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Partly or fully online Partly or fully onling Data collection online
Standardized across sites Consultable at any tima Feedback of general/individual
Not limited to i labd results online
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-

Dynamic Consent: a potential solution to @eree
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\-‘ <7 H
2750 Global Alliance

Ongoing communication online

B s _ some of the challenges of modern - Reneusds 2
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5 Confirmed through e-security mechanisms
| Research Participant |\/
XABREUTOERESE-3|BA0 L. VBB Fig. 1 Dynamic Consent’s contribution to phases of research

-Regulatory and Ethics Breakout Summary (2019) Proceedings of National Initiatives Meeting, London, UK.

-Consent Process for Mobile App Mediated Research Systematic Review (2017) JMIR Mhealth Uhealth. 5:e126.

-Dynamic consent: a potential soluation to some of the challenge f modem biomedical research (2015) Eur J Hum Genet. 23: 1416 1
Copyright 2019 Japan Agency for Medical Research and Development. All Rights Reserved.



https://www.google.co.jp/url?sa=i&rct=j&q=&esrc=s&source=images&cd=&cad=rja&uact=8&ved=2ahUKEwih6qGyq_DiAhUK97wKHWb0Ad0QjRx6BAgBEAU&url=https://www.ga4gh.org/&psig=AOvVaw1FGxaVaNdJZ2gy35s582hT&ust=1560854800331809

' Dynamic ConsentdX U w @’
ATRSNE (BESLUTR) [CEoT pog .
* KDEY), Filll. ZEREERNSDEIR. ZENTJEE ’
* IARDIBIRICDODWNWTDT ILEZANBEETND
*BF, ERZUFSS —mLtols
* AFRSHNE EHAREORABOIZT 1= —> 3> (CkD., E5E(trust) ZRZak

xW3E - AFEEE(CE DT
* [BRDEFRZHEE(CERED
* HtErBVEAZE (REBBHN) DER. BUEHYED
* 2R - ERBIROT Y17 TEHIED. KDRWHHEAFE12D
x4 ) NI CEER. ELSI (fei, &M, HSHERE) NOWLEED

_________________________________________________________________________________________________________________________________________

. Dynamic Consent®:}Ra
' *ARSHINE (BEDBIXUTR) ERREBEOD=Z2 25— 3> 0O ENKELSEDDZ8,
WA ([CERHNENANE

>> BE - HRZE (PPI : Patient and Public Involvement)Zi& UzBEFREHI B E

* ARSINE(CED TEMPIT K TR ENNE
ttw b7V T ICE T D5/, IDREE. [BHROELYR T R E

* RSB A T —RWY I\%ﬁZZm_c‘:b\ué\ETdT . WREBEBDZHLZ RO DEIEEMNEN DD

(SHEEF)
xRIETOCRICHITDB. I_};zODEEA ey AN PALNS B
* YEZEERMA TR MER IE1BE. 2590 MHMEX. SiE alBzRU D Z &M B (consent fatigue)
* WHEHICKBRIBEUS(CLEART, EBEABCDOVLWTOEHRE (informedness) HHERILIC < LY

Copyright 2019 Japan Agency for Medical Research and Development. All Rights Reserved.



o\
y N

* Biobank (BETREEN SEHSNMBRECEKRTREZREL, PRECEN RIS vyey
REDIE D BRI D SRS SN
OBiobanK THE&TON T\ 3 ABEIEDSE
- BEEACT. BNE—EREREUCARAAE (2ERD) %6,
BRI DD, 4. RIEEELOERESED
- AEOCHEICDOVT, MENLEENMEE SN TSR

OICTHANDERYS, HARADESE - TREBZERIC. ASAUICKDIRARAMODIZT1I =5 —
> 3> EFMBRANTORIBEDMAMEA MRS ESNTE
f51) EnCoRe(Ensuring Consent and Revocation) ZO>x 2 & (2008-2012%)
Oxford KFEZHul& LTz 3 DDBiobank7 O T K,
Biobank M#HIRX57T", Web EDTSwY hIA—ALZZBALUT. WRERMEE SIRGENICEEMU. B4 DRICDNTD

') L\NR— BRRE VILIA LADIERZER M. )
(CHEAR [ Dynamic consent3i (320004 J

RICRFEOTZH. MREUTEIES
NTEEDF2010FEK(CADTHS
Eur J Hum Genet 23, 141 (2015)

* IR DZE |
RUDY study (Oxford XZ=Hb &9 D, & - S - IEDOWHIMEZEDIATT)
https://www.nature.com/articles/ejhg201757.pdf
Australian Genomics Health Alliances (BUFHE(ICKDT J LAEEI> YV —277/x) DCTRL

https://www.australiangenomics.org.au/for-participants/your-personal-platform/
Cooperative Health Research in South Tyrol (CHRST)(tz{XrEs/ AJdR— )
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4635524/

All of Us CGKEINIHIC & 31005 A J7R— )

XICTZRWES A=y o - D22 MEAG, BifFRN - BRZAVTHRZER T 21558%. 43 LEXE(CLDE
BEHEZEZULGWSHEICET I EDEZEZ5ND.

Copyright 2019 Japan Agency for Medical Research and Development. All Rights Reserved.



TSANS—RUS—&THU
L TRAZY B [DukeXF]
App Sto... seeco T 1:54 PM @ 4} 59% M

Cancel

! | DukeHealth

Duke's Notice of
Privacy Practices

Duke University values your privacy.
View the Duke privacy policy. You can
email the policy for your records.

FESOEBLHARATLCEDN

d[mPower*]
@ App Sto... scoc0 T 1:47 PM @ % 81% m.>
< Cancel
Signature

& A=k 2572 B\ /= Dynamic consentDA

RAE(CXT T BRIE[DukeXE]

NHS App : REINHSHMEH T D
A=a3=0—>3>v-)b

LEmrmMaeR Please sign using your finger on the My medical record
line below. My details
Click here to confirm you have Narme
reviewed, understand, and Semad e
accept Duke's Notice of Oatmof bith
Privacy Practices Somies
How are you fi el
Ilm enrolling :::::dmwvumnum‘unm Kingdom, LS8 1QL
Clear To access you, :‘:::;:;;u
Myself :
. LU oG Allergies and adverse reactions
Next A child under 7 years ol
A child 7-17 years e e
& & B
An adult with disabilities i B it i oo Ml
® HIODEEFROME
® LS EDMEE
. o B DAEIRICXT I DFEAXTIED
mPower* : Sage Bionetworks 7 R)\A 2
CKE®DNPO) H'EfEd D/ \—F> o fHEisfitomE LiAK
NS R ER — . —
Y RBEIN— b o E5 DERRIEROWFFIFA (5t
IRIATKTTI

X s
-Consent Process for Mobile App Mediated Research Systematic Review (2017) JMIR Mhealth Uhealth. 5:e126.
-NHA App. www.nhs.uk/nhsapp

Copyright 2019 Japan Agency for Medical Research and Development. All Rights Reserved.



NHS (UK) National Opt-out Program
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Your Data Matters
to the NHS
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Information about your health and care hé
us to improve your individual care, s
diagnosis, plan your local services and research
new treatments.

In May 2018, the strict rules about how this data ca 20184 5 BN 5DIL—ILD
cannot be used were strengthened. The NHS is comnizii:ldm i N1 PN
to keeping patient information safe and always bein PRl
about how it is used.

You can choose whether your confidential pati¢
is used for research and planning.
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To find out more visit: nhs.uk/your-nhs-data-matters
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You can choose whether your confidential pat

is used for research and planning.
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Making your data opt-out choice
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number of doctors and nurses in your local
hospital. Wherever possible we try to use
data that does not identify you, but
sometimes it is necessary to use your
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You can choose to opt out of sharing your
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Will choosing this opt-out affect your
care and treatment?

Confidential patient infogmation identifies
you and says something about your health,
care or treatment. You would expect this
information to be kept private. Information
that only identifies you, like your name and
address, is not considered confidential
patient information and may still be used:
for example, to contact you if your GP
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It is used by the NHS, local authorities,
university and hospital researchers, medical
colleges and pharmaceutical companies
researching new treatments.
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for screening services, such as screenings
for bowel cancer.

What should you do next?
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research and planning, you can choose
to opt out securely online or through

a telephdiPN T E SR P - 2

You can change your choice at any time.

https://digital.nhs.uk/binaries/content/assets/website-assets/services/national-data-opt-out-programme/supporting-patients---information-and-resources/ndop-patient-handout.pdf 5
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