FrEREAEREON L B R FE Bkl c B M S &

#2552 E 2023-07-05

— BHENE

AETERAHES 111112 £ [EBREECUCERIETE] - 5[8RER
EEFERINMEERFRAAA - Fibllr [E8EREEaE BRI ERA

=] HEHEEERFEEIAREMEES > YR E R AR A E A
BREEfL - AXETEIAERSBON LT B AR SR ER BT RER - WA

HiEg) 4 BRI 2 BRI &CEE » DIFIZRERIES -

sTERAE ARHEAERE (IR

STEERA | MU EEBRRENSEEMEA YRt 8853 R#i%(6/20-6/28)
BEERA © RIBRAREAEEES S STt BhE#E%(6/18-6/28)
BREFA : BIIEBAZEEEBUERREMT e S%EIE(6/19-6/25)
STERHER | BIIREABREBREREER FFAE $1%(6/20-6/25)
BLRARR B EEAERE $HE M1 K% A (6/20-6/28)

S
~

—

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)

Date
20 June 21 June 22 June 23 June 24 June 25 June 26 June 27 June

City London, UX Helsinki, Finland Copenhagen, Denmark London, UK
Flight Fligm
y A Unlversity
AY1340 Univarsity of SK501 CureME tirebit
¥ X CPH-LHA
AM fight (LHR-HEL) of Halsinkl | 0 n | 1 0-00-11:00 i

I8y 07:30.1220 10:00-12:00 8:30.10-30 NZ300E5S
{TPE-L1N) (30 50m) S

09:00-16°40

{14h 40m) Khanisk
FinnGen Flight National
™ 14001600 AYU5S Biobank
{RELcri) §. 14:00-16:00
Group 15:40-16:20 Group
Dinnet Dinner
City London, UX Helsinkl, I Copenhagen, Denmark London, UK Elight
C1a?
Hilton (LM TRE)
Garden Inn 21.00
Hotel London T‘ﬁ:‘:;u: scandic Falkones Ibis London City - Shoreditch  SRET TR
Heathrow T2 Y (13N 30m)
and 3

B —  StEERABREBRBHZTE



6/20-6/21

sTE X ABEET TR Z BT B K R 7 S - FEIRERM
CI81 bt B Pk EIBIFEA R 3 - FEIRHAT 15 /NEF B 3K Heathrow 135 -
R SR AR TR RHE AN/ N - A TEFER - M7 AR AR
§E Hilton Garden Inn London Heathrow #E7X -

6/21 EEMEET{EZIEESES FinnGen

ST F i ARG BT EIRR TR & 5:50 BB (EE ke - R S =HEE
TEIFHNIZE AV1340 T » 7:30AM FIEZSFREMBEEE - —fTAR 12:30PM £4
BIEFIZZ AR A - M E B R AR5 B - HeBA (¥ Radisson
Blu Royal Hotel - & 1ZBIFTEFE & BEAL AL HH B E AR ZRIKE Z FINNGEN -
FINNGEN 25+ EEE A EERMRTE -

The Finnish Biobank Act is Unique

B - ERENZSHEE S > FEUNHEEEREREL FinnGen -
Professor Aarno Palotie /4Z2%31& BioBank o
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6/23 THESHNEBRFREYERIE (Danmarks National BioBank)
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Executive Vice President Anne-Marie Vangsted H1 T {EBEIB¢HBIEERT -

'ic""-_i E ""J,"' beam DANMARKS
R Collaborators NATIONALE
BIOBANK

m e Nove Nordisk oundation

® Centar for Basic Metabollc Research
Danish National
COPSAQ Bisth Cohort

eI L Y
.m. Wttt >100.000 pregnant women and their children
5 A L 0 REACT followed for 20 years

P MDA D"\o
@ DTU Miosustain
Danish Cascar Secloty The Nove Nordisk Foungation Centes for Bsosustamabiity
BRSNS
% %:ﬂ Psykiatri

r' WJ}?A{ HEALTH
AT GENERATIONS

Steno Diabetes Center
>1 million new sampies Copenhagen

Extensive clinical and guestionnaire data

E+7 ~ FAAERREVERESERA - AT EEEEAZER Novo Nordisk

Recently joined networks

2{ » BBMRI-ERIC

Biobanking and
BloMaleculsr resources
Reseaech Infrastructurs

From July 1, 2023 (observer status)

. eliXir |

LENMANS
elixr-ourope. org

European Life Sciences Infrastructure for Biological Information

Since 2022

B+ ~ R EZ 4 Y8R ENT H I AECE BBMRI-ERIC (European research

infrastructure for biobanking) & ELIXIR (European life science infrastructure for

biological information) o 754 SHER BB R FHSHE -
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6/26 FEE CureME Biobank

HRABFEGTEE—NE CureME £ London School of Hygiene & Tropical
Medicine (LSHTM) E[58f+%f ME/CFS JERSHY Biobank - FE&r¥i& & CureME BYiH
ZTEE A Dr. Eliana Lacerda > [E]RF 7@ 5% R LRI BT R SR Be e PRI FT B0 Y
Hi% - TEFPELBRIRER Biobank HIFHL -

B =175 ~ BH81F University of College of London (UCL) HY London School of
Hygiene & Tropical Medicine (LSHTM) -
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6/27 _FFFEE Lifebit /\F]

Lifebit § AR 2 AT RKNEEAREYERAI TSR - BEE2IERERR
FEYERER ESARERASHELHELHET - —FEFFE Lifebit >
Chief Business Development Officer, Mr. Thorben Seeger 145 ©

LEARN FROM Lifebit

* THE LEGAL FRAMEWORK OF LIFEBIT 1o ensuRE ETHICAL

AND TRANSPARENT PRACTICES IN OBTAINING AND USING BIOBANK SAMPLES.

* COLLABORATION AND PARTNERSHIPS seTween RESEARCH

INSTITUTIONS, HEALTHCARE PROVIDERS, GOVERNMENTS, AND BUSINESS
ENTITIES.

* DATA SHARING AND OPEN SCIENCE tHE recpBACK

MECHANISM FROM THE SCIENTIFIC COMMUNITY FOR GENERATING DATA.

B+t~ StEER AGSRSRAERET R -
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6/27 THHFSEFR4EBEZRK® (UK Bioindustry Association, BIA)

HEEEREEDEHAEA 500 FAETE  srHREERTAIATETER
UK BioBank ASEYIERIE @ BLRTRZET SR EAVER - HBIA®ER
Precision Life /\E] CEO, Dr. Steve Gardner {5345 » FE M /)48 Precision Life
EEEH LifeArc $1¥f Motor Neuron Disease (MND)/ amyotrophic lateral
sclerosis (ALS) HYE1EE » DL thERE B EBIBR IR F S FRRIIHTHIE S
& ° Precision Life A EIFEAIH /AR BB AR - K THEAE
BETHBRRNPERE - FHARGENERFAZEEFNEYSRARER » X
EEEN2E - ZIENMUFEEERNVERN -

El=+ - BT 255EFEE Precision Life AT T/EAESE -
HEERAFHEEET 2 EY R RRETHS - P L 9:00 $EFEIER €182
P - HIFELY 14 /NEF 0 1A 6/28 T4 6:00 IEFERIEEE -

16



MRS

sTEERFARREREAS I EEATEON E R EHaE M E - R

T
1.

RS - X - REEFEESMTAFMEEARAR - KEFEF®R LT

25
RS EFRESTETHEEEREREY FinnGen 513 T 17 A AR EREE
FEET DS EE - AIRRESE _XFAEE  THEEEEEERE
BHAl - TEBKEE#ZE® (European Commission) F* 2022 4£5 A 3 H&4
BN RIZ2RY | (European Health Data Space, EHDS ) #REBHREZE » HF
v R fR R BRI 2 st - AR SR A (R RR B R R 2 B T -
EHDS E—{EEFIHINMER 2 BRI HLZHEZE (health-specific data sharing
framework) - $H¥EE DRI ~ BI#T ~ BURAIE ~ BELE - FstX
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FINNGEN

Data Protection Act
Supplements the GDPR and s
national applcation fn Friand)

Medical Research R s : Data
Ad - TN ::'\‘ L A b —eC ' " ._ - a A | Managemen‘ Ac‘
Reguiates medical research, 2 oo of Registry data. RegJates data

a.g., ethical evaluation managament, .g., dala

sacurfty
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2. FIE
HHER | SphE L B RS R R AEYEEE (Danmarks National BioBank)
AR VSR ZRREMENERER 2 REEBUTFEEN - /£
HAEYBRERF LT - 45 AL 593.5 8 - MiEAs FFramE RS
TER o FHEERIDES R —ZH FMERREE » A AR s r AR
ERNAA L - AEEEBREAERIS TR A EEREYERENE
B - EATERREBEFEANBUGHETGRELD EEAEEFAET - 1R
OB EREEAIEE - BEFTEAEGE BN RRERIZER |
( European Health Data Space, EHDS ) IERI70A% » BT ESZHE -

DANMARKS

ﬂ Danish Biobank Register NATIONALS
RO AT o e reeigeenirasrrnceys 50 BANK
: Dunish Bcbonk Register

T
"::"'H '1 Coe: l_uln'.t:,‘::rﬂ ” :-.
S —— —
‘ _,v Notioeci Potiers | *
o n * e grer | .
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OANMARKS
NATIONALE
BIOBANK

Data controller

Foreign companies

Twa réasons for thisi

1) The Danish society benefits from the great
rasource the dry and wet data «s;

2) Sensitive data staysin Denmerk=tne
controfier MuUst secure everything is handled
correctly and according to Danish law.

Data processor

B == AXEVERBEENSENMREE » FFBONREEATE -
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3. ZEE
(1) 3£E] CureME
CureME /5 London School of Hygiene & Tropical Medicine (LSHTM) EFq¢t¥f
ME/CFS =551y Biobank » A FEE R 5 CureME B & E A Dr. Eliana
Lacerda - [EIEf 2 Z R EEWHR A B R RE RISV EIR - T EF R
FFAE Biobank MEEER - CureME B2 R E—(ESt RN A RIE
MEISERE R /MR MER BIERRE (ME/CFS) A REYERIEMTETE - BRIE
# 30,000 HY2ELE - FEPI={EFEZFEA T #EE Biobank ZEIEES - HERE
CureME FTEfERYAERAEIRRLG @ THEZHESERNABRETRE  HRE
TR ARIBUN & E R E Y BIR BCE TH 7R AT B AV BRI B A 1
%% RESTHEBBAERGFERRIE - T RHEEBIEI B -
Dr. Eliana Lacerda Wi43 % T CureME RS EFTREN I - afEEEE
(Information Sheet ) ~ [G]&ZE (Consent form ) ~ ¥RV 7EE AR FllEo &8
( Potential Adverse effect to blood donations ) ~ [E = 2 BE RS L IS EERIFRAE
( Guidance and form for Clinical Assessments of consenting participants ) DI KR
EE-MEEEAIEEF (Flowchart-Processing and Storage of blood samples ) ©
R MRETIZ O R | FAZRR B ] DA A LIRS E e
$R¥%IK Biobank!

B =00 -~ € CureME HYEFZ5 & A Dr. Eliana Lacerda €% &L -
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(2) Lifebit

Lifebit HATE 2 RS AR AREWERONTFE - H—REERFTR
RBAE > BINERERBR T E - (A SERERENEY RS ELN
REER - EeRRERAR MRS EENEVREBREN - AF
BIE T —IREAEAN - EAFRA REH S E BB EETRE O - I
BREEEHEBEVEREHEMNE - FHBERRL - BRERZEWEN

BBHEZ RS £ 0 W#EH UK Biobank BIRETEN R M BElnhE - JEE
&8 Lifebit /2 5] Chief Business Development Officer, Mr. Thorben Seeger HY$3

- SFEERARLREEY  [RENGEBHAIGES ICT EXREERRRAVRRE
S  MER Mr. Thorben Seeger #E/ A REHVERE S/ERE R AL IENGRS © MERLHAE]
SELREIRE - IUSBEBIFRREAREVENEREEEZFHER - fI5%

* FIE - FIEE -

Cross-industry cooperation at a glance

. ; 1) Al medical platform
Quemn 4 9o vesien Q) B e romes e
QO. ﬁ‘.&- swwn g Wemows X My 3) Alaasi

4) Alo! MWMM §

1) G for Chinese
2) Medical wearables

.w ,NYU 2 Laar 5 Epidemic management products
..... Q) sotera g 4) Proton therapy { 8K ging

@/COMPAL+ NS BeneCheck ®ooebm @o o, ;}.“”m“ devces | A Gog -
&% @ Eivunum @“,..h., & :; :;".',"‘,:,:"m‘;".:‘;‘":

Foxconn
AREERN ’

. The Hm . 2) E
WISTION & 8 1w ; 7 @ Huos 3 A dsmslmadcu i imong
el Ronios 7 4) Digital pathology / health a
< 1) Telehealth / oY products
[ + xazze JO‘ p GEreAn 21 Aute Getwstion of CTC
o
wventec ¥ .. S B Epenn @ :: ata integration of p:‘nsh-anh

Sowce compded by IBMY, REMP (2021)

B =11  SIEEFAMEEBES ICT TSR BRERERSETT -
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(3) Bioindustry Association, BIA

STEWMANEEBET S ELEF G ERAEREE Y - WREREER AR
WA EIAA R UK BioBank \RRAEYIERHE - BN TRZET SEER L
HYEFS - B3 BIA @& Precision Life /)] CEO, Dr. Steve Gardner 35 27 FAER
BB ZEREHERER Sam Jungyun Choi =E4HIM /MESEEEERARER - &
¥E the General Data Protection Regulation (GDPR), the UK Data Protection Act,
and European Health Data Space (EHDS) - W EtREIREFEER - BFEREEE
PURAE BB NEEEBETHINRBREETESTT - mEaPE
THRZFRUEEZHRY - EAJFEMREERERREREEEEE
K N AMER LR EER NS S REE AR ZHEA - EIE
EEBL XNBEEREER AT - sUAHEN S @ EREY BRI ERRR
BB EFER - TAORMAE—F - EEEEREMENAREEERFIM
b EEREREREERT T 750 R R B R EREEE - AR
BRRVARELHES | - BRI B - R EBE RS RIDENERET - T
SELENHS - BB EAEE T EUMN@REERZEM  (European
Health Data Space, EHDS) IEZ\177A% @ A FEILESZHE -

UK Developments (1)

« In April 2022, the UK Government published the

Goldacre Report tilled, “Beller, Broader, Safer: Using

Heallh Dala for Research and Analysis”,

In June 2022, the UK Government published its Data
e

- Saves Lives strategy.

Commitments:
Improve trust in the health and care systam's use of data
Give health and care professionals the information they
need 1o provide the best possible care
Improve dala for adult soclal care
Support local and nationa! decision-makers with data

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

Work with partners to develop innovations that improve
heaith and care

Developing the right technical infrastructure

COVINGTON

B =17 ~ 7AHEES Sam Jungyun Choi fMERBIAE RN GEIRAREES - &

FEERBUTFRARBUEEE4 - 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 Developments (2)

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

. 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).

« AData 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 =1 - 7AEEESE Sam Jungyun Choi /MEHREIFEERNAERRTER -

EUROPEAN HEALTH DATA SPACE

OBJECTIVES

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

v'  Unleash the data ecoromy by fosterng a genuine single market for digital health services ard
products;

v Set up strict rules for the use of Individual's non-identifizble heaith data for research, ninovation,
policy-making and regulatory activities

Electronic health records

O
Health data from apps
and medical devices

Botter
diagnasis and Ermpawer
troatment individuals (o
Improved have control over

fAssist pelicy
makers and
regulators in Botter health
accessing relevant RSt

patient safety neir health data monrident ifable opportunitios
continuity C\b hoalth data for research
of care and Y and
Health data in

innovation

i O:J Enable health Faclltate access
professionals to nonidentifizble
to have access W health data for
relevant health researchers and
data innovators

B =+/\ ~ /r4EEE " BOMRRE SRR ) FEERNAERARISE -

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

data-space en
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