verdict or a possibility? With
Prof. Laura Mal i nausdassoe nRrof Edita Gas i | nilmumas, board
member Laurynas Ramanauskas.

A Press release sent to mass media.

A Wide media coverage followed press conference and press release: Delfi,
Kaunodiena, Irt.It, Ink.It

A Prof Laura Ma | i n a uisténiiewed &t the TV show fi Go oo r n ianthe Gtate TV
channel LRT

A Radio show il E x p esrutgsy e atttrse Omost popular radio station for our target
population News r a d padidpants: Prof LauraMal i naus ki ena

ANAAAAAAAAAA
R i Y )

A Annualp at i eneeting h Vilnius. Lectures held by Imunas medical advisors: assoc. | A 1999909020020 904
prof E. Gasiuniene and assoc. prof A. Blaziene Y s =
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Malaysia

Persatuan Pesakit Imunodefisiensi Primer Malaysia (MYPOPI)

Project: In collaboration with the Ministry of Health Malaysia and IPPT

USM Bertam, Penang

hata
Portal Myhealth

AT )

Sihat Milikku - Kementerian « .
50.6K subscribers d

MYPOPI E-B o o Meniii
Perjalanan Kehidupan Bersama

Secara umumnya, penyakit

Penyakit Imunodefisiensi P r i mjefr s i iemysion

masalah yang berpunca
daripada penyakit ini ada jalan
penyelesaiannya.

(Living with PID i English
Translation) posted by MoH on
their official social media
account on 21 Apr 2024

Jom baca buku ini di hitps:/bit ly
Jinpw?7 dan ketahui cadangan

yang berguna bagi pesakit

mengharungi hidup yang lebih baik. §

Sumber:

UNMUTE

INTERNATIONAL
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MENGHARUNGI LIKU CABARAN
BERSAMA ISKANDAR, PENGHIDAP HYPER IGM SYNDROME:

Kisah Perjuangan & Harapan
Keluarga Siti Aminah

Mempunyai cahaya mata yang menghidap penyakit jarang jumpa, Hyper IGM Syndrome adalah satu
cabaran hidup kepada pasangan Siti Aminah dan Syahlizan. Anak yang diberi nama Iskandar telah
dikesan menghidap penyakit tersebut seawal usia lima (5) bulan. Namun pasangan ini reda dengan

ketetapan illahi dan berazam untuk menjaga Iskandar dengan penuh kasih sayang. Ikutilah kisah dan
pengalaman pasangan dalam mengharungi kehidupan harian menjaga anak mereka...

Diagnosis

Iskandar dilahirkan pada tarikh 16 Julai 2011.
Kehadiran cahaya mata pertama ini disambut
dengan penuh kesyukuran dan kegembiraan.
Seperti peribahasa ‘disangka panas sampai
petang, kiranya hujan tengah hari, itu yang
berlaku terhadap pasangan ini di mana pada
usia lima (5) bulan, bermulalah episod yang
trauma buat keluarga ini.

Pada masa ini Iskandar sering demam panas
dengan suhu yang sangat tinggi sehingga

ditahan di wad selama hampir dua (2) minggu.

Ketika di dalam wad kadar pernafasannya
selalu tinggi dan kandungan oksigen yang

Siti Aminah menjelaskan pada mulanya doktor
memberikan rawatan antibiotik biasa, tetapi
tidak berkesan. Seterusnya doktor terpaksa
memasukkan ubat dengan dos yang lebih kuat
untuk menstabilkan keadaan anaknya.
Semenjak itu, hampir setiap bulan Iskandar
perlu dimasukkan ke hospital akibat jangkitan
paru-paru yang memerlukan rawatan dalam
tempoh yang lama di hospital. Selepas dua (2)
minggu keluar dari wad, mereka membawa
Iskandar ke hospital semula. Pada ketika itu,
muka Iskandar biru dan terdapat lekuk di
bahagian dada apabila dia menangis tanpa

rendah. Doktor memaklumkan Iskandar meer" Mulanya doktor mengesyaki dia mempu-

galami jangkitan pada paru-paru.

yai masalah jantung.

02 MYPOPI
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PID Awareness Story shared
in Mo H @-magazine
published on 01st June 2024

ERSATUAN prs
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DEFISIENS Py
MALAYSIA ur

MYPOPIi IPPT USM and
patients & families during
WPIW?2024 Public Awareness
Program held on 24 7 26 April
2024




MeXxIco

Asociacion Mexicana para pacientes con imunodeficiencias primarias (AMPW; )

Project:

A Continued to provide knowledge about PID to the population of Mexico.

A Conferences and experiential talks given by patients, family members,
and a multidisciplinary team focused on understanding PIDs.

A Helped patients have a realistic and positive view of themselves and
their possibilities, fostering group responsibility by sharing personal
experiences.

A A family meeting with PID patients to encourage mutual support,
beneficial for coping with difficult situations. Specialists including
pediatricians, psychologists, thanatologists, and nurses provided
valuable advice.

A Patients and their families shared the vulnerable aspects of the
disease through talks.

A The president of the AC and her administrative team handled the
logistics of the event, including the closing ceremony.
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The Netherlands

Stichting voor Afweerstoornissen (SAS)
Project: Family Day

A An educational and enjoyable day for the members of the Stichting voor
Afweerstoornissen.

A The SAS Family Day was filled with interesting presentations by health care
professionals and interactive sessions about, for example, living with PID.

A Visitors could visit the PID information market where various organizations could
offer their products or services.

A Of course there was also plenty of time to exchange experiences andc hi | dr en 6 s
activities were organised.
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