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17 |Mayo Clinic Study of Aging ak—k XE 50-695F OFH 15
18 |Memory and Aging Project ark—k *E 65m LA L 1,700 A 15
OXE 1 : 25-745% @®7,108A
19 |Midlife in the U.S. aR—bk KE Q@KEI : 35-85%% @592 A 15
@BA : 30-79% 31,027 A
20 |Minority Aging Research Study ark—bk KE 65ﬁuiﬂ);zlJt%7 950 A 15
21 |Monongahela Valley Independent Elders Survey o RE 65 LAE 1,681A 15
Multi-Ethnic Study of Atherosclerosis - - . g
22 Neighbourhood ak—k XE 45-847% 6,814 A 15 v
Ot
National Longitudinal Study of Adolescent to Adult Q7125 & ®?§§1§A
23 aR—hk KE OBEBREQDME ' 15
Health @18 L EDWEREQD @17,670A
DEBIEE @L5074
D17-215% @1.280 A
24 [National Longitudinal Study of Youth 1979 ak—bk *E @14-217% 25,295 A 15
@14-21i% ®6,111A
25 [Northern Manhattan Study ak—k XE 40l E 3,298 A 15 v
D60-757% ®338A
26 |Notre Dame Study of Health & Well-being ak—k KE (240-607% @445 A 15
(18-407% 3206 A
o _ » @55 BE ®216A
27 |Oregon Brain Aging Study ark—k XE @858 LIE @89 15
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28 |[Religious Order Study ak—k KE 65 LA L 1,200A 15
29 [Sacramento Area Latino Study on Aging o KE 60/E LA L 1,789A 15
®21-70%% (1956%) ®s500A
222-771% (19634%) @997 A
(322-847% (19704) @705A
_— w @22-847% (19774) @612A
30 |[Seattle Longitudinal Study ak—k XE ©22-84% (1984%F) ©620A 15
©22-84%% (Rik) ®1,176 A
@22-847% (19914F) @693 A
®22-845% (1998%) ®719A
. . . . - e 6-17mFETOIQL35LLE
31 |Terman Life-Cycle Study of Children with High Ability ark—hk KE 0)?1%&%0)R§i 1,528A 15
L . ’ g EHNTFHILZTKRED
32 |University of North Carolina Alumni Heart Study ak—k XKE o 4,705\ 15 [4
33 | Veterans Affairs Normative Aging Study ak—k XE 21-81m D B 2,280 A 15 v
34 |Washington Heights/Inwood Columbia Aging Project J7k—k XE 65 Ll L 4,308 A 15
35 |Women's Genome Health Study o KE A5 UL DX 453,787 A 15 v
36 |Aberdeen 1936 Birth Cohort J7k—k EzE 63-67% 498 A 15
37 |Aberdeen Children of the 1950s (ACONF) ak—hk E3E| HER 12,150 A 3
. ’ . 16 L DIFIFEF4E | FHE - 3,401A
38 |Baby Biome Study (pilot) ak—k EE " B8 . 3.401A 16
39 |Breakthrough Generations Study ak—hk ZE 16 L 110,000 3 v
40 |British Regional Heart Study (BRHS) ark—k EE 40-59 7,735A 3
41 |British Women's Heart & Health Study (BWHHS) ak—k EE 69-79% 4,286 A 3
42 |Caerphilly Cohort Study of Older Men = EE 45-595% 2,959 A 15
43 |Caerphilly Prospective Study ak—hk EE 56-70%% 2,398A 5
44 |Cognitive Function and Ageing Studies | (CFAS |) J7k—k ZE 65i% L L 18,500 A 3
45 |Cognitive Function and Ageing Studies Il (CFAS lI) ark—k ZE 65m AL 7,534 A 3
46 |Dementias Platform UK aR—k xE 18t 3,000,000 A LAE 28 v
47 |East London Genes & Health o EKE 16-86/% LA L 21,514A 3 v
48 |Environmental Risk (E-Risk) Longitudinal Twin Study | 27k—F ZE 5 2,232 3
European Prospective Investigation into Cancer and .
@ Nutrition-Oxford (EPIC-Oxford) Ik RE 17-987% 65,0004 3 v
EXCEED: Extended Cohort for E-health, .
X Environment and DNA T+ =E 30-69% 10,0004 8
51 |Gemini: Health and development in twins Jk—k EE 4-200ADHR 4,808 A 3
52 |Growing up in Scotland (GUS) ark—k EE 10-34m A 14,202 A 3
53 [Healthy Old People of Edinburgh aR—k #EE 708U E 603A 15
54 |Hertfordshire Ageing Study b EE 63-738% 1,428 A 15
) Ft : 80,000A
55 |Life Study ak—hk EE BH., it S : R 3 v
56 Longitudinal Study of Cognitive Change in Normal ak—h %E %’ﬁ;ﬁiﬂg& 4i§29ﬁ§ ®3,355A 15
Healthy Old Age = . 2,987 A
57 ZlneddlgzileRli?:;? Council National Survey of Health N %E Ha R 53620 15
58 [Newcastle 85+ Study ark—k xE 85 ALt 1,042 3
59 Northern Ireland Cohort Longitudinal Study of Ageing ak—h %@ 508 LLE 85001 3
(NICOLA)
60 |Orkney Complex Disease Study - ORCADES J/k—k EE 16-1007% 2,080 A 3
the Scottish Heart
Health Study
. (UNK-
the Scottish Heart
Health Study : 40-50 | SHH&) 9165
61 |Scottish Heart Health Extended Cohort ak—k EE ; A 5
Scottish MONICA : 25- .
64 Scottish MONICA
(UNK-
GLAa+UNK-
EDIla) : 6,834A
Study of eczema and asthma to observe the effects " FHR10-12;:8 B MiFme | FHt : 1,400A
62 |of nutrition ak—+ *= HER B8 - 2,000A 16
63 |The Airwave Health Monitoring Study ak—hk EE 17-80%% 53,280 A 3 v
64 |The Health and Employment After Fifty (HEAF) study | 37k—hk EE| 50-64% 8,140 3
65 |The Whitehall Il Study J7k—k ZE 35-55i% 10,380 A 3 v
66 |Twins Early Development Study (TEDS) ak—hk Es| HER 30,000 A 3 v
67 |UK Biobank NAF VY EE 40-697% 503,316 A 3 v
68 |UK Women's Cohort Study (UKWCS) ak—k EE 35-695% 35,372A 3 v
69 |Understanding Society ah—h £E Rik 40,0001t 3
70 |West of Scotland 11-16 and 16+ Study a7k—k ZE 115% 2,586 A 3
71 |West of Scotland Twenty-07 Study (Twenty-07) ark—k xE 15,35,55/% 4,510\ 3
SEHIR20EE IR | Lo 1233
72 |Wirral Child Health and Development Study ak—hk EE HIR . ZORIE B8 : 1,233A 16
ot R - 10144
73 |Aberdeen 1921 Birth Cohort ark—k ZE 76-80/% 235A 15
74 gﬁfgé;(;iﬁzl;erol, Beta-Carotene Cancer Prevention Jk—h TSR 50-692% 29,1334 5 v
350,000 (4>
p2l%-9)
75 |Finnish Genome Project (FinnGen) INAF NV P22 AN PLOZ M1 UN 181,821\ G&IE 28 v
FEERER
T—%)
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= =g | BE: 1,063A*
76 |Health and Early Microbiota (HELMi) ak—k T4UFUR ﬁf},,<m&37'42’;@\5(‘ Fft - 1,055A% 16
E) . Fh. KB “n
R 1,039
1943-1944F MFIZA
77 |Helsinki Birth Cohort Study ak—hk T4oTUF v FREDRIFR 13,345\ 15
THEFEL-FER
78 |Kuopio Birth Cohort ak—hk Pz B, Fi ?ﬁ : i;ggi 16
B 442 A*
BH (31iR20-34BEFK| F#t - 4420
79 |LUKAS = 1T UR 18 E) | FHE R R : 418N 16
B, TORK ZOHORE210
A
80 :flzgst;li'rltil‘lr'i\s(kshfe long follow-up of cognitive ability Jk—k TSR HaR 22,3591 16
81 |BABY1000 - Pilot study J7k—k F—RES)T 3EYR0-13:8 B D iE % 238 : 500A 16
82 |Canberra Longitudinal Study J7k—k F—RST 70 E 1,045 A 15
Environments for Healthy Living, the Griffith Birth — 35 : 2,245A
83 Cohort ak—k F—=RSUT B# (16-48m%) . Tt Ft 22004 16
84 |Older Australian Twins Study R—h A—RESUT 657% Ll L 623N 15
85 [Sydney Memory and Aging Study J7k—k F—REZT 70-907% 1,037 A 15
86 |The ORIGINS Project h—t F—RSUT ﬂﬁﬁ()m";;?;’sﬂ 10,0004 16
F—ARSUT R
F— HF¥ . HE Fz
A TR, T4V
VR ITVR RV N
YHY—=TARSUR,
ARSIV 457 Uk
87 |MONICA Newcastle Study ak—k PP TN, —a— 35-64% 2,466 A 15
D—FUR R—FUF,
IL—RZF7 . BYT AR
AV RY—TFTU R4
A KEEE. 2—TR
SE7
Prospective Study of Pravastatin in the Elderly at TALSUR F—ARS
88 Risk Jk—h 7 EE 70-827% 5,804 A 15
IRZT F—RAN)T
NF—-Fra-TU
R—Y- IV R-FY
S NIH) =TI
: " . SURARTIIL-AEY) s
89 |[Survey of Health, Ageing and Retirement in Europe ak—k F AU RS 50 L 31,115A 15
RILEAHIL-RAR=T -
ARLURYT—TF -
ROV Wow TN
O7F7
SEE (XE-F—ALS
T ISR AR)F -
90 |Cross-cohort harmonization Project for Tomorrow ak—k ARAY X x-RA 35-747% 521,468 A 21
Y RYI—TUTY
R=9-/I91—)
18 L LD
oo e e s e 1,976 A
91 |Collaborative Research on Ageing in Europe ak—h 74/7/&#‘,_7/'“ ®j:f/__"fl:k 4,071A 15
ARy Q@R—3UFA 347534
RRARAVA !
TIVRAB)T - ARA
92 Eurqpean Prospective Investigation into Cancer and 2k—h j-\—»*}.l*g{i—j;:‘]if; 357415 521,468.A 15
Nutrition N
eTFUR—= /0L
HI—
93 |Atlantic Partnership for Tomorrow's Health J7k—k XKE-HTH 18-78#% 35,935A 21
94 |Nurses' Health Study o KE-HFH 30-55% 121,700 A 21

AT SR H LY EY 1Rk

C. PubMed HHBIXACDFIRIE/EFEIR—IARFOHEER

R GE O E 2 G & Lizain & a2k — MFZE%E 2 M4 5 72 % PubMed % H v THE
FUT-AER. 5,445 MO EM A S iz, 2D O SUERH % xF 212 Web of Sccience
DT 2HEREZIG Lz, 2D 955, #51 HH Percentile DFFIED /N S WER3C (A &~
R EPREVTHI) ZRBIC, wmXICHEBE IR TV a2k — NMIREONEZHERT D
ZETMEMBEOEET IEEXNGE LT HRIME 2R — Mg ZMH L, &5 23 0=
A— MIEELZFMAEON G E L T®EE LT,
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E% 3.2-12 PubMed [Z& 55X IEH DR R %R
i ST D 3
2,195
1,138
726
11
1,227

*E
EE
PR M
i { ey g
F—RANSUT7

SUAR—IL 148
=%11 5,445

AT SR H LY EY 7Rk

Mz 3.2-13 PubMed & X MNoDRIRE@EZIR—FARFDIRL

No Th—h & 48 | WmESRE HRED nEEN WXE et
Assaociation of Child Poverty, Brain w
a Development, and Academic Achievement Fh—+ RE 4-22% 823A JAMA v
Assaociation of Clinical Specialty With Symptoms g v =
2 |of Burnout and Career Choice Regret Among ark—k XE E_T_%ﬂ“lij_?—nﬂ # 4,732 A JAMA v
US Resident Physicians
Exclusive E-Cigarette Use Predicts Cigarette _ w g . .
€ Initiation among College Students -+ RE 18-258% 28584 Science Direct v
Prostate Cancer Incidence and PSA Testing
4 |Patterns in Relation to USPSTF Screening ak—bk XKE 50kl E 4,580 A JAMA v
Recommendations
; g B (3EJR8-13:8 B3 : 2,165A American Journal of
5 |The NICHD Fetal Growth Studies ak—hk XKE B) . it FH1737A Obstrics Gynecology v
The Population Assessment of Tobacco and "
6 | health (PATH) Study ark—k KE 12-178% 13,651A JAMA v
7 _|British Regional Heart Study ak—p EqE] 40-595% 7,753 A Journal of the American v
_ o B85 : 7§
8 [Manchester Asthma and Allergy Study ak—k EE B, F# Ft - 11844 Lancet v
9 |National Health Service region in England J7k—k EE 20-35% DIt iw 92,218\ BMJ v
10 |the EPICure studies o EE AR 314N BMJ v
Antibiotic exposure in infancy and risk of being _ = g B85 . 78
i overweight in the first 24 months of life FR—+ Z4¥I2E B, FH (028) F4E 12,0624 PEDIATRICS v
Association of polypharmacy with nutritional
12 status, functional abll!ty qnd cognitive capacity ak—k T4USUE 758 LIE 2041 Pharmacoepidemilogy v
over a three-year period in an elderly and drug safety
population
. . . 1985-19894F (2L 7 « :
the Preterm Birth and Early Life Programming of _ =g U= e _ American Journal of
= Adult Health and Disease (ESTER) Study t—+ ER el ¥k nght? 720A Epidemiology v
14 Estonian Children Personality Behaviour and ak—h IR =7 9-15% 11760 Journal of v
Health Study Psychopharmacology
Follow-up study of 2-year-olds born at very low _ _ 20074 ICE FN TR o
= gestational age in Estonia =k TAR=Y HARIB2 B R D RAIR 1584 Acta Paediatric v
16 |DIABIMMUNE ak—k | T2E=T. 74 R 2934 Nature Microbiology v
vk, BY7
The natural history of self-harm from
17 |adolescence to young adulthood: a population- Ik—k FT—RrZUT 14-15% 1,802A Lancet v
based cohort study.
The Pre-exposure Prophylaxis Expanded _ _ = .
18 (PrEPX) Study ak—k F—=R+SUT 18k 2,981 JAMA v
Singapore Cohort Study of Risk Factors for _ e avae g American Academy of
- Myopia (SCORM) R+ AR 798 19794 Ophthalmology v
; ; T ~ British Journal of
20 |Singapore Indian Eye Study (SINDI) JR—k S UHR=IL 40-807% 3,400\ Ophthalmology v
. T . British Journal of
21 |Singapore Malay Eye study (SIMES) ak—hk SUAR—IL 40-807% 3,280A Ophthalmology v
22 |The Singapore Chinese Health Study (SCHS) = SUHAR—IL 45-74%% 63,257 A Journal of Nutrition v
The Singapore Longitudinal Ageing Study _ e, avae N The journal of
% |sLas) I+ oA=L SsELLE 56104 GERONTOLOGY setiesA] ¥/
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(2) HMAEDOHER
BEERAIC L0 LeRAd S 6 MIEICK T 2 & 120 ORI & f#EEF = A — Mf
Fo. NAF N7 G LT, HLEFABICLD 65 OFIEHB T 2 FMA INE L,

Mz 3.2-14 FHMAEORNREL-OKR—IARSE

A. Cohort Profiles B. Cohort Network C. PubMed

BEBRX BWak—k BEHX af

*E 10 11 6 27
% 21 10 4 35
T4VF5UF 11 7 3 21
IR=7 1 0 2 3
A—RRSUT 19 2 2 23
YuHR—IL 3 0 5 8
2 ER 1 1 1 3
a5 66 31 23 120

HAT) EY 1ER%
aR— MIEEOFMAEREZH T, FEICBIT LT — X OF ZFHRit W\ THEF
Lize TOREE., < Oak— M MIREICBWT, T—XOHE FHRIENEHEI N TV D

ZENTINoT,

% 3.2-15 T—2DE=FRH (n=120)
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HAT) EY 1ER
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o, HEERICBITAMOERED Y U —CORFOFEIZONWTHEH LTIZ, ZORK
B, 2L 0aFs— MIEZEIZBWT, HoEREDO Y —UNEAL TV LT &b
7=,

B% 3.2-16 HhOBERED I T—TDHREDEE (n=120)
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=
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HAT) EY 1ER
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® International Journal of Epidemiology (https://academic.oup.com/ije)

® PubMed (https://www.ncbi.nlm.nih.gov/pubmed)
® K ak— FFFED Web ¥ A |k
® % Cohort Network @ Web A bk
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3.3 EBRH. BRBMEGE
3.3.1 AEFHE
KE, @, 74TV R AT A=A T YT U HE VO 6 B A K

T, ILEREIC XV BEOEREN SO REz@MALZERIZY) Y=Y &85 LiCo
WCTOEOGHOREZERE L, FTrRoOMEHEBICE T 2 FREINE LT,

18 RS A M OWF FE R & OARML & 72 2 AR ) (U4 L H L i %)
1 R Al SO 1 RO FITE A B 9% [ 52 ks

AN Z S E LT ERIG MDY r—IR I

T — S FITE F 414 2

Funding Agency (FA) @& 7]

332 RAEHE
(1) XE
1) EXRER
KEOEAREHRE LT, tha®e., OHZERRTE. (& - EREEOELE & SHEEOX A
e (BAR%Z 100 &9 2%) ZLLFICRT,

K& 3.3-1 EXFEHR CKE)

HH p S| xt A A
NIV R 327,167,434 259
65 Ll Eo D (%) *! 15.8 57
E A (ki) *2 962.8 2,602
GDP (currrent US $) *! 20,544,343,456,936 413
B A2 R RE L -
(50 I fth)
RBUR? FIZF Y R M -
st B % % (current PPP §) *3 439,945,205 313
GDP (258 2 WFZEBA R E O FIS (%) *3 2.8 87
BT AHTERREE OE S (%) *3 9.7 125
PEEAMMEREE OES (%) *3 73.1 93
S BE BB E T SE B R B o FI A (%) *3 13.0 109
WoE& % (FTE) *3 1,371,290 203
ANA 1T NYT2 0 OWFFRE S 41.9 78
moSCE (k) R4 363,836 462
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A OSCE (&21R)  (Topl 0% IF ff SC4%) * 54,414 823
'mmm% mSLOES (1K) (%) *¢ 15.0 178

imoSCEC (FRIRIES) 4 98,384 531
*ﬁ@(%fz%)ﬂwm%ﬁE%Xﬁ)“ 15,224 944
Topl0%im XL O &I A (FRRES) (%) *6 15.5 178
GDP IZ 59 o fRfEEHE I OEE (%) *7 16.9 155
PREEERE I 5 2 BUFMIREI S (%) *7 84.5 101
— N Y720 O PR fa R S KT 10,586 222

W) HA%Z 100 95,

W) SFE®REY EY 1B

*1 The World Bank [Databank World Development Indicators| 2018 407 — %

¥2 plgs (7 AU A& %E (United States of America) | 25T — % (2019 4E 9 A 5 HHEf5)

*3 UNESCO Institute for Statistics [UIS.Stat] 2017 £ DT — ¥ (FHFZEHF 41T 2016 ED T — X))

4R - A BORBEZEAT TR R TE DR T~ — % 2 7 2019 -3 ST HT T A D ik FL o BiF 2235 8 o 48
& BHARDIRP-1 (2019) 12815 5 PY2015 4-2017 & () 0wtk (E&EHr oo )

S RLE BN - RINBORBFIEET (BRI O F < —F 7 2019 w3008 TH D R o EiE 8 o 2
B BARDRD-1 (2019) (T8 D PY2015 4-2017 4 ((FEH)) @ Toplo% i Eam X (FEH AP v o b)
HOPL LN - EITBORFIEAT TR R IR DR F~—F 0 7 2019 - UM CH D it o BF 2% & o 28
& BARDIRPL-1 (2019) IZB1F 5 PY2015 -2017 & (F¥)) O c (¥ v k) & PY2015 4-
2017 4 (SF%J) @ Topl0%Mi IEdw L (K v b)) &% LI BY fERR

*TOECD [Health Statistics | 2018 DT — X

2) EBF EERER
¢ FHRERZBCFEROWEAFORMNELGDIES -RH B

KENE 2003 A~V AT —HFNERICB T 27 74NN — %2 HET HiEMAEE LT, A
NFk B AT RE IR G W D 77 A /X2 —/L—)L (2003 4£ HIPAA i : HIPAA Standards for Privacy
of Individually Identifiable Health Information) % fil& L7-, #F%C - A% EE B THILIE,
—ERMHEOT T, T2 RAKE (FICEREREZUE) ITUFRE IS L, FHAOFFE
LICTF— 22t Tcx 5L LTWE, KL—iZ. NHOF—Z2 =7 v 7 RY > —|Z
BWTHERINTWD,

& 3.3-2 FEHMEBCFEBROMEFNRAEDORMLELLHET-RH B CRE)

£ & () &% (Fn) =
1974 | Privacy Act of 1974 TIANY —1k [Health or safety of an individual | DI T, £ &
B 31T 28 A7 — 2 ORI IE G 1%
fkahrz,
1996 | Health Insurance =R R O HEAT MR | EFRARBR O AZE D35 DN D4 ZEITHR IR L 72
Portability and EERMEICHETIE | HAC. INETOERRBRAEREOMBEIC
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Accountability Act of
1996

BRI REL T DI2H 70, B AT M| AR IEITF]
ASnends, BXa) 707 7430 — DR

(HIPAA) BICETAHEEZEDTLO,

2003 | HIPAA Standards for B NGl T REE R | REEE R W (—EOBISNZERE HDPDTE
Privacy of Individually HROT TNy — | ANFITERICE > TEESNL, TR ESND
Identifiable Health JL—)v 8 NFRBIFTREE R B MO E) D 16 DE B2
Information H72 3% B 7 A2 BIBR L7 — 22y MZOW TR,

WRIE, AR EREARMETIEBEOART
HY. NOZEEHELOMTT —FOWMMRITE T2
R ZAERE L TODHE ICRY AN OFFFH2L
FH KON TED LEDH TV D,

2003 | HIPAA Security fE NGB FTREERR | EROIH, REBERIG RO, B 1R
Standards for the BHROEXF2UT 4 | MICTKHLEHAIND, EIZ, BEF2VT 1 LOR
Protection of Electronic — =)L EEHBEEICONVTED TN,

Protected Health
Information

2007 | FDA Amendment Act FDA 4% =3 SO E R AR O R oM BT,

(FDAAA) FDA OREHEA TR T2 IE B DI E Sz, Tk
% EVEEARSCHENT IZR1T D FDA OMETR 2358
b3z, BEDOIERIFENOHEONTZER T —
HOMRHTZ R REICT D720 BpB1E R ~D
TR ADHRL T % VA7 & E - AT T 5
T2ODY AT LOMHEENEVIAENT,

2009 | Health Information TR W5 B B OV IR B | #2355 %F 5K 15 (American Recovery and
Technology for Economic | fd 24 ® % O & | Reinvestment Act of 2009: ARRA)D — B &L T
and Clinical Health Act | 15 2B 95 | MBS 7z, fl He s B B il ol M & A = 272

EE FEARE AT, ERO IT b E2HEE T2 20 &
RO T H a3, EF /27 (EHR) Offi %
REL, ZOFMEILKRTLILEANETD,
TIAN—BUEICB L TE, ik o HIPAA K&
DhZEE el o B B & i A i 0k
RROEN A iR L 23D IA F Tz,
2016 | 21st Century Cures Act 21 MHALTR B 15 R OB B E RS E, LA/ —a

VRSB NLELTHRFIC, LOREIOZ
FMIRTHZER HIET 5, FDA O Bk
ETHEAZBNT, EIE G, AR A
FRAADORFEIZERE O EEFRVAND 2D
@ FDA Okt IR IRV A2 AR L+ 5, VT
T =)L RO T 2 ZADOMF SC B R E 5 OFF
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i % & ol R B T A AL LB RE N %
sAbL., ERREE LR HERELORRE LY
va—%iRd k3%, £z, FDA 3B #1) H
ey, EMRHEMELRAL, MR T 56
W LSO OH T IMERE 5 2 ThD,

Hipr) SEEHR LY BY 1L

¢ FHRERZBCFEROMNFRICEHTIEREE

KE DA N~ KFEMEIL 2015 4F 1 A 2B EHR (Precision Medicine) f =37 7 4 7 % &
BELIEHELZITBbHE L, BTy — 2R T — 27, BEEZIREICBWNTA
WM+ Ay VTS — 2 2R RKBIEHA LoD, NIHO#FZEHLE 2 i & U THiT- R ESRFE %

HeES D T APEDS R S LT,

BT, A3~ KFMEIL 2016 4= 12 A2 21 k7R 75 (21st Century Cures Act) % 1% il
b L7z, ZoEMEE, 20 o EFH A2 IR O - IR OILK & H 3K - EREas O KR
ORFNAEHWETHHDOTHY, 51% 10 FEHZ 20T T, NIH 2K LT 48 8K Frz L
HL. NIH DRELEBRBETHIRD 4 DO RBREO LB LIRD TWED,

O MWMOEEMPE OO OBFHINOREELZAEST 7LV A v - £ =77 47 : BRAIN

(Brain Research through Advancing Innovative) |

@ fHxDENEZRE L THCIREOMS 2 BT TEBIEWR (Precision Medicine) A

=TT 4T

@ DA T = b (BN b—r gy b

@ HAEER

NI U THMIZBWTH. Gl &S 0 OMFIEIREEIC RT3 5 8 i3fk#ke L TR0 2019
FEEOBRHETETII. [T A A =TT 471 1C 429k Ko, [ERBIERE (Precision
Medicine) £ =77 4 7 ] IZ 376 fEK KL, I3« A—2 T a v b IZ4{EKFVRE

FEINTWD,

M%& 3.3-3 FHMEBLFEROFMFAICETIEREE CRE)

e & () 4w (f)

B

2008 | Sentinel Initiative
(National Strategy for
Monitoring Medical

Product Safety) FHEIK)

T F R =
T T 47 (IR 3K 55
D2 MR O E

R BT O BT A AR E L, BT
9% FDA ORe hxm ESE57-0 0 E#ny7k
WA, BEFFOE BT — X2 &R AL, B xf
RERDERLORZEWEERTHVAT L%
HEL,
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TI—IRE

BN E & ORRFEERICT 7 EATELLICT
Dl AMEL TSN E R (=27
TAT o BEEN AT AT %R H . kX
U T HEIRBUFHEE O A B, BH O
BT —HEFUa—RT&ED,

2015

Federal Health IT
Strategic Plan 2015-2020

5 IT (4R DEIG
FFE 2015-2020

BUR 256 R E BT 220 RENCFI L, HEomn
T7 RE AR R D EFETHEAD
EREKETHIEEEMNET D, R R
WroHEFHEFAEMRAEL, A CF R ER, ~
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FEE B AEICEITD,

2015

Precision Medicine

Initiative

W ER A= T 7
47

B FIEE | R DR Lo TR B R
WA EBLT DD OBE, Blr, BURAZ@EL ., #
R DERZFEB 35, A2V T, NIH
VX, HEEE LR OB R EZ B T Bl ORI
PORMM I S— R — LT ML
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communications) | D EfiIZR L THRE ST,
2006 | Identity Cards Act ERID #—F |16 A LOREREEEEZILE L LV — F TR
2006 5 TEE., O ES EUBNO SR — K& L
THRE L., HHEZEOMAT —Z OFEMIZV— Fo
F o7 EICEE AL,
2007 | Statistics and Sy MERYTZ o TR BB A2 R iR &
Registration Services LD OB A B & Lo, mRICH S
Act DI A Et R - (RET DI OENE
EEEDTND,
2012 | The Health and Social | fRIEER - #£5 | 2010 FFICAE S N7-HFE  [Equity and Excellence:
Care Act 2012 VaVEs liberating the NHS | #ZJ CREI N b D, T D
BERICE > TV 2R TICHET 2 1EROIE - %
FEZME5 NHS T VX VBB STz,
2018 | Data Protection Act 2018 7 — 4 | BEAF D T1998 7 — & Rk & REAICE &
2018 PRt ik AR T VAN XL s AT 4T AXR—VHK

koS ST,

AT SR H LY EY 1Rk
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¢ FHREBOFEROAMFRICEHTIEREE

YEENT EHEOTERALIT 1986 £ HELY FLA TRV | 2002 4F 10 HIix T £ ToOHEE
FiExw—H L, BRI LEERILDO DO LWEZEE (1T % v b U — 27 O
B (National Programme for IT in the NHS, NPfIT) | #Bi4A L7-, Z OFHE CTlXeEK 72
¥ 7 /7 (Electronic Health Record, EHR) D#E4L% HIF L7273, 2011 FFO MR TH
Mk S 47z, L2rL EHR O FEHIZ D% b Mk S v, BEIZZRIER DO — 3 — L 21K
M CTHYD MLA TV D,

PEHTOITAEOBFAIT, 1) A7V a— b, 2) 2 AL, 3) Kifil, ORBELYOH I
HETHER AR (BEREEMO 727 Mot 540y T 4 7 ORMSLEIRME 72 &1
T HXREH Lo o) THEERNITHE Lo, 72, 2018 FFICITEEHE T
AshsaY 7 bo=T7070 77 5AREERER L, NHS 28 HT 5 15 TAOBRED
ERERPANOFREE UICBEAFAKBE CIHAE IR TWEZ ERH T bz,

H& 3.3-8 FMEBZLHEROMFRAICEHITIERER (XE)

s & (F) &7 (F) W

1992 | The Information HmER L | ErRELEOERZSCEZMAEY — X0l
Management and it 0 B W% FHE, REEESCEY =7y NORKE, @O T e s
Technology (IM&T) T LR R o e I R IR LT,

Strategy 1992

1998 | Information for Health | & F D 72 & @ | NHS IF#EK & L TCIM&T O 7 L — AU — 7 2§

1998 15 fit, NHS 2FICESL LV bIF —REREEL L L
7-EERS I Z HAD & LT,
2000 | NHS Plan NHS 77 ~ BEORBY - ATV A BT DT, NHS

DOHF LWL 2T A (T X TORPE & ZETIC
RERIT VAT L 2EHA) PRt —v R
BUIAIZNEOEWRENPANBIZEEN TS,

2002 | Securing Our Future T LA LR|MBREOKBE I L CHEICKE T A HEEYy—E 2
Health: Taking a Long- | — k DOEMZ D THAELZLR— Lk,
Term View NHS (BT 2EAE—N HV IT HEEHIE»O
X - bRV & EE R LT ERE
MO IT ~OHEED RV & 72 % Ok
CRWHEHNITH D H DD NHS 2k & LTRSS
HEOFHE TS MESINLTWDIDIT TERNI L
DML TVWD

ViEs IFE1E ERSBICBT2HEHRILOBNR] pp.8
(https://www.soumu.go.jp/main_content/000219322.pdf)

11 ZDNet Japan [HEDOER I AT LA TT a7 T AIAEEG--15 FAOERERZ BEXE 44
(2018.7.4) (https://japan.zdnet.com/article/35121903/)
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Delivering 21st 21 AT | D VAL R— 22T TRREI N AETBHNNR
2002 | Century IT Support for | 72 NHS O 7= | HFIT 7re 7 7 A (NPfIT) 2AX— & D& -

the NHS D ITHHR—k N E L,

2002 | National Programme IT %y b — | REP»SLBEOEF LT ZNEL TEHT D IT
for IT in the NHS 7 DIGEBUR Xy MU —7 OFEBUR, 2002 F 5 2011 FI23E
(NPfIT) Mitk., FEHEA [NHS B E & § 2R IT ¥

—bER2REMHHETHIOICEL TV & LTKREL
HE, “HEEABLZOHTEHIRFINZREER
FIEAN—NRN—=V AT HZELEEHEBELTWS,

1
2012 | Digital strategy B DT VXNV, ZOBWIKITIZLL T O 2 528
Leading the culture HEND
change in health and DONHS OfE#HLYy — 2D KE{LE ST~V AT T
care BT B LT 7ue—FILDb AT 52KD

TR RICESET D 2 2 BET,
@~V ANE B 2 ER T D20 OfFHRBOR O B
ET—ZDEDOWE LA~V AT T R TONITFH]

TL5HbDET 5,
2013 | Government Digital TEY —E 20TV Z Lk,
Strategy: December
2013
2014 | Personalised health eHealth FUANVEROES AZBL T, BECETIMEL
and care 2020 BECHTIEROE Z M LS5 2020 FFTO

FHE, MR —2OFREGER, ICT IEH., 7—% 0
“AAICOWT o E ST,

2019 | NHS Long Term Plan | NHS R#i5tH | NHS ¥ —E X LR EHFDO L H D 10 MG,
2020/2021 FTICANVAKY ¥ AT 4 AT T X ILH
FREA T F A= a AT A (HIS) OB
EREFGETOANZOLOIZRY ABREZHKBT 5T
ENGEENTVD,

HipT) AR 2 T EY 7ERR

3) EAZERELEERBHROV A —IKR

WETIE., MAZESE LEEREEROY o —JI3MENRLON TN, BFH
7oA A B S AL TN R,
¢ FHREBEEEMDERR (1992)

15 & B & 9 O i (The Information Management and Technology Strategy 1992) (X3
ERAOEZR IT Xy U —7 ORI T, “RMWICER SN HERIPRHIE] S
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AHNZEEH TR R ERIR S AT LA T 52 LT, BEPTLOFEDOHNZ B L
2-HDTh D,
Z OIS TIX, HINEFOERKREH L BEHTRICE DWEMR~OHHFRERKL TW
HIZH0000T T Xy M= OEEZHWVCEEEaI 2= —va V2R —h
THZ ENmH ST,

¢ NHS LEREEFEZES (NHS F2/3—) (1996)

NHS (National Health Service) IZMAFZFNH CAHELRLEMOREE2Z T H I LN TE
LReCHEE SNTCAEY - 2T, FHER TERAZZZ TE 52 NHS EREREITH
ICIRMEIRREICH V| NERFICEMOBZEZESICZT 20088 L, £/o, MM E
WA Z T WA IC S ETITFEEE (General Practitioner: GP) D2 %2 « {25 \F 5 M E
NHDHREBERLS CERDRVTFIENZ W,

NHSIZEEN DT —E R E2ZT 570D NHS T 3 — (310 DT ¥ X )LVF N —THEK
ENTALY T TR Tz AR v VBB THEIN TSI ERORERLFEDOZD
DEFRT, BFAINTAAOEROIZDODOIFLHINTWD,

® LEMLTIT RyFI—HDO#E(2002-2011)

IT*y hU—2 7w 7 Z 2 (National Programme for IT, NPfIT) [ZEEF N5 BFOE
71V 7 (Electronic Health Record, EHR) #UU4E L CIEH T2 1T * v MU — 7 OREEIR T
»H 5,

ZOFa s T AL 2002 4E0 5 2011 ORI ERE S vz 23, NHS 7 — &% O LI
BEDRAT DT — BN EHETH D L RO R OFRBEIZ LY . HEAHMEN TNHS 2
MEET LB 1T =22 MBETH2DICEL TRV L LTFa s 7208
J@b%ﬁ'%bf:o*ﬁ? IR L 72 Z OFHE 7253, EHR @ 1T k| i%l%%ﬁf%t&bgnfu\

728, NHS ICBIT 5 IT{LDHEEEIZ >\ T, 1975 4 Z A @ Exeter | Té:/t;~
&aaﬁﬁ%«mﬁﬁ%%%#% IT L2 E D . 2004 4E1 CBWTIHIZIEEEICE TS
VT REAN ST, ITAERHEE 2 WHEPEE GP & DI k‘u%k%iﬁ%ﬁ#ﬁ%néiﬁ
CRRENE D,

€ ZEFHILT (Electronic Health Record, EHR) (2005)

JE[E X 2005 A1 NHS R 7 A MZEIFH EHR Y AT A OMFEZ MG LT,

NHS 1 > 7 F v RiL, 2020 £ L CTIZEBE I NVT O KRB _X— 38— 1L Z{LITHY # A
TEBY, $ TIZEHR IFIALIEH ENTW5D,

KEOBFHNVTIZIENHS T ANEPC (FT7A4~) « 7 FREE) FT7AMIB
WTC2FEOVAT ARG LIN, ECOR I AN TEHRPEAINLTEBY GP 7 U =v 7

12 NHS 'What is an NHS Number?] (https://www.nhs.uk/using-the-nhs/about-the-nhs/what-is-an-nhs-
number/)
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EMND 7 V= 7 ZHBEBDOEHR #4252 L CHEHRILAN 2N TWVHI,

¢ EEK ID h—Fi%(2006)

E R ID IFEEEED 16 L LR EE TG TEL2 I — FE LTRrBS L, ol E
R EUBANDONRAR— K& LTHET LM, HFEZOMAT =2 OFMITI— FOF v
FIZEEAENDMEMAZEEL TV,

LoL, AT —2ZER ID BEEFE S T T—x®HET LI LI T T4 —DREL
OERNPHEZZ LIS, ZOFE O EEIZIE 10 £ T 54 EAR > ROERN D5 /A
HPOBEATNEPZRD T, BOERREE O 2010 FICERITEL S,

4) TEFERAOLEA
4 NHS Digital IZ& % Data Access Request Service (DARS)

Data Access Request Service (DARS) (% NHS Digital "5 345477 RE&y=z— X
W OEFICEFEINTEEHERER~DOT 7 AP —E A THDH, DARS DU = 7=
Wi, 77 ' AR HERIERE D T — # (Hospital Episode Statistics: HES) <& DIk & 1B B
T =2 &G NHS 7V Z VIEROMEM., Y—E 20U X b RfE#ishTnd,

DARS OfEMA~DT 7 B AZITHFENRLETH Y . NHSDigital REDT — X7 7 & RAE
BAEITHoTWD,

18 R fih T8EOREER S AT L0 7 B AO L EEE e 7 iR MR = - 7 7 ks
AT LD (2016) pp.40 (http://www.nurs.juntendo.ac.jp/file/iryokangokenkyul? 2 05.pdf)
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®%* 3.3-9 NHS Digital D T—42HFETOEX

NHS
NHSTE R AEDEA LT -
14—60H (RIKNBILOTRES)

o emess A8 (508) | 7oeacus

R a7 F—8LITYL IR
(BROOEEEE) A # & BBHETRE
JV—7(DAAG) || tti7 e BI-EE
B
NHSFI 2L F—% T8y zTUS TR SR SohCLORAIST
FHERAYIIRF ($BEFEETOS IR L) HEABRDEE
H#—E X (DARS)
URCNEE S NHS IGY— /L3y NHS TS5 L (R RE R AHIRRL , <2517 R
S BARDENG EEyN
(F1=1F1S027001) —
(SSLP(BELEDFT1A) ONST—E~DT I AN BEIEHE GHRE
~F5r ERTSAOKBEROEND

IRAS#EEH

HRA

. €7 avas1Y R~ b O DBER Caldicott Z5 [
BRIOUT RAS [ sream—sr—ocross s
—_— R

S2518R—hFEATRIIINHS 1GY—
LFIMDBE (YL XERED

Ny TA2T) NHST S 2 LR T —
BALSA: AV TA A=AV BE
EH60E, HHMEEI0E. FI4R

BE30R. FMEXBE 00 T (F—BREHITRI>TAE
1RSI INESIERE MPAEE T RIE
» D) AT HEPEAS,
NHSZZE EDAREMMNHSD

(ERT—HICHLTRTELL, KPP

RECEENLELIBEHY) BEDTEEEAHD
HRAZR IR
HRAH NF Y RBE B—FIREIA LTIV
(HLIADCGY TV HBIEAELBE 1R
HBBE . HHRDIHEHOYTIIE
#FHDCardicott RRENERABLEL
BasY)

HiFT) MRS/NHS/NHS Degital [Obtaining data from NHS Digital for health research — a guide for researchers |
LV EY Bk

€ Discovery Data Service (DDS)

Discovery Data Service (DDS) (Zdbkm o Fro—H TR TVWLIHF—EXTH S,
ToTu s T AT 4 HODEREES YV NV —7 (Clinical Commissioning Group, CCGs) & 4
D NHS FT7 A FEORARO® 1,200 5 & TN —F Dk & B N—hF—v v

(sustainability and transformation, STP) 2@ CTRA4A L7= & D T, BLTEZ O X4 Mg 3k
K Thd,

297 BH 7% 1L Endeavour Charitable Trust N & & #fk2 L T, Y7 by =7 & —E R
F—=T Y —=2AFEEH L TBEBH L TV D,

Z O DDS I R-EFRAE T VMU ERA L TS, EHE (FIHE) IFEOHBMIZEN
CTF—ZHHERPALIZANVATTHEET, BETHATLZT —FDary br—1R%<
DIFEHREIC LS TT 7 BASINDAREDOH 2 AROFREZAT O HRE (FHRERLE) X
R TH D,

VERMPA =D I RILALLO—FT, Avb—VDRELE (WM BEEOZESE (HEH
) 2HEETICAvE—VEEMNTEDL LI T n T T A3 d D, Using the Publish-Subscribe
Model for Applications (https://docs.oracle.com/cd/B10501 01/appdev.920/a96590/adg15pub.htm)
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DT =AY —ERICF VAT LOHANREDLL Z KL MEMAT, 2 —F =T —
ERAICEHERGHET, HELET XXV AT LB LTORATHKS,

TR 2TV TIZONTIE, TOEEEFe— D NVERIIHBEA TEHEINTED .,
ZTRIC X0 ARV — TR ar— FREG A A RO T2y ot
DYEfF 21T D,

ABEEKICOWNTIE, 4A1 -9l - B - H9 - aFs— EX-T—FEv b BT
TIIREEND,

K% 3.3-10 DDS D ft#H&

7— % HIRERH

FIAEC
%%@EE& S RTLZ

T—RREKNAT T

BREE

FIMED

T—RI T )T
= = 22T LW

HiFlT) Discovery Data Service Overview (https://discoverydataservice.org/Content/Overview.htm#link4) X ¥
EY {ERK

5) FA OEA
® EFWELE (Medical Research Council, MRC)

MRC (X% OIEE) B ) 2 AFJE 3RO H R 788 DB RRIC K - THEEO H 722 6 3
DNANx DFEFEREDOR L T257 705 0 BT, EBEENSHERERE T -HL
7= HWF7EBR % %17 9 UK Research and Innovation F Ak CTH 5.

1913 FITFE L S N EE K O EHE Th H MRC 1L, BUF O THE %251 TR IS
BN % XET D72 DICHZEE 2B LTV D 28, TEEINAEIC DWW TIXEF 2> 5 kST
LTWa,

B MRC OF—4>xz7Yo TR —
MRCIZIZT —# v =7 VW LTLUTFTDA4SDRY) v—2H L TW5H,

<> Data Sharing Policy (2005/& ¥ 2T £ : 2016)

T2 =TV U7 EHEME LT MRC O@fEHR Y 2 —Tdh % Data Sharing Policy IX.
NDRRED 1= DICHFFET — 4T 7 8 A TAO—EOMEEFERLT 5 ERBCEDOT 7 &
Az BRI M EBEAEZR > CTAlRERRY REMRHIRTEMST 2L 2 HMNE L TWD,

OECD OWt%e7 — % 5 A4 K7 4 > (OECD Principles and Guidelines for Access to Research
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Data from Public Funding) # £/ L T{E & 4172 Research Councils’ Common Principles on Data
Policy #&Te Z DAY v —ITiX, TTD MRC BbFseicxt L CHF%EH O Btk i & K
HTWDA, MNRERTR S TR,

< MRC Policy and Guidance on Sharing of Research Data from Population and Patient
Studies (2011/& & RET £ :2017)

Z ® MRC policy and guidance (X OECD Princiles and Guidelines for Access to Research
Datafrom Public Funding (2007) & RCUK Common Principle on Data Policy (2012) % %%
IZHERK » ST &7z, MRC 3Bk L7l » o#ffgem 2 6, L0 biF AnfREFE A0 -
BHEAR— MIERMRCOT —Z HFICHT LR O — 2 @lfFENICH 2D X512 T 2
EEAHMELT, T EAFICHET A 2L 0OEFLELEEERL, IR DHT v RS T
T 4 ARBEER ML TV D,

MRC bk a7z 2R — MIEIZZ O 21 OBEFOBITHLEATHY . TOMmD
ANAEEFEMRICOVWTIHESEHHAINLIRETHDLEL TS, RB, Z @734' S
7T — 2 EHOFERRELEN E W o L E IR T A ZF o 22O TR 5TV 2R
[

H*X 3.3-11 MRCOARELEEWMEICHTEIT—EAHFICETS21 DEFE

No. AT Y — NE

MHEiL, ALY =R MERWRET —F A%
PAR— T D5DOEE LI 2T — % ORM &R+
L1292, BN N7 7 —F% L b iThiE
B,

1 Data standards

T2 WHICET MR L. Ry =T A b
Study policy on FlizbBWTiistE 2l 2=711C io?ﬁgjﬁlﬁoﬁ%
2 sharing m\%é%%f%M%@%u:ﬁb@@fﬁ<f@&%&
W, BFZER Y =ik, T X O L RFICBE T % MRC
AR 2R =& —FH L TR IER S 720,

WH LT 7 v ADOEINEA & FEAE K ORE 2 22 H%01XE ©
Study policy on I ESfEINRITRIER RV, T — I L5 4F

sharing MEME M O & fiPH L, BEeRIMIEE N KR LT r 7
7 LIS L THBICERSN TV RITHIE RS20,
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Study policy on

sharing

2% L TMEBEORE EMEOKREZRD HHA .
T4 V72—, ATREZRBR Y AV P o ) 72 ) A o (e
FHETEEBICT— 5#ﬁ®t@®%f<ﬁm%@%m
DHESLZRBDMEN D D, RIZT —F ILH O DA
ﬁﬁ%ﬂfhﬁwﬁA\”—§#meE%k BT —
&%&)27:—b®%%J@ﬁﬁ Hl>» TEALINT
D, ZMENBFOT—ZOFERBNE L THETDS S
@kﬁﬁ—ﬁbfwnﬁﬁﬁﬁézkﬁf%éo

Study policy on

sharing

ML, BEREBREEN - 7y K797 7 4 A2« MRC
RV —FHEFELEHT LT — A REDTZDDEERRY
—MWARARTH D,

Study policy on

sharing

MRC (%, WFFEE N EREEFIIRCESE & EFER TAF R

— N =Yy P TEHLS Z L EERT 5, MHEL

i#%l%a@ EHR—Z20MMHEZ, T ERCEAEE
TICHEOVLER D D,

Study policy on

sharing

*“4 L 7 #—/Pls £, RCUK Knowledge Exchange Principles
G h> THR T HDANE U 72 e 2 B4 2 5 i I pE 75 i
J%a%éﬂ”é?@éﬂé ZEHRAEL 72 TER B 720,

IP D FIZ K 5 A OFIEE 713 FRIZATRE 2R BR Y F/IME

L7 TEmb @,

The governance of

data access

TR A UM o 2AOMFEEIL. FROME &
B, UZRZ DL~V e T 720 AT )T L) TH s
TR TEE b0,

The governance of

data access

TR AT a2 L, ML LTET RS AR E S e
ENDH D,

10

The governance of

data access

FAL A =X, BHINET 7B RA0KEHEL Fakan
BHT, BRHICADTOND Z AR TINERND S,

11

Facilitation

TR R UM 2R E T D EE B L E I
. BRI CE LS., EAROREE X ALY —727 4
~Pﬂyamt@®@%%@xw:XA%ﬁifwéo

12

Data-sharing

agreements

T4 L7 X —/Plslit. BEEAORDLVIZT — X DRAERHY
MraBlsed 2R1C. T—XEEZHNBITI N, @Y/ HE
BIZL > TEBLIND I LERIFTALENRD D,

13

Data-sharing

agreements

F— 2 EFENT, (a) BEINTET =X NLHFRESNE
PREEIIEEEAZERE (b) KREINTWRWIFZES N
%&@&%\@ﬁﬁéﬁtbﬁ<fi@%@wo
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14

Data preparation and

transfer

T4 LI H—/Plsit, THHAEETHIEHLOFAEICK
STHN EINTHGEITHRESMEOWE,E LT —F v K
DEF 2T 4 PRESHIEITHERL TV L ERNKOH
Hil EOEH MRCARY v — Bl TH_XA NS T 7T 4 R
DX RIEMEEESL T HILERD D,

15

Data preparation and

transfer

IETIE, AXT—HDRFa2 AL NRAXT—H I Hn
7 E T EL R OV O AT A3 B D Fnak & BEPH A
WAL OHEMNEM T 2y bEFERT D TN
TEHOANEZMAE LR TE LR,

16

Data preparation and

transfer

e ClE, T —XEEXELL, T—X LTS FF
2 AN (AET—HF) X, RESINT-EBIZEDE TH
b,

17

Funding

MRC ~D 7 7 7 4 » 7 HEEIX, 5B MO () 7—%
ODWE L7V —=v 7 KROEED 2R — MMFFEE M.

(i) FEF— AN BRLEMETa 7T A, (i) fkEs
DTF—FFalb—varERE, (iv) T—F3EH, TR
ENCEIENTVWDILERND D,

18

Funding

MRC IZ L » TRHIREKBE SN WIRY | FEixT — & LFIC
KXW ERD D RE TiEAR,

19

Recognition

ML, T—F2F52m L TH- R MMEEAET R
TOSMEOEELBEROBEY) 2 KR ERET I TH
%)o

20

Reporting

T4 L7 X —/Plsid. BN I WMICER S
2T =2 FONRT = U ALK R EEREETH D
MRC IZHETEDL LT LTENZRL TR B0,

21

Discovery of MRC-
funded studies

T—HUEFR (F72x T —ZWEFE) O MRC #FFEIE. #r
LWHFREDO B TR a2 2 =T 4 I L > TR IZH A A
HRTHH ., 2roak— NMIEEOSINE OO & ke 72 5
R— NIt LT 4 7R FETRRINRTNIERD
AN

HFT) MRC MRC Policy and Guidance on Sharing of Research Data from Population and Patient Studies ] J&-
D EY 1ERR

< MRC Policy on Open Research Data from Clnical Trials and Public Health

Interventions

MRC Policy on Open Research Data from Clnical Trials and Public Health Interventions %, 7
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— 7 UMET OB ERFIREET LSO THY, MRBREEEEA—T T D
ZETHIRET =2 2 RR AR LTS FEEOL L bDICT L2 LA HE LT
Do B, T—HXzT VI OERE LT TBEFOT—XITHZREL, HEEHO
HEZBT CHABRZIRE TS D& L TWn5D,
Z®D MRC KRV »—i%,
i R R & il R ST AW 22
INRFH AT AW SR
Bl
? IFEFHD MRC Bk JE iz M S %,
F/2, TOMRCAHAY V—ITIZZRAAICOWT LA ENDZ Lo TW0 5D,

< UKRI Data Sharing Principles (including Concordat on Open Research Data)

UK Research and Innovation (UKRI) 1%, #ff%87 — % O G4 & HFIH . B O @O IF5E S,
A RXR—= 3 v OHEME LR O SHERI LA BRI ICHE LED TV b,

UKRI (X, BF9E7 — 2 3BT 2B/, S EROHH Eo 7 L —2a T —7 &8
i, TLUTHRL) RS MERBEICBWTHRERR Y MEORADOZDICAHT & &5
% [Concordat on Open Research Data'®] #XffL TW5, ZOERMIIMAEET I 2 =7 ¢
D= AR LTERA NS T 7T 4 ZA~OHFIISZ D20, RE~VLVFZ AT RV
— 7= Lo TR ST,

BEXR - EF

® EEALT [HET — X RH#EED D O AN RIREE~OREE] (2002)
(file:///C:/Users/Norimi/Downloads/IPSJ-EIP02016003.pdf)

® JETRO (2018 27 — Z {33 %E %), EU ® GDPR (T X |
(https://www.jetro.go.ip/biznews/2018/05/da31ef0107682ba0.html)

® HMAKEE [ F U AEFRESIEOME —AARKOHIE L DEWITHONT—] (2012)
(https://www.kansai-u.ac.jp/Keiseiken/publication/seminar/asset/seminar12/s196_1.pdf)

® MAHE TEE NHSICBIFTAEEYS—EXIT 2OHIR] (2010) (https://www.canon-

igs.org/event/report/report 100309/pdf/100309K ashiwagi.pdf)

® Les Smith/Hugh Preston [Information management and technology strategy in healthcare :

local timescale and national requirements | (2000) (http://informationr.net/ir/5-
3/paper74.html)

® 7ZDNetJapan [HEEDERE L AT ATT a7 T MMIREAE--15 7 ANOEREEH %2 EX
#3934 (2018.7.4) (https://japan.zdnet.com/article/35121903/)

o HNBAE [Elmbihs & ICT-R64E OB A ) (2013)
(https://www.soumu.go.jp/main_content/000219322.pdf)

o WMBH H1E ERSTFICETDHEHREOHIR

15 Concordat on Open Research Data
(https://www.ukri.org/files/legacy/documents/concordatonopenresearchdata-pdf/)
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FIGURE 5. RECOMMENDATIONS FROM SITRA OF THE CORE REQUIREMENTS FOR
THE NEW OPERATOR

Customers define services A one-stop-shop service Data security and protection Services are developed
is made possible are being taken care of constantly

Market data is utilised

The network among operators  Operations are transparent Goals and indicators are set
Customer satisfaction is

is co-ordinated and co- for operations
measured operation models are created Operations are based on trust
and trust building Modern technology and
A value chain is developed for automated production are
the secondary use of social utilised

and health data

Hi77) SITRA A FINNISH MODEL FOR THE SECURE AND EFFECTIVE USE OF DATA | (2019)
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FIGURE 1. THE PROCESS OF DEVELOPING THE NEW ONE-STOP SHOP BODY IN FINLAND

Stete's supplementary budget proposes
allocating 2.5 million euros for the year 2019
towards launching the eperations of the data

permit authority and the construction of

a data-secure environment.

Data permit authority
The new act
is approved by
Parliamant
(March 2019). Act
enters into force
on 1 May 20148.
2009 - 2020 -
Project Isaacus Temporary steering group
Project Isaacus starts in Isaacus phase 1 completed in Sitra extands the project Temporary Steering
Movember 201s. septamber 2017. Pre-production to ensure he impact of the Group prepares the
pilots give an insight into future work. Sitra funds Project launch of Findata
Eight pre-pilots begin ICT services. Menagement Office to operations.
with Sitra's funding support the tamporary
support (of batwean Stearing Griup assigned
30 and FO%). by the Ministry of social

Affairs and Health.

HFT) MINISTRY OF EMPLOYMENT AND THE ECONOMY [Health Sector Growth Strategy for Research
and Innovation Activities Roadmap for 2016-201] (2016)
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® Anne Kallio eHealth and eSocial in Finland - today and 2020 (2015)

® Finland’s Genome Strategy Working Group Proposal [IMPROVING HEALTH THROUGH
THE USE OF GENOMIC DATA | (2015)

® FINNGEN (https://www.finngen.fi/en/sample_and_data_flow)

® Jaana Hartikainen [Finnish Biobanks — The most advanced testbed in the world | (2018)

® Juha Teperi, Michael E. Porter, Lauri Vuorenkoski and Jennifer F. Baron [The Finnish Health
Care System A Value-Based Perspective | Sitra Reports 82 (2009)

® MINISTRY OF EMPLOYMENT AND THE ECONOMY [Health Sector Growth Strategy for
Research and Innovation Activities Roadmap for 2016-201] (2016)

® SITRATAFINNISH MODEL FOR THE SECURE AND EFFECTIVE USE OF DATA | (2019)

® Universitas Helsingiensis

(https://www.helsinki.fi/en/research/research-environment/research-data-management)
O REMLETT 4T FITHT 2 EREREEHRDO LY A2 oI 2 il B o BLIR
(2019)
o I, REFHIREE. AIEEZ (74027 v FOER - @ako 828610 5 ICT OfF
A1 PEHEE, Vol.25, No.2, pp.89- 92 (2013)
o [EHEEK¥®E/uo— N\ a3a=f—var--br¥— [FEAEICET5EERIDHED
SR ICB T 2 RANE WEE (2012)
o KARMESR., BHEW MAERT —FBEHECHET 2MAERSEEHE - 7
vORILFIE - E - 7 A Y BEERE)) (2013)

N
\
il

5 4, Vol.9, pp.49-54 (2016)
o |LHEMF 74Ty IRy 7@ m —2011 4E 5 A 1 Alfro MEEsr 7
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%) — 1 (2011)
o T (74T RCEELe~ANLZAFZTHEHD Al » IoT ZE0IEH ] (2018)
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4) TRF=7
1) EXRFH

TARN=T OREREHRE LT, thafRys, PR, R/ - ERBELEOBE L KHBED
sAHARE (HA%Z 100 & 32) 2L FICRT,

H& 3.3-18 EXFEW(TAL=T)

HH T2 R=7 % A A )
AR (A) * 1,320,884 1
65 L Eo A0 (%) *! 19.6 71
EtmAE (ki) *2 4.5 12
GDP (currrent US §) *! 30,732,144,529 1
B R *2 S
R R
KAfrgeB % 2 (current PPP §) X3 367,789 1
GDP (2 56D 2 s B B O FIS (%) *3 1.3 40
B AR E OIS (%) X3 11.8 150
PEEAMBIIEHEE OFIE (%) *3 47.2 59
BB HE B AR R OBIE (%) 3 39.6 329
W7 % (FTE) *? 4674 0.7
INER PN UL R g 35.4 66
A SCHC (k) e -
A SCHC (21K) (Topl0%AH 1IE i SCHk) %5 -
Toplo% m L DOEIA (2K) (%) *° -
AOCE (ERREF) x4 -
S (BRIR ) (Topl0%M E /i SCEL) %5 -
Topl0%ia L O FIG (FRIKES) (%) *° - -
GDP 1259 2 fREER S ORE (%) *7 6.4 59
PRAEER IS S 2 BUFMIREI S (%) *7 75.2 89
— NH 72D O PR A B 5 ST T 2,231.4 46

) BAZ 100 L35,

HET) FHEERLY EY 1EAk,

*1 The World Bank [Databank World Development Indicators | 2018 &0 F — ¥
HABE T A =T KT -4 (20194 9 7 5 B

*3 UNESCO Institute for Statistics [UIS.Stat] 2017 D7 — ¥

*7OECD [Health Statistics | 2018 FF D7 — ¥
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2) EBF EERER

¢ FHREBCFEROMERAFORNELGDET -EH - B

T AR =TITB T D HOERE O WO BHIER S ORI & 72 HiES - Bl

(b7 S
B%& 3.3-19 FHEZOHFEROAXAZFORRULELGLES-AE-BH (TAM=T)
£ &a# (%) & () W=
1973 | Health Services EREY—E R | A MN=TICBTIEEY—EXAL2REHET S
Organization Act LA 15 L, BEOHEN., BFET —F O O
Wy AT DOV THHRET S,
1996 | Personal Data fBANT —Z R | =2 F=T Il AERREL, BU A% ICHEL
Protection Act FiRFA L, BRT—Z OB FNIZOWTHIE,
2000 | Human Genes T Nk BET R T —0OHERST ) AN 71250 THHEL
Research Act ET DR,
2000 | Population Register B E TAR=TOHR, ZA =T TORFEELBHHEL
Act TRINEAE ORI N A =7 TOREFFA £
T EEEELMSE S NIANENCET 2 E2E e
NT —Z DRk % FB5 AT T,
2000 | Identify Register Act | 1998 4F 7 — % | THRAOERMW AL CABER#ET D Z L.
ESHRES EVDFEANT —F ORBIZET DT T A N —
DR ZRET D &) ki BURS (EU
Directive) 223 T 1984 IR & U & L 7= i A MK
WO,
2000 | Human Right Act 5y Rk ik TAR=TOHR, ZAXA =T TOREELBHEL
TERINEAS DT RE N A =7 TOREFAE
B EMEEAM G S ANE NI T 2 EE R
ANT =2 O FIHT MO REREZHT T2
B,
2000 | Public Information 23 A ik B 5w DN ICHE S OBER O 1 #0822 2855 1 1
Act ToiEfE, AT —ZEFTRTU =7 ICHE L 2T
nNERLRWZ ERHXbIn TS, £o, K
BRI, AREROF A, EH 71k X
FERPTL STV D,
2008 | ActStatute of Health ERERY A | EBERERATLET —FRX—=RZONWTHET
Information System T Ak Lk, EWIEET X ONE, EH, R,
EREFEEOT — A RUEBBELAANDOT 7 RE
THEREEZRET D, £, EXa2 VT 4 FEOHK
WHIELIZ DWW T HEHET S,
W) AFE®REIY EY 7R
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¢ FHRERZBCFEROMNFRICETIEREE
T AR =TASBT D G BOE RN WO FE BT 5 E g 2 LU ISRY,

H& 3.3-20 FHEHZCHFEHROFEFRICAHITIEREE (TAN=7)

4 & (R) & (F) HEE

1998 | Principles of Estonian | = & ~ = 7 | AELEHM O FEIZ Lo T IT OSeERNRTE M % i
Information Policy WECR o A HZTAR=T OFEBRILY PNITIB T D EH)O T

AFEANC IS &, 2000 FLUBEEFBIN 0y =2 |k
Bt 5, ARFEANCH - T 742 L ICHEERHE %
D, TOINMEORELED TND,

2004 | Principles of Estonian | — X k = 7 & | EFCREHI (1998) IZFES X, 2004 4-~2006 28
Information Policy WAV =0 | FEH2A=TEHNOERRY > —DEH 7 L— 24
2004-2006 JEHI 2004-2006 | 7 — 7 % E DA,

2006 | Information Society T A M= | AEBKICED | ITROXNRHEAL FREE. TTER)
Strategy2013 Wtk & B B | B{EE TR, £, REIKICES I 2007 415

2013 WOICTF v TN H— bV Ld TEANALL
ID] #EALT,

2013 | Information Society T A M=T7H | 220FICHTZEYa LT, T =T IZ

Strategy2020 otk s | IT A 77, AF LMk, A~— MBUF., A%
2020 R AT LAFEX—ZAOFERIESZORE, ¢ TN
FrRICBT LR -EZBET I EE BIEICHET

e

Hipr) SREHR LY BY 1Rk

3) EAZERELEERFHRDI7T—VRKR

TA =7 T, MAZERE LEEREHROY o —URNEBLTBY ., EERNR
MLADEH STV D,

& {¥ R & 4§%:% (Population Register Act) (2000 £ )

T A =7 TI%, 2000 T hfT S Av7o fE R B Ek{E (Population Register Act) (2L 0, H
AR R ERF I NG E 5 CEBINTWVD

EHNGRBFBIL 1L &2 MRl LM, EFEAH 64, BLES 3 M (AAEICAEEN
FINER) L F=v 7Yy MMk Ins, ZOMANHENESIX, Bl btk
EFCHRAFICBWDW THERITE Y —E XTRLFHIATHD

2002 i, EE ID h— K2AEASH, 15 U EOHRIZ N — FOFT N EE TR
Bt onsg, Bk T, HRID 7 — FOFREITIX, 120 T RIZELTEBY, EAA0D
¥ 94% % I N—LTWb, ER ID #— FOoHiZik, EritE, 1 — RFFEHEOKA4A.
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PER & 8 NGBS DB B S N TN S,

& e-Health B (2006-2008 : e-Health strategy) (1996)

2006 fEIZHE S 7z e-Health HiBE 12 S & | = A h =7 Tk, ERERO Y > r—T &
OFIE FHIZE D fLA TV D, [RIERES (2D & | & 1 E L% EHR (Electronic Health Record) |
PREROT VX VBB BTG E L T U X VR E OE N L IEH BB S 4, 2008
FEIZ,EHR O ERBEANFEH L-, £7-. 2010 F(2IXEF I ZE (e-Prescription) & 3E A,

¢ 2EERFERIIL TSy R—L (Health Information Exchange: HIE)

FREERISICEKSE, A =T HROKE T, HENDIE T E CEELHEZ 2EER
BT 5 v haR—2 (HIE) 28 LTWD,

L, EEERERLE T 7 v b7 — LIk LT, EEF— v AMBKIEORE
THERT — 2 OREREE ST LN TND,

HIE IZ., 2EOBRFEOERE®R L EREBOBZEEREZ I AA—L T, OFE R
TORRRT — Ry VU —2 QERERLHWEOT —FX—=—ZA KRV T hT =T,
@77V r—va ROV —tA2DKk&L 3OTHEKEIND,

ToHhL, BEOEBREHRLE L CIT., TLAX—IEE, BEEBRAL EOMETE. FEE
LB DZ 2Rk, MABGSLHEMERZZHOBIMRPMRAFEINL TS

oM, EFLFLFE, EEOLEZCTHHE T AT VX IVEE, $¥@%W Ky — R
REBEBTRHEV - ACHETIERLEFEINTEY, ERIEFE & BERADER SRS
HTENTED,

& BEEKR—F)LY A+ (My e-health)

BER—Z VY%A b (Mye-health) X, TTRAER ID #— KE 72X MobileID # % -
T, BER—ZNY A Na T A rTbHE BEOTHMITAD1EN, BOOERERZ
T 52 N TE D,

R RICIT, WA, AORIBEONE ., MARKSRE, 77 F o EfEGHR, WEREE
B EnEgEns, £, mMERIT—#H OEFEITAICODNWT,. A v 74 —ALFarty
FafGoZ LN TE D, FlxiX, it W, BRSO ANERE®REZ E T 2 25tH
DEEIF, WIFRLBEER—F LY A b TFREX 21T,

Flo, TRIZERIER~SORIET 7222 Ml T 572012, EREREFHE AR EFEG
W7 782+ 5L, ZORENEREFAIN, BER—Z ALY A FTHERTHIENT
x5,

MRICK D EHFIERFH & LT, 2015 FRFA T, 98% DML G E L 9 EILL LR &
NEALEN TS, £72. ABD I BK 13%ITEER—Z LY A FEFIHLTEBY ., %
OERFHEHOIZEELEFOMELEZETHITH D,
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4)

T—AFERDLEH

® B KREIRMN=T4S /LS —(Estonian Genome Center at the University of
Tartu, EGCUT) IZKBABAR—RDNAFNVIDBE

F9. A M=TITRBITDH/N1 437 EST Biobank OHEZE %2 LL T2/~ 7,
T2 N=TIZAARDRNTZD, S AR 7D NA T AN—FRRN 15% L Em, ERET — 4
NERESLMSTONTEHEIN TS D X-Road VAT 22N LTERT —Z DA
FRRT ) LT —H L ERT — X OBEENRHITZ D,
F—HHEBAX, AT —% (HAaH, EEl, EfERLY), ZET—4% G i#Richbizs
), HEROMERE, 74 72X A NVT — X (HIRIEE), &5 E,
PO RE, AIEOE) REBREENRD,
Fl, TRTOBMEIFA v 7+ —L Far vy FR04A)ICRET D Z ERHEHM T B

WM 7L o — LYY

TW5b,
HE 3.3-21 T RANZTINAFI\>SH
PN =| YT | AOQHS—F | SME~D | LEER | T4
LSO S SR T ¢ (00 Bavssk | ORE | EsEE
IRF=F EST 2012 1,321 200,000 15.1% o) o) e)
Biobank

HET) AREEHR LD EY 1Rk

K& 3.3-22 Estonian Biobank £M&EIRC=7 AOD%tLE

Estonian population by age group (01.01.2008)
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HYFT) https://genomics.ut.ee/en/access-biobank
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® BREMICLETEDOFAAE

MEEHWICL DT —2OFIERAFEE L TUTEDORT v FE2ilkR%,

Bl FRIPFHEM I, B0, P 7V A X, EOHEE, Yavxs b
DHA M, BIFEE ., FEETE 2 EORMIERZHHETILERDH D,

B, TAM=TEELS~OHFEBETIZ, TFAAICIE. = A F=TiEHEASOE
M EE SO NLE LR D,

B, TAR=T AL AR ~OERXHFFERECIX, FRiIFFONRE, =X b=
TEEERLOFHAE RN D,

EIIS, T = FBITRREETIZ, "M A7 T —ZHEEOR THHICET 52
R B

LR ABBORFE 7T e — N SN RIC, BRICESET —FRBITEITH, BT —
ZRIRAFICIL, A TN ~OFRRERE & HRETREOT — X OBWIEN RS T
b b,

K% 3.3-23 Estonian Biobank T—4®Df|A&REIO—

Steps for issuing data and/or biological material

2. Request to the 4. Contract for 5. Issuing of data
: A g 3. Request to the 53R
% pm‘:;n;:aw P e Estonian peocrl gi?):zgl bgrlfé?éal
Biobank
Human Research samples samples

HiFT) https://genomics.ut.ee/en/access-biobank

5) FAQEMR

B IX+=7HEEES (Estonian Research Council) D&

T A M =T HFEFEES (ERC) (X, = A =7 R FMHARAEL 2D, 201243 A 1H
W= A F =T #HEMIEE (Ministry of Education and Science of the Republic of Estonia) %
TITERASL S A7z, BURFERIE O EBLIZE 2 780 %6 2 45 O BUF I,

ERC Tli&, WFZEME#HR & KEIC KD HEZ o L, WFEE BB 7 (246R D R A M OYE K
L OBFREE O FEER~DT 7 & AR OWME R ORI 1T 5, £72. R&D #. W5
H ORI Y= P OPERRICET D ERE G A P =T HRE R AT L (ETIS)
DOEHEH S,

ERIvvareLTE, UTOHAZHT N5,

> HPAZFICL L5 LT ER S OREBICE SV TESRMIEZ I E FRIEE &
A 72 Bl a4 B OV B SE B 3 7" 1 77 A D JLBR & & 4 2 ik % G 38 K OV ik 3

50
> TRARN=TICBITAHAREHINBOROKREICHEMPICERL, =87 > X 2H S
BRI DS,

> EBFZESEICBIT AT A =7 OFFFEE 5 O B4 b o K,
> BR#HEFELala=fr—var BRI TFIo— BHEMNAS— =TT 4
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ERC (Z

B AR T B 22 BF SE 1 ) D e it

BIOWMEREESFZEDORMEL LTIE, 7 =42 =T V7 OWHMERN— IV Z RN

L. =707 782%RETLLLELTVD,

MR EEFMOEED 1 DL LT, HET —FOAMEFIHICET2EREZEH L, WF
JEBHFEREBI L W D LT AN T — X EHHEAHEE L TWD,

Estonian Research Information System (ETIS)ZfiH L C, A— 77 7 B A@m L OEHE
LoL MR T — 2SR FETEICEER L, a5,

% ERC OT—%4x7')>% 1K) —I0pen Science in Estonia (2016) |
ERC OF7 —% v =7 U 277U — [Open Science in Estonia (2016)] Tix, K& <LF
2oxHELTWD,

>

MRS ~DA—F 7 72 A AES TRITIN TV DT X TOMFFER I,
B ELRITHNPD 1EBRETHRICT ZEBATEDLLICTHZ &, £72. 4
HESTHITENTVD TN TOMNRERII. T XTOARERTa TV
FIACE2 Lot HZ L,

WHRT —H~DA—T T 7B A ANESEO LR EZ T TE ST —
ZIX VERBEHFIC L > THIR SR WR Y T XTO AR EHBIZT 7 A LTHF
HATELLO5CTHZ L, FRT— 2L, EOEEZW T A —T VR
FUVIWCERIFEL, TEXARETRELIFIHAEICTDZ &,

Flo, A7F—=2R Y r—Tld, UFFHREZHERL TV,

>

ANESORFESRME - 7 ve V=7 MIXT 2280 &E &K Z RiET 5120,
T—HDORRETA B ACHETHERE G T —ZHFHFEH AL LRI
72 6720

T —Z ODRAF T T — Z L, FRE T & oA L EE e T, BRI
RELRZTNIXR SR, T—F 2 RET DHERITIT. B 2 A & OV &/ 72
URY MYV ZFHTL2ZENLEE LN

TRy =T U TOMERE R T — X137 5 X< FL, ATRERBR Y BRSO %
T ERBFIC AT AREZREEIC L2 T IE R S 720, G & R L 722 WG &L,
CEHLBETLIME T e =27 NOETETIZT —ZZFMAEICL 2T
25,

T2 OFNERIZOWT R T — XX, ERLZERE, AT —%, WM, F
¥R, MM E, 32 OMOERIZL > THIRE AR WERY . 7 XToD A
DEFHTEREBIZLARTNIER B 20N

> MYTULRNILOMEZETHIZEKIET D A centre of excellence D ELHE &

ERC TiX. I —nm vy /N iZB T 5= X =7 OWFE 5k, W OWFTEH O F i b O
B EN & OE R A2 (F 721 0 o 3Rk, Horizon 2020 (BRI BLEL CHEHE S 5 | i KK
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DGR VA ) R=2 a v ERETDHEOO T L —LT =TT a7 T8 B TFHT AN
=7OF VB AOR EEEZHE LT MEILE = Y — 37 A TAcentre of excellence |
EREL, TAR=TENDO hy 7 LULOHREEZEFHICKEL T D,

BAE, =2 F=T7121&. 920 Acentre ofexcellence 2H V. D 5 L EH S FEEHO &
4 — & LT, Centre of Excellence in Genomics - Estonian Biocentre, Centre of Excellence
for Genomics and Translational Medicine 72 &3 % 5,

A centre of excellence (213, 1 D FE 72 ITEE OB DR SN DT — & (RH
T MREEET) TEREINL B 2—bd D,

RN Mg BR 7% Jk 4> (ERDF) X V| 2014 4F~2020 O M T, #4122 § 72— Of
REEOYREZ T TEBY, R Tr V7 b~OES EREHIZ 600 H=—na T, HOE
SIEEMF IR 5% E ED TN D,

K& 3.3-24 A centre of excellence ® WEB X— 45
M UNIVERSITY of TARTU se [ TU < Estonian Biocentre _ B

CENTRE OF EXCELLENCE FOR GENOMICS

AND TRANSLATIONAL MEDICINE

University of Tartu in partnership with and Tallinn

the Centre of for and

University is hosting

rch Groups and Institutions

~~~~~~~~

International Advisory Board

Contact

The objectives of the Cof for andT
The Cot

he Cok for Genomics and Translational Medicine stems from the need to transiate discoveries in the field of

HiFT) https://www.etag.ee/en/estonian-research-council/

< Centre of Excellence in Genomics (Centres of excellence in research in 2008-2015)

M=

Center of Excellence in Genomics I£, =X =T XA FBL X —L X)L Fy KFD 3D
DU =7 T N—TIZ L VRSN RRS2yY— T A Th D,

Center of Excellence in Genomics I£, & N & ONZDOMD 5 /7 L O HGENFZE K OGS HAF5E
ICEABVWTEY, EEMNAEa TR L —y a o, mOMEOAIH, XA 4T 27 /o
Voo EREFEEZRANET D,

FRlZ, ~NVRAT T 3l ~DIEHE, N AN OfifER EE2 T —~ELTEBY, &
JAL, TRTAITA, AR I AOERESHT DY — NV ORES TEERKET
O#EZBLT, b FOBCHEEEROFEFONET —~ b i T 2 PRI =
VY=V T AREREINTND,

3ODT— 7 TN —TIZLLTFD LB,

» Workgroup of Evolutionary Biology

»  Workgroup of Biotechnology

»  Workgroup of Bioinformatics and Computational Genomics
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D=7 =TI UT 40BN ICERES LTV,
Estonian Biocentre

University of Tartu

Institute of Molecular and Cell Biology

The Estonian Genome Project

vV V VYV V

Centre of Excellence for Genomics and Translational Medicine IZ. 7/ X 7 X382 5
RDGF AT =X LN, T, 2B R OEKR7 7 m EEXHBE L TEMYIND,
Ay —i3, VN RFZAN=T 5 /) 2802 —D3 0DV =T T V—"TF X)L
by RPEFHOT DOV —7 JN—T ZAN=T DA F v Z—L2) TR RY
D2ODT—I TN —FICL ORI TS,

k. EU (BN HUBBH R K a) K0, 7 4EH (2016-2023) O#BEIT. £ 4,818,537 EUR
(BEAMTHR6MEM) OBk&EZIT 5,

EZF 3.3-25 Centre of Excellence for Genomics and Translational Medicine
ODHEIT—F255)IL—TF

CoE in Translational Medicine
Translational Neuropsychiatry
Human Diseases Genomics (Prof. Eero Vasar)
(Prof. Andres Metspaiu)
Molecular P
Functional Genomics (Prof. Part Peterson)

(Dr. Ténu Esko)

Metabolomical and functional-
structural phenotyping
(Prof. Mihkel Ziimer)

Biology
(Prof. Tambet Teesalu)

Neurobiology
(Prof. Tonis Timmusk

HiFT) https://sisu.ut.ee/gentransmed/home-0

2 =Tk, REWMOAI VAT 7 /ud— ko ThERENTET —ZZ2H VT,
1) KBHZRT ) AA7 ) —=0 %@ 0 THREBIZH G532 DNA EAIEREKORAE, 2)
BWET LV EMHAL CRBICBT 20 FROHBOREZMESTSL LT, KROER
W R ONER ) A T = X WA ZAT O,

EREHBLT, WRIWCHGT2EMFHIA I =R LDORFICETDHTT7 v M7 4 — A
ZREELTHY, HHERFROBREICH D 70t 2D K OH 7= R ES RO E %
TV, IR T ERBBEROHT LWT T o —F OBRRBICE Y flTe,
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BEIM - '

Peter Tan [Singapore’s National Electronic Health Record Architecture | (2009)
(https://www.omg.org/news/meetings/workshops/SOA-HC/presentations-09/04-03 Tan-

Seng.pdf)

BA B [F=2B b TRE - 0B E —F—% N 7 oad Bfad Rl

ERRE] JRI L E = — Vol.9, No.70, pp.61-101 (2019)

National Electric Health Record (NHER)
(https://www.moh.gov.sg/docs/librariesprovider8/default-document-library/moh-p2-consult-

session-nehr_v0-11bela5748c1d7485499c0f968a88984b2.pdf )

Smart Nation: The Way Forward Executive Summary
(https://www.smartnation.sg/docs/default-source/default-document-library/smart-nation-

strategy _nov2018.pdf?sfvrsn=3f5c2af8_2)

Infocomm Media 2025 (https://www.mci.gov.sg/portfolios/infocomm-media/infocomm-

media-2025/introduction-to-infocomm-media-2025)

JCIC TFHAEICB T AV A N—tx =27 4 OFRIEAICHET 2P
(https://www.j-cic.com/pdf/report/CybersecuritylnformationSharingSurvey -

20180309(JP).pdf)

HelathHuc (https://www.healthhub.sg/)

Strategic National Projects to Build a Smart Nation (https://www.smartnation.sg/whats-

new/press-releases/strategic-national-projects-to-build-a-smart-nation)

National Digital Identity (https://www.smartnation.sg/what-is-smart-

nation/initiatives/Strategic-National-Projects/national-digital-identity-ndi)
National Registaration Act (https://sso.agc.gov.sg/Act/NRA1965)

Personal Data Protection Act (https://sso.agc.gov.sg/Act/PDPA2012)

Advisory Guidelines on the paersonal data protection act for nric and other national

identification numbers (https://www.pdpc.gov.sg/-/media/Files/PDPC/PDF-Files/Advisory-
Guidelines/Advisory-Guidelines-for-NRIC-Numbers---310818.pdf)

Cyber Security Act 2018 (https://sso.agc.gov.sg/Acts-Supp/9-2018/)

Healthcare Srvices Act 2018 (https://www.moh.gov.sg/docs/librariesprovider8/default-

document-
library/healthcare services (draft) bill 2017122241b0a3bc9c8c4d65b2ac0bbfa0aa8lbf.pdf
)
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https://www.j-cic.com/pdf/report/CybersecurityInformationSharingSurvey-20180309(JP).pdf
https://www.healthhub.sg/
https://www.smartnation.sg/whats-new/press-releases/strategic-national-projects-to-build-a-smart-nation
https://www.smartnation.sg/whats-new/press-releases/strategic-national-projects-to-build-a-smart-nation
https://www.smartnation.sg/what-is-smart-nation/initiatives/Strategic-National-Projects/national-digital-identity-ndi
https://www.smartnation.sg/what-is-smart-nation/initiatives/Strategic-National-Projects/national-digital-identity-ndi
https://sso.agc.gov.sg/Act/NRA1965
https://sso.agc.gov.sg/Act/PDPA2012
https://www.pdpc.gov.sg/-/media/Files/PDPC/PDF-Files/Advisory-Guidelines/Advisory-Guidelines-for-NRIC-Numbers---310818.pdf
https://www.pdpc.gov.sg/-/media/Files/PDPC/PDF-Files/Advisory-Guidelines/Advisory-Guidelines-for-NRIC-Numbers---310818.pdf
https://sso.agc.gov.sg/Acts-Supp/9-2018/
https://www.moh.gov.sg/docs/librariesprovider8/default-document-library/healthcare_services_(draft)_bill_2017122241b0a3bc9c8c4d65b2ac0bbfa0aa81bf.pdf
https://www.moh.gov.sg/docs/librariesprovider8/default-document-library/healthcare_services_(draft)_bill_2017122241b0a3bc9c8c4d65b2ac0bbfa0aa81bf.pdf
https://www.moh.gov.sg/docs/librariesprovider8/default-document-library/healthcare_services_(draft)_bill_2017122241b0a3bc9c8c4d65b2ac0bbfa0aa81bf.pdf
https://www.moh.gov.sg/docs/librariesprovider8/default-document-library/healthcare_services_(draft)_bill_2017122241b0a3bc9c8c4d65b2ac0bbfa0aa81bf.pdf

(5) #—AFSIT
1) EXIER

A=A LT VT OERRGEHRE LT, ALRREF., UFFERRIE, fHE - EREEOREE & S

st AARE (AARZ 100 &4 %) 2L FIZxRT,

H& 3.3-26 ERFE®W(A—RALSU7)

HH F—AKZ U7 % H A
AR (AN) * 24,992,369 20
65 L Eo A0 (%) *! 15.7 57
E b fE (ki) *2 769.0 2078
GDP (currrent US §) *! 1,433,904,348,500 29
g ST 7 B -
T2 FURNHK -
BHFZEBA %% (current PPP §) 3 16,834,226 12
GDP (258 2 W ZER R B OEIS (%) *3 1.9 60
B AR R E 0BG (%) *3 12.7 163
PEEAMMEREE OEIE (%) *3 53.4 68
BB E R OIS (%) *3 30.6 255
WFoEE % (FTE) *3 - -
ANBA 1T ANYET72 0 OFIEEEORS - -
OO (k) e 56,808 72
A OSCE (A21R)  (Topl 0% IE i SC#%) *5 9,076 137
Topl0%ia XL D E G (&) (%) *° 16.0 190
amSCEC (FRIRES) 4 14,534 79
Wt (BRIRIE ) (Topl0%Mf 1E i SC#k) *® 2,303 143
Topl0%im X D EIA (ERIKES) (%) *6 15.8 182
GDP (1T 5 & o REEHR T ORI S (%) *7 9.3 85
PRAEEE R IS 5 O 2 BUFHIREIS (%) X7 69.3 82
— NH 720 O PR B 5 ST 5,005 105

E) BAZ 100 &5,
HAT) SRFEHR KLY BEY 1B,

*1 The World Bank [Databank World Development Indicators | 2018 47 —
REABE A=A FZ U 7EA (Australia) | FERET — % (2020 45 3 A 25 H KAL)

%3 UNESCO Institute for Statistics [UIS.Stat] 2017 4EDF — & (WF9EH T 2016 DT — &)

*4 R - I BOR B ZE AT TRV FE D RN F~—% 2 7 2019 -5 LM TH D MR OB 5EiE 8 o &
fb& BARDRKRM-1 (2019) I2F1F 5 PY2015 4£-2017 4 (3FHy) o (BEhw o)

HS BT - IR TR TFED N F = —F% 7 2019 -f Lo CTH LA O FRIFEE DL
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& BARDIKE-1 (2019) I2FBF D PY2015 F-2017 & (CE¥J) D Topl0%HH Eim 8k (B H v b)
KO B ELN  FIFBORIEFT (RO R F~—F% 0 7 2019 -3 LM T 5 R OBF5EIE ) o 2%
b BARDRKE-1 (2019) ICF1F D PY2015 4-2017 4 (CFE¥)) ofmcs (EHL v b)) & PY201s 4-
2017 4 (F#)) @ Topl0%ffi EfmC#k (EH AU N) %&b LI EY 1EAR

¥TOECD [Health Statistics | 2018 =D F — ¥

2) EBH EERER
¢ FHREFZCFROVEAFORMELDES -RH - @A

F—Z2 N7 U TICEBIT HEHREECE ROV IR HEORIL & 72 51545 - Bl - @4
PLFIZRT,

HMz*& 3.3-27 FHERCHEROARAFORNEGLHES-RE-EF (F—RAF3U7)
£ &7 (3F) &% () BEE
1988 | Privacy Act 1988 WIS TAN—E | TIAN—(REIZH T LA RIEE, 794
NU—1E 1988 (T TA N —E) T, AADTZ
A=A S MR E L E[FIIE B &7 300
T RNVEREZ DA —ANT DT BB B ) OV
W, B OVE O OFLRRDME NS AL S5
BEEHH T D708 ASIz, 74—k
(i 13 A =AY T 7T A3 — 5 Al (APP)
DEFENTEY, —HMORMMEH KR MEEALE
DA —=ALZY T B % Bl S s,
2010 | Healthcare Identifiers Act | [ % ik B & Bk ZOWERO I, EREAREE TS B OIE
2010 P T DN, BRI UES D BRITAERL
SNDEFREIGHREELIREENDINTT D720
DI ERBLETIZLICHD, 20 BT, EE
AT R OERELZTLEENENICEE O
B AEEID Y THI LT Lo TEREIND,
KERO T BRZAAE . EANDOERREMLE
= P (I ORI R AE S EID
THhivd, ER AT 2E0 Y THADRTD
AR NHERR . BEE R 25 EE ., BRRE
NLHM, BERZEE . EREEE EITER
TRt FE DR R DR BIE AL | fE K OB
IREILD B BT DN T, WA LR R 2N E D b
TWd,
2012 | Personally Controlled A ANEREFEFE | ERSHEEICHATHRFEER~DOT 7 ER% 7
Electronic Health Record | 7T &k % (PCEHR | 92720, BE MR AT LAELTHEAEBE
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Act 2012

%)

FfEEEFL 8%k (PCEHR) v AT ADHESL L iE A %

B &5, tEHERE W oW h b o s Ak, 1 HE %
WOFHTREMEEE DR L, FEREERES

DFA K OB O EZOWA | D E AR

2 B F R T 2 R O L O

EEBAIET,

2012

My Health Records Act
2012

FL DB B FL Gk 15

VA VA La—RHIEE LT EREZTDA
OREFEE#E | ERAEZ D NIRRT 5720
R TELIDNCT DM E THD, IRERE 23
A BE LR ST AL IRIRE 1T~ A -~V A
La—R&ROZ&IeD, REVARVIN Y —ER
ZEEHL TR, BERZEEDOVA -~/ AL
—RO— AR T LEERTLREREL TV
5, TOMOFLERIL, B ERSNIYAR TN 2
WL TIREINTWD, ZILLDRERE &bt

T XBHEDTA IR LT —REf L T
D, ERZIRENA IR LT RV AT A
RERSNLTW O E | BEREMRE T, BEX
e NERELFICTy T e =R LRI E
HLIZE R THLIE G0, MMM DT E DIk
B SN TTy 7 m—RL TR bRtk T
HOGAERE BRZHE TR G #R
% My Health Record VAT LIZT v 7 B—Rd 5
N/ s =

2015

the Health Legislation
Amendment (eHealth)
Bill

ok IE i g N7 7%

OA/L e LE 2 —IZHEV, 2010 45 [ ik B 1 3
1. 1973 AF AR R IR L 1953 4F [E R L.
2012 B8 N EFE TR SIEASEL,
NEHE L @G 8k (PCEHR) Y AT LD 4 i
AR AT AMIE R THILEED
Lo, K OHIE TOATIT IO IR D %
AITL. BT BRI LG & T2 E /I

N NERRRIC T A&l A B BRI R T
FLEROEEETE Z B R LML E B SRR
LT 228 EROIE ., M BAROFF AT D
RRFEEZLETLHIE, FilceRE-HFE%
Al T HZL, MH I OHDLFREZE LS %
VAT T M F— R~ MREERER T AT A
DOl TR A TEDLINCT DL EHE, B
2 kA AL (2 BE T 2 18 IR G TR

131




Tl EEBEEOREE RS T, EilmE ST
—EREES —ERERRINDHIE, VAT A
DN TR T DR B 72T — & 38 [ 038
LA P HEIC L, RERRORBRIE 1973 4R [E R
1L 1953 4F J OME A8 PR - (i B 5l ks
2012 FDIRER L IEZIT,

2018 | My Health Records SIEFA DO f@ FE FL &% | My Health Records Act 2012 ZZZ1EL, = A+~
Amendment % VAL A— RV AT NEEE P ENHER OmE R
(Strengthening Privacy) ERZHREORBERLIZY A~ LA La—FK
Bill 2018 PN Dt e 17 Rt A ) A B B O BOUR B BT B R 9

LHIEERUT, Fo, v A~V R La—REfR
FIUToE PR S Aa B B3 D I Wx
National Repositories Service 2>57K A (2 HIl B
THIEETAT MEE FICEEMN T L,

Higr) SEHR LY BY 1L

*

BEHERCHEROFIERICEATIEREE

F—A N7V TEMIT 2008 FI, HEREIFICEDER S AT AOEFICON TR LT
eHealth HkiS 2 5KE L T\ 5, ERIEROFIIEAZED L Z LICL Y, BE2TEMNEL ., £
DN TCRGEFTRRRER S AT A OMEFEZ HIE L LT\ 5, eHealth #(Ig 2 X 2 572912,
LR 7 S& b 72 5Hl & L TR Tn b,

)

ERHA 7 758 EFEE 7 eHealth f 7 7 2 AREICT 2 TR EH#E 2 —F I
242

FIERGEE OB L ceHealth YV 2 —3 5 U O L#2EEICHB W T, FE R ERBEGRE
ZmMICEE ST D

BT 7 a—F YR EZ 7 eHealth BE A L, HEH TR KOFE %
LT HH~OMHREICESREZYE TS

B2 D MR R OB NERUEE ~OEBA e A2 NT U AXLATI —FH T, &Y
w72 B INFE ORI ZHIR L 72w

VAL y ¥ HAERO eHealth I8 2 X 0 W RAICIEA L, HEEEZIERT 5

FHEE L STED N T A L [H O eHealth IFB)OFHE 2 #HEET 5 —FH T, ERSINEF &
NS —PHIRICEEST S Y ) 2 —v a2 RET 2N ERLEICHIR L2
BHiE 2 %L ¢ [H D eHealth Bl O Lg% X T 5729012, +0 7O L - HMHE
MBETE DX HI2T 5,
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Mz 3.3-28 FHEHKBOCHEROFETRAICAIIEREBE (F—X3U7)
4 &% () &% (Fn) B
2004 | Health Connect ANILA AR 15 08 (5 2R U7z R B — e 2 D i
BT 5t & By EBR AN LA M T oL, B
BB TRy NI — A 7T DR NHEAT, F
To AN e R 72 R R S AT LD BR BT W) T 72 Fn
RSN,
2008 | National E-Health eHealth # % eHealth (%, ~VAS T —E 2% 5, &,
Strategy AT D7D IE MBE SN FiEaE RS
HIET, TRTOL—ANTUT NIZEST, &V
LZRTHEPEL, JOAFTHRfE Al ae /e E s
AT L% W REIZ T D,
2015 | Royle Review oAb a— Personally Controlled Electronic Health
Records (PCEHR) 3 AT LDk RAL KA
JTC VAT LAORE LD FEEZBREME
L, EHH (6 BHE)DRELEZES L,

Higr) SEHR LY BY 1L

3) EAZERELEERBROI7T—UKR

F—Z2 b7 U TIXEZEEK S LT eHealth ZHidE L Tk v | 8 NS HE 7 H D HIE
(2012: Personally Controlled Electronic Health Record Act) (Z:-3& | ERIEWME Lk
AT ALELT, MAEHE B E (Personally Controlled Electronic Health Records:
PCEHR) tWH v AT AZEALTWD,

IOV AT AT, EHEHEIE S (Healthcare Identifiers: HI) ZFIH L., 2FEFKE CTE
FIZBRF O AN ERIEMIEE DR R RS Z R AT 5 Z L3 T& %, PCEHR IZAEF -
ERERAEE OB EMRBIMCESSERIGHROLEFE AT LTHY | VAT HIZBMT 5
IR N R T T A ) FAZHRA L TWD,

M 24 (2014 5 6 ARFR) TOBREFRIT, AL 7.2%, EREEN 12.7%I12 &
F0, RO BRERATLE LTEARATGThHoTo, D720, R#EEIX PCEHR % 4
T MNERICEET DI LT RAT—FEZIRTHLIICRSE LT,

ZIVERZT, 2015 IS EEE N IE BT X o T eHealth BRI O & T 23T iv7z, eHealth 1
YITEBETDHEL OEREBRLIESH, 7 T U P HFRICE SNV AT ADENE
FENFIRE L 7o oo, A7 T U D FREEAOR R L U T RS A B & 23k STz,
F 72 EWRIEWE T Lk A 7 4 ® [Personally Controlled Electronic Health Records (PCEHR) |
D4 FH Tmy Health Records] (A E Iz,

B BREOHOEH I P — L EEZBERE LA~ A T U T OBFLIRES AT A
(http://www.l.yamaguchi-pu.ac.jp/archives/2017/01.part1/04.general%20edugation/04.gen _Masunari.pdf)
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4) TAFERAOMLEA
4 My Health Record?’

My Health Record > A7 2D AR AT FTH 5,

WA FE R RO
BEOH LE R
ERY —E RO E

T8 U A IS ] 0D e e

= 5 B — & R A 0 [E] 5k

WL A L B W7 O My Health Record O M) 72 R 2 e+ 25 2 & T, A— A b
FZVTIWCRBTLEEOEDN EIZoRns ELTN5D,

< My Health Record Y R TLDF AR &

EHEHE T A My Health Record 127 7 B AT 5 FIRIFLULTO LB TH D,

T AU NG E T 7 ABREE O i
ARG RERR - Ty 71— R
TITANY—, BX 2 VT ¢ FHICHE
FNTIATIVEFETOY I 2L — g
KR LIRDBHF~OY R — b LBMORTE

©® 006

<~ Pricacy Collection Notice ({8 ATEHRINEKICEHTIEE)

A=A LT VT TV NREBERIEBT DA HRO Y $ 2o T, My Health record
DHMEZEICHLTRLELDTH D, KANHR., ITEY—EXDHE, &5 5 E NG
DOERFEEZBH & LT, AN HREZNE, . BRI 82REL TS,

< Application to register fo a My Helath record (My Health Record & §%HiEZE)

My Health Record DB EkIZH T > TlL, @B OOt a—~v 2 « b —E R RBITHF
LTWAT—ZREHIN, TREFAILRZNVWERENTERNI ERRINTN D,

17 https://www.myhealthrecord.gov.au/
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5) FAQEMR
& EZFWZEEEE S (National Health and Medical Research Council, NHMRC)

PR X, MFERE D o b, AR SR, PR O FEATE~O @A | E R
HREOZOIZ, mamEO/FEEERITEICESZRZRIETI2BNOMETH L, —AX
T U TS AT OMSTEERBIC /R >7-D1L 2006 £ 7 A 1 HTHY . LOREERMREE
P ZERF S (NHMRC 1) O FCTHEEIL TW 5,

B NHMRC OTF—42> 7Yoo R)—

< The NHMRC open access policy for dissemination of research findings (2014)

NHMRC 1% 2014 £ ISR RO LK Db DA —T 7 7 AR o —&iflE Lz, iF
TR EMET =2 OF—T T 72 AEGEZEMT D 2 & THFRIR 2 FH 021
T5HZEICMA, NHMRC OE &N OE LN FiF 2 VY — A IP I T2 2 & TR

ElCT 2L A2HMELTWD,

NHMRC B4 § X ToO %4 15, NHMRC Open Access 7R U & —DF X T D EHR (2
W B2 0ERH L, BEFTRENRIEFOF—F T 7282, F—F o F—%, My
PERHICRT R E —FH LTV D

Fo. BFEE LA BB, f«f@ﬁ””% IBWTUTFTOXEIIMH I TVWDE
EEREZIBRTFNE R LRV

Australian Code for the Responsible Conduct of Research (2007)

Guidelines for Ethical Conduct in Aboriginal and Torres Strait Islander Health Research
(2003)

A guide for Aboriginal and Torres Strait Islander peoples about health research ethics (2005)

ARARY =13 2018 FITEH S 41, AFFEE (2% LT, NHMRC 2R — T 28580 5 4
CoHOMET — 2 K OBEET AL T =22 L GT 5005 EZ#H LD 2 L 2im<
HRL TS, £, AEEN L AER I N RFF% Source IPIZ Y A T 52 & &8 LW
L LTEML, FREEBRIEOT =2 D7 A4 B AT HHA X Azt - 7 —
2 &I T HEEDJFHI & L T FAIR(Findable, Accessible, Interoperable, Reusable)Z & H L T
W5,

< Principles for accessing and using publicly funded data for health research (2016)

NHMRC (IHF7EE K O T — Z EHEE I LT~ AT 7RISR 5/\5@%}/\@3527
*50)@5\'”: L“C\ BFEORHNERICLDT—F Y Fmd)??“EXO)%*it VL H RS A
TOnNEBICHAT 2 7L — 2T =27 2L T 5,

FFED T 0 AZERLIEZD MBS MBOT =27 7 AR v —&HH LY 35
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ZEEHIRTOELOTIERAWVA, BHEOME, LE 2 —BITENHEE Y vk X &b d
HH0E LT, EFEE#ET —X2RAE TSR LA FIHZHRHELE L TV 5,
INBERIC IV ELNTET—ZICHOoWT, UTFTDO 3 50FAIZED TS,

O AWERIC X DMEELORERBERET — % O ZE~DIEM 2Kk KILT 252 &

@ F—2EHEOEML
T=BDOV =V G T — DT VA ) X4k RETHE
T—H OB EMERFT 2L
IR LT — 2R A O G A2 O W T 228

@ T—HFHEDEE
MR X ERMECTHIE
F— AR ITERRBENT-HICORMER+528

BEIM - BB

® Office of the Australian Information Commissioner (https://www.oaic.gov.au/privacy/the-privacy-

act/)
® Healthcare Identifiers Act 2010 (https://www.legislation.gov.au/Details/C2017C00239)
® My Health Records Act 2012 (https://www.legislation.gov.au/Details/C2017C00313)
® Health Legislation Amendment (eHealth) Bill 2015

(https://www.aph.gov.au/Parliamentary Business/Bills_LEGislation/Bills_Search_Results/Resul
t2bld=r5534)
® Health Connect
(https://www1.health.gov.au/internet/main/publishing.nsf/Content/EHeath%20Healthconnect )

®  Australian Health Ministers’ Conference [National E-Health Strategy Summary | (2008)
(https://www]1.health.gov.au/internet/main/publishing.nsf/Content/69B9E01747B836DCCA257B F00

01DC5CC/$File/Summary%20National%20E-Health%20Strategy%20final.pdf)

® FrEFEANEEEANBAREERE XY NV—2 [Za— V=T U FBLXRA—A T U T

F1F % HER OB #E | (2012)

o Mk EX [BEOHOHMRA L P — A MEBHLLA—A T VT OEFZRES X

T o) R RSE RS R B 105 (GEHELE X —KE £ 15) p.33-45 (2017)

My Health Record (https://www.myhealthrecord.gov.au/)

NHMRC (https://www.nhmrc.gov.au/)

NHMRC [Principles for accessing and using publicly funded data for health research] (2016)

NHMRC [The NHMRC open access policy for dissemination of research indings ] (2014) (2018

%)
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https://www.legislation.gov.au/Details/C2017C00313
https://www.aph.gov.au/Parliamentary_Business/Bills_LEGislation/Bills_Search_Results/Result?bId=r5534
https://www.aph.gov.au/Parliamentary_Business/Bills_LEGislation/Bills_Search_Results/Result?bId=r5534
https://www1.health.gov.au/internet/main/publishing.nsf/Content/EHeath%20Healthconnect
https://www1.health.gov.au/internet/main/publishing.nsf/Content/69B9E01747B836DCCA257BF0001DC5CC/$File/Summary%20National%20E-Health%20Strategy%20final.pdf
https://www1.health.gov.au/internet/main/publishing.nsf/Content/69B9E01747B836DCCA257BF0001DC5CC/$File/Summary%20National%20E-Health%20Strategy%20final.pdf
https://www.myhealthrecord.gov.au/
https://www.nhmrc.gov.au/

(6) YUHR—IL

1) EXFR

YUTAB N ORERFHRE LT, tERmEE, MR, SERE - ERBIE ORI & SRR

OxFAAN (AA%Z 100 &42) 2L NIRRT,

KEX 3.3-29 EXRFEHR(VHKR—I)

HH VA R—v xt H AR
AR (A H 5,638,676 5
65 L Eo AT (%) *! 11.5 42
E b fE (ki) *2 0.07 0.2
GDP (currrent US §) *! 364,156,657,769 7
g N7 7 F R -
AR L#, A AT KH, * -

UA N, EH. b
R — %

MeArsehA %% (current PPP §) *3 9,167,714 7
GDP (258 2 W ZEB R B O EIS (%) *3 2.2 67
B AT ERR R OEE (%) *3 10.6 136
PEEAMMEREE OEIE (%) *3 60.2 76
S BCE BB E SR B R B oA (%) X3 29.1 243
Wh9E#E % (FTE) *3 - .
INER DN N RO ol - -
Ao (k) x4 - -
A SCE (AR) (ToplO0%Hf 1E #f SC$k) *5 2,568 39
Topl0%;m X D EI G (&) (%) *© - -
i (BRI ) *4 - -
Wt (BRIRIEE ) (Topl0%Mf 1E i SC#k) *® - -
Topl0%iia X D EI & (FRIKET) (%) *° - -
GDP (1T 5 & o REEHRTH ORI S (%) *7 - -
PR B2 SIS 5 D 2 BURF IR BN (%) %7 - -
— NM 720 O PR R S T -

E) BA%Z 100 &4 5,
HAT) AFE#R LY EY Bk,

*1 The World Bank [Databank World Development Indicators | 2018 & F — ¥
248 T AR — v 3FiE (Republic of Singapore) | 8T — & (2020 4F 2 A 12 AR A)

%3 UNESCO Institute for Statistics [UIS.Stat] 2017 EDF — % (WFEE 1L 2016 EDOF —#)
4 BRI - FINBORAFZEET TRL 2 ZE D R F~—F% 0 7 2019 -5 SO AT TR D 0 #F 72 1% 8 o 28
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fb& BARDIRE-1 (2019) (21T 5 PY2015 45-2017 4 (CFHy) omX# (BEHI v M)

KSR - FIRBORI T (R OR L F~—F% 0 7 2019 -3 LM TH 5 R OBF5EIE ) o 2%
B BARDRI-1 (2019) (2817 D PY2015 4-2017 4 ((F¥)) @ Toplo% i Eam X (FEHH v b)
KO B ELN  FIFBORIEFT (RO R F~—% 0 7 2019 -3 LOM T 5 R OBF52IE ) o 2%
L& HARDIRP-1 (2019) I231F 5 PY2015 4-2017 4 (F¥)) O3t E¥ v ) L PY2015 4-
2017 % (CEH)) @ Toplo%Mi Em X (A v ) &b &I EY fEAk

*TOECD [Health Statistics | 2018 D5 — X

2) EBF EERER

¢ FHREZCFROVERAFORMEGDES-RE- B

TR =T 1966 FICHARKD Y A F N =T YT 5 E KRB &E (National
Registration Act, NRA) # il E L Tk, T X TOERKOKEHERAEICERERE 5%
O YT TWD, Jifi 15l EoFERICERE& 7 — K (National Regisration Identity Card,
NRIC) DHfGZ #H AT T 5, 2016 FEDELIETIE, & 572 2 AfBF & LT, i
NEMSNTWD,

Mk 3.3-30 FHMEFZCHEBROARAFDORNLLLHET-HE-BH (oHKR—IL)

i3 AF (%) &% (F) BE
1966 | National Registration Act | [E B ¥ &kiE E BB g% (NRA) 13, B R % & F 5 (NRIC:
(NRA) National Registration Identity Code) DR HLIE,

NRIC (%, 15 & 2L LOv o AR — v EFE R A H
AT 5ENTED, 2 2OT AT 7y he T HD
BFNORDIMDE S ThHD, v HR—LT
i, H AR R RE R 3 5 23E10 Y Th,
15 B C72 % &2 DFE 575 NRIC 12725, iz
NRA /&, 8 AZ#H 357 —& (K4 5,
FEAEH . NEE, R, MR, BE, BRE) %
i ID B IE S AT A (CIRIS : Central
Identification and Registration Information
System) |2 Ek 52L& FH 1T T D (2016
EEWIEM TN B IMShT),

2013 | Personal Data Protection | & A% 3 {5 3# 1k &l N A PR 75 (PDPA) 1, S EH S I0 LA
Act (PDPA) NAE B OB - R - BA R ICB T 2154 T,
2013 47 1 A LLRE | BePERYICHEAT ST D, A
N 1% PR i % B & (PDPC: Personal Data
Protection Commission) 7385 574K ¥t & 0 5 (9 12
BB L CRD, fEHREICOVTOT RS2
WEROIE R EEZITT > TD,
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2018 | ADVISORY TRANAYPFY =T AR |l A\ N5 # %7 Z B < (PDPC: Personal Data
GUIDELINES ON THE FAv Protection Commission) I, 2018 4 8 H ., f#
PERSONAL DATA NI AR # % (PDPA) I3 D& | [ R BIE 5
PROTECTION ACT FOR (NRIC) [ZOWCDF 2R HART AL TRAA
NRIC AND OTHER PV—=HARTA L B FRK LT, FHEEEIL L
NATIONAL B EROENDYEF UL AL T
IDENTIFICATION NRIC #HF 5% & W5 H R LTI ebln
NUMBERS ZEDBHPIRENT,

2018 | Cybersecurity Act 2018 P AN—EXaVT g | B AN—FF2UT 11k (CSA) TIL, v TAHR—
(csA) ik JVDEE A 77 (CII: Critical Information

Infrastructure) [ZE DA FHEF T, BXaUT 4
FHARELLEE A ITIERFIC A —EF2)
T AT (CSA) XL TG THIL2R/ED
L ERLEZEEFITIE, 10 T AR—R
JV (% 820 J7 M) LLTF Ol # 4. 2 LA O
BRI ND, BEEWMALT7TLI1T, K, PRI
B ME AT AT AT AL, TRAF —
11 wrE—,
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)
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