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North Africa :

— Construction of Bone Marrow Centers (support)

— Research: Molecular Basis of PIDs (Fund)
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* PID References in Population Language (Arab)

e Awareness and Patients Educations Documents

aiap.hamad.ga - hajar-maroc.org



http://www.arapid.org/
http://aiap.hamad.qa/
http://www.hajar-maroc.org/

National Registries
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Table I§Prevalence, incidence and coverage of the records of the Arab World knd several Tunisian regions based on prevalence (6.44 / 100,000} and American (50.5 7 00 1007

Estimated
Registry Prevalent Registry Estimated Estimated |Estimated
Estimated coverage cases in 2015 §| coverage incident cases | Prevalence | Incidence
Registry Prevalent cases |compared {Based on compared Jin 2015 based |considering | considering
prevalence |in 2015 ( Based |to US Tunisian to Tunisian Jon US inbreeding |inbreeding
2015 Mational |{per 100000 |on US figures: estimates prevalence estimates [incidence impact impact
Country Fopulation Registry | habitants] 50,5/100000) {%4) 6,5/100000) § (34) {10.100000/3] | {20x] {20x]
Algeria 37954282 429 1,13 19167 2,24 246 \ 4089 383338 81981
E gypt 88178706 510 0,58 44530 1,15 5732 8,90 9523 890605 190466
Libwa 6606034 71 1,07 3336 2,13 429 16,53 713 BRT21 14269
Marocco 34194072 525 1,54 17268 3,04 2223 23,62 3693 345360 73859
Sudan 49071941 24781 3190 5300 495627 105995
Tunisia 11026223 710 6,44 5568 12,75 717 99,06 1191 111345 23817
Bahrain 1403738 709 91 152 14178 3032
Irag 36977136 18673 2404 3994 373459 79871
Jordan 6796832 16 0,24 3432 0,47 442 3,62 734 53648 14681
K Lwait 3086965 176 5,70 1559 11,29 201 87,71 333 31178 ba6S
Lebanon 4385386 2215 285 474 44292 9472
Occupied Palestine 4647783 2347 302 502 46943 10039
Oman 3058574 90 2,94 1545 5.83 199 45,27 330 30892 Be07
Qiatar 2032734 131 6,44 1027 12,76 132 99,15 220 20531 4391
Saudi Arabia 30538109 1076 3,62 15422 6,98 1985 54,21 3298 308435 65962
Syrian Arah Republic 22183613 11203 1442 2396 224054 47917
United Arab Emirates 8374261 4229 544 904 84580 18088
¥ Emen 27979955 14130 1819 3022 282598 60437
ARAB WORLD 3784956344 3734 0,99 191141 1,95 24602 15,18 40878 3822813 817552
EUROPE 742067180 13708 1,85 374744 3,66 48234 28,42 80143 7494879 1602865
WORLD 7284295605 60364 0,83 3678569 1,64 473479 12,75 786704 | 73571386| 15734079
AFRICA 1145315872 2500 0,22 578385 0,43 74446 3,36 123694 | 11547690 2473882
ASIA 4375482435 6559 0,15 2209619 0,30 284406 2,31 472552 44192373 9451042
LATIN AMERICA AND THE
CARIBBEAN 622436840 4900 0,79 314331 1,56 40458 12,11 67223 6286612 1344464
NORTHERN ANMERICA 359638192 19025 5,29 181617 10,48 23376 81,39 38841 3632346 776818
OCEANIA 39355086 1209 3,07 19874 6,08 2558 47,26 4250 397436 85007
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Scientific Society:
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Developments in North Africa and the Middle East

Creating PID development tools :

* PID References in Population Language (Arab)




Arab PID References for Physicians : Special PID issue
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Primary encies (PID of genetic disord.

d by mutations in

immune Sysiem. Although some PIDs present in early childhood, the disorders can affet anyone, regardless
of age o gender. Some of PID affects a single part of the imemune system; others may affect one oe more
components of the system.

1o more commen than generally thought; the incidence of PID vasies frem 1:250 10 1:1,000,000 depending
of disease and study population Delay in disgaosis of PID oceurs in developed counteies as wel 2 other less
developed of poor country afer muliple hospitalizations of patients, A high index of suspicion and early
diagnosis maylead (0 treatments thatsave lves or give improvemen in quality of fe. The ongoing discovery.
of genetic defects i PID faciltates the process of fumily counseling and prenstal diagnosis, PGD and early
diagnosis.

How 10 aveid msissed PID diagnosis?

We should Increase the level of awaseness i the Communiy especially with high Consanguinity and Health
system including (Primary case/Family physicianPediatrician and other worker). in addition to Neonatsl
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Twenty years experience
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The important role of the nurses with
primary immunodeficiency patients
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King Faisal Speciaist Hospital & Research Center (KFSHARC) is considering the main

reeral center for immunodeficiency patients. Those patients are referred to KFSHARC

from al over Saudi Arabia s wellas other Arabic coustrics.

KFSHSRC 1 in primary
b 1984 The aim. d

inthe T-Ce T8 v needs

Based on mentioned above nursing staffin each department they have great and effctive
ol in providing comprehensive education to the paticnts and their families t0 increase
awareness for patients families about mature of discases , newbom screening for early
diagoses and early stem cell transplantaion.

e

quality of care for patient saety and recoery.
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deficiency for Physicians
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Hematopoietic Stem Cell
Transplantation for Primary
Immunodeficiency: indications,
epidemiological data regarding outcome
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Developments in North Africa and the Middle East

Creating PID development tools :

e Awareness and Patients Educations Documents

aiap.hamad.ga - hajar-maroc.org



http://aiap.hamad.qa/
http://www.hajar-maroc.org/
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Family education and community
awareness
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Infants and
Children
Living with

PIDs

aiap.hamad.qga
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http://aiap.hamad.qa/
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Associaton d'gide aux enfants
attcins do déficits immunitaires grmitifs

hajar-maroc.org



http://www.hajar-maroc.org/
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10 Recommendations for Clinicians - Translation

[ i Primary Immunodeficiencies (PID) % &
HAJAR 10 Recommendations for Clinicians

When you suspect a PID, please follow these
recommendations for a better diagnosis orientation.
An expert advice is generally required

1. When a PID is suspected, first exclude an HIV infection.

2. Two pneumonias in one year: think about Antibody deficiencies and evaluate
serum IgG, IgA and IgM levels.

3. Hypogammaglobulinemia: think about Bruton’s disease if B cells (CD19+) <2%;
CVID if CD19+>2%. Selective IgA deficiency (After age of 2 years): evaluate IgG
sub-classes levels + Anti-pneumococcal antibodies.

4. Opportunistic infections: CBC confirms a Severe Combined Immunodeficiency
SCID (CD3 lymphopenia) if ymphocyte count < 3000/mm3 before age of 2 years

5. Interstitial pneumonia, persistent diarrhea and/or oral rash treatment-resistant:
think about Combined Immunodeficiencies CID (no lymphopenia) and evaluate
lymphocyte subpopulation count (CD3/4/8/19/16/ HLA-DR). The MHC Il defi
ciency (CD4 lymphopenia + HLA-DR=0) is the most common CID in North Africa.

6. Neonatal onset, including liver abscess or delayed ombilical cord separation
(> 3weeks): think about Congenital defects in phagocyte number, function or
both, and ask for a CBC (neutropenia ?), NBT test (Chronic Granulomatous
Disease) and CD18+ lymphocyte count (Leukocyte Adhesion Deficiency).

7. Highly clinically suggestive syndromes: Ataxia+ Respiratory tract infections +
Telangiectasia = Ataxia Telangiectasia, Purpura + Eczema + Respiratory tract
infections = Wiskott-Aldrich syndrome, Gray hair + Hemophagocytic lymphohis
tiocytosis = Griscelli syndrome, Hypocalcemia + cardiac malformations =
DiGeorge syndrome.

8. Infections to atypical mycobacteria (including BCG) and/or invasive infection to
minor Salmonella: ask for lymphocyte subpopulation count and explore IL12-
IFNy axis.

9. If 1gG, IgA and IgM levels, lymphocyte subpopulation count and NBT test are
normal, explore Complement deficiencies (CH50 assay), Hyper-IgE syndromes
(IgE levels), Innate Immune defects and Auto-inflammatory syndromes.

10. Compare results from CBC, Ig levels and lymphocyte count to age norms.
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Association d‘aide aux enfants atteints
de déficits immunitaires primitifs
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L’arabisation des termes des lies du déficit i primitif
The arabization of the terms of primary immunedeficiency diseases




Translation of IPOPI Booklets & Leaflets
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5 Challenges before 2025
in North Africa and Middle East

1. Diagnose 30% of patients (currently 15.18%)
Need : support for Awarness

2. Describe the genetic bases of the main clinical
phenotypes. Need : Support for Recherche.

3. Provide allograft 30% of those in need (currently 5%).
Need : Encourage Gouvernment / PID Centers

4. Immunoglobulins for all patients (Currently: 20-
80%). Need : Sensitize governments

5. Run the newborn screening in the Middle East

(Inbreeding: 50-90%).

Need : Encourage Gouvernment.
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Conclusions : Priorities in North Africa & Middle East

* Encourage governments to give more importance to PIDs

( Need an official letter from the EU to Gouvernments )

* North Africa:

— Construction of Bone Marrow Centers (support)

— Research: Molecular Basis of PIDs (Fund)

e Middle East :

— Newborn Screening

— Research: Molecular Basis of PIDs (Fund)




