B AT A D152 555 2 G

HAFRE A pd SRk 2 3539 G

NN
-ﬂ_"‘—,o

Ehi

FRRM D AGRER AL G REF R P AR RN AR FE L Eog
%%ﬁﬁﬁ‘Aﬁﬁﬁﬁé‘fﬁ Rpdbmif g 22 Rhird e m i@ g ¢
PHPAFHLFS FHAOFL Lo ng M ek B B TH L RILER] 2R
FE o R T R UFR T BRRE R DA R IGIRRA > 2 F R 2 R hie
LRE xR LR - PRI SEHA L B RBEIFARA S TP URBFEARE 2R
A ENLFBRAE A LI K LRI R R RA R RR T RER Y TR
RGIER] F G BN NS Ry 2 L0 2006 £ 110 SAH SR F A ol
§£%15ﬁ~mW3639*§%ﬁ&§§ RSN R S R ¥
Lo REBTa A e
AERET PR GZER RS- KA AN FRD DA BT AR RRATT RN E D
BRI ULE S N ERA GEAR 2T A2 MASE AT (HeF S RpBAT
PRGBS A F R R RR L L) ML R EL NERLEARREFR D DA%
Tz Bies 2 HAREREREAFR -

- AERRFEXTFEN LEP
COHF AR A A EFRE A RD W%
CORF AR FANEFIRAP SR AL RFURBE RV RR
T R AR FANETRAP AR AL RFUABEHIRR
ﬁﬁ%iﬂ**‘ﬁﬁﬁﬁﬂﬁﬁﬁ@%%
Ay HASELRFRFUR KL A TR
L B EBASL S PR F £ KT 2EE 0 0 BT
FFCREPF R NIES o
2. AdEAFRMLGENNILIFESE o
3. HASEANFARFIRRF LY Biaie
A A E TR R R
5. BEFHmEE A BEFIAEHBREAGAHLAL -
S BRBFAUARLAVEOIRR
PN R DA s R

I

1

]
4

-~ AR G4 8 2L Tl 3F )5 o (monogenic late-onset disorder) 2. i i#
W2 755 AER AT R 2 e 4R (B2 B 50—



5 TV 2 e 0 2 4T R
)\Im;m—gﬁ >>
A 22w Fngdla

~

X

1. 41\."?5-'),%: BIpEs Ei20 s R
F R @D R o A R
ﬁ#ﬂféﬂ@h%?V%ﬁo

2. R AR T ISR TG W AR T

= RN & GOV b N N . 3
Ao 2
Hidzid A 1573 Fp L
FH T RETF PRSI
A B
?;ﬂ‘”ﬁ AT

>

m

27 e

O E

4 XA FRIFH S

1. L[

PR

kﬁ

SRR~ e
4 72 E
(1) <&
(2) =
do % 2 e K
HiE Rtk E
() < t&

1

R L ' LI =g
Wy~ Hpein B A kS
A BTFA o 7

£ 5
AR

(4) ¥ 15 st

@ ’ TB"HA’Fﬁj—T‘L"'

S

7

SRS BRI

B B

JEA i%%}*”‘]ﬁ@ﬁ:jﬁab’ﬂi @R

RNk e A 53208 & e 3 W
o B 2B 2 AT~

g EL IR B dwmT %A
@%*ﬂi%%ﬂﬁﬁ%ﬁﬁ%%
T 2 dﬁ@’u&<%% R
CPAFRRRSWEL o

m%*ii%%ﬁﬁﬁ%ﬁﬁ%%
2B AR 0 Ao & T i

A% 2

—%Z‘U/ﬁ\ﬁﬁﬁ;%%ﬁjﬁl%q o 3
EE I RO B F
FRAG AR R R

AR R ST R 4 2B
B BT oA B R
dﬁ%,ﬂ@&gnﬁ%%°
CAiE s BB A RS
PE THRERFT NG LR
AL AggE !

2 X AR R R B ek

ZAFSATR B kG K e ®

(5) i&dwB g =<

%@@mﬁﬁ%;ﬁ%agﬁ\

£

(6) B"m).’}ﬁ“z{r"h NI TN
ﬁ’é)&)&bﬁ‘k&f RAg2 2§ o
KRBk ~ &M~ RS
IR ehpe s~ &

BEGEDALT LA FE
HRiEn 4 4

~ <7
¥

. % {7

1

é@ﬁﬁﬂﬁﬁ%%@?ﬁ%z%@@w

E/ A= S
B AR O R

o Ei_’l?

> /

1

LEE R AR

F /.;{H? 'g_s o

x%ﬁ—*ﬁ?gixﬂ BHE2 A AR
/‘J'_ﬂ’{
fl

R R 8 R - [
IE.'\PE i’lgpﬁ*iipr}?i

s A

=

f

o

1. FHaELT A S A% Fr gk 2Ed p al’ﬁf},%:é';@"”ré‘lié
Fr it BRI RES R FHE G AR PR BT
2. SREFSAABETNRA 2 A FEERRIR AL DR R



HAFGRE A op il B2 5592 5L AER]

HE 7 R AIESE 2 o doRh T 2GR R AR 4 A R DB S
Bom R i i Mz BHRETLE B aEA TN A A NE
B @W%%ﬁﬁpﬁ%iﬁJAW@ﬁﬁW%%’%*
R U A Dl e A SE R MU LR PR e

-

ok

(4-4

A HASEARFRFNUAFL A RR
L FRAZRZAFEFI A RBAFENABEBRFZF BB E AR
PR FRfrd @ 2o 27 i fIE AR~ & 5L DR
TSR R E TR MR IR il FEF LSRR 2R
H3dim o 4ok ¥ oA 90 BRRYES  S % MERR B2 DY
AR E
2. BYRHASECSFRFUAFE BRI BUTASE K
MEBEEIZ SR YR - 2R B RY AL T R2AFRMAA ﬁ@
2B AR EAZ RS P ABEERETG KA
LHA R LR EE o8
3. HeHmL AT EANFRFUABVEHA Q% G AF
Pl - iF - B2 R T /L TAXELZHZ T AL A
BB B EARM T E 0 B EE LN L ol R R
4. BEHAIEAGEEHRREF > BT R TE FRA
(D) %G £RePT i M EZF BEERT 7 EP e @
¥V EEREE ~ ERE SR RED s R EREN G F
ERCECRINEL R e s )-SR R - R e ki
a8 o , 10
(Q BEvaFRASEL AR AHIIRLKRE > § Al
oA AT g R R
() ¥ fitem L F T E LRI iR o
(4) e A F E A BB 2 H R iha § AAPILfR S BT A
H % (assent) ™
4-1 PR EE 2 BHASE AGFEE NI ETRET G LR S
T2 g A paped Bk o
4-2 L HEFA P L EFEVAFRASEBRBALE G B AR SR
T4 TR AT A N E A SR EERGLS P A e TR
FHARERTRE A RRHE DRI RF AL DB BE
G 2HhiuIdEgLeE P




B AT A D152 555 2 G

Bm

FEgaE o VHET RF A HRELHRA A LG EL
Pofel Pwm R BAs B BR G2 BB B B2
FEoRETEN IVHZE BAROE R R EH% TG B
ki e p e OB @R G ET R TR ERFRTIE LR
ﬁ%ﬁ@ﬁ%’m@&;;A$ﬁggﬁ%iom

S RFUARLAEDRBRR

1.

SRR TR LA f AR L 0 i s 2
BEFZAPUSRIT L2 0

g G s Fdead B 4 RS FRFURRKDET D
Biask o

B@E AR FR AR R R A A T E R
Aﬁi,m%ﬁmmﬁi?ﬁ\\ L HEE DR L o
SEEC RS RS LEC ) R ST R TR
SRV W E eI Rlec ik g 2 GILIRAT > £ H EHR%HT LA
QAfmg@m%\@%?;uwwaﬁﬁ&i°%ﬁ¢ﬁmgﬁ’%§
Hpeiy B A g o 1

FAWE A RE TR IA R E R R 2 DA
FAGPE %0 3 g ] e GREZFA T RS LA LR RE
;lﬁﬂi e B e it B R L p DR Z oM R -

AN B A R A RECA T B R

L s PR A A ettt & A S RP P h P R
BB A LR ER %Eﬁ/ﬁ@ﬁ%m%i$o

2. R OEPRINE R o R S AR A
VBT R RPLA T oo

3. WM EEBERG L RS ERE LR L IR R
LA E AR RGO AT RN TR A RS ] 5
£4ﬁﬁﬁimaogmg or o TG (B Bk
BE - RIGIER) 223K

4. GHRFEEE FARIE THTEREY LI REY L Eay
L3

5. Gty R R REAMMA AT RE L EF WA
LN SN A kT

AT FF B P IR PR R TR § A TR RIF



B AT A D152 555 2 G

173 TR FOGERMERD - RP LRGN A E
AR BE g BITRERR o

ERE 3 S }F*’é

Advisory Committee on Genetic Testing( ACGT ), Report on Genetic Testing for Late
Onset Disorders (1998 )

British Medical Association (BMA ) : Human Genetics: Choice and Responsibility.
(Oxford: Oxford University Press, 1998)

Human Genetics Society of Australia (HGSA ) , Predictive Testing in Children and
Adolescents (\ersion 2, released in April, 2005 )

Human Genetics Society of Australia (HGSA ) , Presymptomatic and Predictive
Testing for Genetic Disorders ( Version 2, released 4/1/2005 )

National Society of Genetic Counselor (NSGC) , Genetic Testing for Adult-onset
Disorders, (1997)

National Society of Genetic Counselor (NSGC ) , Predisposition Genetic Testing for
Late-Onset Disorders in Adults: A Position Paper of the National Society of
Genetic Counselors (1997)

National Society of Genetic Counselor (NSGC ) , Prenatal and Childhood Testing for
Adult-onset Disorders (1995)

Smith, D.H., et al: Early Warning: Cases and Ethical Guidance for Presymptomatic
Testing in Genetic Diseases.(1998)

The Japan Society of Human Genetics( JSHG ), Guidelines for Genetic Testing( 2000 )

The Japan Society of Human Genetics( JSHG ), Guidelines for Genetic Testing( 2003 )

WHO, Proposed International Guidelines on Ethical Issues in Medical Genetics and
Genetic Services (1997)

WHO, Review of Ethical Issues in Medical Genetics: Report of Consultants to WHO

(2003)

w
DR W AT A R TP Bk R A AN B RO T R AR N RO B

5



Eﬁ_k"ﬂ%’ﬁ‘“‘])" ﬁfié@*ﬁ%a ESCES G

[ﬁm’i’)f}\‘;w’fﬁ% fj??‘még"‘:ﬂh%i’()f}\‘?é#izi °
¢ &\i%@-ﬁlﬁv_? © NI 6“%'\/»5’,\%“;?2;’5?»}?5—9—’)5 Bia o

* o 4 \%ﬁ%éﬁ—ﬁ',}ﬁ?% iR {I’zgﬁ%a}; J ra,;ﬁ-;;ﬂﬁ | FRER
B (FenE de s el BHR R A AT R E LR .

=
7
i
a3
g
W &
“W\W
ﬁ
\» =

4(D%?ﬂﬁ@%%ﬁﬁ%ﬁ?ﬁﬂﬁﬁ%i
Lo Fhz o hdi BN RE AR BT LESWILR ST 5 A HEA
RFEA RGO RE S BT R TR A T B LS LSRR T R

L2 A (4o fF s 2

S s T v B S A

N
W
(ﬂ}
3

k|
:_\ >
#ﬁi

[y

A

- 3
S
= kg

@)%?ﬂfﬁ%%wﬁ%f?* & e

1. %W%p%ﬁmAiX@’%%&%E%?i%ﬁﬁﬁﬂﬁ‘ﬁﬁ» 4~ B R
Fed B 1 IT R BGAR  FALEF L o R D ¥ R R R P
B rl’%’:l;—‘ﬁ % ER , (survivor s guilt)-

doiiplertz 4 3 2003 # #& < WHOw&sa 47 2 T dp 0 T | BEegE - L g™ it §

‘33?] TSR TR HE N 2K E R DA RE TR m‘ﬁﬁ"f’—k ERER S Sl
5 ’#‘—’ﬁﬂ]v A S ENEE Rl 2 SR lq-n%ﬁﬂti? (survivor s guilt)-
6

AR A A FREFTRF AL BA BT NS BT KA oL T AL G LD G T
e F AR BE ] TR AT R%RA P FARRTFALI S R&ED BT -
CEN g ol A

Ay

~

! TEMBEHE I %302 7 T F R FEEFIFE o 134RACCT(1998) » HHE E1 5 F Y
BFERLAE uﬂxé}% CAEAE S 2R BIEER RS KD 6 OiRAL ~ B H 8 B R

22 o
% ~ f:{_/g;,x—s % —fl]ﬁ_ o

=

HASEAFWEENENT R RFR 6 215 ~ A& 4§ AR G(self-inage) %
BiTH A gakk %gxﬁ?aﬁ%%aaﬁﬁﬁﬁ‘QAL&%‘$%$44$$%m
%

”ﬁ{f:ﬁfﬁ.’gfi']-ﬁffﬁi*' + kt’ﬁ 23 ‘-Fi /.&’;J}}];;mq—-ﬁ_, %, j\,’.;{i-ﬁ‘#‘jéﬂr'ﬁ—«'— fréqus FaE Al A
Fi FIEL AN E X R EEARED wwj@%%Jvﬁﬂ

1 '{1‘71 /}J %

o fH AT LA e

11

FRARA LR TSRS R RS BT A ERL] o RURAR S

"k &, (consent)® T ¥ & | (assent) eM% %] At ! R R Kt M T
B R L AR E T P ik~ U TR Ll BRLE SRR (LM p A R
Fhe ) BEFTA IR R A LA PR MR A A AL 2R AR
EE PRI o
PlihadEARZE? @00 FAET LR RADEBLE FHADE R
%i%ﬂ%%»%iiﬁmi:ﬁo

13" Atk FIE S ko 2 AR EDR ?"r-tﬁuki“%?}?i‘ FELE - { SR
At

o

T



Eﬁ_k"ﬂ%’ﬁ‘“‘])" ﬁfié@*ﬁ%a ESCES G

HOEREBASRAN A 2 AR E LD PR ARRE R HE R RBP4 bR L
R & ERp? (wERACRT)  » §2RF SERFHmIEg > v iy i
L T\),)%it/ﬁ? ‘b -&’ff‘\ o EE /\#3 R

4@4,F%§i$&Aﬁﬁ§@ﬁ SRR EE R SRR A A
VRIS g BF R RaiTES 3 ?ﬁwg%$ﬁﬁﬁ (D deazs $ 84 R AEw

peant@h g ;"ﬁﬁffh|p:.¢zkx§+ﬁ5§;k’~ﬁi7r €2 d\&g—tm'ﬁ-)’& B HIZF RE S BRI H ok
565“%**‘—"{%x— BEF (22 ZF ?Eaibﬁﬁﬁﬁzm*’?/ﬁa FAER L A AT
ZFHB BB BAEE (D2 RRFRELIED v 0 E B P o p e T
FE G E R R RSB 2 R -

AN E AT FOFE A A FIERIE KL A T G TR L SRR R A E A
ZAEHR A S TEAEIRAT A SR AR I AN EAGFETE IR Tﬁi,%
TIE 2 A AR HE BT R DAIEF S LS @A R T SR e
B~ B B4 (L B GE REEP VR R HE LR 0 5 A E A F TR
A Pk QT LRI I PR 2 A TR A R @R e L
M A F"")T)E"ﬁ*g A iﬁ@)ﬁ*ﬁ e i HBdkow E SR TFRIEATET RIE%ROE
—»’Mo

BEOOEE EXR T {EE fm:z;sﬁwr%ﬂaﬂ CER D A SR ek R R DR

R IR SR R N KRS T I ?"Aiﬁ@ﬁ‘}ﬁa‘ AFIRE TR A K

RpEAEROR F W LFENAL ) BREV AL T B2 A LR e

TN FEMGERE  FF R RFER > W T2 HMBR G R LA W %K% (non-disclosing

prenatal testing)® - &2 o~ ko

(2)738 * ﬁ@%%ﬁﬁﬁiﬁ’_%ﬂf@ﬁwé@%%%i%a%w’%@ o TR E
%E: —J,—dv’ > o *’}:\J}l‘ﬁﬁﬁfﬁﬁ"&ﬁﬁ‘]}hfﬁ E v Eﬁ,ﬁ ‘Iﬂ.f’f—ﬁ’i’%j\ L_/r"}:%"f_f IV A fi—?‘ q%
M@ TEI R LRG|t B e R R o B - o ek QA B S
v R g o R R Rk  F LR E TRk B S0 - T R A
SEARERDFF R ;‘é;rﬁ’ﬁi'lf)i:f,%’f'fﬁ?ﬁ%é%J HuEih o BRI N EBSRP LA
2R RTE mﬁﬁoww*wﬁﬁ‘ Bt BRI K A KT 6 R B
FEELE > FEL YL RO 22 BT R £ 2 BF A 0 TEHFRB VP28 LIRS
BRI R A E B RS IR -



