100

HE1BECRCEMARBRBRNOH N HEEL55H 2013 IN BE

—EFBZEDOERICEDL<<BRHABRI TV
B ER—RIVY A MBZRICEEY HME

JLERPRALR BZHEME L 2 —EROEFER

WA, BDSE CIEBROE I 728 4 2 BU) MADPEBIICITbh, BERYL
ERHRLNTVDL, —FT, ER - BENOBKZE - [GBRIEHRO S & B RERITS
BOWMOHONERETHLZENEBIN TV L, 20 L) 2 ER2 I T 2 TR
BERIEMALS MERTE T 2 v 3 v 775 »2012) T TEREEBEE R FNFRANRICLE
S ARBERERAETERL, TOREYEIZACER - BB THALR T
R VA MEET L] CENERTREEEL LTEBIT LN,

BRAFINT TRESCEESE, FAR MR E LHERIZ - BEICET 2 BHAL
ATV ERRRBIZE - WGBS T A IE L W Ry ERUBTOLEEZBH L. #F 7
07T LR, ELTE7,

ZF TR T, —BFIAE I L o THEEO B WERRIIZE - IGBRIEIRRER— 5 L
A N OWEE L ERRIIZE - IGBRICET 2B EHUBToO—Bhehbarrry offlt Big

LT, EASTAR SN T B ORI - IGBRIEFRER -5 VA4 MZET 5
RAEBLO—BERT MR E LBRZ - GBRERO = AAEZERL 72, /2.
HEAMC BT B BRERBIZE - (GERBAE T A+ R ERANOESEENI O W T L HEEIT - 720
ZORERBEFOR = VYA b ORBAEIIE (R EENH DL 2R FETIE,
VBRI A ML DB L BRPREEZBIRSH S oz T, IR T
VB BRIRITZE - IEBRIEIR O A & BY) L R A AF T L2010, —BAHAEE S b
PRIFFE - BRI DO W T OEKRPY 2 M#ELY b OUENH V. BRI - 16523 2 iR
D—h&bar sy IERPZNG M LERREOEEMI O THE S L,
BN OERIRITSE - 1GBRBE T A4 M A B ERE~OBBHEEIIBWCid, BEENZH
B TEHBOBEREDP O BEERLZNBIE LN, KFEDOSHOFHEIZOWT DR %
BAHZENTE,

RIFFRIC L0 . — A E OB - 72 EERITZE - RBRIBEAR— 7 V¥ 1 ML
DI, HROE - BOFEEITMA T, 20T A MEBEIZZ L0 BT S L) hREsE
REDLEE IR S NTze F720 —MAABEFLEL T2EHREFBYICAFTEL LD
V27 5 72000 R AN S BRI S - IEBRIC DO W T OE L WSS EELSLETH D
BEO—PhE b3y 7 v IR S RERES OEZ Ml EICHKE L 2572,
REFFEIL. H24 ~ H25F EEAFEF AN e B b & EEEMTER LR EREE (5
PRI Fe R B e 3o T 3E) [— A E OB EICE O K BRRE o v 7 v vk &
K= VA MEEICET HH58 (REE  BHEF)] O—RE LTERBL T 5,

-392 -



201349H15~168

CRCLERIRABROSHY S EEZDRH2013 IN FiE

SURTY LS BRIRBI R SRBRE LS ERTE201 20RBIZAITT
~T772aVTIVERTTODEIALLTY | ~

HREOC

TR24-25FEEEFBHLHRBHGS EREHEALLATESEE

— i FAEDORRIZEK
R IREBR DY T AR EAR—R2IL T AMEE
[ZR89 5075

FRGENIEERZERAT
JEERFEFE EREOEFEM
ﬁ H 'E{’,_jr aritae@pharmkitasato-u.ac.jp

KRRERRICEELT. AR RNECOIBRICHIERFIHYEE A,

an. All Right Resarved.

Copyright?s 2013 Arits

ERRBAZE - JRERIEE(LE

SMEEFTE2012
201283 AXRIE-EHE

1. OFEHOEHICHEEREAELIRELEIL
(M EMEREOR L

(2) ABRFHEOHEL

B EMZEOAHMBERREUVER
(LBEER-BE~OERES

(5)aR+DEIEL

(B)IT B OELHERE

2. BAROEFHLGERER. ERBRSFAHIC
B =BViH (1/—2a2)

(1) ERERTIR - RO EE ARG OERE

(2)BEPIRFITBHSRBERVEDOR L

() RARAEAI LN HE~ORBORIEE

(4) KFE K BN RELBRORFLRE

FEIER - CRBUEIEL S A ERE 2002

LHE24H38308

FEHEE - BERRE

-393 -



| EnfRERMER
| ﬁ&gafﬁﬁﬁaﬁ
i ’I\"" )

S

HAES
JMACCT

| lEwzaa
L ONZANRSATIL E

ER R BRZT - SRR R LS FETE 2012

7’7~/3/77/0)I7<J’6~
EIZELEHEHRFHEEHBEICIIMRNELEREL. BEIC
EEL-RAEICNAT. BEREEEZTNFhIFEIZLE—XH
EVENRETERL. t0OEEZRFEZATCER-BEIZESTH
ALYDTOWR—2I A EIBET S, £-. EEFBHEDIA
"717‘&4?&@Eﬁ’f%ﬁbﬁ%‘%%wﬁlﬁﬁvﬂ%éﬁﬁt
ER—ANTAGE.EARRERMSREEETE BB AR—a
AR BEEREAS LSTYET, (%)
AREEL(EE): EREFHER LA TR E LR E LN REENEED)

(ER 245 B ~ 254 /F)

Wi RE S EE o (B R RERREE)
MEREL BR-EE~DERNE - ARELERICETAINE

MRARERES - FE RFALEXRSE)

REER —BARAEOERICEIEREKRRI T VERE
71'\—9)1/6'4' H‘iﬁl Eﬁ?‘éﬁbﬁ.

-394 -




— R B D78 (TR Y
BEpRatER T D?DW’EESZC/‘R HIYA M%

3

@LELLTWA AL, MR IERE
@ RY DIELHIEATED K1, BYGRAHZE

The Kitasato institute Copyright 2013 Arita-nan, Al Right Reserved.

TRAFEER BT ES

1. ERSOBRKRR RBRR—2IL YA~ OERRE

2. —RERA2—ybRIRAE)ICE T HERRITIRE - JRERIC
I OEBAE

3. ER-BHDERMR -BRIEB/AFHEICHTHINE

4. BREOR—ZILYAOFERMEICET HHE

5. ER-BENKROHERKTAR BRAR—2IL Y (MBI S

WIe
6. EBIDEERIFZEE AERELER—2)L T A S R U EHE
B9 5%

@ BAOERBHY A+
Q@ A4 OEKRHAE RBREER—2ILS A BIE

7. —RA~QORBM-EHRICETHSImYMEA
PETA—SLT—BERNBOBERARKR—2ILFArElE? ]

Copyrghts 2018 Arita-han A Right Peserved.

- 395 -




BN OERKRTE - BER
T—RAR—ZDEREE

@ 5L 1 — v E
@A 201211 A ~1A
@WK ERIRWAZ - RERBIRE 744
.Eﬁzﬁlﬁ E :
BN DOBRKRRERT —IN—XDRHE
EEREREOBEREEDHE

CRc&s Y)752013 RRH—FEZ (P-206) }
|
|

Fﬂﬁ CRERBEBREBERNRELE-ERNS DEEKR
AR AR —FILYAMIET ST — AR
FF Et, FHRF. KFEEZE)

Copyrightts 28 Arita-han, All Right Resmved.

{2 B— o R CERRBI - BROIE R R
L ET B, EDESLH A ESRT B 7

(EHEE  187[E1%)

& %

UMIN-CTR{UMNES BB R BRO AT L0 T—94 -2 2% &

JMACCT(RAESSRBREE S OF—8~—2A

IAPICEFERERR 5 DT ~41 2 % o
Eﬁ%ﬁ%&%@%ﬁm?—w{vi | - | 4”/5;
Chmca!“faasgsv%?)@?i-r"’ﬂf\"%%f = 7";%
roscses

BEOHAFTREBRIL IV TERGRRT-FEANL LvbLEA-UERS 4%

zof i | B
: ST S DN | EHEF—T—F
The Kitasato st Copyrigitd 2018 Arita-hare Al Righa Reservad, 8

- 396 -




—R&FI| A& DERRBISE - R ER
[2X I HEHHE

@5L 13—V RE
@FFHA: 201249 A
@ x5 —HEE R 1000 (2055 & X<
@ EMIER:

HERCARICHT ARBELEDAA—D

SRR RBRADSINREROSMREE
GIREER - RRRICEAT HIEMAF KA DERELIFER=——
HE

The Kraeate lnstiiuie Copyrighids 2033 Arita-hon Al Fight Reservad

/I'_'I Eﬁ_l l Jq-.l-j-é:m\n

INE B2l

g{I!FI
ik

AthEE
 HE-SRARE
FR-BH
BB 34
ol .
o 7»,\‘“  ; : 20
R L
5%§§;7f 7";k12 k

- 397 -



MEREREIZE - RERICEIDAHEWIZHDES.
EQXIETRBMESFALOTNTI N (EHER)

0% 10% 20% 30% 40% 50% 60% 70% 80% 90%

BRI M- FLEREDRAATAT
Aoh—Fobk
FIEDRRS— 1S TLvk |

P OE

ERERE (DDYDTOEMERC |
FiE-RA- A (EREREERO

The Kitasafo institute Copyright® 2013 Arita-han, Ad Right Ressrved, il

@ 5% EEICKHAE
EE BN BHAEEICES-EEE (UFUFIRR)L.
A A=y TRERZE R E TS THTZELY,
il BR B ] - 309>
@rFH: 201211 A11H
OHZR . —HRIRST14T78%
@R
» Google°YahooZFEDIRFKE Y 1 FH 5
FErLUNEE | THLLVAEEL. TR
HEDF—T—FTRR,
TEGERIFZE GRER) AR— AL A JIZ=EYFEWN=DIX
8E P14,

The Kitasato instituta Copyrighty 2013 Arita-han, Al Fight Reservad,

- 398 -



FRER B (GRER) (BERIR B T (D
e FATEIZRE 9 % T4

ERE FUFRR)L.
EiREEERFERNST
R—U B RB—RELT
BRI R IERZANS,
il PR B e - 3092
@8- 20128118118
OFR : —RARTTA4T78%

The Kitasato nstitute Copyright® 7013 Arita-harn. All Bight Reserved

D TEGERBR 25 (FRER) 13RI
U IR—RILS A D EREIZEE T AT

« AODBHMET, by TR=UHNSTF—ER—X[ZANE
Mo1= (8 M5H24),

o THAUMNELZSITHEEL],

o BEFFHEMNZL, —ROANIZLGLADHAEEIZLTIZ
LUy,

o EMZEEE, AYOEI—RITEMRISTF. [—EID
BEIIHEGHERETERZSELIITLTIZLLY,

o BERZITOTWAIEHDERENLGLY, BIEREINE
MEITFALY,

o HARDFENPTIVFERDEPLCELKRELD., BRERBF

TR BARZEEL TGN SBEYHI A E LY,

- 399 -



,;_.\%75\;}?&)6 f" j'b /D%ﬁ
‘I‘—-—Sl)bﬂ/rH B9 5H%

Cﬁ% A 3=y RAE
@H:H1:20124E128
@& EERIZE RRICDOLTELABDHIH—BER
5004
@ EHEIEH:
Er“ﬁﬁg‘il—@@“érﬁﬁﬁz
-BRERTF T - SRERFIR Y M ‘*ﬂ,fzk&bétm

HE
—EFEAEERD
Uiis) FREREAE-BERAR—RILYAADEE
T ORALPTE
SBREIOTOH LSRR Search Engine Optimization(SEO)
RREEED S HRE-FEE

=EF ASHTF. VSAEAN B EAA. B, HAV).
T—T—RRRITHS V—I A
MR- BB DA
=>BEREE TAN(FovoRyIREE) BRIZHTIEES
REE T A RBEHE
CHERRERT >HMIIEERSRE
RS ERETHE >REL£CHEILTUOYDRE
m&m&maﬁ@- =>'J/7§'E®*7L4l~n$ﬁ EEET

— Copyrignts 2013 Aritahan, A% Fight

The Kita

- 400 -




> —fRAIZBHMYLTC
> BMITEYFEDLTL
> EREOEEHREMR

E IR ERRRE
PRERBI R B RIEMIRR
K=Y

E)

E~ D (H25FE
B Ty —
tH 128 18 2H SA

AB (DT OREEE
AT I T DR
£ 1

KA TSR R A
DTOMEYTELERL, B : :
RHTOF b THEE T (A—BHR AESCRBEE
ERHOOL, B—RIL A+ ] ‘ :
OTOEATEMET S,

;
MABELET RN T DR —4

; :

: y : : ;
C"g;;gﬁg‘gf;gfg ABRERRLIEE ADHA- LD SR
#E. SEOHRNESCLS ABERESO( I A AR
i, GHUl— BN R B {AFHE- R : : :

i

S L BIELAL, REOK
HOBREWETE.

M- REECRONERER
BT DI DRIBEREL,
—REHBEAT B, T
HRECEREFETELE
REmEGL, REOREE
EODOL, 0T OB
BREBET S, :

KIOMATOBRF ooV ERE, (o8—Fobt
IZBERET S, ChETORBEE ST RRAD
BREFEERIEL, HROR—BA YR EDHEE
HEETS. ¢ :

¢ i

B

- 401 -



Upsatenie

LLTH
YRl

{ EuRRERRERE
FREETIE & SR SRR
R—BIL YA+

JMACCT

BETEHROBE

TUERBOE L

EEERSE-0R
PN :

AREARDE
G :

TEH

HEMA ARER  BLAGTL  Egmi—v— AT—RTHD,
(Erwmmont) BES AVE—TT(R HTLy MR,

Hight Resarvad,

At

- 402 -



FHEA

ACHE B FERT

THE KITASATO INSTITUTE

Kitasato 100 50

Pioneer the Next
The Kitasato Institute [ 2013 Arita-han. All Right Reserved.

- 403 -




E340 B AR EEFZS MRS
RREEFEI+A—7 L

20134 12A6H

— AR EDBRFRIFT, - ARIBHARE
3 P 22 00 ataotfruyﬁ,z Ei?“é?u NAE

Ly
(InCROM

dCROMgu:., 4

2, KR

B2 EEVRNERRE

1 TR AT SMEE, LosHy
RLOET S

A HEHE W R

=4 V‘MI‘
ik gEN

“!1 !!ﬂ‘ﬂlt&&

" a WET AR T NSRS

QEAGENT, (8- F b TTREITARE CHYE
MELB LTS ARAR

- 404 -



[—BFIREORRICED BRI > TR S R— )L+ MBS T BA7T] AR

—MRERDIERIIZ - ARIERBRE
’jj‘B&UW%E[%?5thﬂa
OBRRFL2, HORLF!, BEEEH?2, KR =2

1. EEXRFEFHERLELE BF'i 2. EERFIBHAFFRG (A ART 1 DU —F2> 45—

R BEMRERERE

A2 B—RyrDERIZHEN, —BERICHUTERH QI.TEREREERR - AR T 2MMEE. oLHVEE
ROABRDOBU SRR ELEREENELER—2LY BUFETH
AMEEFERICRVBEREZZETHD, F0=HIC 0% 50% 100%

1%, —&ﬂﬁﬁ%‘o}%ﬁﬁiﬁﬂx%wﬁ%ﬁﬁﬁﬂn mﬁﬁ
BHEREEEEBTIENEETHD, TCTAWE
BAE—FYFIREERMBRELIZBEATEZTL. —AHIJ
AEOBRRICIL-BRRHR GAREHRAR~2ILF A
HWETIODEREHETIEEBNEL,

L Je(A IATAV &

47.4

Q2. BERRERARIOVLTHYEWMEREZ, BN
SERE SFTT B

__
[HR]A 52— o FIAE (20814 L) 10004 1 BEE REES 16 M
{F_EEI WDEQDJ (#3554, ArD it (%1%245;3;;&2 HORLUTORERR 15 O
)12, KRR TEDT Ry NFIAER | (BHBE. F ;ﬁ;aaqr EaEa o ¢ E—
aszésﬁiaﬁﬂmmmémmw{mbt ZOAKER mm;_ 2 m—
CHERLEET1000 AEBIY T 1=,
[BEEMHMA] 20124595 14H ~17H e
(BAEAZIEEESR. AR ARZICET SHRIE TOFM. Ak 10 B
DRKBLVHRBREFITDONTWebIZEZT U — RHL TN ERBENS sl
FAEEERL, B2 vE HR 11 .
KRR, H24~H25FEE RPN — AR AEOBR RIS B4 RELSIWIMER. RE 33
ZSCERRBIL T VIERER—S LY A MESIEY A e .
RKEE FERTF) I O—BELTHERLLEFER e
FIAREREE AR ORDER TR T-. P i
*RENRE: LERRFARCSIIFEREEALOR | ooy marzcosonex SHm
RE/-LTHBREOREELH/TERL, S0 M s IR
%51 Azoms 9.-
4
ﬁ%@ﬂ%s&ﬂ_ BEOWHH| 38
TR ft ) ot ot 23 T
08| ' QIMERERRER ARICEDIMBIEHIBE, ED LS
zoft EHRREAHALOTTT D HEGERIR)
e iy | NN
48.1% 23 F.o B FLEAL QTR A —
60ft | i i
70RELE LBtk
FROHARE— /52Tyt —
[ 50 100 150 200 250 E

DY DEE

ﬁt‘%‘] . Eﬁﬁﬁ“%ﬁi Eﬂm&a<mwrmws-5-;

R RA A (ERBFE
QAVE—RYrTHRRICAREIICHET SRBERETH *
=FERARTNS =
BES

0% 50% 100%

WEYERTNS
0t

A1E Lk GA1ERE) =
e Bifourcne | QATEERE-ARICEHIMEICOVNTEALKE
| E T ESBYINBELNEBNET I\ (EHERADHR).
- = MR
MERTLS i HREEOHER, AJubTAYE, ABOEHEE
i

QREABENT, AVE—Fo I REIAREIMTD | g EREHOHY) L SRMELA

WEERFTA (FEER) EMREEEDT S(OAMNBRTEDLIAT R
0% 20% 40% 60% 80% 100% B MM, RERE, IR, BHE
BRPHELADFERIZONT : ; <ED&SIHHt>
B OBEEANFRMRELE | : e OAmCRTIER T
¥ \ | | A 5~Fuhk
b 55 T T ALY BIERCR— LR—URETREERT, SLENE
BANRETHY =\ &E G i | ; BDHER
ol | ; | | CERIEEE—THICEBHRDIAND, 1UE—RUM AN TREE
B, BESH, BRELEDOR—LR—T, BRI A+

. . EEFEHENNTHRE TEDLSITEHMAF 1M EES
QAVE—F M ERINAREIET 2MREET, - DT RN EES TRYMTHT

RIS S-BBRABYFTH. BROBECOEBERE, BNTIRRMBAIEHAYPF]
LE3¢T) {EELOTL

0% 20%  40%  60%  80%  100% CBERBOABNEO—BOEEEANERTIL, BREOK
b HEAEEHTHTS

F¥=5% VAV TRTAUTRIE, B #E, RERE. BIER, S8
T BRTE TOHBTHLADD
7

= HMSRNHE T %$ o ﬁ%

HEMDANAL—Fy T

BAREERTTTLS gL —ﬂ;@fkﬁ‘@ggiﬁé&?iiltli\ E?E%b?ﬁ
Q4EOTEIIT= DB [0 A+ E FEEADBRAE N ER DT ENBES M ERS
ﬁ(gﬁj,xjgggbijrfgin RS [XOYAARRE foo DU B/ONTIAREA RIS/ EBEXTIDA

. MEHEALND—H T, ZOEROEBIZ DL TREEL
0% 20%  40%  eo%  so%  100%" BRLTS TLB AL o ERAEYI N BN EL T
" HEELBERTIEAA ST,
REOE| | EEBROARIST AMRENY VLB ALY
ZLBNOFE)

! FMY MYV RBELTERNTRENE CHR
HRURBLTVEN | g EAEIT B, E ORI EL TRRIE
- ~OBFELADN T, SEBONREOREAEL,
ZitogEmoouTi | CDRSEVEATY | A RCAASHBLESEL TV AR—ZIL S A MIE
= s ¢IREERRT DEOERLNLD,
-] 3 A A=

ELE RN L | —RISEEL T LAURMERS, LA, BRI

% % % e%  s%  dookT PR | ABEECERMSEEYISRIATAICRELNER
‘ gLy | (DOEYIDEAEHET BIICIEEE AL TV OR

Herone | BABETHD,
350 368 63 CBEUEBELTLVAL | ([FIEER]
| ¥34 B BAMERERSPHRS

137 249 455 16.0

bhBE - RE T i RALERPRPBEMOELHM
A | A HARF
FRMER(CHEL T, BRI AECO| MRICHIEREIHYELA.

(o srTRRASL




APOS 11 Annual Conference

Feb. 15" (2014) 9:30am-10:30am

Genentech

Genantech  womncoioer

) GILEAD @ ONYX

) GILEAD @ ONYX

]

YOchuner

:
3



APOS 11t Annual Conference

Feb. 15™ (2014) 9:30am-10:30am

-407 -



Abstract Submission for EACPT 2013

Clinical trials

EACPT13-ABS-1215

A SURVEY ON A CLINICAL RESEARCH INFORMATION PORTAL SITE FOR THE GENERAL PUBLIC IN JAPAN

E. Arita® 2", A. Ujihara?, Y. Majima?, |. Yamaguchi?, T. Genshin®, K. Hoshi®, Y. Nishibata !, H. Yamasaki', T. Watanabe 2

, N. Tanabe !
'School of Pharmacy, Kitasato University, 2Biomedical Research Center, Kitasato Institute Hospital, SNPO PanCAN
Japan, Tokyo, “NPO COML , SDepartment of Pharmacy, Osaka Medical Center for Cancer and Cardiovascular Diseases,

Osaka, #School of Medicine, Kitasato University, Kanagawa, Japan

Please indicate how you prefer to present your work if it is accepted: Poster only
I would like to apply for an EACPT Congress Scholarship?: No
Introduction: In recent years, improvement efforts have been geared toward activating clinical research performed in
Japan. However, objectives of clinical research and trials are often unclear to the general public, given the difficulty in
obtaining appropriate information. In order to gain access to appropriate information about clinical research and trials,
the general public needs information tools that are easy to use, as well as a basic knowledge about clinical research and
trials. Building an efficient and easy-to-use portal site for patients and citizens is a major component of the new "5-year
Clinical Trial Activation Plan (2012)”. The present study aimed to investigate the type of information required and the kind
of portal site considered useful by the general public based on a questionnaire survey.
Patients (or Materials) and Methods: Subjects of this study included 500 Internet users aged 20 years and older. We
used a Internet research method. The period of internet research  from December 10 to 20, 2012.The survey
questionnaire mainly consisted of the following three parts:

1. What kind of information do you want to obtain from a "clinical research (trials) information site"?

2. ldeasand wishes helpful for improving the information site (free-style questions)

3. What kind of tools do you find easy to use when accessing the information site?
This study was carried out as part of the study funded by Grant-in-Aid for Scientific Research of Health, Labour and
Welfare in 2012 FY. The study protocol was approved by the Kitasato Institute Hospital Research Ethics Committee.
Results: 1.
The clinical research information which they considered highly necessary were "purpose", “method ", “risks by
participating”, "compensation if there is a health hazard ", " inconvenience or danger”, "cost", and "period".

2.
Survey results showed that a site that allows the user to quickly extract only what is relevant to him/her was desired (e.g.,
“l can search if | put the name of disease and symptoms”, " want to be able to search by region”,“lwant a visualfriendly
site”), in addition to "ease of access", "explicit basis of reliability”, and "use of plain vocabulary".

3.
More than90% responded that they use a personal computer (PC) at home to access the Internet. Use of a smartphone
was less than 30%, with the percentage being higher in younger respondents than older respondents. While more
than60% of people used a PC for a longer time period than they used a smartphone, people in their 20s and30s used a
smartphone longer . While use of the social net working site (SNS) has spread recently, as a whole, it remained at 9.8%,
except in the 20s (30%).
Conclusion: While building a web portal as a means to provide appropriate information is necessary, it is also important
to increase the basic knowledge of clnical research and trials in the general public so that they can determine the
appropriateness of the information available to them.

Disclosure of Interest: None Declared
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How do patients and their care givers search for clinical studies using Internet?

Etsuko Arita -2, Yoshiyuki Majima 3, Tatsuya Watanabe 2, Atsushi Ujihara 2
1 Kitasato University School of Pharmacy, ? Kitasato Institute Hospital, * NPO PanCAN Japan,Tokyo, JAPAN

Purpose

Many patients and care givers of recalcitrant disease wish to
obtain clinical study information of new promising curative
medicine, and to participate in clinical studies. Although
Internet has gained in popularity as a means to look for
clinical study information, layperson is having difficulty in
arriving at suitable clinical study information. In our research
study, we try to clarify how those people in need of such
information use Internet and where the difficulties lie. Based
on the study findings, we are to create a model clinical study
information portal site for the patient and care givers in
Japan.

Eight non-medical professionals were recruited in order to
study how lay person would search for clinical study
information using Internet. They were given an assignment
to search clinical study infor for a particular di

When they began to search for clinical study information, all
participants used Google and Yahoo. Most used "disease

name" as keyword. Non: dical professionals do not
und d clinical studies, “it is more useful if the
information can be obtained by typing keywords like

“new medicine” or "medicine under development.” "It is
better if clinical studies can be searched through patient
support groups’ web sites." "It is more helpful if clinical
study information is ranked higher by search engine, such as
Yahoo and Google so that they appear on top page, etc.”

is having difficulty in arriving

nd user-friendly search
funation

Kacjt Katacona, and #eagans iopots (exsnpin “beaast cwnon” wih
cancar o Hesgans, Kong, sod Katamans, sbity to handta free werd
sewches

[ Carranti, 2 search vth Yo such s “shricl study” ans “chrvsal bl |

»Develop a search system that utiizes  thesaurus

within 30 minutes. After that the researcher did semi-
constructive interview and qualitative analysis.

Kitasato Institute Hospital

ety results pone
| ~ Search Engine Optimization (SEO)

|+ Goreral users often bepn searchiog by “disease nams” o

“theregy” fiok |
e 7 d are dverse (“breast caner” vith canserin
| Hragans Ko o Katshana) |
« Nood Lo incorporate & Uiesewsus that hariles varous iputs
3 axchuion crtara” even when searched by

s s i 3 Gongn
[+ Although sctual demanstrations ae no feachle because |
|| the portal is ot publke. wo prapese corpar oterts |
|11 SEO to prowide ready access to the genoral publc

o
g 3 vt by rosion and disease name

doase name
[+ Noed for structursl organization that anticetes secondary
deta use, ¢ x, encoder; of Larmel duease name on datsbeses

BB 4. Clearly indicate evidence of reliability

System that onables entry of famibar itoms by
clicking on checkboxes, etc., and casy extraction of
content appropriete only for the user.

~Develop a search system aligned with neads

~Evaluate linked sites

+Is it a useful site? Is it a questionable site?

«Haw do we guarantee the rehabity of a site?

+Who wil evaluate reliability and how?

“Need for a site evakiation system that is highly
feasible and lasting

+ Users waat 1o conduct ANO searshos with the “reen” and
“dicesse name” they specy

+ Prafecuwe infomation either hss na entry in the orignal
ot o exiuls but has nol buen sotured

< 6. Explanation of terms and information that RPN 6. Dispiey contact information
deepens knowledge )

» Well-developed glossary and educational
cantent

~Clearly state contact information for direct
consultations
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+ Post explanations that are sasy to understand
* Lioks to content developed on other ars aisa important
+ Effective wie of resources created in the past { + Like regicnal information. contact information for
ke thon Forte af "W al U infocus e s becwschl Logtmr etcipabing rvebcal ol 5 decgaitn
hero + Porhaps we shoukd maka it obigatery ta bat the contact
+ Gonsider contant not only geared ta patents and the formation and help desks for participating medical
seneral public but also to medical warkers and researchers | instituticns

« Optians needed in cases where users want to know more.
dotaied information

Educational contents

4

The model of clinical study information portal site
for the patient and care giver:
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It became obvious that clinical study is not well
understood by lay person. So even if the amount of
information retrieved through internet is increased, it is
difficult for them to judge the information appropriately and
reach the right web site. It is important, therefore, to provide
suitable information for them, not only by constructing a
useful portal site design but also providing educational
materials about clinical studies.

Research Implications

Our results suggested that to provide suitable clinical study
information for patients and their
care givers, it is important not only to construct a useful portal
site design but also to educate
about clinical studies.

Clinical Implications

Healthcare professionals should understand that many
patients and care givers of recalcitrant
disease wish to obtain clinical study information of new
promising curative medicine, but
layperson is having difficulty in arriving at suitable clinical
study information.

Pancreatic cancer action network http://www.pancan.jp/home
ICTRP http://www.who.int/ictrp/en/
NHS choices http://www.nhs.uk/Pages/homepage.aspx
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