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1. ELSIDZEA S et n
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7/ LR Genomic ELSI Unit by MEXT
Genome science
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Research dealing with human samples

- RS — DT 2B —(CRDIMAR

Research on next-generation sequencers

- BREYF
Synthetic biology
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Support activities by URA at the request of
researchers from Kyoto University

Space science
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1. ELSIDOEENH ©

A REDEUF

Obtaining consent (o mezmssre)
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ELSI in genome research using human samples
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We researched what kind of ELSI exists and then created an overhead view
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1 . E LSIO)%E%{@J @ E%i%@ffﬁéiﬁﬂ Examples of ELSI

Example of creating a solution to issues initiatives @

[Z22E/5]|] Example of issue

ED b ORI ZIR S TERFTTDN 1 RSA (& =0T J ARROFLE%E
ZRULCABCIED TULVRWZSH., AREN AR ZESD D ENTERR),

The government's research guidelines dealing with human specimens are old and do not take
into account current genomic research methods, so the research cannot proceed.

= [FRSRESH) Example solution X These slide are simplified. Actually more complicated
O HA RSA>ORETICAETT, T LAARE EFERTREENEZR CED
%3

Establish a forum where genomic researchers and related researchers can discuss guidelines

seaffl) Agenda example -

- BT L©RAFROIRNR SRR O E

Latest genome research situation and necessity of research

MBABROBOTN IBAICED T
Handling of personal information L =25l

- R ITDHE - URD SAEHRENE
Society impact and risk

In some cases,
research is required in
addition to discussion

s NBYIRIAFT & BRI TR etc.

Public research and private research




—— | E%i%@*ﬁ%ﬂ?ﬂ Examples of ELSI H
1. ELSIO);%E%WJ @ Example of creating a solution to issues initiatives @

[Z22E/5]|] Example of issue

ED b ORI ZIR S TERFTTDN 1 RSA (& =0T J ARROFLE%E
ZRULCABCIED TULVRWZSH., AREN AR ZESD D ENTERR),

The government's research guidelines dealing with human specimens are old and do not take
into account current genomic research methods, so the research cannot proceed.

79 5 Lot . X These slide are simplified. Actually more complicated
— [#FREEHI]  Example solution
Q@ BERIESE EEmZ TG 7T THA RSA > ZkET

Create a forum for policymakers to revise the guidelines

) BEEITDIERIBIFZEDD

Gather relevant policymakers
i) AHFRDIRIR. ETOWEEZERIAT D
Explain the current state of research and necessity of revision
i) SETRICDUVTiE
Discussion about the revised proposal
iv) CNETSXLEDAERK
Creation of revised text
Q@ BEI=NIZHA RSA > ZMREBI=Z1 =5« (CAA

Inform the research community about the revised guidelines
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2. ELSIOER(CIHE &1 DHEE & A O aquired for ELST effort

(1) REDRE
Research on issues

(2) FREADFM IHFEDIRET
Creating a solution to issues

(3) FRENDM D E
Implementation of solution
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2. ELSIORBCABERBWIEES A © RIS
(1) FEREMDFAE Research on issues

ZTOMFR IO T O MMTHWTHRINELSIE UTFET DO ERfEC L. [T D

Clarify what exists as ELSI in the research project and get an overview

— SRS E EELSIHIC DLW TCTHE T ANENLND DI

Because ELSI needs to be shared with various stakeholders

[(Z&E 9 BNZ]) Research agenda
s EOXDIRERENH#(CH UTHFET DON

what problems exist for whom

Bl) HRE - HHhE GERHEED) - BIRBEE - ¥ad (—iRhE)

researcher, collaborator, sample provider, policy maker, public

- FFREIFFFIR EDF 7 v T DERFE(L
gap between experts and non-experts
) US> — ARDEE. BN, URTERRT AW I~
literacy, purpose of research, risk and benefit

[ES51225MH] How to do
XEkRE. WEBRARE. 77> — A&, 77U JHEA etc.
review of literature, WEB survey, questionnaire, hearing survey etc.
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2. ELSIORBCABERBMIEC A @ TS
(1) ;RREMDAE Research on issues

(kSN DHEEE (AF4) ] Human resources required for research

RBWAERICE. LF2SKNI—YBAIR, 70/05—7TAAXA> K (TA) @
HREBPRIZERttSim (STS) DMRFREHN WA
Regulatory science, TA (technology assessment) and STS (science, technology and
society) researchers are required for ELSI research

- DB ORFRETITTIEIARBIEELIH . BXDEFOHREOEBI/RAIZY bEKE
ELSI research is impossible only by researchers in the same field of the research
project, but it is also necessary to actively commit them.

- BT —N(Ta> Tz, BARZE. AXHSRIZOMTEDR /XL TIHESH SR
It is necessary to cooperate with researchers of natural sciences, humanities
and social sciences according to the contents of each issue.
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2. ELSIDRBICUBERDMEEEAM @ IS
(2) SRENDMHEDIRFT Creating a solution to issues

ZIRIAESE CE R DFREICDVWTIRET I D

Discuss solutions with various stakeholders on individual issues

— Z<DREL. B—DOFMR/BESBICITTEEERNATSTRACD

Because many issues cannot be solved by a single expert / stakeholder alone

[ES5™3H] How to do
i ) ZARLESE(ICHEITCHEE TS

Explanation to various stakeholders
— B D AN ([CEIF DM DT VRN NE
— AR IO T O MOZDELSICERDHEOERRECHIBULEBE T DIVEND D
It is necessary to...
provide explanations that can be understood by non-experts

share not only the contents of the research project and its ELSI, but also the vision
of the research project
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2. ELSIOERKICHNEBEIRDEEGBEE AM @ Funcgggjifenddfglrj?fgl efforts @

(2) SRENDMHEDIRFT Creating a solution to issues

[&S5135H] How to do
i) ZERARECPEHSEZSOHIEF RN ZBDSEZAID

Create a forum for interdisciplinary discussions involving diverse researchers and
stakeholders

— ZRIAEESEZEDD LT TR, BERCETDIHEOTTAERHE
It is necessary not only to gather diverse participants but also to design a place
where discussions can be held

i) ZARICEASEDEBNSOMILETEHTT
Create a solution from discussions of diverse participants
> HBEZRIT7S>UT—>32 AT 7 r7Z2R18{EEE3
H—-EXFTHA W E
Facilitation to encourage deliberation and service design to visualize concepts and
ideas are required.

KYOTO UNIVERSITY



2. ELSIDRBCHEERBMEE MM @ e

(2) SRRENADMLEDIRET Creating a solution to issues
(kSN DHEEE (AF4) ] Human resources required for research

i ) [LERSEFIDEPFYZR public relations specialists
— BFIHDANICERIAN T E DRI ZF D EAMEBRETIN. [LHEBIDFTEIIR
(LEREER) ° LEINEIHDARDTOZ T I MNREAS M TEDIAMMNDE
We need people with skills to explain to non-specialists.

Rather, it is important to have human resources who can plan public relations
strategy and manage the entire public relations project.

i) EamDIZZE B C=25 A8 create a forum for interdisciplinary discussions
— ZIRIRT « —IL RICAIRZRDOAM. Twv N T—TDERNAR
— HZEDDIEE - EEHN TS DAM
We need people with human network in diverse fields, with light footwork,
with ability to plan and manage events

i) FERH SESREEINITA MM create a solution from discussions of diverse participants
- Jy72UFr—4H— O—EXFTANTEDIAM
Facilitation to encourage deliberation and service design to visualize concepts and
ideas are required.
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2. ELSIORBCABERBMIEC A @ T
(3) FREENADMD=EME  Implementation of solution

ERRARR (Ca T T iEEh (5

There are various activities to solve the problems.
(FEAEDFRENC(FIRASHDILIREE) RAEMOIZT1 =5 —>3 2 EE) HMwE
Most activities require some kind of public relations (two-way communication).

F/Z. ELSIICH I DFEHBEARD YR A M E

Management of all ELSI efforts is required.

[kebS5NDHEE (AAt) ] Human resources required for research

- LR DHMZ

public relations specialists

- ELSIZIRfE L. JEEIERADT O T U MYREAS MHITEDAM

Human resources who understand ELSI and are able to manage the entire project.

— BZEICKD CIFELSIDEEN ZESDH D ICHDFREBERDHBND
In some cases, it is also necessary to obtain a budget to proceed with the project.
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3. ELSIADHISIC BB AH e
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3. ELSIADHISIC U AH O

(1) AR Securing human resources

ELSICIAETIR AM(IZZ4E ELSI's efforts require diverse human resources
- JAREB (STSYOTA, T—YICEZHITDIEARE - AXAASRIF)

Researcher (STS/TA, natural sciences, humanities and social sciences)

- IREEIDRENDZIBS FFIAM
Specialist (Research manager and supporter)

— [LKIRODOFFIZR ([LIREES - EITFTEINMEIT D AH4) Public relation

= VAT ZT7 ESHRIRTOF—"RIT5NDAM  connecter

— FERNRZERDBN -7« RX— N TEBDAM  coordinator

- B—EXFTYHA N TEIAM Service design

— JOZ2 T MRASAS MTED A Project management
- TJL7D0—R (BEIES) BN TEZDIAM Fund-raising

CNEDEBEIBXBI IS —F - PR="_AbL—4— (URA) FDEHEFIHEH.
HBDIEEFBARDIHFTZ7DOHRCHEFELDDH DN, ELSI ZIBHSHFFIAM

&< UCEREE SN TUVRLY,

Some research managers and supporters, such as university research adominiatrator (URA), can

handle ELSI efforts. The number of URAs is increasing in Japanese academia. However, It is not
recognized by oneself and others that they are human resources capable of ELSI initiatives.

- BRVCEEZE#HULCAMEE (Kf]) HwE
It is necessary to consider human resource development for ELSI.
KYOTO UNIVERSITY




3. ELSINDHISICHERAH @

(2) ELSIICHE9 B44# Research project structure required for ELSI initiative

- BWRFEOTO> 10 ME(CELSIHCEHPIN(CELD D F— LADNWE

A team that specializes in ELSI is required for each research project.

— AFRTO> 0 MBS EE T TIEELSIOM G (EATIEE (BEEEX)

ELSI efforts is impossible only by researchers in the same field of the research project.
(The burden on researchers also increases.)

PM
researcher
[ |
PI-1 PI-1 PI-1
researcher researcher researcher

Jayp.easal

[opieesa |

Jayo.easal

Jaydlessa.l

Jayleasal
J3yn.Jeasal

TR DARFTAR]
(S D EF DR E D)

Conventional research system
(Members are only scientific researchers)

J9ydleasa.l
Jayd.leasa.l
Jaydlessa.l
Jayd.leasa.l

KYOTO UNIVERSITY

PM PM
researcher ELSI efforts
[ |
PI-1 PI-1 PI-1 researcher
r rcher r rcher researcher
esearche esearche ——
humanities
21 M=z1lz1 [&1lz]1[z] [&l[z][z social
21818 [2(/8]18 |8|/8||8 sciences
Q o)) Q Q Q Q Q Q Q
“1:1: d(|8]|g = =3 =
2 |2||a| |@||a||a| |&||8||2 URA

ELSIXGDPM &EF— AZHECE
(tEERz 18 9 KT CTHRFTE L 17E)

PM and team for ELSI efforts
(Collaborate with researchers by cross organizational)




3. ELSIADMISICRE R4 G

(3) ELSINOHWH®DEE i Evaluation of ELSI initiatives

- FHEDBEN & LT, BARDIZHFT ZFZARICELSINDIIGH TS DIRIE%
BAMNEDZEETDRBIE
ELSICERD#EL [Hee] — [AM] — [#E#E] (OEE=
If the purpose of the evaluation is to focus on establishing ELSI efforts in Japanese academia.
It is important to pay attention to “functions” “human resources” “organization” for ELSI efforts.

— ELSINOEHEMN A EE L. LANILI7Y T I BICE...

To continue and improve the level of ELSI efforts

« ELSINOMIGICHEBEIRD T THEEE] o, ESNTEREERNA IR
[FUTTR SR

We must pass on the “functions” and experience needed for ELSI efforts

[HEE] PREERANMEASND(CE. TAK] HwE

"Human resources" are required to pass on "function" and experience

[AM] DRDBICIIHERE - =2 =50 Hh'E

An organization / community is needed to retain " human resources "

KYOTO UNIVERSITY




3. ELSIADMISICHE RS @ orier et

(3) ELSINOHWH®DEEli Evaluation of ELSI initiatives

[BE(FT=UVASRE]  Situations to avoid
- TS B HDEROIATTIEEN CHNX ELSI ANDFEEIZ NS > A —(CXIHT D

Scientific researchers tackle ELSI voluntary in addition to conventional research activities

- ELSINOEGAEEHAFE/BPFIAMDT v U 77 )R (CRRES IR0

ELSI efforts are not reflected in the career path of researchers / specialists

— SEREIORGT SR, LANILTZY T UIRLY

ELSI efforts will not continue and will not be upgraded

- ELSIICXH G T DAMZHHEIC L. DA ICKDAFTTAAEEFIN N EE =
il 9 %
Clarify human resources working on ELSI, and evaluate research results and professional
activities by those human resources

- ELSIICXIS T D AMADGHI (&, TDAMBNEERTED/Fvv U777V T
TEDINHHEENTETRFT I D
Evaluation of human resources tackling to ELSI should be considered together with a
system that can establish and improve their career

KYOTO UNIVERSITY
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1. ELSINDOXMIGEARS < DITD &
OFFREDRE. QM ILRDIRET. QFFRE DXt
ELSI efforts have three stage.
@research on issues, @creating a solution to issues, @Implementation of solution

2. ELSI{CWEIZERNIZERT. MREBL T TR EHRBEFIAMDUE

There are various activities required for ELSI efforts. Not only researchers but also
various specialists are required

3. ELSIICX 9 BEEFDEE(CI(E. EFFAMDIERE.
TOEHEPIEENCT U T 5 (evaluation) | A CTE3AHINE

Establishing ELSI efforts requires a system that can secure specialized human resources
and evaluate their specialized activities.

KYOTO UNIVERSITY
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