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Chia—Ling Wu
Data Reporting as Care Infrastructure:
Feminist Approaches to ART Registries
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Data Reporting as Care Infrastructure:

Feminist Approaches to ART Registries

Chia—Ling Wu(FF7)>-m)—)

National Taiwan University

Abstract

Built upon feminist studies of care, we conceptualize clinical data reporting
as care infrastructure. This approach allows us to compare the extent to which
data are collected for strengthening a community’s ethical obligation, presented
as indicators that could reflect quality of care, and inform evidence-based policy
making that promotes clinical practices for healthy outcomes. To illustrate the
concept, we compare and analyze data reporting of ART in Japan, Taiwan and
South Korea. In translating registry data into better ART care, we point to the
importance of mediators, including reflexive medical practitioners, care-centered
state bureaucrats, and feminist activists.
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Assembling ART Registries
in Japan, South Korea and Taiwan
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Data Reporting as Care Infrastructure:

L HIC

72 E 2 AT B, Chia-Ling Wu T,

2020 £ /£ 1GS EftI+— (4FEEE)
F1Mm 7H16B(K)
FT7DAVITSANSHFv—EL TR T —28R &

HETE BT (ART) DERFREMERED BRI T 572 =7 T0—F

AEZH)LTRBHELTAEES 20 e ThE LS B0ES, P mmELE~n4
FGA AR hADTHBICEGH L ET, F LT, BA, 8E, B8, 7A UV, FLTEEDL
SHDOENS L AARCFEBENZ DI F—ICBMLTLEEsZ e xm L BVET, HEE

MHEDT 4 — KNy 7R3 X Nl L E9,

Slide 2

Data Reporting as Care Infrastructure:
Assembling ART Registries in Japan, Taiwan,
and South Korea

Chia-Ling Wa, Jung-Ok Ha, and Anmi Tsuge
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Data Reporting as Care Infrastructure:
Feminist Approaches to ART Registries
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Assisted Reproductive Technologies (ART)
EﬁﬁmﬁmmM)

Intrauterine Insemination (V1)

e insemination(ul) A T 12 #§ In vitrofertilization(IVF) % 4+ 2§ (REE A
ination(Dl) F 7~ — 8§ E—)
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Medical Breakthrough
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Jean Purdy and Robert Edwards in the lab (1968 )

British IVF ploneer Robert Edwards wins
Nobel prize

) tevems
; ey "\P‘«ﬁl
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Robert Edwards winning the
Nobel Prize in 2010

Robert Edwards, Jean Purdy & 2010, / — X JLERE
Patrick Steptoe

OV R 20 HACOEE TR EREFIESR L LR INTOVET, A F Y ZAOENZREOBRFE
HThHrN— k- RU—X (Robert Edwards) & /X~ VU v 7 « 27 7 kv (Patric Steptoe)
%, VA —X+ 77 (Luise Brown) OFEAERZERICHLRERELSL RV E L, 2L TR
U =A% 2010 FiZ ) =~ NWVEEZELE L, L LEMEREFRETHY 27 I AP X b
ol x v« /=7 ¢ — (Jean Purdy) 1TSS REOHIMI ORI W CIER ICEE R &EH %
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Health Risk
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MBS ZR TN 2 b0 £7,
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ART Registry
ARTZ £%

o,
& e3\7;

risk of
fe s e
f\rsrapport 2015 P!
galler behandiingar utforda 2013 ‘.

Resultat — trender —
oppna jamforelser

L7z &2 E LT, < OEDOERFSSCBINIIENZ O LR A2 BT 5729
IZ ART B&HI 2SI LE LTz, A T4 ROEMIZAY =—F @A IVF, HFlIZA XD 2D
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Reports, Atcies &
Prasantatons

International Committee

Monitoring ART

Wor
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Welcome to the International Committee Monitoring

Assisted Reproductive Technologies (ICMART)
Website

Tha intermational Committes Moritaring Assisted Reproductve Technologies
(ICMART) is an independent, infermationsl non-profit organization that has taken &
loading role 0 collecton and o

assisted logy (ART). We provide avalaity

ICMART (EB AR e = 4 ) o 7/ ERZ AR ART % EIRI0ICEH LT 5 MBI T
B 5 DHHFO—DIAED ART Bl b7 — 5 2 L, HAZHEO RS0t 3% 1k
THILTT
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Safety and quality

Noeway) repored < 1% of triple embeyo trarsfers versus 30 coun-

o o 5 el s e T -
o s syt e g s VRSBGPS AES T RE D ¥ NET)
stark evidence $hat the most modfisble, preventable rsk factor to

o e sy i s o e et —- Premature delivery B

embeyos randerved per procedun.

* Availability "TR%
-- cycles/millions E#/#EH

The ruscber of embryos transred per ART yde vaied amoog
couries. The aversge rumber of r
710200210 235 wocmvn:m»«

o o e vt e * Effectiveness BRI
embeyo transfers decreased between 2002 and 2004 from 286 1o

Bikwd 370 1L ey wd 26 e cmbesd 0 Pregnancy rate & Delivery rate

e dedne in the wawammvmm

méeyos tranfored overdl P

v EIREEMESR
e« Safety and quality 2L H

-- Number of embryo transferred
(NET) during IVF

ICMART 23EfR L CTWA D%, ART OFIHO#PE (Availability) . A4 (Effectiveness) &%

2 (Safety) . KO DE
B SN2 O M FHAE CO RPEDFARZ e L TV kT,
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(Quality) T3, #ilx

Finland

Global Comparison ART practices irl998:

BEORBIETHRITI07T HATRLE .

No. of embryos per transfe¢%) Fertility rate

per oocyte

INE Sl
111 | 156 | 66.3 35.3
157 [ 338 458 36.4
164 | 265 [ 48.7 31.9
1. 27| 312 23.0
195 | 375 | 331 27.3
25.2 | 46.4 | 16.8 21.0
32.0 | 56.1 | 0.0 22.1
36.2 | 395 | B6 21.9
46.9 | 439 | 0.0 24.0
. 2 17.4
858 | 3.2 | 0.0 30.8
734 | 8.2 | 0.1 27.2

Graph made by Jur@k Ha
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Data Reporting as Care Infrastructure:
Feminist Approaches to ART Registries
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* How do we view the tremendous
efforts in reporting, calculating,
presenting and interpreting ART data?

FBEXRGEEHNEEDLSICR AT KL
DTL&IMN?

F— Z R S BOR, RIS O~ R — L h A L4, ZTOEBEALARY HAE
EFOXITEBLZEHNNDTL X 9D,
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Matters of Facts? IVlatters of Care!
sxOME? 77 DRERE !

* Feminists on care:
Care as everything we do to
maintain, continue and repair the
world we live.
JII=RMDS. S T7ICEELT:

Fht-H N EEHHREMIFL., BEL. BE

FAHEDHIZ FEHHTIRTOIEERYIC
LTS,

* Conceptualize Care ¥ 7 D=1t
-- affection &iF

-- labor % i
-- politics BuA

FEOMBEZERT DD & L THIZT =2 REOE N EH5AIH DT, 77 - XTI v
(Puig de la Bellacasa) Ot MILT=N-TCED XL I RE &7 OREE LTHRWET,
TTET7 2I=A ML THRRMETY, 7= I =R MIRCHBREE TOD R OHERF - ik
Wi - [BEEDOTDIAT OB TOI L ZrT R L THET, £ LT, XTI 0 v s, 7. B
REahbDE LTr 72T 52 L2 HE L CWET, ZOT7 v —F T —FWENRTT
EEDEITEHEL TR TWE N EBNET,
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Data Reporting as Care Infrastructure
TTOEBEEEELTOT 28RS

* The Making of an ART Registry--Ethical Commitment
ARTEERDERL : HERIEIZ YAV

* Negotiating Indicators --Representing Quality of Care
THER: T TOEERT

* The Use of Reporting Data -- Adjusting Practices for
Better Care

WMET—HIOER: FYRWVTF OO OMEITORE

ART BERII KB CHEMERTIE CH Y | Fifr, DRITAVER 2 I 2 =7 1« THEA SN D8~

REEEBRILL TCWET, 20D, T—FREETT AL TITUANT I TFv—, Theb
L7 OFREEE LALEMN T ET, T MEOEBRN T ORMEE L TED X D IZEEINT
WD DNEBEET H1-0I12 3 O EEMIE 2 ZHEA LET,

F9°1 DHD ART BEROIERTT 0, ZHUSIIHEAN RO AN EENL LA H Y £,

ZLTC2OHDOED L Y BT —#HHELZERT 50T T OEE#RRALET, ZLT32HDE
ONTeT—Z2OFHIZE Y BN 7T ORd0EREFHEL 77,
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Research Questions &% D E

* What contexts shape the initial registry?
MEAD Z B HE R R T DARGE (LA ?
—ED &SR, BUANIREHI ZRHERRT20M.

* How health indicators are negotiated?
BEERTEDOLIICRYRD NI ?
—EDEIIBBOERRBERESLSEN,

* How actors utilize reported data?
THBFBESNT—2EEDOLIIFATEN?
—EDRSITBHEEHORREERTHM,

o TR B OMFFEICE T D EERIFK DE Y T,

1. E0Xoar 72 b (RULHER) DU OBEHIE ZTER L TV D DD,
2. MEFEBEIX SO L IRV RD HID

3. 174% (actor) IFHESNTZT—HE2 ED X HIFIHT L0
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Slide 16

Data & Method F—4&Ai%

* Comparison of Japan, Taiwan and South
Korea B&., &4, BEO L,

* Archival data and in-depth interviews of
47 stakeholders in 2016-2019

20165 —20194FI2H 115, a7TORERAFRED
T—h1T T —REFHFMGEA 21—,

A - B - HEOEBREES 2T LT 7 ORBEEN SO X ) ICREFFSUERA S TW B H
EETCHET, AREBMERT A7 — 2121 2016 £ 2019 EF TO 47T 4 DORURE DT — 7
A TF =R LA A 2—RNEENTWET, 24 (Slide 16) 1XfE B /2B T,

Slidel7
Japan Taiwan South Korea
First IVF baby, date Singleton, October 1983 Singleton, April 1985 Twins, October 1985
National Registry
Organization in charge Medical society State Medical society
Year data collection began 1986 1998 1994
Requirement Voluntary Compulsory Voluntary
Reporting rate (year) 100% (2017) 100% (2017) 39.8%(2012)
ART Utilization
Number of clinics (year) 607 (2017) $4(2017) 188 (2012)
Treatment cycles (year) ~ 448.210(2017) 37,864 (2017) 41995 (2012)
Data sources: ROC Ministry of Health and Welfare 2019; JSOG Ethics Committee 2019; Lee et al. 2017.

3 ODENTE R 588kl 2 Ff > TV E T,

HADELS
Slide 18

apanEl & IS

Suzuki Masakuni in Tohoku
Univ. Hospital developed
the first successful IVF birth
in Japan in October, 1983

19834108 | BALKP O AH MK
B51E, BATHHTIHBENE—)
(VE) IZALE,

FTIIHAROBIENLIEO FT, HARTRYIORERE XA B —I1% 1983 I B AL K F DS AT
BRRNLF—LIZLoTHALE L,
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Worries of “de-formed child”
FIRDILED
M0 dLErrHAEMCIOVTOCRETIZEQATTS

2053)
67.75%

NBEERYR - FRRFEFNDITE
Lnaw

W - T

EnBReLARL (878) 29.0%

for Tl LiEad I &

preey (788> 26.0% =
zmma

(498> 16.3%

ESiREFRIEETDOBLAGE
(268) B.7%
L L L i " s
10 20 30 40 50 60 70 80 a0 100
%

@1
Survey done in Tohoku University Hospital in March.

N=300 infertile women

1970 AL D

SR LE L, ZAUIEARIERI ORI TITHOIZiEA T3,
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aezay
P

_ ‘Wada heart transplant event
Minamata diseases caused by leading to the dispute of
environmental pollution brain death criteria

REBRICEY5IEFEIShIKER.

A F V) R EOE T, M OBRIZIRZBIET 5720
L2 L HARTIEARRRRA T 4 7 OIFEIT

—EBDERIRREE DS A AR TR RE 2 FHRAVICBRAR L |

TL R0 ADEHERZ LT 25230 D £ Lz,

KARIRFT DR S 7 SO IEF I K < S Tz B eim S O SR

Slide 21

f'l 1983 Oct. 14, Sendai
Tohoku University

HOAL AR
**Building Code of
, Ethics

_“4tk\3 ’*’ﬁ\ 333;‘ G’:‘L.;L.If e
?\

1984 Mar. 26, Tokushima
Tokushima University
£

X
** Establishing IRB

Foundlng new sociaty of IVF
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B2 TR BEREREOLE S H Y . THEHDL T2 REEWR LT 5 3 DD}
AT —LBHERHOTO Lol ELE, 25 LERETITERNMEEZEZES (IRB) il
FEafSL L, AL DB LR 28 E | MEBEOMEUZ bWV E L,

Slide 22

P

&4 S MR BT

PSR A0

R g

Dr. Suzuki showed the photo of 1 # Test-tube baby in
October, 1983

BAORBE A B —n iz & X, BAERR AR FS JSOG 13T A K7 A =57
LE Lz, £ONED JSOG OEEII$HhARETLT-,

Slide 23

Governing by JSOG
JSOGIZXBHEE
* Voluntary registry since .
1986 by JISOG

JSOGIZ k219864 LIEMEE
it

* Reporting institutions R4
e

87/125 (1989) >
607/607 (2017)

JSOG X HARIZIR T DSk D EEofitiniiik & 720 A FV AL A=A LT VT TAUST
DIEATICHE Y, 1986 GBSk 254G L. 1990 FFICITE M0 ART B HE 21T L E L,

Slide 24

Professional autonomy
HMMERE

* Announce the ethical guideline for IVF in 198
19834 (Aot B D WEBH (F 12 %

* Initiate the registration system for IVF clinics
@ JS06 |

SIARI AT 2 1986%F . (K5 Z¥ED ) —w o OB i ZR S

= Establish the voluntary registry since 1986
19865 LU : (B B ER OREIL

* Publish first ART registry report in 1990
19904 . BADARTE SRR EE AT

20
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ISEIOREERMN . REFROZBFERLS B RITIRFFC

“The higher incidence of miscarriage and HRTENC EAHEDMELL oM. D & EZREDH
multiple pregnancy for ART than for natural BETRRBEISESTHIRIDHZZ L EEBRT D,
ple pregnancy nit CrmioT. A RDEIRE LToRERES .
conception means there is risk for both mothers HERDHESOTHRIFROREDOFER &S, HAERDBH
H H TEDEBEDRRRIAVBETH D, TOEAEIT., OHFIMIE
and bab.IES. We need to deal with the problems A ISR n S H k5 B0 Ittt
of the high-risk pregnancy . . ., the abnormal ROFEITH U ORI EEIZLETRETHEIMD

THBDo TDEDITFSHRABTATEREL T, ROESHIC

newborns, and the follow-up of children’s B O E TR L LA U7 B s 1

health. The main goal of this technology is not
pregnancy only, but the birth of a healthy baby.
For this purpose, we need to collect better and
richer data in the future.”

(JSOG Science Committee 1990: 397)

(JSOG FlZF B = 1990: 397)

JSOG DU —F =T BIIEAHEITBEE L T, SESERIL2BET LI/ L L, f
ZIE 1991 FEOBME TIIEERITNE L ZIIFIROBEELRPENZ LICKOEE L, £ LTHF
KHNZH XV BWEERT —Z TRLLAORIREZ BN 2 0ERNH D EEXE LT,

Slide 27

List of abnormal cases
EXREEHD—E

#12 EXREROME (2014 )

TS
sl e | B ; SHELR|EERBE-R|
en| zm |sa | msove | za | wem | mow \PEUHEIIGLLE wo-o
1| el mmE | w R 3| ww ” m [MEHESE | o),
2| _®| MmE | W £Y3 3|_mE [} P
3 2| mmE | # [T 3w * "

4] 40| BemEE L] &R 38| ME = =
5| w| mwE | # %R 2| W@ [

6| 34| vFET # EE 2| M L) L
IIREIE R 3w 9 =
8 2 mmE | = 8 BT x5 ”
9| 2| mmE | # B s wm 9 L)

EAZREEATOARE V= 7 DX, b ELEROTF T 2L T ianizd, Kb A
DOEFRRIEZ BT 5 Z L IIES TEH Y T8 A, TR TH IJSOG IZETDORE 72— ADHK
HEHRTEVIEMEMRF L CTEE L, ZAUIMMOEO LAR— b & bl U CIER ISR T
T ZOMBEIZHT D HARDOBROELER L THVET,

21



Chia—Ling Wu
Data Reporting as Care Infrastructure:
Feminist Approaches to ART Registries

Slide 28

JSOG: Guideline on SET

* JSOG announced first guideline to prevent multiple
pregnancy in 1996:
19964, JSOGIE BRI IREFS O DJRMI DA ARSI & FK:

-- careful use of egg stimulation drug BRRRIKEED T ERLMER
-- NET: no more than three 3DELF

* High prevalence of twins and triplets remained
WF-ZEDFDREENBNIEIEEST

* JSOG revise guideline on NET: toward single embryo
transfer (SET) in 2007
JSOGAHSNETDH A K5 A 2%t ET : 20074 0> B — fEF% 4 (SET) (2 (4T

T WEITFE IS RRIER & S HFEOE WRAROGEHL AR L E L,
JSOG % 1996 FFIZIRBAEDE A 3 DLLFICHIRT D A4 NI A4 o &RF L E Lz, £ L T, 2007
FIZISOG IEHA RTA U ZUGET L, HIEBH (SET—single embryo transfer) #HEtE+ 2% X 5

W2 FE L,

Slide 29

VI ORI OIS WS T

[
L ‘ o TSRERICBTHRM
‘ e 1996 AR MMAMER)
}

RO 38015 ) 3 oA
[

af L LI XD

e _l S TRIRBNBE A5 11 2 B HoDE AR AL |
) BT 5 R M 2008 BARMMANER
2 FEARE S TR 1 8
R g
(PR EISIT S WESME) HENBNIENS

PPT Source: |11 FF&fd, 2013

FHEIEHEITA RTA VBEBORERETT LN TE LM AZRELE Lz, £ L TH—
EBREDITA BT A 2 HHERE LR O T2 & T TRF- D HPER D LiRd £ LTz,

Slide 30

Slide 31

* “[Around 2002 to 2004] we met very strong
criticisms from the neonatologists, many
times and at many conferences, because at
that time Japan's health care system did not
have enough personnel in the neonatal
intensive care to handle the situation. . ..
They asked us to make a big change to reduce
the preterm labor and low birthweight or
they could not continue the neonatal
intensive care unit. .. . “

* “[2002fF A L2004FEH T O LR, BAD
ANWRTTFTURAT LAIZITHEREFABEOIRR
28 LT B+ AR AM D NEI o F=1=8,
FERFEMEENL., TLTELDEHET.
FRICENHEFRELRZTEL ... #LE
BICRELEREROEEEFH ST HIC
REGEREFTLEIBHEL. AL,
FEREFABRETEHETHLETEERA
<Lt
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(DI AN 2o TeTed | HEROBHMIERR, % < OZF TR ITTROHEH] 2T %
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Slide 32 Slide 33

= “As a representative of JSOG, we were invited
to attend the symposium held by the society
of prenatal care. They always accused us. But
it was not my fault. We were just collecting
data. That is the direct reason we established
the cycle-based data of the registry. Because
we did not know enough the reasons causing
the high rate of multiple pregnancy.”

(interview with Dr. K, Taipei, April 2018)

« JSOGHRTELT. HERIERFSETHD

LURTYLICBFShELRLA. ®EE
LWoLF=bEIEMLEL. LAL. THhIX
BOELTEHYFEFATL . Faf=BE
T—REWNELTW=EFEDOTY . SThbt
ERHOREMPICE ST —2EHEIL-
EENGHEBETYT. 2RESBLERERZ

+ A BB TY
(20184548 ., BLIZT. KEM~D A2 21 —)

ORI HE—OEREENT, T—HFOWELFETLEZN, ARTHZ 72XV RBIGEHT DI
1L, HDHIERICESLS T —F TiEeLl, JAICESS T —XDINENRVLEZ LK EFE L, £ L
T, BAINCHEASL T4 2EH LT, ZHRIEEZSIEEZTEREZ R P> ELE L,

Slide 34

Elective single embryo transfer (eSET)
B — A TEHE (eSET)

146
o B 87 3s 'EHIH
34,
60%
69.2 4ET
60.7
40% Lo m3ET
2ET
I I
. . . - [

& &
& & “, &

%,

PPT by Ishihara (2018) 55 (2018)

AH, BAREFROTTHHR OB A BIHEREZHTHEO DI Lz, ZOATA
K (Slide 34) 1. AJRBEIEEZNER L E LT,
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Slide 35

Evaluation the effect of SET

Impact of single embryo transfer policy
on perinatal outcomes in fresh and
frozen cycles—analysis of the Japanese
Assisted Reproduction Technology
registry between 2007 and 2012

JSOG TF— XTI E 8 EGT — % ] U CHAE IR ORI I3 5 B— B D H it D 2 8%
P L E L7z, JSOG T — AMIFRRESOBEKES, ROV iE %2 £l 2 E o b7 — & &g
~LE LT,

Slide 36
EEBADARTIEER HER £ ER(014BF)

T
ST
o LA
<~ RRE/RIE

R s &
g WeeLemr £ 2 8 S

5 35

B Z AT ZAUTHER L FRERDER E EO XS IZERICBEAEL TV I »ETRT 777 TT,

Slide 37 Slide 38

Communicating with IVF practitioners : BERH OARTHETEMM (20148 %)

Case: Age distribution of ART patients (2012) S RAREN 393705

100% _ -1 1AM 225,828
pEgmo=o EEE /N

o | PP o S EERR 46,008

60% 0

0%

4
- HHH “§
il -

Japan Argentina Brasil Australia  USA UK Sweden Finland

<3Sy 3539yr m240yr

PPTfrom {555 (2018) ZegersHochschild Nygren & Ishihara

F AR A R U TR SRR ORI A 2 L OB bR L&, Fislo T
— 2%, BT ART #iBh &5 OFH RIS 2 BOR 2 SGET 2 DITRILH £,
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R MR - BECERE CFe

KWﬂ§§3m~%ﬁé

*Taiwan& & W
|

Baby boy Chang was born in
Taipei Veteran General
Hospital in April, 1985

BIARBEMROF—LIZEST
RO REMFE L aSh,
1985F4 8 [TRADEFN D

ZNTIERBOFEIBVEL &£ 9,

Slide 40

“First in Asia”: Sociotechnical Imaginaries
[PoF#1:#t=HifiaEE

+ Context: Taiwan went through
several diplomaticsetbacks, and
needed to regain confidence to
shed its “Orphan of Asia”
identity.

B ABRELATORAE BRL. T

DI7EFDARIDE SR ET Sz,
BEERYRTBEN BT

* “First in Asia” interms of medical
achievement as Taiwan's national

Dissecting a conjoined twins as Asia 1

1978 in National Talwan University Hospital sociotechnical imaginaries

FETH. BERERDHMFH- P PR, -4 =

it P esrey SR DRSNS, B
— . . s

1985 A 4 A\ HIDORBRE XA E—FBDOTFDiE (Fx ) < ARRILOEIEER CAEENE
77o FUIEBW., BEBEO Ny T=ma—2E R0, BBEROKRERERLE L TUALOE SN
776

Slide 41

IVF as Nationalist Glory
EREHZBEORALLLTO FNZH GHBREAE-)

*1:*|VF baby: Headline news for TAIWAN TODAY
several days, widely celebrated as

medical breakthrough ’ e
EAZROBHDFE LA G BREEA
YRSAUZa—ATERO#ESELTEA
(EHHZOND. The ROC joins the Test Tube Baby Chub

Tawan Reven

*Experts: IVF babies would have
better health than normal ones.

FMRIVFDOFLpAIL FBDOFE»
AEYLRETHSD.

-—
Taiwan's first test-tube baby in 1985

HARTIZHARICERA T O TIERWNE LR L E LD, £ S ITRIIC, a5 OHEME
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O GHE LR BRI RE CTHEZRL N TEXLDT, A TEENIFRbR AR
KV EFENZLOTIERWNEWNW) Z 2L E LT,

Slide 42

Third in Asia, First in Taiwan
TOTE=Z. REBEE—

RABDIRPET 2 & Ty —F Iy FETWE L, HRTIEBZ 6NN & T,

BIEBIZBIT DG ORE 2 ADUEIZIE 1970 FROBBOBIRESROEZ N HY £3, A
EITEED S ORGRCT A U 71 & OEZWHEICER LTV 572 8V < O OSSR T 2 15 L
FlL7c, BBETTOMBEOE 3NN ET 5720, BIEZIMYETHENDH D £ Lz, ER
DORRZE U CEHE A E L ST 5 2 L I3RA ICEBOEZN RSB B L 720 £
L7ze B21E 1979 FITHEE BAEIR 2519 2 FIRIZ B3 C 12 AR SN E Lz, 72748
DHRFL L TREInE Lz,

Slide 43

| SHEJRERR0R SEHEEET

Keep
following-up!

c.f. Japan's 15 test-
tube baby

(privacy and early
death)

AT 4 TIERLS ADZEDH Z B> TWET, X 2015 FICRRBITRY E LT, AT 4 7130 %
TIOT THRAIORBERA E—L#lo THE LE Lz, BATIIRYIO IVF TEEN-ZLDOTIX
1T £,

26



2020 £ /£ 1GS EftI+— (4FEEE)

F1Mm 7H16B(K)
TT7DAVITZANSOFv—ELTCOBBRRT—23RE:

HETE BT (ART) DERFREMERED BRI T 572 =7 T0—F

Slide 44

State Governance & Medical Dominance
ERFALERIR

 State: response to national celebration
E: 2ERER~NDORIE,

* Follow the pattern of family planning:
Establishing an ad hoc committee of ART in 1985
RIGEHE/ S 2—2 MBI : 1985 ICARTOH BI E B RF R,

* Medical doctors as the core members
-- 11 members: 6 medical doctors
%R B ELTDERM—114 : 64 O EAR,

EZAIOEIZ 2722, 1985 FICEIIFHEETI OERAUTHE > T ART OFFIEE S 2R LE L
Zo HAI1L NDEED S 75 6 ADERIT L7z, EIFIEFICR VBT ART OBRGICE S L%
L2y, BERFPRITERNRICB W TRIR S L TERA T LT,

Slide 45

Taiwan Society for Reproductive Medicine
BELTEEFS (TSRM)

* Established in 1990

* Gaining bargaining
power in government’s
policy-making

TSRM1 QQO

+ 19904 (TERIL,
s BROBERIRICEITEXSHD
%5,

BB T4 TSRM 14 1990 4FRICFRN SVE LTz, 2Lk TSRM 1XBUR O ART BUR AL
BWCEE LIS 2 5 L £ LT,

Slide 46

Legal Regulation

* Ethical Guidelines for Practicing ARTs
(WEA1ES1>) in 1986

--on access to married infertile couples and prohibition of surrogacy

* Regulations Governing ARTS (A T#Bh2 5 i S5 %) in
1994

-- on certification of clinics, and building of mandatory registry

* Assisted Reproduction Law (Axz5:%) in 2007

INETDOEZA, BEBIZIE 3 SOERHHIOENH Y £ Uiz, 1986 DML A KT A >, 1994
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FEOHH, BLON2007 FEOERETT,

Slide 47

ERIT Z S OFHINE RIS L TunvET,

The State-Run Registry
EE(CXkHEHH

* Third-party sperm donation raised concerns
BEFICL DB FHEMEBEESIESERIL-,

¢ Lack of certification and accreditation of IVF
clinicstks S8 =v I DRELRBEDRI,

—>Regulations Governing ARTs in 1994 :
reporting ART procedures and results

1994F DARTEEEY 28] : ARTOFIREHER DM E .

HEEEC L DA OEMC L > TREAE T TSRM & &t —EOERNIAANZRE 7 V= 7
5 OERRRE L EELZ T TERORWEIRE S 7 285 LT ART O EAZ B HEL
WZT 20 TiFena e fai U, Eix 1990 413225 ART BEROREE LG LE LT, 29
L CHEBIT ART #5612 & e XM 2 BRAA LIAD £ Lz,

Slide 48

1000 ¢

Number of Embryo Transfer in 1998-2001

B DORAENABE Sz & ZIZERR S 2% 1998 £E72 6 2001 FEDRENZ, 4D, 50, I HIZI1E 8 D,
9D EBIE L CWEZ L EZRLTWWET,

Slide 49

41.5% of IVF Babies: Low birthweight in
1998-2001

EHEY 2 2 RRE

28



2020 £ /£ 1GS EftI+— (4FEEE)
F1Mm 7H16B(K)
FT7DAVITSANSHFv—EL TR T —28R &

HETE BT (ART) DERFREMERED BRI T 572 =7 T0—F

EINZRED RS 2 D A1 5%ITIRHAERER TLEZ, T & ZoFITEEORbB2 A LY HIKAKE
WM E STV ATREEDR WD T,

Slide 50

Logic of Market: Success first
MEORE:-HWELTE

* IVF, not covered by National Health Insurance; little
subsidy program for the ultra-low fertility rate

FAZBEERBRRROMRNTHY, BEHEEDO-HOHEBETOY
FLHFERIZDEN,

* Logic of Market: to reach the “success rate” first as the
goal for practitioners and users = Prefer multiple
embryo transfer

TSOHE:AEELAREOBRELTOIAE SEROEBIELIFL.

* Assisted Reproduction Law (2007): Four or less
A TEEBIER L (2007) (4L,

RAZRETEE TIEW DI T Lo, EREEFERROIGSNCT, BB TITHEREZED LT
DOERNZREDO LT 0 7T MIIFEAEH Y THATL, EMLFAE TGO MELC
2T, MR EBDIZNEEZTHET, LT, LVELOREBMET H 2 & IXEE LRI
L7200 F LT, 2007 HFRAERBNEREDNBUE SV E Lz, BREIROHE 4 SLLFICHIBR L E L
7z TH ZHIFHR TR S BV O —> T,

Slide 51

Twin and Triplet Delivery: 42%—2>26%

% 81 740

258 Twin birth

02 Triplet

(or higher
order) birth

Rate of twin live birth —=—Rate of triplet or more live birth

mE 20 EFNAFE ZOFOHEDOEEIZTP-L YV EEPLELE, ZNTHLEEBITHATRD
ZRRHEDEIENEWEO—>T LT,
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Slide 52

Pre-Term Birth: 36.3% of IVF Delivery

Figure 29 Gestational weeks of ART from 1998 and 2018

RSN ZREHPED 36.3%1L BT,

Slide 53

Low Birthweight: 33.6% of IVF Babies

Figure 28 Live birth weight of ART from 1998 and 2018

EAZAED SR 2 AD 350 1 UL EBSERKKER T,

Slide 54

Fetal Reduction: Missing from the Report

Fetal
Reduction
Cases

1995 1999 2000 2001 2002 2003 2004 2005 2006 2007 2008 2009 2010 2011

200-300 Fetal Reduction Cases/per year, 1998-2011

WELTH S VI OAEGFREED D012, FIZITEIE 4 2D 2 BB D 3720 DEREMN AT
o WMEILINTOETHR, FEREE T TIHFEEFENR S NI ARSh T EEA, HEE
FHETD72DIT —F NI ~T 72 AT 5 EEE 200~300 FOREFIREINH 2 X 5 TT,
OF Y RN E Z T TG DK 3~5% N EEZ O FIEEZZIT TWDH 2 it £,
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Failure to Improve ART with Data T—RIZKDARTIE D KB
* Top-down registry: Seldom used as a o MTEYUDOBESH : TSRMOIZ1=T(HEED
community-building platform among TSRM TSV T+ —LELTHERSNBILFIFEALRL,

* ARTERETAHIETURELTHERELAELY,
——ERDLAR—RHELN (5 S EFAT) 6

i ] ) —IETURIZEDKBERMIED RN
-- lack of evidence-based policy-making (e.g. (51 % BAHER)

multiple pregnancy

* Not functioned as an evidence to reform ART
-- Absence of some reports (e.g. fetal reduction)

s —RANFTIEART,
* Not accessible for general public

BB OBRVLEERERFRIBET — X ZFHLTH ART 2UETE RN ETRLTOVET,
Z1UE TSRM 1 JSOG &30, My 7HX T OREHIETH LD 2 =7 (RO
OLE LTHASND Z EBEREITHRN0NE T, S5, BURVLEH & TSRM O U — & —73
TET VRIS BRI R E1T O 129012 ART B8 H 2R3 2 & blEIchH Y THA, &
T — Z IR ORA e R E R L COE TR, (RN OB T 2 74 K7 A 1%
JFEEEINTWERA, ELBRENFITEHME T RONIT 7 AL TEERA,

Slide 57

Mis-interpretation
BRoT-EIR

=
=
|
A\l
|
|
I | N I I Ina i i
|
. : . 5-

m M MR RN WM W PRAM a2
US Taiwan Europe'  Singapore Japan

BAll ko TiE, BT —# N TSRM IC Ko Tl TR SN TV D Z e H 0 £7°, EEEZB
z 72 ART O Z{RET 572D web 4 b ETHEBIZT AU BIZRWTHFUZ 2 FHIZENR
TERRTHDLZ EERLTOVET,

LrL, BERFEEZBEICT OO0 TH Y, HAEERELWEETT, BB OEWASIEITR
BEMAERORFEY 27 2L THEEMBHEIC L > TER SN T DIH o bH Y £7,
TSRM (ZHEED ART ORI RENE WD Ko, FIHEZ> CEX E Lo, RARKAKE
TIIRI TIEZR <RI E AT S HRETT,
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BEOES
Slide 58

*South Korea

LEES

First IVF babies were twins, born |
at the SNU Medical College
Hospital in October in 1985

19854F108 . VL KBEER KEIZT,
MOTOERNZRTHAFOFELANRE

Btk DFEFNTEEIZDONWT T,

B DIRINZIED SR 2 I B L OBA-T 1985 4 10 Al Y UAVKFRL CtAEL £ L-, L
T1HETAT 4 TITRATOERPBRLIZSNE LIz, AT 4 TIZREDDITRAS ZNT
W DITFEH#ERIT, ERITIEH Y FHATLRE,

Slide 59

Low Profile of First IVF
VDERNZREDIEZ HERE

* Stigma of infertility & protecting R —r—
privacy of the parents ZAS ; (

FROFHEMBDT SN —%&RET

Bhi. @ 4
* Concern over the conflict of
developing ART with the state policy e V

of family planning to reduce fertility ~

WA RE T B0 ORIEHEDERKE 2 e
EARTRREDH T LB, Do

* Little regulation from the state
+ BRICEBRFAFEAELEL,

A DENZNEDOHINTHE D KA LV HITONFEEAT LI, AT AR T 2R
HHZ L L, FREMPFEBEOTTAN—2RE L LD & LT, £/, HEZELT
TZODOFREFEDOEZFBERE ART #REIEDZ LBXLT D 2 EICEME LR ELZ > T
WZEWOEHbH Y £,
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Voluntary Registry {£& & 8%

* Gaining social trust: Shocking donor-insemination

scandal in early 1990s motivated Korean Society of
Obstetrics and Gynecology (KSOG) to start registry
HEMIEEDES 1990F K MBEDEHEWEFF—HBFITEHAT
BEAX UL LA BEERFARIEER (KSOG) D& 54 DB

WBDES>MITELGST=,
* Voluntary reporting since 1994
19944F LUK D B M S

2012
FIIRE FE(X63%. 20124 Z[F40%IZ{E T,

* Average reporting rate 63%, and dropping to 40% in

FN4BE IR~ =728, [HIX ART OGO H Y £/ AT L=, #EEER R MRS KSOG
DB 2 BRI L7201 1990 FEHIEEDOEER) 2 R —KFIC XD ANTRBEA S v o A&
ST T Lz, BREURHERE CTH Y, FHHRERIL 63% T LA, ZOWMERIT 2012 FIZ

1T 40%I2EH TV ET,

Slide 61

usA, 2008 2]

Comparing Success Rates Globally
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15.4% SET; 25.6% Multiple birth

Table 4. Live births by fertilization method ART in Korea in 2012

IVF 1,007 331 1 0 1339
sl 1274 409 9 0 1,692
HalfICSI 642 265 4 0 amn
Thawed ET 1,116 398 n 0 1,525
Total 4,309 1,403 25 0 5,467

Values are presented as number.
IVF, in vitro fertilization; ICSI, intracytaplasmic sperm injection; ET, embryotransfer.

Source: Lee et al. (2017)
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National Reporting Data:
Not Open to the Public
EOHRET—2: ELH

* Bioethics and Safety ActE SifRIBLE T2
7% (2005) ,

--Focusing on egg donation for research and

embryos production in clinic

HRELVII=VIIZHE T BREEDT-HDINFIREICE

RESTT,

--IVF clinic as the “Embryo Producing Institution”
TIEAEERE) LLToERNZIEII=vY,

» Data results: not open to the public
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South Korea fertility rate and number of births  oe: sasics ko
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Data source: http:/english.hani.co.kr/arti/fenglish_edition/e_national/758664.html
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National Reporting Data on Subsidy
HEEICEISEMNRET—3

« National Support Program for Infertile Couples
(NSPI) since 2006 ; National Health Insurance
coverage since Oct. 2017
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10A LMD E REREFIRER,

* Only reporting data on number of babies born to
evaluate the efficiency of subsidy programs
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T—EDHERSE,

« Little data on maternal and infant health outcomes
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eConclusion
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New Research Agenda
H-1THRRE
« Studying data reporting as care infrastructure, rather than
simply reading the data results

BICT—9#RERAMBIDTIIEL Y7 OERBELLTT—4
HEZRET.

* “Sociotechnical Imaginaries” shape the early
development of IVF and configuration of data reporting

-- IVF as controversy in Japan; nationalist glory in Taiwan;
contradictory to state policy in South Korea
o THERMOBEN T AN ZRODYICEH T EHRET —2REDHERE
FetE %
—BRIZBIFBHELLTONVF, BEBICEVTEREREEDRALLTOIVF,
BEICBVDTERBEICFET BV,
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Dimensions of Care Infrastructure

Table 2 Evaluation of data reporting as care infrastructure in Japan, Taiwan, and South Korea

Japan Taiwan  South Korea

Community building (for strengthening ethical obligation) Strong Weak Weak
Health indicators (for reflecting quality of care) Incomplete  Complete  Incomplete
Evidence-based policy making Frequent  Occasional ~ Rare

(for promoting clinical practices for healthy outcomes)
Exemplar of health care: Prevention of multiple pregnancy/birth - Effective  Weak Weak

R HIET — X OWREREEZ 77 OFREEE L L TRWET, A O N L 005 K9
T YT D 3 EIT ART Bk ORE N ORET 5720 08ENARE < By £, ZhiX
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HEZLTWET,
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Intervention Strategies
T ABES

* Reflexive medical practitioners: JSOG leaders

HEMERERSE IS0GNHY—5 —

* Care-centered state bureaucrats: HFEA _
TTHLOER:HFEA

71/[;1“:_*.___‘
* Activists (including feminists) :

FHR(DIZZRMEETD)

* Scholars!! & 11
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Data Reporting as Care Infrastructure
TTOERBELLTOT—28HE

* The Making of an ART Registry--Ethical Commitment
ARTEFROIERL : MEBHAIZVRAVE

* Negotiating Indicators --Representing Quality of Care
KHEE: Y TDEEERT

* The Use of Reporting Data -- Adjusting Practices for
Better Care

WET—EDER: SYRWTT OO DETORE
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Thank you!

Comments are welcome!! oy bont sy I8 NnE L,
HYDESITTVELT !
CER.X#gUTy ! !

WRB LR T A FOFIRR -
% HmZ% (National Taiwan University)
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[ International IGS Seminar]

Data Reporting as Care Infrastructure: Feminist Approaches to ART Registries
® Date/Time: July 16, 2020, 12:15-13:45 (JST)/11:15-12:45 (CST)
® Venue: Online (Zoom Webiner)

@® Presenter Chia-Ling WU  (Professor, National Taiwan University)
Presentation title:

>

“Data Reporting as Care Infrastructure: Feminist Approaches to ART Registries’

® Discussant Azumi TSUGE (Professor, Meiji Gakuin University)

® Moderator Yukari SEMBA (Project Research Fellow, IGS, Ochanomizu University)

® Language  English (Consecutive interpreting in Japanese)

@® Number of Attendatees: 64

Abstract

The purpose of collecting clinical data on assisted reproductive technology differs among Japan, Taiwan,
and South Korea. In Japan, the purpose is to provide safe medical care and advance medical care; therefore,
the collected data include clinical results, the problematic cases that occurred during pregnancy and
childbirth due to assisted reproductive technologies (infertility treatments), the number of multiple birth
cases, and the disabilities of neonatal infants. In Taiwan and South Korea, the main purpose of clinical data
collection is to show the high level of their reproductive medicine technologies, and they only paid attention
to the number of live births. In Taiwan and South Korea, many multiple embryo transfers have been
conducted, and a high success rate has been achieved, but reports on the multiple embryo transfer rate,
multiple births, and the incidence of disabilities are not available. By comparing the three countries, the

ideal form of clinical data as a care infrastructure was demonstrated.

Report
The Institute for Gender Studies (IGS) held the first IGS international online seminar on July 16, 2020,
using a Zoom Webinar. We invited Professor Chia-Ling Wu of National Taiwan University, and she gave a

presentation titled Data Reporting as Care Infrastructure: Feminist Approaches to ART Registries. After her
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presentation, Professor Azumi Tsuge of Meiji Gakuin University made comments, and we had a Q&A session

with the participants. Dr. June-Ok Ha, a senior curator of the National Museum of Korean Contemporary

History in South Korea, joined us from South Korea for the discussion after Professor Tsuge's comments,

because she is a research collaborator of Professor Wu. Sixty-four people from Japan and abroad participated

in the seminar because we arranged Japanese—English consecutive interpretation. One quarter of the people
who signed up for the seminar was from Taiwan, South Korea, and the United States.

Professor Wu has been interested in women's reproduction and newborns by assisted reproductive
medical technology (ART) from a feminist point of view. She has conducted research regarding the collection
and analysis of clinical data of ART in Taiwan, Japan, and South Korea with Professor Tsuge and Dr. Ha.
They published “Data Reporting as Care of Infrastructure: Assembling ART Registries in Japan, Taiwan, and
South Korea” in an academic journal, East Asian Science, Technology and Society: An International Journal
(14, pp.35-59) in 2020. In this seminar, she talked about whether the data collected by each country were
used for the care of women who are considering infertility treatments or becoming pregnant by ART and
about newborns and their other research findings. How the data related to ART have been used for the
development of evidence-based policies regarding ART practices and promoting the interests and health of
women and offspring were also discussed.

In Japan, the ART clinical data have been collected by the Japan Society of Obstetrics and Gynecology
(JSOGQG). Most of the fertility hospitals and clinics have reported their clinical results for the report, published
by JSOG annually, to promote safe ART and medical progress. The report is open to the public, and the
problematic cases and complications of women who used ART during their pregnancy and childbirth and the
incidence of multiple births and impediments can be observed. In Taiwan and South Korea, the ART clinical
data are collected by the governments and not open to the public. The purpose of data collection in both
countries is to demonstrate domestically and abroad their high level of ART. Therefore, they have tended to
focus on the birth number, and the problematic cases are not collected. In addition, the rate of multiple births
and concomitant medical problems are not provided, despite many multiple embryo transfers having been
implemented at a high success rate. Prof. Wu argued that Japanese ART data collection is functioning well
as a care infrastructure.

After Prof. Wu's presentation, Prof. Azumi Tsuge briefly introduced the background and current situation
of Japan's ART data collection and disclosure system and then asked questions about and made comments on
Wu's presentation. Tsuge first said that using clinical data of ART as infrastructure for care is a relevant
approach. In Japan, the JSOG takes the lead in publishing statistics on ART data, and although each clinic is
not mandated to report ART data, most ART facilities report the data voluntarily. In Taiwan, ART statistics
collection is led by the government, and the law regulates data reporting by medical institutions. Tsuge's first
question was what are the advantages and disadvantages of the infrastructure of ART data statistics by a
government and regulating the reporting by law. Wu answered the question as follows. The advantage is that
data collection is thorough in a nation, and the disadvantage is that fertility clinics and doctors report only

the mandatory data to the government because of a top-down approach. Thus, there is insufficient
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Tsuge also argued that ART risk governance has improved in Japan because infants' risks such
as increased births of ultra-low weight infants are more paid attention to than the risks to infertile women
and that the judicial cases of ovarian hyper stimulation syndrome (OHSS) affected the collection of OHSS
data. Thus, she thought that the feminist approach had limitations in the construction of Japan's ART
statistics. Her second question was what was essential in practicing the feminist approach in the
constitution of ART statistics. Wu replied that the statistics should not be used for merely showing the
high level of ART in the countries; it should be used for making ART safer for women and infants.
Therefore, Wu answered that many people with diverse positions including feminist activists and parties
should be involved with policymaking on ART.

The participants had many questions and comments from participants, and we actively discussed the

issue.

Reported by SEMBA Yukari

Project Research Fellow, IGS, Ochanomizu University
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Abstract

Consistent with the view that donor-conceived people benefit from having access
to identifying information about their sperm and egg donors, a growing number of
countries including Australia have introduced laws that mandate identity-release
donors. Donor linking is the process by which sperm and egg donors, recipient
parents and donor-conceived people gain access to identifying information about
each other. The state of Victoria, Australia is unique in that its donor-linking laws
allow all donor-conceived adults, donors, recipient parents and descendants of donor-
conceived people to apply for information about each other. At the same time, it is
increasingly common for donor-conceived adults and recipient parents in Australia
to locate sperm donors and siblings conceived from the same donor through use of
do-it-yourself methods such as direct to consumer genetic testing and social media.

In this seminar, based on early findings from our Australian Research Council
funded project into donor-linked families, I consider how and why Australians
undertake a search for a donor relative using both government-funded registers and
DIY strategies. I discuss the strengths and challenges of the Victorian model of donor
linking along with the information and support needs of donor-conceived adults,

recipient parents (mostly single mothers by choice) and sperm donors.
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Find me on Twitter:
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Project website: https://familiesofstrangers.com
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https://www.facebook.com/familiesofstrangers
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~ Biographical notes

Deborah Dempsey is Associate Professor in Sociology in the School of
Arts, Social Sciences and Humanities at Swinburne University of
Technology, Melbourne, Australia. Deb has published widely on the
socio-legal aspects of assisted conception involving donated eggs and
sperm. Her work has contributed to national and state law reform

processes and debates about family diversity and reproductive justice.

Publications include 7The History of Donor Conception Records in
Victoria (co-authored with Professor Fiona Kelly and commissioned by the Victorian Assisted
Reproductive Treatment Authority) and Same-Sex Parented Families in Australia
(commissioned by the Australian Institute of Family Studies). Deb is currently chief
investigator on an Australian Research Council funded project entitled: ‘Families of Strangers?

The Socio-Legal Implications of Donor Linking in Australia’.
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1.

FF—BRRRICOVWTIE, FELDEENAA Y, HIVWIEIRBRENFTH? TN
AImHh o TETH?

When it comes to searching for donor information, is the will of the child main or

reflected? From what age?

Ar T4 7 FUTINCOWTIE, FF—RREZZITCRHRELIZATHNIL L6 RICH -T2 E &
IS5 W RFmERARL TRLWE WS HEET I ENTEXT,
FZOBRHMIALZLHLRAKICZEIWSIZEETELIENTEET,

FRREIN LBV RELIEFCPINFEEBF TCHELEZFEHL DL WVIEIADL WL E
INERRTBIENTEETIINED, TORRBRINIH/R., BRRESINEALBA N F—
IZ8 L TESDIBREZFRT 20 I e VLD HETIE 18 RICHRLAWVWETERWL, HDHW
i 18 MUTTHNIE, ZOHEOBEHLIRITNILTEAWE WL72F S Lo AR -
TV,

2.

Can you talk a little bit more about the practices that “donors may apply”?
FF—DERFETHIEICDONT, HHIPLFELLEATIIL L,

A: 2016 FDOEREICE D> T, EZMAELEIND Z LICOVWTRANRLREE 21T
W, ZOEENKREL, FNF—RALARFEZTHLOICARY, FF—DFhICH, BL0F
AFETDADVWDIED DD 2Tz HDFF—E, EENTAD N F—DEREKRD S
DIFHHBH, FF—DRAINOFELDIFHRERD S EITMELH 2D TIEHELA E L
dANbW, ZD—AT, FHF—HBRORMTEENLFELZHY L eV By
LIRET E2AD W, £z, FELNEREKD 20, BHONAH LR TH, LWIh
Ebhhd B0, o, BOoOroBRBLEII EVWI ADULT,

3.

The survey is fascinating! | am going to read your paper. It is interesting to see that the
7 donors did not offer much information about why they applied for the registers. |
wonder why---.

4.

| seem "making connection is one of the important reasons to apply" for

linking. However, this may come from recipients but | wonder how donors feel about
this?

5.

2DODRATORTEI Y=y oW H B ERMBIHY £ L7z, TEREEZZITTWEHY T
Wig, 72V =Zv o 0R# B LI-ETHREZZITTVWAEDOTL &£ 5H 7 You explained

that there are two types of infertility clinics, active clinics and passive clinics. Can
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infertile couples understand the policy of clinics and choose which clinic they use before

they start to take treatment?

A: In Victoria, linking requests tend to be dealt with by VARTA, and clinics refer to
VARTA. We found that clinics in most other states did not tend to have policies about
donor linking and requests for linking were dealt with case by case. So currently, it is not
possible for infertile couples to always know whether their clinic will treat linking
requests in an ‘active’ or ‘passive’ way. We argue that clinics in all states should have

clearer policies about how to deal with requests for information and contact with donors.

6.

WRDAN, BN F—Dro0EBFREICLVEENI-EMOBTVEVDIDIE, €D
BRI NIELLDOTL £ 5D

MY FZWADPRNIIRBEZEE LTEXDDOHSHH, ERIIFEIZTOERZFITEA AL
ADIFSHEHLTEZWEWS ZERDTLELEIN?

Why 90% of people do not know that they were born by donating gametes from a donor?
Although Victoria is improving the environment where donor-conceived people can
access their donors' identifying information, but do most of recipient parents didn't tell
the truth to their children?

A: Although the Victorian Assisted Reproductive Treatment Authority runs seminars
encouraging parents to tell their children they are donor conceived, it seems that many
parents of older donor conceived children still have not told them. When donors make
applications for information, the authority has to contact the donor conceived person.
And in 90% of these cases, the person has not known they were donor conceived. It may
be that parents of younger children are more open, but we still do not know much about
this.

7.

RAEEOEIEH Y FHAN?

Isn't there a risk of getting married with a close relative between donor conceived

people, or donor-conceived and donor's child in Australia?

A: In Australia, there is a strict limit on the number of families who can use the same
donor’s sperm. Currently this is 10 families in most states and territories, although as
low as b families in some states. This is to protect against too many offspring being born
from the same donor, and potentially meeting and marrying. But | suppose there is

always a risk. We have heard stories from donor conceived people who went to the
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same school or lived in the same area as their siblings born from the same donor sperm.
This is one of the reasons why many people believe it is important to tell children they
are donor conceived.

8.

| have two questions.

D UrFUInhelcEARIENRIZONICELDHY £T,

FFr—eFEDH, HOE-—FOITNARMBEICKR -7z, BEWIEBENIZERLIVTEZ
EHLFRINETA, £E5TLLI DS

A: A= OMFRICSIM L T NTATZBIEEENICY U F U 72 FRNICE 5 A TW,
L L. REICIIEED 2T —XbHB, FF—PHEFL T, HEFITERIT-o T, &
COTHEENRBEBF TCEINZZLZHBT—REDH D, £ LEEFICIE, FFH—I&
HEZELAONDERERTL TWDI, BEZFICE N ZUTICAS LS LRRE G-
TLEIZEEH B, ¥R FF—DoEENZERLA., LWLBEBREZEITZL B0
Yo X2 TTORDDDIEN, ERICIE D LWL AL 7F6bH 5,

2) RF—ICbBHRIARINID, P8RV FF—DROEHZ L TED &
FEZONETHA?HEATERF—DBLTEEEDNTVNEDT,

AXIERIBERIED & WALEI D LNAWLD, FlE, B4 BEOMEFERE A5
& FHF—DEZUNFEILEINDZ LT, FF—0HEDES EITEDER WV, BEMNIZKFF—
DEFEAZEL L, BVWRED R F—2ZH 570D, FHOBVWEHETTFELDOWLE LD
BANICE LT B AJREEIEH B,

9.

SELBFEHYNEDTIVE LT, BFREZZ TPk E D L CEEMK L D
MEIFFEEL TVWARLDTL &Y D ?EREEEBERIEITRICOMNTVNSEIDTL £ 9
h?

Thank you for your valuable lecture. Are there problems such as succession of property
among genetical siblings who were born by sperm donation? Are inheritance rights of

donor's children and the right of donor-conceived people completely separate?

A: This is an interesting question. Generally speaking, children born of sperm donation
do not have rights to the donor’s property etc. just as the donor has no rights to parent
them. But in a situation where a donor becomes known to a child when they are young
and forms a relationship, there may be some legal claims that could be made under
Australian family law, depending on what kind of relationship develops. We believe
single mothers who make contact with their child’s sperm donor when the child is young

may be engaging in legally risky behaviour. If a donor becomes close to the child, he may
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be able to make a claim for visitation or parental rights, in which case a child could

potentially make a claim later to being a dependent.

10.

Hi, this is Chia-Ling Wu from Department of Sociology, National Taiwan University. It is
great to attend this seminar online. | learned a lot from Deborah Dempsey’s fascinating
talk. In Taiwan, the law requires anonymity of the donors. And the donated-sperm and
eggs are allowed to result in one live birth (quota=1, possibly the lowest in the world).
So, there is no donor-sibling issue. Since 2007, The state built the registry of donors that
donor-conceived family can check for donor’s information when the donor-conceived
children get married or start the process of adoption, when them become adults. No one
has applied for the information. This is probably because most of the parents do not tell
the children they are donor-conceived, and these kids are still young, not yet reaching
the marriage age. The medical society believe that without the anonymity policy, no one
would like to donate. The anonymity policy also attracts some couples from Japan to

come to Taiwan to use DI.

A: Nice to hear from you, Chia-Ling. Glad you enjoyed the talk. This is very interesting! |
believe there is research that shows donors will still come forward if anonymity is
abolished but I'm sure there are cultural variations that are relevant here.

11 FF—PEFNFELOBERICT 72X LTI, FHESPHLOINTLARLE W
DI EEEDNIA BHOOLFELADEHMITEATHRLNDTTA?

AIFEAEDFELIBLRIFFELOEMNZZITTULAL, FRICHEMZRTHIC, L

WEBE L7ch. 1970 £, 1980 FRICERMZRITTTFELZHF - BIE. TEDHICE
FTLEERDOLIANEL FEBICHE T TLARLADLEZ L,
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Our law only gives married couples to use ART. Therefore, most of the lesbhian couples
and single women go abroad to do donor insemination, and some of them chose the
program of donors that possibly reveal their information in the future. Because they
believe that the kids may easily know that they are born by ART, so there is a culture of
openness among the lesbian family. After the legalization of same-sex marriage in 2019,
the state is considering to include married lesbian couples to have access to ART. Then,
there will be a conflict between the anonymity policy and the preference of transparent
information that some lesbhian couples prefer, and experienced in other countries.

Therefore, | wonder, whether there are different attitudes among lesbian couples in
Australia. Secondly, | wonder whether after the new policy is initiated, does the number
of new donors decline?

A: Lesbian couples in Australia are also very open with their children about donor
conception. But when they conceive through clinics, they are not as interested as
heterosexual single mothers in meeting or knowing a lot about the donor when their
children are young. A lot of lesbian women in Australia choose donors they know, and
conceive outside the clinic system entirely. Because all sperm donation is identity
release in Australia, there is not the same conflict that you mention would be the case

for lesbian families in Japan (I think you are talking about Japan?).

Re. number of donors, some clinics say there is a big shortage whereas others do not
seems to have as big a problem. Many people talk about a shortage of sperm donors in
Australia but this is not necessarily because of changes to the law. It does seem that
when you have an identity release policy in place, the donors tend to be older and may
not be as fertile.

In some Australian states, sperm is imported although in Victoria it is hard to import
sperm due to the strict law.

Hope that answers your questions!

13.

U=y IIlE>T R F—ICET2BERREOICICKERENH D EWVWIBENHY £
L7z FH—ICBET2ERMBEHEZET/ICLTLEDLODARIZ U=y 7 EHY I 07 F
Too TNZHIRT DKL WEREIEIHY 307

You mentioned that there was a big difference among fertility clinics about provision of
donor information. Are there any clinics that provide information about donors as

business purpose? Is there any law to prohibit it?
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A: In Victoria, information requests are supposed to be dealt with by VARTA, the
statutory authority. In other states, clinics can form their own policies about how much
information they want to release, although they all need to conform to National Health
and Medical Research Council guidelines. Sperm donation in Australia is supposed to be
treated as a ‘gift’ rather than a business, meaning it is not permitted to pay donors or
give out too much information about donors like they do in commercial clinics overseas.
This is quite a complicated question to answer so I'll probably stop there.

14.

Fr—¢eF, BfRH HEFNF— BEVOBEHEEORY A2 DL S ICHKEEITTF
NAZINTWBDTL & 2D ? How supporters advised about keeping distances

between donors and donor-conceived children, half-siblings, recipent parents and
donors, and each other?

A: Counsellors play a big role as intermediaries in Victoria when people decide to
connect through the government registers. They usually advise people to take things
very slowly when reaching out and to expect that the other person might not want or be
able to have a relationship or contact. People are well prepared for rejection, although it
is hard for the people that this happens to. It is a complex issue. Sometimes the linking
process goes very well, and most people are respectful of the other parties’ needs and
wishes.

15.
FFr—eFELEDMHmNY—ER (AEMYFOV— v LT7—27) [FHEELTVET
AN

Is the intermediary service (social work?) between the donor and the child working?

A: There are many successful stories we have heard about but also some distressing
and painful ones. Indications are that among older parents who conceived through donor
insemination, they still find it very difficult to be open, particularly the fathers, and they
may find it very painful when their child wants to make contact with the donor.

16.
Could you tell me the ratio of single women as recipient parents of all recipients?

A: In Victoria, single heterosexual women and lesbian couples now outnumber
heterosexual couples as recipients of donor sperm, but | would need to have a look for
the exact numbers.

17.

What is/are the reason(s) for the sperm-donors to donate his/their sperm, anyway???
(in the first place)
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A: There are many reasons. Some men wanted to help infertile couples because they
knew someone who was infertile, some were students who were recruited through
advertisements at their university and wanted the $20.00 payment for ‘expenses’. Many
medical students were recruited by their lecturers and senior doctors in the early days of
the Australian donor program. Some men were interested in knowing about their own

fertility or liked the idea of knowing they were very fertile. Wanting to help others is a big
reason.
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[ International IGS Seminar]

Family Building by Donor Conception and Donor-linking
® Date/Time: September, 9, 2020, 12:15-13:45 (JST)/2:15-15:45 (AEDT)
® Venue: Online (Zoom Webiner)

@® Presenter Deborah DEMPSEY (Associate Professor, Swinburne University of Technology)
Presentation title:

“Families of Strangers? Donor-linked families in Victoria, Australia”
® Moderator Yukari SEMBA (Project Research Fellow, IGS, Ochanomizu University)
® Language  English (Consecutive interpreting in Japanese)
® Number of Attendatees 101

Abstract

Consistent with the view that donor-conceived people benefit from access to identifying information on
their sperm and egg donors, an increasing number of countries including Australia have introduced laws
that mandate identity-release donors. The law of the state of Victoria, Australia, allows all donor-conceived
people, donors, recipient parents, and descendants of donor-conceived people to apply for information on
each other, and all donor-conceived people can access their donors' identifying information if they want to.

In this seminar, Dr. Deborah Dempsey introduced donor linking in Victoria based on early findings from
the Australian Research Council-funded project into donor-linked families and talked about supporting
donor-conceived people, gamete donors, and recipient parents and the challenges of the Victorian law. After

her presentation, the participants had many questions and comments, and Dr. Dempsey answered them.

Report
On September 9, 2020, we invited Dr. Deborah Dempsey from Swinburne University of Technology
and held an IGS seminar on “Family Building by Donor Conception and Donor-linking.” She started by
talking about the laws in Victoria and then introduced the research project that she is involved in: “Family
of Strangers? Donor-linked Families.”
Some jurisdictions in the world have abolished gamete donor anonymity over the last several decades

and have passed laws that secure donor-conceived people's right to know gamete donors' identifying
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information. The state of Victoria is one of them. It enforced the Assisted Reproductive Treatment

Amendment Act 2016 in March 2017, making it possible for donor-conceived people to trace their gamete

donors regardless of when the donation occurred in Victoria. In addition, donors can submit an application
to find out information on the offspring born from their sperm in Victoria.

In Australia, there are at least two types of linking: statutory linking occurs through government-run
registers, and nonstatutory linking is when people obtain information from clinics or through direct consumer
genetic testing companies. The matches found are with donors, donor offspring, or half-siblings. The use of
genetic testing has increased, and the results have successfully helped people find each other in Victoria. Dr.
Dempsey has also researched the applications made to donor registers; what information donors, donor-
conceived people, and recipient parents want; and the reasons for submitting these applications through the
research project. She and her colleagues received different responses from the donors, donor-conceived
people, and recipient parents. The donor-conceived people tended to be more interested in the medical history
than the other parties were, but in general, all parties were interested in information that would provide a
sense of the whole person, such as the donor's personality, interests, hobbies, and likes and dislikes. Most of
the information seekers also wanted to contact the parties involved, for example, an email exchange or future
in-person meeting. Most of the recipient parents were single mothers, and they tended to want photos of the
donor at different ages.

Dr. Dempsey also talked about how fertility clinics participate in donor linking. She found that clinics
were involved in various activities. Some clinics were open to making it easy for people to connect, and other
clinics were more passive or reluctant and unwilling to outreach to other parties that were open to contact.
Thus, the most relevant point is that linking from the perspective of clinics was really about individual staff
members who are willing to take responsibility. Few clinics had policies on linking practices. Thus, she
posited that donor-conceived people and their parents had different access to information and support,
depending on which clinic was used for conception. Last, she mentioned the donors whom they spoke to and
who initiated applications. They had various reasons for applying, for example, mere curiosity and to know
how many offspring were born because of their donation. Many of them wanted to know what their donor
offspring looked like or were interested in what aptitudes and talents their donor offspring had. Per the
Victoria law, donors can be informed of how many offspring their donation produced, but donor offspring
cannot obtain their half-sibling’s information. Thus, there was a response that donors submitted applications
because they wanted to contribute to the donor-conceived person's research on their half-siblings.

In Japan, donor anonymity and donor offspring's right to know are controversial topics. Many donor-
conceived people and recipient parents attended the seminar, and Dr. Dempsey answered their many

questions

Reported by Yukari SEMBA

Project Research Fellow, IGS, Ochanomizu University
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University of Hawai'i at Manoa

Abstract

Public awareness of menstrual disorders — such as dysmenorrhea and amenorrhea — has
been improving in recent times due to greater media attention and increased medical research.
In Japan, a country grappling with the socioeconomic impacts of low birthrates and a shrinking
and aging population, media and scientific discourse focus on the effect of these disorders on
fertility. In fact, in both scientific and classroom settings, menstruation is linked strongly to
fertility, and fertility and motherhood are traditional markers of feminine success. So what does
it mean when menstruation does not follow the pattern taught to young girls in school? This
paper seeks to address this question from the perspective of young Japanese women attending
university in the Tokyo area. Many of these women agree that a ‘normal’ menstrual cycle
following a regular pattern is a sign of good reproductive and general health. On the other hand,
an irregular menstrual cycle could be a sign that something is ‘wrong’ and that one might have
struggles with fertility in the future. However, by exploring women’s own experiences with
heavy menstrual flows and irregular menstrual cycles, we see that women’s responses to these
issues — their level of concern and the type of treatment they seek (if any) — are extremely varied.
I argue that their responses, and their decisions to seek medical treatment or not, are influenced

by how they have been taught to think about and to talk about menstruation.
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[ International IGS Seminar]

Menstrual Education and Lifelong Health of Women
® Date/Time: November 21st, 2020, 10:00-11:30 (JST)/November 20th, 2020, 15:00-16:30 (HST)
® Venue: Online (Zoom Webiner)

@® Presenter Maura STEPHENS-CHU (Ph.D. candidate in the Department of Anthropology
the University of Hawai'i at Manoa)
Presentation title:
“Do Menstrual Learning and Speaking Affect Decisions to Treat Menstrual Abnormalities—

From interviews with Japanese female college students”

@® Presenter Akiko MORI (Professor of Shonan Kamakura University of Medical Science)
Presentation title:

“Menstruation and Women's Health”
® Moderator  Yukari SEMBA (Project Research Fellow, IGS, Ochanomizu University)
® Language  Japanese
® Number of Attendatees 97

Abstract

Menstruation is a familiar physiological phenomenon for women and is part of women's health. But
have women in Japan been well educated on menstruation? At this seminar, the first speaker, Maura
Stephens-Chu, a doctoral candidate at the Department of Anthropology at the University of Hawai'i at
Manoa, introduced how Japanese female college students had been taught to think and talk about
menstruation from the information she collected during her interview research in Tokyo and presented her
analysis from the standpoint of medical and feminist anthropology. The second speaker, Akiko Mori, a
professor at Shonan Kamakura University of Medical Science, focused on menstrual education and

discussed its effect on women's lifelong health from the standpoint of a medical expert.

Report

The seminar on the theme of menstruation education and women's lifelong health was held online on
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From the fall of 2017 to the summer of 2018, Stephens-Chu resided in Tokyo as a research fellow of the
International Foundation Japan 2017 and an affiliated researcher of the Institute for Gender Studies at
Ochanomizu University and conducted the research for her dissertation. She interviewed female college
students, a sanitary goods company, and others in Tokyo. In this seminar, she introduced Japanese female
college students' experiences related to menstruation and the survey results of the sanitary napkin industry
from her journal article “From Sacred to Secret: Tracing Changes in Views of Menstruation in Japan™ in Silva
laponticarum (Summer/Autumn 2019). She mentioned that menstruation was strongly linked to fertility.

In Japan, fertility and motherhood are traditional markers of women's success. Many of the female
college students thought that a “normal” menstrual cycle with a regular pattern was a sign of good
reproductive and general health and that an irregular menstrual cycle could be a bad sign that signaled fertility
problems. Notably, when the female college students had menstrual problems, not all of them visited medical
facilities. Stephens-Chu found that in the women's responses to these issues, their level of concern and the
type of treatment they sought were extremely varied. Next, on the basis of her analysis, she proposed that the
differences in their responses and decision making when they had problems were related to menstrual
education. She concluded that a social atmosphere where people cannot talk openly about menstruation might
result in women's hesitation to visit a medical facility even when they are anxious about menstrual problems,
delaying treatment. Thus, women's lifelong health is affected.

The second speaker, Akiko Mori, explained the medical aspects of menstruation as a nursing expert in the
field of reproductive health, especially infertility. Next, she introduced many survey results, for example, a
survey on the effects of menstruation and high school athletes on competitive performance, the effects of
menstruation on nursing college students on academics, and the effects of menstrual symptoms of working
nurses on work. She also introduced how menstrual problems affect women's lives and how women were
managing them. She also referred to educational needs regarding menstruation in terms of educational
programs by introducing the effects of menstrual education for high school students and education for
controlling menstrual pain for college students. Finally, she talked about her current research project: a
research on adult female patients’ experiences with endometriosis by Grant-in-Aid for Scientific Research
by the Ministry of Education, Culture, Sports, Science, and Technology. She found that their delay in starting
treatment for endometriosis was related to experiences with menstrual education. In other words,
menstruation is deeply related to human reproduction. In conclusion, she asked two questions: how menstrual
education should be modified to promote women’s health and how it should be structured and implemented.

November 21, 2020. Maura Stephens-chu and Akiko Mori focused on menstrual education and talked about
how it affects women's lifelong health.

After the presentations, the participants had many comments and questions. Our discussion at the

seminar was fruitful.

Report by Yukari SEMBA

Project Research Fellow, IGS, Ochanomizu University
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