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Survey Background and Objectives JPRN Search Portal

Background

» According to a recent survey on the usability of the Japan Primary Registry Network =M H A k74 ER DR
(JPRN), conducted by JMACCT, searchability and accessibility of the JPRN were not STl e
on a par with other clinical search sites and matching sites. _

Objectives — - _:a:n
» To gather patient feedback through customer experience tests on the JPRN platform in BATRBLTLS MAROMB 4 BRE
order to identify areas for improvement including searchability and accessibility, and to BEESZE 4 : 7

gain new insights. :

Overview of Survey
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Survey method: Online semi-structured interview (60 min/each) BETESHANTT., Z0EH. AAOERDAEE. BAOERECERERETRALTLET, o
ZoR—FILYA M. BNRRERNERISERUTVET. o 2

Target Population:
» Those who consent to recording of survey interviews and use of the recorded data

» Males or females aged 18 years or older to whom the following two conditions apply SR =
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1. Patients who have never participated in a clinical trial e )
2. Patients who have participated in a clinical trial © 2023%3828 (BH5E] B8 BEFROF— 9 ABS ST IBEOERICOVT _’.'__'f'_;.' AN, 6
. (https://jrct.niph.go.jp/pages/manual/about_fix_migration/) . T =
Number of participants (N=12): 5 males and 7 females e s et e e — \
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» 2 participants in 30s, 2 participants in 40s, 6 participants in 50s, and 2 participants in 60s [#Z55 (https://jret.niph.go.jp/pages/manual/about_postponement/) . (1) gmssiconT
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experience: No *Oncology patients patients
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Current Status of Various Screens on the JPRN Search Portal Site Impression Conveyed by the JPRN Search Portal Site

Several factors affecting each screen that make users leave the site. The target audience and purpose of the site are unclear.

B Impression Conveyed by the JPRN Search Portal site B \Who do users think the site is for?

For healthcare professionals (N=4)

JPRN Search Portal site oo
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Free Text Search Search Results and Refine Search Screen
It is not possible to look for the information the user wants or needs because It is difficult to narrow down a search without a detailed understanding
searchability differs significantly from that of general web search engines. of the terminology and systems associated with clinical research.
(1) Viewing search results B Main user actions on the search results and refine search screen [REIRAENTICET =Nl ETg Rl eliagE i)y
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« Information from overseas cannot
be searched forusing hiragana.

« The search results displayed in
English are difficult to understand.
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Keywords used for free text search Example of entry of disease name

Disease name A L AW (lit. systemic)
e —— = — = The users try to narrow down = . .
D!sease name + cl!n!cal trial their search since they are not Vi V)‘ ES f:). (|It rheumatlsm) A disease name is (2) Refine search
Disease name + clinical research || awarethatclinicalresearchis | i3 ), ([jt, lung cancer) searched for using
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Disease name + gene disease name alone. fifig (lung cancer) different types of BB Wantto look for research that o
U characters (i-e. W | can participate in/is relevant e
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for the same disease.

the number of matches is already small, | think there is no point in clicking on
Refine Search to narrow down the search results.”

Search items (general [

“I may think there is no clinical research relevant to me and give up. Since }

Issues with Refine Search Results Issues with Clinical Research Information Screen

It is not possible to determine whether users can participate based on the list. The item titles and content of the clinical research information were too

technical for the users to understand.
. founmslonn [smo  masss (e mmaswrs (1) Progress

(1)Research overview

Diffuicultto know what the study is about. Difficultto know what the study is about.

* The wording is technical. %?Pi veovoisrrs TR Tz 0 Warjtt_:o look for ongoing _cIin?caI research = « The wording is technical. — — Dosage form (injection or oral)
- (2) Clinical research organization =il  (intervention study, drug name, primary = +  Adverse reactions (Are they
N 51 * Is the clinical research reliable? 2 outcome measures, research type, " 0 d -
Design (3) Prefecture Sl observation, etc.) angerous?)
» Looking for a clinical research site that the = : it A F — o +  Study period (How long will |
Generally too detailed to understand user cangvisit 8 Basically, most of the wording is - . i pal’ti():li:))ate in Ehe study%)
» Too many characters for the screen size @ incomprehensible. — " uaos o o .
g S + Area (Can | visit the study site?).
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@ ) Similarly, it is difficultto e :
= [T——— . 4 Many blank fields understgwnd e sonroe Visit frequency (How often will |
;3: + Dependent on the study name As with search items, information + The users do not understand why page. e T, visit the study site?)

3! : - about the user is needed since the list the fields are left blank. ' o Basic information including the above
§ Display items is scrutinized by the user to see if the (2) Inclusion and exclusion criteria
Some items are not essential research is relevant to himself/herself. “What | don't understand is the “t is difficult to know what the drug “Whatwillbe observed? Normally, Age at participation (Can |
* Study ID is not required. content of the study described in is for. | feel a bit scared because | when talking about a clinicaltrial, | participate in the study?)

——— “The company name is displayed. | thought it was easy to see. | was a little concerned that there were the square column. If | read it don't know what the study is about, would expect an explanation such © Sex
. pq fect in which th s hi some blank fields, but | wonder if it is content that does not need to be presented. That part was carefully, I can probably get some how the drug will be administered as ‘administration of a new drug - Target disease
refectures in which the research is . \ idea of what the study is about, L . . for X months and observation of 3)S
guestionable. (oral, injection, infusion), etc. | (3) Sponsor

XX.” When| see just
“observation,’ | don’t know what it
means exactly.”

but I'm not really interested in
reading this because there are a
lot of unfamiliar words.”

conducted not shown
« Study start date not shown
« Study end date not shown

Research director
Contact

don't think I'm going to press
Participate because it's scary.”

Issues and Summary of JPRN Search Portal Site 1: Communicate the Purpose of Use of the Site

Not all users, including patients and the general public, will be able to obtain the Using wording that most users can comprehend, make it clear

: . o 0 . :
information they want on this site. c whether the site serves their purpose.
o
Step1 Step 2 Step 3 =
Don't know what the site is used for Not searchable, even if interested in Cannot understand the content of © -
© .
s —— = o 1€ X Clinical research
What is this on't know how to - e content Is too = i, —mis BROTRD
site for? use it. difficult to understand. E T *“ ool 8) Eﬁ r*_ Eﬂ:%
5 E The word “clinical research” evokes "researchers” and “medical
S = BT s = = " O o Visitors are not looking for functionality, but whether it can meet professionals”, which gives the impression of difficulty.
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These sites convey the impression that the visitor's objectives can be met.

2: Implement User-friendly Search Functions 3: Ensure the Content Provides What the Study is About

Implement intuitive search functions that are helpful and convenient for site users. = Ensure that the content allows users browsing this page to understand what the
study is about.

(@) JPRN Search Portal site: Free text search ’ Conditional search (select several conditions) JPRN Search Portal site: Study description } Configuration that users want
L . . . .
whd In the case of the JPRN Search Portal site, conditional search is Since general users come to find PUt Wha_t research. is being
© [QEBECRE considered suitable based on the search behavior of its users. Since all the clinical research information from the cited source is conducted about their disease or if any clinical studies that they
L®) - — - - simply mapped, considerable knowledge is required to understand could participate, the content should be simple and easy to
c [ S EA—— =3 ] Search with minimal information (e.g. disease, age) what kind of study it is. understand.
[7) ) Selectionof Whep viewing information that |s.n.0t easy to.u.nderstand,.lt is n.ot. Study overview
disease possible for users to make a decision to participate even if a clinical - — -
E It is not easy to implement highly accurate free text search like that of Google, and study in which they would normally be a participant is presented. Abrief desc”pt'?”t"fdth‘?tﬁlt-‘r:p"ste;”d duritlon fOf'thte SfUdt)h ar;d procedures
E g;%?f;?gglyfrg;ﬁﬁiz:a\'ﬁg&zgrag‘r’ﬁgt '&)”?ﬂ;}:rg‘;ﬁgeet’;ﬁ’!:g‘;gh Itt):sggc:nsjv?m;yttios Since many users focus on clinicalresearch that is relevant to them, it is better to Gl i LS S e el s
motivating the search of the intended users. narrow down their search with the minimumamount of information from the beginning Drug Main conditions
o so that they do not end up checking information irrelevant to them..
= : Concomitant
(&) " " . . JEREl 2 L Ses Age, symptoms, etc di history of
Named search (search by specific conditions only) Simple search Advanced search . effects, etc. ge, symptoms, etc. isease, history o
) _ _ Supplementary solution treatment, efc.
m Free text search is useful, for example, when directly specifying To enable simple search by user To enable more detailed search of \mplsmentation of a *help" function for itams that are expected to contain difficult expressions Area Sponsor
i i ini it information only including disease the target drug, study phase, stud
and searching a particular clinical study. However, it is less useful B — etg_ ¢ organigation, gtc. e / can help users understand such items. This function should be limited to specific wording. P .
when browsing information on multiple clinical studies unless _ . S Pharmaceutical Burden of test costs,
highly accurate search can be assured. In order to ensure that both users who are familiar with clinical research and O tsrop "fhat e p"'“I:_”ly °”tt°°'“e '“earl‘ ed i - Prefecture, city, etc. company, university, completeness of
users who are not can achieve their objectives, it is recommended to implement FR— S r(t)m amond rﬂu hlp g o:chome_s e\(a uze IEESSaicLine etc. tests, etc.
a simple search function for general use and a detailed search function for ) outcome on which most focus Is place . .
advanced search. BRTS h nRERE Further information
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