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Chaap Thuain cou Hiedu Bieat ied Tham Gia Nghiean Céuu
Kho Lou Tr66 Maau Nghiean Couu cho Cady Gheup Ted Bago Taio Mauu, cauc Tro Liedu Tea Bago
Khauc vag Chaan Thoong Tudy Noic

Maau Chaap Thuadn Tham Gia Nghiedan C6uu cho Ngoogi Loun
vag Madu Cho Pheup culia Cha Mei/Ng66@i Giaum Hoé Héip Phaup
Ngoogi Hiedn Taéng Ngoaii Lai

T6d ng66 “quyu vo” dugng trong suodt madu nagdy lag nouii vea quyl vo hoaéc con quyt vo.
1. Toang Quaut vea Cuoac Nghiedan Couu

Chuung toai fiea nghd quyul vo cho phelp fied thadu thadp vag I6u tr66 calc madu mauu cuda
guyu vo cho nghiean céuu trong t66ng lai. Mauu culia quyu vo cou thoang tin vea gen goii lag
DNA. Chulng todi muoan nghiedan couu malu vag DNA cua quyu vo fied tim hiedu xem fiieau
gi lagm cho viedc cady ghelp malu hoaéc tuly (blood or marrow transplants, hay BMT), caay
gheup malu cuoan rodn hoaéc cauc tro liedu ted bago khaulc, hoait fioang toat.

Chuung toai yeau caau quyu vo tham gia vi quyu vo no0ic saép xedp lagm ngoogi hiedn taéng
tully x606ng, huyedt bago godc, hoaéc tro liedu ted bago.

Nhoong ngddgi nghiean colu cou thea dugng calic maau thoéd culia quyu vo fied tim hiedu
theam vea:

e Nieau gi alinh h66(ing fiedn kedt qual culia cady gheup vag tro liedu ted bago

e Caulch phaan chia loaii moa trong con ngoogi

e Lagm thed nago ifed phug hdip nhddng ngddwi hiedan taéng vag bedanh nhaan cho BMT

Nhdong ngddgi nghiean colu cudng col thea dugng cauc madu thol culia quyu vo theo cauch
aan danh fiea tim hiedu theam nhodng fiieau khalc nho:
e Calc chae dadu liedn quan fiean cauc bednh khalc, nho beadnh tiedu N6o6@ng

2. Nieau Gi Cou Thed Xaly Ra

Nedu quyu vo fioang yu cho madu mauu thi sed cou fiieau sau fiady:
e Baulc so6 sed thu thadp moadt madu mauu nhod culia quyu vo (todi Aa 2 muoang canh)
troduc khi hoaéc ngay sau khi quyu vo hiean taéng.
e Madu malu vag DNA culia quyu vo sed fd0ic lou tr6d. Hoi tedn culia quyl vo sed
khoang fd0ic ghi tredn hodp choua.
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e Chuung toai sed l6u gi6d cauc madu thod taii Kho Lou Tr6o Maau Nghiean Céuu cho
nghiean couu trong t66ng lai. Kho I6u tro6 — nhé moat nhag kho — lag n6i balio ved, I16u
trod vag goli fi calic maau thoh cho calic cuodc nghiedn céuu khalio saut. Calic cuoédc
nghiean couu khalio saut phali iddic modt nhoum khoa hoic gia phea duyeat. Maau
thod cuda quyl vo cou thed fiddic 6u trod vag dugng trong nhieau thaling, naém hoaéc
thaap kya.

Tea bago malu culia quyu vo col thea phaut triean trong phogng thi nghiedm cho calic cuoac

nghiean colu khalio saut fi66ic phed duyedt. Calc madu thod nghiedn céuu sed nooic 6u troo

taii Kho Lou Tréd cho ifiedn khi dugng heat chuuing. Trong t66ng lai, chuling toai col thea yeau

caau quyu vo cho moat madau mauu khauc. Vago lulic nagy, nedu muodn, quyu vo cou thea cho
modt maadu thol khauc.

Thou nghiedam DNA cou thea bao goam “gia(i trinh t6i toagn boa hea gen”. Moadi ted bago
trong c6 thea culia quyu vo col chéua mad di truyean cho DNA culia quyu vo. Giadi trinh toi
toagn boa hed gen xem xeUt toagn boa boa gen, hoaéc mad di truyean. Taat call moii ngd6gi
fieau col khoaling 99.6% boad gen gioang nhau. Tuy nhiedan, moai ngd6gi fieau khauc nhau, vag
gitda badt cou hai ngd6gi nago, fieau cou khoailing 24 triedu ndi mag “cauch ghi” mad lag
khauc nhau. Liean keat calic khauc bieat vea calich ghi nagy (biean thea gen) voui catuic khauc
biedt trong BMT hoaéc keat qual tro liedu ted bago cou thea giulp chulng todi hiedu rod
cauch cauc biean thea nagy liedn quan fiedn beanh traing vag fiieau tro thagnh coang.

3. Quyu Vo Cou Quyean Rogi hoaéc Khoang Tham Gia Kho Lou Troo

Neau floang yu tham gia trong Kho Lou Tr66, quyu vo col thea fiodi yu vago baat cou luuc
nago. Nedu quyu vo fiodi yu, xin gbdi iedn tho (email) hoaéc vieat tho fedn

. Xem trang 4 ied bieat thoang tin liean laic.

Nedu quyu vo thay fiodi yu kiean, chuung toai sed hully bol baat cou calic maau thol nago
choa dugng.

Nedu quyu vo khodang muoan tham gia Kho Lou Troo thi viedc chaém solc cho quyu vo sed
khoang thay foai. Quyeat fidonh nagy sed khoang alinh h660ng fiedn moai quan hea gidda quyu
vO vag bauc sé culia quyu vo, trung taam fieau tro hay CIBMTR.
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4. Ruii Ro vag Loii ich

Quyu vo sed khoang nhaan fi66ic 16ii ich gi khi cho calic madu thél vago Kho Lou Tré6. Cuoac
nghiedn colu nagy col thea giuup calc bedanh nhadn trong toong lai caan caay gheup hoaéc tro
liedu ted bago.

Viedc ruut mauu nagy khoang cou rudi ro 16un nago. Quyu vo cou thed bo fiau chuut it khi ruut
mauu vag cou thed bo baam. Trong cauc tr66@gng hoip hiedm cou, cou ngo6@i bo choaling
vaung hoaéc ngaat. Chae cou nh6ong ngdogi n6dic huaan luyedn moui fiddic lady mauu cula
quyu vo.

Vi DNA culia quyu vo lag chae daau fiaéc biedt cho quyu vo, nean cou rudi ro nhol lag moat
ngdogi khauc cou thed dugng catc madu thod culia quyl vo fied tim ra quyu vo. Nhdédng ngddgi
nghiean couu truy cadp thoang tin cuGa quyu vo sed coa gaéng hedt minh nhaem badlo vea
guyean riedng to vag gioo kin thoang tin culia quyl vo. Chuung todi sed khodng cung caap
thoang tin coll thed nhaan ra quyl vo cho nh6dng ngdo@i nghieadn couu, xuaat balin thoang tin
nagy hoaéc trinh bagy taii cauc buoadi hoip khoa hoic.

5. Quyean Riedng T6, Taunh Chaat Kin Nalio vag S6G Duing Thoang Tin

Gioo kin fialio thoang tin culia quyu vo lag fiieau quan troing fiodi voui chuling toai. Chulng toai
sed cod gaéng balio ved chulng.

Madu mauu vag DNA culia quyu vo sed nodic I6u tr6d baeng modt mad vaich. Nhaan viean Kho
L6u Troo vag nhodng ngd6@i nghiedn couu trong toong lai khoang cou keat noai nean mad
nagy. Tuy nhiean, keat noai ol vaan toan taii. Keat nodi fid6ic l6u taii

Ne& mod rodng coang tauc nghiedn cduu, nhédng ngddgi nghiedn céliu caan chia sel thoang
tin. Hoi thoic hiedn Aieau nagy baeng cauch fida thoang tin vago moat hay nhieau c6 s6a d6d
liedu nghiedn couu, cauc dod liedu nagy noo6ic I6u trod cugng voui thoang tin tog calic cuoac
nghiean colu khauc. Sau fiou, nh6dng ngdd@i nghiedn coéuu cou thed nghiedn coliu calic thoang
tin kedt hoip fea tim hiedu theam vea séuc khole vag bednh taat.

Neau quyu vo foang yu tham gia cuodc nghiean couu, moat soa thoang tin vea di truyean vag
souc khode culia quyu vo cou thed fidoic I6u trod trong c6 s60 dod liedu nghiean cdlu, nhé Co
S60 DOO Liedu theo Loaii Gen (Genotype) vag theo Loaii Hinh (Phenotype) nddic Viedan Souc
Kho(ie Quoac Gia (National Institutes of Health, hay NIH) [6u gi66. Nhoéong ngd6gi nghiean couu
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trong cuoac nghiean céuu fi6oic phea duyeat cou thea fioic vag s6U duing thoang tin culia quyu
vO. Hoi tean vag thoang tin nago khalc cou thea nhaan ra quyu vo sed khoang bao giog nodic
fied vago cO s60 doo liedu. Trung Taam Nghiean Couu GheUp Maulu vag Tully Quodc Tea
(Center for International Blood and Marrow Transplant Research, hay CIBMTR) hain chea vieac
s60 duing doo liedu cho calic cuodc nghiedn coéuu vea BMT vag tro liedu tea bago.

Cuoic nghieadn couu nagy fA6dic Chéung Nhain Giod Kin Nauo tég Bod Tagi Nguyean vag Doch
Vui Séuc Kho(e (Health Resources and Services Administration, hay HRSA). Nh6dng ngdogi
nghiean colu cou thea balo ved thoang tin culla quyu vo nedu cou moat vui kiedn. Tuy nhiean,
moadt sod thoang tin y tea culia quyu vo col thed fid6ic chia sell nedu luaat phaup fiogi hodi.
Nedau fiieau nagy xady ra, nhoong ngd6gi nghiedn colu sed coa gaéng fead balio fialm raéng
baat cou thoang tin nago f60ic tieat lod ra bedn ngoagi sed khoang nhaan ra quyu vo.

Moit fiiedu luait liedn bang f6dic goii lag Naio Luait Khoang Kyg Tho ddia tredn Thoang Tin Di
Truyean (Genetic Information Nondiscrimination Act, hay GINA), quy fionh raéng cauc hadng
balio hieam soéuc khole, chdong trinh séuc khole theo nhoum, vag cauc hadng s60 cou 15
ngoo6@i lagm hoaéc nhieau hon, kyg thd quyu vo doia trean thoang tin di truyean culia quyu vo
lag hagnh vi traui pheup. Calic hadng balo hiedm sduc kholie vag ch6ong trinh séuc khole
theo nhoum khoang thea yeau caau thoang tin di truyean culia quyu vo hoaéc sol duing
thoang tin nagy fied lady quyedt fidnh vea balio hiedm séuc khole cho quyu vo. Naio luait liedn
bang nagy sed khoang balio vea quyu vo vea kyg tho di truyean té@ cauc hadng baun bado
hieam nhaan thoi, balio hieam tagn tait, hoaéc balio hieam chaém souc dagi hain.

Kedt quall tog cuoac nghiean céuu dugng mauu vag DNA culia quyl vo cou thed nooic calc noi
sau fiady noic vag sol duing:
e Trung Tadm Nghiedn CoUu Gheup Malu vag Tully Quodc Ted (CIBMTR)
e (06 Quan Tagi Nguyean Souc Khole vag Doch Vui (Health Resources and Services
Administration, hay HRSA)
e C6 Quan Qualn Lyu Thoic Phaam vag D66ic Phadam (Food and Drug Administration, hay
FDA)
e (CO Quan Balio Tr6i Chaunh Phu(i Hoa Kyg (U.S. government agency sponsor)

Calc kedt quail cula cuoac nghiean colu RAdoic thoic hiedn td@ mauu vag DNA culia quyu vo
sed khoang nooic chia sel voui quyu vo.
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6. Boai Hoaon vag Chi Phi

Quyu vo sed khodng nooic tral tiean khi tham gia vago Kho Lou Tr66 Nghiean Couu. Quyul vo
se6 khoang maat phi toan gi khi tham gia vago Kho Lou Trod Nghiedan Couu. CIBMTR cou thed
baun maau mauu cula quyl vo cho cauc toa chouc khauc, nhoé cauc hadng débic phadam. Maau
tho( noGic baun hoaéc chia sel ra bean ngoagi vag CIBMTR khoang bao goam baat cu thoang
tin nago col thea nhaéan ra quyu vo. Toa chouc cou thea s6G duing madu malu culia quyl vo
fied taio ra calic salin phaam hoaéc liedu phaup giulp ich cho bednh nhaan hoaéc cou giau tro
cho ngo6gi nghiean colu. Quyu vo sed khoang nhaan noodic baat cou sod tiean hoaéc 6ii ich
nago khalc tog baat cou salin phadam hoaéc liedu phalp nago ndoic phalt triean tég@ maau
mauu culla minh.

Chaan Théong do Tham Gia
Balio cho ng66@i fieau phodi taii trung tadm ngdogi hiedn taéng culia quyl vo biedt nedu quyu
vO nghd minh bo toan thoong vi tham gia vago Kho Léu Troo:

Hoi tean:

Pién thoai: ) Email:

Quyu vo sed fiooic fiieau tro y tea nedu bo todn thoong tdég cuodc nghiedan colu nagy. NMDP
se0 tra(i cho viedc fiieau tro nagy cho nhdéong ngd6gi hiean taéng khoang cou liean hea hoi
hagng. Nodi voui nhédng ngd6gi hiedn taéng cou liedn hed hoi hagng, quyl vo vag/hoaéc
hadng balio hieam souc kholie culia quyl vo sed phali trall cho fiieau tro nagy. Nedu bo toan
thoong thi quyu vo khoang bo maat baat céu quyean hain héip phaup nago fied yeau caau trad
tiean khi kyu tean vago maau nagy.

7. Laay Theam Thoang Tin

Nedu muodn bieat theam thoang tin vea Kho Léu Trdd, xin liean laic:

Hoi tean:

Chi tieat liean lac:

Ned bieat theAm thoang tin vea cauc quyean hain cula quyu vo, xin liean laic:

Ngooei Niedu Hapnh NMDP IRB
Goii so4: 1 (800) 526-7809
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Nedu muoan noui chuyean voui moat ngd6si nago khoang liean quan troic tiedp fiedn cuoac
nghiean célu, xin liean laic:

Ngo66gi Biean Hoa cho Ngoogi Hiean Taéng cuia NMDP

Goii soa: 1 (800) 526-7809, soa chuyean tieap 8710

Quyu vo sed nhaan fi66ic moat baln sao culia madu chaap thuaan nagy fiea 16u hoa so.
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8. Chir kyu cu(ia toai tredn trang nagy xauc nhan rang:

e Toai fad fnoic vag hiedu rod Madu Chadp Thuadn nagy. Muic fiich vag moa tal vea Kho
Lou Troo fad fodic giali thich cho toai.

e To4ai col cd hodi fed nedu cauc thaéc maéc vag hiedu rod cauc cadu tral 16gi cho toai.
Toai hiedu raéng todi col thea nedu thaéc maéc vago baat cou lutic nago.

e SOichadp thuaan cula toai khodng miedn trég cho nhag balio troi khodi calic nghda vui
culia hoi vag cauc quyean hoip phaup cula toai sed khoang bo alinh h6o(ing.

Léia Choin Tham Gia: (choin moét trong nhodng |6ia choin sau)
Q Toai toi do NOANG YUu tham gia vago Kho Léu Tréd Madu Nghiean Colu.
e Toai toi do fioang yu cung cadap maau mauu cho nghiean couu trong téong lai.

e Toai hiedu raéng:
o Toaised khoang i6dic 107i ich troic tieap gi khi tham gia vago nghiedn coéuud
o Hoi tedn vag thoang tin cau nhaan cula toai sed khoang bo nhaéan ra
o Toai cou thed rogi nghiedn céuu nagyd vago badt cou lulic nago vag fiileau nagy
sed khoang alinh h66dng fiedn viedc chaém souc sduc khole culia toai
o Toaised nooic moat balin culia maau chadp thuadn cou kyl tean nagy.

O Toai KHOANG NOANG YU tham gia vago Kho Léu Tr6d Madu Nghiean Couu.
e Toai khoang noang yu tham gia vago Kho Lou Tr6d Maau Nghiean Couu vag to@ choadi cung
cadp madu mauu cho muic fiich nghiedn célu trong t66ng lai.

Choo Kyl culia Ng6ogi Tham Gia (nedu 18 tuoai hoaéc 16un hoén) Ngagy
(Thaung/Ngagy/Naém)

Hoi Tean Ngo66gi Tham Gia (viedt chdd in)
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Cha Mei, Ng6ogi Giaum Hoa hoaéc Ngooei Naii Diedn Nodic Ully Quyean Hoip Phaup
(nedu ngb6ei tham gia <18 tuoai)

Ch6d Kyu culia Cha Me, Ngd6gi Giaim Hoa hoaéc Ngdogi Naii Ngagy
Diean Nodic Ully Quyean Héip Phaup (Thaung/Ngagy/Naém)

Hoi Tean culia Cha Me, Ngd6gi Giaum Hoa hoaéc Ngéogi Naii Diedn Nodic UGy Quyean Héip Phaup
(vieat chod in)

Choung Nhaan culia Chuyean Viean Chaém Souc Séuc Khole
Toai choung nhaadn raéng baln chaat, muic fich, 16ii ich tieam naéng vag rudi ro col thea xaly

ra fi kegm voui viedc tham gia vago cuodc nghiedan céuu khalio saut nagy nad nddic giali thich
cho cau nhaan neau trean vag raeng moii caau ho(li vea thoang tin nagy fad nddic giali Aaup..

Ch66 Kyl cula Chuyean Viean Chaém Souc Souc Khole Ngagy
(Thaung/Ngagy/Naém)

Hoi Tean Chuyean Viedn Chaém Souc Séuc Khode
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S60 Duing Ng66gi Thoang Ngoan

Hoagn thagnh nedu fiodi toding khoang thoang thaio tieang Anh, moat ngddgi thoang ngoan
f60ic sl duing fiea lady chadp thuadn, moat maau rulut goin do IRB phed duyeat sed fi66ic sol
duing:

Choo Kyu culia Ngo6gi Thoang Ngoan:
Hoi Tean Ngoogi Thodang Ngoan (vieat in hoa):

Ngagy (Ngagy/Thaung/Naém):

Nad thoic hiedn coang viedc thoang doch baéng |6gi, toagn boi tagi liedu nagy cho fiodi t6ding
baeng tiedng
(nedu ngoan ngod) boli ngdogi thagnh thaio tiedng Anh vag

tieang
(nedu ngoan ngodd). Xem madu ruut goin iinh kegm fied bieat

rod hon.

Sir Dung Nhan Chirng: Hoan thanh néu ddi twong khong thé doc hodc viét nhung c6 thé giao
tiép va hiéu tiéng Anh (vi du: ddi tuong bi mu, thé chat khong thé viét dugc, v.v.) hodc khi nguoi
thong ngon dugc st dung nhung khong c6 mit bang ngudi that (vi du: mot dich vu thong dich qua
dién thoai dugc st dung):

Tuyén b6 ciia nhan chimng:
To1 xac nhén t61 da c6 mat trong toan bd qua trinh ra chap bang cach ky tén dudi day. Phuong
thirc dugc sir dung dé giao tiép voi doi tuong 1a

Chir Ky cua Nhan Chung:

Ho Tén ctia Nhan Chung (viét in hoa):

Ngay (Ngay/Thang/Nam):
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