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Personal Information in Medical Field
and so-called "Representative Agency"
- Current Status and Issues over Reforms of Regulations -

MAYU TERADA'! YOICHIRO ITAKURA *2

It has been pointed out that Japan has lacked comprehensive legislation concerning the utilization of personal information in the
medical field. However, regarding cancer, the "Act on Promotion of Cancer Registration etc." (Law No. 111 of Heisei 25) has
been enacted, with the aim of recording and preserving databases of nationwide information such as the morbidity of cancer etc.
However, it is for a specific disease and it has not provided a good situation where institutions and people could utilize personal
information in medical field to provide superior medical care as a whole. In this paper, we will review the present situation that
the comprehensive regulation concerning the personal information in the medical field has not been developed. And then we will
look at the so-called “Representative Agency” which is planned to be established in the proposed bill on Anonymously Processed
Medical Information to Contribute Research and Development (Next Generation Medical Foundation Bill) which is now
submitted to the 193nd Diet (Ordinary Session), considering its possibility and issues. This paper also looks at the regulations of
Europe and other countries and discusses the problems regarding reforms of regulations on Personal Information treatment in the
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medical field of Japan.
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D A HZBEICET 2N BES R UCRNEESLR (—
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Regulation of the European Parliament and of the Council
of on the protection of natural persons with regard to the
processing of personal data and on the free movement of
such data, and repealing Directive 95/46/EC (General Data

Protection Regulation)

Article 89
RIEDOFIEITIIT D2 0RE B, BpgsE U< 3E S p9hT
ZED HIXLHEEH B RO 72 O BRI BT 2 R E
AP
Safeguards and derogations relating to processing for
archiving purposes in the public interest, scientific or

historical research purposes or statistical purposes

BT — & BEZE LR SRR B B T HEFE T
B0 b b84, EU SUSMBREOENIER, 6 15 4,
%16 &, B 18 KR UEE 21 FTEDHHEMIET S
FISEHELTH IV, 2770, KEFE | HTEDDHE
LR OMREREZATEE LTERY, YENN Y% B
D FERERARICIESD, OE<BEEIES, KUY
FHIS R LB NOBITICVLETHHHEAICRS.

2. Where personal data are processed for scientific or
historical research purposes or statistical purposes, Union or
Member State law may provide for derogations from the rights
referred to in Articles 15, 16, 18 and 21 subject to the
conditions and safeguards referred to in paragraph 1 of this
Article in so far as such rights are likely to render impossible
or seriously impair the achievement of the specific purposes,
and such derogations are necessary for the fulfilment of those

purposes.

5.8 1 HADLH 4 HIZRICET 200561
A S 72>, 5. Paragraphs 1 to 4 shall not apply where

and insofar as:

B4 K T EERPOEANT - 2BG LRVES
Rk S 2 1E
Article 14 Information to be provided where personal data

have not been obtained from the data subject

4. WHENMANT —Z 2 45 L7 HEILSt o B # T
ANT—Z ZBIWICIER S Z L 2 BT 556, &8F
IFEFEMO BRICET O FRAVE 2 HTEDD LD
266 L BEMED & 5B AR & BRI 23
RENDANTT — & BEITREE L 22T E R B 780,

4. Where the controller intends to further process the personal
data for a purpose other than that for which the personal data
were obtained, the controller shall provide the data subject
prior to that further processing with information on that other
purpose and with any relevant further information as referred
to in paragraph 2.

(b) THMORALNRATHETH 52>, & L < VLl O K45
o %Ga. FICRLoFIED Y, FErE L3RS
FIRESE B RS EAERT HADEERRIC B4 2 k. 7272 L,
W89 &R 1 HTIED DKM M OREHEIZIE > T
D, XIIARGH | HTEDLIEBENERTEE Ik
W L <RSI 0 BB DAL DL D HE I
5. ZokH7REe, EHEL, BICHEREZAREA
FLHLEOICT D Ladd, 77 EEROHERKD
B HIE N IES 22 FE D 7= DIt ekt ka2 L Db D &
3 %5 . (b) the provision of such information proves
impossible or would involve a disproportionate effort, in
particular for processing for archiving purposes in the public
interest, scientific or historical research purposes or statistical
purposes, subject to the conditions and safeguards referred to
in Article 89(1) or in so far as the obligation referred to in
paragraph 1 of this Article is likely to render impossible or
seriously impair the achievement of the objectives of that
processing. In such cases the controller shall take appropriate
measures to protect the data subject's rights and freedoms and
legitimate interests, including making the information publicly

available;

W17 &k HEOHER (Eh b5 HEM)
Article 17 Right to erasure  ('right to be forgotten')

305 1 HEUNE 2 B, IO AIZHT 209
(CHERGE, EHShRW.
3. Paragraphs 1 and 2 shall not apply to the extent that

processing is necessary:
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(b) EEEPUES EU =68 LIMEEOENEIC L -
THRBWAER STV DIEMNRE 2857 5 DI S
e, XITAELOF|GEE L IFEFAEFICEZ oA
HIMERR DATHE D72 DIZAT o 2 2EH D FATIC b2
a.

(b) for compliance with a legal obligation which requires
processing by Union or Member State law to which the
controller is subject or for the performance of a task carried

out in the public interest or in the exercise of official authority

vested in the controller;

ZOMHNC XY, EU SFoMBEEIL, F—& EERoOFR
FHIRFEOMER] 2 TRT D Z LN TE (89 £RXT 5T T
2), BEOT—XIIT 72 AT HHERRFTIET DRI,
HODT—ZOMEEHIR LY, WEICKA LY T5
RIS, B L LTEDOEMICHOWT DM % 31T 5 MR
ENbmRInsZenTED (A 145%£/377 57 4b,
W17532 7773 b).
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B ENTEDLMAENTWVA[LL]. bodd, Zhb
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52 XKEIZE+3 HIPAA TS5 4/ 0—3R81
KIEIZ IV TlEL HIPAA(The Health Insurance Portability
and Accountability Act of 1996)0 75 A /33 — IR MFEAE L
TBY, 20T T4 —HANZEBWTIE, EAFERBIMHEA
oD LB RET DB COEAILDOFIENEDNL TV
e, HFMERMRIRE I L D 2 b oHAIoE-IZIE, 7
TANY—DREN R+ THDLEV IR I TWH
0, BEROBGIZBWNTCE, BEEZ/FETZDHI LN
LABHBETHDL I LMZZOLNTVNDEIHEDE VR D12,
53 FOMESEREICSITIEERT—2DER
7o 20X, 7 AU BEREICBVTIE, CMS (Center for
Medicare and Medicaid Services) [13], - ¥ U R{THBW\T
IZ SUS (Secondary Uses Service) [14] & Vo 7z B K 7 £
BHEEB LT —F_X—ADEANEL TS, B
HIZHD L, SUS DY =7 %A MIiE, SUSIE, HEED
ERT —Z DO DOBE—O/FENRY AR N ThoT,
E— B 2O {#Z 3517 5 NHS (National Health
Service, ERMREMY—ER) 2XE\TH-DOIFIF
WA L O EFRICT 20D TH D, LOBPFANRRS
NTN5.
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