
Oscar from Amersfoort, aged 23, died of leukae-

mia last March. He could only have survived if a 

matching donor were to be found for a stem cell 

transplant. Healthy stem cells would have allowed 

Oscar to replace the bone marrow destroyed by 

chemotherapy. However, finding a matching 

donor can be like finding a needle in a haystack. 

As proved to be the case for Oscar. Though the global data file of millions 

of stem cell donors was sifted through for years, no match was found, and 

he died. To find a match, the donor’s and the patient’s HLA type must be 

the same. Mirjam Fechter, head of Medical Affairs at Matchis, the Dutch 

Stem Cell Donor Centre, explains what these so-called Human Leukocyte 

Antigens are, exactly. “HLAs are proteins present in almost every cell in 

the body, include in stem cells and white blood cells. Just like you have 

a red blood cell type, like A or B, you also have an HLA type.” Your HLA 

characteristics are mostly inherited from your parents, meaning that there 

is a 30% likelihood that someone in your family will have a matching 

HLA type. The odds of finding a stem cell match with a random person 

outside of your family is remote: on average only 1 in 50,000. 

ETHNIC DIFFERENCES 
What made the search for a match for Oscar even more difficult was the 

fact that he had an Indian father. This meant that he could not receive 

the stem cells from someone of fully Dutch origin. Ethnicity plays an 

important part in donor matching, both in terms of HLA and in terms of 

blood type. Peter van den Burg, transfusion doctor at Sanquin, explains: 

“People of African or Asian origin have blood and HLA characteris-

tics that differ from those of people of European origin, who possess the 

so-called Northwestern European characteristics. The likelihood of find-

ing a donor match between someone with Indian or Ghanaian roots and 

someone with Frisian roots is virtually nil.” 

Matching HLA is not only important in the context of stem cell trans-

plants, but also in that of transplanting organs, like kidneys (refer to the 

text box on page 25). In the case of blood transfusions, it’s not the HLA 

that needs to match, but the characteristics of the red blood cells, van 

den Berg notes. And that’s not a simple affair, either. “In addition to the 

familiar blood types (A, B, AB, 0 - eds.) red blood cells have hundreds of 

other different types. The most familiar of these is rhesus. If the patient’s 

and donor’s blood types do not correspond, the one being rhesus posi-

tive and the other being rhesus negative, for instance, it may be that the 

recipient produces antibodies, rendering the donor blood unsuitable for 

transfusion.” 

FUSION 
While matching a donor and a 

patient for a stem cell or organ 

transplant or a blood transfu-

sion is already difficult in the 

normal scenario, it becomes 

a truly thorny problem if the 

patient has blood or HLA char-

acteristics that are rare within 

the country. 

Over the previous centuries, 

migrant flows have cause a 

global spread and “fusion” of, 

particularly, African and Asian 

characteristics. Finding a suit-

able donor for those ethnic 

and mixed groups has there-

fore become fairly problematic 

in Western countries, includ-

ing the Netherlands. In par-

ticular when it concerns stem 

cells, as was the case for Oscar, 

the deceased leukaemia patient. Fech-

ter: “The HLA characteristics of a child 

of mixed ethnicity are even more rare 

than that of a child whose parents are 

of the same ethnicity.” 

DONOR SHORTAGES 
Almost 13 per cent of the Dutch population is comprised of migrant 

groups with not-Northwestern European blood and HLA characteristics, 

such as Moroccans, Antilleans, Indonesians and Surinamese. All these 

groups are heavily underrepresented in the Dutch donor registers. As con-

cerns organ donation, a full 85 per cent of non-Western migrants has reg-

istered nothing at all (donor yes/no), while less than 3 per cent has indi-

cated to be willing to donate organs. In comparison, over 40 per cent of 

native Dutch persons is registered, two thirds of whom are registered as 

organ donors. 

Due to this lack of non-Western donors, the donor kidney waiting lists, in 

particular in multicultural cities, are to a relatively high percentage made 

up of patients from a non-Western background. There is also a significant 

lack of non-Western blood donors, doctor van den Burg of Sanquin says. 

“Though the ethnicity of blood donors isn’t registered, the blood we see in 

the lab is mainly of common Northwestern European types, while there 

are very few specifically Asian or African types, such as Duffy negative.”

This shortage is an even bigger problem because non-Western migrants 

more often suffer from blood-related disorders like sickle cell anaemia 

(Africans) and thalassemia (Asians) and, thus, require blood relatively 

more often. Matchis has to deal with a similar imbalance in their global 

donor pool. Because of the significant shortage in non-Western stem cell 

donors, a perfect HLA match for non-Western patients in the Netherlands 

was found in “only” a quarter of the cases in 2016, as opposed to in three 

quarters of the cases for Northwestern European patients. 

ACROSS THE BORDER 
Cross-border cooperation is prevalent not only in the field of stem cell 

donation, but also for organ and blood donation In the context of organs, 

this cooperation mainly takes place within the Eurotransplant network in 

Europe. Sanquin exchanges blood with rare characteristics with parties in, 

mainly, the UK and the US. This usually takes a lot of time and is burden-

some for the donor, van den Burg says: “A donor can be called and asked 

to donate blood that same day. Sometimes they need to cancel appoint-

ments or travel to a donor centre far from where they are. So, we’re asking 

a lot from our volunteers.” 

Even though international cooperation has resulted in increasing match 

percentages over the past few years, this mainly concerns an exchange 

between Western countries. Why can’t we more actively recruit donors in 

countries where the desired HLA characteristics and blood types are com-

mon, like in Africa and Asia? According to Fechter, there are important 

reasons for not doing so: “It’s vital that the healthcare facilities meet the 

highest quality and safety requirements. Many Asian, and in particularly 

many African, countries lack the required funding to meet them.” In addi-

tion, many countries do not register blood and stem cell donors. 

NATIONAL DONOR PREFERRED 
The international cooperation currently required for “rare” patients is 

expensive and takes a lot of time. Sometimes, as in the case of leukae-

mia or kidney transplants, lives are at stake. The doctors are therefore in 

agreement that further recruitment in the Netherlands would be prefera-

ble. Fechter: “For it is within the borders that you can act most quickly and 

that supply and demand are most closely aligned. The bigger the group 

with certain characteristics, the more matching donors would exist, irre-

spective of whether it concerns blood, stem cells or kidneys.” 

SHORTAGE OF MINORITIES 
But how do you get non-Western migrants to register as a donor in the 

first place? Lisa Klinkenberg (Sanquin, Donor Studies) is investigating 

what barriers exist for ethnic minorities to become blood donors. Some of 

the explanations are related to their origin, she discovered. “Non-Western 

migrants often do not know of any donors within their family or circle of 

friends. They’re lacking a role model from within their own group.” 

According to her, this lack 

of visibility results in a lack 

of knowledge and informa-

tion about how much need 

there is for their blood. “Many 

Dutch nationals of an Afri-

can or Asian origin do not 

know that their blood has spe-

cific characteristics or that cer-

tain blood-related disorders are 

more prevalent within their 

group.” 

Doctor van den Burg adds a 

cultural argument. “Here in 

the Netherlands, it’s quite nor-

mal to volunteer to donate 

blood to persons you don’t 

know at all. Things are quite 

different in African countries, 

where you’d only donate blood 

if it helps your family or if 

you’re paid for it.” According 

to Klinkenberg, many non-West-

ern migrants expect the blood 

bank to come to them if they’re 

needed. “As this does not hap-

pen in the Netherlands, they 

think their blood isn’t needed.” 

DONOR DIALOGUE 
Lack of familiarity also is an important cause for the lack of non-West-

ern donors. The Dutch Transplant Foundation (DTF) five years ago started 

investigating the causes for the underrepresentation of certain ethnic 

group in the donor register in Rotterdam. 

In the Feyenoord and Charlois districts, where close to half the population 

is of non-Western origin, the DTF surveyed the inhabitants as to why they 

did not register as organ donors. “Believing that they would not want to 

was too easy an assumption”, Jeantine Reiger, head of Communications 

at the DTF, says. Like Klinkenberg, Reiger concluded that a lack of knowl-

edge, information and role models formed the main causes for the short-

age of donors. “It definitely has nothing to do with unwillingness.” 

These findings led to the Donor Dialogue (refer to the text box), a pro-

gramme in which persons from various ethnic groups are trained to pro-

vide information about donorship to their own community as peers. “We 

contacted Turkish, Moroccan, Cape Verdean, Surinamese and Antillean 

organisations, among others. They started looking for role models.” 

These peers were then invited to the Erasmus hospital in Rotterdam. 

“There they came face to face with patients from ‘their’ group receiving 

dialysis treatment. This led them to realise that this is a problem that con-

cerns them, as well. This identification was highly motivating.” 

SOCIAL STRUCTURES 
According to Reiger, it is important for the information to be provided 

within existing social structures, like during an open morning at primary 

schools or the neighbourhood centre. “These events allow for broaching 

the subject in all peace and quiet, responding to questions and starting 

up a dialogue. When you organise an information evening about ‘organ 

donation’, nobody will come, as that’s too much of a top-down arrange-

ment. It has to be a bottom-up event.” 

QUESTIONS FROM IMAMS 
Attempts to reach out to people via imams prove to be of little use, expe-

rience taught her. “For the imam has very different priorities during the 

weekly sermon, such as crime, unemployment and matters of faith.” 

Still, the DTF has more contact with Rotterdam imams these days. “They 

now approach us because they receive questions from among their com-

munity. What happens to my body when I’m dead? Am I allowed to 

donate to an unbeliever? The topic is much more talked about thanks to 

the Donor Dialogue campaign.” 

Reiger emphasises that Donor Dialogue is not a recruitment drive but was 

set up to have people become familiar with the subject and have them 

think about it. Klinkenberg, too, believes that starting with a dialogue is 

more fruitful than focusing exclusively on recruitment. “Because there 

would be a risk that people would feel obliged to become a donor, without 

having properly thought things through. And that leads to many people 

deregistering later on. A recruitment drive by Sanquin performed a couple 

of years ago resulted in many new blood donors, for example, but only a 

few of them are still registered. Obtaining a sustainable donor population 

starts with proper information.” 

THE ROLE OF MEDICAL 
SCIENCE 
Behind the medical screens, 

too, people are hard at work 

coping with the lack of diver-

sity in donors. New develop-

ments in lab-grown blood 

and artificial and even ani-

mal organs, for instance, may 

in time result in fewer specific 

donors being required, Sebas-

tiaan Heidt, Immunohaema-

tology and Blood Transfu-

sion researcher at the LUMC, 

says. “When you ‘clean out’ a 

donor kidney and remove all 

the body’s cells, you retain a 

sort of skeletal structure. The 

organ can next be built up in 

a laboratory, using the receiv-

ing patient’s own stem cells, 

meaning that HLA differences 

no longer play a part.” 

These medical developments are still in their infancy and do not result 

in a realistic alternative in the near future, Heidt says. The provision of 

information to and recruitment of donors therefore still has priority. Even 

though donor ethnicity is not registered for every form of donation (San-

quin does not register this), doing so might be very useful, transfusion doc-

tor van den Burg believes. “When you know which groups donate often 

and which donate hardly at all, you can adjust your recruitment policy 

accordingly. Especially in view of increasing migration, actively involving 

various groups of people becomes more important still!” • 

Ethnic profiling? 
Yes please! 

Though ethnic profiling by the police or recruiters has caused a lot of 
commotion over these past few years, in the field of medicine it can 
be a life-and-death matter. Ethnic origin plays an important role in 

finding a donor match, and not only with respect to donating blood. 
The major problem we’re having: non-Western migrants are heavily 

underrepresented in the Dutch donor pool. 

Surinamese roots, employed 
as a senior lab technician 
at NSS. “No, I’m not a 

donor, because I had long 
believed that a Christian 
may not donate according 
to the Bible. Having 

looked into the matter, 
I discovered that the 
Bible does not oppose 

blood transfusion if you 
can save someone’s live 
by giving blood. I’ll try 
and donate, even though 

I’m somewhat scared of the 
needle.”
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Lloyd Wirht

Cuban roots, employed as 
a donor assistent at the 
Spijkenisse collection 
location. “While I’m not 
a donor myself, I have 
thought about donating 

blood. Because I have had 
a blood transfusion in 
the past and my HB value 
is usually rather low, I 
cannot donate blood.”  

Yuly Barendregt 

Antillean roots, employed 
as a Donor Information 

Line (DIL) assistant. “I’m 
a stem cell donor, but I 
do not donate blood or 
plasma. This is because 
I like tattoos and have 
myself tattooed multiple 
times a year. Because of 
the associated deferral 

period, I cannot currently 
donate. This is a shame, 

but once I have all 
tattoos I want, I do think 

I’ll become a donor.”  

Noor Fernando

Moroccan roots, employed 
as a donor assistant at 
the Maastricht collection 
location. “Yes, I’m a 

blood donor. Why? Because 
I have seen up close that 
people need it. I’m able 
to help people with my 

blood.”  

Latifa Ait Amar

Japanese roots, employed 
as a senior lab technician 

at the Umbilical Cord 
Blood Bank in Leiden. 
“No, I’m not a donor. 

Because I’m on the small 
side and weigh less than 
fifty kilos, I was declared 

unfit.”  

Moroccan roots, employed 
as a senior lab technician 

at Sanquin Plasma 
Products. “No, I’m not 
a donor. I have mainly 
focused on my work at 
Sanquin. But should I 
become a donor, I will 

choose to donate plasma.”  

Yoshiko Kleinveld  

Elias Lkataui

To match or not to match 
When transplanting stem cells, a donor whose HLA type matches 
that of the patient is selected. This is reversed in the context of 
organ donation: once an organ becomes available, the most suita-
ble high-priority patient on the waiting list is selected on the basis 
of, inter alia, the HLA type. For a transplant to succeed, i.e., for the 
organ or the stem cells not to be rejected by the body, the patient’s 
HLA type must match (almost) perfectly. If no such match exists, 
the “second best” solution is opted for, which involves having the 
patient take additional medication to prevent rejection. •  

Donor Dialogue recipe 
•  Find volunteers with various backgrounds, such as Turkish, Moroc-

can, Surinamese and Antillean volunteers, to provide information to
“their” group

•  Give these “information officers” three half days of training, includ-
ing a visit to the dialysis centre • Have the “information officers”
start up a dialogue in neighbourhood centres, mosques, churches
and associations and conduct informal meetings in their own
community

•  If necessary, engage interpreters, show films in their language and
distribute the stories of patients from their group

•  Films featuring religious scholars can be useful. These scholars are
able to tell that organ donation is a personal choice and that there
is no one ruling on the matter in Islam

The above items are tips by the Dutch Transplant Foundation (DTF) 

Polish roots, employed 
as warehouse staff at 
Sanquin. “I’ve been 

registered as an organ 
donor since 2008. The 
notion that my organs 

could save someone’s life 
in the future makes me 
feel good about myself.” 

Alicja Tryfan
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