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Asociación Ayuda al paciente con Inmunodeficiencia Primaria  (AAPIDP)

Project: Social media campaign and Patient & Family Day

Å AAPIDP carried out a social media campaign to raise awareness about what PIDs are, the warning signs, the importance

of early diagnosis, and timely treatment. The association also offered patients the option of completing a symptom-

monitoring questionnaire and, if a positive result is suspected, referring them to the geolocated medical record. The

association also invited patients and their families to join the #SeeTheUnseen campaign by uploading a photo of

themselves covering part of their face with a sign reading "PID."

Å Also in a Hospital of the province of Tucumán, AAPIDP held a Patient and Family Meeting with the objective to connect

with each other, share experiences, and consult with specialists on various aspects and topics of interest.

Argentina



Immune Deficiencies Foundation Australia (IDFA)

Project: Stride for PI ïWalk for Awareness 

Å World PI Week 2025 saw IDFA raise national awareness through storytelling, community engagement, and media

outreach. The campaign highlighted PI as a hidden disability and strengthened community ties. Key highlights include a

five-part ñWhyPIòvideo series (4.9K views, 61 shares), Stride for PI ïWalk for Awareness (350km walked, $1,233

raised), media coverage from WIN TV and others, and partnerships with ASCIA, RVA, AusPIPS, and the global PI Week

campaign.

Å A new ñConversationsòresource and a webinar with AusPIPS (108 registrations) further supported education and

engagement, driving lasting awareness and support.

Australia



Primary Immunodeficiencey Patients  Society of Bangladesh (PIDPSB)

Project: We Have to Know"

Å Nationwide PID awareness campaign in Bangladesh reaching over 

250,000 people

Å Target audiences: patients, families, healthcare professionals, and 

the general public

Å 1st National PID Conference : united patients, families, and doctors 

to share knowledge and strengthen support networks

Å Influencer campaign on Facebook and TikTok: short videos under 

the theme "We Have to Know about PID" boosted visibility

Å 5,000 flyers in Bangla distributed with the ñ10 Signs of PIDò at 2 

schools, 2 colleges, 1 medical college, and 1 university

Å Awareness session led by PIDPSB Chairman for nursing students 

in Dhaka, focusing on PID care and advocacy

Å Ongoing digital campaign with regular posts on PIDPSBôs official 

Facebook page

Å Advocacy meeting with the Director General of Health Services to 

push for PID inclusion in national health strategies

Bangladesh



Projects :

Å Held PID Cafés in Charleroi and in Liège. At the University Hospitals of Brussels

and Leuven, we organised a PID event. The medical staff gave lectures and

practical information to the attendees. They were supported by patient

members, who shared their experiences, and by Lucía Mamede from IPOPI.

People could share experiences over drinks and food.

Å CSL Behring provided them with promo material featuring our new logo. These

were used at events and at information booths located at the main entrances

and/or paediatric departments of: UZ Leuven, UZ Gent, UZ Antwerp, AZ

Koningin Paola Kinderziekenhuis Antwerp, Erasmus Hospital Brussels, CHR

Citadelle Liège, CHL Luxembourg, UZ Brussels and Marie Curie Charleroi.

Å CSL Behring also supported them in building a new website, available soon, and

produced a video interview campaign in which BePOPI's president, Wim De

Geest, and board member, Jolien Michiels, interviewed patient members to raise

awareness.

Å Takeda produced another video with interviews.

Belgium
Belgian patient organisation for primary immunodeficiencies  

(BePOPI)



Brazil
Eu Luto Pela Imuno  Brasil  (ELPIB)

Å The project was carried out in Brasília, the capital of Brazil, and was divided into two parts.

Å The first took place in the morning at Basic Health Unit 05 - Arapoanga and was aimed at the entire health team: doctors,

resident doctors, nurses, and nursing technicians. Dr. Camila gave a presentation on Inborn Errors of Immunity in

Primary Care, followed by a delicious coffee break. There was a lot of interaction; the team was very interested and gave

many compliments.

Å The second part was held at the Brasília Children's Hospital José de Alencar, involving patients and the medical team,

including doctors, resident doctors, and nurses. The emphasis was on the importance of patients being part of an

association. There were distribution of gifts, games, and a tasty afternoon snack.

Project:



Å ImmUnity Canada celebrated 2025 WPIW in a variety of ways to showcase the theme

of ñSeethe Unseen; unite to uncover true stories behind PIò.

Å The week began with official proclamations in 13 municipalities and four provinces. In

addition, members in 4 municipalities met with their mayor to discuss the needs of the

PI community and 2 cities ñlitupòin ImmUnity Canadaôscolours (purple and orange)

in recognition. These efforts created greater awareness in both the public and in local

government.

Å During the week, ImmUnity Canada shared patient stories daily, highlighting six

members with PI on social media and the ImmUnity Canada website.

Å A special WPIW webinar was held where three members shared their experiences

followed by a Q&A session. This diverse group of storytellers brought to light a variety

of experiences with PI which highlighted not only the breadth of experiences across

the country; but also the similarities that bring the PI community together and unite in

advocacy.

Canada
ImmUnity Canada

Projects:



Chile
Fundación IDP Chile

Å Development of an interactive video with true stories about PIDs.

Å Presential meeting with PID foundation members.

Å General remote zoom meeting with Doctors.

Projects :



PID ñGlow Runò

China
PID Care China

Project:

Å The PIDñGlowRunòevent, organized by PID Care China for 2025 World PI Week, engaged over 1,100 participants

across 10+ cities. More than a run, it was a powerful show of unityðbringing together patients, families, healthcare

providers, companies, universities, and the public. Symbolizing resilience through running and hope through glow,

the event embodied the themeñSeetheUnseenòby raising awareness for invisible illnesses like PID.

Å Special thanks go to IPOPI and all supporters. While PI Week has ended, PID Care China continues its mission to

educate, advocate, and ensure every PID patient in China is seen, heard, and supported.



Å Open House: To educate patients, healthcare personnel, and the general public on important aspects of Inborn Errors of
Immunity

Å Outreach workshops in tertiary specialty hospitals in four cities: Quito, Cuenca, Guayaquil, and Portoviejo. The PIDE
Foundation is working directly with academia and immunologists in all four regions of the country.

Å III National Symposium Talking about Inborn Errors of Immunity in Ecuador.- activity that involved medical and nursing
students, specialist doctors, people suffering from PID and their families.

Å Impactful work on social media, using printed and digital dissemination material. We have attracted the interest of tertiary
hospitals and important universities in the Coastal Region.

Fundación PIDE

Ecuador

Project : Suspicion , diagnose and treatment



Greece
Immune Deficiency Association of Greece  (Galinos )

Project:

Å Created a video as part of their campaign for WPIW 2025. Members  from various parts of Greece were photographed 

wearing a T-shirt with the logo of the Immune Deficiency Patient Association of Greece-GALINOS. Coming together to 

uncover the true stories behind Primary Immunodeficiencies, each member group gathered to share their stories and 

struggles and to take a photo from their hometown.  

Å The goal was to raise awareness by making patients more visible thus shattering the illusion that a patient with a PID 

is someone unknown.  A person with a PID can be anyoneðperhaps your neighbour, your friend or relative, and 

maybe even yourself. You just have to see the unseen.



Hungary
Hungarian Organisation for Patients with Immunodeficiency (HOPI)

Project: άMake the Invisible Visibleò Podcast Series 

Å This podcast aims to amplify the voices of those living with immunodeficiency ïand

their supporters ï by giving them a platform to share their stories and inspire

awareness. It also serves as a powerful tool to educate the public about these rare and

often misunderstood conditions, through heartfelt personal interviews.
Å In the first episodeof the podcast, they visitedNyíregyházato speakwith IbolyaBorLászlóné,

mother of Milán,who liveswith animmunodeficiency.
Å Audiencereach: Thepodcastpremieredon the 29 of April 2025, in celebrationof WPIW. To

amplifythe message,they alsoshareda Reelsvideoon Facebook,garneringover1,600views.
Å Thiswasthe first episodeout of a plan to release8 episodesby the endof 2025. Eachepisode

will continueto spotlightpersonalstoriesandraiseawareness.
Å They believe that by listening to these voices,they can help break the stigma and inspire

meaningfulchange.
Å Thisyear theý re placinga strongfocuson the power of visibility,especiallywhen it comesto

rare diseases.

G:\Studio 08\Forgatások\20250426_NYÍREGYHÁZA_PODCASTSOROZAT1\BTS\IMG_6241.jpg

https://www.youtube.com/watch?si=WrrxHZo--TjwpJpt&v=1n9JbbIGARo&feature=youtu.be
https://www.facebook.com/share/r/12JNXMYaCPL/


India
Indian  Patients  Society for Primary Immunodeficiency (IPSPI)

Project:
Å #WPIW 2025: Walkathon for Awareness on PID(IEI) organised by IPSPI in collaboration with Asia Medical

Students Association-AMSA India at Connaught Place, New Delhi. AMSA students from various Medical

Institution of Delhi, Patients and their families, Doctors participated in the event. Certificates of participation,

Medals and refreshments were given to all participants.

Å IPSPI Brochures and 10 warning signs of PID were distributed to participants and the general public. #WPIW

2025: IPSPI in collaboration with Santosh Medical College and Hospital, Ghaziabad, Delhi NCR organized a

CME on PID(IEI) under the chairmanship of Prof. Dr. Urmila Jhamb on 26th April,2025 at LT-2,Second floor,

Santosh Hospital, Ghaziabad, Delhi NCR .



Indonesia
Indonesia Primary Immunodeficiency Patients Society (IPIPS)

Project:
Å To commemorate World PI Week 2025, IPIPS organised impactful events to raise awareness and advocate for

better treatment access for PID patients.

Å One key event was a series of IG Live featuring patients family and doctors which emphasized the urgent need

for early diagnosis of PID and access to BMT.

Å Held a Family Day attended by 50 families and a representative from the Ministry of Health, where the inclusion

of IVIG in the national formulary was celebrated and full reimbursement was advocated.

Å A short documentary was launched, supported by a year-long digital campaign sharing patient stories and

expert insights through 2-minute videos on social media

Å Lastly, with the collaboration of doctors, they held a medical webinar to educate future healthcare professionals

on PID diagnosis and treatment.



Ireland

Å Thanks to IPOPIôscontinued support, IPIA proudly delivered World PI Week 2025 activities across Dublinôsleading

hospitalsðChildrenôsHealth Ireland, St.Jamesôs,and Beaumont.

Å World PI Week 2025 Highlights: With IPOPI's support, IPIA supplied all the necessary materials to the hospitals to organise

awareness stands at CHI, St. Jamesôs,and Beaumont. Beaumont Hospital had an educational and awareness rolling

screensaver that was accessible to all of Beaumont for the week.

Primary Immunodeficiency Support Ireland (IPIA)

Project:



Israel

Å Launched a series of posts, personal stories, and testimonials, and videos across the Bubble Care website, Facebook 

page, Israeli PI community WhatsApp forum, and YouTube channel. 

Å Several Hebrew-translated fact sheets, kindly provided by IPOPI and the World PI Week initiative, were also shared - an 

act for which the association is deeply grateful.  

Å This week also marked the launch of two key initiatives: the announcement of the annual Bubble Care conference for PI 

patients, and a campaign to raise awareness of PIs among pediatricians and primary care physicians. 

Å Moreover, Bubble Care raises awareness of PI also by the national healthcare system in Israel and has become an 

advocate for the need for an immunology doctor in the southern part of the country. A letter was sent to the head of the 

Soroka hospital, with copies to relevant officials, and patientsô letters were added describing the lack of proper care.

Bubble Care

Projects:



Å Implemented a multi-channel communication campaign

aimed at amplifying the voices of individuals living with PIDs.

The project focused on the analysis and dissemination of

findings from the survey ñOURVOICESò,designed to

highlight experiences, needs, and challenges faced by the

PID community. Key findings were turned into infographics to

make emotional and care-related issues more accessible.

ÅThe most relevant were presented in a report and in a

dedicated website section, through a newsletter, and via

carousel graphics on social media, reaching 1,941 people.

Among the insights: 30% reported fear as their first reaction

to diagnosis, though many also felt relief and hope. For 69%,

the relationship with their doctor was based on trust, while

22% found it rushed and 9% unstable. Asked what could

improve their lives, 23% wished for less invasive therapies

and 23% for stable psychological support. Simply feeling

seen can make a meaningful difference.

Italy 
Associazione Immunodeficienze Primitive (AIP)

Project:



Kenya
PID Kenya

Å The project on raising awareness and advocacy of PID in Kenya was done through the production of two podcast

episodes that demonstrated PID patients experience, including expert medical practitioner insights and commentary on

challenges faced in diagnosis and care.

Å The project sought to create awareness on PID and the importance of early diagnosis; highlight challenges using real

patient narratives on diagnosis and care in Kenya; engage stakeholders by convening healthcare providers,

policymakers, and patient organisations on improving PID management; and leverage digital platforms for maximum

outreach and engagement.

Å PID Kenya believes that through digital storytelling and social media, they have managed to reach a bigger and wider

audience and believe that they have started the conversation on change among the community, healthcare

professionals, and policy makers.

Project: PID Podcasts



Lebanon
Association of Lebanese Patients with Primary Immunodeficiency (ALPPI)

Å Launched a series of awareness and educational activities to promote early detection and public understanding of PIDs.

From April 22 to 25, ALPPI hosted awareness days at top hospitals: LAU Medical CenterïRizk Hospital (April 22), Hôtel-

Dieu de France (April 23), and Notre Dame de Secours Hospital (April 25). On April 22, a medical congress gathered

physicians and ALPPI members for expert discussions. Throughout the events, brochures were distributed, and ALPPI

patients led interactive games to educate the public, nurses, and doctors in a fun, accessible way.

Å To expand outreach, ALPPI partnered with SAID NGO on April 28 for a joint walkathon. Patients, families, and

supporters wore ALPPI pins and t-shirts, uniting the immunodeficiency and cancer communities in a shared mission of

awareness and solidarity.

Projects:



Lithuania
Lithuanian society for primary immunodeficiencies (IMUNAS)

Å When marking World PID week in Lithuania the goal was to increase awareness of public and doctors (especially primary

care) about primary immunodeficiencies, increase number of referrals for further PID investigation, encourage society

members to become advocates for PID.

Å Executed activities have included an article publication in one of the leading media portals delfi.lt with specialist's interview

and patient story, press release, following media coverage, Radio show at Ziniu radijas, educational and networking event

for Imunas members,ñFamilydayò,including three lectures by the physicians.

Projects :



Mexico
Asociación Mexicana para pacientes con imunodeficiencias primarias (AMPIP)

Projects :  

ÅOn April 26 and 27, a Family Day was held with patients with immunodeficiency, their families, and caregivers. Outreach

activities promoted connection, empathy, and the importance of recognizing each individual's role in caregiving. During

the event, various outreach activities, group dynamics, and dialogue spaces were held, allowing for the sharing of

experiences, generating empathy, and strengthening a sense of community. An information kit was distributed with

materials on the disease, comprehensive care recommendations, and a directory of specialized medical centers.

ÅThe Annual Congress on Immunodeficiencies was also held within the framework of this event, with the participation of

specialist physicians who presented updates on diagnosis, treatment, and comprehensive health approaches.



Nepal
Nepal Primary Immunodeficiencies and Inborn Errors Initiative

Project :  

Å A comprehensive awareness program was conducted in Bhimad. The program aimed to enhance understanding of PIDs, 

promote early diagnosis, and advocate for timely treatment and care. 

Å The event included educational sessions led by medical professionals, focusing on the symptoms, challenges, and 

management of PIDs. A key highlight was the involvement of local patient organisations, who shared personal experiences 

and emphasized the importance of community support.  

Å In addition to the in-person event, the awareness campaign was amplified through local media coverage, spreading vital 

information to a broader audience. 

Å Furthermore, a week-long radio jingle was broadcasted, raising awareness about PI symptoms and the importance of 

seeking medical care.



The Netherlands
Stichting  voor  Afweerstoornissen  (SAS)

Project :  ñSee the Unseenò

Å Started the day off collectively with the launch of SAS-

merchandise for their upcoming 40 year anniversary Nov 12th. 4

(of the 15) students who are following PID patients a full

academic year gave a mindful insight in their experiences over

the past 9 months and one of their PID-Experts shared her story

on being unseen and unheard.

Å The rest of the day was packed with several break-out sessions

about lung infections, the use of AI by general practitioners, an

interactive session with a nurse practitioner and patient about

seeing the unseen, what does the laboratory to when diagnosing

a PID and a session by the board similar to the one IPOPI did

online for the WPIW.

Å The weather was fantastic which allowed them all to enjoy an

elaborate lunch in the sun and the children had fun on the farm

with their own program of canoeing, painting a Dutch clog and

doing a scavenger hunt. The day was closed by another PID-

Expert sharing his (positive) story of living with PID.



Poland
Association  for Patients  with  Primary  Immunodeficiencies  

(IMMUNOPROTECT) 

Project :

Å 4 IPOPI leaflets for the patients published in 2025 have been translated into Polish. Leaflets are going to be distributed

in printed form among Polish PID patients and PDF files with leaflets are going to be uploaded on the Immunoprotect

website.

Å Note: Making the leaflets is in progress, so therehavenôtbeen any pictures taken so far.



Portugal

Project : Family Day

Å APDIP held its PID Family Meeting 2025 on May 10th, launching the Crescer com IDP ("Growing with PID") project for

young people aged 10-25. The event included a social lunch, interactive activities like a Quiz show and appearances by

founding members.

Associação  Portuguesa  de Doentes  com  Imunodeficiências  Primárias  

(APDIP)



Puerto Rico

Project : Two successful  events

Å The first took place on 26 April, where APIP patients and board

members participated in an immunology convention. They had the

opportunity to present APIP patientsôcases and host an open

discussion with a panel of diverse specialists from both Puerto

Rico and the United States, including immunologists, cardiologists,

gastroenterologists, and mental health professionals.

Å The second event was a highly successful family day on Sunday,

1 June. Their families enjoyed a range of fun, age-appropriate

activities such as flying kites, playing football, and making bubbles,

all while enjoying some delicious snacks. Meanwhile, the younger

participants walked around the park distributing APIP flyers and

information about PID to help raise awareness.

Puerto  Rico  Alliance  of  PID patient  (APIP)


