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Abstract

Background: Many blood operators around the world face the challenge of
increasing the number of donors of African ancestry to meet the transfusion
needs of people living with sickle cell disease. This article reports results of the
barriers to blood donation for young adults (aged 19-35) in Canada who iden-
tify as African, Caribbean, or Black.

Study Design and Methods: A community-based qualitative study was con-
ducted by researchers from community organizations, blood operator, and uni-
versities. In-depth focus groups and interviews (n = 23) were conducted from
Dec 2021 to Apr 2022 and thematic analysis was completed.

Results: Applying a socio-ecological model, multiple levels of interacting bar-
riers to blood donation were identified. These included macro-level barriers (e.
g., systemic racism, mistrust of the healthcare system, sociocultural beliefs and
views about blood and sickle cell disease), mezzo-level barriers (e.g., deferral
criteria, minimum hemoglobin levels, donor questionnaire, access, parental
concerns), and microlevel barriers (e.g., limited knowledge of blood needs for
people with sickle cell disease, lacking information about blood donation pro-
cess, fear of needles, personal health concerns).

Discussion: This study is the first to focus on barriers to donation for African,
Caribbean, and Black young adults across Canada. Parental concerns,
informed by parents' experiences of inequitable healthcare and mistrust,
emerged as a novel finding in our study population. Results suggest that higher
order (macro-level) barriers influence and may reinforce lower order (mezzo-
and microlevel) barriers. As such, interventions aimed at addressing barriers

Abbreviations: CAC, community advisory committee; CBR, community-based research; CBS, Canadian Blood Services; H-Q, Héma-Québec; SCD,
sickle cell disease; SCDAC, Sickle Cell Disease Association of Canada; SCFA, Sickle Cell foundation of Alberta.
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1 | INTRODUCTION

In Canada, approximately 6000 people live with sickle
cell disease (SCD), with 1 in every 2500 babies born in
Canada projected to have SCD.! A genetic condition that
causes sickling of red blood cells, SCD is more prevalent
in people originating from Africa, the Caribbean, Medi-
terranean, Middle East, Southeast Asia, Western Pacific
Region, and South and Central America.” While a stem
cell transplant is available for some individuals, there is
no universal cure for SCD. Many people with SCD rely
on blood transfusion with some requiring monthly red
cell exchange (i.e., 8-10 units of blood) as part of their
treatment. The closer the blood-type match between the
donor and recipient, the less likely the recipient with
SCD will experience adverse health effects, such as
alloimmunization.® Because blood antigens are inherited,
close matches are most often found in donors who share
similar genetic ancestry with the recipient.

Canadian Blood Services (CBS) and Héma-Québec
(H-Q) are the two blood operators in Canada. CBS serves
all provinces and territories except for the province of
Quebec, which is served by H-Q; both rely on voluntary,
nonremunerated blood donors. Canada is a settler nation
and continues to rely heavily on immigration, resulting
in an -ancestrally diverse population with just under 70%
identifying as White.* Approximately 77% of CBS' blood
donors identify as White, with roughly 1% identifying as
Black. This poses a potential challenge for the current
donor pool to meet the needs of people with SCD who
are of African ancestry. Roughly, 3.5% of the Canadian
population identify as Black, and this percentage is
expected to increase to 5.0%-5.6% of the population by
2036.° As such, it is likely that the need for blood to treat
people with SCD will increase over time.

Race is a social construct that has been misrepre-
sented as biology. As such, “Black race” has been used to
describe people of African ancestry even when it does not
necessarily describe their genetics.”” Throughout this
article, we use the term “African ancestry” to refer to
communities and individuals of similar genetic ancestry.
Where we use “African, Caribbean, or Black,” we refer to
people’s self-identification or social identity.

Countries such as Canada that rely on high levels of
transnational migration face the challenge of recruiting

higher order barriers.
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to donation should keep in view all levels with particular attention paid to

donors, health research methodology

donors of African ancestry. Research from the
United States, Australia, France, the Netherlands, and
the province of Quebec demonstrates that barriers to
blood donation for people classified or identifying as Black
include factors such as not knowing a blood recipient, fear
of needles, other deferral criteria, mistrust of the medical
system, experiences of systemic racism, cultural meanings,
being unfamiliar with voluntary blood donation, and
accessibility challenges.® > Haitians, classified or identify-
ing as Black, in Quebec reported that the unwarranted
exclusion from blood donation during the tainted blood
crisis of the 1980s continues to discourage donation in
their communities today.'®'” Despite barriers, participants
indicated willingness to donate when they know there is a
need for blood and that their blood may be used to help
someone within their community.'®*’

This current project is informed by a social constructiv-
ist approach that views blood donation as a social practice
shaped by personal and social meanings, and broader sys-
tems and structures within which blood systems
operate."®° On this view, donation is a complex social pro-
cess and barriers to donation are context and population
speciﬁczl; therefore, it is necessary to understand barriers
for specific populations within their local setting.® While a
pilot study had been conducted on barriers to donation for
non-White young adults in Edmonton, no published
research has been conducted on barriers to blood donation
for young adults of African ancestry in Canada. As such,
the aims of the broader project included understanding bar-
riers and enablers to donation, and views on donor recruit-
ment materials for young adults of African ancestry.

Reported here are results on the barriers to donation
for African, Caribbean, and Black young adults in
Canada. We applied a socio-ecological framework®*?** in
our analysis to conceptualize the relationship between
different barriers to donation. According to this frame-
work, individual decisions or actions are shaped by the
interactions of one's personal experiences, meanings, and
attitudes with external structures and systems.

2 | STUDY DESIGN AND METHODS

This project applied a qualitative community-based
research (CBR) approach. CBR is a collaborative
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methodology that emphasizes co-learning between
researchers and participants, reciprocity in transfer of
expertise, sharing of decision-making power, and action.
This methodology aims to produce actionable knowledge
to benefit communities involved.****

The Sickle Cell Disease Association of Canada/
Association d'anémie falciforme du Canada (SCDAC)
and Sickle Cell Foundation of Alberta (SCFA) initiated
this project based on community needs. Leaders of both
organizations were on the research team and worked
together with CBS and university researchers on all
aspects of the research project including identifying
research priorities, developing the study design, submit-
ting a grant application, interpreting results, and produc-
ing outputs. A Community Advisory Committee (CAC)
was formed to provide additional guidance on this project
and to assist with recruitment of study participants. CAC
members self-identified as African, Caribbean, or Black
and had an interest in and/or lived experience with SCD
and/or blood donation. Research team and CAC mem-
bers met to discuss the study design and the interview
guide. Results and interpretation were discussed with
CAC members, and they were invited to co-author on
publications.

2.1 | Participant recruitment and data
collection

Participants were recruited using purposive and snowball
sampling strategies. CAC and research team members
shared the recruitment poster with their social and pro-
fessional networks through social media (e.g., Facebook,
Instagram, and Twitter), and through direct email to peo-
ple in their networks. Inclusion criteria were as follows:
(1) 19-35 years old (inclusive); (2) self-identifying as Afri-
can, Caribbean, or Black; (3) comfortable in English; and
(4) living in Canada. Participants were not required to
have experience as a blood donor to participate.

Research team members from sickle cell associations
recommended focusing on young adults (up to age 35)
since this group is considered less likely to be ineligible
due to blood donation deferral criteria and could poten-
tially become life-long donors. The lower age limit was
19 to meet age of majority in all provinces. Self-
identifying as African, Caribbean, or Black was specified
based on input from the CAC that people of African
ancestry may self-identify in different ways. This is not
an exhaustive list of possible social identities nor are they
mutually exclusive; however, the research team and CAC
agreed that these categories would serve study purposes.

Interested participants completed a pre-screening
questionnaire hosted on Qualtrics to confirm eligibility,

provide their gender, the city and province in which they
live, and whether they had donated or tried to donate
before. Twenty-three participants were included in this
study (two focus groups with two participants each,
19 interviews). The initial intent was to conduct focus
groups and offer an interview only to those who preferred
not to participate in a group and/or could not attend a
focus group due to scheduling conflicts. However, due to
challenges with recruitment and scheduling focus groups,
the decision was made to interview participants at their
convenience as soon as they completed the pre-screening
questionnaire. Focus groups and interviews were con-
ducted from December 2021 to April 2022. Guided by
study aims, topics explored included awareness of blood
donation, barriers and enablers to donation, awareness of
SCD, views on recruitment materials, and sharing and
receiving information. All focus groups and interviews
were between 45 and 90 min, conducted on Zoom, and
audio-recorded with participant's consent. Audio-
recordings were transcribed by a professional transcrip-
tionist. Participants were offered a $20 e-gift card.
Research ethics board approvals were obtained from
Carleton University (Ottawa, ON) and Concordia Univer-
sity of Edmonton (Edmonton, AB).

2.2 | Data analysis and study
participants

Data from focus groups and interviews were coded and
analyzed together. Given that focus groups were dyads,
each participant answered all questions, and the analysis
for this article focused on what they shared about barriers
to donation and not on group dynamics. Analysis was
informed by grounded theory and thematic analysis,
which are consistent with a social constructivist approach
whereby data are interpreted and analyzed for emergent
themes.”®*” For this analytic approach a sample size
between 20 and 30 is generally considered sufficient to
reach data saturation, or that point at which no new
themes emerge.?°

Transcripts were coded following verification.?’”
Three coders developed a coding framework that
included both deductive categorical codes based on the
interview guide (e.g., “barriers”) and inductive thematic
codes (e.g., “mistrusting health system”). Coders inde-
pendently applied the coding framework to the same
interview transcript to resolve any differences in inter-
pretation and ensure consistency in application of the
codes. Once consistency was established, coders divided
up the remaining transcripts.

Participants were aged 19-33, with most 20-24 years
old. More participants were women than men, and most
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TABLE 1 Summary of participants (N = 23). 3.1 | Macro-level barriers
n %o . . .
3.1.1 | Systemic racism and mistrust
Age
19 1 4 Both donors and nondonors described systemic racism
20-24 15 65 and mistrust of healthcare systems as barriers to donation
25-29 4 17 with more nondonors identifying this as a systemic bar-
30-34 3 13 rier than donors. One nondonor spoke about racism as a
Gender/sex direct barrier to donation: “I'm probably gonna have to
deal with some medical racism to go donate, and I don't
Woman/female 15 65 always have the energy to do that” (23, F, nondonor).
DT g = Participants who were donors described these barriers as
Nondonor 7 46 reasons why family and community members did not
Man/male 8 35 donate blood.
Donor 4 50 Systemic racism and mistrust were grounded in per-
Nondonor 4 50 sonal experiences of racism in the healthcare system.
. Moreover, knowledge of mistreatment, exploitation, and
Province . . . . . .
racism in domains outside blood donation influenced
Alberta o 39 participants’, or their family and community members’,
British Columbia 2 9 views on and expectations of blood donation. For exam-
Ontario 7 30 ple, several participants described a general mistrust in
Quebec 5 22 their communities that donated blood might be used for
Blood donor history scientific research and not given to a recipient. One non-
Donatedtriedlto/donate 5 = donor explained that her parents did not donate because
of mistrust:
Never tried to donate 11 48

lived in Alberta and Ontario. The sample population was
quite evenly split between participants who had donated
blood or had tried to donate and those who had no expe-
rience with donation. By gender, participants were equi-
tably split by donor status (see Table 1).

3 | RESULTS

Barriers to donation for young adults of African ancestry
included macro-, mezzo-, and microlevel barriers (see
Figure 1). Macro-level barriers refer to barriers at the
level of systems and culture including social, political,
and economic systems. Mezzo-level barriers refer to bar-
riers at the level of organizational or institutional struc-
tures including formal and informal institutions.
Interpersonal relationships are included in the mezzo-
level since they involve people external to the individual.
Microlevel barriers refer to barriers at the individual
level; that is, barriers internal to the individual. Barriers
identified by participants who had experience with dona-
tion and those who had never tried to donate blood were
similar; however, results suggest some differences
between the two groups in terms of relative significance
of the different barriers. Results suggest that higher level
barriers influence and may reinforce lower level barriers.

My parents are pretty well educated, ... they
know about HeLa cells and the Tuskegee
syphilis trial... they just don't trust the scien-
tific, the medical community specifically, I
think, in terms of donations or any type of
research. (24, F, nondonor).

3.1.2 | Sociocultural beliefs and views
Participants, both donors and nondonors, spoke about
sociocultural beliefs about blood that evoked fear about
what might be done with the blood. More donors than
nondonors described sociocultural beliefs as a barrier in
their communities “based on practices that happened
back home” (20, M, donor). In sharing these views, par-
ticipants were speaking of views held by elders or people
in their community who had more recently come to
Canada and not their own views. Several donors
described being “part of a shift” (23, F, donor) in their
community by talking to family members and elders
about their own views on blood and donation.

Perceived stigma of SCD, informed by sociocul-
tural views, was also identified as a barrier. Parti-
cipants described a lack of open discussion
about SCD in their families and communities, which
some perceived as potential stigma, or “othering”
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¢ Racism (medical and scientific)
*  Mistrusting health system

Systemic

* Beliefs and views on blood and
donation
* Views on sickle cell disease

Deferral criteria

Minimum hemoglobin levels
Donor questionnaire

Access — location and hours

* Parental concerns I

¢ Limited knowledge of blood
needs for people with SCD

* lLacking knowledge of blood
donation process & effects

* Fear of needles

¢ Personal health

Personal

(21, M, nondonor), of people with SCD. Others
described a “shroud of secrecy when people have
SCD” (20, M, donor). This “secrecy” led some partici-
pants to view SCD as something that should not be
discussed.

3.2 | Mezzo-level barriers
3.2.1 | Deferral criteria and donor
questionnaire

Deferral criteria and low hemoglobin were the most prev-
alent barriers for donors in our sample. Participants had
been deferred from donating because of screening criteria
including tattoos, piercings, malaria, COVID-19 tempera-
ture screening, and the former “MSM” (men-who-have-
sex-with-men) criteria. Deferral due to low hemoglobin
was the most prevalent screening barrier for donors with
all but one participant identifying as a woman. Both
donors and nondonors described a general awareness in
their communities that many cannot donate because peo-
ple of African ancestry have lower iron levels and there-
fore would be deferred.

Several nondonors described deferral criteria and
minimum hemoglobin requirements as barriers because
they viewed the criteria as exclusionary and dispropor-
tionately affecting Black people's ability to donate blood:

Naturally lower iron levels in certain people
makes them unqualified to donate blood.
That just plays into this idea that European

Sociocultural

Organizational

Inter-personal

FIGURE 1
of barriers to donation. [Color figure can

Socio-ecological model

be viewed at wileyonlinelibrary.com]

<— Macro

Mezzo

Micro

biological factors are the standard that every-
one should conform to, which I think is part
of medical racism” (20, F, nondonor).

One donor mentioned challenges with the donor
questionnaire for people who speak English as an addi-
tional language. He had experienced this first-hand with
his parent, who found the length and language of the
questionnaire to be an obstacle.

3.2.2 | Limited access

Donors and nondonors described limited access to donor
centers as a barrier. These included challenges with
transportation, center hours, scheduling an appointment,
and location of mobile donor events. Centers that were
not easily accessible by public transportation and limited
hours were the two most prevalent access barriers. Sev-
eral donors described donating at donor events held at
their university and having challenges accessing donor
centers once they were no longer attending university.

3.2.3 | Parental concerns

Several donors in our sample described their parents as
being concerned after learning that they had donated
blood. Parental concerns included general discomfort
with blood donation despite understanding the impor-
tance of blood for recipients, worry for their child's health
after donating blood, and uncertainty about what

95U8917 SUOWILLIOD SAITER1D) 9|ced ! |dde sy Aq peuseAob afe oI VO ‘8sN J0 S3|NJ 10} A%eiqiT 8UlUQ A8]IAA UO (SUONIPUOD-PUE-SLLLIBIW0Y A3 1M AJelq | pul [UO//:SAN) SUOIIPUOD Pue SWiS 18U 89S *[SZ0zZ/70/2] U0 Aeld1aUliuO AS[IM ‘96T  HYTTTT OT/I0P/L0D A 1M ARelg 1 jBuUl|Uo//:Sdny Woa) pepeojumoq ‘L ‘€202 ‘S662.EST


http://wileyonlinelibrary.com

HAW ET AL.

donation involves and what is being done with the blood.
These concerns were informed by their own experiences
of mistrust in the healthcare system:

My parents got mad at me for donating
blood, like not me saving lives..., I think that
much like [with] other medical things, they
have concerns about it, ... what donating
blood really is and where the blood is really
going..., I understand their worry, I under-
stand their lack of trust. (23, F, donor).

3.3 | Microlevel barriers

3.3.1 | Limited knowledge

Both donors and nondonors had limited knowledge
about SCD and the need for people of similar ancestry to
help meet the blood transfusion needs of people with
SCD. While all participants had heard of SCD and more
than half knew someone who had SCD, most participants
did not know that blood donation from people of African
ancestry was needed to increase the likelihood of a close
blood-type match and better outcomes for SCD recipi-
ents. Several participants explained that learning this
through their participation in this study increased their
interest in donating blood.

Nondonors described lacking knowledge of the blood
donation process—how blood is drawn, how donors are
screened, and the physical effects of donating—as an
obstacle to donation. One participant thought this lack of
knowledge was, in part, due to insufficient content on
blood donation in high school curricula. Without know-
ing how blood donation would affect their body, nondo-
nor participants were uncertain of its physical toll.

3.3.2 | Fear of needles and health conditions
Participants described a fear of needles and their own
health conditions as barriers to donating blood. For some
nondonors, their health concerns were coupled with their
limited knowledge of the physical impact of blood
donation.

4 | DISCUSSION

Our study makes a unique contribution to the literature by
focusing on barriers to donation for African, Caribbean,
and Black young adults in Canada and by applying a
socio-ecological model to understanding barriers. Our

TRANSFUSION-=»

results show that barriers to donation for this population
are multiple and multilevel. In addition to barriers such as
lack of knowledge, medical racism and mistrust, fear of
needles, deferrals, and sociocultural beliefs, which have
been found in other studies,*'*'>'” for young adults,
parental concerns were identified as a barrier. To our
knowledge, parental concerns have not been previously
reported in results. This novel finding may result from our
focus on young adults and the relationships our partici-
pants have with their parents.

A socio-ecological framework enables us to conceptu-
alize how barriers at different levels may interact and
influence one another. For example, knowledge of sys-
temic racism and mistrust (macro-level) influenced how
nondonors viewed the deferral criteria (mezzo-level) and
underlay parental concerns regarding blood donation
(mezzo-level). Sociocultural beliefs and views about
blood and SCD (macro-level) supported conditions that
amplify the lack of knowledge of both blood donation
and SCD transfusion needs (microlevel). Given the multi-
level, interacting nature of barriers to donation, interven-
tions aimed at addressing barriers must keep in view all
levels when working to engage people from diverse Black
communities. We suggest that given the influence of
higher order, macro-level barriers, these warrant focused
attention.

Systemic racism and mistrust in healthcare are
macro-level barriers that go well beyond blood operators;
however, blood operators would be well-advised to
address these challenges to the extent possible. In North
America, the sociopolitical awareness of anti-Black rac-
ism has been reignited with the tragic murder of George
Floyd in 2020 galvanizing, once again, the Black Lives
Matter movement, recognition of anti-Black racism as a
social determinant of health®® and increasing evidence of
inequities in health and healthcare for Black communi-
ties.”* This heightened sociopolitical awareness of sys-
temic racism provides the context within which this
study was conducted. While communities of African
ancestry have had concerns with systemic racism and
mistrust in blood donation for some time,'® in the current
context majority culture and structures are increasingly
being called to account to address these inequities.

Addressing systemic racism and building trust in the
blood system include tackling barriers, including deferral
criteria, that disproportionately affect donors of African
ancestry. Currently, in Canada, there is no licensed test for
malaria, resulting in a lifetime deferral from whole blood
donation for people who have ever had malaria. Advocates
argue that a lifetime deferral for malaria, a treatable condi-
tion, is disproportionately severe when compared with
shorter deferrals for other transfusion-transmissible infec-
tions. With regard to minimum hemoglobin levels,
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research shows that reference levels for hematologic
markers including hemoglobin and hematocrit are lower
for African-Americans than for White-Americans™ sup-
porting the view held by some participants that hemoglo-
bin level requirements disproportionately exclude
members in their community. As blood operators examine
iron levels, ferritin testing, and supplementation to mini-
mize health impacts on blood donors,”* considering dif-
ferences in reference levels across ancestral groups may
facilitate more equitable criteria. While blood operators
work to address deferral criteria, the call to donate blood
from people of African ancestry must be balanced and
transparent to ensure that communities are informed of
deferral criteria that may prohibit or limit their participa-
tion. Building trust is critical to removing barriers to blood
donation and would be enhanced by involving community
members in the decision-making process. Patient advocacy
groups such as SCDAC and SCFA have been advocating
for more inclusive policies to increase blood donors of
African ancestry.

Sociocultural beliefs and views about blood, donation,
and SCD (macro-level) amplified the lack of knowledge
about blood donation processes and the need for blood
for people with SCD (microlevel). Blood holds significant
social and symbolic meanings that are culturally and
socially specific, with some views and beliefs more
aligned with voluntary donation than others.” While
studies have identified sociocultural views about blood
and donation as a barrier,** our young adult participants
did not personally hold these views but referred to elders
and parents who did. Moreover, several participants who
had donated saw themselves as addressing some of these
sociocultural barriers by informing community members
about blood donation. Results suggest that there may be
differences in views and barriers across generations,
including different migration generations (e.g., first-
generation versus second-generation). It may be that
more than age, migration generation may be a significant
factor in differing views and would benefit from further
study.

Results also suggest that sociocultural views on SCD
(macro-level) that limit discussion of the disease support
conditions that reinforce participants' limited knowledge
of the need for blood for people with SCD (microlevel).
Disclosing and discussing SCD is socially complex with
social and healthcare implications for people with SCD
and their families.>> For example, disclosing may contrib-
ute to unwarranted attention and not necessarily lead to
better healthcare.*®*’ This calls attention to the need for
better healthcare and resources for people living with
SCD at a systemic level. Trusted community leaders
and SCD advocacy organizations may play an important
role in increasing awareness of SCD and the need for blood

donation from communities of African ancestry. Blood
operators should work with community-based organiza-
tions to co-develop resources to support increased education
and awareness in Black communities.

While our sample was nonrepresentative and not gen-
eralizable to the broader population of Black young
adults, there were some differences across donor status
and gender that suggest areas for further research. First,
results suggest that mistrust of healthcare systems is a
more significant barrier for nondonors than donors with
more women than men expressing this as a barrier. Sec-
ond, while donors reported less barriers at the microlevel
than nondonors (e.g., lacking knowledge of blood dona-
tion and fear of needles), there was no indication of
donor status effects at the mezzo-level (e.g., deferral cri-
teria, donor questionnaire, low hemoglobin). Third,
parental concerns were identified as a barrier for donors
only, with these participants all identifying as women. It
may be that parental concerns arise after learning of their
child's donation; however, further research is needed to
better understand the nature, emergence, and impact of
concerns. Lastly, low hemoglobin was a barrier for many
more women participants than men suggesting gender/
sex effects.

4.1 | Limitations

Results from this study are based on young adults, living
in a major urban city, and educated in Canada. While
results suggest that migration history may be an impor-
tant factor in understanding barriers to donation, we did
not examine this explicitly. Moreover, we did not clarify
the specific ethnicity of participants beyond confirming
that they identify as African, Caribbean, or Black. Fur-
ther research should explore these factors to better under-
stand diversity within Black communities. Lastly, given
that barriers may operate differently for nondonors than
donors, additional research on nondonors is warranted.
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