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. Executive Summary

In case of our country, since the health data of nation's people was
established in a single health insurance system, health examination
was conducted for all national people, and the data source was
stored. This study is a foundational study for the system
establishment to integrate or to link data sources that were kept by
individual data management institutions in healthcare fields for their
own purposes, and the review of national and oversea data
management institutions to suggest strategic plans was performed.

Oversea data integration/linkage institutions utilize the linked data
in performing health studies, in establishing health policies, and in

epidemiological studies. By worldwide networks, these institutions

have accumulated the experiences on the production and utilization of

these linked data. As the oversea legislation related to the data
linkage, the declaration of Helsinki that was posted in 2008 after the
edition clearly states that the cases of using identifiable data must
acquire agreements on the data collection, analysis, storage and
reuse. But if the agreement acquirement is considered to be
impossible and impractical cases or the agreement acquirement has a
possibility of degrading the appropriateness of the study, the
agreement acquirement can be waived through the approval of
research ethics committee. In addition, the FDA legislation that was
posted in 2007 after the edition suggests to evaluate the safety of
marketed drugs by analyzing several linked data sources in public
institutions, schools, and in private institutions.

As the results of questionnaire survey for healthcare field
specialists, 92.1% of them responded to feel the necessity of
integrating the healthcare data of public institutions, and only 4.8%
of them responded to disagree on the integration of the data.

As the necessary causes of establishing integrated healthcare data



source, establishment of evidence based public health insurance policy
took the largest proportion (54.5%), which was followed by the lack
of agreements between public institutions that is considered to be the
largest obstacle in carrying out studies through the data integration
(37.5%). As the institution to take in charge of the management and
operation of data linkage, independent research institution (41.6%)
was the most favored type, which was followed by government
administrative institution (29.2%) and by data holding institution
(24.8%).

Based on the results of questionnaire survey for healthcare field
specialists and the discussions of the specialists and researchers, as
the data sources that should be included to establish an integration
and linkage of data source, the following data by including the
reimbursement data maintained by the Health Insurance Review &

Assessment Service, qualification and health examination data

maintained by the National Health Insurance Corporation, vaccination
records maintained by the Centers for Disease Control & Prevention,
data for death causes maintained by the National Statistics Office and
the central cancer registry data maintained by the Korean central
cancer registration office were suggested.

As the plans to produce a single data source by integrating
healthcare related data that were separately stored in several original
data management institutions, the following two plans have been
reviewed. The first plan is to establish an integrated data source by
periodically receiving the targeted integration data from the individual
institutions. In this case, the establishment of separate integrated
data source by linking parts of targeted integration data sources that
were kept by each institution can cause the problem of data overlap,
and special cares have to be made in personal information protection
and in security of the data.

The second plan is the health medical data linkage establishment

plan without establishing an integrated data source for each
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institutional data. The linked data is produced by receiving data from
the corresponding original data management institution by request. In
this case, related data are not collected in a single place but each
original data is operated and managed by the corresponding
institution. Necessary data sources are produced to cope with social
issues, which have the advantage of producing evidences for public
interest is possible while maximizing the security of personal
information.

As the contents that should be solved before the establishment of
integrated data sources, the results of questionnaire survey revealed
that the negotiation between public institutions (37.2%) as the most
urgent issue to be solved, which was followed by the production of
social negotiation (32.7%), removal of legislative limitations (19.9%),
and considering ethical aspects (9.0%). As the plans to remove
legislative limitations, introducing new legislations for the academic
use of public institutions' data or newly adding an article that allows
the use of personal information included data by its necessity to
perform studies for public interest were suggested.

In conclusion, it is earnestly needed to prepare a basis to produce
evidences in healthcare field by appropriately linking the necessary
data by utilizing the merits of data source that are maintained by
original data management institutions and achieving the goal of
personal information protection. To acquire synergy effect by utilizing
the healthcare data that was established by spending government
asset, the government directed substantial discussions and
agreements should be made for the integrated data utilization
between original data management institutions, and efforts have to
be made to have asocial agreement in utilizing personal health
information for public interest. Through the efforts, substantial

improvement of public health and quality of life can be achieved.
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o] Hols ¢H XgE FY E= AP 290t U= 71 F IHDL(International
Health Data Linkage Network)°l SE=° MIAXQA YE/IE B30t U= 2l
#Soll Hioty ZAE oSrat(2d 3-2).

Itg S8/ IS = 152 I M ?IKIE E/YE = U, AR WU 1=
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of o2} BFotH <HE 3-5>9 Y,

_29_



| Ot Beserd Linbege Shudy

a3 3-2. IHDL Networkoll SE& Xtz SE/SA 7|2

E 3-5. 7|s0l| WE Xt SE/SAA 7|#e| 2R

75 Az HA X2 K& g 24
-British Columbia Linked | -British Columbia Linked | -Centre for Health
Health Database Health Database Services and Policy
—-Calgary Health Region -Manitoba Centre for Research, University of
Authority Health Policy BC
-Oxford Record Linkage | -Institute of Clinical —Cer.ﬂre for Health and
System Evaluative Sciences Policy Studies,

University of Calgary

-Scottish Medical -Oxford Record Linkage .

7|2t Record Linkage System System ~Manitoba Centre for

-Scottish Medical
Record Linkage System

Health Policy

-Institute of Clinical
Evaluative Sciences

-Oxford Record Linkage
System

-Scottish Medical
Record Linkage System
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TUHLE flet 2oz K= e AR
f. 21 FE #YH TS

e FY/AA 7S FE AHIHS A HA X2 29 &+ UAH.
= UG Y B A7 (population health research)
= HA HM(health policy)
= QT HY 2 B FX|(issues of health in population groups)
= %Yf(epidemiology)
= 7% F(biostatistics)

O[3t Y FHAAM 21ASOl FHotE A2 AFS AP US| A A, BUy
AUZFQ FYHY oigr AE, HAABMUIAE OfFH LJOEX, HAYsMu[Ao H
ALY A 2F SoIH.

L J|EY B EYD o

2 A2 KR O[3 IO [ E= IIN(F) XHY Y FE H 7
Oieh @3PS 21X UAH. EF 1A 28Ol iR clt FA 1B XA ol(AY|
BH) E= =H(F) A Jle 282 ERY = UH(E 3-6).

H 3-6. 7|2E &3 @I H BaWE, ol
712 o Y o Bel 7Y Ot
- Privacy Commissionaire of BC -
- Complies with all legislative acts BC Ministry of
British  Columbia Health, University of

Linked Health

governing protection and use of

BC, UBC College
sensitive data holdings 9

Database of Health

- BC Freedom of Information and L

. . Disciplines
Protection of Privacy Act

- Personal Health Information Act

- Own pledge of privacy “respect the
Manitoba Centre privacy of all individuals, and University of
for Health furthermore, to protect data against Manitoba and
Policy loss, destruction or unauthorised use” Manitoba Health

University and the Health Information
Privacy Committee
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i Ministry of
Institute for . .
Clinical - Personal Health Protection Act Health, Ontario

inica
) - ‘Privacy and security’culture Medical
Evaluative . . . s

. - Confidentiality committee Association and

Sciences .
competitive grants

Scottish  Medical | - Privacy Advisory Committee

Record Linkage - Freedom of Information Act Health Department

System - Data Protection Act 1998

O, J|18E Xi=d HY

2t J|Ee AEo] Qs AMBUSY WYL <E 3-7>T LOh YYXBOIMLE o
JjE olguy, AL AR, Y SE X2 5 Tt He XBE0| WAl wgEHI
oLt

¥ 3-7. 7|28 2] Xj=H

7\ A=

- Medical Service Plan Records

- PharmaCare data on drug prescriptions

- Hospital separations on discharges and transfers Continuing
Care service transactions

British Columbia

Linked Health . i . .
- British Columbia Cancer Agency Incidence Files

Database -
- WorkSafe BC injury reports
- Births and deaths registered in BC
- Mental health care episode records
- Immigration, income and labour files
- Population registry
- Operating Room Information System (ORIS)
- inpatient abstracts
- Pharmacy
Calgary Health - Diagnostic imaging data (only from hospitals)
Region - Fee for service claims
- Vital statistics (births and deaths)
- Home care
- RITT data

- Facility based care records
- Emergency Room Day Surgery
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Manitoba Centre
for Health Policy

Population Health Data Repository

Hospital file

Medical claims file

Personal care home database

Registration file

Mortality file

Cancer registry

Mental health file

Public access census files

Hospital statistics

Financial information system data

Management information system data

Northern patient and rural ground transport files
Manitoba immunisation monitoring program files
Physician data file

Medical nonstatistical file

Pharmacare

Drug program information network file

Institute of
Clinical
Evaluative
Sciences

Hospital

Ambulatory Care

Mental Health

Emergency

Long term care

Chronic care

Physician data

Health insurance medical claims (fee for service)
Registered persons database
Vital statistics

Road safety data
CancerCare

Motor license information

Oxford Record
Linkage System

Birth

Death

Marriages

Still birth

Mortality

NHS hospitals

Hospital episode statistics

Finished consultant episode

National Center for Health Outcomes Development
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Hospital episodes
Psychiatry

Cancer tumor based registry
Death registrations

Scottish Medical - Maternity
Record Linkage - Neonatal
System - Birth

- Still birth
- Outpatient
- Waiting list

- Geriatric long stay admission and discharges

3. G WY u§

SU/AAE AFo| WO Ui PAle cred 2o,

Xtz 2% M(application forms) HEA Xtz 5 23N, ALFAM HE°| B+

= K20 X8 HFHUX(minimum rights model) g : Ao Xl Xt
QS FEOI NIFOIH YITA| JHQIQ AEXE A

= Q0 Ay

- SY/AAE X727t YoH AR +WEH > US B2

- Xtg7t oL &oAlE oIS M| A W

~ Aol YO YUY SHY Wt HF

— orY, HILQX| SO| QXIEIO[oF of YIS MWHHL AHEoF oy, ojy
HUQX|| FOBIOiof & FHRE XEE AHOHS
oy HaASHs ARY, AR 50| YL,

'E 40 MH,

= T

oS XtZ ARgO| TfSr L THEEO| J|M Zo| SOl thyel FQ BEZ
ALgo| JHSOPX|EH, ATH|L R[N O|OFNRL W FQ HIGES HTOH UCKE
3-8).
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I

2

¥ 3-8. 7|E XI2AIE HIE

—

7|2

HIE

British Columbia Linked Health
Database

$ 550CA a day + $ 150CA administration fee. $
1000 extra if changes are made

Calgary Health Region Authority

$ 75CA an hour, approx $ 3000CA per extract

Manitoba Centre for Health Policy

$ 85CA an hour, $ 25,000CA to place own
programmer in house, support for complex
analysis $5000CA

Institute of Clinical Evaluative
Sciences

Internal costing

Oxford Record Linkage System

Allocated to project grant

Scottish Medical Record Linkage
System

Internal to National Health System

af, AT

OlF F|OIN Ao XIRSS AHOH: WHS O ZO| SHH NuYLE o/
O[] UUOfOLo] EfIO| HORS W Jolo] AMO| BIMSOIEE YT HOICE, | dro
tigh Fousle oheyt 2,

- SAHY Nuyw

- HUAMFR(FUHS 5)

- HY NwYEY vt

- ZYENQ Yo 94 @

- SEE XIY ZAAP| U2 GBI W0l o9 A

- AUy XSO HANEYE S IHXD YOIoF #

- Ofel XEE YN XIF

3.2.2. Mz XtgHH YU

Huzo| XA

Western Australia,

Yot 199549 MIF
DoH)el FEZ MuZF

4 "3 (Department of Health,

FaY8(University of Western
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Australia, UWA)OIAM A3 4 252 WD, HYYSH(Curtin University of

Technology, CUT)°IM Hzogo| Oist J|&X|¢
(Telethon Institute for Child Health Research)k %
OF AU FRXA, ALZIO MY "X oo BAs UH PHSS H|L{X

M=z XA HAIE =010 290t UG,

t. LYd =

9YOIRn, HIE A74
a

rojoto] JwE|uct. 5

X

/

s

So|, Qajuarer 93 wxte] el Al

AYRE, 22 Y S5 EUR A% XNHFSL UEHOE AL Y. oy Il
o M#XIZ master linkage key® £°I MYl FHE HUOIHN 2% XEE A

WESTERN AUSTRALIAN
DATA LINKAGE SYSTEM
June 2005

Linked Flles
of Health Data for {

Research Projects /

MASTER LINKAGE KEY

3.64 million chains

1-2,837 (av 4.78) ] = ==
records par chain | v—\
- A?)f' Research

Databases

Buss=iton Surveys 1966-67
Road Injury 1987-2001
MONICA Heart Disease 108403
Risk Factor Surveys 107804
Crime Research 1984-95

nancy Cohort 1983-22
Child Health Surveys 1993, 2001-2

O'I!:er State

Domicitiary Mursing
1963-2002
Emergency Centres

1963-98, 2000-03 Twin Registry 1080-08
Ambulance Birth Defects 1980-2002
1890-2003 Intellectual Disability 1960-2002

Censbral Patsy 1956- 2002

Autism 1000-2002
Many Others

a3 3-3. MEF K= AlA” Xz

Alcohol & Drug Services
19742002
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Mol ofYBIx| Rots YHS AW 4 UCHE AYIM ATITHIL M 2ot Gt
SOiTl Ho|ct, SO MYF XNTAAMALY Y 2 SUL A XBSS ¢ 2o 2
oL NPTt ot 22e| W XIBES AU SN RAOto] 20 HajormA,
AtSlE Ol42 BASHE o Uigote] WRY AP XBYUL WSO HFot o, of

g %M MuFe BHARLL HPXZXIQI Population Health Research Networks
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3.2.3. %Y U/ A5 T A

3.2.3.1. IF

7F. Western Australian Data Linkage System (WADLS)

Brook EL et al. (2008)2 19954014 2003W7tX| WALDSY X2 ©gtt
BE HPSS ZARIHD, O o WALDSS 2L FULH X2 AlAgo] 2
A YUMo I FHUY 4+ UL MU +YH F 2587 AT =
X s <13 3-4>9 2,

Cthar Health Issues, Diseases & Condibons GGG 2 1%
Cancer, Cancer Prevenlion & Reated Disorders |GGG 12
Cardovascuar Heath & Deases NG 11
Social & Environmental Heath icsoes [N 1 1+
Mental Health & Keursacienzes [ 5
Liver. Kiarey & Gastro-imestingl Heanh & Diseaces [ &
Inpary | &'
Ropmdyuctiee Heath [ 5%
Infection & immunity | <%
Comonztion [ 4%
Respiatory Diseases [ 2%
Bone_ Joint & Muscle Diseases [N 3%
Endocrire Diseases & Diabetes [ 2%
Human Genelics & Inherded Disarders [l 1%
Optometry [ 0.4%
Missing Cata [o.4%
0 10 | 30
AP

O3 3-4. WALDS FHE A1eig

1 FOIME NHMOZ AWWMT UMl FYES F T JIX ARE MWEM, Mo
HUXIE, YRR, AYXIBE AFHoLo], 1980YA
1999W7IX| HUAZMUAS WS 240,000%9 MUF AFSY FUAY 2XESL

ZAPIGCE oSS FFHA D2IUC| NFs AFPMHAY WY S Heorergon,

il
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MTF HEE O] Hor2 Worgo] 2004W HMAY EHIE 1M AFFEL HXOI| Y
17349 S2{9] ofihS MHYSHALT,

1998 My ol ZF FHESC WY IAJEQ HuXtget APXI=E AAIOA, oLt
A AYH =&EI|IEF(exposure standard)Z EAOIC. ARFED QAEES| 4
oh ojitet A9l REEFZ YW S FUL, ARXNEZ oML EI|IETFY

LAE HQSILE, 20059 1¥ National Occupational Health and Safety
Commission (NOHSC)2 olitoti49 LEMHEFZ 0.2mg/m’M 0.1mg/m’2
HA0IRY.

Helxtger AYXtEE AAIIY, HAXY 41%T0] HHAHE0| O|Fo Xt HIFE
HoEOo=EM, Perth Xg9 JgHY YUY shock advisory HAISI
(defibrillator)& &X|std, ATASOH HMFZ12] ArgHol Tgh W&o OIFoX|A|
£

3.2.3.2. 0|7

Jt. Medicare? Surveillance, Epidemiology and End Results
(SEER)Y A4

SEER-Medicare® ®#X2E L9 He A7S0| UYEHD Yot <1 3-5>8
, W AT A& FIp AAMo|E, 1993WRE 20094 F 4567He AR
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100 - - 500
90 - L 450
0 | - 400
70 | | 350
_'I—_
g 80 S0 o
3 50+ - 250 o
T 40 - 200 T
-F
30 | - 150
20 | - 100
10 - 50
0 - . - : : Lo
19931994 1995 1996 1997 1998 1999 2000 2001 2002 2003 2004 2005 2006 2007 2008 2009
Pl
112 3-5. SEER-Medicare linked database Y=t H1818H°93-"09)
<J¥ 3-6>¢% <8 3-7>2 T FNYE, FYHEHY AFHYZ MEEHEH FX|
2 XEYHO| 34.8%, TULAHAERE FYYUO| 24.6%= PF 2 HF2 XX
ugt.

Audaby BUIIBIOGD[[0Y IIDIYFDIH PAsPG-IUIPIAT [DUCIIDN

Treatment 300 (34.8%)
Qutcomes 184 (21.49%)
Health Disparities 78 (9.1%)
Research Methodology 74 (B.6%5)
Health Care Systems 33 (6.2%)
Economics of Cancer 46 (5.3%6)
Screening 44 (5.1%)
Risk Factors 23 (2.79%)
Survivorship 19 (2.295)
Palliative&End-of-life Care 19 (2.2%4)
Surveillance 14 (1.696)
Prevention 4 (0.5%)
Palicy 3 (0.3%)
o 100 200 300 400
A=

% 3-6. SEER-Medicare linked database F=AH ATt

rel
om
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2oL Qe BIoR XRO TS o

Breast 149 (24 6%)
Colorectal 122 (20.2%)
Frostate ! 95 (15.796)
Lung [N 52 (8.9%)
Urinary Bladder 22 (3.6%6)

Other 20 (2.3%)

Cwvary 18 {3.0%)
FPancreas 16 (2.6%)

Head and MNeck 15 (2.59%)
Esophagus 14 (2.3%)

all [ 12 (2.0%)
Lymphoma _ 12 (2.0%)
Renal [l 12 (20%)
Liver 11 (1.2%)
Gastric 8 (13%)
Cervical II 7 (1.298)
Brain/OMNS 6 (1.0%)
Corpus Uteri : 6 (1.09%)
Leukemia [ 6 (1.0%)

|

=]
o
=]
=
=]
=]

150 200

a2l 3-7. SEER-Medicare linked database ZSYEQH ARsist

Wisnivesky JP et al. (2010)2 SEER-Medicare? HAXI2E ©|80% 1992
HEE 200297 EY$&2 WX 2 1P 1, 27| AMEHYAX 6,065F2 Ui
Bo2 WA X|go| aMtE YIIStOXA; ST, MAQ| 59%77t WAMM X|g& WL,

AR KRS X 2 @XOf Hs w2 AXSO FY HESC 671 H = HE

(o]

$C of
i

Hollenbeck BK et al. (2010)2 E3&olX werxto) H|3{| ZQIetxfo] AIYEO|
=2 Ol87T ZAAUX| it ¥2 XEeE WEAUXE AOIAUH. SEER-Medicare?
AAE X2E ©1§0HAH 1992WREH 2002WNX| XI| PFUYHUX 14,614F (W
14,271%, ZU: 342%)2 ZAPRIYY. XSYH(YTEM, A2y, )= o
2ol KA Xo7F YUUT. Ol A=RYHA UM AUFATHO| YZS HOIE O1HY
ZHE & & US A°G.

Paulson EC et al. (2009)2 Xgyd Z2%Y #XpSo 8o OE HE2Y Xt
O|E YOIH1X, SEER-Medicare? AAE XEE ©|§3AH. 1996dFEH 20034

=
X &S Ao MUK 30,975% L ZUAUKL 8,350%00 Ul $YH FvE

r

of

AFE LUWOIHCE. TIX| o BROM, Oo] WETH WA Lot Yo,
ool WESO| o B UErgTt,
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L}. Department of Veterans Affairs (VA) / Centers for
Medicare and Medicaid Services (CMS) *I=

Hynes DM. et al. (2007)2 Medicare®t VA AFAMUIA X GiEE F4&
HO= "ol &eret, T 7139 XgE AAISIY o2t Us W2 EHIIAASOA HE
e Mg AMujAo XM HG-THE FAMOIUT.

Liu CF et al. (2010)2 20019YE 200449nX| T 7|1He AHAHE XEE °|%
5to] VAS Medicare?| QafiMH|AQ| Xto|§ H|WIIRL, F I 2 ¢
UE UXEQ FQ VAHY Medicared X828 ¢ Ho| W
QAL VAL AZX|SHIAIOf gt Ml HRAYO| HEE A,

Thorpe IM et al. (2010)2 F 7|1#9 AHE XgE °l8§s9 X|HE %W U=
E|gZQ(veterans)lZl HMBEE XY ZAMY 2z QgMU|A X[O|E H|WBFY
Cr. A9 HI3 X[gojl ZA[9] m&XQl X|g2If O|FOX|7] of2{g], YUSZ YL =
Ue A MH[AQ nIpI} RTp= HAPHYRE HAY.

3.2.3.3. WYY

Jf. British Columbia Linked Health Database (BCLHD) Xi&
UBC Centre for Health Services and Policy Research (CHSPR)°A &

1988W Y E UXIX| BCLHD XIS ©|23% # 664712 HRIl $3EYOH HEH
g2 <1d 3-8>9 ZH.
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ZHNUS st B2 X2 A Mg A7

70 - 700
60 - - 600
50 4 - 500

40 - - 400

-4 4R
4 e A

30 | - 300
20

- - 200
- I - 100
p o B H B EH BB BB EEEESEBEBSN -0

10

D D DD P F DN PSP D P FD LD DO
%%QCQQO)QQCDO)QCDQQQQQQQQQQ
W RPN FP I T E P PP

HE

112 3-8. British columbia linked health database 9I=t HTSHEK'88 ~ '09)

Kling RN et al. (2010)2 9AAIE Xfg F Canadian Community Health
Survey (CCHS)9 XtgE ©|8%t% 200095 E 2001WNX| 1274 Fo 4L oL,
154191 64XMI2] 69,5842 EASEY XA/l +HYOH HwgS Ho|axt of
. 94 25 XAdter sHyge

8

L B
do
(]
&
re
re
o?.'.
filo
HT
TB
_E
4

g

o
o

I gwo

rir
ox

el == GOl vSH 980l =2 Ne=2
Meddings DR et al. (1999)2 A" Xg& ©|851% 198591 198949
British Columbia®lX 50~ 5942 WU¥X|H+&S L2 eXiel WU |HS&S
WX 42 VXSO AMYES HWOAUY. 19859 AT EMQ hazard ratios G4
2 3.2, 982 3.3°1%2H, 1989 IJEME H|X9t HME LERYC,
Humphries KH et al. (1998)2 9AAHE Xfg F National Population
Health Survey (NPHS) Xt2& ©|80t, UM Aol TE AP =24% &
HE U, UM AF Ed% Ml U SIdFM ZHETHD FEOTH,

=
=
o

L}. Calgary Health Region Authority XI&

Chen G et al. (2010)2 Calgary X["oAx 20004°A 2006'H7X| OfA[ofet
LT HEMT &UXIE 2 HAUE, HESY XO|E AAGIAUH. XEx|g MU|AE
o

=
=2
We FQ, MUUSW MERO Aol YU, MUXZMUIAS WX| e FQL of
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AlotQIoM FHLTIISHE GoI5tH RS MESZ HAUM.

Grondin RT et al. (2007)2 Calgary X¥°olA 1991HEE 2004dnX| =2
O|EY HN|&2 W2 AXEY TYXN RIIZZAE FOH UAF EH&d 0N HN&
= HuoIRAC. F 34% F 25%°l HAZF EHE, 9%°l OMl BH&2 A%ordd, W
A BHaS W2 25% 5 24%0| AWENIL £, UM HYs2 9F HF HMH
M2 EAt. YA S %

=
g HED, YHFE QUM WY

=
ZHE0| UM A&l H|gl =&AL g5|20] g o ©xE

Ct. Manitoba Centre for Health Policy XI=

Martens PJ. et al. (2002)2 Manitobay? Population Health Research
Data Repository ©|-85% 1M[9A 19M|7IX[2] Ofo|F9 AflQl QU MMEL At
D& HFXG 29| HAHE AASIUCE. QEH[OI| 2o At &o| P UM, =
Manitoba®l Atd&°| 7P = YEGT. EOH AfDSY U9 s T UAHE
HA.

Martens PJ. et al. (2009)2 99 X2E ©|&%9 FUREF &XYU oyt 1
T B2 o XFFEY AT H[EQ XO|F HMEUTt, 20029 1
Manitoba®l 1ot 18M°IM 69MI2] RE PSS ZAOIRL, ZAME
BF2 71 ool X 2 AYS0l vt X33 2Y dAE o M YY32 EXY

T a
ol UGS 2 HXIS HUHHE ¢ =2 LOOF Tt FROIA.

°|
3.2.3.4. 9=

Jt. Scottish Medical Record Linkage System (SMRLS) *I&

Capewell S et al. (1997)2 &% HIBM ¥ 30Y MZEE&3 ZorE2] &
SMRLSE ©|$3t°%] 1988WEH 1991UX| g4 dI23M2 MUY 22 40,371%9Y
UXE EAPIAC. S5 HIBM T 30Y MESZ 77%%R20, 9 X FA% X|
X QQlo] EXjeZ YIS,

McMillan A et al. (1994)2 AIEUE /49 QT HAO WHES AP ¢

o9 SMRLSE ©[$3t% 1982ESE 199147X| QL%
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TANLS SISt BB KRS AR AT

ZAIOFRTE. Yool e @ EEAo WPEC|l TR, 22 AZHAME M2l o

2t wego| TAV $IME HEC
L. Oxford Record Linkage Group *&

Oxford record linkage Group2 47l 9 2YstE HHIF, &4 - MY X2}
HAetE[o] QUOW, o9t XtgE O|g¢t FIIRF WHAAIL O|FOX|A UY. <IH
3-9>& kY A UEUYL U,

Goldacre MJ et al. (2006)2 H&n ofdy F8F(multiple sclerosis, MS)
9 HYUE FIIYQ APWPS HuX Yexigel AYXRE AAGIAL. HEYCZ YU
¢t UXt ZDEQ HAMES UK 2 X ATEQ O FoFo WS HlWeH A

(=]
T, QOI8t Xto|s} Giths 2L XAIOIYLL,

40 - 800

35 1 - 700

30 | - 600

25 - 500 o

s
=
&l

- 400 o

af

T 20 -
&
15 - - 300 4

10 - 200

5 1 - 100

0 -

&
N R A R A TR Y

P F O ODN S OODAND O ON SO S DD D SO oA
O A A SR A I g QR G 4
WA AT T AT TR DDA DAY A D

ORI PP HN PP OIIO S D P
P P P LEPEC KL s S (Pl ML . ) O & & & O &
IR SHCICHCICH IR UCUO

Rt P AP

ez

2l 3-9. Oxford record linkage group ¢e=¥ HALRSHEHG1-"06)

Mason A et al. (2006)2 ¥ BARA&HWE U TUANEE MOSI| oy
FHUNGEY AYXEE QASIUH. AYES FAUYA & TS YW HHOIX| ¢
%1, A&X|YE(Case Fatality Rates; CFRs)Zt S2MU 20| Al&HUE 3t X
Mo ME 2 LFEpC

Goldacre MJ et al. (2005)2 s ¥ Ay HEY Ao YL FIMOl i

¢ AFAE S FHA AMYS AAY XNEE O1IAH. 20~ 59M HEF BAreES
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Wo Xt ATEQ YULSS WX YL AVEQ YW HEUYO YUSE U/
2 YULEE A YD MPBIRO| YUTFIH BAO| QICHs T2 HASIULL

MUHOZ, XEO| $Y EE O SNOZ o INM Jfo|S;QOY AF Y7
JF RSl X oL, JHANEE Hert X2 IY E& IN| S5O Bo UE
U XHO| OF(AFEY YT L MUl Y @), SUCHATICIEY XAt Xt

QFOl o HAYEXIM)OIM MY Y SPHD YT XAE AHQ Ygo| EyW
£ 20074 WEEY 0F FDA JHYHOl Yo, FF X WA X}IUS A
2N JoFEQ| W U QFHAO| TS LISNHE OROtDX; 2PHD UL,

do
02 oE HI oE o¥
|0 mu Ho

Hu

1z

Hr

3.2.4.1. @Y7

20084 I LEE WYIMAGME Xte T E= A AT UEol HE BAEH
of AXE ¥L2Y, X' o3 AFAMY FA FSOI WOt oS 2o AFStL UG
A2 It XrY o2 EUSE Fe, XUE +H, 24, B X MAHE SOl o
FAS wopor vty o, FA FS°| 27s(impossible)di Y HUHOE oL P

(impractical), £= $2°F A7 HFHYS X0 MHYAH Ie’80l UAs B

e Ho

oMUY £ SO FAB BHWS 4 Aot
3.2.4.2. 0|2

IF. E2jo|H A (Privacy Act)

0= AYRFII BRorD U 8202 HAYEHELE H3f 19749 HXE X
HH
[=]

AYHO BN, JHAIYE 4T, BH SO U0 AHFOYO| HAYLES SLOY| Moo}
L 2 WXBAR ot x|t

L. AZEY ¥ % Molo] &Yt ¥ (Health Insurance Portability
and Accountability Act, HIPAA)7)
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THNES flet Bz XA MEAlEl a7

O|g 7o Tt QAP HETHOZA ZSHH AYE|1d AT, HIPAAROIME ‘BT
e HAEXYH (Protected Health Information, PHI)'? JHE2 HMXHHHE T
oto] MAE|AHY, MXOfHo] HUE|HY, & §E HAMZ FOq ML HEEHE [QUL

W HASBYHE YOOIUCH MHUAES ¥ 2 gl YHB WgOLs 4ol oot
o

M
a
s

et

™
It G BEE 01801 JHAUS MEy Us Yol 9 Moy wWoorn, 1 o
of thet wHL EMAMNE FMUet F AYISIATt D WOotTt, o Hof| 2J5tH o
ofEl FHE IHAUME HPPH(individually identifiable health information)&
UFOHX| oY, AT B2 OE YYo= Yot FHE OA JHUS MEY > U=
BEZ UsS 5+ UEE, Yo J§ MEHSUHS FIHotE 39 A2 ot A, IHQ
o|Y Jt%, 1&F T HHEHQYU MEXE MY XNz E Nt Ho[HM(Limited Data
Set)’©|2} OI0{, JNQAUMEXIF Q= BATTYHO| A(city), F(state), THT F9
X9 EIL FIE|d YUY, E{Y, AMYY T LAPEN FIrH F¢ M HolH
MozM Y, 3FHAU E= HAYSUTY SHZ Ao Uit FY Aol LXe 2

i

Aol BEE M+

A
e

od rfl

4

st
i

Ct. FDA 7°#¥i(Food and Drug Amendments Act of 2007, FDAAA)

20079 ZRE FDA 1%8#Y Section 905(a)%lMe &
oM A XpEHUS ME AASI EMUYOZMN FFE AW ¥ Ot
T8 HASEL Ak oo 2y, 2008|RE ‘Sentinel initiative'E 9%t ULH,
2010 797X 29 S5HUY, 2012 7¥NX] 102%e Xigo %t Xtg XS
SHE O0] AAR AXZ TSt QULt.8) MXtAPXE (electronic health data)&
O|3otE| HIPAAYl 7|3t IHAMHAZTYE (individually identifiable health
information)?l =&&X| ¥=E o4, o] FEUXZ AU Ut XI2{C2 Medicare &
2™ 22 A HPUH MXXiE(federal health-related electronic data),

Heyxtge Z2 UGHRE UPHH MXXtg(private sector health-related

r2

o
MY Wk 4 9

7) 45CFR Part 160, 162, 164
8) U.S. Food and Drug Administration. The Sentinel Initiative: National Strategy for Monitoring
Medical Product Safety. 2008
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3.2.4.3. Y (EV)

Ik JHAYIOIE Y X2 Xtg2E {FO AL JHAFHX|H9)

HAHEV)Y |E2¥(European Parliament)?t |&EOIA[E(European Council)e
LUFHQL JNQIFEA GO WY LR Y= FUQ J|2UY XFE HIot JfAYE
XE|et APt To|HA /S HOOIHM EU 3717F JQUPEY XIg2E 352 FUY
7] #5191, 19959 10¥ 24 “JHALOIE 2 Xt X2 JFO et JHAUPEX|
H(Directive 95/46/EC of the European Parliament and of the Council
of 24 October 1995 on the protection of individuals with regard to
the processing of personal data and on the free movement of such
data)’'2 MESIAL. oo T2t EUIIY=RSZ oo &t IHHS PHIE TASIAEE,
OIEEOp7l 1996 12¥ 31¢Y ‘JHAUHICIE S K=o et QU R TE FH Huo
st WE'S HYer A2 HIROIY 20019 S5 =L AYHOHEHTH PG,
20049 8¥ 7%¥ole ZFAOM JHAFEYS INFUHIIUT.10) WEpN, 2ol HE
EU 2I%¥=01M © XPdo| D= JHQIFE [UrZ o= ¢F HOHXNI Ju|=| ALt
19959 EUX[HOIME EUZIY=2E ot g 399 MEIRFE FOf EUXIHA TE
= = ClIEg8or, A3A (=2
EUXIY MOl ZHACOIEETHS IHXd UX| FUS) X F=(1998Y #H
), 299, ZESZ FoIULH, U2 20014 5 MHo| PHEEHNULY, TIFAE
20044 I YUHSIAUCT.
20029 7¥, |8 29 U AHUYY Directive 2002/58/ECOIM= HX Fi<
0O HlolE XM U JHQl FE HY HAYU(EU E-ZHQ BE HI FY)Z MHSIAH.

3.2.4.4. IF

3t @Y Tapojuj|y11)

9) StEMAR. 22| JHeIMEESHA 24 2 AJAFE. 2004

10) sl 7HQIEEES EHn MEo| 1E(1) - TRtE, TEA
(http://www.boannews.com/know_how/view.asp?page=16&gpage=11&idx=1880&numm=1552&se
arch=title&find=&kind=03&order=marks) E2t=A. 2008.02.01

11) St=2TAA, 22| JIRIHEESHA 2AM 2 AIAE. 2004
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TNLS 2ot 222

[
Rl
HU
)
S
2
n
-
ot
2
ot

1988 TF A4 LO|HA|¥(Privacy Act 1988)2 ‘JHQIQ ILZfo|t{A] HFOf|
oot A4S FH, wHE IHZ Y WE(An Act to make provision to
protect the privacy of individuals, and for related purposes)’@|2tl X5
2 E%UCH, 'HIo|HA| BHIop JHQIPHY IIRF {30 et OECD Ziol&=el
(OECD Guidelines on the Protection of Privacy and Transborder Flows
of Personal Data)d ‘AMUMFPXH M U3t INAY(International
Covenant on Civil and Political Rights)’?] o3 Y£2 42 % Algistu JAgn
YEt ol% 1990 IZfo|HAIH JFM(Privacy Amendment Act 1990),
200049 IDO|HA|RYH(UAFH)(The Privacy Amendment (Private
Sector) Act 2000)°| M= AL,

3.2.4.5. ¥&

It AP E H T H (Personal information protection act, PIPA)12)

2003 5% 23Y gL
1 o8, IR0 S
YEo| HYo| WY WE SE 20054 49
ct

o2 F Mg X2 U

fo
oE
)
ol
E
#a
okl
H
ful
g2
H
N
o
o
a1
ri
N
e
[
ne
4
1
>
o2

|o
Hu
gjo
ic]
my
2
>
>
n

o
=

Ey BEYE ARER A, skl AR, Yol xR, xS XR)et #EE olste|
FH7t olstel 2SS #I5tH JHAUFEE FSchks dR0l= HMAYEFGE AMEXAL 2Rt A
SEIX| =t

O Bz - BEES

Q@ stEdr-HA - SteEs
@ ZuHA - BuEs
® FRHA - XS

12) U=Eo| JHQIFMEESH U=E0o| AAAl 2005, issue 08, vol 407

(http://www.japanem.or.kr/japannews/2005/08/new_08_4_1.html)
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3.3. 44 2L

3.3.1. A0 x UMY S

<H 3-9>°M ARG S HHEH 9X(74.9%)7t EXH(25.1%) 0 @A
AJUHZ= 30H1(48.5%)7t 7P TUH. HMTEEE= A8H(28.7%)°l 7P WUD G3°
HA%(27.5%) =CIUH. 2RI Ut (31.7%)7F P8 WU, 2R LXHX|=
M2(69.5%)°1 7 TWUAT. ®X M2 ARU(32.3%)° P UL o301 ¢
AMA(27.5%) &°IAH. 272122 39 01U(31.1%)°] 7P B¢, H3° 5-104

0]2h(30.5%)=CI U,

B 3-9. AP AR} g

= = SEA &= (%)
7 167(100.0)
- LIX} 42(25.1)
A oIt 125(74.9)
2otk 44(26.3)
o124 20CH 32(19.2)
E?_'Ié—!' 46(27.5)
ofat 34(20.4)
- o5 48(28.7)
2 7155t 20(12.0)
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