THE INFLUENCE OF RELIGION ON ORGAN DONATION AND TRANSPLANTATION AMONG
THE BLACK CARIBBEAN AND BLACK AFRICAN POPULATION - A PILOT STUDY IN THE

Currently the demand for transplant organs,
particularly kidneys, far outstrips the supply in
the United Kingdom. This problem is particu-
larly severe for the Black African and Black
Caribbean populations who have a higher
predisposition to end-stage renal failure. Sev-
eral commentators have suggested that re-
ligious and cultural traditions may be the major
determinant preventing Black Africans and
Black Caribbeans from donating organs. An
exploratory qualitative study using focus
groups was undertaken with the aim of
examining the influence of religion, among
other things, on the extent and direction of
public attitudes toward organ donation in
a cross-section of the Black African and Black
Caribbean populations in Lambeth, South-
wark, and Lewisham.

In almost every focus group, religion and
faith were expressed as issues that could
prevent Black people from becoming organ
donors. Organ donation was debated with
caution on the basis of how their religious
experience had influenced them. This finding
suggests that the church and faith leaders could
play a greater role in raising awareness of organ
donation in these communities. Religious
leaders can reach large numbers of people in
a short space of time and will assist members of
any group to understand more fully the
religious stance on the subject matter. This
education, in the long term, may lead to more
people becoming organ donors. (Ethn Dis.
2006;16:281-285)
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INTRODUCTION

At the end of 2002, >5500 patients
were waiting for a transplant in the
United Kingdom.1 However, the con-
tinuing imbalance between supply of
and demand for organs means that most
of these patients will continue to wait.
For the foreseeable future, this trend is
unlikely to decrease unless the number
of donors is dramatically increased. This
issue is even more pertinent to the
United Kingdom’s Black African and
Black Caribbean communities who
experience greater inequalities in health
and poorer access to services. Black
African and Black Caribbean commu-
nities have a higher prevalence of type 2
diabetes: recent studies indicate a preva-
lence rate four times greater than that
seen in Whites.” A further complication
is that diabetic nephropathy is the major
cause of end-stage renal failure (ESRF)
in Black African and Black Caribbean
patients who receive renal replacement
therapy (RRT), either by dialysis or
transplantation. Nationally, this higher
relative risk, when corrected for age and
sex, has been calculated in England as
3.7 for those with a Black African and/
or Black Caribbean background.2 Thus,
not only are Black Africans and Black
Caribbeans more prone to diabetes than
Whites, they are more likely to develop
ESRF as a consequence. This disparity
creates a greater need for renal re-
placement treatment either by kidney
dialysis or transplantation among Black
Africans and Black Caribbeans. The
situation is compounded further be-
cause their chances of receiving a trans-
plant are reduced because of difficulties
in tissue matching in cross-racial trans-
plants and a shortage of donor organs. A
number of studies show matching
organs from White patients with Black
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These studies suggested that
religious beliefs deter them
[Black African and Black
Caribbeans] from donating

their organs. 7

African and Black Caribbean patients
waiting for transplantation is more
difficult.*” This finding is mainly due
to problems with matching tissue type
and blood group matching.*”

In the short term, the number of
Black Caribbean and Black African
donors must increase, which can only
be achieved by increased donor card
carrying and signing on the donor
register.6 In the absence of accurate
information, speculation about the fac-
tors determining the low rate of organ
procurement among the United King-
dom’s Black African and Black Carib-
bean population has relied heavily upon
findings from empiric studies con-
ducted among Black Americans. These
studies suggested that religious beliefs
deter them from donating their organs.7

An exploratory study was therefore
undertaken to examine the issues perti-
nent to organ donation, one of which
was the influence of religion, in a cross-
section of the Black African and Black
Caribbean population of Lambeth,
Southwark, and Lewisham (a large
conurbation of London).

SUBJECTS AND METHODS

The fieldwork involved the use of

focus-group discussions. We felt that
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Table 1. Focus group composition
Borough No. of
Group Racial Mix of Group Religion Age Range Sex Represented Participants
1 African Africans Christians 18-60 Male Lewisham 10
Muslim Female Lambeth
2 Youth Caribbeans Christians 18-30 Male Lewisham 10
African Non-faith Female
Black other
3 Community African All Christians 18-60 Male Lewisham 4
Caribbeans Female
4 Church Leaders Caribbeans Christians 31-60+ Male Southwark/ 6
Female Lambeth
5 Health Professionals Africans Christians 18-60+ Male Lambeth, South- 11
Caribbeans Female wark/Lewisham
6 Community Africans Christians 18-60 Male Lambeth, South- 21
Caribbeans Muslims Female wark/Lewisham
Non-faith
7 Senior Citizens Caribbeans Christian 60+ Male Lambeth 14
Female
8 Community African Non-faith 18-60+ Male Lambeth, South- 20
Caribbeans Christians Female wark/Lewisham
Mixed
9 Church Group Caribbeans Christians 31-60+ Male Lambeth, South- 11
Female wark/Lewisham
10 Muslim Africans Muslims 18-44 Male Lambeth/South- 6
Caribbean Christian Female wark
11 Senior Citizens Caribbean Christians 44-60+ Male Lambeth, South- 10
African Female wark/Lewisham
Mixed

other methods, such as questionnaires
or individual interviews, were unlikely
to give us the depth of information
required, without an increased amount
of time and expense.

Eleven focus groups were established
between January and March of 2002 to
gather information about the attitudes
toward organ donation among Black
people living in the boroughs of
Lambeth, Southwalk, and Lewisham.
An external evaluation consultant facil-
itated the meetings, assisted by the
project manager (CD).

The meetings were conducted by
using a topic guide, which was used to
generate group discussion. Areas cov-
ered ranged from knowledge and aware-
ness of transplantation to views of and
attitudes toward organ donation.

Group Composition (Choosing
the Sample)

A purposive sampling approach was
used, and groups were chosen to reflect
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the range of Black communities residing
in the boroughs of LSL. The groups’
compositions are highlighted in Table 1.

Specific groups such as church lea-
ders, youth, health professionals, Mus-
lims, Africans, and senior citizens were
designated to ensure a wide representa-
tion of religious persuasions and cultures.

Recruitment of Groups

In order to have as wide a cross-
representation as possible from within
LSL, the study was advertised with
posters in the community and personal
invitations to community residents.
Because of the nature of the subject
and the apparent lack of interest, we
targeted established community groups.
Letters were sent to >200 community
groups and churches, and follow-up
visits were made to those who did not
respond to the letter. As a result of this
approach, 120 respondents were in-
volved in the focus groups, with 4 to
21 people in each group.
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The Group Discussions

Permission to tape record the dis-
cussion was sought from and given by
the participants following an explana-
tion by the facilitator before each
session. The meetings lasted from 1 to
2 hours, and refreshments were pro-
vided. A complimentary gift voucher
was given to volunteers as appreciation
for their time and participation.

In order not to influence group
participants’ attitudes, the facilitator
required the project manager to refrain
from answering questions raised by
group members during the discussions.

Data Analysis

The analysis of the discussion tran-
scripts was undertaken in a similar
manner to O’Brien’s technique.8 This
method involved the project manager’s
reading the transcripts and devising
codes to represent the different topics
and issues that were discussed. The
transcripts were then annotated with
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these codes so similar comments and
observations could be identified and
contrasting views and opinions could be
juxtaposed. The grouping of the codes
under certain headings offered not only
a framework for analyzing the interview
data in this way, it also provided an
appropriate structure for the written
discussion of the findings.

Limitations of Data Analysis

As referred to earlier, because recruit-
ing people for the focus groups through
general advertising was difficult, we used
groups that were established. These
groups included both of the senior
citizens groups and the church members
group. The interview transcripts were
analyzed only by the project manager
because of resource constraints.

RESULTS

Role of Religion

Most participants attending the
focus groups had some kind of religious
affiliation. Often during the focus
groups, many of those who stated they
did not presently belong to any religious
group indicated that they had either
been brought up in a religious setting or
knew someone who belonged to a faith
group.

All focus group discussions high-
lighted that religion was a factor influ-
encing the decision to become an organ
donor or not. Religion was often viewed
as a barrier to organ donation, with
some feeling unsure if their religion
allowed them to become organ donors
or whether it was “right with God.”

“Some people, because of their religion,
won’t accept an organ.” Female Ca-
ribbean, 18-30 yrs, FG8

“I'm allowed to accept, but I'm not sure
if ' my faith allows me to give.” Male
African, 18-30 yrs, FG10

“The Koran says that we cannot donate
when we die, only when alive. I think I

have read this.” Male African, 18—
30 yrs, FG10

On the other hand, the church
leaders” group was very positive about
organ donation and recognized some of
the issues raised. One church leader of
a Pentecostal group stated:

“A lot of Christians believe in the
resurrection and they may feel that
giving up part of their body will cause
a problem in the resurrection. The bible
says, If your hand or foot offends you,
cut it off, for it is better to go into
heaven with one hand or foot, than to
go 1o hell with both.” This proves to me,
that you will be accepted without your
organs.” Male Caribbean, 60+ yrs,
FG4

T believe that people refuse to partic-
ipate because of their own fears, and
they wuse religion to justify it when
biblically, nothing is raught on this.”
Female Caribbean, 31-44 yrs, FG4

However, the strongest obstacle to
organ donation in terms of religion was
not what people perceived their faith
had to say about it but how the
individual interpreted his or her re-
lationship with his faith’s supreme
being, particularly in times of sickness.
Comments strengthening this belief
came from approximately half of the
groups.

“My aunt’s close friend needed a heart
and lung transplant. She saw herself as
‘God’s instrument’ and believed that if
it were his will, she would be healed.
She saw her body as a whole unit, being
given to her specifically, and did nor
believe in giving or taking organs from
anyone else. She eventually died. Her
[riends were behind her decision not to
have the organs.” Male Caribbean,
18-30 yrs, FG3

“I have a very positive Christian
experience, and believe that if my life
was coming to an end, I would rather
just let it go.” Female Caribbean, 31—
44 yrs, FG5
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Within the church group, as one would
have expected, the issue of faith and
religion was very strong. Feelings about
death being “God’s will” were expressed
frequently.

T believe in healing and praying. If my
organs fail, it may be God’s way of
saying it’s time to go.” Male Caribbe-
an, 31-44 yrs, FG9

In most groups, people expressed a wish
to remain whole as they expected to be
resurrected, or come back in another life.

“I don’t want half of my body buried
and half to go to heaven.” Male
African, 45-60 yrs, FG1

T believe in the afterlife. When I go 1
want to be buried intact so that I can
come back whole.” Male Caribbean,
45-60 yrs, FG2

Role of Culture

Regarding cultural issues, many of
the focus groups (8 out of 11) expressed
the view that Black people in general
didn’t like to talk about death and were
very private about particular matters.

“We don’t like to think about death, it’s
too final.” Female Caribbean, 31—
44 yrs, FG10

Among the African group partici-
pants, a few people mentioned tradi-
tional beliefs, which were seen as
objections to donation.

“There are Africans of royal lineage
that wouldn’t mix blood no matter.”

Male African, 31-44 yrs, FG8

“In Africa if you're sick, you die. We do
not think abour Tl take something
from you to live, or you can take
something from me.’ It’s taboo. I think

it will change very slowly.” Male
African, 45-60 yrs, FG8

One African participant felt that
things must change.

“In Malawi the vice president needed
a kidney, everyone was asked to consider
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donation. So many cultural barriers
came up like if you donate your organs
you will die and the spirits will haunt
you.” Male African, 31-44 yrs, FG1

This respondent continued by saying:

“Because of the public response, I
became wvery curious abour organ
donation and why people were so
reluctant to donate something to help
another.” Male African, 31-44 yrs,
FG1

Role of Discrimination

Most groups (six out of 11) did not
overtly mention prejudice/discrimina-
tion as an issue for not becoming organ
donors. However, in the other focus
groups comments were raised that in-
dicated that this was potentially an
obstacle to why people did not wish to
become donors.

“The attitude of Whites is off-putting.
They don’t know anything abour Black
people.” Male African, 18-30 yrs,
FGI1

“You want to give your organ? It will
never reach the Black people. . . . They
will give it to their own.” (Same male
as above)

A perception of how Black people
have been mistreated by the medical
profession was brought up in one group.

‘I do not trust White doctors. Many
Blacks have died because of them.”
Female Caribbean, 44—60 yrs, FG

“Tve experienced the way Blacks are
treated in hospitals and I don’t trust
White doctors.” Female Caribbean,
60+, FG7

Influence of Family and Friends

Some respondents mentioned the
influence of families’ attitudes to organ
donation. Participants felt that because
people did not have enough informa-
tion about donation, they could be
more persuaded by their friends or
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family members who may tell them
they were “mad” or may “die more
quickly” if they became organ donors.
One participant stated even though she
may, herself, be reluctant to donate, her
family may be able to influence her
otherwise. Others mentioned the fear of
family objection and rejection if they
chose to become an organ donor,
particularly in African families.

DISCUSSION

This short exploratory study pro-
vides a glimpse of the experiences of
Black people in LSL with regard to
organ donation and the influence of
religion. By sampling purposively and
making the different Black Caribbean
and Black African communities the
focus of the research, this study looks
to advance our limited knowledge of
these communities’ views toward organ
donation. This study should be seen
as exploratory but is nonetheless an
initial step toward establishing greater
knowledge and understanding of the
issues affecting the low donation rate
in the Black African and Black Carib-
bean population in the United King-
dom.

In almost every focus group, religion
and faith were expressed as issues that
could prevent Black people from be-
coming organ donors. This finding was
noticeably true in the youth group,
where many of the young people, while
not affiliated to any religious group, still
held very closely the principles with
which they had been brought up or
which were prevalent in their homes or
lives. As a result, they treated organ
donation with caution on the basis of
how their religious experience had
influenced them. This finding suggests
that the church and faith leaders could
play a greater role in raising awareness
of organ donation in these communi-
ties. In the United States, this approach
has been used successfully, where
churches play a prominent role in

Ethnicity & Disease, Volume 16, Winter 2006

In almost every focus group,
religion and faith were
expressed as issues that could
prevent Black people from

becoming organ donors.

promoting organ donation among Black
Americans.”

Although current literature states
that all main religions see organ dona-
tion as a good and noble act, this fact is
not always known or appreciated by
members of the laity. Many of these
reports often quote from only one
person’s perspective, namely the priest,
rabbi, or minister.'® Many leaders
themselves are often inadequately in-
formed on the subject of organ dona-
tion, and the subject is not one that is
often discussed in churches or places of
worship.

However, not all Black people
attend church, and innovative ways have
been suggested to reach all groups, such
as, for example, targeting places such as
discos, clubs, pubs, colleges and univer-
sities, sports centers, and local Black
businesses and organizations. Advertis-
ing on radio shows with a large Black
audience also provides useful ways of
reaching Black people. Black people
who have had transplants need to come
together and be advocates for organ
donation by sharing their experiences.
This multi-pronged, community-based
approach has been successfully adopted
among African Americans in the United
States and among the Aborigines in
Australia.”!!

In organizing dissemination cam-
paigns, care needs to be taken in
specifying the target population, select-
ing the persons who will communicate
the campaign appeal, designating the
method of delivery, and deciding on the
content of the appeal.'> This study
indicates that appeals for Black organ
donors may be more effectively com-
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municated by employing a grass-roots,
community networking approach.

Prejudice, Fear, and Mistrust
Mistrust of the medical profession
by Black people is not a new phenom-
enon and plays a large part in refusal to
donate organs. This finding has raised
questions in some minds as to how, in
the light of a campaign for Black
people, can one be sure that organs
retrieved from Black people will go to
Black people? In order to instil confi-
dence in those who may decide to
become organ donors, the correct
message must be given. This message
should be one that informs about the
importance of the similarity in tissue
types that affects organ donation, and it
this parameter affects to whom organs
will go, not the color of the donor or
recipient. This type of information may
be crucial to the understanding and
willingness of Blacks in agreeing to
organ donation and emphasizes the
need for a thorough education program.

CONCLUSION

In view of the UK government’s
drive to raise the profile of organ
donation in the Black community and
increase the number of those on the
organ donor register, we believe this
pioneering study is both timely and
important. It has sought to identify
some of the prevailing obstacles to
organ donation. The findings of this
report are in keeping with many re-

search studies that have been conducted
in the United States on attitudes toward
organ donation in Black Americans.”’
Church leaders have a role to play in
the dissemination of information re-
garding organ donation. Gallagher as-
serts that “one sermon or counselling
session with a religious leader who is
educated about donation would be
a powerful statement for future poten-
tial donors and donor family mem-
bers.”!? Religious leaders can reach
large numbers of people in a short space
of time and will assist members of any
group to understand more fully the
religious stance on the subject matter.
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