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The challenges of
cancer registries
in Lithuania
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The role of cancer
registries in cancer
control

Cancer registry data can be used
In a wide variety of areas of
cancer control:

Etiological research
Primary prevention
Secondary prevention
Health-care planning
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Patient care

Pornb OHKONMOrm4eckux
perncTpoB B bopbde C
PaKOM

[1aHHbIE OHKOSTOrMYeCcKnx perncTpoB
MOTYT MUCMOMb30BaTbCHA B CaMbIX Pa3HbIX
obracTtax 6opbObLI C pakoM:

ITNoNorm4eckne nccnegoBaHus
[TlepBUYHaAa npodunakTuka
BTopuyHasa npodunaktuka
[TnaHnpoBaHue 34paBoOOXpPaHeEHUS
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Yxoa 3a naumeHTamum



History of Lithuanian Cancer UcTopusa JinToBckoro

Registry OHKOJIOrm4eckoro perucrpa
HauaTa HaumoHanbHas Co3aaaH NonynsLMOHHbIN HAaHHble 3a nepuop 1988-
perucTpaums 3a6oneBaeMocTy OHKOMOTMYECKUIN PErUCTP. 1992 1. Bnepsble
pakoM (gaHHble coobuiatoTcs Hauancs c6op AaHHbIX O onybnuKoBaHb! B KHUre
BpayaMu B COOTBETCTBUN C CMEpPTHOCTM OT paka. «3aboneBaemMoCTb pakoM Ha
npasunamm). NATU KOHTUHEHTaX».

Population-based Cancer
Registry was set up.
Started cancer mortality
data collection.

1984 1993
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Lithuanian Cancer
Registry became a
member of International
Association of Cancer

Registries.
NMpukasom MuHucTepcTBa JINTOBCKMIN OHKONOIMMYECKNUI PErUCTP
30paBoOOXpaHeHns bbIsT ctan yneHom MexayHapogHon
cosfgaH Jlntosckni accoumaumm OHKONOrnm4ecknx

OHKOJTOTMYECKN PETNCTP. PErncTpoB.




Data that is under
collection now

Patient associated data

Personal identification number

Name

Sex

Date of birth (age)
Address

Ethnic group

Date, cause of death

Tumor associated data
Incidence date

Most valid basis of the diagnosis

Topography (primary site)
Morphology (histology) (ICD-O)

Grade (differentiation grade, WHO grade, Gleason
grade group) (ICD-O and/or WHOQO)

Source of information

[laHHbIe, KOTOpble cobunparoTcA

B HacTosiLLiee BpeMs

[aHHble, cBA3aHHbIEe C NaLUueHTOM

JINYHBbIN NOEHTUPUKaALMOHHBLIN HOMEP

ma, dpamunma

[on

[ata poxaeHusi (Bo3pacT)

Anpec

OTHU4YecKas rpynna

,El,aTa, NnpnU4nMHa CMepTn

HdaHHble, cBAAI3aHHbIe C ONyXOJibio

[laTa BO3HMKHOBEHUSA

HaunGonee goctoBepHas OcHoBa AMarHosa

Tonorpadust (MeCTo pacrnonoXeHns onyxosn)

Mopdonorus (ructonorusi) (MKB-O)

CTteneHb (cTeneHb agnddepeHunaumm, cteneHo BO3,
rpynna ctenenu mucoHa) (MKB-O w/unn BO3)

CTOYHUK MHJOpMaLnm




Current data
sources

Tekywme UCTOYHUKN
AaHHbIX

C Notification
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" Notification | [ National Center N
Forms of Pathology

dopmbl HawumoHanbHbIi
\ yBE€LOMINEHNU VAR LEeHTp I'IaTOJ'IOFl/II/IJ

 The reporting of cancers compulsory. All  + CoobweHne o0 pakoBbiXx 3aboneBaHUAX

physicians, all hospitals and other apnsietca obssaTtenbHbiM. Bce Bpauun, Bce
Institutions in the country must send a OonbHUUBI M Apyrve Yy4ypexaeHusd CcTpaHbl
notification to the Regqistry of all cancer OOIMXKHbI HanpaendaTb B Pernctp yBegomreHusd
cases that come to their attention. 000 Bcex criy4yasix paka, KOTopble nonagatwT B

X Norse 3peHns.

« ABTOMATU4YECKME OTYETbI, coaepxalluue Ty Xe
NHdpopmMaumio, YTO N POPMbl PYYHbIX OTYETOB,
MOXHO MOny4YnTb TONbKO B HaumoHarnbHOM
MHCTUTYTE paka W HaunmoHanbHOM LUEHTpe
natoniornn (ob6a HaxogAaATcs B CToNnuue).

 The automatic reporting with the same
information as the manual reporting forms
only from National Cancer Institute and
National Center of Pathology (both in the
capital city).




Main problem of the
current registry

The main challenge with the current
registry system is manual reporting.

The system does not adequately
encourage or enforce
comprehensive participation in
reporting processes.

OcHoBHasA npobrniema
TeKyLlero peecrtpa:

OcCHOBHOW NPoOBemMon CyLLEeCTBYIOLLIEN
CUCTEMbI perncTpaumnm siBnsieTcH
npeacTaBrieHNne OTYETHOCTU BPYYHYIO.

Cuncrtema He NooLpPSIET U He
obecnevynBaeT JOMKHbIM 00pa3om
BCECTOPOHHEE y4acTue B rnpoLeccax
OTYETHOCTMW.



Data completeness [TonHOTa AaHHbIX

VEZIO REGISTRAS

2018 2019 20 2023
Institution/ YupexgeHue Cases % Cases % Cases Cases %
Nacionalinis vézio insti 2144 376
V C 7010 C AUC o C
292 5.1
] aqgo (£017)
1109 19,5
Kl g |
516 9,7
< ochern OJTHbIN OTYeT Ok .
— 550 9,7
nena s a3aa (20 L | 571 10,0
Otherinstitutions / lipyrve  5qq5 359 5950 312 5078 | = 515 9.0
yuypexgeHus _‘ _ =
In total (C and D codes) / Bcero - I == =
(KOﬂblCl4E» 18207 17428 15680 - 5697

Data completeness / [NonHoTa

OaHHbIX




What‘s missing? Yero He xBaTaeTt?

* Prognostic (tumour) factors, * [lporHocTMn4eckue (onyxorsesble)
such as ER/PR and Her2 doakTopbl, Takne kak ER/PR u
(breast cancer), Breslow Her2 (pak MOMNo4YHOU Xenesbl),
thickness (melanoma), HPV- TonwmHa no bpecnoy
status (oral cavity, cervix, (MenaHoma), Bl'4Y-cTartyc
vulva), cytogenetic aberrations (MONOCTb pTa, LWenka MaTku,
(CNS, sarcoma, BYNbBa), ULUTOreHeTU4YecKkne
haematological malignancies), abeppauun (LUHC, capkoma,
etc. remarosiorn4yeckme

3I10Ka4YeCTBEHHbLIE OMyX0onu) u ap.

* Primary treatment » MNepBrYHOE NeyeHve

* Date and site(s) of » [lata n mecto (MecTa)

recurrence/progression peumanBa/nporpeccupoBaHuns




Future tasks

Examples (from European Network of
Cancer Registries recommendations):

Surgery:

« No

* Yes, without specification
* Yes, local surgery only

* Yes, ‘operative’ surgery

Radiotherapy:

 No

* Yes, without specification

* Yes, neoadjuvant (pre-operative)
* Yes, adjuvant (post-operative)

Systemic therapies...

Date and site(s) of recurrence/progression

byayuwue 3apgaun

[Tpmepbl (M3 pekomMmeHgaunmn Esponenckom
CETU PErMCTPOB paka):

Xupyprus:

 Hert

« [la, 6e3 yTouHeHus

« [la, ToNbKO MeCTHas XUpyprus
« [la, «onepaTtmBHas» XMpyprus

Pagnotepanus:

Het

[a, 6e3 yTouHeHUs

[a, HeoagbloBaHTHasA (NpegonepaymoHHas)
[a, agbloBaHTHas (nocrne onepauumn)

CuctemHasa Tepanus...

[arta n mecto (MmecTa)
peunansa/nporpeccrupoBaHng



Issues to overcome

The majority of treatment data in electronic
patient records is in textual form, and
currently, there are no efficient tools to extract
crucial information from these texts.

Although national insurance funds provide
data on reimbursed procedures and
medications, they do not include contextual
information about the disease or treatment
plans.

Manual reporting has proven to be inefficient.

Without comprehensive knowledge of
treatment and disease progression, it is
challenging to plan future strategies
effectively.

The ART study demonstrated that radiation
therapy data had to be manually collected
from treatment sites.

[MpobnemMbl, KOTOpbIE
HeoOxoaAMMO nNpeoaoneTb

BONbLWMHCTBO AaHHbLIX O JIeYEHUN B ANEKTPOHHbIX
ncTopusix 6onesHn npeacTaBneHsl B TEKCTOBOM BUAE,
N B HAcTosiLLiee BpeMs He cyulecTByeT adEKTUBHbIX
NHCTPYMEHTOB /15 N3BNeYeHUa BaXXKHOMN MHdopmMaumnm
N3 3TUX TEKCTOB.

XOTS HauMoHanbHble CTpaxoBble POHAbI
NpenocTaBnsAloT AaHHble O BO3MeLLlaeMblX
npoueaypax u fiekapcreax, OHM He BKIHoYatoT
KOHTEKCTHY0 MHdopMaLuuo o 3abonesaHnm nnm
nraHax fnevYeHus.

Py4HOe cocTaBrieHMe OTYETOB OKa3ariochb
HE3(dPEKTUBHBLIM.

be3 BCeCTOPOHHMX 3HAHUN O JIEYEHUN U
nporpeccmpoBaHnn 3aboneBaHnsA CIIOXHO
adhheKTNBHO NnaHnpoBaTb OyayLine cTpaTteruun.

NcecnegosaHne ART noka3sarno, YTo AaHHble O
ny4yeBOW Tepanumn NpmxoamTca cobnpaTtb BPY4YHYIO B
nevyebHbIX yuYpexageHusxX.
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Lithuanian Cancer Registry

Special thanks to:
| Ocobas bnarogapHoCTb:

Giedre Smailyte

i~ Laboratory of Cancer Epidemiology

National Cancer Institute

. P. Baublio 3B, LT-08406 Vilnius, Lithuania
E-mail: giedre.smailyte@nvi.lt

Tel: (370) 5 2190911




Thank you

Cnacubo
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