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WELCOME NOTE 

 

 
 
Dear all, 
 
It is with great pleasure that I welcome you on behalf of the 
organizing committee to the 1st International workshop on 
“Challenges and Opportunities for the Small and Medium Size Bone 
Marrow Donor Registries”. 

The venue of the workshop, the city of Paphos, has been selected as the European Capital of 
Culture for 2017 along with Aarhus in Denmark.  The designation of an annual Capital of 
Culture was initiated by the Late Greek Minister of Culture, Melina Merkouri, and her 
French counterpart, aiming to bring Europeans closer together by highlighting the richness 
and diversity of European cultures and raising awareness of common history and values. 

Similarly, by hosting a number of distinguished speakers and delegates from around the 
world, this workshop aims to help us share experiences on common challenges faced 
especially by the small and medium size registries and consequently to exchange ideas on 
how to create opportunities for sustainability through collaboration.
Paphos was also known as one of the most important pilgrimage centers in the ancient 
Greek world due to its famous Sanctuary of Aphrodite, the goddess of love and fertility. 

The mythical birthplace of the Greek Goddess is near Palaepaphos (Old Paphos) at the 
seaside of “Petra tou Romiou” or the “Rock of Aphrodite”. 

The cult of Aphrodite may owe its origins to ancient Greek colonists, who adopted and 
hellenized the worship of a native fertility goddess named Astarte, the Greek name of the 
Mesopotamian Goddess Astort, or the Semitic Goddess Ashtar. So, even though Aphrodite 
appears to have originated from theeast, it was quickly identified with Cyprus as she was 
referred to by Homer and others as the "Cyprian" or the "Paphian" Goddess. 

A significant part of the cult of Aphrodite at Palaepaphos was that of ritual prostitution. But, 
regardless of her promiscuous nature, Aphrodite held authority in many other areas besides 
sex: marriage, fertility, sailing, civic order, even war.  The recurrent theme for her followers 
was her capacity to somehow create harmony and union.  

And it is for this virtue of the Goddess, her capacity to create harmony and union, that she 
was selected as the symbol of this meeting, a meeting that seeks to promoteharmony and 
sustainability through collaboration and networking. 

Before I close my welcoming remarks allow me to thank dearly the co-organizer of the 
meeting, Norway, the sole contributor of the Norway Grants.  The EEA and Norway grants 
are provided through the contribution of three countries, the States of Iceland, 
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Liechtenstein and Norway, and aim to reduce economic and social disparities in the 
European Economic Area and to strengthenbilateral relations with the 15 beneficiary states.  
 
The funding of the Norway granttowards the Karaiskakio Foundation aims to improve 
registry services through the upgrade of the overall infrastructure and the improvement of 
the operations of its registry regarding patients in need of haematopoetic stem cell 
transplantation.   
 
This meeting was included in the activities of this project to promote sustainability of small, 
medium size registries through sharing experience and expertise and promoting further 
collaboration within the world’s registries’ community.  
Of course, the organization of this workshop would not have been possible without the 
much appreciated support of our sponsors as well, whom we would like to thank for their 
generous contribution towards the success of our meeting. 
 
I would also like to thank the conference management team from Easy Conference for their 
outstanding support. A special thank you goes to the distinguished speakers who agreed to 
travel from all over the world to share with us their experiences and expertise.  Last but not 
least, I’d like to thank my colleague, Anita Koumouli, whose hard work made this workshop 
possible. 
 
We hope that you will enjoy the workshop and have a taste of therenowned Cyprus 
hospitality.  We also hope that the opportunities provided through this workshop for 
exchange of ideas and knowledge among associates from many different registries will help 
promote the growthandsustainability of our registries throughout the world. 
 
 
 
Dr. Paul A Costeas 
Executive Director 
Karaiskakio Foundation 
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INTRODUCTION OF THE HONORARY SPEAKER 
 
Dear all,  
 
In this room there are people from different continents, with different backgrounds and 
from a variety of institutions including academic, medical, non-profit and non-governmental 
organizations.  There are people from countries of various size and economic status, with 
one or more registries.  Some of us represent registries with just few thousands of donors 
and some with several million. What brings us all together, however, is our willingness and 
commitment to help save the lives of peoplein need of bone marrow transplantation. 

This diversity in our background is what makes us unique and distinctive.  We collectively 
carry an enormous treasure of knowledge and experience.  And this is the knowledge and 
experience that we are called to bring together and share during the next couple of daysin 
order to secure our registries’ sustainability and oursuccess in helping others. 

Throughout the workshop’s sessions but also during our informal interactions we will have 
the opportunity to share our experiences in dealing with the challenges that we come across 
every day, to learn from each other and find ways to fine-tune our collaboration so we that 
can face successfully the upcoming threats and opportunities alike. 

But before we look ahead we should not forget to look inthe past, and recognize the 
contribution of people who dared to dream and to see beyond the obvious and the 
convenient with courage, relentless determination and passion; people, who have dedicated 
their entire life working to serve the patients, science and humanity. 

Such a unique person is Professor Jon Van Rood, one of the fathers of the world’s marrow 
donor registries community.   

Professor Van rood was born in Hague, Netherlands, in 1926 and received his medical 
degree in Leiden in 1952, “with pleasure” as he states in his modest biographical note.  He 
trained in internal medicine and served as the director of the department of 
Immunohematology and blood transfusion.  His discovery, in 1958, that pregnancy can 
induce anti-HLA antibodies was a milestone discovery that helped unravel the complexity of 
the HLA system andprove that matching the HLA-type of donor and recipient has a positive 
effect on the outcome of transplantation. 

Since then he served in many posts and published more than 400 scientific articles that 
were cited thousands of times.  His research was focused on the genetics of HLA, the study 
of minor histocompatibility antigens, platelet transfusion, organ and bone marrow 
transplantation, mechanisms of immune responses and tolerance. 
In addition to his outstanding academic contribution, Professor van Rood played an 
instrumental role in building a scientific community around organ and stem cell 
transplantation through the establishment of the Eurotransplant Foundation, the 
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Europdonor Foundation, the Leiden Institute of Immunology, the European Foundation of 
Immunogenetics, the Bone Marrow Donors Worldwide, and the European Bone Marrow 
Transplantation Group. 
We are very grateful and honored to have Professor Van Rood deliver a welcome note to 
our workshop, through a video recording. 
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HONORARY SPEAKER 
JON J. VAN ROOD  
EMERITUS PROF. INTERNAL MEDICINE, LEIDEN UNIVERSITY MEDICAL CENTER, THE NETHERLANDS  

Biography  

Johannes Joseph van Rood, born in Hague in 1926 started in Leiden his 
medical studies in 1944. After a three month interval as clinical clerk in 
the Presbyterian Hospital ( head Prof R. Loeb) Columbia University New 
York in 1950 he received in 1952 his medical degree “with pleasure” in 
Leiden. 
After a 6 month period as locum tenens of two general practitioners, he 
started his training as specialist in Internal Medicine in that same year 
in the  Academic Hospital in Leiden (head Prof dr. J. Mulder) . During 

this period he was also responsible for running the Blood Bank of the hospital. He received 
his degree as Internist in 1957 and was promoted the same year as head of the department 
of Immunohematology and Blood Transfusion.  
In 1958 he discovered that pregnancy can induce anti-HLA antibodies (Nature vol 181, 
pp173 (1958)), which enabled him to discover a statistical approach to unravel the genetic 
complexity of the HLA system (Thesis in Leiden (1962) cum laude, J.Clin Invest. (1963)). He 
returned to the USA in 1962 for a sabbatical in the Public Health Institute of the City of New 
York (head: Dr. F. Adler) closely associated with the New York University department of 
Immunology (head Prof B. Benaccereff), was promoted to Lector (associate professor) in 
1965 and full professor in Internal Medicine1969. 
His research centred on the genetics of HLA, the development of Class II serology 
(transplProc 1973), the recognition of minor histocompatibility antigens (Nature 1976, NEJM 
1996), the relevance of HLA matching in platelet transfusions (Rev Belg Path 1965), organ 
transplantation (Lancet 1984, NEJM 1982), bone marrow transplantation (Lancet 1969), 
immune response genes (Lancet 1976, 1993, J Inf Dis 1983), and tolerance (Lancet 1978, 
Science 1988, NEJM 1989, Blood 2002). 
Together with Prof.dr. E.A. Loeliger (section coagulation) and Prof. dr. P Lopes Cardozo 
(section cytology) he created the department of haematology in Leiden University Medical 
Center in 1976 of which he was the head until his retirement in 1991.He was furthermore 
founding president of the Eurotransplant Foundation (1967), the Europdonor Foundation 
(1972) the European Foundation of Immunogenetics (1985), BMDW (1988), the Leiden 
Institute for Immunology and the WMDA, an initiative of John Goldman, which was 
incorporated in 1994 and cofounder of the European Bone Marrow Transplantation Group 
(1979). 
 
Abstract 

Title: What Are Our Priorities? 

Our first priority is and will remain the patient in need of an unrelated HSCT. However to be 
able to continue helping these patients, choices have to be made because in the last 10-15  
 



 

8 

HONORARY SPEAKER 
 

years the world especially of the smaller registries has changed drastically. There are now 
over 25 million adult and CB donors available in BMDW. Two countries provide 70% of the  
donations and over 65% of the international donations come from one donor centre, due to 
very many well-typed, newly-recruited donors and an optimal IT infrastructure. As a result 
the smaller registries are confronted with a decrease of donations.  
I assume that the first priority of the GEMS Registries is that their national organization can 
continue to exist, function and have a balanced budget. Let me first emphasize that each of 
the GEMS, should continue to have its own national office, which coordinates the requests, 
the contacts with the TCs, insurance companies and the local government and represents its 
country in meetings of the GEMS. This brings us to the question whether part of the registry 
tasks can be centralized. To give an example: can the BeNeLux (Belgium, Netherlands, 
Luxembourg) be served by one registry? I doubt whether this is a realistic option yet, but 
that might change if the number of stem cell donations in a country is low. If merging of two 
or more registries is not yet feasible, the GEMS Registries Cooperative (GRC) should strive to 
introduce top IT standard procedures to serve TCs in their country. This is an activity, which 
is already being realized as most of the 14 GEMS registries are already working to that end.  
Another important task is to provide advice to the TCs when choosing a stem cell donor; 
such consultations can become an important source of income and deserve more emphasis 
in the WMDA accreditation requirements and in the operation of registries. In addition five 
registries have a close and efficient i.e. cost sparing collaboration with their national blood 
transfusion service. That saves money because you do not need two donor file 
administrations and part of the HLA typing costs can be earned back by both the stem cell 
donations and HLA matched platelet transfusions. Finally we should improve our service to 
TCs by introducing a 24-hour service if needed, just like the blood banks. 
Big investments need to be made. The question is if the medium sized registries can do this 
on their own or whether active involvement and help from the two big registries and/or the 
European Community needs to be asked. In summary, if the medium-sized European 
registries want to survive and to continue to provide top medical service to our patients we 
must standardize our procedures and service on the highest quality level and work towards 
one integrated European operation. That will guarantee our patients in need of a transplant 
optimal care.  
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KEYNOTE SPEAKER 
TORSTEIN EGELAND   
CHAIRMAN OF THE GEMS GROUP, PROF. OF IMMUNOLOGY, OSLO UNIVERSITY HOSPITAL, HEAD OF THE 
NORWEGIAN BONE MARROW DONOR REGISTRY, NORWAY 
Abstract 

Title: GEMS- Sustainability through Collaboration  

The group of medium-sized European registries (GEMS) was established in Oslo, Norway, on 
September 28, 2011. GEMS, is one of two regional initiatives within WMDA that have been 
developed “to give stem cell donor registries the opportunity to share expertise and to 
update their colleagues about specific regional challenges”. GEMS consists of European 
registries with approx. 20,000–100,000 donors each. Currently, 14 European registries 
participate:Barcelona 
(Spain),Leiden(TheNetherlands),Bern(Switzerland),Dublin(Ireland),Helsinki(Finland),Mechele
n(Belgium),Nicosia(Cyprus),Oslo(Norway),Pontyclun(Wales),Prague(CzechRep.),Stockholm(S
weden),Vienna(Austria),Zagreb(Croatia), Århus(Denmark). 
The main reason for representatives from these registries to get together was to discuss 
their emerging challenges. Firstly, their activity and donation rates are low in absolute 
figures with major impact on annual income. In the last years, this is more prominent with 
tendency to a reduction in donations, causing uncertain budgets and net balances negative. 
Thus, GEMS discuss possible means to improve income, reduce expenditures, and increase 
efficiency. Secondly, HLA typing of newly recruited donors to be done in large batches at 
reduced cost; an agreement with a HLA typing lab was made. Thirdly, GEMS focus on ways 
to exchange experience and/or join forces; to work smarter, cheaper and quicker in fields of 
donor recruitment, HLA typing, CT and work-up. Benchmarking will assess quality and 
efficiency, to identify weak points and bottlenecks. For registries with 20,000 -100,000 
donors, it is still difficult to allocate resources, partly due to resource shortage and because 
many registries are integrated with daily hospital duties. 

Biography  

MD 1976; Dr. Med. (PhD) 1984; Specialist, Immunology and 
Transfusion Medicine 1990. Senior Consultant in Transplantation 
Immunology and Head, Section of Transplantation Immunology, 
Dept. of Immunology, Oslo University Hospital – 
Rikshospitalet.Professor in Medicine (Immunology), University of 
Oslo.Several national and international committees and boards, incl. 
President WMDA 2007-2008. More than 100 papers in international 
peer review journals in the field of immunology, stem cell biology, 

and unrelated stem cell donor and donation issues. 
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PRESENTATION SUMMARIES 
LYDIA FOEKEN – EXECUTIVE DIRECTOR OF WMDA, THE NETHERLANDS 

Abstract 

Title: International Exchange in Numbers  

Living donors are increasingly requested for life-saving procedures for patients in need. 
Annually over 15000 unrelated HSCT are performed for patients with blood disorders 
worldwide. Because almost half of the haematopoietic progenitor cells (HPC) procured for 
unrelated transplantation cross international borders, optimal donor safety requires global 
strategies. To address this issue the World Marrow Donor Association (WMDA) has been 
founded in order to develop standards for the international exchange. Since 1997 WMDA is 
tracking the international exchange of HPC products. Over time the percentage of 
internationally exchanged HPC products increased from 30% to 46% in 2012. Europe is a 
continent where 9000 unrelated transplants are performed annually. How is the 
international exchange within Europe? Are there differences between the European 
countries? How many HPC products do European countries import from third countries? 
Interesting questions to be answered before plans can be developed about a possible 
European infrastructure for providing HPC products.  

Biography  

 Lydia Foeken is the executive director of WMDA. WMDA is a well-
recognized international non-profit association with members from 44 
different countries. The association oversees the international 
exchange of stem cell products and promotes the interest of unrelated 
stem cell donors. As executive director she is responsible for the day-
to-day management of the association and charged with 
implementing its strategic and operational plans under the direction 

of the board and membership of the association. Lydia is overseeing the different relations 
between the different WMDA Working Groups and (sub) committees and develops the PR, 
PA and fundraising activities of the Association and promotes the WMDA's role in the field 
of stem cell transplantation and cellular therapy. 
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MICHAEL BOO, J.D. – CHIEF STRATEGY OFFICER, NMDP, USA 

Abstract 

Title: Exchange across the Atlantic 

Patients Served by Larger Registries would benefit from Efforts to Increase the Operational 
Efficiency and Effectiveness of small and medium size registries. NMDP pursues to serve all 
patients in the US in need of a transplant; thus must be able to provide the best available 
cell source regardless of location. Hence, NMDP has 41 international cooperative registry 
contracts. This year, almost 30% of the NMDP transplants will be with donors and more that 
13% with CBUs from outside the US. Factors contributing to the use of international cell 
products include: diverse population in the US, improvement in IT systems, and improved 
information available on international donors. International search and facilitation is not 
optimized; limited information is available in search reports, and may be provided hours or 
days after the request. To address timelines, NMDP conceives a strategy to provide virtually 
all cell sources ranked by criteria established by the TC via an integrated search report at the 
finger tips of the TC at time of initial search. This service is supported by the HapLogic 
predictive algorithm. Better connectivity among small and medium size registries to 
establish the mechanisms to exchange information in the most efficient way possible may 
be limited due to lack of resources. Even if the resources exist, the larger registries prioritize 
efforts to connect with larger registries. Efforts of these registries to work together to 
standardize activities and take advantage of greater buying power, will increase access to 
their cell products by larger registries and help them to be more effective in serving their 
patients.  

Biography  

Michael Boo acts as Chief Strategy Officer of NMDP since October, 
2001. He is responsible for strategic planning and guides public policy 
matters. He also manages international relationship development and 
leads business development activities, to include cord blood related 
matters. He earned a Juris Doctor at the William Mitchell College of Law 
in St. Paul, Minn., and a BA from the U. of Minn,, Duluth. He is the 
former vice president of strategic and corporate development for Allina 

Health System, an integrated healthcare system in Minneapolis. Prior to a 17-year career at 
Allina, he worked as counsel in real estate and as an attorney for a specialty law firm. 
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PRESENTATION SUMMARIES 
MARTIN MCGREGOR – HEAD OF THE WBMDR, UK 

Abstract 

Title: WMDA Accreditation  

Data from the WMDA Annual Report 2013 show that 15,115 HPSC products were provided 
for transplantation in 2012. Over 45% of these products involved a transplant from a donor 
in a country different to the patient’s with shipment to 56 different countries. The 
increasing regulatory environment we work in created a complex international situation 
with no agreed single set of standards. The international standards that exist to-date: FACT-
JACIE Standards - the principal accreditation for TCs and CCs and WMDA Standards – only 
accreditation specifically designed to the functions undertaken by a registry. 
Currently 20 registries are WMDA accredited or qualified, accounting for 75% of the donors 
available in BMDW. The WMDA standards are recently revised (major re-organization to aid 
clarity and remove duplication) to be in effect on 1st January 2014. The concerns (resources 
required, interpretation of standards, preparation of application, required information, 
availability of reviewers) and benefits (confidence of peers, a mechanism for justification for 
import from outside EU, preparation for National inspections, training of a reviewer i.e. 
understand requirements, relate standards to operation of registry, inspectors perspective) 
of achieving WMDA accreditation will be discussed. Procedure: ensure you have staff 
familiar with the standards and how they apply to your registry, enroll a lead member of 
staff as key reviewer, don’t delay, start today - have your Quality Management System 
(document control etc.) operational for at least a year, submit a letter of intent. 

Biography  
 Martin has been involved with Registry activity since 1995 and was 
responsible for the design and implementation of the operational 
structure, documentation and systems of the WBMDR. In 2001 became 
Head of the WBMDR and in 2004 the WBMDR was the first registry to 
achieve WMDA accreditation. Currently a member of the WMDA 
Accreditation Steering Committee, he also acted as the ‘Lead’ for the 
WMDA Accreditation Committee sub group on ‘Accreditation site visits. 

Previously he worked in various labs of the UK Blood Transfusion Service for 17 years until 
he became the Welsh Blood Service QA manager in 1990. In that role he designed and 
implemented the WBS QA system and in 1994 the WBS became the first UK Transfusion 
Centre to achieve ISO9000 registration. 
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MICHAEL JONES – CHIEF INFORMATION OFFICER, NMDP, USA 

Abstract 

Title: Future Collaboration Networks  

In this session, Michael Jones, CIO of the National Marrow Donor Program, will discuss why 
business collaboration is an important element to the success and survival of all registries, 
especially small and medium-sized registries.  During this session, Michael will present some 
potential models for business collaboration, and discuss a real world example of how a 
collaborative effort is underway with the host registry, Cyprus. 
Lastly, Michael will provide guidance on how others can pursue business collaboration that 
could potentially mitigate a registry’s current challenges, as well as promote the successful 
facilitation of opportunities in the market place. 

Biography  

Michael Jones joined the National Marrow Donor Program (NMDP) in 
April 2007 as their first ever Chief Information Officer. Jones leads the 
Information Technology department responsible for all the 
organization’s technology and information systems that support 
NMDP’s unique and ever-expanding business. His department is 
responsible for delivering services in the following areas: Business 
Engagement, Project Management Office, Enterprise Architecture, 
Application Solutions and Infrastructure. He delivers many strategic 

initiatives for the NMDP and is the driving force behind deploying a Service Oriented 
Architecture (SOA) that facilitates efficient, optimal systems He is also one of the key leaders 
in the development and launch of the Phoenix Initiative, the NMDP’s business 
transformation initiative designed to better serve patients and donors through the network. 
He currently serves as the Executive Sponsor. Lastly, he works closely on International 
Business collaboration where he partners with international registries to cultivate strong 
partnerships and devise solutions that support the registry’s needs. 
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CARLHEINZ MULLER – CEO AND MEDICAL DIRECTOR OF ZKRD, GERMANY  

Abstract 

Title: HLA Diversity, What is the Optimal Number of Donors 

This seems to be the most frequently asked question in the world of donor registries. It 
typically occurs when a registry is established or grants are applied for and targets should be 
underpinned with a good rationale. Strangely enough, registries approaching a reasonable 
size tend to stop asking this question. A scientifically sound analysis of this question would 
require a rigorous definition of the term “optimal” by specifying the underlying function for 
which a maximum is to be sought depending on certain parameters. Albeit not easy, the 
monetary cost side of this function – recruiting new donor and operating a registry – can be 
seriously calculated. The more difficult part however is to quantify the benefit, i.e. to 
translate into money additional life years adjusted by quality (QALY) and certain medical 
and socio-psychological effects (e. g. compassion, hope, care minus the burden put on 
donors). In fact, the situation is even more complex since in many regions there are several 
(competing) registries and a substantial part of the patients has a choice of many donor 
candidates at any stage of the search including the final transplant. 
This talk will focus on quantitative aspects of population genetics relevant for identifying 
suitable donors depending on polymorphism within the population, the typing resolution 
and the registry size. Similarities and differences of the populations represented in registries 
around the world as well as other relevant factors of influence and their continuous change 
will be discussed. 
Apparently there is no simple and conclusive answer to the title question. 

Biography  

Carlheinz Mueller holds an MSc in mathematics from the U. of Munich and 
an MD, PhD in molecular bioinformatics from U. of Ulm. He is specialist in 
Transfusion Medicine and certified expert in Immunogenetics. In the 
1980s he has been mainly working as a developer for medical software 
with a focus on tissue typing and immunohematology and co-founded an 
IT company. He later joined the University and Red Cross Blood Bank in 
Ulm as a resident in transfusion medicine. Since its foundation in 1992, he 

was Medical Director of ZKRD and since 1997 also its CEO. His main research interests are in 
bioinformatics and population genetics applied to the field of HLA and stem cell 
transplantation. 
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ALEXANDER SCHMIDT– CHIEF SCIENTIFIC OFFICER OF DKMS, GERMANY  

Abstract 

Title: Registry Size vs Registry Quality  

A population-specific shortage of registered donors is the most obvious reason for low 
probabilities to find matching donors for patients in need of a transplant. In practice, 
however, donor search is also complicated by the heterogeneous nature of HLA information 
in donor registries. Donor HLA information may differ by the number of loci typed, typing 
resolution and typing methods applied.  
Related issues that will be addressed in this talk include:  

� How does the completeness of HLA information affect the donation probability of 
registered donors? 

� How does the completeness of HLA information of registered donors affect the 
chance that the optimal donor is identified? 

� Which other factors do affect the donation probability and what does it mean for 
donor recruitment? 

� Should one recruit more donors or rather invest in the typing quality of already 
registered donors? 

� What is an appropriate typing profile for newly registered donors? 

Biography  

Alexander Schmidt studied medicine, mathematics, physics and 
economics in Giessen and Heidelberg. After working as a physician at the 
Neurology department of the University hospital in Heidelberg (1997-
1998), he joined the Frankfurt office of the Boston Consulting Group 
where he focused on customers from the health care sector (1998-2002).  
Since 2002, he has worked for DKMS German Bone Marrow Donor Center 
in various positions. Currently, he is Chief Scientific Officer of DKMS and 

Chief Executive Officer of the affiliates DKMS Life Science Lab and DKMS Cord Blood Bank. 
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ANN O’LEARY–HEAD OF REGISTER DEVELOPMENT AT ANBMT, UK 

Abstract 

Title: On-Line Recruitment: Does it really work  

Online donor recruitment can offer a convenient, simple way for potential new donors to 
join bone marrow registries. However there are benefits and challenges to be considered. 
ANBMT has offered an online donor recruitment option since July 2010, at the same time 
that the charity moved to tissue-typing via saliva sample.  
Over the past 3 years, online donor recruitment has proved a valuable recruitment channel 
which has grown significantly and now accounts for 40% of those joining. Significant 
benefits include: an immediate opportunity for interested potential donors; an effective 
option for smaller patient appeals; more accurate data capture (in comparison with paper 
applications); flexibility of data capture; reporting capabilities. It has been instrumental in 
achieving increase in donor numbers since 2010. However, in analyzing the effectiveness of 
this recruitment channel, we must also look at the challenges: controlling the numbers 
(dealing with increased volume); application form issues (data validity, non-mandatory 
fields); drop outs mid-application; return rate of kits (wastage rates); technical issues; ability 
to target effectively (male/female, ethnic minorities); cost-effectiveness.  
Anthony Nolan’s experience of online donor recruitment has been varied and has provided 
valuable lessons about our campaigns and insights into our target audience. These lessons 
will shape not only how online recruitment builds in the future, but also how Anthony Nolan 
expands its face to face donor recruitment program. 

Biography  

Ann O’Leary is Head of Register Development at Anthony Nolan and is 
responsible for ensuring the optimum size and composition of Anthony 
Nolan's Register of potential bone marrow donors.  This involves 
managing all areas of recruitment, education and retention of donors.   

She has been working in the area of altruistic donor recruitment for 7 
years, having spent 4 years with the Irish Blood Transfusion Service 
before moving to Anthony Nolan in 2010. 
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ANDREAS PAVLOU– DELEMA MCCANN ADVERTISING AGENCY, CYPRUS 

Abstract 

Title: The Use of Social Media 

Shout out how important it is for organizations that serve a holy cause to exist! 
How can social media spread the word? How can we bring more people aboard?  
How can we ‘baptize’ and turn real everyday people as our ambassadors? 
Saving Lives is what makes a superhero!  
We will explore the paths that social media open up for us.  
How can NGOs benefit from the social media while maintaining a serious and responsible 
image?  
How can we benefit from the existence of social media and why should we consider them in 
our media mix? 

Biography  

Andreas has been in the advertising sector and at DELEMA MCCANN 
CYPRUS since 2005. The need to create digital and interactive solutions 
for clients led him to initiate and lead the company’s Digital Unit in 
2009.  
Andreas and his team are responsible for providing strategic and 
complete solutions in the digital environment, for both local and global 
brands active in Cyprus. 
Andreas spent 6 years studying in New York and currently holds a BSc 

in Computer Science and an MBA in Marketing.  
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PRESENTATION SUMMARIES 
MACHTELD OUDSHOORN– CLINICAL DIRECTOR AT EUROPDONOR, CHAIR OF BMDW, CHIEF 

EXECUTIVE OFFICER OF WMDA, THE NEHERLANDS 

Abstract 

Title: Selecting the Best Matched Donor  

Allogeneic HSCT is a curative procedure for patients with a variety of fatal blood diseases. To provide 
the best chance for an optimal outcome to a transplant, the patient and the donor must express the 
same histocompatibility molecules on their cell surfaces. Because of the extensive allelic diversity in 
the human population, patients are most likely to find a match among their siblings. However, most 
patients do not have a matched sibling thus require a search for a matched unrelated donor. Many 
countries have established registries of volunteer donors. These donors are listed in BMDW. BMDW 
provides tools to perform an initial search in order to assess the likelihood of identifying a matched 
donor and to determine which registries to approach for further testing of donors.  
Selecting donors requires extensive knowledge at HLA. A donor search strategy starts with 
evaluating whether the patient’s HLA assignments are complete. For potential 8/8 matches the 
typing must include HLA-A, -B, -C and –DRB1. In case of 10/10 matches the HLA-DQB1 loci also needs 
to be determined. The typing level of the patients needs to be adequate this means at least a high 
resolution typing assignment (exon 2 and 3 for HLA class I and exon 2 for HLA class II). One has to 
identify any uncommon or unexpected HLA assignments and have them confirmed either by family 
typing or by repeating the typing with a different typing technique. The frequency of the HLA alleles 
and HLA haplotypes has to be established and determined in which ethnic populations they occur 
with highest frequency. Once this has been done a donor search can be started. When the BMDW 
search report does not yield donors who potentially match the patient a strategy to locate the best 
potential mismatch needs to be implemented. In order to select donors one needs to know the 
answers to the following questions: 

� Are some loci more important to match for than others? 
� How do antigen mismatches compare to allele mismatches? 
� What is the effect of multiple mismatches? 
� Is the direction of mismatch important? 

Biography  

Machteld Oudshoorn received her M.Sc. in Chemistry at the State University, 
Leiden, The Netherlands, in April 1981, and her Bachelor in Medicine at the 
same university in September 1981. She completed her Ph.D. at the 
Department of Clinical Science and Immunology, Faculty of Medicine, 
University of Cape Town, South Africa, in June 1989. The title of her thesis was 
"Investigations into the complexity and polymorphism of HLA-D loci in South 
Africa". 
 

Machteld Oudshoorn is an associate professor at the Department of Immunohematology and Blood 
Transfusion at the Leiden University Medical Center as well as Clinical Director of the Europdonor 
Foundation which is the Dutch Hematopoietic Stem Cell Donor Registry. She is the Chairman of the  
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Board of Bone Marrow Donors Worldwide (BMDW), the worldwide file of unrelated donors and cord 
blood units, and the Chief Executive Officer of the World Marrow Donor Association (WMDA).  
 
She is a member of the Immunobiology Working Party of the European Group for Blood and Marrow 
Transplantation (EBMT), a Member of the Immunobiology Working Committee of the CIBMTR and a 
member of the bioinformatics research advisory group of the National Marrow Donor Program. 
Machteld Oudshoorn is also a member of the Haemato Oncology Foundation for adults and a 
member of the HLA working group, both in the Netherlands. 
In addition she is a HLA Search Advice Consultant for the South African Bone Marrow Donor Registry, 
located in Cape Town, South Africa. 
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DAVID STEINER– MANAGER OF STEINER, LTD, CZECH REPUBLIC 

Abstract 

Title: The Impact of EMDIS on Donor Search  

Reliable communications and data transfer of donor, patient records between all partners is 
one of the most important success factors in HSCT. The internet gives us great opportunities 
in registry to registry connections, including the software support of the whole process - 
from the preliminary search to transplant. 
EMDIS (European Marrow Donor Information System) is an open computer network for data 
exchange among donor registries. Today, it covers 75% of all potential unrelated donors and 
CBUs registered in BMDW. The EMDIS community provides documentation, status 
information, software tools, support and a project management platform. The decrypted 
content of an EMDIS message is a text in special format, called the Flexible Message 
Language (FML). EMDIS emails are not read by humans, but computer systems that parse 
the FML text into elemental attributes and data fields that are further processed. The most 
advanced feature in EMDIS is the donor search process. When a national registry initiates an 
international donor search for a specific patient, its data is broadcasted to other EMDIS 
registries. Every recipient makes a donor search in the local database using its own 
algorithm and technology and replies with a set of potential donors. Then the requesting 
registry composes these partial results into one global EMDIS search result. In praxis, these 
results are received within several hours. The speech will describe the EMDIS network 
structure (theoretical vs. real connectivity), how effective it is, how important it is for 
effective searches and what are the main challenges. 

Biography  

David Steiner graduated in Computer Science from the Charles U. in 
Prague (2005). Then he studied IT at the ISAIP School in Angers, France. 
He graduated in Software Engineering from Czech Technical University 
in Prague. He finished his study by the diploma thesis: “Search for 
Unrelated Bone Marrow Donors” (2007). He complted MBA study at the 
U. of Lyon, France (2010) currently finishing PhD. at CTU. His doctoral 
thesis is “Probabilistic Matching in Search for Unrelated Stem Cell 

Donors”. He is member of the Biomedical Data Processing Group at the Department of 
Cybernetics of CTU. Since 2008, he is the manager of Steiner, Ltd. His team develops, 
maintains and supports software systems for stem cell donor registries, HLA laboratories 
and harvesting centers in more than 30 countries.  
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ALEXANDROS SPYRIDONIDIS– HEAD OF THE BMT AND LEUKEMIA PROGRAM, UNIVERSITY HOSPITAL 

OF PATRAS, GREECE  

Abstract 

Title: When a Haploidentical Donor Becomes an Option 

Over 25.000 allogeneic HSCT are performed yearly worldwide. For approximately 70% of 
patients who lack an HLA matched sibling, the alternate sources are either, from unrelated 
volunteer donors, stored CBUs or haploidentical relatives. The expanding volunteer donor 
pool with the improved outcomes due to the better (HR) HLA matching of donor and patient 
resulted to the establishment of the well-matched unrelated HSCT as the standard and 
equal alternative for these patients. To date, unrelated donor transplant activity has 
surpassed the number of sibling donor transplants. However, despite the remarkable 
increase in the donor pool, the improvement in the speed of the search process and of graft 
transport to the TC, ethnic minority background and urgency of transplantation still remain 
obstacles that hinder 30% of patients to undergo unrelated HSCT. The goal is to close the 
gap in donor availability and to be able to treat all patients in need of HSCT in a timely 
manner. Practically, this can only be achieved using a haploidentical family member (sibling, 
children, or parents) as the donor. Based on the encouraging safety and efficacy data of this 
protocol one can ask if in the future the unmanipulated haploidentical transplantation with 
post-transplant cyclophosphamide will become the standard option not only for patients 
who lack a suitable unrelated donor but also for the ones who lack a sibling matched donor, 
replacing this way the need for an unrelated donor search. Donor registries should face this 
challenge by improving the unrelated donor search procedure. 

Biography  

 Dr. Spyridonidis is Associate Professor of Hematology in Med. School of 
U. of Patras and Clinical Program Director of BMT and Leukemia Program 
at Patras University Hospital, Greece. He is certified in Internal Medicine, 
Hematology and Oncology. After completing his medical studies in 
Greece, he moved (1995-2005) to the Dept. of Hematology/Oncology of 
Freiburg U., where he completed his PhD. He received the VeniaLegendi 
(Assistant Professorship) of the U. of Freiburg in 2004. In 2006, he was 

appointed Assistant Professor at the U. of Patras where he established a full accredited 
Allogeneic HSCT Program, performing all types of transplants (related, unrelated, 
haploidentical). He established the BMT Lab and BMT Research Group. He founded the non-
profit, non-governmental “Centre to Advance Public Awareness and Recruitment of Bone 
Marrow Donor Volunteers U. of Patras (CBMDP) registered in BMDW. 
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JOANNIS MYTILINEOS–DIRECTOR OF DEPARTMENT OF TRANSPLANTATION IMMUNOLOGY AT THE 

IKT/ULM UNIVERSITY, GERMANY 

Abstract 

Title: Current and Future HLA typing Methodologies 

HLA is extremely polymorphic. Different HLA typing techniques are currently in place with 
different typing resolution. Serology and Mixed Lymphocyte Culture (MLC) have been 
replaced by molecular assays. Sequence specific oligonucleotide probing (SSOP), sequence 
specific priming (SSP), sequencing and many more will be discussed. With the fast pace by 
which technology is changing HLA typing laboratories serving registries need to keep up 
with the latest methodologies.  This talk will also discuss the future methods and trends in 
HLA typing. 

Biography  

Joannis Mytilineos was born in Athens/Greece. He graduated from 
Heidelberg Medical School in 1986, and received his PhD and Adjunct 
Professor’s degree in Immunology (1986-2004). After 15 years as head 
of the HLA Laboratory at the University of Heidelberg he took the lead 
of the Department of Transplantation Immunology at the IKT/Ulm 
University in 2004 where he is still employed.  
Dr. Mytilineos has been co-chairing the Cytokine Components of the last 
three International Histocompatibility Workshops, as well as the 2009 

annual EFI conference in Ulm. He was appointed as a councillor of the IHWG in 2004. He has 
been recently serving in both, the ASHI and the EFI executive boards. In his function as 
Chairman of the EFI Education committee he is also involved in the organisation of regional 
educational and scientific events, as well as of the EFI/APHIA/ASHI summer schools.
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DIMITRI S. MONOS– DIRECTOR OF IMMUNOGENETICS LABORATORY AT CHILDREN'S HOSPITAL OF 

PHILADELPHIA, PROFESSOR OF PATHOLOGY AND LAB MEDICINE AT PERELMAN SCHOOL OF MEDICINE, 
UNIVERSITY OF PENNSYLVANIA, USA  

Abstract 

Title: NGS, Coming of Age  

High throughput sequencing technologies (cumulatively called Next Generation Sequencing-
NGS) can be used to address the challenging problem of accurate, informative and cost 
effective characterization of HLA genetic polymorphisms. More recently, specific protocols 
that have been developed for this purpose on different NGS platforms, suggest that the 
seemingly complicated technology can be properly managed to allow HLA typing by NGS in a 
clinical diagnostic lab. One area that will be particularly affected is the bone marrow 
registries and the labs that support them.When donors are typed at the HR level, registries 
benefit as an increased number of transplants is facilitated per unit time, donors are 
selected more frequently and the time for identifying the proper donor is significantly 
reduced. These positive attributes can be enhanced with the introduction of NGS in our labs 
as this technology can provide informative HLA typing (allele level) at a reduced cost. A 
combination of platforms, protocols and analysis software have been validated and can 
deliver high quality HLA typing information. Beyond HLA typing, this technology can be used 
for the characterization of the whole MHC, impacting not only HLA typing but also our 
understanding of fundamental immunological mechanisms and therefore of autoimmunity 
and transplantation. 

Biography  

 Dr. Monos is the Director of Immunogenetics Lab at The Children's 
Hospital of Philadelphia and Professor of Pathology and Lab Medicine at 
Perelman School of Medicine, University of Pennsylvania, USA. He 
earned his B.S. (Biology) at U. of Patras, Greece, and his Ph.D. 
(Biochemistry/Immunology) at Georgetown University, Washington, DC. 
Dr. Monos research interests cover a wide spectrum of HLA-related 
topics; DNA-based methodologies for HLA typing, structure/function 
relationships of HLAs, associations of HLAs with several diseases. His 

work has contributed on the development of the very key concept that genes within the 
MHC in coordination or independently of particular HLA alleles generate the disease 
phenotype.  
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ABSTRACTS 
 
One of the main objectives of this workshop was to share ideas and experiences that will 
help us face the challenges and seek the opportunities that will make the small and 
medium size registries better, more effective, financially and operationally more 
sustainable.  

Therefore the closing session concentrated on sharing and understanding experiences and 
challenges of other registries: 

 Sharing Work Diversity Experiences - Many Small Registries are involved with more than 
just unrelated bone marrow donor searches. Your experiences may help other registries to 
expand their activities, which in turn, will make them more sustainable. 

Sharing Recruitment Experiences - Each one of us operates in a different environment but 
we all try to recruit the best donors for our patients. Your recruitment strategy may help 
others improve their donor pool. 

Sharing Marketing and Fundraising Experiences - Raising awareness and raising funds are 
both equally important factors for the sustainability of our operations. 

Sharing Donor Search Experiences - Smaller registries have to be resourceful in order to be 
effective in their quest to find donors for their patients. You can share the tools and 
strategies you use and present interesting cases. 

Sharing Donor Typing Strategies - The cost and the methodology for HLA typing of the new 
donors is one of the greatest concerns of a small registry. The level of typing and the 
method used can determine the quality of the registry and its financial survival. 
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DELEGATES LIST 
 
Surname Name Organisation Country 

 Anastasiou  Nicos  Karaiskakio Foundation  Cyprus 

 Arvola  Anne  Finnish Red Cross Blood Service  Finland 

 Avagyan  Sevak  Armenian Bone Marrow Donor Registry 
Charitable Trust  Armenia 

 Barges  Stephane  Life Technologies  France 

 Baudoux  Etienne  Marrow Donor program Belgium  Belgium 

 Berces  Attila  Omixon Biocomputing Kft.  Hungary 

 Boo  Michael  National Marrow Donor Program  United States 

 Brezovsky  Pavel  State Institute for Drug Control  Czech Republic 

 Caignault  Laurent  Life Technologies  France 

 Cereb  Nezih  Histogenetics  United States 

 Chi  Jason  Karaiskakio Foundation  Cyprus 

 Christodoulou  Myroula  Karaiskakio Foundation  Cyprus 

 Ciungaru  Iulian  RNDVCSH  Romania 

 Conradson  Scott  Life Technologies  United States 

 Costeas  Paul  Karaiskakio Foundation  Cyprus 

 De Boer  Nils  Ontime Courier  Germany 

 Dragomiristeanu  Aurora  RNDVCSH  Romania 

 Dudkiewicz  ��������	�  POLTRANSPLANT  Poland 

 Dutescu  Irina Monica  National Institute of Hematology and 
Transfusion  Romania 

 Egeland  Torstein  Norwegian Bone Marrow Donor Registry  Norway 

 Foeken  Lydia  World Marrow Donor Association  Netherlands 

 Georgescu  Razvan  RNDVCSH  Romania 

 Georgiou  Marios  Karaiskakio Foundation  Cyprus 

 Gkioka  Aikaterini  HELLENIC CORD BLOOD BANK  Greece 

 Gkioka  Vasiliki  Evangelismos Hospital  Greece 

 Grafakos  Stylianos  FREI S.A Travel Congress.  Greece 

 Grubic  Zorana  UHC ZAGREB  Croatia 

 Hadjithoma  Maria  Karaiskakio Foundation  Cyprus 

 Heythumova  Petra  Steiner  Czech Republic 

 Hilton  Alexander  Anthony Nolan  United 
Kingdom 
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 Horgan  Sinead  Irish Blood Transfusion Service  Ireland 

 Jones  Michael  National Marrow Donor Program  United States 

 Jordan  Frieda  Armenian Bone Marrow Donor Registry 
Charitable Trust  Armenia 

 Kallis  Georgios  Karaiskakio Foundation  Cyprus 

 KALOKYRIS  CHRISTOS  ABBOTT LABORATORIES  Greece 

 Kartsioulis  Christos  Karaiskakio Foundation  Cyprus 

 Kitromilidou  Julie  Karaiskakio Foundation  Cyprus 

 Klein  Thomas  Cytolon AG  Germany 

 Korhonen  Matti  Finnish Red Cross Blood Service  Finland 

 Koumas  Laura  Karaiskakio Foundation  Cyprus 

 Koumouli  Anita  Karaiskakio Foundation  Cyprus 

 Kriticos  Constntinos  ABBOTT  Cyprus 

 Kurikova  Marie  Institute for Clinical and Experimental 
Medicine  Czech Republic 

 Laird  Todd  Life Technologies  United States 

 Lammers  FRank  BAG Health Care GmbH  Germany 

 Lange  Vinzenz  DKMS Life Science Lab  Germany 

 
������  Anna  POLTRANSPLANT  Poland 

 Lerêteux  Frédérique  Illumina  United 
Kingdom 

 Li  Ying  NHS Blood & Transplant  United 
Kingdom 

 Mäder  Liliane  Swiss Transfusion SRC  Switzerland 

 Marti Fankhauser  Gabriela  Swiss Transfusion SRC  Switzerland 

 Mathiasen  Dorte Foged  Aarhus University Hospital  Denmark 

 McGregor  Martin  WBMDR  United 
Kingdom 

 Melanthiou  Freideriki  Nicosia General Hospital  Cyprus 

 Mihaela  Ionescu  National Register of Voluntary Donors 
Stem Cells  Romania 

 Mikulic  Mirta  University Hospital Centre Zagreb  Croatia 

 Miotti  Valeria  aoud  Italy 

 Monos  Dimitri  UPENN/CHOP  United States 

 Montanic  Sendi  ZTM  Slovenia 

 Morsch  Susanne  Stefan-Morsch-Stiftung  Germany 

 Mueller  Carlheinz  ZKRD  Germany 

 Mytilineos  Joannis  IKT  Germany 
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 Ng  Jennifer  C.W. Bill Young Marrow Donor Program  United States 

 Norton  John  ABBOTT Molecular  Germany 

 Ó Donghaile  Diarmaid  Irish Blood Transfusion Service  Ireland 

 Oikonomopoulou  Georgia 
 Centre to advance public awareness and 
recruitment of bone marrow donor 
volunteers University of Patras (CBMDP) 

 Greece 

 O'Leary  Ann  Anthony Nolan  United 
Kingdom 

 Oudshoorn  Machteld  Europdonor Foundation  Netherlands 

 �����  Daniel  Czech National Marrow Donors Registry  Czech Republic 
 Panayiotou-
Metaxa  Demetra  Scientronics Ltd.  Cyprus 

 Papadopoulou  Mary  Karaiskakio Foundation  Cyprus 

 Papadopoulou  Nectaria  Karaiskakio Foundation  Cyprus 

 Papaloizou  Andri  Karaiskakio Foundation  Cyprus 

 Papasavvas  Andreas  HELLENIC CORD BLOOD BANK  Greece 

 Paphiti  Dora  Karaiskakio Foundation  Cyprus 

 Pavlou  Andreas  DELEMA MCCANN CYPRUS  Cyprus 

 Prestegaard  Matthew  National Marrow Donor Program  United States 

 Prior  Jane  Bone Marrow Donor Programme  Singapore 

 Schmidt  Alexander  DKMS German Bone Marrow Donor 
Center  Germany 

 Senev  Aleksandar  Medical Faculty, Skopie  Macedonia 

 Siorenta  Alexandra  Genapal Hospital of 
Athens"G.Gennimatas"  Greece 

 Šmíd  Petr  Steiner  Czech Republic 

 Soerensen  Betina  Aarhus University Hospital  Denmark 

 Spiroski  Mirko  Macedonian Bone Marrow Donor Registry  Macedonia 

 Spyridonidis  Alexandros  University Hospital of Patras  Greece 

 Steiner  David  Steiner  Czech Republic 

 Türk  ������  Kemal Saracoglu Children With Leukemia 
and Fight With Cancer Foundation  Cyprus 

 Varela  Ioanna  T&T Executive S.A.  Greece 

 Vidan Jeras  Blanka  ZTM  Slovenia 

 Vladut  Lucian  RNDVCSH  Romania 
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