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FGM 
SYRENAD 

79 international Registries 

187.519 
national  
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donors 

 

33 
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DONOR 
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NATIONAL 
PATIENTS 

Searching  
of national 
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international search 
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18.500.000 
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Searching 
of international  
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EMDIS 

1402 national 
patients  

29 NATIONAL 
GRAFTING 
HOSPITALS  

Internet Internet 

 
 

139 cord blood Banks 
606.000 CBU 
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The French Registry 

 

  Set up  in 1986 

First president: Pr Jean Dausset 

First Director: Dr Colette Raffoux 
 

 Interface between Donor Centers and Grafting Centers 

Managing the searches for the grafting physicians 

 
 Connection with all international Registries  

 Member of the WMDA 

 First Registry WMDA Accredited 
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International development 

 Development under  initiative of FGM (1989) of EDS and then  

 EMDIS with the collaboration of Germany and United Kingdom 

 

   EMDIS: INTERNATIONAL software of communication to manage the 
search requests from the registration of patient up to the checking of 
the quality of the product delivered. 

  

 25 Registries connected (70% of worldwide donors and 60% 
CBU) 

Registration of international Patients  

Management of search request: complementary 
typings, IDM, medical clearance of the donors  

Finale selection and  final recruitment 
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Statistics 

 187.519 donors registered 31/12/2010 

171.536 typed for HLA, A,B,DRB1(91.5%) 

Since 2 years all new donors typed A,B,C, DRB1 
HR 

 

 960 Patients grafted in 2011(141 national and 
 596 internationaux 

220 BM 

517 PBSC 

223 Cord blood units 
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Statistics 

Evolution nombre de donneurs 
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Place de FGM au niveau mondial 

Number of volunteer donors worldwide registered 

FGM-31/10/00 

EUROPE 

6.282.223 

FRANCE 

187.519  

MONDE 

18.500.000 
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What is a Registry? 

 
 
A structure under the responsibility of various 

organizations such as Red Cross (B), Heath Ministry, 

(F) or independent organization such as non 

profitable organization (ZKRD) 

 

A structure with different departments: medical and 

coordination,  information technology, account 

department, secretariat, 

 

A structure belonging to the WMDA to be able to 

import/export cells and products (CBU). 
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Responsibilities of the Registry 

 

 

To send data to the BMDW, 

 

To update the WHO HLA nomenclature, 

 

To develop procedures to be WMDA accredited 

(minimum standards). 

 



Bucharest April 30, 2012 10 

Responsibility of the Registry 

 

 
 

To develop a human (and) computer network 

With donor Centers 

With grafting physicians 

With collection Centers 

With therapy cells laboratories 

With Cord Blood Banks 

With international Registries 
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Recruitment of new donors 

Before…. Before….. the recruitment: 

 

Adapt all national procedures to be in 

accordance with the WMDA standards. 

Written all procedures in a manual  

How to be financed? 

Who could pay for the registration of donors? 

Fee of inscription of the patient? 

Grants by private and public? 
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Recruitment of new donors 

Before the recruitment 

1. Public information  
Blood transfusion Centers 

Grafting hospitals 

TV, newspapers 

Meetings with patients, grafting physicians, 

personal of Registry…. 

Sport events to recruit donors and collect money 

Information pamphlet, first consent  and request for 

name, surname, address, mail address 
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Recruitment of new donors 

Before the recruitment: 

 

2. Request of Registry for additional 

 information 

First consent signed  

Medical questionnaire to complete and send 

 by post or mail   

Avoiding 30% of convocation in the Blood Center 
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Recruitment of new donors 

Before the recruitment 

3. Appointment  in the Blood Transfusion 
 Centre 

 Additional information to check the answers 
 of the donor's medical questionnaire 

Checking of the understanding of the 
 procedures  

Checking the medical contraindication 

Necessity to be contactable and to inform 
 about all changes of address and health 
 status 
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Recruitment of new donors 

Recruitment 

1. medical examination 

2.ABO and Rhesus 

2.Infectious disease markers, HIV… 

3. HLA typing A, B, LR or intermediate, 

 DRB1 HR with storing of ADN 

4. signature of the formal consent  
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Recruitment of new donors 

After the recruitment: 

1. annual pamphlet sent by mail 
To inform about new procedures of 
 collection… 

To constitute a "community" of donors  

To obtain new addresses and mail 
addresses 

  

2. Invitation  to participate to information 
 meetings  
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Second step….. 

Responsibility of the medical department 

 
To organize an expert committee with the 

participation of Registry MD, composed of 
independent physicians who study the 
benefit/risk for donor and patient 

To check if the donor is very well life insured  

To organize the data collection for adverse 
effects  

To participate to scientific analyses  
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Second step…. 

 Responsibilities of the medical department 

 

To validate all recruitments, proposing to the 
grafting physician the best donor at the best 
time 
Example: 

• Explanation of the BMDW use 

• Validation of all IDM requested by the Health authorities 
for import/export 

• Validation of all documents for transport of BM or CB 
units 

• Validation of the labeling of products 
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Second step…. 

Organization of the coordinators pool: 

Managing national search requests 

Managing international search requests 

15 files by coordinator 

Bi-language: English, German, Italian, Spanish 

Perfect knowledge of procedures (national and 

WMDA) 

Participating to the product transportation 
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Second step… 
 

Responsibility of the evaluation department 

To analyze the activity of the Registry for the Health 
Authorities and for the management of the Registry 

To participate to national and international studies 
to improve the management of the Registry (how 
many donors have to be recruited, how to type the 
new donors, study of number of unique 
haplotypes….) 

To participate to national and international studies 
for the definition of the importance of HLA and not 
HLA markers (KIR, minor antigens…) 
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SEARCH REQUEST 

FRANCE GREFFE DE MOELLE 

National patient 

 

Registration on  FGM 

requested by the grafting physician  

 
 

Search  

by FGM 

 

 

 
Bone marrow donors +  

Cord Blood  

Cord blood  

Banks 

Bone marrow  

Donors Registries 

International 

(41 Registries) 

National 

(FGM) 

 

EMDIS 

FAX 

(139 Banks) 

For pediatric patients 

 15 years) 
VIA 
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 The French Bone Marrow Donor Registry 

France Greffe de Moelle 

 HLA-A-B-DRB1-DQB1-DPB1 HR typing of the patient  

 

 Selection of donor for adult patient: 
 HLA-A,-B,-C,-DRB1,-DQB1 HR identical donor 10/10 or 9/10 

according to the clinical status, the conditionong regimen 
myeloablatif or not myeloablatif conditioning) 

 In case of emergency or no identical donor, search of CBU 

 Selection of donor for paediatric patient: 
 HLA-A,-B,-C,-DRB1,-DQB1 HR identical donor 10/10 or 9/10 

according to the clinical status, the conditionong regimen 
(myeloablatif or not myeloablatif conditioning) AND a search of 
CB 

 Search of CBU 
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Cord Blood search organization chart 


