[ Downloaded from jhbmi.ir on 2026-05-30 ]

L 5 Ceodw Sl ) aleo
Ay Sl 48] iz S
199 EVE-EVT o ol oot s 0,95

[ 23 4 4ol ]

ol ylow 4 Codl g0 A1 51 g (STU gind ol 908 Cud (o dilolw (5 )15 49 359 0
*erﬁ Jz.:l.ou‘ 4‘@)93 b

Q/F/A & gl e

Gledbl plss sbnl piline o3 g9 jl g g)lon x]
5 il diey > aletmgh el Caa (ol e
g Sl plool 5 0dd g slagls dagley S
Oblos & 0ad &il)| cuBlie cudS (o)) jolate &y (SN
[8] 25k e
acgerme Sy 5l cul jle Slginglsen cul albols
YT 4 Miro hlass il g (staman (slmodls 51 plio
ol S 3 g Wlodd &y mdly b 4 &5 mglSsen
2 0dd Spslaer Mol Kigd o spslaer g5 e 03
9 bl 38 Call o lansis 4 oKL )
ok 5 @l dagley 4 ol «dlyg 090 (il
LSl o Caa g Ml b Solew
LSl e oo 0l 3)90 13 onk 5 Slop (paeis
b e 5l ey S daasble ol [BV]
Sl Ol g Wyl o oald dnole y Slgingen
oRIP L ohler @l g clad @l (low (hmex
9 (b haw > SlgmglSgen cud slaalols [F] wins o
2 Slew s SRy oip wwllas bl ol
o3y Joloe Sde Y5k iah 5 )i bCuser
L lagl plsl 457 a8 o pmld GlsS 42 1) (gl amlo
il e iyl iols il ela el 1 esliz
Codd Syi g S Jl SosS sl iles Jlow o
b Ll aamd e )l Lo 5Ll o 1y ledlb] 5 oS ke 48
I srmdly ngai «Sogs clbd ul (b )3 e 1S
ol 3 aals b b ml g glew cunle
Sl sl S50 sbasiyeln jshaie 4l
SigySIl oyslann oSl bailols gl JA] Lt (5900
o Bl Gy e Ghlw 4 bgpe slaod

44/Y/YA (i b o e

Epplae Wl 3 licmes oty L8l el Jlo
Macomas i5sl b 3 o > o Yl gond b bl
sl 0ad ol pulw 3 SheimslSeen JhpuS cage
P Lea Sl SYMST G (25)5 o SlsinglSsen
cilo e Loy Gl cese J) it g
Sl b JIg a5l b g 0l (glS gen (sl o
Solost 5 (o VB an3 0 il |y mslS sloo s aipel
D] s b ShgnslSeen elyl (pymls JSb ol
haey ¥osgis (Sle el glojle ()15 olalp
WVlo g din b clolen 0f Jeb Gl Cuxex
Olyd b (ShonslSoen 4 Mie sljgs Be v e G Y.
Se olgis 4 g8 olpl e VB Y] Nsd 0e Wgte 0
b & olnl )3 dedee Cpue whe bl S
ol BB (8 Ggebee ¥ 51 i) dnele 3131 o3 0 Lawgie
293le (o ¥B & Mo jlay Yoo v 0 b g s (g)lo
Voo UY 5 oYU o b Slglyd 0)l> dgg juiS 1o
Golite Calizee (slabiwl j3 HE Veees 2 Gl a8
by g oylads B b el cblnl p» cwl
BY o (29 nbo 3 g s 203 Vel gl ol los
Y] cwnl onis (il55 auoyd A
Sl b 9aS 5 b ShsinslSsen (Vb g5l ol
g 9l ol g g GbMe p (ilen S
2 Sl 8L 5 Glen lasely Gl 3,90 slacudle
U owdS coge bl clrodlgls 5 ollen SN cuas
S (o 3 e loog)S cpond Lg) 4 Slofug 4
98 Srlow (Slopd soged 9 5yl 9 JyS srasly
oslaer pilius g Sl 2)lse cnl 4 b [¥]
s ailolu (gilusloly JSyobo s g yuine cols ¢ JolS (glaosld

Journal of Health and Biomedical Informatics 2021; 7(4): 474-476 £ve


http://jhbmi.ir/article-1-499-en.html

[ Downloaded from jhbmi.ir on 2026-05-30 ]

ol R0 9 8395

S Lowgl god Cud (o dilobur (55 )5 4y Ly9 05

bt Ykl w6 cd glibie tn alole

o) bl ol 03905 SET ow¥b & Mg ey 4
s3baidl @b 5 iso gl Qb)) len sl 00 4B
o bbdoy sl (Sl g pasits by,
9 9P Spae g Gl g pasdi by iledise
o hlow 3l slaalaie Lin 03l oL S Sl pien
5 el Olies bl ol bl ool crioren .ol
welaBl 5 ShemglSsen canss Sl She Sl
Wl j5iS aaw )3 poee She ses cap 4209

S 35 o
ShsnglSoen 4 Mie ey (Aede Cundg 21T
et 9 ool ezt (sllid, Sguo Sl 4 A 5l
sl ol gloy 5 olow o 3l St (e @By
ol Sl kS b ity Saan sloodly b
e 3blie )3 5 (o9 Cilize slaog)S 5> (5)low goud
ShynslSoen g9 5l 38> Glajlel (zali 5 a8
ol dies opl )0 sl gyl cunluw glp g Ll
Iheia b Shsingsen cuf o abls S dnng
L 998 9 kel ol dex 5l (ol g (ladlaie
ohles Gilies clagills 5 EMSLe aely ololis jlise
M e ol £33 3)90 53 (golidh pSdon GBI (o Al oo
Siutelin 95yl 53 gl Sle Cumbye o olen
e salbols sbul (sblie g dalegss pis Kl 5.8
ol oad aBld bysdS 1 il > ShsnsSsen
Olys @ Nlgee 3hge aojon () I qusbie 51yl
dwgi Jb )3 slayplS lp ol 3Sdes L9l S
g 48,5 a5 3> lbdgasme wlie | e eolatwl s
pS 9y 2 el iS4 ey b
s e wlbole sbul oyl HE 0 Glks SbsiwglSsen
Sk gate & hlale (o ISleyw S ShgiglSsen
S irgh Jated 9 yigy Glass @l g bagylow (nl S5
2 glalols e Dbl b cuwl ol e sl lagye
G Cald Cap bl pB GlEe jelS cudle pli
g el OMde G5 )b 990> b g by ol

Oige 4 1) G Clidd pbdl 5 (Sbj sl Sles
Cope 3 Orzped Wileie pal Sl o Siansis
CobeS 9 o %03 Bl (Jyol Gty Ak
Sle S ol dee slan el &) sl
{3 05)5 salgt Bize @l yigg Copdo 9 (LS

JrS sl > Culige )5 0)lal &S Hoboilen
sal )l Sledbl 5 )l slasnl b siojls ¢ ShginglSgen
Si9re ok So SlsmglSoen b ladble cul
P e g S (Salen il glacudle
5 Vg5 Oliee «stod gy 3 )l jslaie 4y g At salsd
clunld 5 e 5 boluliol (dlal gmeeS
Cublye Rl W9 oo 485 ) 4 (b slacdlye
sl ol cas cledbl ool jl Al o blagg
@ Gl g Ol dacudle hyely 9 xSy (Ol
oo Vo] WS eolaiw] cedw s obj)l g leyd
s ohlen )88y » o)llas Slgi oo bailelo cpl (5,54
2 M e Sl plo b gl slag)b o
ol Car omed 4 adSy deme 1) loy Jeb
baailebs cpl (65,54 5 obul 4 cund e laygas
Souy yobiio A &S Cuwl Amd puis g Llodges pladl
B edlatal ay5e hlen (e 5 lop slaanl
[0] 6,5

s ol N e eV el able
S Cusl SlgiuglSgan dej )> b cloailels 1y 5 car08
o Copde 5 Gl dge Saa b5 VY Jlo
sodls YoV Jlo b .05 sbul (g)lew S sladoly
o & ol pl ) (SlginslSgen 4 Mie jla #VF ¥
Gl o) o YF ol g0 b LIS by ud
S8y sy el ol ] Ao 4 Canl 03l it
sdely «silow g9 9 590 Olie ik Ol (bR
5 ol @ lan Copin Glie Sy Jlo silon
9 Fi ol e g JS sbaly mbo
oo VB o cd (6,5 e sl 038 oal )b (g5 A8l
e laasly Bl Cur (a2 JB Gliee 4 )9
2 loog)S (2T Jldl cel g 039 $9e silon 55
Solow 2> dlpe g g RalS g Hlad oy
BV gladlo (b daa )50 ¥ S aSg o 03,5
IN] ol 0 o138 598 el 3 Y15

€Yo Journal of Health and Biomedical Informatics 2021; 7(4): 474-476


http://jhbmi.ir/article-1-499-en.html

[ Downloaded from jhbmi.ir on 2026-05-30 ]

S5 S j 9 Ceodhw Sl gl dloro

b (b clldl jl Bly gl Sl e ShsingSsen

&8lo 4o,
Sl coles ok g o Guiod Jolbs dlie oyl
Al oo

g el S slaabie g lew B goladl
Wbl (pl 8,80 o el 1) codlw pllas 5 Jloyd
oo |y yelS gaw 3 Sl g bl o plpb
S o ol Sl g 3 1) o) duglie Sl 5 035e5
o wble S we il g AL @ en

PV A8 (S o) g oot Sl y gl almn Ol jlew a0 Sl n 1)) g L 520 o sen o o bl (6,88 4 g i s lend T ge etk 65551l o

Ralcid

Ol e bl el Sty pske oK1 ¢ Sy oSl (Do DM (55T 55 05 8 Glslial (Do DM Ly e smnaded (6,55 )
Ol el (Jds S ool oSty ewde SleMbl (6557 o5 03,8 Sbsliel (Do SleMbl oy e muzd ¢S 5.Y

Email: es.mehraeen@gmail.com

References

1. Inusa BPD, Colombatti R. European migration
crises: The role of national hemoglobinopathy
registries in improving patient access to care. Pediatr
Blood Cancer 2017;64(7). doi: 10.1002/pbc.26515

2. Baronciani D, Angelucci E, Potschger U, Gaziev J,
Yesilipek A, Zecca M, et al. Hemopoietic stem cell
transplantation in thalassemia: a report from the
european society for blood and bone Marrow
Transplantation Hemoglobinopathy registry 2000-
2010. Bone Marrow Transplant 2016;51(4):536-41.
doi: 10.1038/bmt.2015.293

3. Keykha R, Masoudi G, Ramazani A, Shahraki M,
Naderi M. The survey of the knowledge and practice of
thalassemia couples based on Health Belief Model in
Sistan area. Scientific Sci J Iran Blood Transfus Organ
2016; 12(4): 369-77. [In Persian]

4. Rezaeian S. Poor quality of life as a predictor of
survival among thalassemia patients in Iran. Epidemiol
Health 2017;39:62017013. doi: 10.4178/epih.e2017013
5. Noori T, Ghazisaeedi M, Miri Alibad G, Mehdipour
Y, Conte R, Mehraeen E, et al. International
comparison of thalassemia registries: challenges and
opportunities. Acta Inform Med 2019;27(1):58-63.
doi: 10.5455/aim.2019.27.58-63

6. Cela E, Bellon JM, de la Cruz M, Belendez C,
Berrueco R, Ruiz A, et al. National registry of
hemoglobinopathies in Spain (REPHem). Pediatr
Blood Cancer 2017;64(7). doi: 10.1002/pbc.26322

7. Paulukonis ST, Harris WT, Coates TD, Neumayr L,
Treadwell M, Vichinsky E, et al. Population based
surveillance in sickle cell disease: methods, findings
and implications from the California registry and

- , R
T e Jos ol 1] ghine 0N 99

e SN (555 b 05 £ bl S pole 0a8Cuils (bl tasl
AAANAYFANY 1 led o lodie

surveillance system in hemoglobinopathies project
(RuSH). Pediatr Blood Cancer 2014;61(12):2271-6.
doi: 10.1002/pbc.25208

8. Thuret I, Pondarre C, Loundou A, Steschenko D,
Girot R, Bachir D, et al. Complications and treatment
of patients with beta-thalassemia in France: results of
the National Registry. Haematologica 2010;95(5):724-
9. doi: 10.3324/haematol.2009.018051

9. Voskaridou E, Kattamis A, Fragodimitri C, Kourakli
A, Chalkia P, Diamantidis M, et al. National registry of
hemoglobinopathies in Greece: updated demographics,
current trends in affected births, and causes of
mortality. Ann Hematol 2019;98(1):55-66.
doi: 10.1007/s00277-018-3493-4

10. Aydinok Y, Oymak Y, Atabay B, Aydogan G,
Yesilipek A, Unal S, et al. A national registry of
thalassemia in Turkey; demographic and disease
characteristics of patients, achievements and challenges
in prevention. Turk J Haematol 2018;35(1):12-8.
doi: 10.4274/tjh.2017.0039

11. Tan GP, Law HY, Ng ISL. Review of the National
Thalassaemia Registry (Singapore) For a Period of 24
Years (Year 1992 To 2016). 9th KKH Scientific
Meeting 2017; Collaboration and Innovation: Bench,
Bedside and beyond, in conjunction with 3rd ASEAN
Seminar on Multi-disciplinary Care for Children with
Mobility Impairment; 2017 Jul 6 - 8; Singapore:
SingHealth; 2017. p. 43.

12. Conte R, Ruggieri L, Gambino A, Bartoloni F,
Baiardi P, Bonifazi D, et al. The Italian multiregional
thalassemia registry: Centers characteristics, services,
and patients' population. Hematology 2016; 21(7):415-
24. doi: 10.1080/10245332.2015.1101971

Journal of Health and Biomedical Informatics 2021; 7(4): 474-476 w1


https://doi.org/10.1002/pbc.26515
https://doi.org/10.1038/bmt.2015.293
https://dx.doi.org/10.4178%2Fepih.e2017013
https://doi.org/10.5455/aim.2019.27.58-63
https://doi.org/10.1002/pbc.26322
https://doi.org/10.1002/pbc.25208
https://doi.org/10.3324/haematol.2009.018051
https://doi.org/10.1007/s00277-018-3493-4
https://doi.org/10.4274/tjh.2017.0039
https://doi.org/10.1080/10245332.2015.1101971
http://jhbmi.ir/article-1-499-en.html
http://www.tcpdf.org

