[ Downloaded from journals.tums.ac.ir on 2026-04-05 ]

WAF LT ¥ (g0 jlack aldia (50 599 «(oSulia fayli 9 BMAS )yl alas

Al Pl (hod! (Rl 41 Wise (o193 g (Sl S k0 3 NS sladi>

[ v . Lo . . \
ﬁ}sﬁm‘d))ﬂé\}’wﬂ‘ d)&}d\}fdk?f‘)ﬁ.ﬁw

9090 5 e
oS>

ot 3 e (o B 5 T Slacam o) Wi el b & ol Gl 5 adsl ml jal OS0LE G dks ol nl
S5 el Gl 4 e D5 S 2l o ide 5o SUST Glaair L) caddllae fpl Gl 553 e OLLGS B (glac 54
A el Ol OLSa S b 58 e (S5 S sailale i LIS s 28l sl ged ool ol sandllas 3 Ll
delol 31 e slaci phe suil wanle 1S5S g Ll ol 5l ol G b ey S5 S el me (545 5
S5 Ay il latl = slanl (ol w15 Cpate sl p sl Ol les 53 5 Ko Slags e 5 (Sl
03 7S S 5ie b 45 351 (g 03|51 pa L33 Ln g (Il 5 s el Sl a0 5 il 58 S s el poler A5
e L s sdlls Ble Sy S Sl o005 Db Culg 5o 5ot gly OUSUL jls W sk 5o Dbty o 02
33 ol 45 25815 550 @ axrl o g o5 sl s 4 S8 lien Ll e 0l b me S S (g Ot
sl 05 S (Llazs S s

Sl ol o3 ashe Slen (S5 Sk e s 20l SRS Esl il pls el el 4 0L 1 geas Ol
" Wl g g ge IUH il @ bl e 53 LS e My (SIS a5 Ol o Runn 55 gl o5l 5 o SIL s plal
FB 5 B DLl i)l e (So S Gl Sl 4 s o Slaay i fres (el el 5,0 ke Sk 4 e 5
3 s SU & Vsle s oo Oloys Sl 5 o plnil s OUT il 3 5 sl 5 5358 gosl il 4 s
Slad s (ol 5yl 53 Al g e Sl (sam e OLSHIS gy ol b acidls culbe oS (g lshes st 4 4 55 ele s slays
ol B 4 0L gl Slss s e el plad 2l o b mles 5 U (0 S0, Ll ot mdle 5 Sleso
S | OUT glaesl sl

S358 WL oS 5 el el (SIS S OB 3

O 018 by sk oKLl DIS3SS b S 0 Dol 0 S ol

Ol Ol pl (S5 p ke o815 (ol Ol 05,8 bsled )

O O (S pshe oS5 (o)) nst plal Slslony potme (S35 B 5155

O Ol Sy ke olSils IS8 b 550 IS8 05 8 sl

(S5 pole oty plole 5 5ol SIS (anl aad,; wd OLLA Sy e 31 YL (o) sands LA Ol ralita ¥
Email: mardanimarjan@gmail.com - 4\YYANE - VV @ a5 o))


mailto:mardanimarjan@gmail.com
https://journals.tums.ac.ir/ijme/article-1-5605-fa.html

[ Downloaded from journals.tums.ac.ir on 2026-04-05 ]

Yy éﬁﬁ&uﬁsé%| 2l alae

dal g oliiS sds Oleys SCID 31 K5 (gsme
sl 31ty el i (3Ll Ol Bl o s
FeS G sk Dl 085 8 0 sl el (g Lo sie
Sobo Oloys ST 0be ol 3 (A) codls dal g Il Y
@55 bl il o 3 Sle0 s ol slad b s L
Soloy p2reid b oS (gysbay 1l dal o e 55 4 s
Y 51 i ol (Sa5 s 3530 53 b W s o
Sbeds ol gladshe L b W6l o Obles 5l Ao
> ool ml b Sl Oloys adl Q) dipd Obeys
35 A8l 0 S SLS 55 o5l al 35S B, s skitens Sl
05 Sobem opl 3 e iSSLS slaoleys s (1Y)
Sl Bl e es sl L OY) ey
G 3 e ol oS 3l dalps 25 Gl O
(Sl l 0> 4SOT (e () 355 00l it laci yis
bl Coley 5 ols wsns OslanSls Sl
s el ol 0Dl et g O Vol & bs e
2L eaiS QLT (gl 5 Kl o 5o Jseme A gis 2>
()
Olys 5 ki ax 81 el 85 las 4 cubs L
S5k 5 S 3 e sl B el ke (goles
@adxte ol go omidls dalp Ghlen e (S5 CokS
o3 ol o Sy el 51w e e S alax
& shrepd glaanss Joomd 5 So58 geslsls b Ol
5 s SUSl 4 Ol (s pde OSGI (L
Oloys dacs rl;_u'\ Sb el &L‘:.al L ocsls, (Gl
Jap Ol (SaS ol & S 5SS
Sosr2 el by s dal i ol jen | (SO SO An
5 0Nl b agrlse 5o 2dle 5 Sleys QLSS ol
Sl @ Soler e Cupde saliien OUT glaesl gl

Ll azdls Cule 55 g se SO

4odle

St s les 3l as S adsl el i SV
Al s sk sbml ON el e il o
() Lsde G b BBl e 5 EU o)l e
Joas 5 Lpd o Wgte adsl pal 2B b e 51 (6ol
b il glacisie [ Se 0 S0 (b s el gl
Lo rT}; ol i Ol cpl s (Y) WS e w
Severe Combined Immunodeficiency (SCID)
Ll ad b oS s Sud Il Ve Sl e ferdo
pate pobal Sasb A g s ke el 3
S Soler ol By S pde 935 e g
ST el Olsls g5 3 syse Veeres 5 V0vees
S 5 b W sk 5> SCID & Slaws 0lsl3 5 oS L]
B sl ol 5T b danl 53 5 ey o haiay
S e Sl e (D) Ssdie cbli=- G sl 5l
Ll (0) gl ad 03ls Laseld wojle b 4 ds Olsls s
FoV i 0 s b glacisie (oley Sl
Glila, Blg o ol ol &8 S o S S 1, ot Kals
plad 5o (F) il (olay aild Sae) 5o Olaass
oo ST o ptd 5 wsle ) 4 das Ol 5
s B sladile S5 el j ol asly jals Cada
3 sar 53 ek GedldS Gl OB o dle T
(nlple 5s o odys lalisde ol p 53 Cwslis ple 3l g0
(Bl St Saciis plyl & el daies Ol
O 02 (1) Wl pe Ay 3 L)l a3 5 s
) Ssp Ui 4 Ulse LS S el b J-
L) il oley st Cu e 5 05 0 Solen
SR Sl ety Gl gadsn ) ol 4
UL 5 Buckley L g5 (silew ool b oabaly 55 Olsl3 s

V) L &l godhe V44V Jlu s

Website: http://ijme.tums.ac.ir



http://ijme.tums.ac.ir
https://journals.tums.ac.ir/ijme/article-1-5605-fa.html

[ Downloaded from journals.tums.ac.ir on 2026-04-05 ]

apach o183 Shasl (paulEh s Hino (1153 yach Sy s ey (IUAS sladsia 15158 9 gaas daile vy

ALY L sl fosl YA LYY (slagm sl s adsl el
Glr b e S S, AT daciggs)
Jll oS slaciste gable b oasls 7yl i
oais Olslen 0 5 S Gl e 5 SOl
o=l gl s e Slen Gl el ) 2
CJL@;; Ljp SoS Lrea amlr (ool - el
ol JKie 5 s el gl e 5 Jol K58 s el
A o 51 aS 55 Gy 035l ppw L5 Ll il
03 i8S slaisie b culg 55 5 edd ply OO s
Ol Lesl gl  Kos G b 3l s pes S ogp Sale VO s
Ly Sl ol gbadsbe 055 Sl eslinad (s 4558 il
bsben Sl Oloys @l sk 11 a5 S
Lgm sl @l Sy 55w 5l edon disgy odid
Ll g edd e 38 opl Gl 8 Ol shae
3 4 anrle Cex o LT 4 el gl nl suleen
fo axils | ilazs s ) 51 gl &S o Sles

53 eSS 5 Olaasie ol B yme 3) 40 a4 ax g L
e aS Ko by il e oS Eal sdess acks
el 28 ol e 6503 2l 4 «olew
Olleg ol JL3 5 Sliw s 5 S gai by Taas o Olde
Ole & b2l 5 mlem Sleds gail)) o
Sl ol Jl- s Sl Wb £ sl el el
23 O35S cnl spsm 53 1y ol e 0T 58 5 e~
0538 Sless e 5 TS o L3 S Olpl 5 piS
Mo s Sl 4 55ty LSl S 4 e 4 L
©3588 G Ao

Ol SO L, b 55 eluSES 8 Olawsie
Bl 3,5 Sl G568 Sl sdi s (sla i
55l (los xS sansls lad = B (Olawasiie ol L

Il e ale Sleys OLS IS (glas > Jlesl 51 (g b

o e 5 S gl s G L dlie ol 5o
Cb et A el il Gali 4 Y D58 L
P S S S L LIS s Al e S
S s 5 A 4 0L (S ke oK 0558
el sk sy eSS L3 ALl

SCID 4 S35 sl (Ml szt » 5,48

sl (eadle YAVY —V4AL) David Phillip Vetter
Copde L5 Ol OF 53 g Solew (pl 4 M S8
S 53 O ¥onl colem b edddl e O3S
350 pldl Olpaad sae gy oS Gl B o o2l Jaes
C)b'- 345 b = ] Sliss el 5l da dlodl (YY)
Sl S S Sl ol e SKosls
A el A o s S8 (gl e gl St
ol s dame 3555 5 3 o 5 1AE s
@le (S5 S Gl gl (S o8 5 el 5 B
@alsl 5y (VYY) L3 S o SN ;JU:M;I Loe J?'-\: BY
038 ey S35 (&l o piee ol o Lol Oliions
S Bl e sl Ol 4 gl Jlail L oS
Sl ot D 1y 2ol Oler U3 s ol 5 el sn O
kb Ol 4 B LW (alg 3 (V) AS w o
sl 3l Olsal s Waw S il Sl Gl
3 oedd 5w S Mgy Sl e sl Sl S S8k
Olgeal e gokas oS s Oli JKaulS cidS s
el il Ol sre 3 b il s B G
Gl Ag 5 (Sdp O gasx 5l Lws SU
G S b sl il o s | ol o il
@ Solom opl Sl sy 50 1 ol DB Ll 5
(O0) &S &1 als sansls

250 P

S S Ll WS and 5o asdllae pl (g4 gel

ot baoley ata L Olejen &S Ol 08558 b

Website: http://ijme.tums.ac.ir



http://ijme.tums.ac.ir
https://journals.tums.ac.ir/ijme/article-1-5605-fa.html

[ Downloaded from journals.tums.ac.ir on 2026-04-05 ]

Yo éﬁﬁ&uﬁsé%‘@|#ldy

Sl 3 dlm b sls JIE (asels 550 el 52
Solow AT Gy Sl Sigte oS Gy B oaylse S
(A 355 adesls Lasls

g o ol 53 ediSeS 8 OG5 bidkd
Sobow Oloys 5 o Jlow @ axg o s
sabl 5 085S (pl ble 5 Slss Flas 4 Ll (S S
sl TGS oAl S a5 eeeeds Sl
SOl 53 e B SK3 CekS 4 arg 5 el
513 8358 slasls el 5 S 5 poie Sl

ol Slads £8 gl Sy G oS s
ol 03 2l Sppe Sl ol ;S il gl 55 L
S pasis e g Sl s el (ol 355
ISy S kS s 5 055 Baea Oy 5 aS)le
RPN I W FTC T VS IRCH IPU W R Y
S Sl b 6 S glacas syl sl Aol
3 Jol Sl &S 0T 51.004) 58 culey |y ol
Wt 5o ol Solslr caile KLl s ol
Plaal s ol o a0 s & ol Jool cley
o2l 5l o3l gals (ol ol Bld 4 L (Sa S
Y9) 54ls el

L e 358 5,5 o edl il 3l ol O 038
wiils sdge O Oloys 5 (Solew Coale g 5l S @
Lt SIS 55 i Ol 3L Doy laag o S o S
manw g (5las 58 5l Gl 53 28 D1E e L 5
Slp S gl oo Db e e @il
agoles Olge b lagglas ol conl i a8 Laosl gl
Al e ke gladlesle 5 gy Jidsy Lo b
Sl Jgi mb s Lo S il LS
Jsa e Ll el sdd Sl S0 S pl 5 o s
O bl e Jo ol Olen laagse

el dwjls baesl gl Q—l‘ ‘_;\J,: LY u:’.ﬁ'@}"}"’:"

2o ee blss memo Solesy p edle S Gl S
sl Soley 5 Slay sl 4 ar s (solen b oagxrlse
28 3 0T il 3 5 slew B il
Sl slags LT pdlls 5 SCID glls 0lSs 58
oy aie b OUT Slags ) oo S e w28
ol 0T sl o glaa a5 5,80 Olays & 5L 5 olew
o w Sobew al 5l o1l 5o mhad Oleys 5525 e &S
O35 ol sl 3l 650 s il Bl 35250 Sl
e b Ol &S sl Koy la conle 4y ol by
USsS ool S o py e (o3l Sy K il gl
o osba 5 Lob 5L Lol el 4 o)l
o i S My S Sl s & Sl (slod
JLisas ol gl o3 S>S 4 das e 0L odl S3
03,5 Db aealnSly S ey S 5 LS slacisie
G e pasil o sas 53 s Dbl L s
Gzl 4 oS L bl g5 e tnd 53 )5S de S35 b
035 SCID & M 55 sl 4 35 = Ol o S35 oyl
5 o5 syl Kl o3l @ s nlnle ol
S OgmlianSTs Sl e g OSs Sap 5 Jsene b
Oss 5o Shlew omor 4 K2 Gl UL &S Az (535050
glosl el ssms b 25d ke (S8
S G5 0ken 3,8 Lo el Lald 4 S Ll b
Fl a5 R Lag Csmie ek b yme 2550 Wl
03 eSS L5 Olaasiis a5 390 45 Lropl 5 Sl
o) bl gl S A sp Of wuils 3 Cou ol
by 5l ol 51 05 2,5 s S5 OS2 58
dalp 1y olslaeslgls 5 oL 0l 8 8 Sladt
S AL S il s S S e 025
23 Gobem (rl 018 o 358 o0 ol (ole () 2Ll
Sheslaad b sy 5l e 8BS Ol de b W Ol

Slae oled and 5 e O glad e ol

Website: http://ijme.tums.ac.ir



http://ijme.tums.ac.ir
https://journals.tums.ac.ir/ijme/article-1-5605-fa.html

[ Downloaded from journals.tums.ac.ir on 2026-04-05 ]

apach o183 Shasl (paulEh s Hino (1153 yach Sy s ey (IUAS sladsia 15158 9 gaas daile \ig

S35 35 S @ g pm Ol o3 Gledt i gl
3o edlea Sl Coeal Bl s el 4 AL
el g J e 03 ok OBl 50 53 5 ot S

Dbl o ) 3 S ES b il el S
Ol onl e ze Slagsilon b Ol K3 ASle &8 23 S
Sl 0bT 5 colem 5 Lol sl able olSis 50
Cosp a0 cllal & (gy5ba sl Glohs Coeal
S olis Coge s 5 ALl A5 5 len aee
bl O 5l Gl s e e olew Sl olad
ol 3 el 53 0T sladly oS e ot ol
5 Sloyslie Dledst & Oley ol il 3 5g00 DS ¢ 3
g b ol (Ses SDleds ol oS WHls 5 el sl
Ll Ohslie Bl Coline elgl A Gla S5l @
Lol Slastl 3 Ohlen ool 4 KaS gl |y ol Sledlbl
Sy el el Dbl ol 31 o aS L 3
S G s Sos) 5l S bk e sl
Son oS S I Sy ol b s gl s el
St S S $lp 5 1S S Ol opl 4 o
395 Fore SRS 4 3l 5 e s e L p3Y
s

Sekisla s &S S ol 4 mul 5 OLECsLs
350 5 01 il 3 )lS 5 slad = 3D s Shee S50
AOWBl e s 5508 5 el palE 4 Ses 0SS
ot 0586 5l s 5l e O 5y 5l (ol 4 ST S s S
Ssim 5 SISl deld w2 (933 5 S Sl 6
BB 0T Gl b5 Coeal 5 adls 4z Olley ik
ol Alble 5 s gl logas Lok, ol Ll cliles
S el AL S Dl (glad - BWS gyl s del B
| g PR ) E EEGUR CONCI It L S SO SN
Pl S ol Gl des s e Gl B ol
S 3 SN Gl sy 55 5 Sl 0o S

sl S g
Jeors ple 5 SOl ale caVsle e g
Ol bl B oY (g el il 5 Jlew w5l e
Spdy Soge petie 5 Gl O soa ol pes S
oo Slopdbl daaly nl 53 b BB eSS Ll (19)
plsil del58 b BLIS1 5o OS5 o0 Sl pllas 5153
Jaas s s 3O N YY) clacis 65,
oo bl o3Y (pals gla oy opl GV e
oloplel a s S R TRCIV WTFR L SLA N
b 30 wS ol 1 beslgbs bl
CiLos @l Lols dad &S il LBl jley el sl
mahi Gl s Juse e gles 03 4 Sl gbasas
Spme Shsr GG ks pl s o Olaase B
Sanss sbaly Gk e Ohley nl gl sls
Sl Oledbl 51 o W S bl el gl s WS
U iz 03,5 Sdlys Goob OF 51 1) (ol & by e
a4 0l g SOT lray U Wl (5L baosl gl ol &,
il Al 55 (ol OIS dad Lany oS 313l Sl
Al 1y S ame slag s 4 dlies 2 f s slaely s
Floa b L3I s anelr 5l 310 G2 o 05,5 VL ooy
2 s b Gkl bl Lt L il
5 LG (g s dalp amels Sl i
Loy olas Ll aced plmil O35 L) sair &
SEbl ool 5l s, Gl Oleys a5 Cod el g
3l 93k el el bl Gl e 5 S Slae,slis
tl;.u'l bl s s e o el mas ks 5 (YY)
B 5100 cl 5,2 bl Sosen s
Sten Libe cade ol s eSS S ool olull s
ol 3l Sl 5 pege B Ok (ase slasoles
G o slaslen aSpl ehisa Al 0Ll
Aol 5L bl s sl Sbas 4 (Gl leas

Website: http://ijme.tums.ac.ir



http://ijme.tums.ac.ir
https://journals.tums.ac.ir/ijme/article-1-5605-fa.html

[ Downloaded from journals.tums.ac.ir on 2026-04-05 ]

Yy éﬁﬁ&uﬁsé%| 2l alae

Scabe bug eaddl,l oslgdy o),

a3 eSS 4

s oI5 el el 4 O oASKEs el -
= 0o p8 Il Olgen e Dlllas 5 b
2,8 g e S (S

5 Solplt Gam b @ ok slapSly mil 5 -
A2 o b st ary s Ol ekl
2,8 g 4

b 33 gadS g Sloys 5 aseis UKl b -
2 e L3 SO il Jeasl S plaesl sl o554
13 el 233l S s bl 5t ol

» gl S JSS Cer cwle ol -
5 S8 bl 5 b sl 055 w8 e sl
5 e S e 5 3 e5Y (slaeslie g) sl Sl
Bad sl s,k Ol g4l

Sleslial b paass oaolleys sl dinly ol 53 -
(ol Oluliayls i gbaais, G,
el oo 0p5lie 5 (3 ¢ llION

o Sleds il 5 o gable (gl Oemed -
Wil sl SaS L el Leld a4 e OS5 S
Clen o 3l Sobe (S sl 5 Ol
claobesle Gb e Jlesl slaculs 5 ol
“SaS Ll e o Ao slacolex sl slges
AL eaS

Sl 3 oS emeis Sl a4 a5 -
ol Ll Cal S B e Sl - 25l
el ol I OGT glaesl il 5 Ol e

O Soi g S (ele Cliis el -
oS 5 SOl S o gl o3 ¢S 2
Lol S5, Fa A

SRS 032 Vo S rer AT plan i) -

3 e 5 ol Gl bl e sus s 0SS
S5l pibis 48 ol (Sl cul Sl sten b Y5 e
Sl O lo (5 Soaa 5 dalpd 5 e SO
Gl sdate DS e S 3 Bl e 2l s e
S e & a3l Olley ol OCEs o el O lay

LIS 5 pamie ozl balys sszs 55 5 pelr 5 oo

ol

Ole (rl L3 Olaasis o8 Sl &S (6 K5 55
woar g g dlae s laoleys 3l sy (ol el Sl
OO 4 el K ol Shlew o S5 cukS
los = il Cleds b bl e ki Olle ]
5 bl gall (blis 5o 5 a5 sOL,s Bl sy s
PNl IS sba il Olley ol 4 ckSL Sleas
Locsladda 5 ol (ahais glas, 5 Glray U sy
Gime alpd AT L ki e lae) s Olaatis S
ot b s edd sy s e melr [ gbay s sl
2 end OF (1 e (Lo ISaly cilin (slaand 5o
bl s ol (i - ay s edle iy ol s
Sl Ol s LG syls (ol Cuenl s 0o
VY 358 1) Ao 30kl ey s i3IS

Las il ey 50 Ol Gl & kil J e 02
Soa by W o sl S Kl s
wr Uy e ar U sd e leaa Ol Cuda SsS
L 55 0555 oul Gogpme |y el UG L Sles
L el Gl a1 e ax 5 655 S0l
b el e ST b ol 058 650l &
slaces L byl 5 o8l Sy Ve

YY) 245 o CJJ@’ of il LSJ'<JL’J’°

Website: http://ijme.tums.ac.ir



http://ijme.tums.ac.ir
https://journals.tums.ac.ir/ijme/article-1-5605-fa.html

[ Downloaded from journals.tums.ac.ir on 2026-04-05 ]

apach o183 Shasl (paulEh s Hino (1153 yach Sy s ey (IUAS sladsia 15158 9 gaas daile VA

Sledbl 5l eslanal b dalss o coe Sleds 4y o dlea
AT SOl s idls 5 Ll (Son b bl 2 5 s
Sl (Solan oz 53 Laeslgls 5 anels 4 00l
St 3l g mhae GlE1 ) shay Llg o a5 550 ook
2 S Slaned plll (rmes 25 AL el
5 e bk Sl Al s pls el Gals
5 cedhe oyl Gaa bl 5 o ol cole,
(AT Cas el Ol LS 65 S35 6l
DRy &

e,y s

358 Gl s Oblial el oS lie 5l 08 s 5
Olisl ok 5l 5 wis S b 1 OBl (sl Wl ol

Al e 3l 1y 5 (6ol Rule Sl el dise g

S St 5 S el @B ol
By o dao 5 (olew Sl s 5 2
i = w5 3, b SjE s 65 el -
S55 g el DS S 50,8 s
S S o
oot bl b Ohles 5l ol Sepl & kS
i b S e Dogh Gloss SIpe 4 anzl e Sl A il
4 oarg el 03 S Sy ol S IS e anxl e
5383 Gl S 5 e sla Jbssl el caz U
SaS aun) opl 53 S5 SealFlE 5 Sa S 4 Ll e 13 sen
LS o o 4o ,e OLSHS e, ) s S
sl grals by s bty s 28l 5 gl oleas
S s e 5 K0, SO L s Sl s e Sl
o Caabe (1A amiis Dleds (S | ol Ol (s
OIS 5005, (amasite OG5 5= by ol Sy
5 Pl OLste I (galam o e OLLLEO,

Website: http://ijme.tums.ac.ir



http://ijme.tums.ac.ir
https://journals.tums.ac.ir/ijme/article-1-5605-fa.html

[ Downloaded from journals.tums.ac.ir on 2026-04-05 ]

vAa éﬁﬁ&uﬁsé%|@|#ldy

I- Kwan A, Puck JM. History and current status
of newborn screening for severe combined
immunodeficiency. Semin Perinatol 2015; 39(3):
194-205.

2- Dvorak CC, Cowan MJ, Logan BR, et al.
The natural history of children with severe
combined immunodeficiency: baseline features of
the first fifty patients of the primary immune
deficiency treatment consortium prospective study
6901. J Clin Immunol 2013; 33(7): 1156—-64.

3- Puck JM. Neonatal screening for severe
combined immunodeficiency. Curr Opin Pediatr
2011; 23(6): 667-73.

4- Brown L, Xu-Bayford J, Allwood Z, et al.
Neonatal  diagnosis of severe combined
immunodeficiency leads to significantly improved
survival outcome: the case for newborn screening.
Blood 2011; 117(11): 3243-46.

5- Chan A, Scalchunes C, Boyle M, Puck JM.
Early vs. delayed diagnosis of severe combined
immunodeficiency: A family perspective survey.
Clin Immunol 2011; 138(1): 3-8.

6- Hale JE, Bonilla FA, Pai SY, et al
Identification of an infant with severe combined
immunodeficiency by newborn screening. J
Allergy Clin Immunol 2010; 126(5): 1073-74.

7-  Buckley RH, Schiff RI, Schiff SE, et al. Human
severe combined immunodeficiency: Genetic,
phenotypic and functional diversity in one hundred
eight infants. J Pediatr 1997; 130(3): 378-87.

8- Adeli MM, Buckley RH. Why newborn
screening for SCID is essential: a case report. J
pediatrics 2010; 126(2): 456-9.

9- Buckley RH. Transplantation of
hematopoietic stem cells in human severe
combined immunodeficiency: long term

outcomes. Immunol Res 2011; 49(1-3): 25-43.

10- Gaspar HB, Aiuti A, Porta F, Candotti
F, Hershfield MS, Notarangelo LD. How I treat
ADA deficiency. Blood 2009; 114(17): 3524-32.
11- Fischer A, Hacein-Bey-Abina S, Cavazzana-
Calvo M. Gene therapy for primary adaptive
immune deficiencies. J Allergy Clin Immunol
2011; 127(6): 1356-59.

12- Ward CE, Baptist AP. Challenges of
newborn severe combined immunodeficiency
screening among premature infants. Pediatrics

cL’.a
2013; 131(4): 1298-302.
13- Lawrence RJ. David the Bubble Boy and the
boundaries of the human. JAMA1985; 253(1): 74-6.
14- Guerra IC, Shearer WT. Environmental
control in management of immunodeficient
patients: experience with "David". Clin Immunol
Immunopathol 1986; 40(1): 128-35.
15- Simmons K. Bubble boy reacts well to
marrow transplant. JAMA. 1983; 250(20): 2751.
16- Tarini BA, Goldenberg AJ. Ethical issues with
newborn screening in the genomics era. Annu Rev
Genomics Hum Genet 2012; 13: 381-93.
17- Buckley RH. The long quest for neonatal
screening for severe combined immunodeficiency.
J Allergy Clin Immunol 2012; 129(3): 597-604.
18- Chan K, Puck JM. Development of
population-based newborn screening for severe
combined immunodeficiency. J Allergy Clin
Immunol 2005; 115(2): 391-8.
19- Puck JM. Newborn screening for severe
combined immunodeficiency. Curr Opin Pediatr
2011; 23(6): 667-73.
20- Asemani O, Parsaei H. Decision making on
the prolongation of the life of severely diseased
newborns: reinsertion of criteria. Iran J Med
Ethics Hist Med 2012; 5(5): 33-48. [in Persian]
21- Collier F, Tang M, Ponsonby AL, Vuillermin
P. Flow cytometric assessment of cord blood as an
alternative strategy for population-based screening
of severe combined immune deficiency. J Allergy
Clin Immunol 2013; 131(4): 1251-52.
22- Puck JM. Laboratory technology for
population-based screening for severe combined
immunodeficiency in neonates: the winner is T-
cell receptor excision circles. J Allergy Clin
Immunol 2012; 129(3): 607-16.
23- Chan K, Davis J, Pai SY, Bonilla FA, Puck
JM, Apkon M. A Markov model to analyze cost-
effectiveness of screening for severe combined
immunodeficiency (SCID). Mol Genet Metab
2011; 104(3): 383-89.
24- McGhee SA, Stiechm ER, Cowan M,
Krogstad P, McCabe ER. Two-tiered universal
newborn screening strategy for severe combined
immunodeficiency. Mol Genet Metab 2005;
86(4): 427-30.

Website: http://ijme.tums.ac.ir



http://ijme.tums.ac.ir
https://journals.tums.ac.ir/ijme/article-1-5605-fa.html

[ Downloaded from journals.tums.ac.ir on 2026-04-05 ]

apach o183 Shasl (paulEh s Hino (1153 yach Sy s ey (IUAS sladsia 15158 9 gaas daile A

Ethical considerartions in the clinical management
of infants with severe combined immunodeficiency

Maliheh Kadivar', Marjan Mardani Hamooleh*’, Nasrin Nejadsarvari’, Mohammad Gharagozlou*"

!Professor, Division of Neonatology, Department of Pediatrics, Children’s Medical Center, Tehran University of Medical Sciences,
Tehran, Iran;
?Assistant Professor, Department of Psychiatric Nursing, Iran University of Medical Sciences, Tehran, Iran;
3PhD of Medical Ethics, Imam Khomeini Hospital Complex, Tehran University of Medical Sciences, Tehran, Iran;
*Associate Professor, Department of Pediatrics, Children’s Medical Center, Tehran University of Medical Sciences, Tehran, Iran.

Abstract

Severe combined immunodeficiency (SCID) is an inherited primary immunodeficiency syndrome
characterized by a profound deficiency in T-lymphocytes and variable defects in the B-lymphocyte number.
The present study aimed to evaluate the ethical aspects of the clinical management of children with SCID.
This report is based on the case of a 6-month-old male infant with SCID diagnosis presented during the
Medical Ethics Grand Rounds in the Children's Medical Center in Tehran, Iran.

The patient had a positive history of recurrent infections and frequent hospitalization. His parents were
consanguineous and came from a low socioeconomic level of the community. He was the fourth child of the
family. The first and second children were healthy girls, while the third child was a boy with a history of
numerous problems post vaccination who had eventually died of widespread infections. The physician had
recommended bone marrow transplant, but the parents had been directed by a neighbor to visit a religious
healer.

Timely management of severe combined immunodeficiency can reduce complications and improve the
patients’ quality of life. The need for early screening tests is therefore ethically justified, although ethical
issues surrounding the subject should not be overlooked. Instances of these issues include: neglecting the
scientific criteria necessary to conduct the tests; the economic burden imposed on the family of the child;
failure to provide sufficient information to parents and ignoring their consent to conduct testing and
treatment; lack of equitable access to diagnostic and treatment facilities; and lack of attention to the child’s
autonomy. It should, however, be noted that in certain cases, healthcare providers could perform their
management activities with an ethical and supportive approach, taking into account all physical and
psychological needs of infants with severe combined immunodeficiency, as well as those of their families.
Keywords: medical ethics, severe combined immunodeficiency (SCID), supportive services, family
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