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<0o] 282 frAd 03—|9i HA%R Hoks A&Hsl¥ o Right living', 'Right
care', 'Right provider', 'Right value', 'Right innovation'?] AZ& &4 v|= 9=
H] 21&2 997 30009 2ElA 45009 8717 @& 4= S Ao Ayt

1o

Exhibit 4: Applying early successes at scale could reduce US healthcare costs
by $300 billion to $450 billion.

Value at stake

Value Key drivers of value

Right | * Targeted disease prevention

"5‘, living R * Data-enabled adherence programs
|
ﬁ' nght B0-110 * Alignment around proven pathways
- = Coordinated care across providers
I

!‘ Right | sg.7g " Shifting volume to right care setting

t, provider » Reducing ER'Vreadmit rates
. Right s0.100 -_ * Payment innovation and alignment
; value | * Provider-performance ransparency

.u Right = Accelerating discovery in R&D
"--.J innovation 40-70088 . Improving trial operations
|
300450

» n Cibates Asisation, Amarican Hosml Adsaciales, HashPartners Fizsaanen Fousdatisn] Wekinudy Gk insttus; Mgl
Exstwdn of Econimis Rasareh; LG Consus Bl

I3 1. =E0fE &30| o|zH| X=0| OIXl= &gt

1) The 'big data' revolution in healthcare. McKinsey&Company. 2013.
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20125 "R oE A HA9E HolHEE 4, A%, A, 45 flt 59 &
Zl(Health & Social Care Information Center, HSCIC)& A#slgion g=9] Ut
o= A9 /IME 9 SRHEE HSCIC A3 RS ZH=rth HSCICE ¥xte]
ERY A quPEE A, £4, 7Hgcte] A3A 2 dRIA Alg 2 st
A = o] i AHY AT Yu-EA AH|AY FX, =9 A7 FX 5 394 54
o= &= AR ARt

W7 E Ao] FE olF= HHY A Wt EAANES FHOE FH 5 EH
£ AP Hol A 2 9ES k= ONC(Office of the National
Coordinator)g EAF Alsto] AXJsttt. ONCe HlolE9] Ae84E =ol7] H
o AEASY R EES 52 59 =71 dHold o4& @S ST B vl=
< 7Y AR} FIARY 1Y AAREE FESto] TRt EoolA
8-S Twolal 9lom 1 th#E A9l A7t SEER (Surveillance, Epidemiology, and
End Results) - Medicare At&o|t}. ml= =4 UALH(National Cancer Institute,
NCDZ HIZHHASERY It 4 AmE 558 T 654 o4 wold gt =7t
AZEYE z2 390 yAo)(Medicare)?] H7At=}F AAIGHe] theFst & Hof A+
of &&sta lom Aok /i 9 ¥ Fopo] A yo] IAE AlFStL QU
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A= glon 7@ Y AARIE TYEC] 92%l Hol= 5 AlA i £
o] HAolg HHolHE HEfola Slth §9] AR AFEIALAEMES =
WARAER, 2959 B+ 2 AFUHY, A A=l er|d ¥ JE 5 oS
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g, TASAA9AS Y Y AR, A9 59 3EEA B FEG 4 5

E
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1) NHS Digital

NHS Digital(+= Health and Social Care Information Centre, HSCIC)Z =7}&
A A, B4 2 3L IT AMA AlS-S Jderd, 454 golgE ftt =71
glolg #H-ATAe] IS skl 9tk NHS Digital> HYA=EEA (Hospital

Episode Statistics, HES) Elo|E|E& K85} ¢lon, o] NHSO| A&E:= HY9 H|
& AHo] 7]uk& £t NHS Digital& 1007 o]} thagt HlolgAle 3 2 #e]

st o] HolHE2 JollA XE A oArax, Qg Aot A e Akl A
gtol Wi 8% 9L st Utk ES B YEAAY Huto] A oy &
et A=F H HAE FYstal olF AlFstr] s +E Age sHst, A
AA, A Y 7N, SAIA Hlole ARE WS eS| Algsty] Hs) =gstal 9l
t}. 2016~20174¥ &9t Data Access Request ServiceS 384 1,0007§2] doJg Al
2 Agota, 18F A oY dHoly wdE QPAsHAl AF3EE 2017d0] NHS
Digital> Hlo|BE &8&3f 292719 =7} SANHES SAACE A&sylon, AlF
ol= HolHE AR =% 2F 1,200707F &= ichd

NHS Digital®] A=5AA 43 ¥ o3t 2ot NHS Digital> A A8 K.
Ao R SAY HIS 7 WA7IFE, AT F Q= A 3AHTTP) I &

d

ofl

4) NHS Digital Homepage [Internet]. https://digital.nhs.uk/



sto] dlolg AAE 433ttt CPRD(Clinical Practice Research Datalink) YA} 9
& S HlolHE HES®F &2 23 Amy e E HolgAlo] AASH] fsiA,
CPRDE mid HAAFF=HY Section 2519 4] 5L Wopof gt w7k A H|
AHE(NHS Act) 20069 Section 2512 HAX A Secretary of State for Health)
o] EA% 9= EHoE HBEHAY 7IIRAYRY deE & F e Aot
'Section 251 AJY¥ 2 5’2 o] A wE A st FojA= Sole YHgith
NHS®| EAATLTG=(HRA)= 20134 4¥€0) 7|WARETF(Confidentiality Advisory
Group, CAG)& A5, Section 251°] tist Y-S ZHA =HAct5

The 2017 GUidance for Information about Linking Datasets (GUILD)°l= <
A WEE 9 AAE Holy E4o] Hisf Hloly AA AH|A AlFPAY HolE o84t
£ 93t At /\}O‘FEO] [oFg]o] Qo) GUILD Aot ¥ A HIuX|of| wa} of
=9 ¥4 7|31 NHS Digital®t CPRD7} AMgol= &4t dlofe] A WL o
dguSy))

5) NHS Health Research Authority [Internet].

http://www.hra.nhs.uk/about-the-hra/our-committees/section-251/what-is-section-251/

6) Gilbert R, Lafferty R, Hagger-Johnson G, Harron K, Zhang LC, Smith P, Dibben C, Goldstein
H. GUILD: guidance for information about linking data sets. ] Public Health. 2018
Mar;40(1):191-8.

7) Padmanabhan S, Carty L, Cameron E, Ghosh RE, Williams R, Strongman H. approach to
record linkage of primary care data from Clinical Practice Research Datalink to other
health-related patient data: overview and implications. Eur J Epidemiol. 2019 Jan;34(1):91-9.



Identifiable data
De-identified data

Primary care External data
GP SYSTEM custodian

NHS Number NHS Number
pos pos
Postcode Postcode
Gender Gender

System patient ID LINK ID
System practice ID EXTERNAL DATA

o

System patient ID TRUSTED 3RD PARTY: LINK 1D

System practice ID NHS DIGITAL EXTERNAL DATA

PRIMARY CARE DATA

System patient ID
System practice ID
LINK ID
EXTERNAL DATA

CPRD ID CPRD ID

PRIMARY LINK ID
CARE DATA EXTERNAL DATA

i CPRD

O3 4. 2Rt Oz C0E H ¢A HOIH &5

U2t o= HolHE 2 HolH AA AlA" FuARE $3] CPRDO B7|14ox A
ot olF, gy, FHRE 9 NHS HSE Zost 71l Ald8As AlA" 334}
5ol AmolA AA=I, CPRDE HolEHE A&ty Ao 7Hgske AA® g4t
AITL AH2system patient and practice identifiers)® tHAIECE dlojg A~
Folsh712 S 7| A, 7haste BAEAe oA 7iQl AR (NHS ¥Z,
4, Addd 2 4 H9)7 AA" FFAAE E3 NHS Digital2 A&
NHS Digital> A& A=o)4 NHS ¥, ¥ 2 SHHSO §843 Uede

x& e

$18 B2 38 A0S G, I 43S AT 295l Ais
Sk o dolet ol dolest Wit A4l 4B §A% IBE HAS A
sk

o7 o= dlole & Jgk BA Holeo] Ao, A2d T olHAol 2
= @] BAEAel iRl APEAHNHS WS, A, AU @ $H WH)E NHS



Digital® A&t o]k o= HlolEy 7]et B4 Hlo|§E CPRDEF SAE Al, NHS
Digital2 A2 QA7 A&TH 4A/EAE CPRD ©lolg9] Aldxte} wjAste] AAH
A ettt AAE ool dAF 9= HolEQl CPRDE 25 toler A
o} AMg 7hedt HIAEA} EitE AA £ w]AEstE HolEs & 7] EAY A

£ 5o ASE & ok A WA=, BAESE AAE AA HlolE7k NHS Digitalol
A CPRDZ A AFE + St + HAR, dAd Holg Hgstel NHS Digital
ol CPRDE AlTE & 3doH, A+A 840 wet 7 AA" FFA=RE A4
849 ID E= S IS EO tigt Holewt AlFE 4 U

NHS Digital T}t dlolg AAMHES ARESIh8) HESSF Mental Health and
Community Datasets (MCDS) o= Hlole] W &S Aldsty] s A A2l
(patient index)& AMESITE AEH AMEARE ARESto] 791 2AF 7]E9] HAESH
ID (4. HESID ®= MHID)E widAZIch widde oA 2484 daes
(stepwise deterministic algorithm) E+= ‘slab logic'& ARE3H}E. NHS Digital2 7H
HAQl HolBAlE AR AAT 4= lom, HolE9 AEAt &4 E ALt wjAo] d
7S 1Esto], Adsittal wekE Al AREA WS AT & ok diFE
o[EAl A Al EF LAPE(standard algorithm)o] AREEITE

A TGN AREEE AR FaEE BAEE Aot FUiska

* Methodology for creation of the HES Patient ID (HESID)?,: HES ID A
g0l HES ID B4 ¢xeE 71«

* The MCDS Person Index: A Methodological Reviewl0,: MCDS Ho]EJAlofA]
of gt Wiy FaEE Ve

* THES Accident & Emergency (A&E) to Admitted Patient Care (APC)
Linkage Methodology!D,: HES®} APC AAAHH

8) NHS Digital. Delivering linked datasets to support health and care delivery and research (v1.0.
April 2018) [Internet].
https://digital.nhs.uk/services/data-access-request-service-dars/linked-datasets-supporting-health

-and-care-delivery-and-researchh-and-care-delivery-and-research
9) Methodology for creation of the HES Patient ID (HESID) [Internet].

https://webarchive.nationalarchives.gov.uk/20180328130852tf_/http://content.digital.nhs.uk/medi
a/1370/HES-Hospital-Episode-Statistics-Replacement-of-the-HES-patient-ID/pdf/HESID_Methodol

ogy.pdf/
10) The MCDS Person Index: A Methodological Review. [Internet].

https://digital.nhs.uk/binaries/content/assets/website-assets/services/dars/meds-personindex. pdf



A A L Gl @A HolEE AZI] 8 charet sl 2445
W, 7V QuEoR: AR R34 87 AR B dolel B4 u 8y Uk
ueh 249 4 9k

HES MHSDS

When a cohort is used as the ‘master list' for a
linkage, then the required scope of the output
data can define the method used for linkage.
Commeonly, customers may require (and legal
permissions may constrain) the output to any
combination of the three components of the

linked data.
Cohort
Linkage master file
HES Study ID | MHSDS Left: A ‘linkage master file’ can
Match Match be provided to indicate which
H MH:
— Rank Rank — study member linked to which
Study,te SHRHC D dataset, and the quality of the
match.
HES data MHSDS data

Right: Alternatively, each is
provided with the common
pseudo 1D provided with the
cohort (‘Study_ID’"). This allows
users to link the data directly.

73 5. NHS Digital ClIO[EfAI A 2(1)

11) HES Accident & Fmergency (A&F) to Admitted Patient Care (APC) Linkage Methodology [Internet].
http://www.macs.hw.ac.uk/~yjc32/project/ref-health%20hospital%20data/AE_to_APC_Linkage_ M
ethodology1.pdf
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Hl21Eokd b JE7F Zobd s oMo IE wAZ AEdol, NHS Digital
glog Al QAR o] WHe ATE ITE mdo] A WA golgAl 2 F wWA o
o[ Alo] A wt 754 Hlo[EAle] g2k 4 T

HES MHSDS

Either dataset can provide the
‘master list’ of patients. The
indexes are linked and data for
any combination of data for
components 1, 2 or 3 can be
provided, depending on customer
requirements and legal
permissions.

HES data Bridge file MHSDS data

HES_ID MH_ID Left: Data can be provided
using a ‘bridge file', where
each dataset retains their
native pseudo id, and a third
table is provided to create
the link.

HES data MHSDS data
Right: Alternatively, each
dagI:sat pseudo ID can be HES ID MH_ID MH_ID HES_ID
added to the dataset files to
enable linkage. This can be
a better method where more
than two datasets are being

linked.

A 'match rank’ can be added to the bridge or data files to indicate the quality of the
match (which step of the algorithm the match was made on).

T8 6. NHS Digital H[O[E{Al A HitH(2)
25 HAEsE B9 A4 BAE AU AR O dHolgae AfHoR o

A, o AATHAAE T Holesl AR B2 F Holedl B o & % HojeiA]
7\ze] BEdolEt BE Az 4 Uk

11



2) Clinical Practice Research Datalink (CPRD)

F=9] A Aol E P A(Clinical Practice Research Datalink, CPRD)= A
T Ee S S50 9 AFATE Aotk HAAREATH(Real-world research)
B AMv|Ao|tt. CPRDE HE7Z A EAE(Department of Health and Social
Care) Ak} 7|#og = NHS Z7FEAATLA(National Institute for Health
Research, NIHR)®} °JFHAAEFA7]7-Medicines and Healthcare products
Regulatory Agency, MHRA)7} 3522 AAS AQdtt. I= % O—E‘, Az}t 97 YE
a2 HE S vAESE R HJHQl Uat oF HolHe Uy TS st
+ 27 dolgAlolH, 71et =9 theFet B w HlolH %} ?ﬂ ] 4 k. o]
Hol= @4 55% 84 1,300% ¥ A5 &tolﬁ}oﬂ F 4,2009 o] A HEE
HEFRI}12)

st Ak om At HolE = oA i, Z|E B, A9 7]¥k Hlo|EAlo] /HE
Aoz AAE 4 Stk @A dA 7hset wlolHAlE ol ZT13)

* Hospital Episode Statistics (HES) Admitted Patient Care (HES APC) data
* HES Outpatient (HES OP) data
* HES Accident and Emergency (HES A&E) data
* HES Diagnostic Imaging Dataset (HES DID)
* HES Patient Reported Outcomes Measures (PROMs) data
* Death registration data from the Office for National Statistics (ONS)
* Cancer data from Public Health England (PHE):
- Cancer Registration
- Systemic Anti-Cancer Therapy (SACT) Dataset
National Radiotherapy Dataset (RTDS)
- Cancer Patient Experience Survey (CPES)

Quality of Life of Cancer Survivors in England: Pilot Survey (QOLP)

Quality of Life of Colorectal Cancer Survivors in England: Patient
Reported Outcome Measures Survey (QOLC)
* Mental Health Dataset (MHDS)

12) CPRD Homepage [Internet]. https://www.cprd.com
13) CPRD Homepage (linked data) [Internet]. https://cprd.com/linked-data
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* Small area level data:

Index of Multiple Deprivation (IMD)

Townsend Deprivation Index

Carstairs Index

Patient postcode linked deprivation measures

- Practice postcode linked deprivation measures

Rural-Urban Classification

12t A& Hol8E 22 gy 7|gt g B4 dojgAly AAsts AL HolHE
B AT 5 e Y= A9 =2 IA HWeEth CPRDY HolH A= ot
22 dAof osiA o] Fofxict
@ CPRDE 35EAAT 5Ho= gsld 94 toeE Algstz A s Hd
BAAFGY Section 251 A 5% Hroof it
@ tHlolg A SAAEYEE FHFoR AT ks 7 g2 WA
<1 NHS Digitalol] &Jsf o]Foj%Itt.
(TTP) 9] 9 F3y3icth
® AAE Al LRt7h 3% SAAEYE(NHS We, Addy, $HHs, 44)
o} T2 dloleAle] A HE7F NHS Digital2 EWzIch.
@ NHS DigitalZ & HoJEAA SAAEGEE HjAslo], LAREYEE x3ts}
A 2 A5t AA7](encrypted linker key)E ARESIT.
® NHS Digital> CPRD7} B4 Ho[HAlE AAT 5 U=E AS3H AA7E
CPRDO] X},
® CPRD¥ 4]yt NHS Digital 2HE Ao S dg B ¥ okt
@ FBEAAT FHoE AA Holgo HIotaAt sk AtAte 594 AN
9¥3](Independent Scientific Advisory Committee, ISAC)S] 491 Hrofof
et
ISACY] Qlo whh ARt A gats Ho|HAle R A|lgsr| o|&d| F7H82
2 skttt

B\
Z,
T
w
=
9

B
i)
2
i
ek
>
%9,
rr
2,
W
Y
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Patient ID = Patient 1D JERWESSH a Section 251 approval

Patient
identifiers

Other health
data

De-identified
Other Dala (DOD)

() Research Ethics
M Committee approval

Independent Scientific

NHS Information Advisory Committee

Governance Toolkit
Contractual compliance
with CPRD

Public health researcher

3 7. CPRD GIOH HA HX}
(EX: CPRD EH|0|X| https://www.cprd.com/safequarding—patient—data)

3) Administrative Data Research Network (ADRN)

F=9] PAdo|EAFUEYZ(Administrative Data Research Network, ADRN)
= A, A GFARECIAl e @00, AAE B4 EolEd] itk AL
AE37] f1gt YIEY Aot o]F F3f ARglo] Higt A4 2 o]siE ST, HHE
ARoA =S FA gk ADRNS 20129 EHE Aol &Rt
(Administrative Data Taskforce, ADT)S] R4 wet HHE Q14 o] HiA=
I35 BAS AWt 3S20E ARIE TR & Qe BE A A=Y 9
T A7) fs d= AQoM Aol FAHelE7 Bt avaos ANgE Bavt
ATk AHsh, ARAAE AE Al vlolE AMS dshe AAEe] LT &
S ©Ue AH(point of access) 9T T HIEYAE T FR40] & AlStst
k.

ADRN®] MIEQIZE 92 o 7 ATl e £ 4ol WgHolHATAE

14) Economic and Social Research Council. Administrative Data Taskforce (ADT) [Internet].
http://www.esrc.ac.uk/research/our-research/administrative-data-research-network/administrati
ve-data-taskforce-adt/
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(Administrative Data Research Centres, ADRC), HEHZS 24 9&E HYol=
P do]g A B A(Administrative Data Service, ADS), 181 % 5573
/4=l Utk ADRNO| AMYUA fx= ZHEolA], A= TF, £970F &
T/3=o] Qirh. ADRNo| F4HolHE HAstal Sl A& ofyrh. ADRNZ d+4=
Alsto] @S HlolH 9] WS AESHY, dlolH HA7|8y FYE s A=
U= AZAHTTPYE &3l HoleE AASHY, dAAE B4 dolgo] HId &
Hol 3H4S& Al¥3tth. ADRNS 20184 79 3194E ZRAETL npgtE|glon,
ADR UK (Administrative Data Research UK)2F= o]&2& ADRN HE ©o|of
1 QJt} 15
ARRNS| AuA +¥dak= thadt 2ok Pgd0lE 832 @ ABA 24, @
5% 1id, ® dHolg F4 9 dHol" &5, @ &4 A& & 4%74]94 AA AAE AA
of s, PFHIHE 8ot ATAE thadt 22 AF20E WEsfoF itk AF
2742 A7 ZRAEZ © BHJYFH AF FHolojoF k1, @ LIt A5 o]t
HAAA 3ol E2 US3HoF shH, ® A Aol et H= 7;%7] el FA =
J(unit-level) FATCIE7} RS Zs HojFofof gt
A& o2 dole A Al AMIEE B3E 95 thg AXE wEth
1 2A: A AREA Q] FRlo] o|FojX| 1 AFAE S W
AEL HE o8 AF= sl dlold EfrHy 42 HYeith
2 @A HolH Ef7IEHIHE ERT AR FA)Z 74
Z(reference number)& Fosict 1|1 olE UYL 5 AFES
AA A 4 Qe AExE Hajgit)
3-1 @A Holg Ef7|He2 AEAEE 1f IEX/oE fiAeE HolHE ADRC
% Stz Huich
3-2 @A FAOl, AH S AT ¢ Qe AEs 24 gFEY 14 FERWSY
A A=EE = Qs ARAKTTP)OIA Edch 1=y A+ HlolEe =3t
7] o=tk
4 9A:  TTPe I RSO AHPEE ARESte] o] JEEZ w18
I 7R AEAEE AARE & i E 1§ FERWSRRE J@xih
5 @A AQl7|(index key)= AE HE Hlo %
H HRAHEAE HojEt TTP=

39 ok mIo
4y :@

1

r

= T

A

Ho rgl

of
op

]

o

Ol

S}

15) ADR UK Homepage [Internet]. https://www.adruk.org/
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6 @A:  ADRCe M71E RSt Mz BE 7]dso] EUle bold J
ARk 123 ARl7|9F FEHTE AR Fof AFAA AAH
o izt HLe As

e o
|

oI

Data provider 1 Data provider 2

~ I
~
~ |

Identifiers Attributes
+record ID Identifiers Attributes +record ID
+record ID + record ID i
- Y A 4

Merging of
attribute data
T anorymous | | based on
match key* match key

Trusted third party

J% 8. ADRN AEXt & £4 H|0|EQ] &2
(EX: Katie Harron, Introduction to Data Linkage. 2016)

Lt XA 2 M

1) JHoIMERES 2 HE|

898 European Union, EU)OIAE 20184W 5¢¥ 25¥Y, Zdo] Algi=o] & 7|9l
HJHES A (Directive 95/46/BC)& HAstal EU et 7HQ1¥H RS (General
Data Protection Regulation, GDPR)}Z& Al¥5t9tt. EU GDPRZ 7|& 7lo|&=aql o
32 k= A F(Directive)°] oFd Regulation®]g= ¥ 4|02 AAwo] WA &
ge 7HA =Hlen, BE EU JY=olA AH4e=s A8Hr. EU GDPRS 7914
B AA4E, A2 A, AARE o5, vid 59 A gyt 2 712 de 9
315 Boto] 71€ Directive®tt FEFAY AE g -Astetaon, AJAYE A
g =9 7|2, DPO(Data Protection Officer)d A%, 7NQAAEAFHE7} Data
protection by design and by default 59 W& &l AU sttt 16)

16



=9 AIARAY e 7jEAol WEL dolg Ha¥(Data Protection Act
2018, DPA)° &, DPAE EU GDPRE %1# Aol oAt = i BE Ausiet
A0= DPAS W82 EU GDPRY| g3} tjE4olsit.1718)
MAPE 712 A2 ¥3Z 77K & 786k loH, ZRIEE AFste 3¢ v
Y2& BT F4eotofof gt
O HHd-5444- 587449 Y2|(Lawfulness, fairness and transparency): JEFA|
o] MY E= ARst FAotH Tt BHA0R AZEojof jity. FEA4L
MFEE Agsts d#9] P9olA FEFAZF olsfslr] H1 | 4& &
NE HAoE AP PUE YSote A2 Yuieith
@ =4 ARt Y& (Purpose limitation): 744 - A Zo|n| A3t XS 99
MAYRE stolof st s E&3} FstA] b= WAY 571 Azl 38
A gtk ol 3AS SRt V1S HE 53, BeH gAY AT B3 B
A FAS SRt 7 A oY 54 FHshks 2R 2o
AHE A9l F4dHData minimisation): HAFEY] A= sty A
AL, T A FAZ ffote] LAst HZ FHPEofof gt
@ A9 ¥3(Accuracy): MAFE A= FLstoiof sinf, TR A] A H=
FE= FAoE FA[Eolof jitt. wbA A2 Ao H|So] BAERT FHO] &
ZHAQl A B AE BASH Sl B el 2371 FsiAoF S
® B 717 Algte] Y3 (Storage limitation): AJAFEE= A 5254 Qs 74
of gteto] FRFAE AET 4= Sle FHE HfEolof gty JEFAE A
& U= MAEE AP 524 Zagh 9o gioto] HfEofof gt
® FZ243 71449 Y& (Integrity and confidentiality): 7Y E= 243 7|&
Zﬂ.'i]ffq;‘q FAE Foto] He Qe AP, EHA A9 2 99 &94, 1Y
= &0l HEet e 5 AL Hoks HAS: WACE A Eofof it
@ A U Y& (Accountability): AEE= 919 YAZ &5 AYS AH,

ox

2
7
A
o

O

1% Ho

16) Data Protection Act 2018, Information Commissioner’s office (ICO) [internet]. [cited

2019.10.27.). https://ico.org.uk/for-organisations/data-protection-act-2018/
17) Data Protection Act 2018 [Internet]. [cited 2019.10.27.].

http://www.legislation.gov.uk/ukpga/2018/12/contents

18) EU General Data Protection Regulation (GDPR) [Internet]. https://gdpr-info.eu/

19) ZIEE=|(Controller): /AAPE A9 EAT} Fg Aol FAE ulsi, ol 22 2P 7E
9 @507 siAY Ee A3A 35lE T 4 Utk AAYE HIRSto] §Ql, FREA 9 #AAV|H,
7lef @] o] A=} B % Uk



o2 5% 4 lojof Tk,

AHE A2 glste] A8 R A4 MY DAL theat go] BAlska gk

D ARFAZ St oge] B BAL Slstel AR M) Folg AL

@ BuEAZE TS Ak olale 5ol Ei Aok A ARA 230
9% Al

® AESHIA AgHE WA R olFe Sstel Wast e

@ ABFA Ex A3 FUF ol Budh] gkl Nt Bag A9

® 2ol Sstel sl ARo) o)y B AEEA Rl A skl YAt
ol Bag e

® AEEH B A3AY AU o]o] 7 BAL gste] Was AR, PRI
7t ol5Ql 499} o] ARFAY olojwt A E: 447t 1 ol Fag
A9 ALCEEAZL 1 AT 5B slo] At A0l HgE) gke)

Aol 3311

ST A% B2 A5E B, RAdos Wagne Ade At g
AR A2} P AL oLt P
AEZS} TRAAOL TS F9o] ot WERS HeT % 9.
D AuzAe PAH Folg Y= AL
@ 18, A ok} Asng @ Aswsy EE wAd] Be oo ojHe
Sfato] BT A
® AuzAyl 294 EL WE02 £o2 ¥ So] g 490 AuEy Ei o
2 Aolele] ZUt ojole HEdh] Slstel Wast A
@ AA-"oh-E@ BAS A vode] A RExT0] ol A, Yot A
SQ(EL 1 243} Belslel AFH HES SASIE Ao] TRt Helejn,
E5 59 glol= A3ANA B B AL
& ARFA7} GalolA AR Aol Wt An
© 4 7] 44, WAt Ho] Ei wglo] A Aol FEake o Bagt A9

20) Z2A)A(Processor): E"ﬂ*ﬂ: AEEHE giAlste] MAFRE AHlsh= AR, Hel, HERA 9 #
A7 Ve 94 52 guisith. Z2AME FAEEEQ AAof wet AJIPEE AHEeid, o] o AEE

B BEA] 59 Qe ME Al Qs ZeAAE A steioF Ttk
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@ FU T4 sto] E= EUY J9= MES AR ste A2z, 96k &
Hof vlgote] HAT BERA} Qe A9

EUY 2lg= WE Ee 4& RE7I9) Aoke AR, ol sttt 1Y s},
Y90l 947 59 By, 97 Ak, H-AY BA-AR, BN} A1 B4 A
2do] ¥ 9 AulA 29 e 9 Sfstol Wag A

© FAL g A5 B YPorVE BE L oF &g 9 okEoll &L
Szo) dmA B 5 FERA JAIA FAL sl Wad 4¢

© 3o AR /1% BE %@om Askd - A QAT BH, B4 2HE S5t
ABozA 1] wet agt 4

o~

AN
A

2) QI#H(Human Rights Act 1998)

g= 9] J‘?ﬂ © GHAHXKEuropean Convention on Human Rights)& I= ¥
Aol §rget AoZ, 19989 A o]F, 20009 10¥ 2¥FH A=, AEH
5’—5'—7]~‘Jr°ﬂ AEE, oo mzt 7 AAH|A(National Health Service, NHS)2t
HZA9% 7|8 A&H. QY SCHEDULE] 8%+ 715 4 AMES &5
A (Right to respect for private and family life)& g5t 1o, olof wt &

9] 9 AHo| tigt A= Y7t =EHTh E3 8F& HEWA 7Y IRk
HHIstal Y= Ao E A EH, ofd wit SREE A4l A% ]ioﬂ et 7194

A ;QE'JE 7RIt EA%m AEE £, Hfske d=9 FHAHSS oo w2t

2 RS 59 §lol 3/MsiAE o Y, A ARE S Hastojof gttt 8
Z= Ho EPEP a3 A% 82 EY(moral) BT 5 Y ARSlY] HQo] ©hE 3
= Aefstile F571o] o]t AE T 4 glth.2D)

3) Hiolz A HH|

(1) EAA]EAH(Health and Social Care Act)

BAASEAYH 2012(Health and Social Care Act 2012)= 20124¥ 39 AA = o]
20139 44 19 TREUY, = oA Eos AEo] gt =714 HJEAHAS
A&oks 'BA 9 ARREA] JEAE(Health and Social Care Information Centre,

21) Human Rights Act 1998 [Internet]. [cited 2019.10.27.].
http://www.legislation.gov.uk/ukpga/1998/42/contents
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HSCIC)7F A4 =gtk o]% HSCICE 20169 79 NHS Digital® 0|22 w75k
T HSCICE NHS 2= AAE Hen, 23 3 ARIEA] 7|7E& stolg NHS
Digitalo] JEE Algotal 7iQIAEe] ¢t He SANEES Udshy, 473t 245l
o] 7kt AEE IR JEE AT 4 Atk BAARIEAYY] 7MY HE
HoF2 Health and Social Care (National Data Guardian) Act 2018222, ‘=9
BAE2] gold 7t <d(National Data Guardian)'®] ¥= W 2 % AAFA| Ho|
Elo] tigh 34] 7lole 9 vFAA AZATO S P - AFA ol Tt U

82 48k 9k

(2) F7FEAAHAR(NHS Act 2006)

2218 BAo® AMGE:= 7Y BE(E, Y Aol TheRt S AE)E FHAeR
A5tz flsiie g &0l FEFA(E, SHEFH A & 55 g5sAH,
T2 Y5 WA got e HEF 7|Hto] §lojof gt

7 ool Yubgo@ NHSH 20069 Section 251 E34] o]FojAH, ol H
AR AT Secretary of State for Health)o] EX3t g% E2xo7 HEWA 7|4
Aol AoE & 4 Y& Aot NHSY EAATY=(Health Research
Authority, HRA)} EZAARSEAYH 20120 wet 20139 49¥€0] 7|UAAEIE
(Confidentiality Advisory Group, CAG)= ™3, Section 2519 i3t Y-S 2t
Al =QUT}.23) Section 2519 A9 Hol 7Y AHHo| ot d, FE HEAY 54
| 2 XE9] F2 B0l Y FoAZ gt Aolojof sinf, HE FRREE F9
A= Ao| E7FsstAY, vF Hl&o] o] EAU, 7[eZ 2R ofEg Aot 5§
ot S A2 7194 A 1E(CAG)AIA AEST

[©]

et

4) OXEENY

20179 st 9=9 dAE AAM(Digital Economy Act 2017) HAEAIH]
2o gt W2, A Sl Lol SR A, ARY A, A4 32 5 dokn
OAg AA o|4E mdsty Qjct24)

=2 0™

22) Health and Social Care (National Data Guardian) Act 2018 [Internet]. [cited 2019.10.27.].
https://www.wardhadaway.com/updates/health-and-social-care-national-data-guardian-act-201

8-to-enter-into-force/
23) NHS Health Research Authority Homepage [Internet]. [cited 2019.10.27.].

http://www.hra.nhs.uk/about-the-hra/our-committees/section-251/what-is-section-251/
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A5 (part 5) ‘AAAE(Digital Government) A= © U F3AHA AloS
o= HolHE § R&FoE &Eote As HHOE st Qe ol of ¥
o7t BEStAl oot AlRARFEC]l HEE 87t Sle ARelth2d) A5E SHolA=
AT B9 FHE &t gloH, ol WEW FFUIHe] HRdt e A &
o7 tE AFoA ATE & AUt 1 FEZF AIPEY e, ot 22 RS

gHEofof otk A, 1 FE7F EALZ Adsks AS, U= Aol £ AY
o] 3 AKX oA AdE] YLE I3 1 FHBEE EAQIo AYL =Esl=

d

|

A A 32 o2 st ZPstel)o] THOR A5 FES Hejslolol &
o B4, A SIe o HRe] Al Helsh BE Awe SRS AuF 4
Gt SuHel gue A ABHS Hashtn, InF guo qHel A4S YA
] 9% FelHal 24 Hsjor Ak A, AT AL 3BTl o, T 33

71¢o] ofd A% HEIMNE A% Aol Tofet Al ofsf o]FoiAof gttt YA,
AEIL BEe Ae 71X weEh S1E Zolojof dth A, 3E ARt FE
o] Aol Holet AR FS718E X9, JEE AT A, AT o= 1 AFH
£ o]&ot= AFZ 7120 wEt 59U W }OF gtet oA, EE FsHAY 1 A
2lof] it AFRE 7029 AY 1oRE Rddliof §rt.20

712 A5RY FFZ A SUZ HAst Sledl, o
Statistics Board)7} ©G3tct. 4 YT
o, 70F91A4 +g5k= AP A 2
MAFES] 70, BE A, FAE 7 ;ﬁl‘i
SHoF ot FFAHA F2 ARl ARIEAY AT B 715w
T57 1A A et}

_I

9l

ol

5 AR8(the
7 Z7pslof 5
A Y= 64x0] TE
A e

L—F‘
5%
Sol
rE .
oo
o)
o

e Ee

24) Digital Economy Act 2017 [Internet]. [cited 2019.10.27.].
http://www.legislation.gov.uk/ukpga/2017/30/contents

25) Jerry Fishenden. Submission on Part 5 of the Digital Economy Bill: “Digital Government”
[Internet]. 2016.10.5. [cited 2019.10.27.1.
https://publications. parliament.uk/pa/cm201617/cmpublic/digitaleconomy/memo/DEB04. pdf

26) Digital Economy Act 2017, Chapter 5. section 64

27) Digital Economy Act 2017, Chapter 5. section 73 (2)
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C}. S2o| X129 2R 815 U EM
=L OFCD 27} 2 714 ol 2718 HAE Fo|HAle
]

R e

o JFe] AR AAge IRANANH)Z B3 33 3ol F2 @
Q]

H

Jlm

St 9low, NHSo s ®eigt HAQg wolert +4, #=a ok F=olA
FACRE #EE Holde 13 Mg, 23 Mg, ABEA, A%, d 4, 35
A, #EE 5% A4 g9 tet 57H AAKnational audit)E ZFRITH

1) CIOJE{e] ES ¥ &8 2 HA|

tolel AA= AABFEY A=A ¥kl AIFE Ho WA HEZ vt
EU GDPR ¥ Y= DPAE= 392 SIgt olo|E, Sk A, BAE S22 4%
MARES] &&-Z sl&sta FE A AYE Adohs #4S 72 AR g% ¥
A 529 Lfolgty R JABE BI04 oot e AL ot
718 BE Ao 9 QA AT E= 54 HHS A 283 A4S WAAHEE AYd
UEE SHHAE WHES] IAsIY, /MJIEESHY] E4Z EFot FJEFAHY 7]
4 o]olE HIoly] fjof Aoty FAARl RAE AlFoks Aolofof dtte 84
I Yt Y5 e Ao] dAFoR EINsSHAY, AUAIA H[Eo] Bol EAY 7]
2o ofglg LR PP rHF= NHSH 20069 Section 251 A|¥ Z£3}).

;

ﬂH> Ao o

2) AEA

I B4 HolHY A+ E FA =H FT L AAE A5 Tt HHow
20119 12¥ ‘B4 dlole TFH(Administrative Data Taskforce) & /4d5to], 2012
| 1290 Tt 2 AAE 3t HE S (Improving Access for Research and
Policy) ,olghe HIAE TR o] BiX= 3% dojge 2 4 A AHAE
A5 P4 dlolg AFAE(Administrative Data Research Centre, ADRC)S] A€
= Zglsto], oAl 7}11-4 HIE Sty AA, F=+ W 470 F7tol 47 B TlolH
ATAE(ADRC)E AHshof et 4, 74 dojelo] et A+ 54 L2 FXAsk1
FX 7t HlolH 0174] FNH0RE & 4 JYuF 58T Yol o|FofAof gt AA,
=7H A1 AQ1 BH o] 7|Rteted, = Mol Ax T At 5 ARt uhEE
olof gttt YA, Uit tiFe] FoiE EXT Ao ;YL ofoF Tt oAA, AT FF
9] A P4 ol AAE TS & U= SEL A A[Yo] o]FoiAof Tttt

E3H TFE2 3% Hlold dAIEE 24 Ao S /T & =2 ZAISHEA]

ol
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© gojgel A2 & Ue EHe
@ doly Bt AT A
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OR FEDEE
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$ 9 S9IET 2 Avda 122

Y4 Hlolg AFAE7F ZE5oloF & FA 83F T 2ol AARH
A
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AN

1
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k1
o,
33!
i
o,
o,
ok
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0,
r
>
[>
o
tlo
A

7&)4@ % it A& %

| A WE 0%, 3ol B4 Hols A7 YEAIADRN BEolAT) 3
= A, A4 ATASe Qhist BN, A
S AZe] o MEYAR, ARo|As], ARTY 1
Mz glom, 594 A8 9 wAEte
20189 7¥ 31¢E=E

Hole} &7 YEYIAADRNE
9 94 dolge] that e

mido] 7 AMAY HAE Rt ADRN2

TZAEY upEQow, dx ADR UK (Administrative Data Research UK)ZH=

o203 ADRN HE olo] %95t QJr}.28)

3) 67 HolE| B

AT dolg SEL HolgE B BT 4+ YL S YR, A7AE o

4 dole] maviat dole Fo] dhsh Besh, dlolel Bl WA A
2 ABY 5 Utk £ dold RE|BORTE ol Aot s BE, B
2ok, A7 PR @OlA HolEe] HaF 4 YRS S 4L Tk

A7 dlold sEe F+ 7HA FEHE A&+ e, AH HolEHE ERsAle ¥
dlolg Hfrjfesiy dF ZzAEQ Holgg ol HIe UH7H°% ‘E‘Z‘é
o2 HE diHoz

(federated type)dt Z=r9] FAZ3 Zo] < Holg #5373

28) ADR UK Homepage [Internet]. https://www.adruk.org/
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tlolelE Algitol 5, Hoks Y B (centralized type) ZEo] S ¢ Qlt}29)
JSAWE9 CPRD, ¥YZ SAIL Databank HAHSHE doelE 23 BE{otl Sl
%o}y Hd(centralized model)o]T, ATFEME] eDRIS, HofdA:M=0] BSO HBS=
doleE Ay ERsHAe gARE Holg BEf71EE B3 94 2 A AHIAE AT
o= AR Hd(federated model)elzt & 4= it

I= ¥4 dolg AT VYIEHA(ADRN)= d9E 299 FEH=ZA, 4 Holy A+
AE|(ADRC)7F Hlofel A o] #HE olE B & ofyzt o] HoJEHE ol&
sto] AT & Qe ARZ 2ok ek B4 ©lol" TFEe] XSty Stk 121
“7*1]?- T2 'BHQ] AA7ZIBA HE AFAY] AFE Aol A Al AAHoRE

4) HIO[E ¢iH|2| WAl

F=9] Holg AT F2 AT 4 Q= A3A MeA(trusted third party
indexing) E2(TTP)Z A&t QIch30 AFE 4 Q= AB3AHTTP)= AFAIE o
ek solH= HujA] Fow, TTPL} AAlE Atole] FH wehe A=A AFAl
Bl Holy Ef7|HoERE Aol 7ot oalE Ho[EAlE WA EHe HAolth. A
=, TTP= F Eo[BAlY AAE {3 Ad7|w A8 & SA4FE=

2 % Qo
ole] B A AAEE T2 dole uglHe Hojelo] B2 4 glom, 94
7% 5o ATAL AAE SHPRAS B S AL B AL AT S Ak AE 3

Hol= #<g 4 A E+

29) Rosalyn Moran, Proposals for an enabling data environment for health and related research
in Ireland [Internet].
https://www.hrb.ie/publications/publication/proposals-for-an-enabling-data-environment-for-h

ealth-and-related-research-in-ireland/
30) Law Commission. Data sharing Between public bodies. consultation paper no 214. [Internet].

http://www.lawcom.gov.uk/app/uploads/2015/03/cp214_data-sharing. pdf
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Privacy-ethical advisory bodies

Data holder 1 Data holder 2 Data holder 3
A f A !
S ——— D e S
\j v v v L J
Indexing Linking
<—]
Database
Indexer
creation
>afe setting

Trusted third party

Research centre

Remote

safe setting

"""" *  Limited information flow
anonymous data only

2 9. ME[E £ QM= MISKt AOl(trusted third party indexing) 22!

ohek, ARl Elole dA WA ZEmi 254 tEn, SA4FCE TTPE bl

B AAE Pote 718 Eg=0] Ut = Y2WES CRPDY 79ol= NHS

Dlgltal AL=9] SAIL Databank® 72ol= NHS FYZ AEAHIANWIS), 275
HES] eDRISE AFEHE FAHR NRS7F TTPY HEE stal Qi

5) JHQHE HS 3 HOb XX

A 2 AT HH0E HolH9 AFH ol&Z ARl Hdll, MAYE HSHE oF
7I5kA] ek Aolgks A= HiS- iAotk webA dloje] £, A, AA, Als
S A o] ZAA MAIAE B @ HoRZ 9t 2AE0] FHojA= AL WY 58
sttt =F ADRNZ olg 93t ¥ o= 57k4] Qbd ¥ZS A A5kt

- Safe people: A9 AHAQ A HS 4 &

- Safe project: HHH 59 wido] o3t AAF E &2 B7t

- Safe environment: PR F7tolA A7} 4
Safe data: Hlo|¥] H|AH3} 9 TTPo| 23t Hloly A
- Safe results: A+ A= o] FAS FAA 570 HE(statistical disclosure

checks) 43
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AT APE2 A7 A, 511, W ol ElolE Holl oA A=

S B T9d AT AT ot gEFoR g AFEPE] eDRISE A HFo 2
A Q7 ZCYlo[8E Astal, dA7-EA A, Aol it A27t AL, Hlold He]
g g Alg71He] A, Het AdE St HolE 2 5 Al

83 371 &= A4, dlo|

7) UE Hojet A5

2o AT B2 9 Holeo] QAU ABL ofzr JrEA] Solof suat
AR Aot £H84 e olg § LA AAYE BIUHS ol o|ge]
Stk whebA] olefdt o|go] AEHoE §915] SIS dold AE W olg B

A o] AAA AR B35 9 Bote] AANT Urks Aol o 2 F59) A
7t Bl 4908 9T LAE B PRE A AL AR ojgo] o
% Y59 482 59 4 9, o] ¥ CPRDE A7 AAe s

[
ro

g o
Fo
o

HA HEAHE T (SAC)E CPRDS HHE Hlofe] A4 AA7L &
A 8ofde I AUt For¥HE HBS HA| &5 2¥es 39 =4
7ot iAol ARt A|4o] Y]ojske A HHEE sl .

(¢)

[

8) ¥2|x =xio| HO|E M2 Y A
7]%jo] K93} dlojge} ZTZy|To] Host 4 dolge] AFS EaA Tk o

W33 A4S 9% /K G Zabh 428 SE Utk B4 dole TREL o] B4
g gEdle] 39 BAY A7 HHHL YL WIH, FF ADRC 5 AMYL 7]
FollA] o] olrE HESHT Jlo|=etele

S Ae Avslge. Jel/ugY ofng 2
25n 97 nRAES] JoHe AR dolr Fo dat 591 IR A 4

9% QAR e, wigjel, B3R A4S 9 BRSNS FRoT Utk
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1.2. =F

7t X=A A 7

$39] PHRN(Population Health Research Network)> 33 A9 7|&Ho|HE
StUR Mol 83t Ao E8E 4 UEE o= I7FEETEA oltt. PHRNLS 20094
of 3 AFRoA FHsl= 7MY A7IEE A= T2 THS Fof AgEHeeH

(state) H FF(territory) FH-e} 51359 A

ARG Hlole A 7|Her YEHIE +4

cheat g

< w1 QJth. PHRNE 7F 39} £330

Aem, T3] HolEAA e

H 1. 3% HI0|E¢A 7|7 (Australian Data Linkage units)

ClOJE] Al 7|2

e

CHeRelL

SASAYUX o QAEYURNO} £

SA-NT DataLink

= 9 APAQAER |0}

Data Linkage Queensland HXAHE
Tasmanian Data Linkage Unit E|IZH|O|L{OF
Centre for Victorian Data Linkage glE2|0f

WA Data Linkage Branch

YABLAEH U0

Australian Institute of Health and Welfare

A Al

PHRN Program Office= HIAHAEH Lo} tigto] Jx|otH, 2L Hloje A
A dmete] S Feokal A7 ZRAE ] 3R AL Qo EI A A

74 AEIA, A, AR R IR He

449 55 otk 84 oYzt goj A

(data linker), @A}, dlolg R}, QA7FATE-2 Y Y3](Human Research Ethics

Committees) HY=S A ¥S-S Yokl Ut

PHRN ZHAI7} £#j0] ohy7] wjZof,

ofs) WeksA HelE. o] Aoke 7t

Zz19] gt Hoe d™] A
£A9] g =7t Be A9 AAFEETH

#9F ofygt Privacy Act 19889 7 EE SO &S #55k1 EE PHRNO A

E E45EE STk

31) PHRN lInternet]. https://www.phrn.org.au/about-us/governance/
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PHRNOA ARAE $¥oh= WS ot 2t 94 dojeE A1%sk] gt
AAQA0EA, HEe AFRIA HAHg AHo] HojolA] FRIgt). A9 HH4
o] 3FEAY F2, BF, §Af ouAd & Q= A, BAAHIAY] AY- g7}
S 45k 9, E7dEﬂ°lE1 4, B4 B4 dolg a4, 24 & %74191 vy ¢
ST BRE AR E] Z]odole AFtolop gtk ATE AQE g
& Qe F4g 73“ A4, A, Aol JloH A™E AP A4
J oA 2 AEQ] E43 Flojg|9] B4 wetA= AAFHAL & Sl
o 2= HolHE HAEoRE AFohd Hole9 784, TRAES EA/7
g T4, ALY 7184, 3 EAGTEIN ARE =7t Bl AR
déﬁoﬂ w9497t AAE
%7%1%1 A7E AHetd dolHAA T, AT Y], Z dioly H4r|He
grofol it} Q1% W= I 9 A, dlolE TRkl MY dlolE A

71-?‘3}4 ttEr}.32)

o dlojg A 7]FolA HlolEE B YsiAE detdos ohgat 2
ot ZZ Harsta Sl
WAl Zoo]2] AES} 1A AH|AAE BT RS ANt dolHE 84T
EAA7IF SHo]X|o)A AFE7FsEE HlolH, HolH AR-E 945k RS, AT}
Ao] AFARRNE é%"dﬁh_ 3 Qo 7HAQl e FE2 uAAH| 0] Hsht o]
dS 5o A BHEsE gt
2 TE i(expressmn of interest) 0|2t TAE AFA7L vlo[E A 7]
, 713olA] Yol Hlolel7h AFER o] A ARE 2AsFH A
93 4 QS ZolF= @AlItE SA-NT Datalink®] 7% PHRN
Aol BollA & dAE AFT 4= dov tE Ho[gAA7+Y L 4 &
Falo] gHA| Z/gsto] AlEsfof gttt

A& F 2 dA0NAE dole T} o|d7kA e dA7E A AL =R gl
St Hloly ARGAIEE XA (principle support), £ S7F4A], &5 (reject)d
A ARt} 542 E HERCY 5¢lo] U wWi7kA] HF 59k HA gt} AAE
BUH 979 Ay 7sde A7AlA BHEoFH, BEE ¥ A7AE HREC
7 SIS gt HRECOIA R24dAE SRlol =W dlo|g¢dA] 7|tollA dlolE
A

-p
3
B i

=

rlo
>
o
R

tlo o
)
ol
ol
rH

=}
o o

HofE ok o
)
o
Al
i
rx,

moh  _Q, mx, Pu

32) PHRN lInternet]. https://www.phrn.org.au/for-researchers/data-access/requirements-for-access/
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Aok, dlole] B e zRe dolel AL PUERS, dHAL
Auke Wi
ngAEs} S5 Holged FTe B Holg meslue] AAEss ade

o AAEST o)F, AUYY, A, Fa, 7129,V HUNR/SHE 53 gL
HeL ARtolel, QAT S QAR Aol wohis Hol @A sl
Hole By ABE Hole 2% olde] 224U Algrh ol mzaso] By

AL 7t o] wet gy AEAES} 3 HlolE A 7|4k dHlolH HE§
7180l sttolde] BEEIZE ID; Hlojg AA|Ft] EWiX= i HFE9 AEAL
2D 52 7HQl ID; Hole Ef 713 DB W9 Z 7HiQl AlEAb st 9l ARt
7F gl A% &4 IDZEEE 4IE IDE AFE)E 8%

MAFE HoE flsf HolH Hf 7] L-‘C:’ g1t DY &4 D7} ofd Z2AE 11
9] IDE A/dsto] dlolgl dA 7]7tofl Bl Ag IS Sl ol 9% AZES]
olE AESHAY AsHE e Sl 7]“—5}‘:}

Z2AE Ag7A] AeHset FE D 2 &2 D9 WBS FARE 184
%o Hojg AA 7|FolA BT FES} ¢ HolHE 24T & fich

glolg A 7|7 Hul= Holele AEPEE AFEH7| Mol 42}t EHofof it
HlolE A 719= CDY USBel A8 24 sk ¥4, CDY USBO AsiA &
E9 A4g2 Agol= W, Secure data transfer(SUFEX)Z Agsl= W 5 shuhe
s B9 Mtk SUFEXE PHRNO| Algste Holdd HEAuaz ZAd
(curtin)tge]l = dlolel AAME A 2YstaL itk

tlolel AAF SEEW dolg A4 7= 7 HolgE ffet ‘ZRHE 'S A
etttk oli= Zt HlolH Hf 7] HgEo] 'l fojelo Gzt TEAE 7]
+ HAE AAZIE A’ Ao, ZHoly FE S Toly A 7]t wEt &
At B4 Z2AE 7|= TZ2AE 7S (Project Person Number,PPN), =
ID, Z2AE A4 HE(Project event number, PEN) 522 A%}

glole Hf 7|32 oA AAA4E HiE HolES Eof ZEAE 7] o Y9 FFE

33) PHRN [Internet].

https://www.phrn.org.au/for-researchers/data-access/single-jurisdiction-application-process/

29



IDE Ef 7189 Y i IDE #stth 181 HFE IDE ol&ste] PPN
PENZ TlolEAl] #ZEo] Attt thy HloleHo|AdA ZE2HES] FR3% PPN,
PEN, Z8= dHoE|E Hoplitt. npxgtoz PPN, PENT 5<91E €= dlojert &
S TS AFANA AT ‘3}

F249 volHE AFAIA dgset: WHE PHRN Hol8 A% FOHPHRN Data
Transfer Agreement)°]l ?quﬂoi U=dl, SUFEXE &% W, tlolgdA7|++9] Het
TAAEAES &5 WY SURE(Secure Unified Research Environment)E E3F Hf
¥, 453t ga3g 53 By 5ol Slth SUREE A7AE ] 58 dlojgo] Hadt
T Q= 974 AFY oIt SURES &59f 3tdS Fi| HO]W% FeElolEE A

o|Ef°](curated gateway) 2= EHS AAOF Sttt AAHIH Y] AL AT S Al
5185 dlole Ef7I7to] BEEH 1 o] SURES] gt f<o] Ak,

glole Bf 732 AFAE dE 20 E55heA EUEY & A]lo] Qi 1|
olgl AA 7177t AFshe AHIA F SrF ZEAHE RYEFolt. o= AFANE
1 dlog AA] HUHY, ZRAE g7 A IET 52 ZFRITh3Y

Clea ning Data import Cleaning Data storage

Link preparation Blocking Matching

Record pair checks Chain checks Clerical review

O 10. Hl0|E HA A|AE|(Data Linkage System) TAl5t
(EX:Fit for purpose - developing a software platform to support the modern
challenges of data linkage in Western Australia)

34) o], ¥, X3, Foi, Bt HolH AA-EF AYAE =St A FEJAEATA. 2017
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Lt XpE¢A &E M

S59] PHRNZ 7IIPE HSE 95 thefet 7HQAE, Hel ARyAccld 2 F=
e Wt AF, AEAQA AP E JFEL, 7H°]7‘41"?— w710 e, AR RS 2}
£ ¥ 2 HoM AW, nsd JEASS S 54 FARIE, #AS BASH]
et AMEA I T AIARS vRsiFal Qi35

E3F PHRNZ 7i1E HoE flof dlojd HE Hb ZEIsS 7fdstar Qi
PHRNS] AR A 7|8 A Argohs AEEQRS tf2-2] 47FX|(Physical, IT, Personnel,
Administrative Security)2 W& 4 Qltt. WA Physical security= H|oJE @A 7]+
oA ElolE7E AFE s BE HAXolle Elto] dAsta EUAEAT Arks Aol
IT security= BE HlolE AA 7|FolA SHAQ WEYS, B35k, 435 Het, Hiol
glA WAl AZEe], Holg & 4Bdlt 5o oFoXe= Ag =Wtk 11
Personnel securityx= H°o|Eo| Hol= ZYE Adtol= 7|ty Administrative
security= H= H|o|E A7 HOF o] Be AHAM, dX, Tlo|EEel, AF
7t T TRt AdY JRAE JYP7A] 2RI

AAE Ars AHSH Hole AA 714, A& ¥ (Human Research
Ethics Committees, HREC) 7+ glolg EG7)Ho] A4 E B0 T3 HHASIA
£ AES. dF9E AR Helky Bl oRE Ralshs I HEZ 91 3
ojofstH, ©lo ]E10174] n2AESt HAH TS B, Hast = AASH: HolHESt
ALS 7dtota Adgsjof st

M E= MAFEEDH s6(1)o] W= 2219 Algo] HHstAY gejdos o
AE & = ol BE HE e JEoE HYHTE30 o] /RIFE HIE fIet
%83t 93 5 st ‘2e] Y3(separation principle) otk AA, 944 HlolE e} 2
olF9] EHE AAE AT JMAIFE= Zd= HolEel EHET Holy A
Alolg] #HejAolAl= AA ID BAe A% MAAET AsH =4, 7153
ARle] B2 ol AA dAet Holg Ef 9 FF 7ls= 29tk Holg A
£ 5k A AR EeEEofof b, FEl= Hojg Aol i 4 Qi

BEO| ol AT E-n- Eot AT A7Abs ZRAES A’ AJHONE o]
5185, Stk WAOE o|gsfof 3ttt RERAES] AIAES AYE € H 5
Qldtotol 511, ERIONA AHE Algoiis F "ot EIF FH= 591 w2 VI 5%

o.

-0,

35) PHRN [Internet]. https://www.phrn.org.au/for-researchers/data-security/
36) PHRN [Internet]. https://www.phrn.org.au/for-the-community/privacy/
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BHH, 1 olFolt doje} BelolA] WAL ARt ol=d 24 A7AH
dole] Bejxtete] Ak HREC 524 32 doleAzlTole] golo] ofsh el
HRECS} dlole] Bt @A} ol 2A5S 245Kr] A Hehe 230

-

C}. R2gA =3 2ig

SFMe AAREES o83t AF7F B3| olFAL . O F AAARE o1&
3l 80t weRIEAL i e et ojdpeoilA Lok Fejudt risk factor7t of
d ez 9ol A, AL YRT A e AEHR| ol AR A AEH 2ol
ZH=0] gog oA 7|79 WY YEY % AFGSE HolHE AAIBI Fstate)t
A olgg BAT A7 A E TFOIA F HIAR FHEC] w2 Yl
s o HAAER YA A& HolEE AASH 2et A A Zhol=zklol
A dalshe ARE WAGEA A7t A, 7 FAA A7, da 3 daAA o]
Frejul A 245 Sfsf R glolElet WbolE i AR HloleE AASH

1.3. 0=

7L Xi=SA 7

o= HAEA| R Akl 7139 HolgE 3%l Alsshd w7, A7+, B3
AAA gt AL A5t 1 7RIS =0]7] Y3 Healthdata.govs H5k1

Utt. Healthdata.gove 9=, HHA S, B, AY & thFet 42 HolgE Al
ot Sle=dl, ol WA e AeAe] A AE, =7H HA%m AR|AASA FE,
2419] oJgt 9 metA 24, AHRF AlE Holy, SEAY A7 A R, FEY A
Z tlole 52 EZTU} Healthdata.govolis ol dAE 93t S8 2 QA
gt oju] AAE dlolEAle Alsrtch

<71 H ASAAME(The National Center for Health Statistics, NCHS)= HAEX|E
(Department of Health and Human Services., HHS) A®SAc9AIE(The
Center for Disease Control and Prevention, CDC) Ak} 7|#o 2 AFE FHAF]

37) oI%, 28, JX8], A7, B, Holy A2 A= =PRIt A7t FEAADT 4 2017
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71 ek 24 9 FAZ o]E7] fJoto] FAH HEE 3 NCHS= =71 &9
$29 29 HAYR FAE AEStH, =71 AFY A&E(National Death Index, NDI),
AgAe] 9 HyA = AH|A AE(CMS), vl A Hlolel AlARl(United States
Renal Data System, USRDS), AF3]EA=(Social Security Administration, SSA), F
B A] 7f#E (Department of Housing and Urban Development, HUD)2} A17F
7F&5tet38)

NCHS®] dlojg A #3882 =3 2o NCHSe EA9E 9 A7=2AF H
o8], &4 -APY 715(Vital Records), &7l AlB3eE Hlole 52 ERSHaL Qi

NCHSE Q7o) 7123 4224 dold] wehd 7ANg Iss] 98 712 oA
n2 %S Ausgt A4 Hold IS ZAXSE soid Ho, W A, B

o= &8&, ol&&(morbidity) % AFTECl = 7IAe U5 AL & A
Zth. @A NCHS= Aol Hfgt thefet dExAt HolHE tha 718 F7H ol
o AL AU

- 27} AP} QElA(National Death Index, NDI)

- mgAe] € A= AH|A AlE(CMS)

- = A glojg] AJARI(USRDS), AFS]EA=(SSA)
- A 9 ZAPIPEE(HUD)

U= S7EEASANENCHS )= ERet Elol8o] AEAE A7 & B8k At
o= FEEAAHIAR Section 308 (d) 59 A0 w2k SRS ElolH ol 84
< Ut 22 27 sl ARgSioR gttt glolEAle §A Hal ¥ 74 FHo=nt Af
&3foF ofH, ojwskAl oAl Y R 71 Ade]l =EE 4% Ade TSkl
NCHS ZA[ofA SEsfor qtet. Eet HloJHE 7Rl AEo] 7hsdt HE Holget &
AsAes & =8, /1A HolgE oldstEd 99 ¥4 a+z2d2 Esklte
HlolE] o] 8AL Al9F ol Asfof gttt NCHSw= Alg)ghel 22 7+ AEAE =gt
AlRkE GloE(restricted data)’oll gt HIZ s18sk7] A3 AFHlolE AE(RDO)
g 71 Ak

NCHS Ef dlol8 & =71 A A AFgE Hlo[E(NDI Mortality Data)39=

38) CDC [Internet]. https://www.cdc.gov/nchs/about/index.htm
39) NCHS Data Linkage. The Linkage of National Center for Health Statistics Survey Data to the
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S 715 ZE9] AFESE =7t dojgoj2oltt. NCHSE A+ B8 B4 7152
olg3t NDIZ IsAEd the 2A0s FARIES AYE T A7E =gtk NDI
£ 95 9 1Y ApoflA BASHHQl EHoEnt o]go] sHsslth AR 7|22 uid
NDI mjof Z7btt.

NCHSS] HE2A} Z7H4E9] dlolEet NDIE AAAZIE Adle o9 6744 &A
7t ZQsjrt,

(O NCHS AZRAIRREH &S oty e A 244t

@ 7]Z(alternate records)& Hoto] ZHKbase submission)& THETY.

® 715 Ag 54 vE7] 8 NDI dlojgjeh 29t e gl

@ A (Matching) I8 $Hsich

® AHE s A3

® AE A& 123 a9 JH(Vital Status)s ZFT.

i

IY 1D)4909] darelEe AREAGS(SSA), HhAlel 3 HHAel= AHlA Al
(CMS) & v A glole] AIARI(USRDS) HlelelolA], NCHS d&2At HolHE ¥
A2 HolEet AAANTIE e verdt

National Death Index - 2015 Linked Mortality File (LMF): Methodology Overview and Analytic
Considerations. [Internet] 2019.4.11.
https://www.cdc.gov/nchs/data/datalinkage/LMF2015_Methodology_Analytic_Considerations. pdf

40) Golden C, Driscoll AK, Simon AE, Judson DH, Miller EA, Parker JD. Linkage of NCHS
population health surveys to administrative records from Social Security Administration and
Centers for Medicare & Medicaid Services. Vital Health Stat 1. 2015 Sep:(58):1-53.
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National G for Health Statisti

NCHS survey data

Eligible for linkage Ineligible for linkage
(e.g., no consent)

NCHS Finder File 1

= Social Security number

= Last name

= First name

+ Middle initial Verification by SSA

= Date of birth (month, day, year)

= Sex

= Father s sumame (women only)

« State of birth

« Zip code NCHS Finder File 2
= SSN (verified by SSA)
* Date of birth {(month, day, year)
* Sex

U.S. Renal Data System

, Medicare and Medicaid
End-stage renal disease files Analytic eXtract (MAX) files

NCHS and SSA/CMS/USRDS file linkages

<+
Extract data returned to NCHS

Nonmatches

Potential matches

Nonmatches

True matches

Linked NCHS-SSA/CMS/USRDS data files

MNOTE: NCHS Is Mational Center for Health Statistics; SSA s Social Security Administration; SSN is Social Security
number; CMS is Ceniers for Medicare & Medicaid Services; and LISRDS is U.S. Renal Data Sysiem.
SOURCE: CDC/NCHS, NSCL-1I data linkage.

J3 1. - Hj0[EQE NCHS HEXAL GIOE S Lu2|E




L. Xtz ¢A EH 2A

1) 7HoIgH HS WA

19749 AE vl= A9 HAFEH(The Privacy Act> AR7|1H9] 7|15 AlA
gojA A== 7HQlAEA E(Personally Identifiable Information)?] 4], °o]&,
2E &0t 33 ETH(Code of Fair Information)& skt % 7|#2
£ A& diote] HEE EWsto] tigolA S7HHE dEof gt ®of HAIG
7HA dlejoll &k A-97E ofdEhd, ofuet Z|1HE JQ1o AW 8% 52 AR A
Y7 §lo] B JIPEE o ARtolu 7|l S7heiAl= oF EHrh §7 Qo
title 13 20l W2 A4RAL AE2AE B E52 AlY 32 97| 93t 53
E QIFRAR Algsts B, g 718e] ARl s 7180] LEA] FA AL
< B0 8% AMGE AYS AHOE gty Aol Aol BVt FHIE A
S 797t olof =34

,_.
o N =

dov o I &

2) B2 M HH|

(1) AZEY d= 9 AYH(Health Insurance Portability and Accountability
Act, HIPAA)Z 9l FH9 55F AtA7IH EHols 9 iy ARl s &
A=z iR Aldo] 7hett HE7E ojEA HISEofof sh=A] ARithid) HE ogH
H(health plan), EAJZGHEAE (health care clearinghouse), EH2=ZAFA 4
wRlo)m H A = (Medicare)?] AReF FRAIZFES] TYAKsponsor)= ©f 22 A&
olct.43)

o] o] WEY A8, A&, EA9% £9 T FX FHo|d o] { FES W= 7|
ool &) A §f7F Qlo] A Aol 7hsdt ARAEE o8 2 ST 4 Slth
OhE F249] Aeol= AEFAY AW 597F Qlojof gttt HIPAA 7HQIAE 3o 9f
olH fzFoz PHFA ] ¥ 57} glol= PHI(Personal Health Information)&
ol 9 ML 5 AT, o2 Al 7HA dF A Aol AW §7F §lo]
PHIE A7 H202 o]g 9 3/d 4 Utk

O 71#E712)¥3](the Institutional Review Board, IRB) &2 7[R QL= 8

41) The Privacy Act 1974. 5 U.S.C. § 552a
42) The HIPAA GUIDE [Internet]. https://www.hipaaguide.net/hipaa-for-dummies/
43) Electronic Code of Federal Regulations. Title 45. Public Welfare (45 CFR). Part 164.104
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g 57t dejo] 5 WL A9 AT 24 WS 9 AL AR Aol
@ ol Z4, A, ANRANT 5 187] AUAS AASE 5 PHI} H4

, E o|§Aot0] AHL
A4 AEE AAL A GolHAl o B AT AL

g

Alm
rst

(2) 35 +&(Common Rule)

FEFZ(Common Rule)2 7t thAre Z3Hel= A oJekzol 1w PEatael AF
of ™3t vl=9] =93 ffZojct. o 13
To], A+ HH9 AR Hlo|g o]&

ol 19910l FiEo] 157) AW A 9 7|39 F2oE AFEHJI(EAFAF
9 B¢ ﬂ‘%}-ﬂ-/ﬂ]:’ T Title 45, part 46, subpart Aol Z3h B4 9 7|3ho] oJsf &=
Q, A, &2 FAE T At A AFo] AEHT S5 F8 FRole AF
& 2] F5E goke A, AFAREC] AR 95 91 #4138 sk A, 71Tt
YH3|(IRB) 511, A+ B7E 1AL 7|5 Hao] tigt 8 5= EARt: _,_5;{410
FoF AZol thet F7HH% BeE 236, ol subparts B, C, Dol sjgst= W&
O2A AR, A4, 1Al Hiof, g & ofdololA F7HAl HoE AlEgitt.

ml

_:

(3) =7F9+49 (The National Research act)

F7FATHS QZE o Al gk d#9 93] FEIE £l 197430] HoE A
BEQITE =7 QI o Aol diet AR St 1A Al FAlsH ]
oAl A et o)1 P5eha Ao QU el HoE gt %7t H1¥slE wEsl
THATHAIZE Title 45, 460 23, F7FATHLE QA A+ ES AREA(Offices of
Human Research Protections)] 2J8] Z=Hc}.44)

44) Rice TW. The historical, ethical, and legal background of human-subjects research.
Respiratory Care. Respir Care. 2008 Oct;53(10):1325-9.
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3) A & HH

(1) 714942 23 9 FAEEAH FIF WHE(Confidential Information
Protection and Statistical Efficiency Act of 2002, CIPSEA)

794 E HS 9 SAREA] Bt HE(CIPSEA) 2 vl= A 71#Eel ol B4
EA0s £AE FEE0 ot gdAQl 7Y B E $Hol ks EA=(Bureau of
Labor Statistics), AAEA=(Bureau of Economic Analysis), AF+ZFAFHCensus
Bureau) Ato]9] Y& toje] FHE 83t} o] MES SAF tolHy FEY o]
23 &0 tfsf Aot Utk CIPSEA section 5120 WZ2H, 7| A|F slo] Aof
AAY dejdor A Ao dojzl foly ¥ FHE= 27 FAZ EHo=24t
ol-gx|ojof st FHEAY AP Y7} gl= T HIEAH HEHOE LEEojAe= ¢ "
T}, 45)

(2) Q42AFE(Census Law)
QIFRAMZ 1] AR Z3ho] o] Ho] wE R} PAd JHE & §4, 7]
QX% % 91, "R /)=, By

o =

e 9 Am BARES F A 5 % Xéi =
17Ee] ZiQloly 7|Ho 2 RE B5T

52 g 5 YES stch AR 7] Bt
e ey Laa 5
A 24 oo BAoz ASHNE o H1, EY H°1 5.2 Jjge] s Ao

2 fsolAL o Hrk S-S FHokT Slthés

(e

Ct. ARz 28 & /g &4

HARARIAS WAL FEol: w2 HA9E HolHY a7t tefdt FEH=
ojFojA 1 it} AFE Tt Holy HIEZ N AAY A%S B APEH Wt
glolel A= 4 GA oAl olFoixH, & A dlolelete] AAl= ARttt

=2 20169 3%, <A7IEF HAAA Y3 (Evidence-Based Policy making
Commission Act of 2016)S SIAAL, v QALRARES Hrix; @ A HA7l9]
P4 dlold FEZ SX5H7] Yol Data Linkage Infrastructures Seisf £ttt

ol
olor
oln

Fi

45) EIA and the Confidential Information Protection and Statistical Efficiency Act (CIPSEA)
46) 13 U.S.C. § 9. Information as confidential; exception
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Data Linkage Infrastructure®] Hlo|E|E ARESH7] YollAl, AFA = AUAE A&
3fof 3t 939] glo|EE Data Linkage Infrastructure®t QA 49, A4 9
 Hlo]§ 9] o]&y} AEZ 57t ook gtk QlFRARTS] HlolE ol&% 85k 7
%, ST A7t AFRARONA L] 7HAE dFSloF gt

A= @A AFRAREY] HaglolAY, SHAAALISS)E ES5sfoF gttt <l
FRARE 29| A4S 3ok ATAEIA SSS AL Fofst=d], SSS AH4
< 7H QA= QIFERART A Y Yo BA tlolHE Hooka WA ol A
H4E e AL Adsfofr gt T3 JIFRARE A SSS A S 7] AFAES
glole] Ef7]de] 876k S Wolok shy B |2, 7|94, MUAPE Ho H3}

O

ARMA7E SA=d, AdYRA=S 2ot Afd & WolM ddS Alsshal, 848 o
T SAAT dolgAlE N £42 A "Ed. vlolAzEo[Hd did BE 42 ©f
79 BANA olFAH AFAES SUH HlolH A9 ofr)dE vAPEst Hdd
—L

14. £¢

7L X=GA 71

GRLC(German Record Linkage Center)= German Federal Employment
Agency?] A dlojg] AlE] MY o]AYE Stefan Bender’t AFE AYSH AL A%}
o2 20114¥e] HEESIH. GRLCE Hlol® AAo gt a7 A4 J8-2 Fxlsty
AR Tek WollAl Hlo|BE ARESto] HolE 1A §& TR 5 o= AL F
8 SHE A5 APt Uk

GRLCE ZZo|HAIE HIstHALE ARH0E dHlojg AAE T HHo digt
nzto|HA] B35 folE HA|(Privacy preserving record linkage, PPRL) 915 4%
stal 9tk GRLC 9+ IF2 record linkageE 3 Java Z2IHQl Merge
ToolboxE 7WIst3l=t] GRLCE 7%l BE HD dHolg AAE 3 routine, AHA|

g A FEE 93t £ routineS E3ote] T2IHO] 7|52 okl /&
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F4E HulolESHYIT:. GRLC HolA 7HQl BE E3S dojg dAAlof gt A= <lsh
AAZIE YZIobr] At B AEE Tle=°l AEEHJL, olfT T
PPRL(Privacy Preserving Record Linkage)ollA] Z-&= 3ict.

GRLCE AWt &= 7l A Hoghke F 7K FAIE SHLZ dlolg F42° o
A= F7F A4S 6L T, AFAES FAIAQ Holy AA A= {5 A
IS dlolel AA YEYAIPDLN)E AHsI3t47)

SYATIE= AFEolEAE(FDZ)olA 9] Hole AA AP GRLCO 2lsiA 3
=AY GRLCY AHE= Wof FDZ A 9o] £33ttt FDZO AAE EE tloleAlof o
o 2 FDZY Het zets &6 AlgEet g AFA= FDZY #F HolEA
< FEE JI¢ & YARE GRLC7F 842 dhop AARE glolHAlS AEEA o=t

A AmdA FEHHe ey A

1) FDZ| tj|o[g

IGATFA(AB)] e 5Y ATIEH(BAY AFHCIHAIH(FDZ) = AFARlA
AR EA 9 1§ FopolA H|FEH AT ATE fld mlelAZdolE tigt M=
Bt FDZe= 70, 718, 713l gt dlole &yt oz}, 73 2 /s A=
F4E dolgE AFsh=tl Holee ARIEY AARY SA 1A 2 AFE=o |
B AR 3, 183 A HERARE S3ste] AR

glojg 4 382 Social security notifications?} IABO 7]Z=% Employment
History2te= o8 dlo|EAl9] FejE WA Establishment History Panel(BHP)=
o83t Employment HistoryE 71% oA &sto] AF/4dsl=d [AB= W&~
o] i HAERE BAYHE= HolHE Efotr Sith o] HolEE2 Employment
History2} 94| 7131, Integrated Employment BiographiesE @4J3tt}.48)

2) FDZOfIM2] CllofE| A

AA dolEAl2 process-generated data’t AEZAF Hlo]E|Q} Agloto] AAE =Y
ol Bl A tE AARREH AojXl 7|3, 7Rl 7H8 dolE7F A

47) Antoni M, Schnell R. The Past, Present and Future of the German Record Linkage

Center(GRLC). Jahrbiicher fiir Nationalokonomie und Statistik. 2019 Apr;239(2);1-13.
48) FDZ Homepage [Internet]. http://fdz.iab.de/en.aspx
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3) Hiolg ®2

FDZE A7A0N dole] g 99, @ ol8, 94 dold [, A ol g
A 5 A A Ee AT o HEEL dolHg olmst AE W ol8xel

Zol7h it

G o829 4% HolEo o842 AME HE A FAE wEd o] ;g
gt Hlojel= FDZ7F B2 AFARE {lol AlSe &Y F7olARE BAo] Zhssitt. Ho]
Elof ot ¥ ?16;% A7) Yelde WA BF ol& AHAE ZAsfoF skl 8]
SRI=H, A7 FDZ Afolof] At Aol AZH At AHZE Sole AFATE
S i HES &5 A 4 9l @ oo 7hsotA . o] W, % ol&
& FDZ7} AlBgt 7o|eeRlE wetoR sh, AFAE2 FDZ7F AlEdt EIAE HolH
ot ZAE HRFoE MR Ao v E:L%% ZH|goF 3Hc}49) @R o] g Foj=
TEo] /RIFE e HAE E5olsieA HES T Be SWEY] EARES FDZ
Al&3HoF gt

94 dojg ¥ AFAE HAE HolHE 7|5te g §A T2 IS Stata® T
2EO9E Ndsks As gugitt. o7|he w5 AT+A(ZA7F AL JoSuA AZES]

£ olgslal oA = JoSuAE ol&d ZEIHS JRCh dZF fojEo] oigt
e A% o889 A vEHAR A%A A3t o] & A IS AX=l o] A
ool wet AAA JoSuAE B3l 833 HloleE AT AZo] Foizi)

St&2 o]-gut(Scientific Use Files, SUF)2 #4& 93t s+&7|39] AFAEA
w= yshE vlolHAlCEA 7UAd 870 F QI © A1 FASSME WEES
ottt e ol 8utdS A YsliME AAE Adsiof stal, ARAE ASSH
SI77F =9 dlolg o]& AGAFIE o]l &AelA Bt o]F o8A7t ZHgsiA]
3t Fo] FDZo| HUd, o] HoF AHUl AAS 5o wAHA s3] o]-gx}
AS REE g $ Qlr}50

I

mlo

)
-

3=l

> 8 o
Oll 01.4_]
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49) RESEARCH DATA CENTRE [FDZ]. Remote data access and on-site use at the FDZ of the BA

at the IAB [Internet]. http://doku.iab.de/fdz/access/Vorgaben_DAFE_EN.PDF
50) FDZ Homepage [Internet]. http://fdz.iab.de/en.aspx
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R R R R
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56) SLAEA A5E. WA AEE. V §284 (2016).
57) AGLSFTolHH 85 (2009).
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CPRD: Clinical Practice Research Datalink
ISAC: Independent Scientific Advisory Committee

ADRN: Administrative Data Research Network

ADRC: Administrative Data Research Centres
PHRN: Population Health Research Network
HREC: Human Research Ethics Committees

NCHS: National Center for Health Statistics

GRLC: German Record Linkage Center
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