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Th e J- CONNECT Con sor t iu m, a co llabo r at iv e academic n et w or k  in  Japan , h as dev eloped  a r eal- w or ld  pseu don y mized  
dat abase o f  ch emot h er apy - t r eat ed  so lid  can cer  pat ien t s u sin g elect r on ic  med ical r eco r ds ( EMRs)  f r om 12  h ospit als, 
w it h  mor e in st it u t ion s h av in g alr eady  j o in ed  ( F igu r e 1 ) . Th e dat abase in c lu des co r e can cer  r egist r at ion  dat a su ch  
as pat ien t  ch ar act er ist ics, pat h o logical d iagn osis, an d  c lin ical st age, as w ell as compr eh en siv e pr escr ipt ion , in j ect ion , 
an d  labo r at o r y  t est  r eco r ds ex t r act ed  f r om EMRs. Gen e mu t at ion  in f o r mat ion  is also  ex t r act ed  f r om pat h o logical 
r epo r t s u sin g n at u r al lan gu age pr ocessin g ( Tab le 1 ) . Th e dat abase is con st r u ct ed  u n der  an  academic f r amew or k  
w it h  an  opt - ou t  in f o r med  con sen t  pr ocess. Resear ch er s can  access add it ion al dat a f o r  mor e det ailed  an aly ses 
t h r ou gh  a f eder at ed  model o r  by  d ir ect ly  co llabo r at in g w it h  in d iv idu al h ospit als. Th e r epr esen t at iv en ess o f  t h e 
r egist r y  w as ev alu at ed  by  compar in g t h e n u mber  o f  cases by  can cer  t y pe an d  pat ien t  demogr aph ic  d ist r ibu t ion s 
w it h  t h ose f r om t h e n at ion al can cer  r egist r y .

In t r od u ct ion

In  Japan , Design at ed  Can cer  Car e Hospit als ar e r equ ir ed  t o  main t ain  h ospit al- based  can cer  r egist r ies, mak in g t h e 
r egist r y  dat a a r eliab le in d icat o r  o f  t h e t o t al n u mber  o f  can cer  cases n at ion w ide. We compar ed  t h e n u mber  o f  cases in  
t h e J- CONNECT r egist r y  t o  pu b lic ly  av ailab le su mmar y  r epor t s f r om t h e n at ion al can cer  r egist r y  dat a. We ev alu at ed  t h e 
cov er age st r at if ied  by  age an d  gen der  f o r  liv er , esoph ageal, b r east , pan cr eat ic , lu n g, pr ost at e, st omach , an d  co lo r ect al 
can cer s, an d  t h en  calcu lat ed  t h e coef f ic ien t  o f  v ar iat ion  ( CV )  t o  assess t h e v ar iab ili t y  in  cov er age acr oss st r at a 
( F igu r e 2 ) . L ow er  CV  v alu es in d icat e mor e con sist en t  cov er age acr oss st r at a, su ggest in g a mor e similar  d ist r ibu t ion  
bet w een  t h e r egist r ies.

Met h od s

Can cer  sit e- specif ic  cov er age r an ged  f r om 0 .20% t o  3 .42%, CV  =  0 .208  ( Tab le 2 ) . Sex - st r at if ied  CV  ( ex c lu d in g b r east  an d  pr ost at e can cer s)  r an ged  
f r om 0 .003  ( st omach )  t o  0 .150  ( b i liar y  t r act  an d  gallb ladder )  ( Tab le 3 ) . A ge- st r at if ied  CV  r an ged  f r om 0 .203  ( liv er )  t o  0 .511  ( st omach )  ( Tab le 4 ) .

Resu lt s

A lt h ou gh  t h e dat abase in c lu des on ly  ch emot h er apy - t r eat ed  pat ien t s, 
sex  d ist r ibu t ion s w er e lar gely  con sist en t  w it h  n at ion al dat a. Wh ile 
v ar iab ili t y  ex ist ed  in  age an d  can cer  sit e d ist r ibu t ion s, f ocu sin g on  
can cer  t y pes w it h  less age- r elat ed  v ar iat ion  su ggest s t h is r eal- w or ld  
on co logy  r egist r y  may  ser v e as a r epr esen t at iv e r esou r ce f o r  Japan ese 
so lid  can cer  popu lat ion s w it h  r ich  back gr ou n d  ch ar act er ist ics 
in f o r mat ion  in c lu d in g gen o t y pes an d  complet e h ist o r y  o f  pr escr ipt ion s. 
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Figure 1: Locat ion of hospitals 

part icipat ing J-CONNECT registry project . 
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Figure 2: Schematic illustrat ion of 

representat iveness evaluat ion using 

subgroup-specific coverage rates.
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Coeff icient of variation (C.V.) of coverage rates 

(29%, 32%, 30%) = 0.05

Lower C.V. values indicate more consistent 
coverage across age groups and thus a more 

similar age distribution between the registries.
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