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Impact of societal and legal context on the blood supply
of African-ancestry populations in Western countries:
A review of practices and the French example
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coverage for SSAA populations? There is no unique solution, but there are many
more or less effective answers. Comparison across countries reveals a strong influ-
ence of the socio-political histories and ethical choices before technical and medical
considerations. We consider that an institutional policy is required to resolve recruit-
ment issues of SSAA donors sustainably. Lastly, we introduce a working group called
the EFS Social Lab, which aims to set up a monitoring mechanism for donors and

societal trends to make blood donation effective.
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e Rather than subsuming populations with African ancestry into a single ethnic group, an in-

depth knowledge of those populations involved is required to improve blood donation.

o The creation of Social Lab, a French institutional initiative to use medical humanities sciences

in the monitoring of donors and social trends, will help in this endeavour.

WHY A CLOSE ATTENTION TO
SUB-SAHARAN AFRICAN ANCESTRY
POPULATION?

Globalization contributes to the deterritorialization of populations,
both as cause and effect. Today, about 3.4% of the world population,
totalling 258 million international migrants, do not live in their places
of birth [1]. Migration routes follow the former colonial political
areas and present linguistic communities and idealize the Western
countries [2-4]. In France, migrations originate mainly from Africa
(47.5% of immigrants), of which 18.3% are from sub-Saharan Africa
[5]. Here we refer to the French sub-Saharan African ancestry
(SSAA) population, the diversified immigrants and descendants of
sub-Saharan origin who live in metropolitan and overseas France.
This population was and is motivated to migrate by a multitude of
motives, and they have different administrative statuses (i.e., recent
or long-term migration, permanent or temporary arrivals), nationali-
ties and the number of generations since arrival [6, 7]. Socially, the
entanglement between the country of origin, ages, administrative
status and access to citizenship builds an extremely complex patch-
work of infinite cultural and political variations [8]. However, though
diverse in their identities and backgrounds, the French SSAA popula-
tion shares biological links with the sub-Saharan African sub-
continent. The hiatus between the almost immobile time of genetic
transmission and the extreme variability of social situations is
not without consequences for blood transfusion. It generates
haematological management problems related to migration, explicitly
concerning rare blood groups (RBGs).

In France, RBGs have a frequency of less than 1/250 in the gen-
eral population and no alternative for transfusion compatibility by
another blood group. RBGs refer to the following situations: (1) rare
blood phenotypes per se, defined by a private, low-frequency or
absence of a public antigen (e.g., the Dantu MNS25 antigen, the
700 series or the lack of RH:18 and 19) and (2) relative rarity, related
to the uneven geographical repartition of phenotypes [9]. If all human
populations are considered, SSAA populations are more exposed to
rarity consequences after migration to Western countries. The genetic
diversity of African populations is the highest of any population in the
world, mainly caused by a longer pre-historic incubation followed by
drip out-of-Africa expansion. Moreover, SSAA populations are largely
carriers of red cell abnormalities in response to selective pressures of
malaria, such as membrane protein polymorphisms, enzymatic disor-
ders and haemoglobin variants [10]. Notably, one of the latter is
responsible for sickle cell disease requiring sustained and complex

transfusion therapy [11, 12]. The healthcare challenge results from

this tension between necessity and scarcity, between, on one hand, a
demographic increase of SSAA populations in Western countries with
specific haematological characteristics, and, on the other hand, blood
product supplies under pressure and sometimes insufficient to handle
some distinctive pathologies and the daily health events (childbirth,
accidents and surgical procedures).

To ensure self-sufficiency in rare blood products in response to
growing demand, it is crucial to have adequate stocks of the
targeted blood and, therefore, upstream recruitment of SSAA
donors. Effective recruitment intricately involves medical and social
dimensions. Here we want to focus on the social aspect, which
influences both supply and demand of blood products. Availability
of rare blood products requires anticipation and requisite expertise
to assess future needs from quantitative and qualitative perspec-
tives. We seek to understand how legal choices and representa-
tions of otherness may influence the supply efficiency of rare blood
for the Afro-descendant population and what resources organiza-
tions have to deal with these availability issues. Finally, we present
the strategy adopted by the French Blood Establishment (EFS) to

improve availability based on social trends.

THE DIFFICULTIES OF AN ETHNIC CENSUS
AND COMMUNITY DONOR RECRUITMENT

Foremost, to correctly assess the level of the stocks of RBG concen-
trates required, we must evaluate the needs and human resources
present in France and thus have demographic data tagging ‘African
ancestry’. While it is neutral and easy to define biologically, it is more
complex to handle sociologically and legally. In France, the legislation
stipulates that ‘it is forbidden to process personal data revealing the
alleged racial or ethnic origin [...]" [13]. Meanwhile, by decision
no. 2007-557 DC of 15 November 2007 (act relating to the control of
immigration, integration and asylum), the French Constitution Council
prohibits ‘the processing of personal data that directly or indirectly
reveals the racial or ethnic origins of individuals and the introduction
of variables of race or religion into administrative files. This applies to
the identification directory of natural persons’. Only studies on the
measurement of the diversity of origins, discrimination and integration
based on objective data such as geographical origin or nationality
before French nationality, or subjective data, such as the ‘feeling of
belonging’, are authorized. While these legal and ethical precautions
help in avoiding various forms of discrimination, they complicate the
assessment of the size of populations with RBG. If a character-based

census of individuals is per se possible, it would indirectly reveal the
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ethnic origin, which is illegal as stipulated before. Moreover, it would
not distinguish the double descendants of African immigrants—
homozygous Africans—from those with an African surname but from
admixed ‘domino couples’ who are genetically heterozygous and so
are unlikely to carry an RBG. In practice, there are indirect ways to
obtain an estimation. EFS is allowed to register the birthplace of the
donors and point out the geographical origin through a computer flag.
This makes it possible to implement additional biological screening to
search for rare phenotypes and genotypes.

Therefore, RBG needs estimation relies on the ‘rare blood net-
work’, a dedicated process that monitors data related to the delivery
of phenotypes considered to be of interest, the number of sickle cell
patients (10,000 currently with 400 births per year), the number of
active blood donors with phenotypes of interest and the stocks of fro-
zen red blood cells. However, this piecemeal research does not allow
for a precise estimate of current and future needs. It is possible to
operate legally, but on the margins and by benevolent tracking of
donors. This discordance between ethical precautions and the lack of
biological precision to identify low-frequency blood phenotypes
restrains proactive policies for RBG needs.

The other main limitation of blood product availability is blood
collection and, hence, the modalities of donation. In Marseille, where
we operate [14-16], in France [17], but also in Europe [18, 19] and in
other Western countries [20-27], studies have documented the blood
donation determinants of various SSAA populations and highlighted
low participation of both occasional neo-donors and recurrent blood
donors. Furthermore, the representation of the body and its tissues
(blood and organs), as well as the normative systems (e.g., misplaced
belief that religions discourage blood or organs donation) are essential
but in no way subsume all the factors determining the behaviour of
donors.

Indeed, donor behaviour includes socio-political dimensions
linked to migration, such as cognitive and practical difficulties to give
blood in case of linguistic precariousness and administrative irregular-
ity. The positive correlation between blood donation, social inclusion
and even the acquisition of citizenship has previously been shown
[15, 26, 28, 29]. If the act of giving inscribes the person in a relation-
ship that includes a counter-gift in return, or at least a recognition of
the act [30], what reciprocity or recognition a person might expect
when he(she) is precisely not admitted to reside and live in the politi-
cal space where he(she) stays? A young Senegalese street vendor we
met in Marseille says: ‘| wonder how they'll see it... because a black
man who comes to donate blood... they don't look at you [...]. It's an
apprehension maybe, [...] and already you want to do a good deed,
and people look at you strangely, and finally, you wonder ..." [15]. We
must recognize that in many ways, access to information, the possibil-
ity of presenting identity documents during control without fear of
getting into trouble, linguistic ability and citizenship are essential
determinants of donation.

In summary, the donation of RBG is thus constrained, in France,
by a specific configuration articulating ethical rules and, largely, situa-
tions of social, linguistic and administrative precariousness of migrant

populations or those recently settled in France.
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COMPARE THE INFLUENCE OF LEGAL AND
ETHICAL CHOICES ON THE EFFECTIVE
SUPPLY FOR RBG

In this review, we perform a reflection on the French supply system of
compatible blood products for SSAA populations considering French
history and its legal and cultural components. However, many West-
ern countries are subject to the same worldwide phenomenon of pop-
ulation mobility and undergo blood supply issues. The decisions taken
in four different countries—the United States, the Netherlands, the
United Kingdom and Italy—depict an interweaving of historical, legal
and ethical dimensions specific to each county and a diversity of
responses to blood collection problems.

As illustrated in Table 1, these four countries encounter the same
under-representation of SSAA individuals in their donor population.
However, the presence of the SSAA population in these countries and
their possible estimation are not subject to the same historical and
social background. For example, despite descending from forced
migration [50] and a history of racial segregation policies, African-
Americans are demographically and statutorily constitutive of the
American nation. In this country, an ethnic census with self-
determination allows the possibility to know the ‘racial’ origin of
Americans. Conversely, Italy was a country of emigration until the
1970s, and then of transit for African populations. It was only in the
early 2000s that it also became a host country for immigrants from
Eastern Europe, North Africa mainly, but also South Africa [51, 52].
Identification of immigrants or descendants of immigrants is based on
citizenship [53]. British migration flows reflect its colonial past
(i.e., significant proportion of immigration is from Commonwealth
member countries and former territories of the British Empire from
West Indies [Antilles], the Indian subcontinent and Africa) [54], as in
France. But similar to the United States, the United Kingdom became
a multicultural societal model where self-determination has indicated
the ethnic origin since the 1991 census [53]. However, this approach
has two limitations. First, it remains subjective and, second, the cate-
gories proposed in the census (e.g., nationality, region, subcontinent
continent, skin colour) are not always standardized. In this regard, the
Dutch case is interesting, which combines a recognition of its ethnic
diversity to fight against discrimination, but based on the birthplace
(or the birthplace of parents) and not on self-determination as in the
United Kingdom [55]. The Netherlands is an example of mixed migra-
tion of Africans, on the one hand, of American origin with flows from
former colonies of the Dutch Empire and, on the other hand, from
recent migrations from sub-Saharan Africa for political, humanitarian
or economic reasons.

Through the prism of their own historical and legal background,
countries tend to conceive adapted solutions. Issues of rare blood
supply are tangible in the United States, where African-Americans
represent a substantial part of the needs due to RBG and a high prev-
alence of sickle cell disease (1/500 births) [23]. Compared to
European countries, the bibliography on African-Americans blood
donation is abundant and long-standing [36, 56-60]. In addition to
the barriers systematically found (lack of awareness and knowledge,
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technical barriers), more sporadic obstacles include distrust of health
institutions, ethnic discrimination and lack empathy due to a lack of
identification with the receiver. Determinants of blood donation in
the United States are well known, and further studies will enhance
the accuracy of the expertise, like for European SSAA populations.
But just as we cannot summarize all the variability in the perception
of SSAA individuals under the umbrella of a single African culture, the
representations of blood donation for African-Americans cannot be
invariably applied to all other SSAA populations. In contrast to the
United Kingdom, which has had a dedicated rare blood programme for
over half a century [42], addressing RBG issues is new for Italy, and so
is the policy for SSAA blood donation. However, despite recent atten-
tion to the issue, Italy has local programmes, plus two regional pro-
grams in Lombardy and Sicily [45]. Consequently, the country counts
many active rare blood donors. Lastly, the studies of blood donation in
the Dutch population of Surinamese, sub-Saharan and Caribbean
ancestry have highlighted the lack of awareness and practical con-
straints as the main impediment [18, 31, 49]. As in France, where blood
donation is possible only in French, language can be an obstacle in the
Netherlands because it is done only in English or Dutch. The
Netherlands still has only a few SSAA donors compared to the general
donor population. As it happens in other countries, importation of com-
patible blood for African blood phenotypes is required, and therefore
European and international collaboration is indispensable.

At the European scale, the European Blood Alliance initiated the
Missing Minorities (MIMI) project to understand low donation deter-
minants among minorities in Europe. It demonstrates the increased
awareness of European countries regarding blood donation by people
of African ancestry. However, government-wide management of rare
blood remains at an early stage [47]. All the studies recently con-
ducted at the European level highlight the relevance of this topic [61].
Ultimately, blood drive policies are different. It appears that their defi-
nitions are probably more influenced by their socio-political histories
and ethical choices rather than by technical and medical consider-
ations alone. This multidisciplinary approach is essential and has
resulted in concrete actions.

EFS SOCIAL LAB: AFRENCH INTENT TO
IMPROVE BLOOD SUPPLY OF SSAA
POPULATIONS

Although legislation evolves to suit societies and their needs, it is
unlikely that the limitations regarding the ethnic origins of individuals
will change soon in France, restricting leeway for anticipating needs.
Current socio-political debates on blood donation mainly concern
blood donation at 17 years of age or the restrictions for men who
have sex with men. Despite this, it is still possible to work on new
donor recruitment.

In 2018, the EFS created an internal working group called ‘EFS
Social Lab’, made up of around 15 EFS professionals (e.g., MD, com-
municators, researchers). EFS Social Lab monitors the donors and

societal trends to identify topics that may impact blood donation
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(e.g., the donor recognition in a voluntary blood donation system, the
conversion from whole-blood donation to plasma donation, the evolu-
tion of commitments among young people, and, as we have just
described, blood donation in minorities). The final objective is to give
recommendations based on evidence and not just perceptions to
guide the EFS executive direction in strategic decision making.

On this basis, the work began with a bibliographic inventory sup-
plemented by surveys, as well as masters and PhD studies in connection
with the academic world. Three organizational deficiencies stood out:
the insufficient and non-procedural orientation of the recipients and
their siblings to donation, the non-specific collection policy and donor
relationship, and a welcome system insufficiently attentive to diversity.
The EFS Social Lab made recommendations based on 10 points.

To optimize the existing system and define a specific programme

for rare blood:

1. Review current procedures, check their range of application and
identify their weaknesses.

2. Review the current collection practices for recruiting rare
donors (RDs).

3. Define RBG donors and proceed with adequate information
depending on the frequency of the phenotype in the population.

4. Define a specific donor care.

To create a network of rare blood referents including doctors

from the blood collect:

5. Identify one or several ‘rare blood’ referents in each regional blood
transfusion centre.

6. Produce an annual activity report for each regional blood centre.

7. Create a dynamic network of rare blood referents based on sharing
and feedback.

To evaluate the efficiency of recruitment actions:

8. Define a methodology and a protocol to apply to guarantee the
validation of the effectiveness of the actions.

To help recruit rare blood donors for blood drive managers:

9. Create a reference tool to help them identify the places to collect
and the validated recruitment actions to implement.

To train EFS employees and partner volunteers:
10. Create specific training at a national level.
WHICH SOCIAL APPROACH TO BLOOD

DONATION?

For some socio-political spaces, blood is a marketable product. For

others, it has a human and non-mercantile value that cannot be
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indexed to a price. It also expresses how much giving blood reflects
the symbolic representations of oneself, inherent in identity, transmis-
sion and filiation. It refers to the sedimentation of the memory of
events in which blood was brought to the fore: the contaminated
blood affair, the mad cow disease and HIV. Finally, it shows how much
the act of giving is part of an expectation of recognition, not necessar-
ily pecuniary, but identity-related.

Indeed, the willingness to donate inscribes the donor in a social
community, and if accepted, the donation confirms membership to
this community. And this is probably why sexual or territorial minori-
ties are fighting for a right to give, which is synonymous with a confir-
mation of legitimate social existence. ‘The idea that the gift must be
returned presupposes that the other is another self that must act like
me, and this gesture in return must confirm to me the truth of my ges-
ture, that is, my subjectivity [...], men confirming to one another that
they are not things’ [62].

But donor recruitment requires the aptitude to mobilize citizens
living in evolving societies where social consideration stands above
in a multicultural and diverse globalized world. The crucial achieve-
ment is to translate academic and practical knowledge into concrete
and successful actions. Research and action must be conducted
simultaneously and over the long term. It is important to involve the
collection operators as early as possible in the development of the
experimentation protocols. This is the only way to ensure their
future integration into operational procedures for long-term effec-
tiveness. We are increasingly using the human and social sciences to
understand the motives of social actors, to dialogue with various
populations and to improve the quality of relations with donors at
blood drives. However, although they have proven to be effective,
these actions aimed at better understanding the contexts of our
medical actions are difficult to sustain, as in the case of our anthro-
pological study [14]. We consider, however, that an institutional pol-
icy is necessary to patiently build social and health interfaces that
will allow us to improve the recruitment problems of the SSAA
populations.

We cannot go any further in the framework of a brief explor-
atory review but merely underline that ensuring the functional chain
of blood from the evaluation of needs to the setting up of an alert
system, the availability of blood products, and the coherent use
of rare bloods requires the construction of an epistemological
and technical interdisciplinary space between medical and social

sciences.
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