JAMI EI7TEEREHRFEARS (BISOHFAERBERFIFMAR)

R2 5 —

RAG—2

BEREFXF2YTa - T4V —

201711 A21A(K) 14:15 ~ 15:15 L& (K24 —4152) (12F K74 I)

[2-L-1-PP2-4] &7 J LEZHEICE 1T 2 BREEEZFZOBEDODODELE
85 AT LDERE

o RN BA, BB Wik TR, A XE' (.RmBAZAEEELHREMEYS / LEFEY S —,

2.8AF 2= 2K A&, SHAEHT ) — VBRI AT LX)

BRRBEHRE LESHRRHARYT / AEFHATIIERL LABRERREZBRKRIFRCEGHHR ( DNAKRE
RE) CHAA TRTRRERICEN L, BRZT56EIN—KRNTHE, ZOLIBIGSICKICEIHERTIE
RA—BENEREREEZZZ L. TNENTR-—DEFMRLLICEFINDZ I &0”H 2N BERERIY /
LR EDRRERDRECHRAT — 9 DRERTZIEL.

B EEMBICH T IBREDEEEHFOEABEIZE L TRREELZFERODEIE - BE - EFEAETHOIELRE
WEWS AT LAEEET D,

BiE GEsR0T / ARFIEREEERIBRERMTORSR TERIL LHRE IDE ZNIHM CERKRER - 1R
FEHRZEEYT 2, SORRLFROESE. ERL. RALEOKREZRA. BHORTHERER & EHETRE
BREZFREESRATLERELL. AROERIIUTOBEY, ORZFREEBRIFRODEEER. QELIFR
DORRTREESb. QEBIERADEIBRLT IV ERFHEEF 1) 714 WK, OBREFERBEHEE

R : OREBEREEIRATLERI Y — /& L, BITHEREREYENICENLZZRNI 50 R —ERICERE
L7,

QA ERIBESLITEFICETE L THREIETREDHES MR L,

QRELBEBADT 7 2 AFEITI—HIERRZEE 754 7> MEBRZICK YTV, UNR—=7OF2%BAHLT
TOERTBEHE LT,

@BAHEIL (1) hTKRE. 2 £FEBB. Q) MAEF—¢ LTEEDTREMEIHEHREEIRTL. BEABRE
BENEEOEELZYML THEILIG LTRSS EATO4EAE L,

ER: LRICKYEEFEREREICEEL, BBICH L TENZEAABREEZICOAMERL. BFHICE ST
ERESNORATRATHEANRREHERLEEZDS, AVRATLADEERICODVWTREFMRETELIEREZLE
MARBIOETERN—MRW TG WD, OXRAREDCEREE. QORBHRPARNBTDOIRNMVET, REN
ISHTHD, oo BAELABERKTNUBEATLWEIFIB-HBL VAN VAT ALICHEEAT S FETH S,

O—M#tEEAN BAERFRER



T/ LEFHRRICETAIBBREEETRBEHDO-HDERZFE AT LORFE
A N &AM
I BB TR Rl SOz
*1 FAE KPR P EA TR R/ LE o #— %2 AR = ARRAS A,
*3 A ST V= AT LR
Development of a real name registration and verification system for
epidemiologic studies in order to avoid overlapping of patient
registration
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In multicenter genomic epidemiologic studies, clinical information and biological samples will usually be
de-identified and sent to the genomic analysis facilities. In Japan, patients with rare diseases sometimes visit several
specialized hospitals and thus an identical patient can be registered to the same disease study redundantly through
several hospitals being de-identified differently. That will lead to a waste of research resources and a decrease in the
precision of research data. In order to solve this issue, we have developed a real name management system for
multicenter genomic epidemiologic studies, which stores personally identifiable information (e.g. name, gender,
date of birth, address, phone number) of the study subjects in searchable encrypted form and can find the potentially
identical study subjects using the stored personal information without decrypting. In this article, we report the
background, the purpose, the process, and the results of the system development. Since registering personally
identifiable information of the study subjects with the research management system of a collaborating research
institute is not general in Japan, it is essential to promote the better understanding of both collaborators and study
subjects about the purpose, benefit, and safety of the system. We are planning to utilize this system for our rare

disease registry project in the future.
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