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HEE DA
Glossary

(1) FRFRBE/FETFE Age adjusted incidence / mortality rate

{[Eﬁ%‘—’s%m%iﬁ% ]X [%@AD@E@%@@@%J} DKW (AE
(AEMPER) DFETH (AEHGMERR) o A PE) DRI

SRR T 13K =
4 v HLHE A TR O AL

AR AT 722 2 NTTERI O] C OB - JEEERR, FE OFERE RIS 2 AR BRI RS LI2onT,
ZOEMBEROEZMYBRE, 252 THIET2HEICHV L, FRABECRZEEETRE VI BEAELH 5.
FEH NITE U CIZFR274E T 7V AT CRIR274E N2 N — 2 2HE S 72 AR AT 7V) | IBRI604E € 7 v AT (B
FI604E N1 2 X — ZIHE L N7ARFEANITE T V) & FIv T b SERBIZE L3 1L, 8% A 11100,00024% 72 ) TRBT %,

LB SE AR L Tz s LT BUIC AT RELO ADTR & 2 5 TR 2 WD S 5o AR R -
FEEEZH WL Z LIZX D, FEREROZIL DR E L W72 TOER B OMRE - SECERD RS TEEIC R 5,

Age-adjusted ? [Observed DR in /th age category] X [Population of /th age category in SP]

mortality rate [Total Population in SP]

where DR and SP denote death rate and standard population, respectively.

The age-adjusted incidence/mortality rate is a weighted average of age-specific incidence/death rates in the
observed population. The weight for each age category is the proportion of people in the age category in the
standard population. The 1985 model population of Japan is used as the standard population throughout this book
(See table below). The age adjustment is used to adjust the difference in age distribution in comparing incidence/
death rates of two or more populations. By convention, the death rate is expressed per 100,000 population.

Crude incidence/mortality rate is affected by the age distribution of the population. Even when the crude
incidence/mortality rate is increasing, the increase may have been solely caused by aging of the population. Using
age-adjusted incidence/mortality rate allows comparisons across two or more different periods of time removing

such effects of the changes in age composition.

HEAD (ER27EEFVAD) =

Standard Population (2015) B

N

s (Age) | AL || M (Age) | WAL || Ak (Age) | AL 3
0 978,000 35~ 39 7,423,000 75 ~ 179 6,306,000 %
1~4 4,048,000 40 ~ 44 7,766,000 80 ~ 84 4,720,000 g)
5~9 5,369,000 45 ~ 49 8,108,000 85 ~ 89 3,134,000 %_
10 ~ 14 5,711,000 50 ~ 54 8,451,000 90 ~ 94 1,548,000 &3
15 ~19 6,053,000 55 ~ 59 8,793,000 95 ~ 423,000 §
20 ~ 24 6,396,000 60 ~ 64 9,135,000 ## (Total) 125,319,000 S.
25 ~ 29 6,738,000 65 ~ 69 9,246,000 ‘cgb
30 ~ 34 7,081,000 70 ~ 74 7,892,000 s
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EEAO (BBFM6OEEF/ILAO)
Standard Population (1985)

i (Age) E-S YN i (Age) 2.3 YNu| i (Age) E-SLYNE|
0~4 8,180,000 35~ 39 9,289,000 70 ~ 74 3,476,000
®=~9 8,338,000 40 ~ 44 9,400,000 75~ 179 2,441,000

10 ~ 14 8,497,000 45 ~ 49 8,651,000 80 ~ 84 1,406,000
15 = 19 8,655,000 50 ~ 54 7,616,000 85 ~ 784,000
20 ~ 24 8,814,000 55 ~ 59 6,581,000 W (Total) 120,287,000
25 ~29 8,972,000 60 ~ 64 5,546,000
30 ~ 34 9,130,000 65 ~ 69 4,511,000

(2) #iffE=E Net survival

FHRELTWRHRIIN L B CD b o 7o EGE L7265 DEAER T, MROWADEZBFMIHEL
72k WAL TR, BPALUSNORE) A7 2% LR E 2 0 . —RERIOEFARRLMOFEH D
22TV, ERMIBOLBIZHH I NS,

i

The survival probability assuming that deaths from causes other than the disease of interest do not occur.
It mathematically estimates the effect of the target disease alone. In cancer, it represents survival adjusted for
mortality from causes other than cancer. It is not affected by background mortality in the general population

or by other causes of death and is therefore suitable for comparisons across countries or regions.

Observed / overall survival

(3) RBIERHFE

HLYWH DM SN TH O~ (WEEIZIISE) RIZEFL TOLER, @FELELFR EVITVLET b,
THROWEE LTHW LN,

Q@ FE LR = (HARBICHZICRBRELZAE - 209 L@ELNIZHT L2 AE)
| & AHEBICH IR E L AR

'The proportion of patients who are alive at a specific years after diagnosis of a particular disease. This is used

as an indicator of prognosis.

@-year survival= (the number of newly diagnosed patients under observation - the number of deaths

observed in @ years) / the number of newly diagnosed patients under observation

Relative survival

(4) HHXFEAFR

B7p ZEM M OO 720\ ZEMAAFR % AL L7488, E, il &, e cE 28I ELH 55 E
DBFEOELER (FWAEFR) 2, F U (M F#, BE, il E) 28/ o —REMOMEAERTEH - 72
W, PACELTYWZIE, PAUSNDIET) A7 2 L7-3EE R ), BALTNDODPAEEL TWLES
WaEET,
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A standardized indicator for comparison between different patient groups regarding the prognosis. The
ratio of the 5-year survival rate (crude survival rate) of patients with a disease that occurred in an identifiable
population, such as country or region, divided by the 5-year survival rate for the entire population, considering
sex and age of the patients. Speaking of cancer, it is an indicator that adjusts the risk of mortality other than

cancer and represents the impact of cancer on patient death.

(5) EFTE Extent of disease

WIRA AT EEDPASFKTHCONL, A LBM SN EICB T 2WEDIEHNY 2RI 5H. LT3
DT B 2 D%

RIF (DSADESIEEICIRB L TWwb L 0)
FHIR (EFSHEEE OFTIE Y ¥ 7S F 72 3BT A IEe ISR L TV A%, ERiEELR RV o)
whE GERRIERE. EEEY > 8 Jih EWERE - BEEH 5L D)

'The extent of disease in population-based cancer registries is usually classified into three groups;

Local or localized: a cancer that is confined to the organ of origin, and not spread to other parts of the body.

Regional: the spread of cancer from its original site to nearby areas such as regional lymph nodes and adjacent
organs, but not to distant sites.

Distant: cancer that has spread to organs or tissues that are farther away.

(6) UICC TNM4¥8 UICC TNM classification

BAOWY (HEATE) 2HET 5388 E U CEBENISEH 2N Tw s EES 2 AEEG (UICC) RHOA D5
B 1IEBAS6IES; IO W T, HREDOMAR R S HEFEVBAOKRE Z, JEA), HEET (tumor), FEFHEAAD
g ¥ 3fiinB ORI ZN (node) . MOEE~DO BRI EM (Metastasis) & LT, KoL, TNH 2
A LU CTHRRE LB (A7 —2) Z0ET 5. WiE. o1, OV, I, WM, VENZHGES . BTHsK
EVIIEHEIT LD AR KT HEADBHNDASEETIE, 20184 HiB1 X ) BRI TR ERATThI T 5 (2012
B MBI LI SB6, 20124E %> 5201 7T4E 2 Wi I3 S8 THUEEL) o %9 5 ~ 104RICLEEOBEE CTYET TP T b,

The international system used to describe how far cancer has spread. T refers to the size/depth of the tumor, N
describes how widely the cancer has spread to nearby lymph nodes, and M shows whether the cancer has spread
(metastasized) to other organs. TNM descriptions can be grouped together into a simpler set of stages, labeled
with 0, and I to IV, and a higher number means a more advanced cancer. In Hospital-based Cancer Registries in
Japan, clinical stages were defined on the basis of UICC TNM classification 8" ed. since cancer cases diagnosed
in 2018 (Clinical stages were defined on the basis of the UICC TNM classification 6™ ed. for cases diagnosed
before 2012, and also 7" ed. for cases diagnosed between 2012 and 2017) . The UICC TNM classification is

revised approximately once every 10 years.

(7) BIREE prevalence

HHEETEFEL TS BEOMERTIRE, [HFELTWAEE] 13, PAICE LT IR, SFEAEREESE
WCHWOHN, ZOEDORAEGFE TBESEDNICEH SN2, EEHRTH. bPETIZEEDABGFOM A
THEEFHITE 525, ZOMOETIX, PARBEEAEGFRZEITELECHEIT 5,
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The number of patients alive at a given time. 5-year prevalence is conventionally used for cancer statistics, in
P g year p y

which a "patient alive" is defined as a survivor of that year who has been diagnosed with cancer within the past

5 years. Usually, 5-year prevalence can be directly measured by the national cancer registry in Japan, but in other

countries it is estimated by multiplying cancer incidence and survival rate.

(8) 2BV ALY Z—HES (B [£FAK])

Japanese Association of Clinical Cancer Centers (“JACCC?”)

HOOBENZ BT 2HBADTFHi, BB X OHBESEON LICET A2 L2 HWE LT BH4SEICR . SN2 2ED
WAty s — WAFY YT =% EORABEMIFH CHEE S5 ik, BEROPAEROIMZIZ LD, AD
TRIERH LB - BT ORI, A DRRE - L E RIS 2720 OME 2 DT b, FHZ, BERNDA
B ERIC D AR I P A 2 RN LA, [ AR B 2 0 A BEEFEREOREKICHT 548
] ZIERAE L) 2T B EH LT =2 10 WTAFROER - ARE2FERL TV b,

BAE (20214E10 ABAE) oMt (324ii%) (&, LT oMy, LB A €y & —, HFHRE P IR, AT
SRR, EIRESLDSA Y 8 — BN YRR, KA iR, BRI ASA R v 7 — BRI A
try— MERVBAL Y Y — ENIBANTEE V7 — ke, TEEPAL Y Y — ESLSAMIGEE v ¥ — e
ke, ASAMEA B BE. 7 B AL, RIS AL v 7 —, BHBEIASA £ v & — B ke, & 117 e b
AN s be, fRHIR RS, B RS A Y & — BHENALY ¥ —, ZEBEEHE Y ¥ —, IR
AREWRE. KRIREFRYE v 5 — KIEBAA Y v 7 —, TERNISAY Y & —, BEFL Y — - pERAL Y F —,
IR R AR v 7 — MEPAY Y F —, JUNPA LY & — ROEHRE, B EEYE ~ & — A

The JACCC, comprised of cancer hospitals, such as cancer centers and centers for adult diseases, was
established in 1973 to prevent and diagnose cancer and improve cancer treatments in Japan. The JACCC
provides cutting edge cancer treatments, develops novel cancer prevention methods and diagnostic and
therapeutic techniques, and conducts research to elucidate cancer pathology and treatments. Of note, the
JACCC has aggressively conducted joint surveys on survival rates based on the in-hospital cancer registration,
published the "guidelines for the publication of the survival rates of cancer patients in the member institutions
of JACCC," and collect and publish statistics of survival data, which met the guidelines.

Current member institutions (32 institutions) as of October 2021 are as follows: Hokkaido Cancer Center,
Aomori Prefectural Central Hospital, Iwate Prefectural Central Hospital, Miyagi Prefectural Cancer Center,
Yamagata Prefectural Central Hospital, Ibaraki Prefectural Central Hospital, Tochigi Prefectural Cancer
Center, Gunma Prefectural Cancer Center, Saitama Cancer Center, National Cancer Center Hospital East,
Chiba Cancer Center, National Cancer Center Hospital, Cancer Institute Hospital Ariake, Metropolitan
Komagome Hospital, Kanagawa Prefectural Cancer Center, Niigata Prefectural Cancer Center Niigata
Hospital, Toyama Prefectural Central Hospital, Ishikawa Prefectural Central Hospital, Fukui Prefectural
Hospital, Shizuoka Cancer Center, Aichi Cancer Center, Nagoya Medical Center, Shiga General Hospital,
Osaka Medical Center, Osaka International Cancer Institute, Hyogo Cancer Center, Kure Medical Center and
Chugoku Cancer Center, Yamaguchi Prefectural Medical Center, Shikoku Cancer Center, Kyushu Cancer
Center, Oita Prefectural Hospital, and Saga Medical Center Koseikan.

(9) PAZEEENSRREE Designated Cancer Care Hospitals

EEECTOHDEWPAERZRM ST L2 LTS L), MEFROHEE ISR S, EEGFBHEIHEL -
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Wibto WM 7Y AR OTRME HIRO DA BHR O IR I RBIORESE, 2% A BB 1§ 2 AR e Ot
EDEE THS TWD, A4 (2022) F4HBUE, ERLAMIEY ¥ & — 2ftii%. #EFIRIZI PR E S h
T B AR IR A A B HGESEI R BES IR . M A S HGEHEIL R bE (B EERY) 55HERR. A’ A B FE HEL
SR BE293NE R MRS A RS ERL B (RRBIY) 6% SR, 22 D EESRIENZ G E S 1B MUl A BBt e
A5HERE D D B o FEED D ARIZDO T %  DBIRIERZ A9 5 JE AT A BHEEIEI TR e ik %o /N -
AYAHRDEFIZOWTH, ZEANBZEOBCPAERRK IR EZ T ENTE L L), EFEI/NEA AR
JRBELSHE R NEAA R RABRBI2FERR R E SN TV Do S 6T, 7/ ARBEZLEE T HVBARED, EEEZ
W Th, BAT ) AEHREZTONBH 2T L7720, BAT 7 AEBPBIM IR, 25A 7 7 A&
PILRRPE3 R YA T ) A RBHEEER B 18I AR E SN T D (44 (2022) 4E12HIEL) o

For the purpose of providing high-quality cancer treatment throughout Japan, the Ministry of Health, Labour
and Welfare designated the hospitals on the basis of the recommendation of prefectural governments. These
designated hospitals play a role to provide specialised treatments, to develop local coordination and cooperation
systems, and to provide consultation, support and information for cancer patients. As of April 2022, in addition
to 2 hospitals of the National Cancer Centre, the Designated Prefectural Cancer Care Hospitals designated
in each prefecture (DPC2Hs; 51 in total) and the Designated Community Cancer Care Hospitals in each
secondary medical care district (DC3Hs; 293 in total, including 55 advanced type and 6 special type), there are
45 Designated Local Cancer Care Hospitals in the secondary medical districts without DPC2Hs or DC3Hs.
Also, there are one Designated Cancer Care Hospital for specific cancer designated as having expertise in the
treatment of a specific cancer type. 15 Designated Paediatric Cancer Care Hospitals and 2 Central Institutions
for Childhood Cancer have been designated nationwide so that paediatric and AYA generation patients can
receive high-quality cancer treatment and support. Moreover, the Ministry designated 12 Cancer Genome
Medicine Core Hospitals, 33 Cancer Genome Medicine Hospitals, and 189 Cancer Genome Medicine Network
Hospitals (As of December 2022).

(10) FEAHD AZESE Hospital-based Cancer Registry

BENAS A BERII AT A BEREDOHEEIZ B 2 BB X BN A BEOEIEIARD HIREHTIED X, PABHRDOE
BEZ HIE LT, ik T & ICBW - RSN BZEOPAICHET 2HEREEHL T b, HMHRPAERD
A2 AT ) Midk B L CHURIC B 2 DA EROMERICER 2 EH 2 RTHEICBWT, EESNTEY., AP
PHHEM R BE 7% 2BV TIIRE R & SN TWw b, BENDTABRIERIZ L > THfF SN D3R L LT, OBR#
OHI L, @QEBOFEEILE, OBBRIROMEGEIR, OPFAX KON L, D403 EITHE STV,

Hospital-based Cancer Registry is implemented in accordance with Cancer Registry Act and Guideline
for the Operation of Hospital-based Cancer Registry. To monitor clinical practice for cancer care, all patients
who were diagnosed and/or treated at designated hospitals and some non-designated hospitals are registered in
Hospital-based Cancer Registry.

‘The main expected outcomes of Hospital-based Cancer Registry are as follows:

1. Continuous improvement of quality of cancer care

2. Monitoring the treatment for cancer nationwide

3. Enabling informed choice of hospitals by patients and families

4. Supporting cancer control activities
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HFODPARBEIROHTE (2011-2018%F)

Trends in rare cancer incidence (2011-2018)

bPEOFEDHN ABRBEDOHE #1851 T 5 -0 HilgH AZSR (2011-20155F) & L U'LE N AZESR (2016-2018
F) OF—2ePMULEMBRIPB/ESI N TWVWB, ZOAETIE. RARECARENet list& W5, Wb 3 &HDHAD
EEAFEICEDNT, BAPHAREICL Z68TBEDEIE (Teri-1) O ATER. B EHEBEOHEAEDLLED216
BEOE2E (Tire2) DHFABRICREREZEHL TV, £/ BRINOPABR T —2ICEDEXRBEZXNI10R
AH7WBLI T THBTier- 1OV ATIV—T2ECHERIVPATIV-T (128) £ L. ZhlANE—REEH A
JI—7 (68f) & L (REBEZFMEL TV 5,

Bl1it. FIPAE—MOEDPADERALBRERDOEBRERL TV 3, FIONASEDERAERERIZ2011
FN704 10ANHR=Y) »H2018F D842 (10AANH V) ~NetEML TH Y., FZE{LE (annual percent
change) 3 +3.50% (95%(SHEXE:2.25-4.76%) E#HETFMICERLEMTH 720 FONADOEMIZELRH T,
2015 LIRS S ICHEIMBAKRE o T\, BV ADEIMERE LT, (1) ZHEMOES. (2) 2HES
NELER - ERIEBOEN Y, (3) I— KEREE (ICD-0-32EA) NOFE. (4) 2EIFAZHBEKBOTENEZ
5N 5,

ZhICH LT, —MHPATIE, 2011-2014F ICFipARBRERH,289.9 (10AAH:Y) »5287.2 (10AA
Hzb)) NEXRFEDLI-E. 2016F ICLEVAZRFEBAICLZIERAT316.8 (10AAH L)) ~DIFEMH
MBI, COREEBEHBOENTIELEL., 2TORKRPSDEEIVEHLINZLEN AZBRORRKICLS
BNEEZON D, ZD%. FRAEEREXRIIBUED L. 2018F(213301.0 10AANHY)) Eh otz — &
HASEDEBELRIET+1.2% (95%EFEXMAE - —0.1-2.51%) TH - 7=

23 2P AICEDEZEDPIFADEEORELTILERL TWVB, 2011 EICIF182%E > =HF DI ADEIS IE,
2018%E(C1319.6% N EEIN Lz ZOEIMIBBEICHEDLIPADEIMICELE LT TREL., —BRPULEPAICEETNS
BrA - FEIPALESBVERICHZZENESELTVWEEEZISNS,

To examine temporal trends in the incidence of rare cancers in Japan, a study analyzing data from selected prefectural
population-based cancer registries (2011-2015) and the National Cancer Registry (2016-2018) has been reported. In this study,
cancer patients were classified according to the RARECAREnet list—an internationally recognized classification of rare
cancers—and age-standardized incidence rates were calculated for 68 Tier-1 cancer groupings defined by anatomical site and
cancer type, as well as for 216 Tier-2 entities defined by specific combinations of site and morphology. Based on cancer registry
data from Europe, Tier-1 cancer groupings with an incidence rate of <6 per 100,000 population were categorized into 12 rare
cancer families, whereas the remaining six families were categorized as common cancers.

Figure 1 illustrates the temporal trends in age-standardized incidence rates for rare and common cancers. The overall
age-standardized incidence rate of rare cancers increased from 70.4 per 100,000 population in 2011 to 84.2 per 100,000 in 2018.
The annual percent change (APC) was +3.50% (95% confidence interval: 2.25-4.76%), indicating a statistically significant
upward trend. The increase in rare cancers was linear, with a more pronounced rise observed after 2015. Potential explanations
for this increase include: (1) advances in diagnostic technologies, (2) broader dissemination of diagnostic concepts and improved
understanding of disease entities, (3) the impact of coding system changes such as the introduction of ICD-0-3.2, and (4)
effects related to the initiation of the National Cancer Registry.

In contrast, the incidence of common cancers showed a modest decline from 289.9 per 100,000 in 2011 to 287.2 per 100,000
in 2014, followed by a marked increase to 316.8 per 100,000 in 2016. This abrupt rise is attributed not to a true increase in
cancer occurrence but to systematic factors associated with the launch of the mandatory-reporting National Cancer Registry,
which required all hospitals to submit information on cancer patients. Thereafter, the incidence rate again declined, reaching
301.0 per 100,000 by 2018. The overall APC for common cancers was +1.2% (95% confidence interval: —0.1-2.51%).

Figure 2 presents the temporal change in the proportion of rare cancers among all diagnosed cancers. The proportion
increased from 18.2% in 2011 to 19.6% in 2018. This increase is attributable not only to the rise in rare cancer incidence but also
to decreases in several major common cancer incidence—such as stomach and liver cancers—that are included in the common

cancer group.
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FIGURE 1 Time trend of age-standardized incidence rates of rare cancer families and common cancer families in
Japan from 2011 to 2018. The rates were adjusted using the Japanese 1985 model population.

100%
90%
80%
70%
60%
~5
=
4‘5 g 50%
w9
o
40%
30%
20% E— b
10% 186 191 .
el 7
0% A
2011 2012 2013 2014 2015 2016 2017 2018 6'
Year of diagnosis %
SHRE »
[JRare cancer families [ Common cancer families
FIDART =T —RIEH AT IL—F

2.2011~2018 EDARKIZH I BF LI A E—BROEH» ADEE
FIGURE 2 Proportion of rare cancer families and common cancer families in Japan, 2011-2018.

%#} : Sugiyama H, Konda M, Saika K, Matsuda T. Time trend analysis of rare cancer incidence 2011-2018: Nationwide population-based cancer registries in
Japan. Cancer Sci. 2024;115:2417-2443.
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