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Tiép tuc vé quyén cua quy vi.

Quy vi c6 thé béo céo bat ky mbi quan ngai

nao vé nghién ctru bénh thoai héa than kinh

cho Uy Ban Bao Vé Con Nguoi (Committee for

the Protection of Human Subjects, CPHS)

(https://www.cdii.ca.gov/committees-and-

advisory-groups/committee-for-the-protection-of-

human-subjects-cphs/). Néu quy vi khéng mudn
chia sé théng tin ctia minh véi bat ky nha nghién
clru ndo, quy vi ¢ thé yéu ciu han ché sir dung
va tiét 16 thdng tin ca nhan bang cach dién vao
biéu mau CDPH 6240 hoac 6241 va gl dén

California Department of Public Health, Office

of Legal Services, 1415 L Street, Suite 500,

Sacramento, CA 95814. Dé tiép can vai cac biéu

mau nay, vui long truy cap:

. httpS / /WWW Cd ph .ca gOV/CD PH %20 California Neurodegenerative Disease Reuistry
Document%20Library/ControlledForms/
cdph6240.pdf

*  https://www.cdph.ca.gov/CDPH%20
Document%20Library/ControlledForms/
cdph6241.pdf

Néu quy vi cé bat ky cau hdi nao, vui long lién

hé véi CNDR theo sb6 (916) 731-2500 hodc qua

email tai CDSRBhelp@cdph.ca.gov.

T6i c6 thé tim thém théng tin & dau?

California Neurodegenerative Disease Registry

www.cdph.ca.gov/CNDR
bién thoai: (916) 731-2500
Email: CDSRBhelp@cdph.ca.gov
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Co Quan bang Ky Bénh Thoai Héa
Than Kinh California (CNDR) La Gi?
Co Quan Pang Ky Bénh Thoai Héa Than Kinh
California (California Neurodegenerative Disease
Registry [CNDRY]) la co quan dang ky dwa trén
dan sb trén toan tidu bang sé dwoc st dung dé
do lwong ty 1&é méc bénh (sb ca mac bénh thoai
héa than kinh méi dwoc chan doan méi nam)

va ty & lvu hanh (c6 bao nhiéu ngudi méc bénh
thoai hoa than kinh) & California.

Luat & California quy dinh tat ca cac
trwong hop bénh thoai héa than kinh
phai dworc bao cao cho CNDR.”

Bat dau tlr ngay 1 thang 7 nd&m 2023, S6 Y Té
Cdbng Céng California (California Department of
Public Health [CDPH]) sé& thu thap di liéu vé ty
Ié mac bénh va ty I& lvu hanh bénh thoai héa
than kinh & California. “Bénh thoai héa than kinh”
c6 thé bao gdm nhung khéng gi¢i han & bénh
Alzheimer, bénh da xo’ ctrng, bénh Huntington va
bénh xo clrng teo co mét bén, con dwoc goi la
bénh Lou Gehrig.

Tai sao viéc dang ky nay lai quan trong.
Hién nay nguoi ta biét rat it vé sw phan b cua
bénh thoai héa than kinh gitra cac nhém dan

cw khac nhau va liéu md hinh bénh cé thay doi
theo thoi gian hay khéng. Dan sé déng dao va
da dang cta California khién noi day tré thanh
noi ly twéng dé cung cép théng tin quan trong

vé c&n bénh nay. CNDR sé tang cwong hiéu biét
clia chiing ta v& bénh thoi hoa than kinh dé cubi
cuing cai thién cudc sbéng clia nhirng ngudi bi
anh hwéng.

Dir ligu Bgnh Nhan
Ma:: Bé_nh Thoai Héa
Than Kinh
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Nghién ciru

CNDR dang thu thap dir liéu gi?
CNDR dang thu thap théng tin vé cac trwdng hop
bénh thoai héa than kinh tir cac bac si va co sé&
cham séc bénh nhan thoai hoa than kinh. TAt ca
dir liéu do CNDR thu thap déu dwoc 13y truc tiép
tr hd so bénh an clia bénh nhan. CNDR khéng
phdng van bénh nhan.

Dieu gi xay ra v&i dir liéu?

CNDR sé st dung di¥ liéu dé viét bao céo thong
bao cho cdng ching, nha cung cap dich vu chdm
séc strc khde, co quan y té cong cong, nguoi
tng hod va nha lap phap vé tinh trang bénh Thoai
Hoéa Than Kinh. Cac bao céo tém tat nay KHONG
chira bat ky théng tin ndo vé cac truerng hop
thoai hoa than kinh riéng 18. Thong tin do co quan
dang ky thu thap ciing c6 thé duoc st dung dé
m&i moi nguwdi tham gia nghién clru.

Toi c6 thé lay ban sao hé so/théng
tin CNDR cua minh khéng?

Hb so CNDR chi cé thé dworc tiét 16 cho nhitng
nguwdi dwoc Gy quyén hop phap dé lay thong tin
bi mat ciia bénh nhan (vi du: ban than, vo/chdng
con sbng, nguwdi bao hd, v.v.) CNDR bét budc tat
ca cac yéu ciu vé hd so bénh nhan phai dwoc
thwe hién bang van ban kém theo ban sao gidy t&
tly than (bang lai xe, thé c&n cwdc chinh thire do
tiéu bang cap, ho chiéu, ban sao c6 chirng thuc
gidy khai sinh, v.v.). D& yéu cu thong tin ctia quy
vi, vui long dién vao mau CDPH 6236 (Théng tin
ca nhan). D& yéu cau cha me, nguwdi giam hd
hoac nguwdi dai dién ca nhan truy cép, vui long
dién biéu mau CDPH 6237. C4c biéu mau phai
duwoc glri dén California Department of Public
Health, Office of Legal Services, 1415 L Street,
Suite 500, Sacramento, CA 95814.

Dé tiép can mau 6236 va 6237, vui long truy cap:

*  https://www.cdph.ca.gov/CDPH%20
Document%?20Library/ControlledForms/
cdph6236.pdf

*  https://www.cdph.ca.gov/CDPH%20
Document%20Library/ControlledForms/
cdph6237.pdf

= Reportingtea! (!N va an foan. tnon
T [nformation™=-= tin cda quy vi sé khéng

Néu quy vi c6 bat ky cau hdi ndo, vui long lién
hé véi CNDR theo sé (916) 731-2500 ho&c qua
email tai CDSRBhelp@cdph.ca.gov.

Théng tin cua quy
vi dworc an toan.
Théng tin vé& bénh thoai
héa than kinh dwoc gir
kin va an toan. Thong

Data

dworc chia sé véi cac
co quan khac cta Tiéu Bang nhw S& Phuong
Tién Co Gidi. Thong tin strc khée clia bénh nhan
dwoc phap luat bao vé. Cac nha nghién ctru co
thé yéu cau quyén truy cap vao di liéu dang ky
CNDR va c6 thé lién hé v&i quy vi dé tham gia
nghién ctru. Cac nha nghién ctru khéng bao
gi® chia sé tén hodc thong tin ca nhan véi
nguoi khac.

Quy vi c6 thé dwoc mei tham gia mét
nghién ctru.

Néu cac nha nghién ctru dwoc Uy Ban Bao Vé
Con Nguwdi California chap thuan, ho cé thé st
dung hd so ctia quy vi dé lién hé véi quy vi nham
tham gia mot nghién ctru. Uy Ban Bao Vé Con
Ngudi California bao vé quy vi bng cach xem
xét cac hoat dong nghién ctru.

Quyeén cua quy Vi.

Quy vi khéng can phai tham gia mét nghién ciru.
Viéc cham séc y té va diéu tri bénh thoai hda
than kinh s& khoéng bi anh hwdng néu bénh nhan
khéng mudn tham gia vao mét nghién cuu.
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