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6/20-6/27 FHEEFF AR RITIE
Chung-Liang Chien, Ph.D.

Day 1 (Tue) Day2 (Wed) Day3 (Thu) Day4 (Fri) Day5 (Sat) Day6 (Sun) Day7 (Mon) Day8(Tue)
20 June 21 June 22 June 23 June 24 June 25 June 26 June 27 June

City London, UK Helsinki, Finland Copenhagen, Denmark London, UK
Flight o Flight
AY1340 i U“":ff's"y SK501 e e
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(14h 40m) )
FinnGen Flight National Group Lunch
14:00-16:00 Biobank City Tour ioi
o AY955 City Tour ity - Blomt?us.try
(HEL-CPH) 14:00-16:00 Association
Group 15:40-16:20 rou (BIA)
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City London, UK Helsinki, FI Copenhagen, Denmark London, UK Flight
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Hilton (LHR-TPE)
Garden Inn . 21:00-
Hotel London Fr:':?(:]oﬁ: :1 Scandic Falkoner ibis London City - Shoreditch 17:40(+1)
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and 3

B— - SRR REIR R (T



6/20-6/21

sTE X R NS HZ BT B K R S S - FEIRERM
C181 fibt B Ak E BRI 3 - FERRT 15 /NEF 2 R {2 Heathrow 845 »
IR SR AR TR RHE AN/ NG - A TEFER - M7 AR AR
€ Hilton Garden Inn London Heathrow ##7¥ °

6/21 EEMEET{EZIEE S5 FinnGen

ST F i A SR AL EIATEIRR TR B 5:50 BIEERR (L keE - R S =HEE
FEFBAMTZE AY1340 BT » 7:30AM B3R 2 E - —1T A 12:30PM £
BIEFISZ AR A - M H B R ARS8 - HeBA (¥ Radisson
Blu Royal Hotel - & 1ZBIFTEFF& EAL AL M B FZE A& Z FINNGEN -
FINNGEN 25+ FHEEE A EE R -

The Finnish Biobank Act is Unique

E— - EREYSHEE S > FEUNHEEEREREL FinnGen -
Professor Aarno Palotie /4Z2%31& BioBank o
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6/21 EAFFEHEFEARRRE

B\ ~ S rE KRR AR 2 [ RIhEL - BUN=UAY Amphitheater 5 » [F]
BEAK FEVEE 3R o B Columbia ICE Program Partner, Dr. Suvi Viranta &8 °
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B ~ R SR A BB R | B8 2, 2, /T Professor Matti Airaksinen Ef Dr.
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B+= - ﬁ@gﬂﬁﬂ‘%ﬁkgggﬁm Itnst‘litute of Cellular and Molecular Medicine,
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6/23 THESHNEBRFREYERIE (Danmarks National BioBank)

B A EEBABEYEREEN XA AG—EHHEEFEE L - H
Executive Vice President Anne-Marie Vangsted B T /EE B¢ BhiER -

STATENS DANMARKS
serum B Collaborators NATIONALE

BIOBANK

@ Novo Nordisk Foundation
() Center for Basic Metabolic Research
Danish National
COPSAO Birth Cohort

(DPE&:MGEN PROSPECTIVE STUDIES
Funded by the >100.000 pregnant women and their children
Euwpean Unlon 0 RE ACT followed for 20 years

ASTHMA IN CHILDHOOD
@ DTU Biosustain
Danish Cancer Soclety The Novo Nordisk f Center for
DANIBH CEHTRE FOR STRATEGIC.
RESEARCH IN TYPE 2 DIABETES
ﬂ{ﬁm\/ﬁr T Psykiat

DIET, CANCER AND HEALTH
NEXT CENERATIONS

Steno Diabetes Center
>1 million new samples Copenhagen

Extensive clinical and questionnaire data

Recently joined networks

BBMRI-ERIC

Biobanking and
BioMolecular resources
Research Infrastructure

From July 1, 2023 (observer status)

EIN EI?(I:.

elixir-europe.org

European Life Sciences Infrastructure for Biological Information

Since 2022

B+ - HEBRF4&YERER H I AEXEE BBMRI-ERIC (European research
infrastructure for biobanking) & ELIXIR (European life science infrastructure for

biological information) - 7547 BBk B8 R 52 358/ & 1E -
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Executive Vice President Anne-Marie Vangsted &% °
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6/26 FEE CureME Biobank

HRABFESTEE—NE CureME £ London School of Hygiene & Tropical
Medicine (LSHTM) E[58f+%f ME/CFS JERSHY Biobank - FE&r¥j& 5 CureME BYiH
FEEE A Dr. Eliana Lacerda » [E]FH 2 Z LR RIF R R R 7T 3Ry
Hi% - TEFPELERIRER Biobank HEHIFHL -

iR gns 2ol

B =175 ~ BH1F University of College of London (UCL) HY London School of
Hygiene & Tropical Medicine (LSHTM) -
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6/27 _FFFES Lifebit /\F]

Lifebit HATE £ RS AHERE A AREWEROITFE - BEESIERERR

FEYEREIR ESARERAZHELHELHET - —FEFFE Lifebit >
Chief Business Development Officer, Mr. Thorben Seeger %45 °

LEARN FROM Lifebit

e THE LEGAL FRAMEWORK OF LIFEBIT 10 ENSURE ETHICAL

AND TRANSPARENT PRACTICES IN OBTAINING AND USING BIOBANK SAMPLES.

* COLLABORATION AND PARTNERSHIPS BeTWEEN RESEARCH

INSTITUTIONS, HEALTHCARE PROVIDERS, GOVERNMENTS, AND BUSINESS
ENTITIES.

* DATA SHARING AND OPEN SCIENCE THE FEEDBACK

MECHANISM FROM THE SCIENTIFIC COMMUNITY FOR GENERATING DATA.

B+t~ StEER AGRSRAERET R -

B =t/ - BESBIEEE M

r.

15



6/27 THHFSEFR4EBEZRK® (UK Bioindustry Association, BIA)

HEEERBEXDEHAEA 500 FAEEE  SHREERTAIATNTER
UK BioBank ARSEYERIE @ BERFHVIZ2ESFEIR EAVER - HBIAEE
Precision Life /\E] CEO, Dr. Steve Gardner {5345 » FE AT /)48 Precision Life
EEETH LifeArc $1¥f Motor Neuron Disease (MND)/ amyotrophic lateral
sclerosis (ALS) HYE1EE » DL thERE B EBIBIW RIS FRRHTHIE SN
J& - Precision Life AN E]BASAIRT 77AR TR BB A\BREE - KT HEAE
BETHBRRNPERE - B ARGENERFAZEEFNEYSRIARER » X
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1. 258
RS EFEESTETHEEEREREY FinnGen 5138 T 17 A AR ERREE
FEET BN EE - AIRRESE _XFAEE  FHEEEEEER
BHAl - T/EBEE#ZE® (European Commission) F* 202245 A 3 H&4
BN BRI 22 | (European Health Data Space, EHDS ) #REHREZE » HF
FEvE R fR R BRI 2 st - DATE SR A (R RR B R R 2 B T -
EHDS E—{EEFIHINMER 2 BRI HLZHEZE (health-specific data sharing
framework) - $H¥EE DU FRIAS ~ BI#T ~ BURAIE ~ BELE - FstX
EEHNSBTREERZER - BrAMRR - BT - Bk
FEEAERESR - an2EA - BRAR - BRFEEREE - HRAR - EE
AB ~ EEAETHILR S - EERKNAZE TR FIFRREARE - HEEN
IEERFRONERN - LEEEBATMIURETBHI LIRS - REFTTHRE
UEE  BERABARREERRNS I REERE -

S

GDPR FINNGEN
(General Data Protection
Regulation)
Regulates processing of personal
data

Medical Research | IR (e ; Data
s s | Secondary Use Act Management Act
Regulates medical research, fRdiers it 1o of Pegetry data ks cos

e.g., ethical evaluation management, e.g., data
- . security

[ =-+— ~ 235 FINNGEN JAFEI R M 4Eu A E I RE ARV E R -
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2.

FE
HHER | SphE L E RS R R AEYERE (Danmarks National BioBank)
EANWRE ISR FRREYENERES 2 REEBUTATEERN - &£
HAEYBRERF LT - 45 AL 593.5 5 - MiEAs FFramE RS
TEW © FHENERIDARE IR IR RS - AT S R B SRy A i
ERNAA L - AEEEBEAERI T R A FEREYERENE
B - EATERREBEFEANBUGHETGRELD EEEEFAET - 1R
OB REEAIEE - BEFTEAFEGE BN R ERIZER |

( European Health Data Space, EHDS ) TERI77ER » B FESZHME -

Danish Biobank Register NATIONALE

DANMARKS

oo s BIOBANK

Danish Biobank Register

27.4 million somples from 5.9 million people

QE’_E[‘ Patobank
—

|

B =+ FREREVERERRARG - B4 EREREEIREN -

Who can gain access?

DANMARKS
4 NATIONALE
Foreign scientists BIOBANK

Scientists in Denmark T
Danish companies

Data controller

e

Foreign companies

Two reasons for this:
1) The Danish society benefits from the great

resource the dry and wet data is;
2) Sensitive data staysin Denmark —the

correctly and according to Danish law; !

Data processor

controller must secure everything is handled

E=1+= - AAEREWEEERGENFREER - HRBINEREAFE -
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3. ZEE
(1) 3E£E] CureME
CureME /5 London School of Hygiene & Tropical Medicine (LSHTM) EFq¢t¥f
ME/CFS =551 Biobank » A FEE R 5 CureME BV & E A Dr. Eliana
Lacerda - [EIEf 2 Z R EEWRA BV R RE RISV EIR - T EF R
FFRE Biobank MEEME - CureME B2 R E—(ESt R ER A RIE
MEISE R /SR SHEREE (ME/CFS) M AREYEREMSRGTE - HRE
# 30,000 HYSELE - FEPI={EFEZREA T #EE Biobank ZEIEES - HERE
CureME FTEfERYEERAERERLG @ THEZHESERENABREERE  BRE
TR ARIBUN & E R E Y BIR BGE TH 7R P R A BRI B A 1
%8 RESt BB ENRRRIE - TR EEBIBII R BHH -
Dr. Eliana Lacerda Wi/} = ] CureME fEIAS R B TR AV - HREERR
(Information Sheet) ~ [E]&& (Consent form) ~ ¥ENMAYTEERF2o8E
( Potential Adverse effect to blood donations ) ~ [5|=& 2HE G IREHMEFSREIAIRE
( Guidance and form for Clinical Assessments of consenting participants ) DA KR
BE-mEHEEMNEEE (Flowchart-Processing and Storage of blood samples ) °
R MRETIZ O R | FAZRR B T DR A R e RSN E e
YRS Biobank!
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BI=-+Vd « € CureME HIBFZE&E A Dr. Eliana Lacerda €78 &5 -
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(2) Lifebit

Lifebit § AT 2 AR RKNEEAREYERITES @ F—RIFERRRE
RB AT - BTN EREEFEEE TS - EARRERENEYRZEIREN
RUEM - AR E RS FIES T EENEYRZEREBEN - A5
RS T —TREREA - EFEA BResu S E BB EETEHBE T - A
S ERREBEBNERBHEE - #FhBESARE - BwmEHEmREI T
BT ERERE A - LFEH UK Biobank FIFETERIRE K EmbE - JEFE
&5 Lifebit /2 5] Chief Business Development Officer, Mr. Thorben Seeger K3
7 - SFEEFAFELFEE - [RENGEBERIGES ICT EERBREEIRRE
£ © B Mr. Thorben Seeger R T fEHV BB S {ERERB L IEMRRS » LA F]
EBREERE - IUEBRBINEEAREYEREREERFHS - fl0%k

~ PR I -

Cross-industry cooperation at a glance

. % o wwzs 1) Al medical platform
5 HARVARD N7 o AL
Q g ¢ + @ HaRvA N " gL @ . 2) Telemedicine / remote care
~= Quanta Compuler “ o (8 EORROER RT3 T R & 3) Al-assisted arrhythmia diagnosis
w O & ®° @l ® OIS 4) AloT device/equipment

1) Genome database for Chinese

SNaNTW 4 coAdvoc jealth &
[::ﬂ Foxconn’ + P e o 2) Medical wearables
EFEET Y Q wxBE INTUE: O Sotera s 2" 3) Epidemic management products
- B s X BHB O L 4) Proton therapy / 8K medical imaging

S - eeeebm @ 1)1 ive devices / Al diagnosti
0 COMPAI. + {icc BeneCheck Connecting Heakhcare %RAYPAL 2) Health & chronic disease management
@ B 4/ @ EREER @) corilex 3 Medcal maging fr anmal
PR o S sonee 4) Cell therapy / AloT solutions
/ ke SUITX SEEFER 1) ization of medical eq
- spartan A)qo Ghm : =L ETRI 2 E o A
w ron + b Xnm I:FREE I .‘-?." @ H REBUNAER 3) Al dialysis / dical Al'i
IEMI2 3 Bionics Q A% RATESRERE . 4) Digital pathology / health manag
- - o P i 1) Telehealth / loT products
m ¥ E + 86 zx=m Joilup Gafroskn 2) Auto detection of CTC
5 — 3) Data integration of sports health
WP Wi (0 EREEnEn i e g

Source compiled by IBMI, RBMP (2021)
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(3) Bioindustry Association, BIA

STEWMANEFEBET S ELEF G ERAEREE Y - WREREER AR
WA TR UK BioBank \RRAEYIERHE - SR TRZET SEER L
HYEFE - B3 BIA @ & Precision Life /\E] CEO, Dr. Steve Gardner 35 27 FAER
ST B ZEREAERER Sam Jungyun Choi =E4HIM /MESEEIEERIANER - &
¥E the General Data Protection Regulation (GDPR), the UK Data Protection Act,
and European Health Data Space (EHDS) - W EtRIREFEER - BFEREEE
PARAE PR BB RIE EBB BT ENBIBRE LT ESESE - mEaPE
THRZFIRUEEZSERY - EAJFEMREERERREREEEEE
K N AMER R EER AN S S REE AT HEA - EIE
EBEBL KFNBIERECER AT - BUARENS @ EREY B EERE
BB ERER - TOEMAE—R - EEEERIEM R EREESEAFIA
b EEREREREERT T 75 R R B REREEE - AR
BRRVARRELHES | - BRI E SRR - R EBE N RSERIDENERET - T
SELENHS - BB EAERE T BON@REER 22 ; (European
Health Data Space, EHDS ) IER1I)A1% » BT BILESZEHE -

UK Developments (1)

= In April 2022, the UK Government published the
Goldacre Report titled, “"Belter, Broader. Safer: Using
Health Data tor Research and Analysis'.
In June 2022, the UK Government published its Data
Saves Lives strategy.
Commitments:
Improve trust in the health and care system's use of data

« Give health and care professionals the information they
need to provide the best possible care

. Improve data for adult social care
Support local and national decision-makers with data

- Empower researchers with the data they need to develop
life-changing treatments, diagnostics, models of care and
insights

. Work with partners to develop innovations that improve kS
health and care i

Developing the right technical infrastructure

COVINGTON

=17 ~ ZAHEES Sam Jungyun Choi fMERBIAE RN GEIRAREES - &

FEER BRI BSR4 - Data Saves Lives: reshaping health and social care
with data

https://www.gov.uk/government/publications/data-saves-lives-reshaping-health-

and-social-care-with-data/data-saves-lives-reshaping-health-and-social-care-with-

data
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UK ngelopmenfts (2)

= NHS Digital's Secure Data Environment (“SDE") Service available
at: Secure Data Environment service - NHS Digital

» Only approved users, with approved projects, are allowed to access
and analyze de-identified data and only approved outputs can leave
the environment.

Available datasets listed in the Data set catalogue.

» Data access is managed by the Data Access Request Service
(‘DARS”).

Need separate s. 251 approval (if applicable).

» A Data Sharing Agreement (“DSA") is required before users can
access data using the SDE.

Opt-out available for patients who do not want their data used for
research purposes.

@

COVINGTON

B =+t ~ AEEES Sam Jungyun Choi MEZREAEERNAERTEM -

EUROPEAN HEALTH DATA SPACE

#EUDIgitalHealth

OBJECTIVES

v Empower individuals through better digital access to their personal health data; support free
movement by ensuring that health data follow people;

v Unleash the data economy by fostering a genuine single market for digital health services and
products;

v Set up strict rules for the use of Individual’s non-Identifiable health data for research, innovation,
policy-making and regulatory activities.

Electronic health records

Better Assist policy
diagnosis and Empower makers and
treatment, individuals to regulators in Better health

Health data from apps
and medical devices

policy, greater

improved have control over accessing relevant

patient safety, their health data non-identifiable opportunities
continuity Cl\T’b health data for research
of care and . and
Health data in innovation

improved
healthcare
efficiency

Enable health
professionals

registries Facilitate access

to non-identifable

to have access to health data for
relevant health researchers and
data innovators

B =+/\ ~ /reHEE " BOMRRE R R ) FEERNAERARIE -

https://health.ec.europa.eu/ehealth-digital-health-and-care/european-health-

data-space en
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