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RANG JOOT DEER NYILAAL MANA NYAAN NA LWAAR@ KI G@ TIERE
AGINA NG@?

nyilaal mo nyddn mo lware kige. Ena rang reme mar nyilaal nee joot man ndk mo da gin mo gwdyye
déére wala bungge. Ba lgny ki man rangi ge ki wangi keere man ndk mo nyilaal mari da gin mo gwdyye
déére. Manynyage nee rem nyilaal mari rang kiper nee giia no gwdyyg déére joot.

Afeeng nga ni joot déére rang? Beegi obwére béét mo lwaare ki geni Nebracka no remg margi
rang.

Nyilaal mara joot déél mare neeni nidii? Nyi remg mo thiinh di
lwerg yi opuny tier nyilaal. Keere remege di jddngd kar rang mar
obwore mo lwaarg kigi nee rang kiper gii mo gwadyye déér nyilaal )
man caano kipere kany yi wéélé man en.

Rang joot déel mar nyilaal pere lethe kipernge?
Ciik k6o, ni nyiiubwore do range kiper nee time ni lony ki man mdn gin mo dweoga ngethgi wala acaare
mogi piny wala teeng jammi megk mo rddnys ki nyilaal nee ba tdagi. Jammi mo leny ki man gwdcgi déél
mo wdri ni rangngi ii, beegi jammi mo lany ki keny gt jaath. Ciin gt jaath bang keny mar Akiim, leng ki
man keny taw wic wala deen acaara piny, ki tdwe ma teengi teengi kéél thee. (Da doon ngeth piny
wala acaara, ki tawe ma teengi teengi ké€l thoo mo ba lony ki man joodi ki yi ling rang man.)

Nyilaal mara j66t déére orangi yi wdne?
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Obwére mo lwaarg paac ki geni: Obwdre mo lwaare paac ki geni, poot manynya gi thuwe nee joot
deel margi rang kiper tdwe meege. Jeea nywel nyilaal wala ngata kith dhaahne kar lwaar na goor
nyeng-ge piny, leny ki man cddne ki dekter ni thoorgi luum rang joot déér nyilaal. Gina joot ki keor
rang, manynyage nee lwer ki yith caae ma 24 wala 48 keer lwaar. Kiper ni ndk da gin mo manynya
keny mar akiim, nee laar keny ki kany mo yie cddn. Kéél ni ndk nyilaal ong béédos ki jwek aciel wok

oleny ni riek, poot manynya keny mar akiim kiper jammi meek mo leny ki man gwdcgi déére.



JAMMI MO W@ GWAYYI DEEL W@ RANGNGI NEBRASKA COOTH AGIIA
NGIINI?

Bung Baadiman mana cwel ni b déél (Biotinidase Deficiency)
(BYE-0-TIN-I-days) beeye tdw wala gin mo gwdyye déét
obwore mo 66y ka ri bung enjaim mana cwel ni (biotinidase)
déér nyilaal. Gin, leny ki man duunne déér nyilaal ki gin ma gir
bung accara wala peel, ki bung pith mo nyilaal laara 66 maal
man tdgi ni ndk mo nyilaal olaar kdl bang keny mar akiim omooy
ki baadiman (biotin) kanyo poode ni nir kwew moe badt piny
poot na jwek aciel.

Tdw taaa mo dhaanhe nywdli kage (Congenital Adrenal Hyperplasia)

(Congenital A-DREE-nal Hyper-PLAY-zia) tdw mo tiiya faaa ho wéeno beeye tdw mo kdla ri bung gin
we cwel na enjaim déél. Ni ndk mo enjaim otimd ni bunge, taaa timaé ni tiiya nyi "eermen” mo thiinh
ofiic jammi mgeega ni thooth. Obwore meek mo déétgi ogwdyye ki keer tdw man, leny ki man rwddny
jwiicgi ni cwooba déétgi jaak. Taw man leny ki man kenyi ni ndk moo laar ngook ki cip eermeen ji
nyilaal.

Tdw goorre mo dhaanhe nywdli kage (Congenital Primary Hypothyroidism)
(HIGH-po-THIGH-roid-ism) Tdw goorre mo we en cwaak beeye tdw mo kdla ri bung ggrmegen mo
remg kiper déél mo kdla ri goorre mo we en cwaak. Gin mo taw manege laar ka ngdc kige, beeye deen
acaara piny ki pith mo paththa kare. Ni ndk mo nyilaal olaar Kith bang keny mar akiim kiper tdw man,
olaari mooc ka jer ge ni juu moa beede wek poot nek, tdw manege aay.

Argppa beeye tdw mo madna jwiiy (Cystic Fibrosis)

(SIS-tic FY-bro-sis) Areppa beeye taw mo jwiiy di tiio ni teek. Ni beeye taw mo lgny ki man time ni
kdla ri jeea ny66do. Areppa leny ki man mak dhaanhe ki jiitthe ma teengi teengi. Taw manege tdgi na
cam, ba dhaanhg piith ka pith mo paththa kare. Wddth wek bang laac moa deengnge desye mo pal
dec ni beeye laac mo riek mo déére da kddr. Ba ni ndk mo laar Kith bang keny mar akiim, jiy mo ndk
mo déétgi ba deengngi, leny ki man deeng déétgi ni piithgi. Ba ni ndk mo deer nyilaal olaar rang
ojoodi timd ni beegi jiy mo nook keergi no kith gt-jaath. Ni ndk mo déér nyilaal di rangnge cooth,
leny ki man mdn taw man nee ba tdge; ni 6 tdw kawi ni time ni thiinh.

Tdw mo kdla ri bung lee mar sukdr déél (Galactosemia)
(6uh-LAK-toe-SEE-me-ah) Taw mo kdla ri bung leg mar sukdr déél
beeye taw mo kdla ri bung lee mar cukdr mana en déél ni we cwel ni
"galactose”. Cukdr manege, di joods ri caaa thunhd mo we dhweth
nyilaalli k66 menni. Ni ndk mo cukdr manege otimé ni pdl yi déél,
leny ki man raany wang, ki cwiny, ki ngeth kéél Ki kwor megk lgny
ki man time ni jwiiy di rwddny6. Ba ni ndk mo ree ee laar nyooth,
leny ki man joy ki cip cam mo beer mo ena kur keere ji nyilaal.




Tdw remg mana ndk mo ree da jam kwew (Hemoglobinopathies)
(He-ma-glow-bin-OP-ah-thees) Taw reme mana ndk mo ree da jam kwew beeye téw mo kdla ri reme
mana ndk mo ree da jam kwew. Tdw manege 66y ka ri gwdc jammi moa kwew (cells) ni we en yi remg
mana kwaar gi ki man cwel na “anemia” we kadl thinh remeg déél. Nyilaal mo déére da taw mar bung
remg mana ndk mo ree da jam kwew, leny ki man jite ki "anemia”, ki rddm mo yi bddr, ki gin mo
ngeera ge ki jammi mo leth mo pii déére mo leny ki man rwddnygi jwiic dhaanhe. Ni ndk mo dhaanhg
laara ci bang keny mar akiim omooy ki jer fuwongi (antibiotics), ocwebi ki jath,
no dwdte ki pwéc mar joga ny6sds, leny ki man keny tdw manege. Ni ndk mo

ngwiili ni negk.

Tdw mo kdla ri bung gin we loc maaw (rddmma) yi deél

(Medium Chain Acyl Co-A Dehydrogenase Deficiency (MCAD)

(Medium Chain A-seal Co-A Dee-HIGH-dra-gen-AZE Deficiency - MCAD) Taw
bung lec maaw beeye téw mo kdla ri bung lee mar maaw yi déél, mo 66y ka kanyo

ne, jeea nyoodd manyage nee nyilaal fiicgi nee ba bééde ki kany mo yie bddr ni kdr cdmo. Ni béétgi ni
kany Kithgi nyilaal bang keny mar akiim yie ngdcgi, kiper nee tdw mangge mangge mani ki man tdge.
Cam mo beer mo pere leth mo en kur kere leny ki man cibi ji nyilaal ni mdna gin mo raac nee ba tdge.
Jammi megegk mo lgny ki man rangi ki keer gwdyye mar gin we lec maaw beegi,

e Carnitine Uptake Defect

e Long Chain Hydroxyacyl-CoA Dehydrogenase Deficiency (LCHAD)

e Trifunctional Protein Deficiency (TFP)

e Very Long-Chain Acyl-CoA Dehydrogenase Deficiency (VLCAD)

Taw mo mdna déél ki man keny déére ki Amino acid gin mo pere leth kiper déél Phenylketonuria
(PKV)

(FEE-nil-KEE-tone-u-ree-ah) Taw mo mdna déél ki man keny déére ki Amino acid gin mo pere leth
kiper déél beeye tdw man we 66y ki keer man we 66 nyilaal mo déére da tawge odhdththe ki man
guur gin we cwel ni “phenylalanine” gin mo kara keenhnhg mo pere leth kiper déel. Phe gin ni caal
keenhnhg en ni cwel na amino acid en, joota yi cam mo déére da pretin teeng ka caak, ringd, teng-
gweng ki maar dhieng mana ndk mo tal. Ni ndk mo keenhnhg otimo ni pdl yi déél, leny ki man raany
ki degn acaara piny wala pegel. Ba ni ndk taw manege laar ka joot ni piny poodi otdg nyilaal ki caam ki
cam, leny ki man man degen ngeth nyilaalli piny kéét. Jammi magk
mo leny ki man rangi ki keer gwdyye mar Amino acid beegi,

e Argininosuccinic Acidemia (ASA Lyase deficiency),

e Citrullinemia,

e Homocystinuria,

e Maple Syrup Urine Disease (MSUD),

e Tyrosinemia




Bung Tiic mar Organic Acid

Jammi mo caala moi ng lgny ki man dee gii ma teengi mo duugi duus déét obwore mo lwaarg ki geni ki
tiic déél ni kwew (metabolic criss), ki ri wenyg, ki ladr, ki jap déél meega. Nyilaal mo deére da teeng
jappege leny ki man laar timo ni tuu ni time ni di ngeerg, ni rwadnyo ki déére, ni thege ni ndk mo eni
kdr Kith bang keny mar Akiim. Jammi magk mo leny ki man rangi ki keer gwdyys mar organic acid
beegi,

e Beta Ketothiolase Deficiency

e Glutaric Acidemia type I (GA-I)

e Isovaleric Acidemia (IVA)

e Methylmalonic Acidemia (mutase)

e Methylmalonic Acidemia (Cbl. A, B & C)
e Multiple Carboxylase Deficiency /
e Propionic Acidemia (PA) \

e 3-Methylcrotonyl-CoA Carboxylase Deficiency e

e 3-Hydroxy-3 Methylglutaric Aciduria (HMG)

Ginu joot ki keer rang Ojooda ge kaaa?
Dekter mar nyilaal mari leny ki man lwer gina joot ki keer rang bang je @t-jaath. Ki kwore mo thooth
beeye kanyo 66 nyilaalli mari mana lwaare kige ni déére j66t no rang déére.

Agine ni tdgi ni ndk mo kanyo rang j66t déél mar nyilaal da gin mo gwdyye
mo joode déére?

Ni ndk mo da “gin mo joode" ki keer mo rang joot déél mar nyilaal, nyoothage ni
kany ii. Ki kwor megk gir piny mo Gwdyye leny ki man joodi déér nyilaal mo bung
gir piny déére. Gin mo gwdyd ba leny ki man puti joot ki yi rang aciel keere.
Manynyage nee nyilaal cdng rangnge nee joot deec man ndk mo da gin mo gwdyye
deere.

Ni ndk mo yiin6 peéénynys kiper nee nyilaal mari cdng rangnge, manynyge nee yi
laari 6 maal ocii kuna cdngi gg rangnge na nguunne joot. Ni ndk mo leny, manynyage nee nyilaal put
tdk ki man jite ki keny mar AKiim kiper jammi megk mo rddnys ki ngeth nyilaal nee jitgi ki j66 man
laargi mana ki geeni.

Akiperngo wo péény dhaanhg kiper nee nyilaal mare “cdk nweeye ki rang?”

Ki kwor meek da gin mo beth ri rang. Keere ngata rdngé leny ki man fime ni bunge gin ma kere mo

joode joode. Ni ndk mo gin ma enege ne otdgd, nyilaal cdk ka nweyye ki rang. Jammi mo jeea nywel

nyilaal gi di péénynyé kipergi nee nyilaal cak nweyye ki rang beegi ii :

1. Ni ndk gina manynyi nee rang olaar kdl ni nyilaal poot kdr ruu wek ki caae ma 24.

2. Ni ndk mo remg man rang lwer ni nyilaal déére ong Kiththe ki reme mger mo pa mare wala beeye
ki kegr kanya Kith remg déere engng

3. Ni ndk mo gina manynyi nee rang mana beer na ndk ma kare kdr lwere teeng ka lwer remg mo ng
tale.



REM@ MAR NYILAAL MANO KAL KIPER NEE RANG DI 6W2Q@

Remg mar nyilaal mano lwer manynyage nee ngdaththi man ndk mo di gwee. Ni lwer kaper gina lweri
kipere keere. Ni lwer kaper nee gina manynyi joot nee nyilaal jite ki keny ki keere. Enng, kany we
rang remg yie, leny ki man kan reme kiper nine mo jito ki 90. Ba no time na keere nine ma 90, jo kar
rang remg remg raanygi raanynyg ni nine ma 30 pa kaale. Yi j66 mano raanynyi kige beeye jo66 mo
bung gin mo leny ki man cdgi joote déére kéét. Man beeye j66 mo pere leth ki man gwek wi kunhnhg
dhaanhnhg kige.

mana en ri A tdk luup 46 ri ciiga akwowa mana ndk kwadnne 45 na kdl wek ri dwdd abingween yi cwiir
mana nak 2001.

Cdng remg mar nyilaal mari mana ndk mo ree ee maag no tal rangnge

Ka teeng mano kwaani go yi beege mano 66y, Nyilaal mari man ndk mo eni winy6 di neeng. Dektor
maru Obwore mana no “ongdddhd” ki luum meng, leny ki man kode ni yi rang man we tiic ni rangnga yi
dhi ete mana kdl jiyi yie tiic. Da yi rang mer mo per leth mo tii ni rangnga reme mana no tal mar
nyilaal mana lwaareg kige ni pa reme mo lwera cddn kéet. Kiper mangge ne, ni ndk mo nyilaal ojoode ni
yiththe ba winys beeye gin mo pere leth ki man cdng winynyo mare nweyye ki rang ki yi rang man we
tiic ni remma yi ling winynyo ni cwel ni audiological diagnostic ki kany mo yie cddn. Ni ndk mo nyilaal
mari iththe ba winyd, leny ki man péénynyi dekter mar nyilaal mari nee remg mana no tal cdang dwuo
nee cdng rangnge kanyo poode ni poot kdr ranynye.
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Luubo Mo Pere Leth:

Rang joot déér nyilaal ba rang kiper nee dee tdw mo di joode deec, ba beeye kiper nee nyilaal mana
lware kige nee déére “rang” mana ndk mo da gin mo gwdyye déére nee laar joot: nee Kith kar rang

Jjaak ni da gin mo di ngieg déére. Ba beegi obwore moa ndk mo margi ong pii kany mo raac, ni leny ki
man ngec margi. Kiper manege ng, manynyage nee ngdc thuweg, ni ki kwor meek lgny ki man time “kere
da gin mo joodg, ba gineca patha adiéri” wala leny ki man time ni “kere bung gin mo joode déér
nyilaal mana lware kige, ni da gir piny jaak thuwg".
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RANG NYILAAL MAN NAK MO ITHE WINYO

Ut jenni béet leny ki man rang-gi ith nyilaal man ndk mo
nyilaal winyd kanyo lwaare kige wala leny ki man Kithgi
nyilaal kany mer kiper nee winynyo mare rang keer lwaar.

Man tim nyilaalli ni ba winy6é kany we lwaare kige beeye
gin mo tdgo cooth. Ni ndk mo bung winynyé mar nyilaal kar
laar joot, leny ki man fim kwddnyd mare ki dhek, ki 6ony
maal mar nyilaal, ki kwany goor in time ni teek. Ni ndk mo
bung winynyé mar nyilaal olaar joot olaari ngook ki Kiththe
gt-jaath bang keny mar akiim ni dwdde abiciel (6) poot kdr
pdng, leny ki man keny nyilaal nee laara kwdnynyé ki cddné ki dhek kéél ki luum goor thuwe.

Rang winynyo mar nyilaal beeye gin mo jé6t mo bung gin mo kdle mo
raac; mo laar ka tiic ki kany mo yie cddn jaak. Da jiithe aries mo neeni ki
goeni. Ni mana dikweng, beeye ki man rang ngeth man ndk mo ngeth
duunng ki dwgl (auditory brainstem response (ABR)). Rietgi beeye ki man
rang thwec ith man ndk mo da dwgl mo thiinh mo dwue dwué (otoacoustic
emissions (OAE)). Maoge leny ki man rangi ni nyilaal obutte wala eno
nyiKiil ni ba jaalli. Dwel mano duuy ki ith ni duuy ki ri gin we winynyé kige
mo thiinh, dwel maneca di kwaan computeri ni pddngge kiper nee diet
diet mare joot. Ena gin mo pere leth ki man ngddy man ndk mo obwére gi
béét mo lwaare ki geni ba lgny ki man joodi man ndk mo gi winyd ki keer
rang man. Manynyage nee yi fing winynyd margi bdre cdk rangnge deec nee ngdc na adiéri man ndk ma
amane rigi ni ba winyé nee joot. Beeye gin mo pere leth thuwg, ni ndk mo yiini ki dekter mar nyilaal
mari bung winynye mar nyilaal cdangu ka rangnge ki man ndk mo “di nyoodhe" ni nyilaal winynys wala ba
winynyao.

déére dage mo bééds na miing, mo nywele no dwat wala déére da teeng tdwe megk. Rang winynyo
mar nyilaal mana lwaarg kige, bung gin nyoothe ni bung gin mer mo cdga tdgé yi nyim. Leny ki man dee
gin mo tdgd teeng ka bung winynye mo tdgi ka keer tdwe ma teengi teengi.

Ni ndk mo nyilaal mari odéé€do kere ba winys wala ojoode ni ba winyd, leny ki man 6 programi mar
Atut Nebracka man we gwek joot deel ni we cwel ni "Early Development Network” ni keny yiini ki
man cddne ki gt goor mar Atut nee kunynye ki jo6 man gwek nyilaal kige kéél jammi meek mo kunynyd
kiper winynye mare.



Ni Ndk Mo Yi Manynya Jammi Meok Mo Thooth Nee Ngdyi Kiper RANG
BUNG WINYNYE:

Neen thdng wéélé man ni kdd, “ni nyilaal mari winyg?"“ni beeye man ni en yi wéél nyilaal mana
Ilwagrge kige en. Ni ndk mo thdng wéelé man bungge mo pii bangi, leny ki man godyi ko ogut man piny
kany en ji EHDI:

Nee da piéec kiper luum rang winynyd ki gin tiic kipere ki keer peregram mar Nebracka (NE-EHDI,

471-6733.

Nee da piéc kiper luum keny mo yie cddn kiper joot déel mar jo Nebracka (Nebraska's Early
Intervention Program), leny ki man péénynyi "“Nebraska CHILDFIND" ki ogut man: 1-888-806-6287.
Wala rang yi "www.nde.state.ne.us/ECH/EARLY/echp.htm.

Luup megk mo leny ki man kunygi kiper rang rang reme (Blood-spot) mar

nyilaal mana nyddn no lweare kige

Nee da pééc kiper rang nyilaal mano lwaare kigg, leny ki man péény program mar Atut Nebraka ki
Ogut man (402) 471-6733 or (402) 471-0374 wala e-mail newborn.screening@dhhs.ne.gov. kéél
web site man thuwe: www.dhhs.ne.gov/nsp/

Ni ndk mo yi manynya man ngééy ki wéela:

lony ki man pééy ki Ogut man (402) 471-9731 wala yi jadnga fax ji "NNSP”: fax 402-471-
1863 wala jadgi ki e-mail man newborn.screening@dhhs.ne.gov. kiper wéélé man ni cwel ni
“nyilaal mari winyd? Wala nyilaal mari manynyage nee winynyé mare cdng rangnge” Weéelo
manoge dage ki dhegi meega thuwe.

Nee yi manynyage nee VIDEO mar rang joot déer nyilaal rangi, leny ki man ci

video jooti.

WEEI6 man ni na man keny jeea ny66ds kiper luum rang joot deel mar nyilaal en jeea tiicge kiper nee

joot mar nyiobwére mo lwarg ki geni ki keor peregram mar kunh u dhaanhe mar Nebracka (Title V,
Maternal and Child Health Block Grant support to the Nebraska Newborn Screening & Genetics
Program).
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Jo kar luum ngwiili ki kany keny u dhaanhg yie na en Nebracka (Nebraska Health and Human Services System) déétgi
egi cibo ki man tiicgi gin ma adiiri kiper nee jiy béét jitgi ki gum déél mar jito ki tiic ni jgw réémi ni bung ajeeny mo di
tiio déeét jiy.



