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i See Federation of State Medical Boards of the United States, U.S. Medical Regulatory
Trends and Actions, May 2014, available at
https!//www.fsmb.org/Media/Default/PDF/FSMB/Publications/us_medical_regulatory_tr
ends_actions.pdf

i B HRZFNZT 5 &, See, e.g., Foley & Lardner LLP, Privacy Issues in the Sharing
of Genetic Information, Sep.2014, available at
https://www.foley.com/files/Publication/7465587b-5df9-4f85-9969-68ce1b4c39af/Present
ation/PublicationAttachment/88ba6035-c031-4ff4-b4e2-6ad15030b17d/Privacylssuesint
heSharingofGeneticInformation.pdf

i See Bal AK, Bal BS. Medicolegal Sidebar: State Medical Boards and Physician
Disciplinary Actions. Clinical Orthopaedics and Related Research. 2014;472(1):28-31.
doii10.1007/s11999-013-3364-1. See Dent v West Virginia, 129 U.S. 114, 122 (1889)

v HIPAA OIZ & EFBUF 2ME NEROREICEE T 2 6 D & LT, R4 e RER 5,
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HREEINTNDLH DL LTIEL, HIPAA L U TOREHZZERIE L W2 5, See U.S.
Department of Health & Human Services, The Privacy Act, Dec. 1, 2016, available at
https://www.hhs.gov/foia/privacy/

v The Health Insurance Portability and Accountability Act of 1996 (HIPAA) , P.L.. No.
104-191, 110 Stat. 1938 (1996), §261

vi Id. See also HIPAA Journal, HIPAA History, available at
http://www.hipaajournal.com/hipaa-history/; Beyond the HIPAA Privacy Rule:
Enhancing Privacy, Improving Health Through Research. Institute of Medicine (US)
Committee on Health Research and the Privacy of Health Information: The HIPAA
Privacy Rule; Nass SJ, Levit LA, Gostin LO, editors. Washington (DC): National
Academies Press (US); 20009.

vi. HTPAA Journal, HIPAA History, available at
http://www.hipaajournal.com/hipaa-history/

viii Td.
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xi ), Blumenthal and M. Tavenner, “The ‘Meaningful Use’ Regulation for Electronic
Health Records,” New England Journal of Medicine, Aug. 5, 2010. 363(6):501—4;
'Meaningful Use' of Electronic Health Records," Health Affairs, August 24, 2010
dil 72 b 2 X, i (A3~ 7 OMRIZE T 5 BE RS L ERRRFFAOIT ] FIEY
amtE 57 & 475 (2016 4F) 217-232 Ha BRIz,
xiv. Federation of State Medical Boards of the United States, U.S. Medical Regulatory
Trends and Actions, May 2014, available at
https://www.fsmb.org/Media/Default/PDF/FSMB/Publications/us_medical_regulatory_tr
ends_actions.pdf F7-, filiFE [7 A U DARENCE T DEMOEIHIE D HE 25 ERD
B om BT E 0 fA ] PR 27 AT BRI e A B A

(Mt = S AR B FE HERE R JEF26) pPET e & (2016 423 1 31 H) WIS nrzuy,
v 45 CFR 164.506(2)(c)("A covered entity may use or disclose protected health
information for its own treatment, payment, or health care operations") See also 45
CFR 164.501("Health care operations means any of the following activities of the
covered entity to the extent that the activities are related to covered functions:(2)
Reviewing the competence or qualifications of health care professionals, evaluating
practitioner and provider performance, health plan performance, conducting training
programs in which students, trainees, or practitioners in areas of health care learn
under supervision to practice or improve their skills as health care providers, training of
non-health care professionals, accreditation, certification, licensing, or credentialing
activities;(4) Conducting or arranging for medical review, legal services, and auditing
functions, including fraud and abuse detection and compliance programs)
xi 45 CFR 164.512
xwii 45 CFR 164.524; 45 CFR 164.501 See also Standards for Privacy of Individually
Identifiable Health Information; Final
Rule, 65 Fed. Reg. 82462, 82554 (Dec. 28, 2000)(to be codified at 45 CFR Parts 160 and
164)("Under the revised definition, individuals have a right of access to any protected
health information that is used, in whole or in part, to make decisions about individuals.
This information includes, for example, information used to make health care decisions
or information used to determine whether an insurance claim will be paid. Covered
entities often incorporate the same protected health information into a variety of
different data systems, not all of which will be utilized to make decisions about
individuals. For example, information systems that are used for quality control or peer
review analyses may not be used to make decisions about individuals. In that case, the
in-formation systems would not fall within the definition of designated record set. We do
not require entities to grant an individual access to protected health information
maintained in these types of information systems")
wiii. Robert M. Califf, 21st Century Cures Act: Making Progress on Shared Goals for
Patients, FDA Voice, Dec. 13, 2016, available at
http://blogs.fda.gov/fdavoice/index.php/2016/12/21st-century-cures-act-making-progress
-on-shared-goals-for-patients/
xix See, e.g., 21st Century Cures Act §11003 (2016); Committee on Energy and
Commerce, The 21st Century Cures Act (2016)'s section by section summary, available
at
https://rules.house.gov/sites/republicans.rules.house.gov/files/114/PDF/114-SAHR34-Sx
s.pdHIPAA Journal, 21st Century Cures Bill Sails Through Senate, Dec. 8, 2016,
available at http://www.hipaajournal.com/21st-century-cures-bill-sails-senate-8699/
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b5 (59ZF(1) and 59Z). 59ZD (2)).

Section: 592D Who may give consent

(1) Consent to the carrying out of treatment
in respect of a mentally incapacitated person
to whom this Part applies may be given by
the guardian of that person appointed under
Part I11A or IVB in respect of whom a
guardianshiporder has conferred the power to
consent under section 44B(1)(d) or
59R(3)(d).

(2) Subject to sections 59ZF(1) and 592,
consent to the carrying out of treatment or
special treatment in respect of a mentally
incapacitated person to whom this Part
applies may be given by the Court under this
Part.

= Bl o B R Rl S R R RE B TS
BROREZ, BE S NIRRTk
LRDDHZENnTED (59ZE),

Section: 59ZE Requests for consent

Any registered medical practitioner or
registered dentist may request a guardian of a
mentally incapacitated person appointed
under Part I11A or IVB to consent to the
carrying out of treatment in respect of that
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person.
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AHIE L. 5250 IEET 5 b0 Th
niE, AEORVIREEITY 2 ENTE
% (59ZF).

Section: 59ZF When treatment may be
carried out without consent

(1) Treatment by a registered medical
practitioner or registered dentist may be
carried out in respect of a mentally
incapacitated person to whom this Part
applies without consent under section
59ZD(1) or (2) if that registered medical
practitioner or registered dentist intending to
carry out or supervise the treatment considers
that as a matter of urgency that treatment is
necessary and is in the best interests of the
mentally incapacitated person.

(2) Subject to subsection (3), treatment by a
registered medical practitioner or registered
dentist may be carried out in respect of a
mentally incapacitated person to whom this
Part applies without consent under section
59ZD(1)

if-

(a) after all reasonably practicable steps have
been taken by that practitioner or that dentist
to ascertain whether or not a guardian has
been appointed under Part 111A or IVB
responsible for that person, there is, or
appears to be, no guardian so appointed; or
(b) the guardian appointed under Part I11A or
IVB has not been conferred the power to



consent in a guardianship order under section
44B(1)(d) or 59R(3)(d).

(3) Where a registered medical practitioner or
registered dentist intending to carry out or
supervise the treatment under subsection (2)
considers that that treatment is necessary and
is in the best interests of the mentally
incapacitated person, then he may carry out
that treatment without the consent of the
mentally incapacitated person or that person's
guardian (if any ) accordingly.

I NG, BEERESIE T D ERT
LB D DREEIZ OV TE T
WCHFEAZTHZENTES (592G (1)),

Section: 59ZG Applications to Court
(1) Any person, including a medical
superintendent, registered medical
practitioner or registered dentist, may apply
to the Court for consent to the carrying out of
special treatment in respect of a mentally
incapacitated person to whom this Part
applies.
(2) Any person, including a medical
superintendent, registered medical
practitioner or registered dentist, may apply
to the Court for consent to the carrying out of
treatment in respect of a mentally
incapacitated person to whom this Part
applies in circumstances where a guardian of
that person appointed under Part 111A or IVB
who has been conferred the power to consent
in a guardianship order under section
44B(1)(d) or 59R(3)(d)-
(a) is, for whatever reason unable or
unwilling to make a decision concerning a
request under section 59ZE for his consent to
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the carrying out of treatment in respect of
that person; or

(b) having failed properly to observe and
apply the principles described in section
597B(3), refuses to give such consent.

Heflpr s BRBEREN T L TThbh
5 &9 ELTODIBEN, RANDRKED
Mk 2 FHA 5 &I L 2 ek
S ATON K D LT HEFRITH~D
[FEZ 3 ~& Ty (5923 (1) ) .

Section: 59Z1 Consent of Court

(1) Without prejudice to section 59ZF(1), if,
after conducting a hearing into an application
under section 59ZG(1) or

(2), the Court is satisfied that it is appropriate
that treatment or special treatment, as the
case may be, should be carried out in the best
interests of the mentally incapacitated person
to whom this Part applies, the Court may
consent to the carrying out of that treatment
or that special treatment and make an order to
the applicant to that effect.

(2) Nothing in this section requires the Court
to consider an application under section
59ZG(1) or (2) if the Court is not satisfied
that the applicant has a sufficient interest in
the health and well-being of the mentally
incapacitated person to whom this Part
applies.
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. ARENCBTDHERA L Y —=2 7 LI EOB X

. PKUJE~Y A « A2 U —= > ZHIFEEADKE S % < 145 : PAUL & BROSCO D &
CHAERAZ ) = 7RO < HIER - mBLRLE

L REONCAE X T

=W N =

1. ARECBTODHAERRAY )V —= v F LIiTFEOE) X

1960 FE B AREICBWTHtA S N8R A2 U —=22" (Newborn Screening: NBS) I,
AEFNOERFEORBEZREFIATERDNST20 LT VDB AEORRE & 72 0 PfEECH (K
DFEBICEF 2 Z T EEMHEREFEICOWT, REEA - RENERICK D RRICLHEEEZ T
4252 &2 ETHAREEDPHFO~ A « A7 Y —="7 (mass-screening) ThH 5. K
OFIEHEL, REOREBERENIERAL, FEROEMESTEEL THT 57 0OIRE
EITH 2 ETHD. AREIZENTL, SPEBHEOKBIZONWTITONTE LA ) —=7
2, 1990 FRARLIBE O HIFRIBIZ L > T, ®GEBANRRITIER L TE. AARICBWTHITE
TAUBZI o TN T LA AEOBEANRIEI N, MGHEES ZVETO 3 FLL EICH
252 Lotz
ZDOEITHEGIRBENRINHIER L CELHERA 7 UV —=2 7 OiEN - HERRRREIZ OV
T, AREICBWTE, ORSEBOHREOIMD AR 10 SCIRMOE N AR A 7
U — = 7 EORFRR AL R O SR, @FRiIAY 72l B & 43 2258 - RIE O R DR,
@FE 72 LOMAR RRME Y o 70 ZRFIH 0w, 72 Eham L b TE 7l AT,
26 ORBEOPEIRIZHIFEEFEA DL BN K E < BIFRT 5 & @ Diane Paul & Jeffrey Brosco (LA
T, "PAUL&BROSCO") DKL L 2N B LT\ Z L8 T 5. B 1 E|IBWT, GREO
L, SR DILIARDUZ DWW TR LTctk, 5 2 ETAROT.LTH HHIEEANIZKIT D
B AR D2 LT, AREOHIERMEFESICOWTER TS, B3 |ICBWT, HiERRY
U —= 7 DEN - GERARREICOW TR U2, KBISHKORET 5.

BAERAZ ) == 728 WX, @E, FEREREE CAER 4~7 H B OFAER DD E D
5 IV EOMKZGRAK (TAY — - 71— R) ([ZEERLZ%, MEREEzA7 ) —= 7
A —ICHEL, AT ZITO. MRICRFEOH LG, EMEICLIEEREL T,
RRDMEEZKZITD. T LT, FEDRBMNRELINTIGEITE, Bl IRl %
AW TIaRT %2

VEREOHAERAT V—=0 720 T, VREIEICHRA L2 R 5. AHK HERFER A7

J—=2 7 DY & k] RACHEL GROB, TESTING BABIES : THE TRANSFORMATION OF NEWBORN SCREENING, PARENTING,
AND PoLICY MAKING (2010)(hereinafter as “GROB, TESTING BABIES 2010”), [2014-1]7 A U #34 100 H (2014
) (LLF [25M-2014) ) ;  [Bearderv. Minnesota, 806 N.W.2d 766 (2011) NBS DF&AR MY 7

NIp ERRE R LICHFRRIRT 2 Z &N T T4 0 7 o —iEER & Sz M@k [2012-2]7 A Y
H15 394 H (2013) (LLF [2AM-2013) ) . Seealso Rachel Grob, A House on Fire: Newborn Screening,
Parents' Advocacy, and the Discourse of Urgency, in PATIENTS As PoLICY ACTORS (Beatrix Hoffman et al. eds, 2011).
WAERBR (BT, AP E—RBER Ry |, AR (FERT) I3RS TE
HERa A MEATAWZFE LR L7z,

2 TiER, HAERARZ U —=27ZonT)
(http://www. iph. pref. hokkaido. jp/charivari/2006_03/2006_03. htm) (F&KHEZ20174E1H20) .
AARICBWTIE, ERTRD 6 DOERMERFRFETFIZOVWTRINTWe., Z==1r NoRE, T
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BREOIFEAEDOMTIE, ZOFERAZ YV —=2 71, AR X 5 ICAREEN2IRE
Tn 77 hE LT, EENEFEOAGHERTE LOEE T OO OBRBHBLEND, 1ZEA
CHREEZRD R TN 2 THEE STV D3, RYYE Tl VWiRAICH LEIE S 4972
S G 2R VREE T, IRIEFRBIFIICA 7 U —= 7 %1TH (“state-mandated diagnosis of
noninfectious disease”) M TlE, FEIIARBAESTIZB T HRERRGIETH L. FELBHD
R LV EMAZHERFT 5 & WD) EHNT A, (RITERAIZRIR Do e It A
%A A ORI R, EOROFEGTLH00E D OB OHWHIZ L OFERIEME S Z o7 m 7
TALADESbFEHE L TERINS.

AR XS ITHAERA 7 V—=0 ZIZxt LTS, ER & IESOMELR 72800 O IXRIE S S 1
SN T&E7., ORREERDHRBEOHEEDO A+77 SOVERNROHNVENE 72 EFAERA S
U — = il B OB FHURILO D R~ DFERTS, QIR H9 72 Hl L & 443 22308 - [FE O KoY
M, OFERLO, MEMKECIEY v 7o “RAHOES, 72X Tho.

1960 AT LV IGE S 724K D NBS 1, U0 ORE TR BERIROBRIM LD > TE
BLIEbDThHoTn, DWVERIEE TIEHAERZ IR RICRIET 2% T, 3 <ITRHL L7227
LTI o720, ERAREEZA S BRENRE S, S OICHNRIBFRIENFIET 2050
BRIZT 2R e LTWe, I TIREBOBRNERN FABESATHD 2L, B aH%R

7 h—RMGE, A A Tnmy FRIE, RNEVAFURIE, SERMERIBIERIAUE, 25 RKM R T
fE (7 VFUE) .

VHIEOFEEL L THE 720, DRANEO WD DEESEOFNOF T 2001 (H13) FEnd TR
PERBRERESE ) NS, HFRMBLE L THEBIBERICRS NS Z iR T, B
BIREEL L TERSNTWS. REEAIZBREDFED, & AITIHEEHE L TECART IR L
2o TS, EAFBEEAYS: - WEFERE BN [ [ERERERERESICOVT] OFEIRIZSW
Tl (ERFEFE 1705 CERLI34E3H 28 H) . F0 X5 REIEFL L 2o TWATDE U F NEESY
Mrat (MS/MS) DIERE A SOWTIIEAF A » AN H SN, &ABEERSESRET D5 HAN &
HNTND. ZOREMNGIRBLIERD 6 KEND 19%5E (ARKICE > TIT 26 %E) FTHML.
BEAGEEERYS  REFERHREREES, TEREREEZOH LOBREE (X T A< A
#E) 22T (EWRFEFR03314%1%) (Frk23 (2011) £33 1H) . D% 2014 FI2ITeE
WBERCEADORBL LR o7z, EARREAYSE - REFERBFRERE®E DERERBEREoFHF LW
BEE (X T h~<RE) OERICOWNT] (FE26 (2014) 4£4 H 8 H) (W Fho@mb LU T T
AFFATHE, http://www. jsms. gr. jp/contents04-01-04. html) (&M IE 201741 H 2 H) .

347 MBLOVOT L P DCICBWTREMFEICLESS AT~ - 7V FBRRO LN TN D, BIROHIEN
720 2 M2 ZOIRET X TOM THEARNME R Z R OLE TR LIER AR L o> TWnD. FiskT
Nebraska I C, RFAYHIEICEED 5@l 4 Z 4L E T 5 BIEHFTICH L TREZ5RE LT\ o.
http://www.babysfirsttest.org/newborn-screening/states (Ff&R3% 2017 &2 A 10 H) . F7=FI5 I
[EE % Rk J % diX Maryland & Wyoming JNC# 5. Timmermans & Buchbinder 2011, infra n.56, at 414. 1976
1T Maryland MIZFB W TEHEIC L 2BHEOFRBEZEA LN, RERPOSE%2 T . /NEFHE THA i
BHPEFETHH D FostlE, HILDFHE TNBSICEITHA 7+ —L K- arty FOEEEZLD THND
TWa. Z£LT, Fostid, #ERAY Y —=0 7 b REHFEAD L O e FAiFEA (Prospective Random
Sampling 72 &) , FHRIRIRRER & ORH& 72 Fhi 2 187 LT, REDIRPIBIFICHER CE 1256 DA
BERHRITMNA D (FRBEEOH S ITBFERD R2OGEITHIERT 5) HE L § 72L& kT 5. Norman
Fost, Informed Consent Should Be a Required Element for Newborn Screening, Even for Disorders with High
Benefit-Risk Ratios, 44 ]. Law & Med. Ethics. 241-55 (2016).

Fma X M, D.CX° New York ® L 9 ICBEFEABBVINGE H D, BB LZE 30 Kb 160 RVEE
ECTHEEMICEEIN TV AOBREDERT L2 Li3d v v ). bhAllAARTIIRESMILEIR
BTPHET, BEAMREIPRNE O 2500-3500 FEETH 5.

+ FNPERRMERE (Cystic Fibrosis) (Z-OWTCHBTE 14.
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IRIRNAIETH L Z L 2EMT 5D, Vb DH WHO @ Wilson & Jungner £ (1968) SIZHEHLL
TV, FRREBICHOBREBBENPVLETH 72 LW ) BITIRER N KR E L, 08 mEK
RER T & o T2 7o O I U A D FFTE O ZEEGF 130 72 < lBEZEOEE)  (Patient Advocacy) 5
DHEIERY « S ME B BARICHEEE LS B WRITH 72, L LS bz 58Es
FHIZ R (gene mutations) (Z DWW TRIKEDDHEHIZ LN b ZIHIETE 5 ¥ 7 LVE &Sy
Brat (MS/MS) &\ 9 ERBERIROBIFIC L > T, 2000 LS 2SR RE BN LR LT X
Tot2D, WMNREL Db o TERS JEROFIE L XBIT 5720, T 2L TR #rdk
W27 J—=27 (New or Expanded Newborn Screening) & FFiEi 5. LIEARE Tk 1990 1%
PIBE DK DWT, JERFAERA S V—=0 T ORGEZ AW 5.

BN DHZ T b~ AL OB AL, 2002 FIZ 13 INTH-o7=H DAY, 2007 4 F TIZiX 49 M
V) BB OE R LTV 2, DNA I X 20 b 2tk ek, FHAERA7 Y —
=V T A~ORENREAN R SV, THETU EORESRHIEERN TSN TS, F
ToXPGRBRIE, 2004 A5 2005 FORIZE M OX GBI DL, 8 225 20 ~LHIL 7=,
ACMG CKEGFEIRFE) 2V L7z Core Panel (TSGR E) 29 9 5 21 1% 2009 4EE
TIZRINTRH L 72> 727, California /N Tl 80 2 2 BRI AFTHEL LTEBY, 2KTO
Bt DHIEE X, 90 AARITHI 2500 TH-7=H DA, 2008 4EIT1EHI 7500 & 3 5L 7> T 5.

THBTRTHRRE - 1B ATRER b O THIUT LWV, IR ATRE 22\ LB DA ZIE D e
MENTWRWEELH D, A THD L DI PKUIIEDBIERRIED X 5 (A B> %h R
DENHDTH-> T, QBT MRO THREET, - oEERE L2 blnbod
b5, WRBERRIERZET 200X, IEIRVBLTLLMAETRVWEDOLH L. £22
HEBIREN RS THRIELRW S LTIETH D b O bHESEICbI-D SN TRY, R
LT T AR BB S O N AFEEN A L TW A AMREMEZ S ETE 20, & 0 bliF 1990
FERLBEICE Z 5722 T DE BN RHMS/MS) DA &t RIRBOEBIC X - T, 5k &8
IZERR51EEDEOBERFHIRIERVBAFTE 5 LFEIKIC, 2O HEROM SEH S DOEHRE W
MDA LAFENTHDIRMNEENT. TNUCL ST, BEBIOEREX, WORIET
LD, THZELRIETDONLRNONE W I RBOR G IEARIZO»DD LIRS 2 +5bh
HRVREBICET L CTE 2. Z L CIEFITDRVHEEND L WRIEOFEL FIZHE L T,
WEEEORIE LR S+ by NEE] IEET S5 28 0 RILICBWIAER TV
ZEIZOWT, EMIC B MERIC b SRR S v C & 728,

5 ].M. G. WILSON & G. JUNGNER, PRINCIPLES AND PRACTICE OF SCREENING FOR DISEASE (Geneva: WHO; 1968), available
at http://www.who.int/bulletin/volumes/86/4/07-050112BP.pdf (last visited Jan. 2, 2017). & DD FHHE &
LTI, —EREDOENYDOHLEERTHHZ L, +HEMICEFTPERLTELI L, BHEAOEE X
M ERRFR AT v KRR T A ENTZLDTHD Z &, BHIRA - IBENERREELZ D=
OUETHDHZ L, mENHS. Seealso PRESIDENT'S COUNCIL 2008, infra n. 8, at 21-27.

6 GROB, TESTING BABIES 2010, supra n.1.

7 1% ¥aiE 35.

8 See, e.g., ]. R. Botkin, E. W. Clayton, N. C. Fost, et al., Newborn Screening Technology: Proceed with Caution, 17
PEDIATRICS 1793- 99 (2006); PRESIDENT’S COUNCIL ON BIOETHICS, THE CHANGING MORAL FOCUS OF NEWBORN SCREENING:
AN ETHICAL ANALYSIS BY THE PRESIDENT’S COUNCIL ON BIOETHICS (Washington, DC, 2008) (hereinafter as “PRESIDENT’S
COUNCIL 2008"), available at bioethics.georgetown.edu/pcbe/reports/newborn_screening/index.html; Mary
Ann Baily & Thomas H. Murray, Ethics, Evidence, and Cost in Newborn Screening, 38 HASTINGS CENTER REPORT 23-
31 (2008); Ellen Wright Clayton, Screening and Treatment of Newborns, 29 Hous. L. REv. 85 (1992).

2008 FEDOKRHLIHEZE BREWE TiE, FrAERICEENZREFN 2RO b % 56 0O H il i 72 il B2 %223
5ELT, ZNLSNDORBIZOWTIIAGEE L THBOREL L& &35, ZiiX Masschusetts JN T
O T 2 BepEiil (A Two-Tiered Approach) ZE7 /L& LB D THDH. KHEESOREHNZ
flami, (Odr#LAY72 Wilson-Jungner FEYED LG, @MFIRHER A 7 U —= 2 71 gy v
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2. PKUSEV A « A7 U —=2 7 HIEEADEL % D < DA PAUL & BROSCO D> 5O

BAERAZ ) —=270%, 7=/ FJRIE (Phenylketonuria : LR [PKU JiE] &F0d)
IZDOWTDRORAIZ K2 FIIR L ETRORLN O E 572, 196LFEICT A U D r /S —

I« A Y — (Robert Guthrie) L3Rz AR A W CliE 280 L, MEpRIETE
(Guthrie Bacterial Inhibition Assay) &9 $pk72/ 31 47 v A1k (EMFRIBREE) 2LV,
MfDT7 2= VT 7= ET LB R RERRE (TAY —E) 2%EL L, MKIZED
T =)V NUPRIEAR D ) — = JIEERENL LT & Shub0,

BAERZ 7 ) —= 7L ORELREZR L 79T % PAUL&BRoOsco (X, #rAERAS U —=
VT DX GRIRBDBIER SN L BRI 2L, HAERA 7 V—=0 7Nz HREOZ% <1,
BAEWRRAZ V== T OO E L THESIT 55 PKUSED A Y V) —= 1 78 i &
—HTL2OTIEFRVNEERL TS, DFED, JERFERR YV —= 712817 2872
METH DL LT DHAENRRZ ) —=2 7 ORI T 2R P70 B, Rl & BERIE
REMNS OBURRIENC X 29K e EOREIE, H&baE) L2l L 415 PKU SEDE A FH
SIHFE - TNt T560THDHIN. 2 TARRTIE, Paul HOEMIZIKD 72 s, OFELLH
HERAZ V== 7 OHENERE A TN ZEIZT 5.

(1) PKU v R « A7 J—=2 7 LK

7 ==/ N VJRJE (Phenylalanine Hydroxylase Deficiency) 1%, JCRKM7ZeEESR (& 7= 134HEE
F) OERFITL T, KINOMBAILAIEFIZKE TERY, TOMPRHER RS2 ST
W TH D, FIEMEIL, KETIE 15000 AMZ— AT, 4FR 275 OFAN UFIE Ls Wi
FRETHD. RIRTDHHETRVD, 72T T2V G E2RWERRREI LI L, 7=
AT T=rDbEERIZEAR G —ROREL, BERHEObL LIBARERER T2
ZEICE ST, B ABIIERRE TH D L ST D12,

T HA DR, Q@UERDIERELE - SRVEAITIIE L L THERESMERR & 55, (@B RO Hfig
DARA4F EFERIAT IT T L b FIRESCHBUAR 2 D L EIT 2, GREHIA 22 ] B D6 85 B>\ T
INFE OFE— Mt 2 &, @FEHIFIETER A 7 U —= 0 7 OB R B OMGN L L oXnEE, @R
DRREELI DTV ) a P —DFEDHRD SR & CTidZevy, &35, PRESIDENT'S COUNCIL 2008, supra
n. 8, at 85, 104-106.

AT TIFEFLDWFFEIC KR E <KL 5. ZDTOMPLDOFL LTT & L TREUEFT DA D LA IEA I
EXTHEEATT Z £1279 5. DIANEB. PAUL & JEFFREY P. BROSCO, THE PKU PARADOX: A SHORT HISTORY OF A
GENETIC DISEASE (Johns Hopkins U.P., 2013)(hereinafter as “PAUL & BRosco 2013"). See also Jeffrey P. Brosco &
Diane B. Paul, The Political History of PKU: 50 Years of Newborn Screening, 132 PEDIATRICS 987-989 (2013);
Diane B. Paul, Contesting Consent: The Challenge to Compulsory Neonatal Screening for PKU, 42 PERSPECTIVES IN
BIOLOGY AND MEDICINE 207-219 (1999).

10 H Lyl T B RIEICHT DI L, 1953 ARICTE RA Y @ Bickel NEFIRIEZ BRI DIA
FHEIND. FRRFCZEORR RO NEE CRREITINCITON TE 7. TR Y —iELRENIAR D
REFIR L THRET L HE RBEE) D—RETHo120, TNTRDLFEE LT, Zffin-oflis T
LOBIEEEOBVREEE LTH A —ERIR I, 2L 0L L TEIFITER > TV,
20. #FARMRE] [PHEEOTDOLMMEMFR] AERmE 53 % 12 5 (2001 45 12 H) N-418 H,
www.jsog.or.jp/PDF/53/5312-417.pdf (Fi&MzZ 2017451 H 2 H) .

125 H-2014 (FTETE 1) Tk, BMRICH T 2BURRIZRIEN OAIRE SITTER L7223, Paul b O#dmIT
e LAZOL@EMEICER LTS, F£72 PKUSEDERIZE L, JHFETIE, mental retardation, cognitive
impairment, mental disorder 72 EBHNHN TS, HEEE L TAR TITEMERZHWS Z L &35,

12 http://grj.umin.jp/grj/pku.htm. % 72 212 BAIZ 51T D PKU ORAEMBEITARENCL LD 72 <K 7 AL
16T, 4ER20THD. 2011 4EFE TO 30 FE/ITK 500 & & TV 5.
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PKU JE | B RE B ER O & L TRERAME DTN G2 60 TWD ., FFICHERDER
DHLTH S TERIEFLOIFR EREEALPOCIEZ 250 506, EaAREBICKT 2 50E T
BT DIE#EITO b D & LT, BIROBIRTFRIZRZWNITIED < SEtERy 7R R E 72 5 R
DT HA LR ( TR R ER ORI | (as a victory for scientific medicine) (p.9)) % L
2HbDERZ 5N TE . Paul B, KEHEOHARICERURRENEBZRIRLETH A
V==V« 7m 77 NIRRT 20RLD, BEMRER OAREAEIZE O CTEEREH %
HOONRRENEERTD.

L2rL, ZOPKUGEICOWTS, SHNIHERA Y U —=0 7 OBAENREE MR REOZIT
M3 TERNSTZTZOIL, REERIZR2NE S OFHED BFLo L9 xtilURiEiz L - T,
I DIE I K EE &2 L2 WO N H o 7=, L RESHIIA L-% 5% < OFME,
HIBF 2 b EOFEFELBEA LT . 61, vA A7V —=2 78 ANY0E, PKUJE
ELIK LSS DN 2 5| & 2 T OB F &R fTEE Thd D & W 9 BEBIRY 72 /7 085870~ -
7. L2 UELARFIZIX PKU JEICR LTS 2 FOIRFER S oM Lz b o Tidil, KR
RIREETH D Z R LMNIR o7, £ L TCERFRIEL FEIZHER T2 0138 12 EREET,
230, PV ZB A TRIICODIZ > TREFEENKLEL IND LD IThoTo. Yyl v o)
MRE T OV TARBHERIEIZEL ST, WEMREEVI Ko b0 TR, EEEAIC
TNWHEDTHDEEZLND L HIT>TWVDH(p140)8. (IZHL b B9, PKUJELREET S
RGBS BLAL TR =0y, fRFIRE LC PRU JEITHIEIR A U — =0 T D &7 & T AR TFH
WG BN TSI DR L L THLE LT TV 514,

PKU JiE DB B OMERE AR S, AFRIEIC X DGR ORI T D DIE 1950 FRIZA-
THHEENTVD., BN T ==V T T =0 2GRV REIC)HND RE R A RB
HARDEETH ST, FMERE ~OSENRESERT D2 LI D01E, BRICEE O
f=2 (mild cognitive impairment) % £ John F. Kennedy 7% 1960 - KFEAHIZE T ST 5
THhD. KFEEDAKKD Eunice Kennedy Shriver [T HAY /2 E 2 R >t 7= O DIFEIFE & L
TIRHE L, KR 72 B O TR %2 1T © #HBURF O National Institute of Child Health and Human
Development (NICHD (1962) , [ESZ/NALRAE - N[FRSEERFIERT) OFRXSLONARHZ L 72 oT-. L
THENFEARE I BT 5 KitiEZE E%  (President's Panel on Mental Retardation) (2% {TAy S 41
5. PKU A« 27 V== PSS 50X FRHTH Y, BIRMEORMHZREN ¥ 7 — Tl
R IR o T B R B L DR T o 7.

Q) BRENT 351 58 AR & I

B IRERREROMD T D Z LIXFEWZRWA, BIERE L & HICEE BN O RIE)E
] ThHDLFEHTDH. PAUL&BROSCO 2013, supra n.9, at Preface.

14 Norm Fost (%, RO ELBERICH SRR E L OFENEN, RURREZBREYVIELTHND ENS .
Bz, BIOKRKH L U CEERMEMRMELE (CFAE)  (Cystic Fibrosis) % & iF%. CFIEN, BIEMEHEED—
T, KJIEZPA%E, Mk, XEILEE, X518, FFHRERE, L2723 mTchbsd. ekl
Wisconsin M CiZ, CFORMVEEZ B L THAERAZ V—=0 7 Oxtgl LTWeh, BHIRENRYIC
HHIRIENE DRV o TV Z LA L. SFE D, WSS CRIERMEDOIER 2 LIk - T, HloT
Bz EIFTLED, Mk EZREAELLT VRN EZFE-TLE> TSI DTHS. CRIERED
SEEJARIFERIT B o TV DA, ZAURNBICREIRIEN L7 EORER 2 DOEROFRERNE S A TEH
HEWVD . FE-HEMEIRRBOBERIC OV CEER LB D RVWMEAAH 5 £V 5. Personal
communication with Dr. & Prof. Murray Katcher, former Chief Medical Officer for the Wisconsin DHS Division of
Child and Maternal Health. See also Baily & Murray 2009, infra n.22, at 299. 7i4E 2 [#F%E & 3R O M —i stk
RROAY V== 7 h2FNC—] , HREPSHERE 35(1, 5-12) (2004 4F) .
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BRENCBNTHAERAZ V—=0 703 E LTI NTZDIE, 1962 FIC
Massachusetts JN2MEE CPKU v A « A7 U —=V T 52BE LT LIZhED. ZOMLERAET
1T 7= 8000 HEORED T 2D 3 D PKUERFEN R S, X« 27 U —= T DR
DRI NIz, ZORI &2 T, FUEREIN 2K TR Tl 72 fil B 28 A L7z (p.67). D
421X, Rhodelsland, Louisiana, New York N7 &~, # LT 1965 1213 32 N F TN
¥, Massachusetts JNE AL 4 1] & W O BHIR TIRIE2MNITIER L.

ZO XD RHIEEANITET OFE R L LT 5 BF A (Patient Advocacy) DIEEHN
TEIZhoT-. TOHR TR OLIERIZE 720D, 2XmiEER 2 (National Association for
Retarded Children: NARC) T& ~7-. NARC (% Guthrie DF5E & MBI 72 42 H1T-> Tz, £
ToRDR D KEFEZE B2 K 5 PKU FEDOFRHFIFRAEANIZHOW T OIS T, INERAZICH RE R
WL 2 T,

ZOEANFEEZBNTE, FAERBI OO B THICHSa A ~OFIATEEMEE VD
EANDFIZEIZ & EF B RWHSBERDOIFP RSN TN e, LbEDIT AR « XX T 4
KTV D2 OREZ 2 Tz, Bl x X, 50 JTLL EORERRIE OREHEIH O 5 5, PKU
FERL IR 400 AT 7o 2o 722y, STo bRSHERE 7 EO RIS ZBIEREE L TRIR %
BELTWE., S5HIC, WEA~ORERLHE T RIGRMERZ OMOEH S 2 X NREAZSIL TN
D> 72 (p.70).

ARE O ERIEM IR R2RFE AL & T o TE D, MBHFLEH D Fegk7e il & 7o -
72D, PKUJEDFHR I AT L > THRENOHFZ DN D Z & 2 ERALEFRMB AL TH D
IAREL LA LI TH D, £ LT—RIITIE, Bl B ARIIFAR R EFRBEE T1Thi 5
0, T OHOBRECEIRDRE, 1RIEDTZDD 3 —F ¢ 31— MBI SR —FH
7eRgREA S ( TPKU A ) 2%, 1970 HARE ClTidfEr L.

BFAEWRA Y V== ZPRNCEB W T, PKU JEIXRBERICBWTCHIT 20 Tho7clz®,
FARTREIR 2 PRV, RV LERFOIIIERICE2 Lo, L LBSERTZZ BRY E
DRAERAY V== 7P, BIERNCRE RS NBRIZE 7 = =7 7 = REEOF AV D3 R E
THME D, FIET DIGEICE ORERADIREIZ R DD DOMEEZRRIETDOTHS. £
SULLSHAERARZ ) == FHREINIEL S ORE - \WRIEFI 2 BT LT, S bICH2 M
T 2D1%, @7 ==N7 7= MER, —iRAIC PKU BEE#RE THDH LB R BTV (the
enzyme usually associated with PKU) 7 = =L 7 7 = L /KER{LE%E D KAE LIS D k72 R IR &
STHEIVIDZIENDNSTELZLETHDLS. DFVEFEEHKOFROGFIEDOMENRH 5.
PWHEE L FENENE, BIEMF 7 ==/ 7 7 =2 (phe) EBEDEFHIX 1-3% (1-
3mg/100ml) & INDHHEDON, BHDOHAY — « 7 A FTiE 4mg/100ml 2L LA PKU JiE & S
72, 1963 FIZ1% 6mg/100ml LU LA E § 5 X 9127 o72. LA L 1960 AR E TITIENE
KD GBS OREBITIRIFRAE T, RO 7 = =17 7 =1jE (benign
hyperphenylalaninemia) &9 HEERHWLND X 92725, A7\ L EE O PKU JENT,
20mg/100ml DIMHF 7 ==V 7 T =V RELERINDL L OIS,

il S AT Guthrie ROIIEA K E WA, BIRO K D IZHFFA WL TW T A Y —iAIZD
WTV R« A7 V== T ~ORM ORI HWT 572012325 (fieldtest) Z179 Z &ICHL
TIEHH L H Y, LVBEOESWIFIEZ TSI REE LT 5E R YR - 7216, (T

15 gij#87E 12. John ] Mitchell, & Charles R Scriver, Phenylalanine Hydroxylase Deficiency (7 ==/L% k> JK
JE)  ORAEFIE, MEFE1TER) , In: GeneReviews at GeneTests: Medical Genetics Information Resource
(database online), available at http://www.genetests.org (last visited Dec. 5, 2016).

16 PAUL & BROsCO 2013, supra n.9, at 75. Diane B. Paul, On Drawing Lessons from the History of Newborn
Screening for PKU (2009), available at http://slideplayer.com/slide/6613307/(last visited Dec. 7, 2016).
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A 2=T A IZBE RN TAYFE LV D BIEMENREEL O ATRER L H DAY, EEE
Guthrie H HREFHEOFEMLERE FICHOWT 1963 FEETHEEL TV o7, oML
E DO LR OB T 2BRIELITONTE LT, SLICREMROBHIEELFEL
otz BAINCHRE R BREEDNTHONIZDIL 1974 FEIT/R>TDZ L TH Y, RIFEHEHZ2E
D 10%D Ak L LEEERH D, £ 95% D Bt RS I3 iy LAY 72 PKU JE CTlX e < At Th 5 2 &
D3HE L 7e.

7, MEHIBBYEORMBEIE T AV =B 57, OIS SIFEEHRL TV R Tz
SFY, HEOPKUEEEZ AXTZLE2BELTEY, B A b L AL ED THEMER
FOMEITRELLQNEEZEZ SN TV, L LIRS AR BERIE L WO ) IBIRNMAEE RS IS
2 5SS, BRER, B o A hOREIZOWTH YENS —EDBRENFIE L. Y
REIIHEEZW O ORERH L EO5NTELT, 7o2=AT 7= UIFARIZE > THRADT
/B THLD, 7= T T = O PR E 2 @SRNZE] L7256 ORFBREOE(IC K
2 B W DR~ DIRZN 72 5 BN RS S VT 2 (p.79). 51 213 William Hanley o OHFSEIZ L 5
L, 16 4 3 HICEERFBRIHANDAON, ZTOMICHLEEBRANA SN, Z0Z L%, K
M7 & ORMBED, Wk e B FRIEICER T 2RKBRFMCL DO TH L ATREMZ R LT
W EEEBIO LD REERLDIXIFAOVETH S Z &b EEREN, HEEOK O RER
FNT LV IRFITHFIEL, PKUJED A 7 U —= B FH LB EZ RO TV, miicz L,
BIFIZNFRNFRID 5~6 ik £ TOREHZHBNEE SN TV, LA LEBRIZIE10 R
U<ITAERLS ATREMER S D L 572 b D Th D 2 L AVHIHT 5 (p.74).

=R XY IR 72 B OB AT HEHIRY 7 o 7=, 7 A U A EMEORERS (American
Medical Association House of Delegate) 13 1964 1% -2 k& & 1T > TV 5 (pp.72, 83). %
< DEFRED 1970 0% UHER IS o 72, EEVIE - FERL « FREE IR 2 Bkl & I,
PKUSEOHERAZ V—=2 T DAY v hRa X M kAL E L TWaDlE 3 I b7z 720
o718, WA RB EED E WS EIFIL 3 FIEAETEBI T\, < OMEHEIL, FRICBRED
BB R BTIRIERToT- 2 8ICE 5T, 72T T2 RRICE» THREHEF R EN
BB A EBRAEL TV THY, BRIEICOWVTEICHETRE LORETHITbA T
(p.84). 7 ==/ b U RIEITHT HIGICBWTIE, T ENTIEARL, TOIEH, FHiE
S, A, BEFERELZ5EE 79 < %% (Rachitic bone changes) 72 ST L <z -
TV, BROBEEML, ZOHRDO T 40— 7T v TOERES~OENBALELTND A, &
DT IRIE B B~ DX R DA +53 SIZHOWNTH IR IRE S LTV 2 (p.87).

HRHRIR S DFEIC L b b, HAERRZ U —=0 ZFHIEIZRE L TV . BROKiHm
X, B2 2 D TEHAMOBIETRERER 2B Ik L7222 & OIEmBMETH - 72, YR
HPEIFA L D DM~ DIBIRIETH Y, TO I LI ABFHRED T & % PKU EHE DH

17 4D PRKU JEIEDOIE Y 7128 b #LHIF Td o 72 Bessman TX X, 1961-66 4FF TOI L F% 4 Bilic
WX 72N & L TU=. PAUL & BRoSCO 2013, supra n.9, at 77 n.20-21 citing B. M. Rouse, Phenylalanine Deficiency
Syndrome, 69]. PEDIATRICS 246- 49 (1966); W. B. HANLEY, L. LINSA0, W. DAVIDSON, & C. A. MOES, Malnutrition with
Early Treatment of Phenylketonuria. 4 PEDIATRIC RESEARCH 318-327 (1970).

18 PAUL & BROSCO 2013, supra n.9, at 84 n.49 citing IRWIN M. ROSENSTOCK, BARTON CHILDS, AND ARTEMIS P.

SIMOPOULOS, GENETIC SCREENING: A STUDY OF THE KNOWLEDGE AND ATTITUDES OF PHYSICIANS (National Academy of
Sciences, 1975), table 23, p. 29, and pp. 41- 42.
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W72 B 2B LT 4 OBBE CTH LN TH 7219, S HIZZFRELIZDN, NARC 72 X oBa
k7 Sl2 X 20O BET KA T > —iE8) T - 7-20.

UKL, REFEE D D O BER I TENERIHER L S U TE 53 (pp.84-85), D EiRIL L
DHIZHIT, F27 AV haid b HEER] OBERRARVEZEO LD THY, BURRIZR
AR MIeLlerote. Lnb T TIZHEMNTHEBIN/AR~ A « A7 ) —=V T RNHEMES
T TITPRAVITIR LT (p.89-90). flL 7 EIFIAD 6 O FaIE, INO&EEIZHERA 7 ) —=
VT ORBEFHMICRET D Z L2 o T, HEEICRELZIT O OIIEE Y BER, T7h0bb,
AT A A D INORREREED & BT EATH ERR LD HOIEOELZTICER 7. AREOE
FED 1 DOFE T o D EERD /7 HME (Fragmentation) 25ERF S 4L TWN 5.

(B)PKUEELA > T4 —L K3t (I0)

VA AT U= T EE 572 1960 HARITIE, Guthrie 7 A M BFERICAET v U TR
e (fRINF, carrierstatus) TH D Z & ORIESE G DR T T A N —(FEOH LD DOE
PRI A RIE AL, EEHAMISGEmEN T\ o7z, 1970 FERICA - THF4E
W OFRIEI > TRE LFOFA & B OMLBEERUNIND K 512> T, HAERRS U —
= ICKT AREE b ThtED 5. FlziE, 1975 FE0KEFRFT 75 I — (National
Academy of Sciences : NAS) ([ZX5HEETIE, PKUICKTHVRA « A7 U —=2 T %Y
H D & Loo21, PKU SED HAREE « IR OEGOHNE « BRFEFIEOIRFEIE - LB &, fi#
B S TWRWERS AN Do 72 1960 FEREITITImHIE /e~ 2 « 27 ) —=0 7 ZHIE(L L= 2
EIZOWVWTIEREIM R EHLEI CTHhH o 72, RIFEOA R E 2V L 9127 570121, BEBA Y
V—= 7 s 7 a T MRS D& Z T 00, [RIRFIHEEE S 2 3 2 MERR, JEM
et 72 IOV TIRE L TUiz22,

BN 72BN D EEZROIE, 1975 4F NAS EEENFER A7 U — =0 7 OXREBR P ER
MRETHLZEIZERL, MEICBITLFHAMOAN T+ —L N-ar2r NOBEEMHIZHED T
HEHLEZZ L THDH(P97). 1960 D~ A « 227 ) —=> ZBIES NIV TITFRTO

19 Discovery of the Diet for PKU by Dr. Horst Bickel, available at http://newenglandconsortium.or: for-
professionals/video-library/discovery-of-the-diet-for-pku-by-dr-horst-bickel/ (last visited Dec. 11, 2016).

20 PAUL & BROSCO 2013, supran.9,at 89. EVEHiR [ 65 FrHIIHERI LD L) [E@REO Y 7V T«
—EHEF 7 40— K/ — k1 pp.70-78 (1999, 2004) ZH.

21 PAUL & BRrosco 2013, supra n.9, at 96 n. citing COMMITTEE FOR THE STUDY OF INBORN ERRORS OF METABOLISM,
NATIONAL RESEARCH COUNCIL, GENETIC SCREENING: PROGRAMS, PRINCIPLES, AND RESEARCH (National Academy of
Sciences, 1975), 51, 92, on 92.

22 3T4E Wisconsin J TIE, 4B L EBE Td - 7= Dr. &Prof. Murray Katcher <° Prof. Norm Fost ™ 1=
HIZEKY, BRI IS WIERER), B CRIEORRIE B L7zigm I C il Sz nie i, st
GIRB OB « HPEIZONT, PLOZERIC X D EFEHREE 2B LT\ 5. FEEE Wisconsin M Tl
0 X 9 & A FE{LT 5 Addition/Deletion Advisory Committee & | 54 (Addition/Deletion
Criteria) DAIFRHFES 2372 &417=. NEWBORN SCREENING TASK FORCE, REPORT TO THE SECRETARY OF THE WISCONSIN
DEPARTMENT OF HEALTH SERVICES (June 2013). = D K 9 R HAFIC Xk 5 i6ME BN EICHIET 572D ORE
PR AT OV CIILL R & 208, ETHICS AND NEWBORN GENETICS SCREENING, Chap. 136-159 (Mary Ann Baily &
Thomas H. Murry eds. 2009.) (hereinafter as “Bailey & Murry 2009”).

& 72 Wisconsin TiZ 2011 4 10 AIZLL T D 3 HERIZOW TR E 10 FFFIC—6 L IIF DR TE e o
T UTHERRA Y V== T ORERNGBILT2R, ITEOGRETIHmD THISNZXISTH S,
S ENT-xBE AL, (1) Short chain acyl-CoA dehydrogenase deficiency (SCAD), (2)2-methylbutyryl CoA
dehydrogenase deficiency (2MBCD), 33 & T¥(3) Isobutyryl CoA dehydrogenase deficiency (IBD) T 5%

(http://www.slh.wisc.edu/newborn/) (Ef&Hi%E 06/17/2016) .
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RFRBENZOWTIIFEA EFERIND Z oo, NTHRFHEIZOWNTLED T Z A
—HEL LTEROD BN D DT 1973 4ED Roe v. Wade M7 (410U.S.113) TH Y, iBEOIHEL
IR HILD DIF 1990 4D Cruzan FJPF (497 US.261) (272> T THY, B LIIRKE KW
MWEIp > TN, DEV <R - A7 V==V VRIS RHIZIBW TS, ERiONNZ —F Y 27 ¢
v 7 IATEN B R T DA REAIIKARE LT, A>T —L R-arky ezt
FORHMERFREDOBGORBENBEL L TWRhoTeDTH DB, THIIIZ, ~A « A7 U —
=V MMEANOERZENT 2EE OBFERTIE /R, AREEOSEOTa T LE LT
BEINZZEORBLRE N7,

TAEN B HND X DR D DITEHRD K 912 1970 FERTFRRICA-> T 6 TH S, SRRIRIER
it (Sickle-Cell Disease) & FEIEI 2B OE MIFIX ANFEZER 72 BEZ3B#E I 5 H DT, FFICH
ERFRIEOEEENERIND L1005, 2 L THEHETHBEEEOERBICHT HREICE
WTRIBEZERTAENHTE T2 A ICPKU D~ A « A7 Y —=2 7 bR Eo
BAETHL Z LRSS NG, REOBBENEEL LT 5. 1980 FE Y1270 > T, Hiff
B L bls, A7+ —L K arvty NOBRERLERIND LT 5. AR
7 ) —= 7 T2 MiEFE S > 7 VN Guthrie 71— RIZERE STV DM, £ 205 DNA fif
M mlRER Z ENVHIBI L2 E M RE B L., TOZ LIk > THARZ I ZIZTHEENICH
N—F2% b MHCRRBIA RSN TE Y, WFFERIH O FTREMEAS R HE L 72 (p.98). 1990 4F
MHhhE -7 b4/ AFHE (Human Genome Project) 25% 32K (238G FAOE SO BL Y %)
T OB ELEEV 22T TNAS O FIZH DT AU HEFHZEFT (Institute of
Medicine) (ZBWTHREID 72 S7z. ZOMEE Tl PKU JEZR EORINERN TR 2 8ET 5
BIRMEDRBIZONWT YR « 27V —=27paED [t  (offering) (22 TOFH| I3 )
EINTEN, REREREESRTHZ LI E S FROEDY, BEEREMEADORK
HETTAR— e bD LB D RFIIEFEIIZ T ANLN, BEFHNemEZNNL, HERRY
V== 7280 THBEDORERS LTREMINDSRETRNEIND L HITHRoTUz26,

BRTERICKRT T 5 SRR DO E O GIRIBDIERIZ L T, A T4 —L K-arkrb
ERODLFEILEE - CTELR, KRE L UIIERIN THRFINZRHESHERF STV 527, Z0#%
DNA #5077 A/ GHE e EAHEET 20175 B & OFFE A HEE S 2 72O ORI L LT PKU
JED TR DHWLND X575, 77205, & hOF ) 2O YIfENT % B 57

B AT x—LF-aBL NOERE L TELZDIE, Salgov. Leland Stanford Jr. University Board of
Trustees, 154 Cal. App. 2d 560,317 P.2d 170 (1957) CT& Y, % D7% Natansonv. Kline, 186 Kan. 393, 350 P.2d
1093 (1960); Moore v. Regents of the University of California, 51 Cal. 3d 120. (1990)7 ¥ ##& TRk L T <
Z &b, 1970 FARUTITRIIERIC OV T H EMOFEW R ERNER I Tz E W), m—
F+B:L75—, [HARDERLE—(T7r—LbFartr b - xydr2] (2002) 2R, 277
LRIEORHE & 72 5+ et A T2V 2 S IITEE A SLETH 5. PRESIDENT'S COUNCIL 2008, supra
n.8,at90 n.12.+ /37 Bfigd L7z ECMBICHETT 2 205 K0 b, REFEREMEOT KU 7 A R
STNDHLEVNIDOREETHD. BLAZOEEERAVZHEHBENERENRE NV TS, Id at95-
96.

24 PAUL & BROSCO 2013, supra n.9, at 97, n 17 citing Pub. L. 94 - 278 (1976), Title 1V, 403 (a), 90 Stat. 408.

25 L.B. ANDREWS, ]. E. FULLARTON, N. A. HOLTZMAN, & A. G. MOTULSKY, EDS., ASSESSING GENETIC RISKS: IMPLICATIONS FOR
HEALTH AND SocIAL PoLicy (National Academies Press, 1994), 51.

26 J£ F351H 72 & COBIBIE WA 2 2519 2 5HFRIEDS, #HE S, Genetic Information
Nondiscrimination Act of 2008, Pub. L. 110-233, 122 Stat. 881, enacted May 21, 2008.

27 PAUL & BROSCO 2013, supra n.9, at 100.
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v N7 LEHEOHLERGE D 1L, REICEET S8BT L, £ IO RED XV B

REMREIT, SRMRIEENEEND D, DEVEREEFNICREIYESLLT5L0DTH

L. Ml ELREREREE L L TAEA, PKUSEICB W CTHMEED PRI, EInFRnrsE

DORRELET D2 EI1Z#LY  (misstate) T H723(p.109), PKUJENE k7 ) AGHECEAZFHINFFE
DROEHE L THREET 2L 21270 &, YUMFELTWIEPKU v & « 27 J—=2 7 DFfH
AR ENENEOND Z LI >TLED. 1960 FRB LN 70 R, D7l & blis
RN REEBRE ORZHIL, PRKUEZKORNE S - HMS, S OICBEEORELZE D

TR RHNARIC LD WEER IOV TR L Tz, Loy LESFRE & B ITIEST L7z

ELTHEZY I ZEHIREESZ DREBIZHOWTHHRICBILZET S &V ) BEITADbATWY

<. PKUSEDEKREWIIHR L L BICEAEREEL L BIEDb-TET.

(4) PKU JiE &S0 1E Ol S & 18R E & L To PKU JE

b o — OEERHEAT, BEMLET IR ORE L LTo PKU JEICKT 84RO/
FRAED B TIRE ATRE R R B T2 <, 1 BRI OBMHRERE L L THLIRETHDL LV D
WHRIMEOENTH D, = 2IE K2 LEHORBEMED SWEZHN A TR L, AE
IZh722 B OATRER A BT 2HEETH > T, RICEKICEI LI E L THHRERBORBIESCE
B3 BN ) R E L TARDIE~DZEDH 5 (p.109).

PKU v A « 27 U —=Z B4 9]0 1960 FRITIE, MOBENH DR 65 < 5-6 ik
EFTH2—2ODRALTHD L L OHEMENREZ TW2(p111). L LEFRIEDOZRIZONT
DHENEBINTL DL EDO LD BB RGN THHZ ERHLMNE R TET
FEE, YRR RFREZTW T2 2 L ORBICET OEFIRIBILG ool E D% 1978 4
Duy R TOREIZL > TEFFRIEOTWN IQ OKIERME T 25 S 23 & S, 1980 4
RFEEICITD 72 < & B OFEHIRRITEFRIER DA LEZ L EX OND K)o Tz, X
HIZT7 ==V T T =0 ORIRA~OERE) DITIRER Y O R FFREOMGENEIE SN, 0
BEFREO TR ICRIEROIR TR 7 - iUlEEE, HEMEE RSN 2 2 &2V
L, #5/8 2000 FFITITAEJEICD > TRFRIEZMGET 22 LR bND Kok oT
(p.112). FEMRRIIZAET UL, <A « A7 U == T\ Ko TEEDROT — 2 NEMI N, —
EDAL B ARERNENTZOTHD.

F 2R 20 mg/100ml L FOBAR TR TICRBFREN SN2, 2F 02 212k
ZHETLRBFREZLTHRIE LRV, BIELLE LTHLIERICBETHILAENEGEN
TEY, BRFEIEPSHLETONDFERLE 2o TV, 224 L OHAERD 7 0 —T v 75475
7= 1967 FEOEFMRIRE L E D (Children’s Bureau) &4:12 L 2 2 KHE TIL, BFEEEDORE
DINSEEZHTHY, EFISEWVMOIEEL T Z E L, ShEMZE - RFRED
MBS Sz, S HI2 1Q WEFFRIEOBMBERICHRET 5 Z & & 0572 (pp.82-83).
1960 ERUTITARBHRE D - 7278, PKU R « A7 U —=2 7D Hh o & HIREBTH 5 kst
WA 7 2=V T T2k > THIEREZIEND 2 L, SHLICREMICEFRIEZBSG TR
IEMDOREE~DEELPIIETED LN ) ZEIZOVWTIIREN R B U ANTEREND
(p-83).

Loy LEFERE T 5 2 S 135REE721E Y (onerous) KERZ L7ZLENTWS., 7=
T T = DIREEZMEIT 572 OB LB FIL, TAIXSERER (protein substitute) 72

28 PAUL & BROSCO 2013, supra n.9, citing 1. Smith, M. E. Lobascher, |. E. Stevenson, et al., Effect of Stopping Low-
Phenylalanine Diet on Intellectual Progress of Children with Phenylketonuria, 2 (no. 6139) BRITISH MED. ]. 723-26
(1978).
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ELMEEN DS, Ui - R - RE A ERNREETHD, BEOBRSLBVW RS D E SN D2, fliE
IZE 21X BBV 2R (abitter taste and unpleasant odor) & D72 & W9 D TH 530, HFH D
RAFFEFICIREMIC LOEITE 2. SHIC12 BZ My DO7 2= 17 7 = % E
LARTHE 67, BEEMPRENELLLZVNICUK K LTI SR THUER 5700,

ZOX D EERETFEENICE - EREC S, 2 XNORETIE, F7=2=1T 7=
VIEENEE L TWAEISIE, 2-4 5 TIE9 N—E v MOBEARVDIZ, 5D 18 BTl 70
Nt MZHRATWE, M7 22T S BELZa ba— T 537200 BFEE, @
FHREWEPRDHIROLEFRIELD 2R VEIRAR DT, TV X VT U ORELD G
BRI b DO TH D, £ TEEmZ o7 LBERMISNRVNE, K, Ux A€, Trya
U S ERMbEBRENHIESNLR., T AT IR EER0E DL, K, AL HEE
(refined sugar) , TASAK (WER) , AR ET, VY, b~ hY—R - 2%, &
WONRERNTEY U Ry 0 o FIIHIRERRE 2> T0d. <K BHIIVBA=2—L1LT, 2
FHEOBRERAL 7 R RT Mo~e—H ) il L/ b,

BEPREOREES T, BN ZHIBTIUELWIET Tidel, ZAEHE - x#FE - o
U—REZMIVENH DO THD. HlZE, 10 L THIE, @F 40g DI AEE L
1800-2000 1 2 U —AMEE L STV AHA, PKU ENITHREMERDO - AIEL 1L 5g (X0 —
L4y 7ESICHY) ICHIR SN D729, 80%LL EDSIEIR 2 MiBhH 2 HERT 5 2
EVBMEL 2D, TR A 727 LA N—CRED b O § 3658 SIVRPURII R & < R - 72
L LIRBRIS 1 X—F 200 & 9 Wvip E DB HIERTLOMBIAINMER E LT TH 5
(pp.120-121).

FRHSCEEN O PKU EBEITIE, &0 DT EOFEROFAELKANBIRIZH O 235 2R
PKU JE DR FHEOMKG 2 # L < LT\ 5 (pp.80,123). Z DFEMRD LIz & - T, [FfkE L
FULRBHEZ NN E, PRUEORFTHLY I - T RY - KT Ny TR, EE

29 HARIZBWTHLHEFIIREDO LS THDH. [Tz r FURIEREDT-DO LU VRS (ERk 24
MR E R R SR F A A (EBFRRINESRRE RSN EE) (YT A~ ABAIZLD
AR~ AR 7 ) —= o TR OFAig & B W RICET 2850 0 iR E) 45-49
www.aiiku.or.jp/~doc/houkoku/h24/19005A100.pdf  (Fefétrsz 12/23/16) . F7/NEHORBTH 5
EINTWETZDIZ, BARTHREBEDRAT D L EFREMRMITHE OIS &) B RIS TE
7o, BT A AR V== TOW K ERE->T] (L= x v b Twinkle Days i it 2 5 H --F b HEi5
L& G ) BEFE L HIEE - HOHE HEC) http://blogmuconet-t.jp/?eid=947632 (F#AR5R 2017 4 1
H2H).

30 PAUL & BROSCO 2013, supran.9,at 112. 7 = = V7 7 = LUSNOT IV BRHGOT2D D, 7=V T 7=
HERINT 2 B RLSNC S, BERK T == T 7= « XTF MRBH D0, BiE R DED
T2 AT TP EENTND. BERTHE, WREAIAVZICOVWTIIBBs LA S HiRE (BACAl
303491 55000 M) Tod 5. ZALSho il H o1 & b o2 T ORBREH Tian
http://www.kodomo-kenkou.com/pku/lesson/lesson d index.html (12/22/2016 H#&HR5R) .

31 PAUL & BROSCO 2013, supra n.9, at 112 n.7 citing Bilginsoy, Waitzman, Leonard, & Ernst, Living with
Phenylketonuria: Perspectives of Patients and Their Families, 28 ]. INHERITED METABOLIC DISEASE 639- 49.

32 PAUL & BROSCO 2013, supran.9,at 114. = Ofth, /NA %X, a—r, ZBg « 2AEHSHE, THRI K, NP7
EhEENS.

33 PAUL & BROSCO 2013, supran.9,at 116. A ARTHFEERIS, #BIH, B8, W HR SE2 AT < ot
BEBFINC/ARD EEN TS, ZRUC Phe REI NI ML EX I VHEHEMGT D, 7= FUR
JERFZE DO LV ERR% BBl 29 2.
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RTRT7T7A4 « TV ==V AT EBATDHIENT TAA— MIFFRIZMD Z L7 E3E
WIZOBWE I THD., T LITBINEE AR, RHICITLER~OFES 2 T5 (pp.123-4)

B) PR AERA T Y —=

2000 FLAEIER L CWSHIAER A7V — =0 ZORHIE, 22Kt — Tl < M Tkl &
TN Z & TRGIEB A LR T 5 Hug{l. (Regionalization) &) PflAZ#ERF L= Th D
(p-179). PKU JEITFHDIRE TH - 1272 DI FEBROIE AHNIFHEF TP ET, HICHIE RIS
DEERMNMT HILTE . FEER 1970 T 7 U W RERB KRS HO T > F o DCTHE, —
HHHER TERDSTETEDIC~ A « A7 Y ==V TPRBEIE S, NS S AN LB ENH -7
(p.181). L2 L, HEEZRZED I DHREBOILKIZPKU v A& « A7 U —= T8 AL~
ELTHEE T, 1970 AT E TIEIE PKU SENME— DR RIEB TH o 72,

ZDORDUZEACD G D DI, e RPEFIRIEEREIR TE  (congenital hypothyroidism : LAF,
CH) 7% Guthrie 7 — K (RzBEAL) 2 MW TR > Trb TH S, CH ITEKREA T
IR GERNEDRBE TH Y, BN 3000 AlZ— A& PRUSER D bRAEENS FEEV. &6
\ZERIR ERRDINEET, Lvb BHPE I L0 BB ZRIEIEN GO N TR ERA 7 U —
=2 7 OBNRBIITIFME Th -T2, 1974 F£I27 Xy 7 TCH OFAERR 7 U —=277%E
mEhzg &< OINCEDGBREL 72 (p.182). KICHFIRIGI /e o 72D Dy, PR LS 72 82 K
2 THE LWIRREEFERLIET O ATRENED & 2 SiefR /R MLERSE  (sickle-cell disease (SCD)) 3+ Tdh 5.
1970 “-fH #1212 Georgia, Kentucky, Louisiana 72 E3~ A « A7 U —=" 7 % Blth L T 223,
UL EIREAIE B L T O T, BB VIRERNTH 7. FiuAs 1980 FFRE EHITH A
W3 5= U TN TH 2 & OWFZERE R D 1990 4FE TIZ 16 MR~ A« A
V== T ZEAL, TOEN 14 MBANA VAT DERREICHTEAZ ) —=0 T 2EAL
7= (p.183).

AR D X 9127 AV W OFIBE L ONEEY —EALRICEB T 208N G, HERRAT U —
=7 b Tl N EITHIEREI DN R SN TV HBERT, FIERAT U —=2 7 DOX5IE
S HUIZE N FEF TR E V. JIREBDD 720N T, PRU E, e RMEH RIS ERK TE

(CH) , #felkJRMEKEE (SCD) , #7727 h—AIMJE (Galactosemia) DAHE*RIGE LT DI
ol PERITER I EDOOITOMGBRNVETH Y, F-iEEHRICH D ik &N RE S
TND ZENRBIRBOYERD BT 72> TR, X5 A~ A (tandem mass
spectrometry (MS-MS)) TiZBEDIMEY > 7/ T— BB E R b OIR B O/ DN E R ¢ rf
HEL 720, KIERIERDBLFEN L 72 o7, 1995 FITITRGHEEE O FNT 5 FERIZH E e h o
72b D3, 2005 FFE TITITFE 19 EEDENS L, K4 5ETRR>72. MZE->TIT40 %
A HEZALTTEL.

BRIETIT 1960 18 70 FROFERA 7 U —= 0 ZEARETII KA — O F#EBEEE T,
Z D L PHUGER AT, 2000 FLABEHMEGEDS LR L7 2 &6, 2K Tof—RERE
OREENAEFENTL 5. AR[EEAS (US. Department of Health and Human Services) Dfgfat
Y — ¥R« fE7-ERfd S (Maternal and Child Health Bureau of the Health Resources and Services
Administration: HRSA) 723K [E R E{=F2 (American College of Medical Genetics (ACMG)) (i
—H 7R — LV ORERZAFE LT, ZORERIE S 72073 2005 420D ACMG HEFHETH 535, 20D

34 PAUL & BROSCO 2013, supra n.9, at 182. [8RIRARMERIE)] , [TA LI ~==2 T VEZEER FER]
http://merckmanuals.jp/home/index.html (FFEMRFE 2016 412 A 25 H) .

35 Watson, et al., eds., Towards a Uniform Screening Panel and System: Main Report, 8 GENET. MED. 12S (2006).
ACMG 2AABYE LTHIT 20103, Wl iio BRIE: & oBEn Lk L OREBRO RSN, BHicloT
ez b 2T D0 E I DOMBOKMIEZ 525 2 &, IBEAETHLRIEROZHOBENE L3252 &
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WEBTHERRA 7V —=0 72BN TH 7 DRVEESHTEFOFIH & IR B DOILR 2580 <
HESEL, 2000 FLARRILRBT A A 7 U —= 0 T ORESLICR & ekl 2o 72, 84 REIZOW
THRETL, # 7 LDV EGHTEE CO O ATREMECERIRIEE OB R A TR A » MR L EL
—ELEDORA > NOBEBERGEIA 7 V—= TRtG b Uiz, BlzIE, M TOSHTAHETH
5T L2200 RA R EZBNTEY, BRERLD 2B ATEM L ER L TWDH Z L3
EICENT-. ZOT=DEROILAETH 5 Wilson & Jungner FEAEZ FLEMICHEFTE L T LE-T &
s T 59,

PSR ("core panel”) [TEEO BREN H2BE I TWDHZ &, A CT2Wralge T
oL, BRNRIGFRIEOFET 2%5HE6 T, BENRA 7V —=0 TOMR LR L. IR
%4 (“secondary panel”) BEIITHEAIZZETATRE TdH 2% ( “could be identified in the course
of screening for the core panel” (p.186)) , ZWREMIRIGFIENFAEL WS THDH. ACMG I3
ZORAETTE 29 ZHLRGEEE, 25 & ZIRISAREERE Lz, E518, v VU7 - AT —
% A (carrier status, fREF) BIEEHBWOLEIL, BERELTKKRIIRAONDLRE L Shiz
(p.189). Z D ACMG i IFEFR, BEMHRE, I OICHMEAR KEOH AN &/NRBIRMER
BUCRHT %KM Z B % (Secretary’s Advisory Committee on Heritable Disorders in Newborns and
Children (SACHDNC)) 72 En D iz 7238, #E IXEAEREND OEKRBE T, TOBFER
1T RTOMD 29 OHFOKIEIRBZRA L2720 Tlde <, KREHOMIZL 20 O kx4
HEH L72(p.186)3°.

TdH%(pp. 10-11). F 1 1T LT b DL, ARAREAT 0 7T L LTEAIZZRIND O TIERL,
W S ORIEZSTHIZEE LTREZRSND LD THSD. LnL, FlZiE, NBS OILKRICIELREN B
FIZDRBER SN TV Z &0, M BEBOEMZ CIERVWNERIEOB ANEELEEER L I TWE
ZEORBEADOHERR R INTWD, EERIN 22 ETITAREICKIT 5 LV Y DHOER L REstg
ELTW2RWE S THDH. American College of Medical Genetics. Newborn Screening: Toward a Uniform
Screening Panel and System, 8 (suppl.) GENET. MED. 1S-252S(2006).

36 Supra n.5.

37 {ii¥87E 6 2R, PRESIDENT’S COUNCIL 2008, supra n. 8, at 30-35.

38 PAUL & BROSCO 2013, supra n.9, at 185.  See also
https://www.hrsa.gov/advisorycommittees/mchbadvisory/heritabledisorders/(last visited Dec. 23, 2016).

39 ACMG #HEFEATD 2005 RIS TIE, MERERIL3 —4 3 L RS RERPFEL TWIZH D,
2008 4 11 HEBEIIET R TOMMBHL RGO 29 o 26 A, 44 X 29 T _RCTEHEMA L.
PRESIDENT’S COUNCIL 2008, supra n. 8, at 28 n.20-21. MBI DV TIZ 30 2325 D5 H 20 DL EEZEA L
7ok, 3MIE 2 BEBOHLOEATH 7=, EMEHRETIX/ <, BENTITO THEREREE

(hearing impairment) <°JE KL% (congenital heart disease : CHD) 2% T/AA3 > TV %. CHD i
2011 FF2I 7 < & 10 M, 2015 AEEMEC 46 M IS X Of Washington, D.C. TERA SN T\ 5. EHEZHE
WZE D EREEZRFOR, TRTOFHAERICERY ZIELRLATI2DICHAERA TV —= 7 0—5L LT
MAIAFE ATz, PAUL & BROSCO 2013, supra n.9, at 186. KEY FINDINGS: NEWBORN SCREENING FOR CRITICAL
CONGENITAL HEART DEFECTS Now COMMON THROUGHOUT UNITED STATES citing Oster, et al., Lessons Learned from
Newborn Screening for Critical Congenital Heart Defects, PEDIATRICS (2016), available at
https://www.cdc.gov/ncbddd /heartdefects/features/kf-newborn-heart-screening-commom-us.html (last
visited Dec. 26, 2016).

87


https://www.hrsa.gov/advisorycommittees/mchbadvisory/heritabledisorders/
https://www.cdc.gov/ncbddd/heartdefects/features/kf-newborn-heart-screening-commom-us.html

F1 B OEEEEL (2014 4B )40
KGR R e RS &M 4

64 ME, 59 MO, 58 NY, 58 MS, 58 IL
58 CO, 58 CA,57 TN, 57 NJ, 57 KY
50 LA I 23 M 57 DC, 56 MN, 56 MD, 55 MI, 54 MA
53 TX, 53 SC, 53 OK, 53 IN, 52 IA

52 DE, 52 AK, 51 ND

49 SD, 49 NV, 49 NM, 48 WI, 48 HA
40-49 12 N 46 OH, 46 1D, 46 AL, 45 OR, 44 UT
43 CO0,42 VT

39 NH, 38 WY, 38 WV, 37 NC, 36 FL
33 PA, 33 LA, 32 WA, 32 NE, 32 AR
31 VA, 31 MT, 30 RI, 30 AZ, 29 KS

29 GA

39 LR 16 M

AR D X 5127 AV 71 OEFREHEY — © 2 OFARIPERL 2 2 BRI 940, M2 EE e ERE

HOWAERZ Y Y == ZIIEEITRRRRHEZE L o> T D, B -1/ - 74 —7 v 7
EIBWTH—RE LT 7 B ALMERTE RN I ENRRDOER & 72> TW oo, ARE
ERIEO—B & LTHIELSNTE .

(6) EBRAY 72 B & A 2RIE D Rk

IR RBA AN EBEAYIC B Z > Tz, 1960 X Guthrie 13 H A% 59D % < DIE 4 ~[HH &
AR R« 27 ) == FOEEMZFTNTEY, ZANEEFFATE. BT 4T 1963 FI2E
ASNIEDEHRIZ, 1960 FRKETITIIZOETHMGEN D L9127z, AARTIE
1967 4EICEBRR— X Thh% - 72 (p.187). HLHRIBINZRENC AN DY, Zh b DE % ~DESE
RN KX 72BN o Bedz LIz OIS EY, R ﬁ?ffif%lgﬁ'é fA# )5 (Children’s Bureau) T&
STc4 6 O E & ORFFEE 1T RIE ORI B3 700 72 O I FI T RE 72 i AR B ORI i ik
DREBEOEREZEZ, S HIZENDDELX OMEFRICEFOB T2 2 =7 1 ~Dlf R Eik

( “the sense of belonging to a modern scientific community”) % 5-% 72 Z & RO ERE TH -
72(p-189). ARETHAEZ T ICINGO®E T 0 7 IF ANKR—F R, 2—3RAT7E7, A
AT T), NEZRL L, SHICHE, AR, =V N TORBANAIND Z&IIRD.

HRRATIC, 1990 FARLAREIC A RE TR 2 - 7o SR B O BB RIEREI ST, #AE TS T
LI 5727 (p189)2. 7152 T, 2006 4% TIEIETTOMT PKU JE, CH DH%

WEITFD 2 20D Y —RA)HZEFEDMERK. The National Newborn Screening and Global Resource Center
(NNSGRC), National Newborn Screening Status Report (Updated 11/02/2014), available at http://genes-r-
us.uthscsa.edu/sites/genes-r-us/files/nbsdisorders.pdf; Baby’s First Test, available at
http://www.babysfirsttest.org/ (last visited on Jan. 1, 2017) .

41 PAUL & BROSCO 2013, supra n.9, at 188.  J& ¥4 FE i HH O FINE O —EB & i& B E~O R 3 & L TH
WD ZEEHRTHAF—LBHAVL . TOEYE LT, MEICHIT D PKU BT —Z DU %
FHNTWE=L 5 Thb. The US. Agricultural Trade and Development Assistance Act of 1954 (“Food for
Peace”)(Pub. L. 480).

2 QARTIL 2011 FELBEIESED 6 BN D, 19 D 26 ITREBA~LIER L7Z. HARDITEDIEKRIZOWT,
BB 2 8.
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®GrL LTz, SEEICE W T HRPUTIZIZFEE T, PKU EE A% 30 A4 T & CH O
DERAENTE. TALT VR, KAV, 750 R EOMMNEEIZIBWT S PKU JEE A% OH)
TR STz, L LY T A ADBF KN ACMG OEIE OB & |2 X - THRB R Z b
Z0, RAYTIE2005 4215 £T, 472452007 4£(2 PKU JE, CH ([ZHNZ 17 ¥EE TH
MU, £ AZ7 /T 2008 4FETPKUSEE CH DA TH-T=. il e KFHITEIN TiX New
South Wales M3 1998 4E|CHEFICHEBRIT T X v F 2VEESHE A2 EA L, 2N T 30 FEAELL
LER7 YV —=2 T D38 LTV %(p.190). *@;5@@%@¢@&M@iﬁ%@ﬁ%%%
BUCRERRERNEENT-. 2012 FFEET, 20 KEMU EISRE LTW=nix, #AEED > B 5
TFENCBE 2otz MRIERN 5 L FE-7-00% 25 7, 3FREUTFTTH-71=0i% 21 7[H
ThHoT-.

2 BRINTOXIGEEEM
(2012 FEz )
74T R 1
IV — 2
A AT T ) 2
R—F R 3
eS| 5
7T A 5
7\'7:1:*"7*\\3/ 5
TANVT R 6
Fw—7 15
KA 15
*FT K 17
TAAZTR 28
NV — 30
F—Z R YT 31
ZM 30 #

2D OFEEIXEHEA 7 Wilson & Jungner FEHEIZHES TV 5 & S, ARENCH LR 72
SHBIRB AR LT a7, RIS, VAR S bERGAEFN TV, WHO O
Wilson & Jungner E#EDHF.LMARZINE, LLFOL I 26D THD%. Tiabh, ER~OSG
WLLT, w2+ 27 V==V ZOFRMEE FARDOOL, BHIBRSRECEILT L LY
ELSARVEARDY 552 LER0 5. HEMRRTE, FMRRTEERICONT, ik
7 VEEIEDN oM D B 5T, S SICIBENNLE /2 WVERICK L CIBETAZ LIk T

43 PAUL & BROSCO 2013, supra n.9, at 190 nn. 44-45 citing Burgard, et al., Report on the Practices of Newborn
Screening for Rare Disorders Implemented in Member States of the European Union, Candidate, Potential
Candidate and EFTA Countries (2012), table 8.5, p. 53-7,
ec.europa.eu/eahc/documents/news/Report_NBS_Current_Practices_20120108_FINAL.pdf; Loeber, et al.,
Newborn Screening Programmes in Europe: Arguments and Efforts Regarding Harmomzatlon Part 1. From Blood
Spot to Screening Result, 35 ]. INHERITED METABOLIC DISEASE 603- 11, at 605 (2012). ERINICRIFT 2 Z D L 5 fcﬁf@
WEIE, BRED 2005 0 ACMG 15 OLIFTORIUTHABL L TV, £ ORI & —IEHED ETE
BIZEEN TV ET 5.

44 Supra n.5.
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ENRHY 955 (p192). &V DITHEREOFIELERT LDARMEAEZ, ~A - ATV —=7
Fhii FANHE B TH D721, Wilson & Jungner FEEZF AL Z ENEETHDH & I T
7. FLTCEZIT—FEMRINTW=DML, IHARESZZZE (a demonstrable medical
benefit) DIFETH STz, TDOHE~Y A « A7V —= T ORHRFELEIC OV TER % R PR E 23T
OILTEREDN, DRARIEREOFAEO EEMETIEFEL L 72 > T, FEFEE 2 1970 F4RIC
New York <° Massachusetts )N C—HHFAEIR A7 ) —= FIHAIAENTZ B ZAF T MIE
(Histidinemia) 1% 1980 FRICITERN AR E e b D & L THGIEEN OIS 72 (p.192).

ZOXIRWRMNRERER 22T H01%, #dD & 5122 o7 2WEESHTEE (MS/MS)
BAFE S5 1990 4ERLIETH 5 (p.193). 1990 EACHIEEN D, HEREEHLE SN T
Wilson & Jungner JEYEDTERE ATREME (treatability) (23 5 ANl AEENTE 2. JEROATREME
LS, BERES Tl < MBA~OEELRFESFET D, T 00 OMDRED AR
JED 3 I BRAROTE L O BRIL, MR TH LN %, HiIERRZ V—=2 77 BicL s
JRELZRE I AT D2 T UL, ERICHE RO L DO THL. HERAZ ) —=7Ic X
S THERXLRRELZREICRRL, BFE2 07+ —CE2KHEHZ L2 LICL-T, &
8D HIRIED 53 T2 PR D 72 8 D IF BINEECHT T IR BRI DBHFE D T2 O DAFFRIC SN T E 5 7]
REMEDE B IC A £ 5 (p.194). S OITHEFEARANTIEAR L, MBI HF A E LTE, FHIFEA
WX VEREBMEE CORMOH NZEMHTEL 2L, MVKBETHLINDZ, ERE O
PREFTHMEZLIEFITDRN LR EICLD, Wb Dd [ZIiE D < D IKIRIRE)

(diagnostic odysseys) #Z [t TEX D Z ENETHREEL X IDFHEICE > TRERFR LD,

SHIZ, WEAROFHEZTRT 208 5 0 OHFriIxt LT, BHEREREHE 20 5%, PKU
JED X D ICHERREELZ T LAEMER S DI W) TAREENERZFE]  (publichealth
emergency) & L COXRIGND, JREIRIT L VIRERRD B INL Fik & BE % X 2 D15 <
D RMFRIRIE D= DD TARMAEYT—E A (public health service) & L TOHFAERAZ V—=
VT ANERTEA BNPRE LTz LT B,

MIRZ D X ) R FRITIFHEE SR <, BERRNFIEDRNWRA Y J—= 72+ 5 2
EEMEMICHFA SN D NE TRV E N ) FRGBAR. MERE LTHEBILDIE, A7
V==V T OMPREBRKGHET 2 2 &, BETHSTZVIIELRWATREED H B4 RICA Y
FRRREAT O Z LI R a X NOFE, S OITBBMEN AL AL, £ L CILRRZ 8T
HRAZ ) == T EIp N - IREIREBRAT 5 LICE 2R a X FORATHS.
2 O < D HBARIREZ[EIBETE 9 5 L WO FLRICK LT, MDHREIZOWTITEREDOR
LRt DB L, £z EOREOBEFINR BT NHAVUIRIESCE R EBIZED )
RERRZRIEHZ N LD, BN & W SRR B AR I RN SE R T e B RS Wit R & AR
SHRDLMENMIEL 722 [2Erofitsi)  (diagnostic cascades) BT 5 H U F U R iRz
ZIBUWKR® % (treatment addsseys) IREEDAEE N D AIREME RS mWV & SGRT 5 (p.194). D F 0,
—EHIIRZEREEL, B0 L URRICHS TEAMBNGFET L L HEETH LN, R
o LENLLEI, BAERRY U —=2 I X A5, F OO BEKEZ K> TRVLHE
B (diagnostic odysseys 72\ L therapeutic journeys) 9" 2K EAHTE W HHEHITH 547,

45 GROB, TESTING BABIES 2010, supra n.1., Chap.2, pp.38-79.
46 PAUL & BROSCO 2013, supra n.9, at 194 n.57 citing Grosse, et al., From Public Health Emergency to Public Health

Service: The Implications of Evolving Criteria for Newborn Screening Panels, 117 PEDIATRICS 923- 29 (2006).
PRESIDENT’S COUNCIL 2008, supra n. 8, at 26-27, 43-44.

VEREDPFERINWICHEROBIL, N=y 72 B2 SERVEOITBEIZLE T 570V B L, —Z
bR ERAPCEMOZKZZ T RSN eV S FELIEFEREZG A DN D, ZORBIZENIZEIL, R
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ZDBROHSE, E VDTS AMENPHERA 7 ) —= ZICH b ESGAIZE (2o
Z & % PRESIDENT’S COUNCIL 2008 TIIHTAEWRA 7 V—=v b HAERTa 7y A4 ) 7
(newborn profiling) ~DZ% LML), < OFAERICEEEZBZ 5, BHRORMI] 72 55 53 AL
DINDHAREMEDRH VY, F O EIXEH Y Fivieu.

BN AR, D7e< &b 2011 FEOFFERE AT Wilson & Jungner HEHE D FLEE ks 70 18
SERKREBTHY, A7 V== T3 PDOIRFENRPRO LNDLGEICRVFEBEO HILH &
IREENHLTH 7. 2011 FORRMFHA TIE 35 7 [EH 23 & [E)S Wilson & Jungner F&HE)NE
FERRMETHDH E LTV, Wilson & Jungner JE#EY, SRENCE T DK BOILKITHR L
TH45F DI B2 Bl= 72 s o 72 2 L TP I E LASIZ L8,

BRIE & BRIN D ZEFI B U A 21T - 7= Pollitt 1%, BEWR AR U —=0 7 OBERRESE
MED XD RHMHFHEMICBETH0NEETHY, GRETIIREEDHAERAZ V—=2 T
DY —EAREE MR T H2HE ThHoT2Z ERFHETH D LT 5(p196). S HIZ, GREICIX
AR EDOREEN 1 SO ThH T, NEBDBFER R V—=2 7 DX REBLS
DFEBIZOWTHRAEZ IR T HFARES, AMBREEE EHA T — X 2R L, AT —t
AHEPERE BT LA G AR 1L VB RO AR I 7 ERUES U 72 3REARES 2 FV B B2 BVIATeE)
TELTCWOERERELHIELILEZ. Zofich ¥ 7 ABVEESHTEE (MS/MS) OAEFERE %
ITOREICHELT, MERICL UB A 23R T 2 bR OB KA EEE b &
L. LT, ZHOMBSCRE T 2 A, BENKREEE TSI LItk T, BEBHER
DCETONAREICBTDHERA I ) —= 0 THRIREEOSHBERO—FHTHLH -7
EEE, R OFHENRA 7 Y —=2 TR ERE L7z SACHDNC D4 G]D A L R—DHH 8 4D H
H 341, HERIREEECRES—AOMAEKBEORRE Th o7

Floa A M HREEER, BN &KEE CTHETH . I T, REREBOIRIZE N
T, AANOBENEBERBRERDLOIIX LT, EREOZNTE O TR 725
TW5., LML a R MOBEIXERICITIARARET, RENLRERZMCIRY T 202k T,
MOBIR~ER Y AT ONDEHANEIRSILD Z L2772 D. &0 DI AREAITEENIC 5
RERNPBEASNT IR0 THY, TOZENREBEELHZ O DH5HTHLHDHY.
BLERZRNZ &1, EEMEHRIIC AR A T HEIS MRV SO M TH %5 Mississippi N TiE, &
FHT RRB o —0FLa B =2k > T, 2000 FFEICHENRAT V—=2 T ORRIEERN 5005
40 ([ZRHE LT, [FINOT 7 U BROFAERSETEED/EML T LE -7, SEIRBOHEINIC X
S THER—ASHT- 0 OREE PG LR, 208 HOKNESOIRR TH 5 IKF5E H
EEETHD AT 474 K (Medicaid) I[CKEZRAME 2o T AT 4 A4 MR TRNHY
T, FEROICAT 4 7 A RRSE OB E LTI 22570 holc. ZOZ EIZE-T

LT EN, BODA 2=y FTOHFRINESE O DR FITT 2 BB ES 2 24 KRV Hh
DLl D ZIUIRE T OO0 RO E WS BEEL, ABMEE S DEWARHRENE S W D Bk
BAZ V) —=2 7 HIEIZNET S5 F/ETH5H. Timmermans & Buchbinder 2011, infra n.56, 412-413 .
PRESIDENT’S COUNCIL 2008, supra n. 8, at 85.

8 5 R IR BIERIZE K T 5 F121E, Core Panel (3{5H#EAY72 Wilson & Jungner 2#E(Z 1 - CIEXM4{LAHE
ThHodEEETDHHEHUS. AlanR Fleischman, Bruce K Lin & Jennifer L Howse, A commentary on the
President's Council on Bioethics report: the changing moral focus of newborn screening, 11 GENET. MED. 507-509
(2009).

WEIZIE, AEK, TERZEI RO OERESE: : N2 OREFIEHED 7 DI ER & ARBEL AT
%1, 7 AV HYE2011-2 5 398-405 HZ M. Baily & Murray 2009, supra n.22, at 312-320.
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IKFT T8 O HPERTE L O EER DIEIG O 77 7 72 EAHIIR S 41, HiAEV B ROB 1~ & B
STeDTIEFHRNNEE Z BTV 5 (p.198).

A REOIGFEEOFILEITH TH Y, ANREAEDE S IERIEMOMERE 72> TWND.

Z DEIEHHE Lo ENE L W O BB AEIR A 7 ) —= o Z oEf bR L ORE AR ERIC R E

IR BE RIE L. AREBICE TN TOARWER T2 LB,  [BROMN TS5

WCASTNT, FERARZ ) —=2 7SN TOIUTERAEET TV, O FLE R CEWEEEC
HIFTL AR EFRATE LIS, BELNRTTE S, MO TR EIR B OIERITHE
L T&72. 1960 44RIC Guthrie 72 34N THIRAIC PKU v R « 27V —= 7H AT L
72 L9102, 1990 FARIC G FIFED FE TREBIE B ORI RIERITHEN LT-.

ZHUCH L TETIE, BERRAZ Y —=0 720 < ARG ERREN L hREERNTH
0, TERERTRER 2 D R f@%@imﬁm_w@<@5 é% WZHIAERAR I ) —= 0 7550
ERAAMIZI T DBORIE, HMFEEEMENR. 2k LARECIIBE RV LIHES
i%ﬁﬂi@ﬁ<,%u%%7bﬁﬁﬁ/“@ﬁﬂﬁ% %<@ofwé F%HZ, Wilson &
Jungner FEYE7e CHARE/RGEILIC IS < T & AR T D A mm R O SR OB SRR
K< 7o TV, BAREMBHFERLRKMELZESOHEERBEANGFIELZNO S, Thz
AR5 X 912 2000 LRI CIER DN EA TETZENZTOZ L2 MEICEDL LTINS, b
) — OBHERGREDRHED, FIROFHFROELETH L. HERA TV —= 71BN TR
SRR LI K> TERABILD A[REME 2 [ABRE L7203 212, FARYERE Y — B A FR AL AT 23 Fruls
®Q%EK%mT,MﬁH PN OO RRATFERE 23 0 % 05 il E & 72 o 72 (p.200).

PAUL & BROSCO |Z ZAUE, Z DX 572 1990 FFAREIEDFH AR A 7 U —= 0 7 O3 G5 B DL
Rz < DikmmlL, wwqwoiﬁm%ﬁkﬁ%%#%é%@tkwo BEFHN AR DE
FOFE, RRER LIBRIZIRIERIC K 2 BB O I Retk, BEME-C A ME R ROEE, 2
%%@7¢u—7y7;D%X7U—*/ﬁ%ﬁﬁﬁé B O Ch D, BURREIRR I E
WCBORE S, THRZREmP S E VIO REVWREENZRD, A7) —=2 7R R
HOfERIERL 2 A R 2 S BREETICA 7 V== IREEI SN TWDDIEPKU v & « 27
— = EAFF LR TH D EHHIEN TV D, FEmlT o BE b, B
U~*/7Wkﬁﬁﬁi T DR BB D HARIRIZHRHI 72 2 7 ) —=2 712 L > T LOTHS

72D DTH Y, ZWIATREREBIZADRIBROFEICEOLL T, T XTHlflRs Y —=
/7%ﬁ¢~%t&%zé%¢%wéﬁ ETHD.

(7) s Mgg v > 7" v & DNA

1%0$ﬁ WX CF IR H AR A 7 U —= 0 2B 0T, B R ARME A L v

DHOMK AT — AR a2y RBRRWVIRE T E 572, R ANEET, 2»olR
ﬁ@ﬂbﬁfﬁ_owfu,é@% CEBEZNFAZ ) == TEREGTE RO E WV R4S
RERET o 7eirb L2, L LBIEITOITWAEIEN AR Y U —= 72BN TIEE
IR bR 5 K D ITRBO AR LA SN TRWEIT TR, BB IECIBES RN AR 2
KRLHZLEEND LT ->THEY, SGHEMICHEEREEE WO IE4bid#E LS5 < 72
T % (p.202) 50,

50 BRI AARTIE, AREREE, EARVICIIEERREMOAREAE T 07T A LTSRS,
FAEWRA T V== 72O T, MEZBFNERERE TR LA LE RoTEY, FREDRTEE 255
HCHRO -+ EOMBEIR S D128 &, L7 L ERMTITFRBENEHREE SN TVWEEANRKRES B D.
AT =LK arer MRERIND ETHAREICENT, RENEMfE ST, BEOARICE
WCRIENAIRE S5 Z EIXEBRIR OB R D BREN. L7 T —, fifgiE 23 M.
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BLURZRNDIE, AT —L K« arvr NORIEDR, ERIMEY 7 )VORFZER]H O E
R, DEVESHFVIZER-TNDLZLETHD. 1960 FRITIEL, Ax DIFEKNOFREEHED
Z L AT D MELEG R < PEEMRIE OB HIXIRITEETH 72 Z L5, Evidence-Based
Medicine (FRMLZHES[EH) O a7 NORFE, BEOHEFRCA 7+ —L R artr
kN OEENM: 2R B AMMEL ORI S B ORMENL, BIRFEFE RIS S MR < B - A
HIRREI~DO ARG SR AND R, # o7 DB ESHTEE (MS/MS) , DNA IZxHd 2P S i
TR H R 72 EORIFAEIC K Y, BERAZ U —=27L DNA ’BRT 58 O &9 5385k F
FELR -T2, 4 HEGRIRMMAEL L TE 722 & & » TRIENMEMEL - IREH L L T 5.

TERERFERBZBOEON, HAERA 7 ) —= 0 W gk (stored dried
blood-spot) , DFE VW FERMIET > 7V OMEFIHOBBETHS. YPNLTEN bFEFRIHOZ &
IEEZ TV, FENKE L LD D OIX 1987 A iSRRI 2> 5 DNA i 23 Al fE
2ol & ThHD. BAERRT U —=0 T3l AERBRRTH L - OREOHARDIFITT
TOHOAND DNA fEMTNAIRE L 720, WFZEE N DO RIREMIC RWVICHIF LD TH 5. Kwhir KD
T—42°b FESEERBHZ IR, FIAERR YV —= 0 FOERARENIEHEICDO =2 E# -7
— X DEHDIRE, Tibbh T IVORBENRKORHETHS.

ZLTA T H—L R - arty NORMPEERRME T > 7 V&2 <o THRATOFN
ICEER STz, BEFH R ERICRT 2 — ARSI 2, BURFRS 284 0o DNA 4 4 L
EHITFEDL ) DRIEICH D Z LITRE AR A KL 25— D Bl7- 5 Minnesota M <> Texas M
R ETINBISEFR 2, SEEMICHR L7z, ZoOREEs?2, MM & b — SR 27y 7 v o
BEFEARIE LTz, 2D OFAIXBUFA DNA [EH A FFOZ L OGN DIEE > TN D M358, 4
KM L B0, EREMFEM, BET RRD v —, ARMAEMBRE RS ITHERA 7 ) —=
VT OFRSMIRY TN ORE LRI 2B LR A iEo T . 22 TOEROFL
X, BAERRZ Y =0 R HAEROEMET S E VO EROTETHY, T IITIE, EBE
VA BRI ITIEDR I D ) TRUWEBOTRIRIEN 2 WEBOHA R B & DS~ R RIS
THZEEFRVOLEETHD. 2FVHERZRZ Y —= 7O AMZ EET28E, H
LREETESTD, BRI & HEH LT & 7= Wilson & Jungner JEUE, G272 iGREDF(EA E
I HHERH LN D, KT 52 EOFERP LN TND., DFE Y BICHA X
W E DA, PKU SEDRIBFNAKIL T HREEORBER Tod 5 & Paul bR TV 5.

3. BERAZ V) —=0 7% S DHIER - RS

51 PKU D MIERARIZ LD~ R « A7 U —=2 7 %"8i& L7 Guthrie (X, WRED D ORFFHEARZ %S
ZEEREE L, BAEROAM - BEEHER L WO ALEBOZOOIREN LW D BRTEHERE LR 72, 4 B T,
N L TV RWERBIZOWTH HEZE CELHFICIIMELZ T REITHH L0, MNEHEEZDHH
WA ITRTT AE OB L OHLY], BB OBERL Y bIRE~OT 7 8 A2 EHRT 2HEEAR8L /2o T
TRV, FEELCHIYRRRLTWERITRL 2o TV 5 (p.205).

52 Bearder v. State, 806 N.W.2d 766 (Supreme Court of Minnesota, 2011); Higgins v. Texas Department of
Health Services, 801 F.Supp. 2d 541 (2011). ’5 M-2013, ®i#87: 1. 2015 4 3 A 17 A LIBICERE S 7= mig
P TN ERERIC KD THWL5E, BORENERIND X HI1272>TW%. Newborn
Screening Saves Lives Reauthorization Act of 2014, Pub. L. 113-240 (2014)(effective on March 16, 2015). See
also Michelle Huckaby Lewis, Lessons from the Residual Newborn Screening Dried Blood Sample Litigation, 43 ].
LAw, MED. & ETHIcs 32-35 (2015), citing Doe v. VanNess, Marion County Superior Court, 49D011409CT031, filed
Sept. 25,2014 (Indiana case).

53 See n.26.
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BAERRAZ ) —= 7L, B8 - MEREBLENOERTRE R0, # LICAREA T 1
7T HE LT, FIEOHE JRFEDENRIMFIC S 23 0vb 51, SHAERICRER L OWEE
R OEAMMBMIZTEREINC 2 EINDHETH D, HB20%, ERFHERRAT )V —=2 T ORNER
IR D IESEARIL O FES, 5 3IZHRHIAVHE]E & 153 722508 - MEOXKMOME, 5 4 12HRED
7o OICEREL S LTz it > 77 v 3 K OMEHR O ZIRIBFFEFRIF ORIk & Ch 554, AR L OB
T, FRZE 1 BIOE 2 SI2) b5 NBS O BAA~DEE &R UBL B~ D R
BIO, BEFHLFOEMOR - HV 7, 2 RANEETHD.

FPRAENE RO EMEICHT 288, FHCEBEICB O THREEENRRENE W) HiE %
G5 EIFFITEVMABEDRIEN BT bN D, Z OMER EOIEMIEDOREIL, O
ORMEZ GBEEMEROmSIZE DL EREL, QXL VRFEMRIES LT, EETH-
7o & LTHRIEL A ROR 3 LOEIEORE R ER+HoH TRV EW S, 2 FEO R
EMEND D, ETHRAREICEDIREE LT, BEMERIIIEFICELS, EEE1 H720 80
5 60 [EDBEENR S D L NI HEFHDBH VD, 2K TEETBAOBEEREA SN TND E D
Wbivad . FERPERRMEIE (CF JE) TiX, BBtk & HIE Sz 100 40 5 LEBME S HE SN D O
X8 HHIC T EhehoTo. REIE, BEEHIIR T, ZO%OEFBERICHENERIZH S
WL Gz, WRIIZITREEREOF RN RIS E 578 EOHA (Wibkp % vulnerable
child syndrome) NEETH Y, ZOHENRIMIZO o THEE LT, ERHERS X OB
IR NEEANOEENTRBEND ZETHDHS. L LRI DL ORI < WEHEYR X OWE
Ry A FORMBEIL, FERAZ ) —=o 7 Dax b - XxT7 v MRICEEND Z L1
EAERNo T

LA DX, EEMEORHEEEORBETH S, FRICK > TE, EEtTchhE, o
% OB B OHEITIRPL-OIBFE T EE DGR E CEZ 2HEBRH D Z LITHEETHSH. Lol 2000
FELURERIT GOR BN R CIER Sh, RO OB & W o Yl b, 50 B AR S Bl fig
SNTELT, BB EHEINTEENERITHICRIET 200, BIET S ETHITNDRO
2, FIETHELTH EOREEIENT D00, EEDOLAICILE OREREDRITS D D)
L, KRR AR RBN DD, bE HIBIEEE (genetic traits) DA b PR R DO BIR & HARRY 72
BTN EHBse, FZ 2 TIERBIETH D Z EOBIETHE E > T D 2 LR REA

54 See n.8.
55 GRroOB 2010, supra n. 1, at 18-20.

56 Timmermans & Buchbinder (%, fEESIREE & FRFHOEES - HRIKEBICH D THEF~OFRFHIREE)

("Patients-in-waiting”) & 19 %. Timmermans & Buchbinder (%, California N >/NRELEZEI 7 U =
YIIZBWTC2HRULICEDEFE L7V =y - Ay ZT DAt a=r—arOnlinb, HFERAY
U—= T NEL D TRE~OFBKRE] 2EAHH LT T5H. MDBERTHLIND I, HFEEOAKRE
D+53 72 BRR, BRARTEWR, WRENRL EN, +o2BEEROEEMPITONL EThhrbRnkENZ<
AL, MEIRBOILRIZL > TEOEPRABIILRK L72DTHDH. Stefan Timmermans & Mara
Buchbinder, Patients-in-Waiting: Living between Sickness and Health in the Genomics Era, 51 ]. HEALTH & SocC.
BEHAVIOR 408-423 (2011) (hereinafter as “Timmermans & Buchbinder 2011”). Timmermans & Buchbinder /%,
fEkFEED 2 N THD THIEMERD A  (presymptomatic person) , [ (partial
patients) , [Jk#if9E4E | (perpetual patient) AP L7-MEETHD LT 5. ZOIREEE, H1A,
YFURNUE, TN =TI EOBBHIEEMED T A N TR 2T TREE, Thbh, BB
TIEHRIEL TWRWDN, BREAICRIEV AZNEE Y, FOFEYIREE (protodisease status) TN EVN .
Id. at 417.

[ TRE~ORRIRIE] &1F, BETHZENE LTHERRZ ) —= v T eRET 7 /ny—
EWVIOINERIC L - T, @ L HROEIREE (aliminal state between normalcy and pathology) @
EEBHEIENDZ L THD. 2LT, FE - REOBERORHEEMZMET 5T ODAEJEICDIED
FORRYOTnv 2 THY, ZHUMEANDT AT T 4 7 4 REFERICKREREEEZ 5255
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OFERTHDLONT LW LNTRV. BT, MBREBEOTITX, +oRIBEIRIHD L
HEEARWbDLHD. ZOZ EITIERICKREREEL G X7 ACMG A N7 A OFHRR
RE HRBHTUNDH,

WIZ, FAERZAT U —= 7 &9 FIERTZWT ORGS0 & FIEICRET 2RI 61
. EROXSICHBORBENEIEALERD NS, £z, MEDOHNFEIZ DN T 72BFEN
o, BENR O TEBRITIE, ERE S R WIRIL T 7R < W REBLDS R %%wM*
b ARLTE RO THREFNZEMIND EWOHRFHORE L, S BI85 &> TITERIC
STREOFEELZTINET DI, BUIHMNRZx bE W%#éﬁﬁ%ﬁz&wﬁf&éhé
W) EHMHIEORETH .

RGRBPRIIIER S NE, BEETHN, BEEEThHI, Tk -o TREOEmE
ZAF D FEOEIT R R T D, ZoHI2iE, N TIEH D0, AMofaie & 2D
THZENTELFHONDZEHLEETELY, ZHIIKFTLI2HITZ TV EEbhs.
L LENLLEIZ, FHFHFIE LN LL DR A% T SRHLT A LE S 70 0nE d
HDOTIERNDE NI B HED. HHMS AT, WORIET 2N K LA bl
THESL R, PIROERB LY TITR, REETRLI A M HRE VIR B SEIEIEE
THOUEERPSTZDO TR E W) FRITEEH L TH T & WO RKERNRBEHTH S, =
TIIARIGIEN 2N T b w72 E DIBRIERBIZOWT, FIERTDBEPE THoORNDFRE
72 LICHRHIFNC ¥ v U TREZ1TV, 30, TOREREBEIMICEmT 52 & EEUT 5.
NBS 2 BRIV IRB T2 RS TZMEEDRE Y BNRVICHLIENIThH o772, TS DR
BRERIZILERZ 50 DAL DRI T H 5 58.

4. FERZHZT
ARz BN T, A%l@ﬁé%zﬁ)~*/7@%AL&%ﬁﬁLAﬁLthm&
BROSCO [Z4&HIL L 72728 B ARG L, 2000 4F LIRSS )R B IER Uiz 2 L0 X D168 - RPN
&Wiﬁwﬁ%ﬁ ZOEANBRICHL L E2HLFBREROLNCTERLLOITE Y. Kfax ik
(2 7--> T, PAUL&BROSCO D3t A2 CT&E=AREIC féﬁé%X7)~“/7
®%@ﬁ&%i&@thf,EEQ%I&H%%%%%®k@&#k_%%@otaﬁu
HREE ORI O T La A ML TBLZ EIZT 5.
AREDIZEAEDINTIE, ZOFHAERRAT U —= 0 TIIAREENRE T a7 7 88 L
T, EFEnr oA L OEE T OO OBREANEENG, 1FEACHELEZRDR
v TBREI ) 20T TEME SN TE 728, AREONRELESFIZBNTHZ D K 9 ZREYYET
HRVERBICK LIAE 0723 S 72V KRBT, 1ZITMAINICA Y U —=2 7 %47 5 ;U CH

L5RbDTHS. . . . BIFIPRETHEDHY 2T, NeoTRELERT, RAEICLDRFH
FEIC L > CHEZENGT S, | Id at415.

57 GROB 2010, supra n. 1, at 13. See also Baily & Murray 2009, supra n.22, at 211.

58 GROB 2010,supran.1,at4. Grob (X NBSIZBTHUTDOL IR 2 OOBMEKMREFTE LTS, 1
12, RIERTZHIOE 2 2B H T B4 37 FORKE S EEE TN, BRMEOLRWIEBRIZONT
ﬁ&éﬁ%®%ﬁ%@N%i@% PNRBT LB RERANCES S RELZ BT XETH D, 52 1T
AVERIRUVEAITIE, TERE &SmOV TORRIEEZ 525 _& L35 (p.221). 61T, <D
WLz @io&ﬁﬁ?ﬁi&?m@%@%ﬁ%% IRMOHLHINAT O RETHDLH L LT D. Kk
IR ENCHHEN D ERZFICER T 50 Tid e, ZHMNRBEFOFRZR N LT 5 Z L oEENZ T
5.
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B HlECh oo, DREAESHAERDEMEROEFE LG IET 5 &0 ) BN L ESLE
ATELD, FRFCZORENEFENTE R TH 5 1960 FRITIHNTIE, —MEEIZBD
ThbA 7+ —L K artry bolRIIHETHIZIT AN TWWRNST2Z & HRER
HHEERIFLTW . A7+ —A K arty NoOBEIZFNDHESETIREICZE SN
Lok, FETRIEL L CE R, EEMTELSLWAT N - 77 R &R LHARIZEBNT
BIEADDEOIMN 2B E REIZEME L SHTWARY. Z 2S00 IES RO L TH
STEHAERD MR EEFDLEVIHBOMOBEZEHYPE L CEZZ ENREFELTEL.

LN UEAERDEMBEESFLEVIEANCEL ST, A7+ —L K a2ty MIHOWNT
DHEDEZ T EMRE L EDLRIICB O T HOITEE THBEOHEMRZED 5 X 5 28X X
T Thmotz, ZOZENHFAERA T V—=0 FTEICHW SN ERAIMIE Y v 7V ORE R
FOMRFNHICBNTRE 2@ CTETDIIEAR I ETHD. ZhixtL, &%E
DENRELA T H—L R arty NOBZHFZEANLTZHARIZEWNTIE, BREKEO
iR L OWFFERI I DWW T H RIE ZAHEIC L CEM L TWRA S, 100 73—t > MW Ei
MR Ll FOREREEICR> TR, FAEZRHEE T2 EARICBONTHERAZ Y
—= U T T BN RN SIS T L S A0, BRI TH 5.

FLA7 V== THEAORFRIRIL, $ISREBO BIREOIED A +7r SRIRENF D &
WEWSREHAERRAYZ V== THIEORICONTE, RBEIILIZE SN D PKUJEICE
WThH, D7 ELYUNTERBRO BRBOEMN+0 CTlind, FREELRRFRIEONES
RN O W TR IR D DR E -T2 &1, BIROFHAERA S V—=0 T OXMGHRBDO R
WWAE ROBEKR X, REHEIc#ER5METH L. HHAA PKUICXTT 2 B IR O PR
BENRL, IKRFAERAZ V—=0 7O FCBMENZHRERBICE T 2N LTk E 720
ENRBDHIELEETHD. TOL I REBMEICE T D AHEERIRIIZB N TY, HlEDEY
fEARSL & U CRIPE A « RIS L > THAERDOAEMR EE2FL VW) BRBAMDT 7T 47
DEER S, TR ERTRIIIIEEERH 5. IR IO NEN LB I 72 D5 D3R
BIZOWTDAY v FOBEIEFL, ZDIEN0 HIRFECTEEL N oA S TunRng
SOFEBIZOVWTEZFDL IR AV v FE2EFRELZZRWVIZHLLNLDT, XRETIHZ DT
AUy MIHER+Z2EZMITTIRPSTZOTHD.

T 7RI ZFIR L T A5 &, FRIZ BU #[E & okl b 1%, AREICIVTIE 2000 4L
BRI BRI DB MNORERILRPNEZ o T2 Z N E o> TV D, ZREHBFL LD,
BET RRH o —O R ER) L, SREOHT ] LV ) FIBHERE Lo Th o 7.
(BEMDFT7T 47 ) ZRIIICHTZ S X > CTEREMEITINBUFICERE@ X 5 2 L
FoTC, HIEEARZIORGHRERBOILRE R A LR SE T o7, B EHEN o M 2358
BEMFROZE NPT <, BORREN T RO ATEIZIEF I WIS E — 2R e BT E
EKTHHRMIZEBNT, PEOEBENRE RN E2F-TE0ThS. TR LT, B4
W72 3255 & AT D WP oA M im B DM RO SL 2R PG, TR R R&E 1%
Fr-9, 1960 FEAROHIEE A, 2000 FELIEO I RILRNTHICE N TS KE R hE2ES 27
o7,

AR ETIHEHEANCER Y — B 2 ORMRH O FuiE, AR b0 TIEAR L, TR
ML ThoTe. FAERAZ Y —= 2 ZI3MNBUF 2 DR 2B EE 2 T DD FE i 9~ 5 PR ik
RHIE & 725 TWD 0, 1860000 6T EFRGEALART O3Btk & v 9 5 TR RIE O R 2 HE
FFLTHY, ERRORIEEASCIEKIZEIT AERIESLmMOM T ERELHVEST, DI
EDHIE 2R DT D 1 DOBERICH > TS, FHiAERRAS V—=v ZHIEICBWTE, N
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BF & 7T A _— N RSB M A VIR U - THIEE ZEH LTV 5%, IR B X R
B (FL) , WA IZAAOKERE, WEZEIIHSOEM - F#A (7)) , SFERECHWLHEO
FEFERGEIIFAEZE (RL) , 74 v —7 v 7B L O O EHICAT 1Z Public Health Office (&)
BRELEHAONFMERETOEERE (BBLOR) 2ETHD. FEARED 1 SORIRFEL B
EONTEEAZ V== 7B D A E LITHT 5 HEER, FiaoBZnn, INBAFE
LT OAMBREHEE O OMBEEEZHFAR L TCE I DX LT LORETH-T-. 2D LI RE
RENZBT2HAERRA 7 )V —=0 7%, D TAREOBIRH « A2 BN T HIE
ELTHESR, $E45HOHEE TRE, fEkENTEZinz k).

AR CIY BT 72mEESLHROBFICHEE LK - TEEMEREEIZOVWTOY AR Y
—=U 70, HRIZBWTS, 1977410 H LV, 6 FIEDOEEIZHOWT, MEABOAEAIZ
LDEOFFKL LT, 2001 F0 HREE N —BIUIRL I 7 2 & 2 T HENT IR - Bra sk
fEERE LTEBMIANLTHD. HRIZBWTHIEEAREICR D > ThE T Av AEDEA
MBI EN, MHRIEBRL I NETOIMEL IR 5 Z Loz,

T AV BOEMNEZETHRIZBT DRI EERDDOMNE I DIIARPEN, —LitsZ
ATIE, HAD NBS ® < %#miE, Patient Advocacy DR/ 72 iim NBUA DB 2 KT 5 L9
RBUTITERENE IR A5, BIZIENBSIC LAY 7 ILORAIC DWW T HRIESA
Fe 7T hEHEBEICRDDIFTLEHDE I TT AV I TOEFLEEDTHRLTCNDEARDZ LY
T 5. M), FlzIE, BIERICREZ25% T - BEREL NBS 12 X B RIEATZK & 52 1) 7= RE Y
ZH, FIE OBEIEEL DS E T AUTTER NBS BRI TH 5 & FiRkT 5 L 9 ZeamBlsy, AATO
NBS DR EDILR DB AN SN TN E I NIREE 220 9 5. BARICBITFS X v
7 NEESHTE(MSIMS) D IERER ] & kIR B OFLRIZ B 5 JEA S B @A L BRI E
WRET, UFTO L) el ST

O  TEENSH . BIERPLIEREEZLTNEZ6 5 A0 5, 3N (5%) ML
L. 4N (6%) IZHZEOENR EHRBIENSH Tz, —FH T, BIEL T THR
ICRDEIREAZ L1 52 ATiE, 44N (29%) 2ETEL, 6 5N (43%) I
BIEIENHoT=, | &

©  Hol 15 4EIS, FEIERICIE RIEMEH R FIENFE R O 1754 11, 44 4(25%) 73 5E
T, 674 (38%) (AL DREENED. X T A~ AETRIEFZHIATRE TH - 72

59 Baily & Murray 2009, supra n.22, at 258-259.
60 JEL A G B T A - IREFERE R R IRERR @R, DERMERBRT O LWL (¥ 7L< X
) l2onwT) (ERFH0331815) (FM2343H31H)

HAToO NBS FEfiziE, 1984 FELIE 99.5%LL EE > TRBY, FETXRTOHERNRAZ Y —=>
Jaziz L, HIERGLCKE 3 THAULEOHARNBZZ LzL SN TS, ARTEMHIZ & 50D T,
BRE O L ITOLRR LN, Pk (REETEE) BHRHA RIA 2REL, MEMNRREDE
fi EAED EDRBIZOWTHR LT 20 E2RET DHET, AREOZHLLIZTND.

o1 AP E TR REMRHETY RboA, KEWELTERW R EET6 HIXFHmAEEA~] , A
BRI 2011 4 11 A 29 H, 1#HRE1H,; HEROREFTEE~HE LRKKRE TO25HK,. 19
PBCIRAR) , B H BT 2015 45 03 A 24 AAEIG 21|, 34 H; [THAERBEOY T A<wRiE - RIE
BTOAHHR Y,  20FELL L3 RLATRE ), S50 5 2011 429 29 B. IR, (/N IR 184 & iR G R &
BRI, FILWFIE R~ R RAT)— =0 7 TR LEND DR CERK 20 4R E A S5 BB i S22 4l )
& (FELIBBRR A EZE) S EMREE BrE IR~ 227 — =0 7 ORI %) B2 B 28F%8) pp. 119-
126. THIAEWR S ARIY—=0 7 TR ASNIZAEIRAE R TIE 70 #1056, ZOBIEFICHEEL TWHDIE 58
#1(83%) Th-olz. —HRIEL TODLRBISII- AR R EIE 196 FTI, BERICERIEL THDHDE
28 41 (19%) TH-o7l=. —HFNEIHERAHEEE I, IEE ¥ EL WA, B lR~AAI)—= 7% R 45
BITE 40 $1(89%), FEIERIZZWr SIT-EBIIZ 52 Flth 25 #1(48%) Tdh-7=. UL EickiAd R~ 2A2s)—=
T CHERINTIEFIO THENBBNIEEZRL TS, | L OTER T BhZRE72 A, iR R B3 2898 | Ak
24 4F LA B R EA ST A B A (BB R B TR IR R B ik BRI ST 35) /0 P SRR 4 3, pp. 1324, 15.
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164D HH, FHLIX34 (4%) , BEEXSS (65%) . X T A< AEIZL-T, fit
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