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Transplant Activitv Surveyv started in 2007

TRANSPLANT ACTIVITY SURVAY until 2005

‘Asian Pacific Blood and Marrow Transplantation Group

to 2005
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No. of Transplantations and Centers

HSCTs

from 1986to 2008 | CCNtersin 2008 HSCTsin 2008

Australia 16205 41 1209

China 5211 33 1604
Hong Kong 1986 5 .
India 970 19 409
lran 2446 5 389

Japan 47436 370 4204

Korea 12388 42 1459
Malaysia 1490 10 181
New Zealand 1674 6 171
Pakistan 219 2 29

Philippines 27 1 3

Singapore 1108 3 -
Taiwan 2953 12 337
Thailand 1223 5 131
Vietham 81 3 19

Total 95417 559 10393
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Major Division of Disease Types by Country in 2008

M@ Hematological malignancy
. | Solid tumor

o b4 Non malignancy
B Hemoglobinopathy
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APBMT HSCT Registry

e APBMT Transplant Activity Survey

e APBMT Outcome Registry
— Long discussion
— Launched in July, 2010



What is an Outcomes Database

Database consisted with baseline-, disease-,
transplant-information, and transplant
outcome information of each single patient

Possible analyses:

Transplant outcome summary including
engraftment rate, incidence of complications,
and survival probabilities

— According to diagnosis, disease stage at
transplant, donor-type, stem cell source type,
recipient age, conditioning regimen...

Risk factors affecting transplant outcome



Outcome database

What was done to whom, how the patient did after

e 30 y/o male
 Acute myeloid leukemia in second remission

* Bone marrow from HLA identical sibling

 Neutrophil recovery on day 16

e Grade 2 acute GVHD (skin stage 3)
e No chronic GVHD

 No relapse

e Alive, without disease on day 500



Overall survival curve of leukemia
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Japan Society for Hematopoietic Cell Transplantation
JSHCT Annual Report of Nationwide Survey 2011




Registry study

1.01

TWINS {N=70)

T DEPLETION [N=401)

0.4

NO GVHD (N=433)
AGVHD ONLY [N=738)

PROBABILITY OF RELAPSE
g

CGVHD ONLY {N=127)

—
AGVHD + CGVHD [N=485)
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0 12 24 36 48 60 72

Fig 1. Actuarial probability of relapse after bone marrow
transplantation for early leukemia according to type of graft and
development of GVHD.

Graft-versus-leukemia
effect

Horowitz MM et al. Blood 1990



Survey items to collect

Minimum dataset

308 items
TRUMP | 0  \ SRV
. Research form
Used in Japan e >1000 items
850 items

"EBMT
Research form
>1000 items

Minimum dataset : revised TED / MED-A




APBMT Report sheets, identical to TED / MED-A
2 pages for 100 day, 2 pages for f/u, 1 for disease

APBMT Center :

)APBIT

P o] s rimrve Vsmpiaicn (icup

PRIMARY DISEASE DIAGNOSIS

Unigue Patient Mumber (UPN):

HSCT Date: - =

CENTRE IDENTIFICATION

HSCT [cont.)
Suuree of Stem Cells (check all that spply):

Patient following national / intemational study / trial:
O Yes ONo O Unknown
MName of study / trial

APBMT Center# o Bone Marmow O Peripheral Blood
CIEBMTR Center # Cord Blood O Other:
EBMT Code (CIZ):
Hospital- Unit: Diate of this HSCT: - -
C::: d 3 . vy mm dd
persan Chronological no, of HSCT for this patient

Fhoge: Date of most recent previous HSCT: . - -
Tk : i dd
erftall Type of most recent previous HSCT T Alle  DAute 0 NJA

REPORT INFORMATION .
Date of this Heport = = HSCT part of a planned multiple graft protocol?

wyy mm dd ONo . OYes
CIBMTR patient (recipient) identification # Graft 1 ex-vive (including T-cell depletion)
EBMT patient {recipient) # fnuaermt‘lan for RBC rer:wa:’ oF velume reduction)
1 No O Yes

PATIENT IDENTIFICATION
LUnique Patient Humber or Code:
Compulsory, registrations will not be accepted without this
item

Initials: < (first name{s} family name (s})
Date of Birth: - -
TN mm dd
S = Male 0 Female
DISEASE
Diate of initial diagnosss: - -
mm dd

Complete and attach the relevant Disease classification

Preparative {conditioning] regimen given?
[1 Mo (Uisually Pediatric inherited Disorders onfy) CONTINUE TOP. 2

O Yes
‘Was this intended to be myeloablative? { allo only)
= Yes i Moo Reason:
1 Age of recipient

.omorbid condifions
O Prier HSCT
I Protocod driven
= Other , specify
Preparative regimen
BAD unit Total Preseribed Dose

{Check ail that apply| mgim’  mglkg|
: T8I ...

o TLI, THI, TAL L
_' ALG, ALS, ATG, ATS LbE’brE tﬁ: =] o

= Lansky
102003004050 060D TO SIII 100 0100

Type of HSCT:
O Autologous [SKIP ITEMS BELOW AND CONTINUE FROW TOP OF
WEXT COLUAN)

sheet with disease status at HSCT

HSCT —‘ I Horse O Rabhit © Other. 5&'&
Performance score System O Kamofsky 1 anthracyeline
Seore:

7 Allogeneic
Patient CMV status = Megatve O Positive
{for afiografis) = Mot evaluated O unknown
Multiple donors O Mo O Yes : Number
(nciudimg melipte CB wunits)
If yes, replicate and fill the Domor box below as many fimes a5
necessary
DONOR

Doner 1D
HLA match type

00 Syngeneic {monozygofic hwin)

HLA-mismatched relatve:
Degree of allele mismatch © 1 HLA antigen mésmatch
C = 2 HLA antigen mismatch

| lerebbed A

AFPEMT Center : Unigue Patient Mumber (UPN]:

| FRAPBIT

o P 0 Pt e b Taeapim i By

PRIMARY DISEASE DIAGNOSIS
CENTRE IDENTIFICATION

APBMT Center #

CIBMTRIABMTR Code

EBMT Code {CICL

Hospital: Unit:

‘Contact person

email :

REPORT INFORMATION
Diate of this Report: - -
vy mm dd
Fatient following national | memahcmai sfudy ! triak:
OY¥es CMNo O Unknown
Mame of study [ trial

PATIENT AND TRANSPLANT IDENTIFICATION
Unique Patient Mumber or Code:
(Compulsory, registrations will not be awepted without this item)

Initiats: L {first name(s) . sumame(s))
Diate of Birth: - -

V¥V mm dd
Sex: C Male 7 Female

Date of the maost recent transplant before this follow up:

YWY  mm  dd

HECT Date = =

FIRST RELAPSE OR PROGRESSION
First Relapse or Progression after HSCT (Any fps)
' No O Yes O Continuous progression since HSCT
If yes or continuous pregression and for acute and chronic

LEUKAEMIAS cnly, tick ail used for
dates on which they were used and the results.

Rﬂapm'pmgmsm detected hvw method:
C Mo: Date assessed

with the

yyyy mm  dd
T Yes: Date first seen
= Previously reported
[ Not evaluated

Relapse/progression detected by cylogenstic mefhod:
C Mo: Date assessed . -

wyy mm dd

¥y mm ad
= Yes: Date first seen - -
~ Previously reported Yy mm dd
= Mot evaluated
Relapse/progression detected by molecular method:
C Moo Date assessed - -
yyyy mm  dd

= Yes: Date first seen - -
= Previously reported wyy mm dd
[ Not evaluated

DISEASE STATUS
Best disease status fresponse) after transplant
(prior fo freafment modifization in response to 3 post trensplant
disease assessment]
Continued compéete remission {CR)
R achieved: Date achieved : - -
vy mm  dd
11 Never in CR: Date assessed: -

01 Previoushy reported ¥¥¥ mm  dd

DATE OF LAST CONTACT
Date of Last follow up or death: S e — A —
Yy mm  ad

T etoposide (WP 16)
= fludarabine
0 ffosfamide
7 imatin® mesylate {Gleevec, Glwec)
O lemustine{ CCNU) ..
= melphalan{L-PAM) .
_ mitoxantrone .
* monodonal antbody(MAb)

COMPLICATIONS OF TRANSPLANT
Late graft failure 0O Na O Yes
Chronic Graft Versus Host Disease present during this period
(aliagrafts only)
11 No never)
‘fes: C First epizode since last HSCT
Date of diagnosis of cGuHD: - -
vy mmo dd
01 Recurrence
Diate first evidence of cGVHD during this period:

Y mm od
[ Continwouws since last reported episode
Maximurm extent dunng this period
O Limited  © Extensive 11 Unknown
[ Resalved since iast report rwen'f[]rabsmf}
Did a secondary rrlahgn.am:y. N‘rnplwpmlrkratm ar

mnannrrelzfr i, i,

DISEASE PRESENCEMETECTION AT LAST CONTACT
Last disease status jrecond fhe most recend stafrs and date for each

mefthed, depending on the disease)

Was drsease detected by ciinicalhaematodonical method 7:
CMo  OYes
Lzst r.la‘be aszessed - -

[ Not evaluated ¥Y¥yy  mm o

Fill in oniy for scute and chronic LEUKAEMIAS
Was diszzse detected by cytogensteFISH method?:

OMo O Yes:
Consi d disease pse/p jon; TMo O Yes
Last date assessed - -
= Mot evaluated ¥y mm dd

Fil i only for acufe and chronic LEUKAEMIAS
Was disease detecied by molecular method?:

OMo O Yes:
Consi d disease relapss/p ion O No O 'Yes
Last date assessed - -
[ Mot evaluated ¥y  mm dd
CONCEFPTION
Hazs patient or pariner becoms pregnant after this transplam?
O¥es TNo O Unknown
PATIENT STATUS
Survival Status:
T Alwe [ Dead

Check here if patient ost to follow wp O

i © vserm of Pinabh fobnol nnbs men medn osaes b




Launched in July, 2010
Submission status in 2010

Participation in [National
Country / region the APBMT  ((international) Submission

Activity Surveyregistry
Australia and New Zealand |Yes Yes No
China Yes No No
Hong Kong Yes No No
India Yes Under development [No
Indonesia No No No
Iran Yes No No
Japan Yes Yes Yes
Korea Yes Yes No
Malaysia Yes Yes No
Pakistan Yes No No
Phillippine Yes No No
Singapore Yes No No
Taiwan Yes Under development [No
Thailand Yes Under development [No
Vietnam Yes No No




What are the barriers?

e Limited resources

— Physicians are the ones who need to fill in the
forms

— Lack of trained data managers
— Lack of financial support

* Too many items

— Simplifying the Report Forms to “Least” Minimum
Dataset was desired by 11/16 countries / region



Simplifying Forms = Taking variables
capable for analyses

PRIMARY DISEASE DIAGNOSIS

Unique Patient Number (UPN);

CENTRE IDENTIFICATION

Huepital: Uit

Source of Stem Cella jcheck & that appiyl
= Bone Marrow © Periphers Biood
o Cart Blood o Dther:

Dats of fiis HSCT:
Wy
al M.nrHsch(ﬂlapsnsn{

PATIENT IDENTIFICATION
Unique Patient Number or Code:_
Compuisory, ragistrations will not be accapisd without this
em

Initiats:
Date of Bl

mﬁ! name{s). family name fs)}
Wy mm  od

Diate of most recant previons HSCT: .

oree
‘Waa thiz intended to ba mysloablative? | afio only)

SEr Maiz o Female

I yes, mﬂmmmmmwma& many tmes 35
necessay

win)

Deyeearanele lriama!m o 1 HLA antigen mismaich
o = 2 HLA antigen mismaich
o Unreiated donor
(Name of donios reglstry/CE Bank
WMDA cods (up fo £

campatn ..
o Rinximab {Riuxan, ant-CO20}

Compiete number af mismatches inside sach bax
A B8 C DRE! DQE! DPBY
0 0o oo o O asogene
HLA code I3 2 dights
o oo o o n] Alistlc
HLA coge Is 4 aigis
(o=match; 1=one mismath; 2=2 mismatches; ND=not done
[PLEASE ATTACH LASORATORY RESULTS
Donor Sex o Male O Female
Donor cuv status - N
o Nptevalsted o umkmown

Gmmmanmmea-g_ ant-CO33)
- Other MAD
Spectly

7 paciitarel (Taxol , Xyotax) ..

1
IorumomatZevalin}

APEMT Center®:

Unique Batisnt Number (UPN): HECT Date = i

APBMT

Pt i Vs g by
AFTER HSCT

GYHD prophylaxie givan (Aliograts oniy)
ONo 00 Yes: O IMMUROSUpprEssive Chemomenapy

Matignant Disease Evaiuation for this HSCT jeont.)
Flrat mmswpmlnn after HECT (Any fyoe, naf persistent

CALG, m&am ATS | 3ferag) e e
o Cortlessters ¥y, fick 3ll Metnods used far 3s5EsEment wEN the datss on which
cwusponne[csn] My Were Lad 2nd the resuls.

1 ECP {exira-corporeal phologheresis |
o F¥ 506 [Tacrodmus, Brograt)
o Metholrexate (MTX)

‘. In vive monaciona antibody (MAb) i

Antl CD25 (Zenapax, Dacizumat, ANETAC) = Not avalaied
Cam

© Etanercegt (Enbeel)
= InfEximan {Remicace]
C Otner, specily

[MMF, Calicept)
o mmnus:ﬁapa-nydn Rapamune)
o Othar drg, spacty
mu?numnﬂl] count [ANC) recovery (engratment) (Neutrop
=0.5X7
No; Date of st assasement =

Rei3psaiorogression delacta by ginkaihzematoiogisal MEhoc:
T No: Date assessed

Wy mm 7]
1 Yes: Diate of ANC racovery: - -
FHTY mm ad
o Lost graft
1 Hever Deiow

Unknawn
Acuts Graft Versus Host Dissasze (Allograts onty)
MMIIHGIEUE-
offnone) o o

| o
o Prasent Dutglzﬂeu\lﬂ

T

o
I Mot appicabie

PATIENT STATUS AT LAST CONTACT
5 mu Status:
n 0 Dead 1 Déed before HSCT
henihae I patient lost to follow up o

Date of lzat contact
Diane of 13st fodow up Of death;

WY mm ag
ain Cause of Daath (check only ane M causel:
stent

Malignant Disease Evaluation for this HSCT = Pulnanary fouckty
mmangnmuoaseampmwammﬂ = O
Beat Olseass status (responss) after H: 0. Umkrwm
Wmmmmmnmmmammrm 7 Other:

mnlnmwnplehemmm(cﬁ}

© CR achiaved: Date scfleved - -
Y E

£ Never In CR: Date assassed -

o1 Not availuatad Y o7




Balance between what we can do and

The burden to the
centers vary according
to the supporting
situation;

Financial support

Data managers ‘

what we need

Depends on what you
want to know from the
analyses;

For research purposes,
the number of items
required are usually
large.



What was taken out for the
simplified version
Dose information of the agents used for
preparative regimen

Cytogenetic / molecular test results of the
disease status post transplant (only clinical /
hematological test considered)

Additional treatment including cell infusion

Disease information at diagnosis (only
information at transplant)



Unique Patient Numbes (UPN):

Hospliat: Unit

Courtry: 0 AUST3la DGR3 CHONgKONg O indila

Inqonesa Co@n o g D Kores o MaEysa

WewZesland = Paksn o Philpohes © Singapore
© Vietmam

Tawan o Thaiana
PATIENT IDENTIFICATION

kg it farine i Caie

Dz r [y -mm-aa)

Sex

Mae o Feras

o CLL Incu PLL = MPSIMPD
PCOIMM) = BM 3pisia-omer
oot

Least Minimum Dataset

HECT Diate. - =

- melpharan(LPAM)
mismEnTIe

mangelonal antbody{MAD)

- pacita) T xyeewe]
hezs)

e,
o

VD prophylare ghven Alograt oy
5 iBSUpOreszlve Chemotharapy
Az alsare. ns(assrm)

I BrumemaD Zevain)

o = solo umor
HscT

Typs of HSCT.

Autologeus
1 AHogsnslc
Souren of Sl Colt e Bt i

= Bone Mamow P i
Cora e

Dats of fhia HSCT: (Y- mm - g

Chronalogical no. of HSCT for this patient
WWas ihis Intandea to b mysioablative? | S50 caly)
Ehe SHo

DONOR
e g
= SyTgEnEs (monozypet:
= HUAdentalcbing ey e on-momsaga k)
= HLA-matcnag omer
© HLA mismatenea
negeeaaeoenusmm = 1 HLA antigen mismatch
- 2.2 HLA antigen mismatoh
= Unretatea nonoe
Compiete number of mismatches inside each bax
A B C DRS1 DOB1 DPB1

oo oa o 0 amgenc
HLA cose 5 2 TS

oo oo o u} Atz
HLA coge Is £ diglts
G=match; T=ane mismatch; -2 mismatches; ND=not dane
Donor Sex #Male + Female
Preparative regimen

{Check 30 3t 30n) oGy Gy

T T 2 o

TLLTNI TAL

s, Au.s ATG, ATS (BEore o

Ciompute C5A)

Mysophenaiate (MM, Celicept)
S\rﬂlml‘{ﬁmmw’u‘. Rapamung)
Omeranig gpecry

AFBMT Canters : Uniqus Patient Numbsr {UPN) HSCT Date - -

mm o

S2HPBIT

[ AML | [ ALL | [ Other Acute Leukemias |

APBMT Centert Unigue P RN

HSCT Dae, = 3

SRAPRIT

o e Vot e ot o

mlmwc)mw(mammm
¥yyy - men- o)

(1Y - mem - aa
Acuts Graft Versua Host Diseass (4ogras only)
aemam Grae:
Ogrone) <l ol oWl oW
..:vmmmgma unknown .Mxmplicmls

us [response) after
Wmmnammmmmmmmmmmm
asessment

£ Connaed orptee ot (C5)

ACUTE LEUKEMIAS

Classification
AML genate. At
£ AML WIN (821§ q2Z522), |AMLIETO}
IL Wi 3DNONTAl BONE MATHW E0SL

Lauemia jaLL) Omer Atute Lauenizs

Sl AL © ACutE U D UkaSTS

I §EI2) 3341} BORIASL Sipnencypie, Hinsage, tyord

D¥ctgs L g AcLtE mast cell leukaemia

C :p13) E2APEX1 = Ofher.gpeety
I(!22l)(p12‘q22} ETVICBF-aipha

an0 v 16)(p13022) of H 16 1)(p1.
CEFEMYH 11T
AL vl {15, 172212), (PMLIRAR)

-]

o mn.mnnqz: LM.L)amnrnmnﬁ
£ AML with it
0 WD o MBEINES arfeceners)

Mnunmmelpeam

AML ot ofherwise categorisad
A ey el Ay

1 e menohiassoute v.ya:mmla(sm WS}

(FAB M5
e megmmmmu (FAE MT)
scite

1 AML NI mm:m‘sasps:m
& Transformed from MDS -~ Compiste MDS section m Disease Classficaion Snest 3. Do not compéets the remainder of AML

secanaary ongin
- es: Digaase raiated Lo prior exposure 1o herspeuti drugs or radiason
nNo

o Unknown

siatus af HECT.
STATUS NUMBER
o Primary Industion faflure:

FOR COMPLETE REMISSION ONLY. TYPE OF REMISSION

(zompiete aniy for R orrelapse]
Compiete haematoiogical remissien (CR) 18t

Relapee

N

c Cylogenstic z o o
o MioieCular = o o

= 2d
jever ireated - 3rd or highes

Wo Yes Notevaated Unknawn

CENTRE IDENTIFICATION

FIRST RELAPSE OR PROGRESSION

APBMT Centerd First Relapse or Progression after HSCT
Hespial unit
- method:
S £ Nor Date assessed e
] o Myt  Yes: Date frstseen -
o Prippines Yoy mm @
o Tawan o Thaland = Vietnam 5 Prevously reported
I Contruous progression since HSCT
Not evaluated
PATIENT IDENTIFICATION
Unique Pbent Number or Cods:
Date of ransplant - PATIENT STATUS
oy Survival Status:
DAl 0Desd
GEAEETRTEE Chesk here # patient st to Fllom up
et eyl St Main Cause of Death (shack only one main cause)
(evior fo frestment modification i response fo 2 post fransplant | © Relspss o PrograssionPersatent dissase
disease sssessment] - Secondary malignancy
- Gontinued complete remission (CR) ~ HCT Retated Cause
1 CR achieved: Date asfieved - - feheck as may s appropriste]
oy oF
 Never in CR. Date assessed: S ©GVHD - Cardiae Toxicity
Previously reported yyy mm o ad 1 Rejection/Poor grat function - Infestion
) y toicity - Venoocelusive disorder

DATE OF L AST CONTACT
Date of fast foiow up or death: e

COMPLICA

NS OF TRANSPLAI

pr ng this per
[ Mofnever] 0 limted 0 Exensive - Unknow

1 Post ransplant lymphoproliferatie disorder

First rsiapss or HSCT asease]

© Mo Date assessed (pyy—mm-ddy
= Yes: Date st seen (pyy—mm-cd }

[—| danomubicin 0 gojorubiel o Mambidn |

- elopasite (VP18]
- nusaranine

- fostamide

Imatilb mesylate (Gleeves, Gllvec)
1 lomustne{CON)

.'-unnmshm
- Dead ! Déed before HCT.

D afast contadt

Diate o fast fallow Up or deatn - - lyyyy-mm-od)

Main Caues of Death (chieck only one mai cause).
Relapss or Progression Persistent diease

HECT Reiated Cause

{eneck 25 many 5 sppropnater

5 GVHD o Candiac Toxigly

- Refection/Poot graf Rncoon 1 Mtecton

= Pumanary toxchy 1 Veno cezusive disonter
ot




Launched in July, 2010
Submission status in 2011

Participation in [National
Country / region the APBMT  ((international) Submission

Activity Surveyregistry
Australia and New Zealand |Yes Yes No
China Yes No Yes
Hong Kong Yes No No
India Yes Under development [No
Indonesia No No No
Iran Yes No No
Japan Yes Yes Yes
Korea Yes Yes No
Malaysia Yes Yes No
Pakistan Yes No Yes
Phillippine Yes No Yes
Singapore Yes No Yes
Taiwan Yes Under development [Yes
Thailand Yes Under development [No
Vietnam Yes No No




The role of APBMT Outcome Registry

e Many important clinical questions

— Ethnic differences in outcomes
Incidence of Grade 2-4 Acute GVHD

oo ]

Irish (N= 92} ——_

BO - African Americans (N= 67} — 1\
! White, N America (N = 817)— -.H\\\

0 | Japaness (N = 510)- X \
. -\\\ \" Voo

Scandimavian (N = T83) -u\ll !
.

40 -

CUMULATIVE INCIDENCE, %

DAYS  Oh et al. Blood 2005



Why is building outcome database
important?

It is important for

 Transplant teams (physicians and nurses)
e Governments

e Patients

Because

e Summarized result of the outcomes of
transplant

 To find answers for clinical questions
e Leads to the improvement of transplant practice
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