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Setting of the scene

Wh Ik?
Data Linkage in Cohort Studies LI

Relation to this topic
Outline

Registries and Research
Suggestions

How the topic is related to International
collaboration?

Collaboration with International institutions to
iImprove the knowledge and skills for analyses of
cohort data
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Setting of the scene

Data Linkage in Cohort Studies Examples

Advantages/disadvantages
Techniques

Registries and Research
Suggestions

Study I
Cancer Incidence in Patients With Type 1

Diabetes Mellitus: A Population-Based Cohort
Study in Sweden (JNCI, 2003)

Cohort
« 29,187 type 1 diabetes

Data linkage
 |Inpatient, Cancer, Death, Immigration,
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Setting of the scene

Data Linkage in Cohort Studies 2EulACE

Advantages/disadvantages
Techniques

Registries and Research
Suggestions

Study lI:

Risk of oesophageal cancer by histology among patients
hospitalized for gastroduodenal ulcers. (GUT: IF 15)

Cohorts (1965-2003)

81,379 gastric ulcer patients
61,546 duodenal ulcer patients

Data Linkage

Cancer, death, emigration, inpationt registry (gastrectomy/ vagotomy)
or 31st Dec. 2003
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Setting of the scene

Data Linkage in Cohort Studies 2EulACE

Advantages/disadvantages
Techniques

Registries and Research
Suggestions

Study II:

Risk of esophageal adenocarcinoma in achalasia
patients, a retrospective cohort study in Sweden. (Am J
Gastroentrology, 2007)

 Achalasia cohort
2,896 patients through the Swedish Inpatient Register

« Data Linkage
Cancer, death, emigration, inpatients registry (esophagectomy)
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Setting of the scene
Data Linkage in Cohort Studies

Examples
Advantages/disadvantages

Registries and Research .
& Techniques

Suggestions

Study IV & V-

Risk of astroesophageal cancer among smokers and
users of Scandinavian moist snuff (snus). Int J Cancer

Risk of astroesophageal cancer among smokers and
users of Scandinavian moist snuff (snus). Lancet 2007

e Cohort

« 336,381 males cohort of Swedish construction workers
(1971-1993)

« EXxposure information

« Tobacco smoking: current/former, amount, tobacco types
e Snus use

* Follow-up
« Cancer, Death, Migration or 31st Dec. 2004
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Setting of the scene

Data Linkage in Cohort Studies 2EulACE

Advantages/disadvantages
Techniques

Registries and Research
Suggestions

Study VI.

Participation in Scarening among Immigrants (Int J
Cancer )

 Cohort
2,176,255 Swedish-born and 445,547 immigrant women (1993-2005)

« Data linkage
Immigration, Cancer, Death, Inpatients, Cervical Screening, Censuses
(SES)
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Examples

Data Linkage in Cohort Studies

e At o B st i
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Figure 8.1.
Outline of (a) a prospective cohort
study and (b) a historical cohort study.

| limitations of each of
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Setting of the scene

Data Linkage in Cohort Studies Examples

Advantages/disadvantages
Techniques

Registries and Research
Suggestions

Advantage of External Databases

 Exposure Information
» To collect complementary exposure data
* To obtain confounding information
« To establish new and cheap cohorts

* Follow-up
« Cheap Outcome Measurement
« Multiple Outcome Measurement
 Intermediate outcomes
 Loss to follow-up data
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Setting of the scene
Data Linkage in Cohort Studies

Examples
Advantages/disadvantages

Registries and Research .
& Techniques

Suggestions

Considerations in linking data sets:.

d powerful computers and hardware
4 specific knowledge, skills and technigues

1 special rules to protect privacy, security and
confidentiality of individual’s information

U Specific Organization/office to provide data
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Setting of the scene

Data Linkage in Cohort Studies
Registries and Research
Suggestions

Examples

Advantages/disadvantages
Techniques

Type of External Data in Iran:

1 Causes of Death Registry

 Vital Statistics

 Birth Registry

d Cancer

4 Immigration

d Occupational

d Inpatient Registries (Hospital, HIS-SEPAS)
d Apple (Sib) Database!!

 National Censuses (SES, Job Class)
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Setting of the scene

Data Linkage in Cohort Studies Examples

Advantages/disadvantages
Techniques

Registries and Research
Suggestions

Techniques for record linkage
dDeterministic approach

dProbabllistic approach

Probabilistic approach is built on five key components:
1. Define features that describe similarity between records.

2. Place feature vectors into three classes: matches (M), non-matches
(U), and possible matches (P).

3. Perform record-pair classification by calculating the ratio (P (Y | M)) /
(P (Y | U)) for each pair, where Y is a feature vector for the pair and
P (Y| M)and P (Y | U) are the probabllities of observing that feature
vector for a matched and non-matched pair.

4. Where no duplicate and/or non-duplicate record pairs are available,
estimate conditional probabilities by using observed frequencies in
the records to be linked.

5. “Blocking,” or partitioning the databases based on some variable in
both databases, improves efficiency.
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National Program

Registries and Research

http://registry.behdasht.gov.ir (En)

% National Program for Di D - - g n

registry.behdasht.gov.ir -, >

Deputy for Research and Technology

ey Tt i A Dt . o Deputy of Research and Technology 4t
National Program for Disease Registries Py By

— -

= & 4 AW % A :
www.research.ac.ir ‘ g / www.hbi.
‘ ] N\ ud? / - VAR LU A\
Homepage AboutUs v Newslist w Services ¥ Actions ¥ Documents v Educaton v Research v Registry Programs v Useful Links ContactUs w

NEeWS: The second national workshop on population based cancer registry was held in April 16-17th, in Tehran by Cancer Research Center, Cancer Institute of Iran.

Welcome to
/ ——

the National.Prégram for

4

Disease Regis

We aim to support disease-registries ac

—

About: - m The second national workshop on population based cancer registry, April 16-17th

ICC 2016, Shahrood August 24th, 2016


http://registry.behdasht.gov.ir/

National Program

Registries and Research

http [/[registry.behdasht.gov.ir (Fa)

BJ9lid g Wldud =y Cugleo Culw g Lol sz

|\ Deputy of Research and Technology Sy s s lays g s
" Ministry of Health and Me Educatior muﬂ‘smmusms)mwﬂuwum‘fb)ﬂgwwtv.wy;ro

% $

- H.
www research ac ir u / M iii WWw. '\b! h’

> sa )| o555 4o cissozy Ol pas s (5,9 0SS 5 0 @yl Slaatlaal 39l L dxsSb!

u@ lowd Gl o 4ol
o Y ‘slbs\old [

gL o Olidiod Coglao jo \YAY JL.; elacl 3l

Jl izl 5l coMw Sboanly 5 b Sylow s clo aoliy €
prien Ugleo sl Slo ;5S> SBI Ol> jgiw> a 1393
s ol 20 J8las S5lail ol (slol B b «S5y9lid o lisass
Codlags 9 Sbjy pole 059> )l Cuglgl wlegoge 5> 1 S)lay 1393/5/26
g duilolw adudby anliy ol .cwl 0205)S Sjlail ol HeuisS )5
Oaizad 9 gl i S plhi Sjlal ol 5l a8 g o e

3l sapc @y jguiS )5 Ll s 5 el Sl plas

ol gldsoly g b gl cud (Lo doliy
32355 (I oy 5y9Lid 3 iling Cglaa 53

qlz

3 )8 gslail el
&
i Sy0sS U815 3 o il Staa Ml sglils ¢ arazr (b puw Cod (659408 055" 50 oull a3l (glauy Dl solils
wimozr Olbyuw aszlyo Sid ool U sieex Olbyw sl SyeuisS 85,1 53 oad )l S Mwl sebils cap>
~ Lot ket awlos
ol Gar il SLawlidslS o 35L GinsliS ¢
s S w3lay; 5l (TARC) 0l s wlisazs
295 53 (iseaz Olbyw
B lSJlAA.I Cad Capie d,g.mS 35,8 saaMwl ¢
_ - e — s clan L T sl £

= = == ; e

ICC 2016, Shahrood August 24th, 2016


http://registry.behdasht.gov.ir/

National Program

Registries and Research

(u»Lw) ‘S.wLw WT Lgl.é 031 a)g.,ﬁa!a

e sl el s Jwlcueay sissies CanReg Report
> 4 (@)
‘ 1395/04/31 9:58:00 AM : =
v
(v Rasawd Carter
e etvte o LR, bun
Ol il el Had LN g, 43 4 s LT —adigs warglae & 29l g Olidos Cuglae OV el giiadl D o b5 3 40 1395/04/31 10:22:13 AM
S0 pl a8 slass an>|0 dlas (ST C'-'JL'
61,685 74,432
igas ool 6,359 6,852
290 ksl 2,901 7,050 )
oLiloS (£) Lo, plol Uliw,log 14,075 16,739 7000
Soi publd iy 08 Oliaw,low 3,614 3,714 6000
Sty S5l Oliaw Loy 16,823 18,889 ==
038i(0,) ipass plol Uliaw,logy 690 707 5000
S Slagads Ol Loy 292 372 -
L 1,865 3,932 4000
o500y Saans Appd Oliaw oy 2,226 2,503 000
sUlga(s,) sipnss plol Ulinwlog 1,192 1,203 e
osile sawlys Olialog 1,122 1,134 2000
s, 1,119 1,137 N
09, S ph0 Aot Ol log 4,367 4,813 1000
0lo,S i Uliawlag 2,188 2,266 0
ool lal ...l gl (siloys iujsel 35,0 330 34
wolalu slu¥l pils Ol loy 872 900
3Ulia,8(0e) P Ol Loy 267 270
ol Jepds Ol low 140 173
OlSsy 190 35 iS5 Oliawlogy 132 134
sSlo 328 Uliaw,log 728 741
U E X - 82 ot ian 1€ 8 an s
DINIPIIR dmd D )i &)\ il )

e




National Program

Registries and Research

(uaéb.w) LSJLW)LO.M 6Lb 0dld Q)W‘O

e 0

v B v & @ v Page v Safety¥ Toolsv @~ T & [H
{ Clear a8 o 0 |Ss|ect Bookmark Vl |Se\ect Report Vl * More

Sptls SleMbl il Swdd pasil s padil g Cwss slpleanie e CanregReport

Ul s 5 gauisl> S gwjgel 9 Ule,siailags W)l et
w9l 9 (Jaksd aigleo
. )y 350 pUC olSuiail> pUQ Q
RERP - HLSoeas,8 5LS50,9 (8) (i plol Uliw,logw Olsbl 0aSduls olsbl 8yab Olmlysl
e - 29585 29ipS 1123959 12 Uliw,low crhéowl 028 dsls b;b! ot ol
ik Bt oo 520 33,5 15 Oli o eyl 08 dils oLl Jass,l
ol 550588 17 Oliawlo Olpaps 025l 65l olpaol
dalw youpd 17 Oliw,loy ol ey eaSils ol sl
) oy 90y 17 Oliw,)low 89l oS iuls ‘_;\_wgngJ! AW
£ GlzadY 0l 22 Oliw,low gl 828l Spdnydl prEY]
w095 GBlgs cpogs 22 Oliwloy GulyS eaSiiils S| Olygs
Jab ey - yoling gy 22 Oliw;low Oliw,V 62 duls JBaw g ol Sz g Jleo Hlpx
.. - e S ooy 22 Uliw,)loy aclyo oaSduil> Jaas,l sugix ubwlys
e i Olaglw dmeain - 509322 Oliwlog soaling 0aS il Ol | So0) Olwh>
Cols )by Jamio 15,5 31 Gliw,lay s Ol )31 ol iuils GlSs,| los vluwlys
Olads Lyw ol Oliawlog e Olsal,sT alEiiuls Js, Oliwwjo>
Slodl 3ol Ol o Jas)l olSiils Olsei,| IEST)
= — Olygs Bl 0liawlog Olgaol ol il Qo0 Olioow
Olaciso Olaigs Cows Gl Oliw oy sl ol il s ShI| | | Oliwzsl 5 Ol
on b5 Ohgs izl Oliwlay Ol olS il Ul b
tom G tieo - Olyed Gl Oliwlay AWl ol il (AP 2939
Olypi Uyl Oliw,low LU ol cuils a,8, .l ailiwl £
[ ]
VLOAYO,OAAN  eaignotess T AVVIAF ot otuss




Registries and Research Supported Registries
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Supported Registries
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Setting of the scene

Data Linkage in Cohort Studies National Program
Registries and Research Supported Registries
Suggestions
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Setting of the scene
Data Linkage in Cohort Studies

Registries and Research
Suggestions

Recommendations:

 Active follow-up is not necessary for all outcomes. think
about external data for establishment of the cohorts and
follow-up

« Establish an organization, like NIMAD, to archive and
standardize national administrative databases for data
linkage

 Enhance International collaboration is needed to:

« Use innovative and proper techniques for analyses of your cohort data
« Improve your population based registries in the cohort study regions.
» Train experts in the area of data linkage in collaboration with other

ICC 2016, Shahrood August 24th, 2016



Suggestions

Population-based Cancer Patient Survival Analysis
workshop (Oct 15-19% 2016)

Data Linkage
Cancer Registry, Causes of death Registry, SEPAS, Vital Statistics

= Karolinska

"9 7 Institutet A medical university

™ Denna sida pa svenska
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