Table S1 Percentage of Missing Responses by Variable

Variable % Missing Responses
Total # of patients being followed 0.0%
Total # of patients identified with a specific Pl defect 0.3%
Total # of patients receiving IgG: IVIG - Clinic 5.7%
Total # of patients receiving IgG: IVIG - Home 37.3%
Total # of patients receiving 1gG: SCIG 18.7%
Total # of patients receiving IgG: Other 70.0%
Total # of patients treated by Gene Therapy 32.0%
Total # of patients treated with PEG-ADA (Recombinant) 36.0%
Total # of patients treated by Transplant 20.7%
Donor type: MRD 52.0%
Donor type: MUD 53.3%
Donor type: mMUD 75.3%
Donor type: Parental Haplo 55.7%
Stem Cell Source: BM 51.7%
Stem Cell Source: PBSC 59.3%
Stem Cell Source: Cord 62.7%
Stem Cell Source: Other-specify 84.7%
ADA (Adenosine deaminase deficiency), AR 50.3%
AK2 (AK2 Defect), AR 83.0%
B2M (MHC class | deficiency), AR 93.3%
BCL10 (BCL10 deficiency), AR 94.3%
CARD 11 (CARD11 deficiency), AR LOF 85.0%
CD3D (CD3d deficiency), AR 84.0%
CD3E (CD3e deficiency), AR 90.7%
CD3G (CD3g deficiency), AR 92.7%
CD3Z (CD3z deficiency), AR 93.3%
CD40 (CD40 deficiency), AR 77.3%
CD40LG (CD40 ligand (CD154) deficiency), XL 46.0%
CD8A (CD8 deficiency), AR 89.0%
CHIITA (MHC class Il deficiency group A, B, C, D), AR 79.7%
CORO1A (Coronin-1A deficiency), AR 87.7%




DCLRE1C (Artemis deficiency), AR 71.7%
DOCK2 (DOCK?2 deficiency), AR 91.0%
DOCK8 (DOCKS8 deficiency), AR 56.7%
FCHO1 (FCHOL1 deficiency), AR 94.7%
ICOS (ICOS deficiency), AR 86.7%
ICOSLG (ICOSL deficiency), AR 96.3%
IKBKB (IKBKB deficiency), AR 90.7%
IKZF1 (IKAROS deficiency), AD DN 91.3%
IL21 (IL-21 deficiency), AR 94.3%
IL21R (IL-21R deficiency), AR 87.0%
IL2RG (gc Deficiency, gc SCID, CD132 deficiency), XL 53.0%
IL7R (IL7Ra deficiency), AR 69.3%
ITK (ITK deficiency), AR 86.7%
JAK3 (JAK3 deficiency), AR 69.7%
LAT (LAT deficiency), AR 96.3%
LCK (LCK deficiency), AR 89.7%
LIG4 (DNA ligase IV deficiency), AR 83.0%
MALT1 (MALT1 deficiency), AR 85.7%
MAP3K14 (NIK deficiency), AR 94.3%
MSN (Moesin deficiency), XL 95.7%
NHEJ1 (Cernunnos/XLF deficiency), AR 89.7%
POLD 1 (Polymerase d deficiency), AR 96.0%
POLD 2 (Polymerase d deficiency), AR 96.0%
PRKDC (DNA PKcs deficiency), AR 87.0%
PTPRC (CDA45 Deficiency), AR 89.3%
RAC2 (Activated RAC2 defect), AD GOF 93.7%
RAG1 (RAG deficiency), AR 52.3%
RAG2 (RAG deficiency), AR 67.0%
REL (c-Rel deficiency), AR 96.0%
RELA (RelA haploinsufficiency), AD 95.7%
RELB (RelB deficiency), AR 95.3%
RFX5 (MHC class Il deficiency group A, B, C, D), AR 88.7%
RFXANK (MHC class Il deficiency group A, B, C, D), AR 88.0%
RFXAP (MHC class Il deficiency group A, B, C, D), AR 92.7%




RHOH (RHOH deficiency), AR

89.7%

STK4 (MST1 deficiency), AR

88.7%

TAP1 (MHC class | deficiency), AR

87.3%

TAP2 (MHC class | deficiency), AR

94.0%

TAPBP (MHC class | deficiency), AR

95.0%

TFRC (TFRC deficiency), AR

95.0%

TNFRSF4 (OX40 deficiency), AR

90.3%

TRAC (TCRa deficiency), AR

88.7%

ZAP70 (ZAP-70 combined mutations), AR (LOF/GOF)

94.7%

ZAP70 (ZAP-70 deficiency (ZAP70 LOF)), AR

77.7%

OTHER TABLE |
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TNFRSF9 (CD137 deficiency (41BB)), AR 95.7%
TNFSF6 (ALPS-FASLG), AR 84.7%
TPP2 (Tripeptidyl-peptidase Il deficiency), AR 94.7%
UNC13D (UNC13D/Munc12-4 deficiency (FHL3)), AR 75.0%
XIAP (XIAP deficiency (XLP2), XL 66.0%
OTHER TABLE IV 73.7%
ACTB (b-Actin deficiency), AD 89.7%
CEBPE (Specific granule deficiency), AR 88.3%
CFTR (Cystic fibrosis), AR 91.7%
CLBP (3-Methylglutaconic aciduria), AR 95.0%
CSF2RA (Pulmonary alveolar proteinosis), XL 89.3%
CSF2RB (Pulmonary alveolar proteinosis), AR 96.7%
CSF3R (G-CSF receptor deficiency), AR 94.0%
CTSC (Papillon-Lefevre syndrome), AR 85.7%
CYBA (CGD), AR 67.7%
CYBB (X-linked CGD (gp91 phox)), XL 35.3%
CYBC1 (CGD), AR 94.0%
DNAJC21 (Shwachman-Diamond Syndrome), AR 94.7%
EFL1 (Shwachman-Diamond Syndrome), AR 95.0%
ELANE (Elastase deficiency (Severe congenital neutropenia [SCN] 1)), AD 56.3%
FERMT3 (Leukocyte adhesion deficiency type 3 (LAD3)), AR 85.0%
FPR1 (Localized juvenile periodontitis), AR 90.0%
G6PC3 (G6PC3 deficiency (SCN4)), AR 83.7%
G6PD (G6PD deficiency class 1), XL 94.3%
G6PT1 (Glycogen storage disease type 1b), AR 83.3%
GATA2 (GATA2 deficiency), AD 69.3%
GFI1 (GFI1 deficiency (SCN2)), AD 90.3%
HAX1 (HAX1 deficiency (Kostmann Disease (SCN3))), AR 83.0%
HYOU1 (HYOUL1 deficiency), AR 96.3%
ITGB2 (Leukocyte adhesion deficiency type 1 (LAD1)), AR 69.7%
JAGN1 (JAGN1 deficiency), AR 86.0%
LAMTOR2 (P14/LAMTOR?2 deficiency), AR 90.7%
MKL1 (Neutropenia with combined immune deficiency), AR 95.7%
NCF1 (CGD), AR 66.7%




NCF2 (CGD), AR 79.0%
NCF4 (CGD), AR 85.7%
RAC2 (Rac2 deficiency), AD LOF 88.7%
SBDS (Shwachman-Diamond Syndrome), AR 75.7%
SLC35C1 (Leukocyte adhesion deficiency type 2 (LAD2)), AR 86.7%
SMARCD2 (SMARCD?2 deficiency), AR 96.3%
SRP54 (SRP54 deficiency), AD 95.3%
TAZ (Barth syndrome), XL 86.3%
USB1 (Clericuzio syndrome), AR 95.3%
VPS13B (Cohen syndrome), AR 87.0%
VPS45 (VPS45 deficiency (SCN5)), AR 87.7%
WAS (X-linked neutropenia/myelodysplasia), XL GOF 83.3%
WDR1 (WDR1 deficiency), AR 96.7%
OTHER TABLE V 71.7%
APOL1 (Trypanosomiasis), AD 90.7%
CARD9 (CARD9 deficiency), AR 86.3%
CIB1 (CIB1 deficiency (HPV)) 96.7%
CLCN7 (Osteopetrosis), AR 95.7%
CXCR4 (WHIM Syndrome (HPV)), AD GOF 74.7%
CYBB (Macrophage gp91 phox deficiency (MSMD)), XL 87.7%
DBR1 (DBR1 deficiency (HSE)), AR 97.0%
FCGR3A (CD16 deficiency), AR 90.0%
HMOX (Isolated congenital asplenia (ICA)), AR 95.0%
IFIH1 (MDAS deficiency), AR LOF 95.7%
IFNAR1 (IFNAR1 deficiency), AR 95.7%
IFNAR2 (IFNAR2 deficiency), AR 96.3%
IFNGR1 (IFN-y receptor 1 deficiency (MSMD)), AD 83.3%
IFNGR1 (IFN-y receptor 1 deficiency (MSMD)), AR 89.0%
IFNGR2 (IFN-y receptor 2 deficiency (MSMD)), AR 85.0%
IL12B (IL-12p40 (IL-12 and IL-23) deficiency (MSMD)), AR 86.7%
IL12RB1 (IL-12 and IL-23 receptor bl chain deficiency (MSMD)), AR 76.3%
IL12RB2 (IL-12Rb2 deficiency (MSMD)), AR 95.0%
IL17F (IL-17F deficiency (CMC)), AD 86.3%
IL17RA (IL-17RA deficiency (CMC)), AR 86.7%




IL17RC (IL-17RC deficiency (CMC)), AR 94.3%
IL18BP (IL-18BP deficiency), AR 97.0%
IL23R (IL-23R deficiency (MSMD)), AR 97.0%
IRAK1 (IRAK1 deficiency), XL 97.0%
IRAK4 (IRAK4 deficiency), AR 81.3%
IRF3 (IRF3 deficiency (HSE)), AD 95.3%
IRF4 (IRF4 haploinsufficiency), AD 96.7%
IRF7 (IRF7 deficiency), AR 95.0%
IRF8 (IRF8 defiency (MSMD)), AD 89.0%
IRF8 (IRF8 defiency (MSMD)), AR 96.0%
IRF9 (IRF9 deficiency), AR 96.7%
ISG15 (ISG15 deficiency (MSMD)), AR 94.7%
JAK1 (JAK1 deficiency (MSMD)), AR LOF 96.7%
MYD88 (MyD88 deficiency), AR 85.7%
NBAS (Acute liver failure due to NBAS deficiency), AR 94.7%
NCSTN (Hidradenitis suppurativa), AD 96.7%
OSTM1 (Osteopetrosis), AR 96.3%
PLEKHM1 (Osteopetrosis), AR 96.7%
POLR3A (RNA polymerase Il deficiency), AD 97.0%
POLR3C (RNA polymerase Il deficiency), AD 97.0%
POLR3F (RNA polumerase Il deficiency), AD 97.0%
PSEN (Hidradenitis suppurativa), AD 96.3%
PSENEN (Hidradenitis suppurativa), AD 96.7%
RANBP2 (Acute necrotizing encephalopathy), AR 96.0%
RORC (RORgt deficiency (MSMD)), AR 95.3%
RPSA (Isolated congenital asplenia (ICA)), AD 89.0%
SNX10 (Osteopetrosis), AR 96.7%
SPPL2A (SPPL2a deficiency (MSMD)), AR 96.7%
STAT1 (STAT1 deficiency (MSMD)), AD LOF 82.3%
STAT1 (STAT1 deficiency), AR LOF 90.3%
STAT1 (STAT1 GOF (CMC)), AD GOF 62.0%
STAT2 (STAT2 deficiency), AR 88.7%
TBK1 (TBK1 deficiency (HSE)), AD 89.3%
TCIRG1 (Osteopetrosis), AR 95.7%




TICAM1 (TRIF deficiency (HSE)), AD or AR 89.3%
TIRAP (TIRAP deficiency), AR 96.7%
TLR3 (TLR3 deficiency (HSE)), AD or AR 87.3%
TMC6 (EVER1 deficiency (HPV)), AR 89.3%
TMC8 (EVER2 deficiency (HPV)) 89.7%
TNFRSF11A (Osteopetrosis), AR 97.0%
TNFSF11 (Osteopetrosis), AR 97.0%
TRAF3 (TRAF3 deficiency (HSE)), AD 89.7%
TRAF3IP2 (ACT1 deficiency), AR 89.3%
TYK2 (P1104A TYK2 homozygosity (MSMD)), AR 96.0%
TYK2 (Tyk2 deficiency (MSMD)), AR 88.0%
UNC93B1 (UNC93B1 deficiency (HSE)), AR 88.7%
NK Cell Deficiency 82.7%
OTHER TABLE VI 74.0%
ADAM17 (ADAM17 deficiency), AR 94.3%
IFIH1 (AGS7), AD GOF 89.3%
SH3BP2 (Cherubism), AD 90.0%
NLRP3 (Familial cold autoinflammatory syndrome 1), AD GOF 89.0%
DNASE2 (DNAse Il deficiency), AR 96.7%
MEFV (Familial Mediterranean fever), AD 61.7%
TNFRSF1A (TNF receptor-associated periodic syndrome (TRAPS)), AD 70.0%
ADAR1 (ADAR1 deficiency, AGS6)), AR 93.3%
OAS1 (OAS1 deficiency), AD GOF 97.0%
ACPS5 (SPENCD), AR 89.0%
ALP1 (ALP1 deficiency), AR 97.0%
NOD2 (Blau syndrome), AD 80.3%
NLRP3 (Muckle-Wells syndrome), AD GOF 81.0%
MEFV (Familial Mediterranean fever), AR LOF 85.3%
PSMB8 (CANDLE), AR and AD 87.0%
MVK ( Mevalonate kinase deficiency (Hyper IgD syndrome), AR 66.3%
POLA1 (X-linked reticulate pigmentary disorder), XL 96.0%
COPA (COPA defect), AD 91.3%
CARD14 (CAMPS (CARD14 mediated psoriasis)), AD 89.0%
SLC29A3 (SLC29A3 mutation), AR 89.7%




PSTPIP1 (PAPA syndrome, hyperzincemia, & hypercalprotectinemia), AD 83.3%
RNASEH2A (RNASEH2A deficiency (AGS4)), AR 94.3%
TRIM22 (TRIM22), AR 97.0%
TREX1 (TREX1 deficiency (AGS1)), AR 93.7%
SAMHD1 (SAMHD1 deficiency (AGS5)), AR 89.3%
USP18 (USP18 deficiency), AR 96.7%
NLRP3 (NOMID or CINCA), AD GOF 80.0%
ADA2 (ADA2 deficiency), AR 82.0%
LPIN2 (Majeed syndrome), AR 89.3%
PSMG2 (CANDLE), AR 96.0%
RNASEH2B (RNASEH2B deficiency (AGS2)), AR 93.3%
RNASEH2C (RNASEH2C deficiency (AGS3)), AR 95.3%
NLRP12 (Familial cold autoinflammatory syndrome 2), AD GOF 83.7%
TMEM173 (SAVI), AR 90.3%
ILIRN (DIRA), AR 88.3%
IL36RN (DITRA), AR 90.3%
DNASE1L3 (DNASE1L3 deficiency), AR 96.7%
PLCG2 (FCAS3, or APLAID), AD GOF 90.7%
PLCG2 (PLAID), AD GOF 87.7%
NLRP1 (NLRP1 GOF), AD GOF 96.0%
OTULIN (Otulipenia/ORAS), AR 96.3%
AP1S3 (AP1S3 deficiency), AR 97.0%
NLRC4 (NLRC4-MAS), AD GOF 95.3%
NLRC4 (Familial cold autoinflammatory syndrome 4), AD GOF 93.7%
TNFAIP (A20 deficiency), AD 94.3%
NLRP1 (NLRP1 deficiency), AR 97.0%
HAVCR2 (TIM3 deficiency), AR 97.0%
OTHER TABLE VI 73.0%
C1QA (C1q deficiency), AR 71.0%
C1QB (C1q deficiency), AR 92.3%
C1QC (C1q deficiency), AR 89.7%
C1R (C1r deficiency), AR 96.3%
C1R (Cir Periodontal Ehlers-Danlos), AD GOF 97.0%
C1S (C1s deficiency), AR 89.7%




C1S (C1s Periodontal Ehlers-Danlos), AD GOF 97.0%
C2 (C2 deficiency), AR 64.3%
C3 (C3 deficiency, LOF), AR 82.0%
C3 (C3 GOF), AD GOF 93.7%
C4A + C4B (Complete C4 deficiency), AR 79.0%
C5 (C5 deficiency), AR 85.7%
C6 (C6 deficiency), AR 86.0%
C7 (C7 deficiency), AR 82.0%
C8A (C8a deficiency), AR 86.7%
C8B (C8b deficiency), AR 96.3%
C8G (C8g deficiency), AR 96.3%
C9 (C9 deficiency), AR 88.3%
CD46 (Membrane Cofactor Protein (CD46) deficiency, AD 89.3%
CD55 (CD55 deficiency (CHAPEL disease)), AR 94.7%
CD59 (Membrane Attack Complex Inhibitor (CD59) deficiency, AR 90.3%
CFB (Factor B deficiency), AR 96.7%
CFB (Factor B GOF), AD GOF 90.0%
CFD (Factor D deficiency), AR 90.3%
CFH (Factor H deficiency), AR or AD 85.0%
CFHR1 (Factor H-related protein deficiencies), AR or AD 90.0%
CFHR2 (Factor H-related protein deficiencies), AR or AD 97.0%
CFHR3 (Factor H-related protein deficiencies), AR or AD 96.7%
CFHR4 (Factor H-related protein deficiencies), AR or AD 97.0%
CFHRS (Factor H-related protein deficiencies), AR or AD 96.7%
CFI (Factor | deficiency), AR 84.0%
CFP (Properdin deficiency), XL 84.7%
FCN3 (Ficolin 3 deficiency), AR 89.3%
MASP2 (MASP2 deficiency), AR 89.7%
SERPING1 (C1 inhibitor deficiency), AD 83.3%
THBD (Thrombomodulin deficiency), AD 90.0%
OTHER TABLE VIlI 80.0%
ACD (DKCA®6), AD 96.7%
ACD (DKCB7), AR 97.0%
BRCA1 (Fanconi anemia type S), AR 97.0%
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Age < 1 year 62.3%

Age 1-4 years 60.3%

Age 5-19 years 59.7%

Age 20-39 years 62.7%

Age 40+ years 66.3%

Male 56.0%

Female 55.7%

The percentage of missing responses by variable, which ranges from 0.0% to 97.3% (n=300). Variables
correspond to the 2020-2021 Global Survey on Primary Immunodeficiencies. To note, for all variables
other than demographics, a missing response was interpreted as a "zero" in that the physician did not
have any patients having that particular condition or receiving that particular treatment.



