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A session on the PID landscape in Africa, which includes 54 countries, highlighted 
the region’s significant disparities in diagnosis and treatment. Awareness remains 
low among healthcare professionals in many countries, even more in remote areas. 
There are currently no national PID registries, and reliable data is scarce.

Understanding the PID Landscape in Africa

When the topic of diagnosis was discussed, our speakers and participants highlighted 
that across Africa, people living with PIDs face significant inequities, with diagnoses 
often delayed or missed entirely.

Diagnosis:

Region Key challenges identified 

 Western Africa  • Very few specialists; 
 • Late diagnoses; 
 • Low availability of some biological explorations; 
 • None or Difficult access to genetic confirmation.

 Southern Africa • Genetic testing is available but often unaffordable.

 
 Eastern Africa  • A high infectious disease burden (like pneumonia, TB, malaria,       

and HIV/AIDS) often masks PID symptoms, leading to delayed 
identification; 
 • Unequal access to healthcare across countries;
 • Patients are often referred abroad, which creates a significant    
financial burden.
 • Genetic testing is not available (outsourced abroad)

 
 Northern Africa  • Low diagnosis rate - Only 3% of PID patients are covered by 

the national registries, especially for adult PID patients (0.9%)
 • Major bureaucratic barriers remain, despite better access to 
diagnosis and care.



• Use Existing Infrastructure: Leverage available resources to improve diagnostics 
without costly tools. For example, South Africa’s SPUR (Severe, Persistent, Unusual, 
or Recurrent infections) method identified over 75 cases. This practical first-line 
PID testing model, using SPUR criteria and affordable investigations, has already 
helped identify 8 new SCID patients in six months.

• Technology: Artificial intelligence (AI) can be a powerful tool to support differential 
diagnosis, genomic analysis, and the development of new and disruptive technologies 
that improve the detection and management of PIDs.

• Advocacy: Advocate for affordable genetic testing.

• Establish national registries: Crucial for accurate prevalence data and tracking 
patient outcomes. Additionally, it´s indispensable for evidence-based policy making 
and resource allocation. There is currently an ongoing effort to create an African 
registry for PIDs with both medical experts and patient organisations.
• Collaboration: Strengthen international collaborations for knowledge transfer, 
training, diagnostic support, and research. Consider establishing regional diagnostic 
and treatment hubs.

• Capacity Building: Increase awareness and education, and improve diagnostic 
capacity. The African Society of Primary Immunodeficiency (ASID) is working to 
increase awareness and knowledge by conducting PID schools (AProject) and 
congresses.

Opportunities for improvement:

A key international resource for advocating better access to diagnostic tools in Africa 
is the WHO List of Essential PID Diagnostics. It´s a globally recognized reference 
that identifies the most critical tests needed to accurately diagnose PIDs.

https://www.who.int/news/item/19-10-2023-who-releases-new-list-of-essential-diagnostics--new-recommendations-for-hepatitis-e-virus-tests--personal-use-glucose-meters


In terms of treatment, it was discussed that access to treatment is a major challenge, 
with significant discrepancies in availability observed across the continent. Antibiotics 
are heavily used, in a context of growing concerns on antimicrobial resistance. Most 
PID patients depend on lifelong Immunoglobulin therapy (Ig), which is recognised 
by the World Health Organization as an essential medicine but often unavailable 
or unaffordable. Hematopoietic Stem Cell Transplantation (HSCT) and gene therapy 
remain largely inaccessible.

Treatments

Challenge Identified situation
Opportunities for 

improvement

Plasma 
collection

There is currently no plasma collection
infrastructure in Africa, apart from a new 
public-private initiative in Egypt. 

Public-private partnerships, like the 
one in Egypt, are a step towards 
regional plasma collection strategic 
independence, reducing significant 
reliance on imports, and improving 
access and 
affordability.

Immunoglobulin 
replacement 
therapy

Access: 
• Intravenous Immunoglobulin (IVIG) must be 
frequently imported from outside of Africa, is 
often unaffordable, and supply disruptions are 
common.
• Subcutaneous Immunoglobulin (SCIG) is 
almost unavailable except in South Africa.
• Facilitated subcutaneous Immunoglobulin is 
not available. 
• The immunoglobulin dose taken by 
patients is very low compared with other world 
regions.
• Doctors face bureaucratic barriers when trying 
to increase the Ig dose for patients.

Affordability:
• In most countries, there is no national 
insurance to cover IVIG, so patients need to pay 
out-of-pocket.
• SCIG is also not covered in most African 
countries, with the exception of South Africa.

Advocate for immunoglobulins 
to be registered as essential 
medicines in each country and to be 
reimbursed by the 
government.

Advocate for SCIG introduction.

Specialised 
centres

Southern and Eastern Africa report a shortage 
of specialised clinical immunology centres, 
particularly but not only for adult patients.

Involve adult physicians (internists, 
pulmonologists, infectious disease 
specialists, immunologists, etc.) in 
PID care.

HSCT It´s very rare in Africa, available only in 
Northern African countries and South Africa. It 
is costly, and most countries lack bone marrow 
donor banks.

Advocating for access to HSCT-Algeria, 
for example, has begun promoting 
the establishment of HSCT centres. 
Efforts should also focus on fostering 
regional collaborations.

Gene therapy Not available. Patients often travel abroad at 
high personal cost.

Enhance international 
collaborations and local 
training programs.

https://www.who.int/publications/i/item/WHO-MHP-HPS-EML-2023.02
https://www.who.int/publications/i/item/WHO-MHP-HPS-EML-2023.02


A session on registries and patient databases highlighted the differences 
between the two and their importance for the PID community.

Medical Registries are created by some hospitals or researchers to track diseases, 
treatments, and outcomes in a clinical way.

Patient-Led Databases are built by patient organisations to collect patient 
experiences, needs, and priorities often with more focus on quality of life, daily 
challenges, and long-term follow-up.

Considering starting a patient database in your organisation? Check out the 
presentation and discussion on key elements to include and how to make this 
resource most useful.

Registries & Patient Databases
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Behind every statistic is a person. A session on mental health, resilience, and 
empowerment for PID patients and their caregivers was held at the meeting. A 
central message was the importance of showing up for yourself.

Parents shared powerful stories about resilience and hope:

• Maria (Morocco) - Shared her daughter Rita’s achievement of earning a university 
diploma despite being in a wheelchair with a rare degenerative PID, ataxia-
telangiectasia her condition.

     If you are a parent of an extraordinary child, be patient, be attentive, celebrate 
every progress, however small it may be, because every moment of love, every 
smile, every step counts.

• Hellen (Kenya) - Talked about her daughter Yara’s development and emphasized 
prioritizing self-care, building a support system, and using knowledge and mindset 
to navigate challenges. 

     Finding strength within and celebrating small wins gives purpose in the pain.

• Roanne (South Africa) - Reflected on her daughter Zoe’s growth, highlighting the 
importance of building trust with medical teams, empowering patients to advocate 
for themselves, and focusing on long-term emotional well-being.
 
     Sometimes the most important part of a journey... is to see where it led to.The 
present is the reason this story matters.

Mental Health & Heroes

KEY TAKEAWAYS:

1. Don´t neglect your mental health and build a strong support network.
2. PID patients can lead fulfilling lives with proper diagnosis and treatment.
3. Celebrate every win, however small—it matters for emotional resilience.
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As part of this meeting, IPOPI held a workshop on “how to reach the next level” 
using LevelUp, a game developed by IPOPI to help members identify strengths, 
address gaps, and plan strategically.

Each NMO is at a different maturity stage across areas regarding their mission and 
governance. It’s important for NMOs, as strategic agents for their communities, to 
understand their strengths and weaknesses and to define priorities—because no 
one can do everything at once. Small, consistent steps are powerful. Celebrate 
each achievement and share it with your members and stakeholders to build support 
and collaboration.

Reach the next level with IPOPI´s NMO toolkit on several areas such as awareness, 
advocacy, strategic planning, and so much more.

Strengthening NMOs: 

Common focus 
areas identified 

by the NMOs
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https://ipopi.org/nmos/ipopi-nmo-toolkit/
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This meeting provided an opportunity to learn about the latest developments in 
Primary Immunodeficiency (PIDs), exchange experiences, and strengthen the 
capacity of our NMOs across the African region.

Participants closed the meeting by choosing one key action to focus on over the 
next two years, including:

Looking Ahead: Shared Commitments

As shared by Timothy (PID patient from Uganda),      If you get diagnosed and 
have treatment, you can lead a fulfilling life.      This reflects the shared vision of 
all participants: to work together to improve PID care and ensure that every patient 
in the region has the opportunity for a healthier, fulfilling life.

The challenges identified highlight the need to harmonise regulatory processes, 
streamline approval and import procedures, foster regional collaboration 
on plasma collection, and strengthen pharmacovigilance — areas where the 
African Medicines Agency (AMA) could play a key role in the future.

• Raising awareness about PIDs 
— gaining recognition as a chronic 
condition and overcoming stigma 
so patients can speak openly.

• Advocating for access to 
subcutaneous therapy.

• Building patient databases.

• Advocating for government-
covered access to Intravenous 
immunoglobulin (IVIG), including 
having immunoglobulin added to 
national essential medicines lists.

• Improving early diagnosis of 
PIDs.

• Securing financial support to 
sustain the activities of the patient 
organisations.



Together, we reaffirm:

This meeting was made possible with the support of

Conclusion

You are not alone. 
We can make a difference, together!

A feedback form was completed by 14 participants:

This highlights the value of the meeting in fostering knowledge exchange, capacity 
building, and collaboration across NMOs in Africa.

Participant Feedback

Excellent: 8

Very good: 6



https://x.com/ipopi_info
https://www.facebook.com/ipopipid
https://www.linkedin.com/company/international-patient-organisation-for-primary-immunodefiency/
https://bsky.app/profile/ipopi.bsky.social
https://www.instagram.com/ipopi_pid/

