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Discussion: Importance, Development and 

Participation in Transplant Outcomes 

Databases and Transplant Registries.  
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Panel Discussion 
 What data to collect?  

 Levels of transplant data collection 

 How data is currently collected in Latin 

America? 

 Activity survey  - Activity Registry 

 Outcomes Database – follow up, survival… 

 How this data can be utilized by Latin 

American centers? 



What data to collect? 

 Center vs. patient level data 

 Registry vs. outcome databases 

 Limited, minimal and comprehensive level 

data. 

 Importance of utilizing the same data 

elements. 



Levels of data collection 

Center 
level - 
activity 

Least 
Minimum 
Data 

TED/MEDA 
level data 

Comprehensive 
Data (CRF/MED B) 

Annual Number and 
type of transplant 

Patient specific data 

Amount of data collected 

Outcomes 

Database 

Activity  

Registry 



Is there a value of collecting 

data? 

 Identifying population 

 Understanding 

outcomes 

 Collaboration to study 

important regional 

issues. 

 Integration across 

registries. 



Sample of recommendations 

APBMT Least Minimum Data Items 

Characteristics Fields 

Identification Center and patient numbers 

Patient age, gender 

Disease disease status and subtype 

Transplant Date, graft type, conditioning regimen (intensity, 

agents, irradiation),GVHD prophylaxis 

Donor type Donor type, multiple donors, HLA match, donor 

gender and relation 

Outcome 

Engraftment  Date, graft failure 

GVHD Acute, date of maximum grade, date of chronic 

Disease status post 

transplant 

Response, relapse and date 

Survival Status at last f/u, cause of death 

Follow up 

Data collection 

calendar 

100 days, 6 months, 1 year and yearly thereafter. 



Current Data Collection 

 How’s done at your center? 

 Is there any mechanism at you country for 

general data collection? 

 Participation in international registries 

 Unrelated donor and cord blood units 

 Local logistics 



          Worldwide Network for Blood and Marrow Transplantation 

Estimation of Global Transplant Numbers 
Allogeneic and autologous 
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Annual Number of Latin American Transplant 
Centers  Reporting to the CIBMTR,  

2002-2012 
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Centers in Latin America with Continuing 
Reporting to CIBMTR from 2008 to 2012 

Center Country 

British Hospital Uruguay 

Clinica RUIZ de Puebla Mexico 

Ct de Transp del Servicio Medico Integral Uruguay 

Ciudad Hospi Dr. Enrique Tejera Venezuela 

Clinica Marly Colombia 

Fundaleu Argentina 

Hospital Amaral Carvalho Brazil 

UFPR - Curitiba Brazil 

Hospital Rebagliati Peru 

Hospital Privado de Cordoba Argentina 

Inst. Onc. Pediatrica Brazil 

INCA Brazil 

UNICAMP Brazil 

Inst. De TMO de la Costa Caribe Colombia 



WBMT/WHO Workshop  
Salvador, Brazil 

October 2013 
HCT in Argentina  2009-2012 



 
ARGENTINA 
Inhabitants: 41.000.000 
HCT centers: 28 
Location: 4 provinces  
HCT beds: 100 
HCT per year: 750 
Country distance north to south km: 
5.700 
 
 



Types of HCT  per  year 
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HCT per center 2009 - 2012 
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Trasplante de CPH HCT by diseases 
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DIAGNOSTICO TOTAL 

Mieloma 764 

LNH 494 

LH 383 

LMA 269 

LLA 236 

Anemia Aplasica + Fanconi 99 

Otras 99 

T. Solidos 98 

Sin dato 83 

Sindr Mielodisplasico 69 

LMC 49 

Enfermedad Congenita 28 

LLC 12 

Inmunodeficiencias 7 

Talasemias 4 

Granulomatosis 3 

Desconocido 2 

TOTAL 2699 



Trasplante de CPH HCT by source of financial support  
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Trasplante de CPH 
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Development of Regional 

Registry 

 APBMT development 

 What would be the model for  

development of a Latin America Registry? 

 

      Data collection Storage  Utilization 

      Data Use Agreement 

 

 

 

 



HSCT Outcome Database:  
Experience in Japan and APBMT 

Ritsuro Suzuki 
 

 Nagoya University, Japan 

Oct. 4, 2013      
WBMT 2nd Workshop 
Grand Hotel Stella Maris, Salvador 



HSCT Database in Japan 

Started in 1993 (paper CRF) 

 • Only included 23 items 

Patient name & sex 
Institution 
Date of birth & BMT 
Diagnosis & date 
Donor (including auto) 
MLC (both direction) 
Disease status at BMT 
Preconditioning 

(radiation & chemo) 
GVHD prophylaxis 
aGVHD grade 
cGVHD & onset 
Disease recurrence & date 
Survival & last follow-up 
Cause & date of death  

(if dead) 



Numbers of HSCT in Japan 



Scientific papers using JSHCT database 

Total : 50 papers 



Australia 
Bangladesh 
China 
Hong Kong 
India 
Indonesia 
Iran 
Japan 
Korea 
Malaysia 
Mongolia 
Myanmar 
New Zealand 
Pakistan 
Philippines 
Taiwan 
Thailand 
Singapore 
Vietnam 

APBMT 
Asia-Pacific Blood and Marrow Transplantation Group 

http://ja.wikipedia.org/wiki/%E3%83%95%E3%82%A1%E3%82%A4%E3%83%AB:Flag_of_Myanmar.sv
http://ja.wikipedia.org/wiki/%E3%83%95%E3%82%A1%E3%82%A4%E3%83%AB:Flag_of_Bangladesh.sv
http://ja.wikipedia.org/wiki/%E3%83%95%E3%82%A1%E3%82%A4%E3%83%AB:Flag_of_Mongolia.sv


APBMT 

Data center 

(Nagoya, Japan) 

Vietnam 

Hong Kong 

Singapore 

Iran Japan 

Malaysia 

National registry 

China 

APBMT data collection 

Key person collect 
the data of country. 

Data from each institute. 

Return the data of each country. 

Korea Taiwan 

ABMTRR 
(Australia, New Zealand) Thailand 

India 

Pakistan 

Philippines 



No. of centers and HSCTs in APBMT countries  

  Centers in 2011 HSCTs in 2011 
Total HSCTs  

from 1986 to 2011 
Australia 41 1,450 20,371 

China 34 1,910 10,270 
Hong Kong 2 176 2,471 

India 29 877 3,008 
Iran 8 451 3,754 

Japan 373 4,924 61,592 
Korea 43 1,900 17,733 

Malaysia - - 1,703 
New Zealand 6 201 2,281 

Pakistan 2 55 367 
Philippines 1 7 40 
Singapore 4 164 1,560 

Taiwan 18 492 4,300 
Thailand 7 72 1,589 
Vietnam 3 6 102 

Total 571 12,685 131,141 



No. of HSCTs 

year 

Total Number of HSCT in APBMT 
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5.  Least minimum data-set (LMD) 100 items  
  The most essential items. 

4 options for APBMT Outcome Registry 5th option 

1. Minimum data-set  273 items  
 Same as the CIBMTR/EBMT consensus (TED/MED-A) 

 
2. Small data-set   400 to 600 items 

 
3. TRUMP (Japan)   700 to 800 items 

 
4. Mega data-set    ~ 1000 items  

 Same size with the full-set of CIBMTR/EBMT  

1. Minimum data-set  273 items  
 Same as the CIBMTR/EBMT consensus (TED/MED-A) 

 
2. Small data-set   400 to 600 items 

 
3. TRUMP (Japan)   700 to 800 items 

 
4. Mega data-set    ~ 1000 items  

 Same size with the full-set of CIBMTR/EBMT  

However, no countries sent the data in 2009 ! 



 Least Minimum Dataset of APBMT 

One page for day 100 report One page for disease items One page for follow-up 



  2010 2011 

Australia 

China 

Hong Kong 

India 

Iran 

Japan 

Korea 

Malaysia 

New Zealand 

Pakistan 

Philippines 

Singapore 

Taiwan 

Thailand 

Vietnam 

APBMT Outcome Database 

• Still there are obstacles. 

• 2011 data were not sent from 
Philippines at the moment. 

• From China and Taiwan, the 
number of centers decreased.  
(at the moment) 

• Pakistan & Singapore data were 
sent from CIBMTR based on the 
agreement of data transmission. 

• This agreement project was 
originally planned in 2008. 
(product of struggle)  

Good news 
(N=4,438) 

(N=991) 

Total  N=5,561 

(N=23) 

(N=106) 

(N=3) 



Agreement Form 

This form can be applied to the agreement 
between CIBMTR and societies other than APBMT. 



Conclusion 

• Successful data collection is usually started from the 

small size. 

• Any system based on “single person” is not a real 

system.  

• Language, budget and labor are the major obstacles 

for data collection. 

• Merits of data collection should be shared with 

participants, but it requires rather long time for 

data accumulation and usage. 
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Development of Regional 

Registry 

 APBMT development 

 What would be the model for  

development of a Latin America Registry? 

 

      Data collection Storage  Utilization 

      Data Use Agreement 

 

 

 

 



Data Use Agreement  

 Who owns and authorization to share the 

data.  

 Sharing at what level? 

 Who will oversee it? 

 



Model for implementation 

 How to utilize the infrastructure that is 

available? 

 Improvement in local databases? 

 Activity Registry 

 Outcomes Database  

 Data Utilization 



Data collection: overcoming 

challenges 

 Mandatory vs. Voluntary data collection. 

 Trained personnel for data collection. 

 Ongoing training. 

 Incorporation of data collection in daily 

transplant related activities. 

 Frequent interaction between transplant 

center and registry. 

 


