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ABSTRACT

Objectives: To describe the beliefs and attitudes to
organ donation in the Arabic-speaking community.
Design: Arabic-speaking participants were purposively
recruited to participate in 6 focus groups. Transcripts
were analysed thematically.

Participants: 53 participants, aged 19-77 years, and
originating from 8 countries, participated in 1 of 6
focus groups. Participants identified as Christian
(73%), Islam (26%), Buddhist (2%) or did not identify
with any religion (2%).

Results: 6 themes (with subthemes) were identified;
religious conviction; invisibility of organ donation;
medical suspicion; owning the decision; and reciprocal
benefit.

Conclusions: Although organ donation is considered
a generous life-saving ‘gift’, representative members of
the Arabic-speaking community in Australia were
unfamiliar with, unnerved by and sceptical about the
donation process. Making positive decisions about
organ donation would likely require resolving tensions
between respecting family, community and religious
values versus their individual autonomy. Providing
targeted education about the process and benefits of
organ donation within the Arabic community may
clarify ambiguities surrounding cultural and religious-
based views on organ donation, reduce taboos and
suspicion towards donation, and in turn, lead to
increased organ donation rates.

INTRODUCTION

Deceased organ donation rates fall short of
demand in the great majority of advanced
countries, principally because of low rates of
conversion of potential donors to actual
donors."™ This is despite concerted and
directed efforts to increase deceased donation
by promoting the benefits of transplantation
to the general population.* The challenge is
greater in ethnic minority populations, with
rates of deceased donation markedly lower
than their respective wider community. This is
reflected in their limited proportion of organ

Strengths and limitations of this study

m First known qualitative study to elicit the per-
spectives on organ donation in the Arabic-
speaking community in a country where they are
an ethnic minority group.

= Researcher triangulation and multiple coding were
used to strengthen the rigour of the research.

= Participants were recruited using market research
companies, which may have introduced a poten-
tial selection bias.

donor registrations and family consent when
organ donation is discussed in the acute hos-
pital setting.”

In the USA, the deceased organ donation
consent rate between 2008 and 2011 for the
white population was 77.0%, compared with
67.5% for Hispanics, 54.9% for African-
Americans and 48.1% for Asians.® Similar
trends have also been noted in the UK where
ethnic minority groups account for 8% of the
population, but constitute 24% of the waiting
list for kidneys,10 and only 3% of deceased
donors."" A recent systematic review suggested
that these differences may be explained by the
lack of awareness about transplantation within
their communities, dominant influences of
older family members, religious myths and
misconceptions, fear of premature death, con-
cerns about bodily disfigurement, distrust of
the medical system, and concerns of racial dis-
crimination in organ allocation.'?

In Australia, the Arabic language is the
fourth most common spoken at home,
spoken by 1.4% of the national population,13
Arabic speakers accounted for 0.07% of
deceased donors, and only one donor
between 2007 and 2011.!* In the Sydney
Local Area Health District as at 31 December
2014, 10% of the kidney transplant waiting
list (n=150) identified as Arabic speaking.
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Moreover, between 2010 and 2014 inclusively, 11% of
deceased donor kidney transplant recipients in this
Health District identified as Arabic speaking. In contrast,
there were no deceased donations from within this
population.]5 The reasons for these observations are
largely unknown with few studies having been con-
ducted on community perspectives on organ donation
in the Arabic-speaking population.16 7 This is the first
known qualitative study to elicit the perspectives on
organ donation in the Arabic-speaking community in a
country where they are an ethnic minority group. It
aims to describe the attitudes and beliefs of this popula-
tion towards deceased organ donation and to assist
development of education and other strategies and pol-
icies that might potentially lead to an overall increase in
deceased organ donation rates.

PATIENTS AND METHODS

This reporting of this study is based on the Consolidated
Criteria for Reporting Qualitative Health Research
(COREQ) as shown in online supplementary file 1."®

Participant selection

A market research company was used to purposively
select Arabic-speaking participants residing in Sydney,
Australia, to achieve a range of sociodemographic
characteristics including gender, age, employment
status, marital status, nationality and migration status
(first or second generation). The market research
company recruited participants through their databases,
advertising and snowball sampling. Participants were eli-
gible if they were aged over 18 years, spoke both Arabic
and English language, and able to provide informed
consent. Focus groups were convened by age groups
(18-30, 31-50, 51 years and over) to encourage rapport.
Participants were reimbursed A$90 to cover their trans-
portation and incidental costs.

Data collection

The focus group topic guide was based on a systematic
review'? and discussion among the research team, and
included questions on awareness, attitude and beliefs
about deceased organ donation (see online supplemen-
tary table S2). Towards the end of the focus group,
Australian organ donation and transplantation rates (see
online supplementary table S3) were provided to partici-
pants who were asked to suggest reasons for the lower
rates of donation in ethnic minority groups and provide
suggestions to improve community awareness and will-
ingness to donate. One of the investigators (AFR/AA/
RDMA/AT) facilitated one or two, 2h, focus groups
during June 2014. All focus group sessions were con-
ducted in English in absence of resources to support a
trained Arabic-speaking researcher to facilitate all
groups. Groups were held in hired meeting rooms. Field
notes were recorded by a second investigator (AFR/AA/
RDMA/AT/KH). Focus groups ceased when theoretical

saturation was reached, that is, when few or no new con-
cepts or topics were raised in subsequent group discus-
sions. All focus groups were digitally audio-taped and
video-taped, and transcribed.

Analysis

The transcripts were entered into HyperRESEARCH
qualitative data management software (ResearchWare
Inc, V.3.5.2, Randolph, Massachusetts, USA). One author
(AFR) coded the transcripts following the principles of
grounded theory20 and thematic analysis where concepts
were identified inductively from the data and new codes
were created when necessary. HyperRESEARCH was used
to generate a report of all codes with the corresponding
text allowing similar concepts to be grouped into themes.
Conceptual links and patterns among themes and sub-
themes were identified and mapped into a thematic
schema. Researcher triangulation was conducted
whereby AFR discussed the preliminary themes with
three other researchers (AA, AT, RDMA) who read the
transcripts independently and confirmed that the themes
captured the full range of participants’ perspectives.

RESULTS

We conducted six focus groups with 53 participants
(95% attendance rate) during June 2014. The partici-
pant characteristics are provided in table 1 and the
focus group composition in online supplementary table
S4. The age of participants ranged from 19 to 77 years
(mean 40.7, SD 14.5) and 45% of participants were
male. Notably, 14 (26%) participants were born in
Lebanon. In terms of religion, participants identified as
Christian (n=37 (70%)), Islam (n=14 (26%)), Buddhist
(n=1 (2%)) or no religion (n=1 (2%)). The partici-
pants’ intention to donate and registration status are
shown in table 2. Approximately half (51%) of the parti-
cipants were unsure whether they were willing to donate
their organs after death, while 38% and 11% would and
would not, respectively, intend to be a deceased organ
donor.

Six themes were identified: protecting family and com-
munity cohesiveness, religious conviction, invisibility of
organ donation, medical suspicion, owning the decision,
and reciprocal benefit; which are described in the fol-
lowing section. Selected quotations for each theme are
provided in table 3. The conceptual links relationships
among themes are portrayed in figure 1.

PROTECTING FAMILY AND COMMUNITY COHESIVENESS

Respecting  parental authority: Participants believed that
family opinion was the dominant influence in their own
decision about being an organ donor, with some stating
that parental authority held the most sway. They placed
emphasis on wishing to please their parents. Their guid-
ance and approval was seen to be important, particularly
for the younger participants, even for those who were
married and had children of their own. If their parents
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Table 1 Participant characteristics (N=53)
Characteristic N (%)
Gender
Male 24 (45)
Female 29 (55)
Age (years)
18-20 2 (4)
21-30 13 (25)
31-40 12 (23)
41-50 11 (21)
51-60 11 (21)
61-70 4 (8)
Marital status
Married/de facto 26 (49)
Divorced/separated 3 (6)
Partner (not living with) 5(9)
Widowed 1(2)
Single 15 (28)
Country of birth
Australia 21 (40)
Lebanon 14 (26)
Egypt 5(9)
Jordan 3 (6)
Saudi Arabia 2 (4)
Other 5(9)
Mother’s country of birth
Australia 2 (4)
Lebanon 28 (53)
Egypt 7(13)
Jordan 4 (8)
Syria 2 (4)
Other 8 (15)
Father’s country of birth
Australia 1(2)
Lebanon 26 (49)
Egypt 7(13)
Jordan 5(9)
Syria 4 (8)
Other 8 (15)
Religion
Christianity 37 (70)
Islam 14 (26)
Buddhism 1(2)
No religion 1(2)
Language/s spoken at home
English and Arabic 39 (74)
Arabic only 10 (19)
English only 3 (6)

English, French and Arabic 1(2)

were deceased, then participants perceived that their
own decision would carry more weight.

Intense emotionality: Some participants expressed that
Arabic-speaking people were ‘highly emotional’ and
would avoid discussing organ donation to minimise
negative reactions and responses from their relatives,
such as, acting ‘hysterically’, ‘crazily’ and ‘illogically’.
Hence, they suggested that campaigns to increase dona-
tion rates within their community would need to ‘tug at

Table 2 Donation and registration characteristics (N=53)

Characteristic n (%)
Registration status

Registered organ donor 10 (19)

Registered intent to not donate 0 (0)

Not registered 42 (79)
Registration method

Drivers licence 10 (19)

Australian Organ Donor Register 0 (0)
Intention to be an organ donor

Yes 20 (38)

No 6 (11)

Unsure 27 (51)
Communicated intent with family member

Yes 18 (34)

No 34 (64)
View on organ donation

Very much against organ donation 1(2)

Against organ donation 4 (8)

Neither for nor against organ donation 27 (51)

In favour of organ donation 8 (16)

Very much in favour of organ donation 13 (25)

the heartstrings’ and tap into their emotions, for
example, by portraying images of sick children from
within their own Arabic-speaking community in need of
an organ transplant.

Avoiding taboo: Discussing topics relating to ‘death’,
such as organ donation, life insurance and writing a will,
was seen as fjinxing’ death. Hence, the subject of organ
donation was rarely broached within the focus group
participants’ families and their community. Many noted
that the older generation were the most reluctant to
discuss such topics. Some participants felt too
‘unnerved’ and were unable to discuss hypothetical
scenarios where they were asked to make a decision
whether or not to donate their family member’s organs
for purposes of life-saving transplantation.

Fearing  judgement:  Arabic-speaking people were
believed to live in close-knit and enmeshed communi-
ties, which meant that participants felt that they had to
adhere to accepted social and cultural norms. If not,
they feared that they would be judged adversely by their
community. Some participants were afraid that their
community could regard organ donation as being
unacceptable and therefore believed that they would be
vulnerable to criticism or disapproval if they should
register to be an organ donor, or consented for a family
member’s organs to be removed.

RELIGIOUS CONVICTION

Clarifying ambiguity: Some participants were unsure if
their religion defined organ donation as ‘good’ or ‘bad’,
stating that they had received mixed messages. They
claimed that there were ‘grey areas’ in religious texts,
and that leaders in their church or mosque had not
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Table 3 lllustrative quotations

Theme

lllustrative quotations

Protecting family and community cohesiveness

Respecting parental
authority

Intense emotionality

Avoiding taboo

Fearing judgement

Religious conviction
Clarifying ambiguity

Adhering to religious
requirements

Invisibility of organ donation
Proximity and direct
relevance

Lack of conceptual familiarity

Apathy for registration

Medical suspicion
Visceral fear of organ
removal
Wary about less effort to
save donors

Losing body dignity

Transferring historical
scepticism

Questioning differential
allocation

| would say while my mum is alive and if | die first, | wish to do whatever to please her. So if
she wants me in one piece, I'm in one piece. (FG5, woman, 20s)

| think my family has a large influence on what | do and my decisions so | respect their
opinion. What they think about what | do is very important to me and it always has been. So
my mother being totally against it is probably the only reason | haven’t really changed my
mind about it as yet. (FG4, woman, 30s)

You've got to use emotions to get to the community. We’re highly emotional people. (FGS3,
woman, 30s)

It's a bit like jinxing yourself if you talk about death and what’s going to happen, you might
bring it on. So they don’t want to talk about it. (FG6, woman, 50s)

| can’t even bring up the subject...you don’t discuss it with your parents or your child
because they will just go insane. (FG3, woman, 30s)

We live in an environment where you are not allowed to do this...that...no. No. No. No. If |
do something bad everyone talks about me. The community, we are not individuals. If | do
something wrong they put a black spot on me and say alright she is a so and so...and we
don’t accept organ donation. (FG1, woman, 50s)

You have to be generous and help people out no matter what. But then it comes back to
that grey area, saying ‘No. No. No. No. No.” (FG3, woman, 30s)

I’'m going to go and ask my priest...l don’t know if it's a sin or not to donate your body parts.
Right? So there’s a lot of things that aren’t touched upon. (FG4, woman, 40s)

From my belief, if you do something like that you would go straight to heaven. From my
religion. (FG4, woman, 30s)

Religiously, you’re burying someone, in like Islam, straightaway. So for someone, for a
culture that’s big on making sure you’re burying someone straightaway last funeral | went to
was like, within hours of the person passing away. That is a barrier in itself. (FG5, man, 40s)

I’'m not aware of anyone in our little community, from our village and so forth, that has had a
transplant, but if they had, | know, for a fact that everyone would rally around them and
change their opinion. But | think because it's not an immediate threat to (my family), they’re
not really considering it—'cause they only considering it from the giving perspective, not
from the receiving perspective as well. (FG5, woman, 20s)

They are not educated...Like my parents, like my dad didn’t even go to high school. He
doesn’t know anything about organs. (FG2, woman, 20s)

They just have to hear it over and over until it's normal ‘cause if you come up with someone
that hasn’t heard of that who is like, “Are you normal? What are you talking about? Why |
wanna remove and organ from my family member? Yeah, I'm afraid of it.” (FG2, man, 20s)
A lot of people from our community don’t vote. It’s just like that. They don’t wanna know
about it and they don’t do it. So | think this is very similar, like they’re just not interested at
all. (FG4, man, 30s)

When [ think of organ donation, | just think it's scary. | don’t want to think about it. It scares
me. (FG4, woman, 30s)

What if I'm not completely dead and they decide to save someone else’s life and so they’re
making a decision about who to be saved. (FG6, woman, 50s)

If they know you’re an organ donor, and you're dying, they will make you die. (FG2, woman,
20s)

You become a nobody. From being someone with a name and shape, and stuff, you
become just a number. Especially the idea of donating tissue is really scary ‘cause they
chop everything and take the bones, and they put tubes inside you. (FG4, man, 40s)

It happened in Lebanon where they took this guy...made him sign this paper saying, ‘In
case you die, would you allow us to donate your organs?’ And he agreed...and what they
did is they actually killed him. (FG5, man, 40s)

We paid 25 000 dollars for my cousin’s kidney in Lebanon. (FG3, man, 30s)

The worst part is you’re doing it out of generosity, but actually there is someone who'’s a
billionaire living out of you. Benefitting out of your parts. (FG4, man, 50s)

Continued
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Table 3 Continued
Theme

lllustrative quotations

I’'m worried that somebody’s gonna get hold of that register and there’s gonna be some
financial transactions, | think. (FG4, man, 40s)
Owning the decision
Saving lives If we can save others’ lives then why not? It's a beautiful thing. (FG3, man, 30s)
| wanna donate...especially give a child sight or somebody a liver. That gives me so much
pleasure to know that | would be doing that. (FG4, woman, 40s)
| think the older generation have this really old view, but | think a lot of us, younger
Lebanese, have moved away, broken away from tradition and we’ve become our own
individuals now and we’re raising kids Australianised, totally different to what our parents
raised us. We’re not as strict. We still have Lebanese values, but we love this country so
we’re trying to embrace it. So in my opinion, family’s opinion does not count. (FG4, woman,
30s)
Even if | say yes, | would like to donate my organ...If | was to pass away and family was to
take the decision, I'm sure mum’s decision would stand. So really, I've got no say. (FG5,
woman, 20s)

Gaining independence

Anticipating family resistance

Reciprocal benefit
The Arab community go, What'’s in it for me? That’s the mentality thing...If someone in my
family say, “I expect to get paid for this.” (FG5, man, 40s)
| think there’s just no motivation. Why should | put my mum’s body through trauma although
she’s passed away, when really | don’t even know what's gonna happen with her—that
organ, do you know what | mean? | don’t even know whether or not that is gonna be used.
(FG5, woman, 20s)

FG, focus group.

raised the topic of organ donation. They desired educa-  differentiate between religious values and perceived cul-

tion and clarification on deceased organ donation from
religious leaders as they wanted to be ‘100% sure’
before registering their intent to donate. Participants
also felt conflicted between the religious values of being
charitable and helping people (such as saving a life)
and not being ‘allowed to donate’ for religious reasons
such as the need to avoid cutting the body after declar-
ation of death. Equally, for some it was difficult to

tural norms.

Adhering to veligious requirements. Some believed that
their religion encouraged donation and that the organ
donor would be rewarded by going ‘straight to heaven’
for helping others. However, others believed that their
religion prevented them from donating. For example,
participants were under the impression that Islam
emphasised the importance of returning one’s body to

Moral and emotional ambivalence

“ Consciousness of donor risks

Expected benefits
. « Compromised health

Saving and improving life
+ Societal gain + Lifestyle limitations
» Financial consequences
» Relationship tensions

» Devastation

+ Donor satisfaction
» Reassurance and control

Social precariousness
« Fear of the unknown

Upholding fairness

« Equal access to transplantation
« Exploitative connotation «+ Reciprocity
* Recipient deservingness
« Protecting conscience

« Potential regret

<+—» - Preventprejudice

<«—» -+ Donor safety net

Y

Decisional autonomy
+ Body ownership

* Right to know

+ Valid relationships

g

Balancing accountability

Mitigated by

Assumed duty of care

 Facilitate informed decision making
» Safeguard against coercion

« Ensure psychological safety

« Justifiable risk

« Objectivity

« Warranted disclosure

Figure 1

Thematic schema. Participants believed in the life-saving act of donation; however, this was in conflict with the need

to adhere and respect their family and community values. Participants were largely unfamiliar with organ donation and thus
desired to turn to their religion as a form of guidance, requiring their religion’s stance on the issue. Participants were sceptical of
donation and the donation process and questioned the impartiality of medical practitioners.
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the earth intact and as soon as possible after death and
feared that organ donation would interfere with both of
these requirements.

INVISIBILITY OF ORGAN DONATION

Proximity and divect relevance. Organ donation was believed
to be ‘out of sight, out of mind’ by some participants.
They felt that it was irrelevant to their community as
they were unaware of donations occurring in their
country of origin or in their community within Australia.
Despite being unable to direct a deceased organ to a
specific individual, they believed they would consider
being a deceased donor if they knew someone within
their own community who needed an organ as this
would hold more personal meaning. Others who had
relatives that had either needed or received a transplant,
maintained that they were entirely supportive towards
donation and would ‘approach and tell people’ about it.

Lack of conceptual familiarity: Organ donation was
viewed as a foreign concept that participants knew little
about due to lack of exposure. Raising awareness, par-
ticularly in schools was considered to be important. Also,
participants believed that having knowledge regarding
the organ donation process (including timing and
length of the potential surgery, what it involves and how
the donation affects the appearance of the deceased), as
well as organ matching and success rates, would assist
them in deciding whether or not to donate their own or
their family member’s organs. Participants believed that
the older generation in Arabic-speaking communities
who had less education would struggle to understand
organ donation due to their difficulties with the English
language and lack of education and knowledge about
disease processes and the human body.

Apathy for registration: Some participants ‘had not been
bothered’ to register their decision to donate, did not
know how to register or indicated that the register was
not easily accessible. Participants believed that for
Arabic-speaking people, the ‘disinterest’ in registering to
donate was similar to voting, that is, unless one was
extremely passionate about making a particular decision
“they don’t want to know about it and they don’t do it...
they’re just not interested at all.”

MEDICAL SUSPICION
Visceral fear of organ removal: The topic of organ donation
was considered by participants to be inherently confront-
ing. Some felt more uncomfortable with the notion of
removing particular organs such as the heart and eyes.
Wary about less effort to save donors: Some participants
suspected that physicians might not strive to save the life
of a registered donor if their organs were needed for
another patient. Participants had heard many and read
about such stories through television, movies, books and
by word of mouth. Physicians were seen to have the
power to make a decision about whose life should be
saved.

Losing body dignity: Organ donation was viewed by
some participants as tampering with the body. The
process of cutting the dead body was seen as disrespect-
ing the deceased person. Protecting the physical appear-
ance of an intact-body postdonation was important to
participants, especially as many families conducted view-
ings of the deceased prior to burial.

Transferring historical scepticism: Participants, specifically
first-generation migrants, believed that their understand-
ing of the medical system from their country of origin
influenced their view of the Australian medical system,
and thus organ donation. For example, some feared that
their organs could potentially be sold on the black
market, that their organs could be removed before they
were declared dead or that they could be killed for their
organs. They had either personally witnessed or heard
stories of these practices ‘happening over there—in the
Arab world or the Middle East’. Furthermore, they felt
that money was essential to access healthcare and that
there were ‘no rules or protection for the human’, thus
only the wealthy would be able to access medical care
and be able to benefit from organ donation. Some
younger participants, educated in Australia, had trust in
and respect for the Australian healthcare system.
However, they believed that older Arabic-speaking
people held on to their traditional ways of thinking and
suspicion.

Questioning differential allocation: Some participants dis-
trusted the allocation system and suspected that the
wealthy or well-connected individuals were more likely
to receive a deceased donor organ for transplantation.
Some suggested that financial transactions, such as
bribes and ‘kick-backs’, took place. They acknowledged
that the current national allocation system in Australia
was equitable as long as it was based on blood type, age
and medical urgency. However, they also thought that
having health insurance might guarantee ‘priority’ on
the waitlist and this they considered to be unfair.
However, others assumed correctly, or trusted, that
Australia had a transparent, fair and ethical system of
deceased donor organ allocation.

OWNING THE DECISION

Saving lives: Organ donation was perceived by some parti-
cipants as a ‘noble’ and ‘humane’ act. A strong potential
motivator to donate their own or their family member’s
organs was the idea that such organs were no longer
needed in the deceased and could be used to ‘help
someone else live’. Some participants believed that donat-
ing their family member’s organs would bring them a
sense of satisfaction from ‘changing someone’s life’ as well
as reducing the recipient’s family from feeling the loss
and grief that they would be experiencing.

Gaining independence: Personal opinion and choice was
believed to be the most important factor by some partici-
pants, particularly among the younger aged focus
groups. They believed that intrinsic autonomy was more
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important in deciding whether to be a deceased organ
donor than external family or religious influences.
Second-generation and third-generation immigrants felt
that they had ‘broken away from tradition’ and had
become ‘Australianised’, and could therefore make an
autonomous decision about organ donation.

Anticipating family resistance: Of the participants who
would consent to be an organ donor, some believed that
their decision to donate would cause tension within
their family, particularly if a decision had to be made if
they died. Because they anticipated that their family
would argue and ultimately veto their decision to donate
due to their strong resistance against the concept of
organ donation, participants felt they had ‘no say’ in
their donation decision. One participant had registered
to donate her organs through her driver’s licence until
an older brother found out and escorted her back to
the local office of the Road and Traffic Authority (the
government body responsible for issuing drivers licences
and where registration for donation previously took
place) to reverse her decision.

Honouring donor wishes: Many participants felt that
their decision to either donate or not donate their
organs should be binding. They believed that it would
be ‘selfish’ for their family to overrule their decision,
and would themselves respect the deceased’s wishes if
known or if they were a registered donor. Legislating
against the family right to veto the deceased’s decision
to donate was believed by some participants to be benefi-
cial to the family as it would take this decision out of
their hands at a very difficult and emotional time and
thus avoid worsening their grief.

RECIPROCAL BENEFIT

Organ donation was considered to be a significant gift,
and some believed that families should gain mutual
benefit from their decision to donate. They also believed
that the Arabic-speaking community may question
‘What’s in it for me? I would expect to be paid for this’.
Others suggested that families should receive a reward
such as money for their family, better future access to
medical assistance in the form of free private health
insurance, or financial assistance with funeral costs.

DISCUSSION

This focus group study that the
Arabic-speaking community in Australia were aware of
the life-saving benefits of transplantation using deceased
donor organs. While the participants, a mixture of first-
generation, second-generation and third-generation
migrants to Australia, universally applauded the generos-
ity of donor families in Australia, they were collectively
ambivalent about the prospects of improvement of the
deceased organ donation rate in their own
Arabic-speaking community in the short to medium
term. Individual values and attitudes to deceased organ
donation were seen to be in conflict with the desire to

confirmed

respect and abide by family and community cultures and
traditions. These values were not explicitly discouraging
organ donation, but rather caused them to feel vulner-
able and uneasy about the act of donation. Religious
ambiguities about the virtue of organ donation were
evident, with confusion expressed as to their family reli-
gion’s stance on organ donation, particularly by those
identifying to be of Islamic faith. For some, these ambi-
guities may have provided an easy ‘opt-out’ clause to
justify their own negative attitudes to deceased organ
donation that were, in turn, principally based on cultural
norms and family expectations.

The majority of the focus group participants were of
Christian faith from Lebanon, Egypt and Syria, and very
likely representative of the Arabic-speaking community
living at present in metropolitan Sydney, a city of almost
five million inhabitants. From a global perspective, 85%
of Arabic speakers are of Islamic faith. Prior to 1975 and
the civil war in Lebanon, the majority of Arabic-speaking
migrants to Sydney came to Australia for economic
reasons and were of Christian faith. Subsequently, and
on humanitarian grounds, migration of both Christians
and Muslims became easier, particularly if extended
family members were already established in Australia,
and for those from poorer and less well-educated rural
areas. Recently, the majority of Arabic-speaking migrants
to Australia have been of Islamic faith and from war-torn
countries of Iraq, Iran, Afghanistan and Syria.
Irrespective of their faith, they were likely to come from
communities where healthcare was sparse and govern-
ments could not be trusted. Further, such countries have
little or no access to deceased organ donation with rates
per million population (PMP) falling below five for
many countries in the Middle East (Lebanon: 2 PMP;
Saudi Arabia: 2.5 PMP; Kuwait: 4 PMP).?!

Also in common and deeply embedded within the
structure of Arab identity, is the role community and
family.22 Understandably, respect for the elderly members
of the family is paramount, and traditionally, parents act
as gate keepers who make the important decisions, such
as organ donation. Some second-generation and third-
generation immigrants, who considered themselves more
socially integrated into the dominant ‘Australian’ culture,
contend with dissonance between their individual positive
beliefs about organ donation and the Australian health-
care system, and the suspicions and fears held by
members of their family and the Arabic-speaking commu-
nity. Similarly, in the USA, greater acculturation of immi-
grants is associated with greater odds of believing organ
donation to be justiﬁed.1 This tension between migrant
generations, referred to as an intergenerational accultur-
ation gap,” > has been linked to family and social con-
flict and a(ijustment.26_29 Thus, it is not surprising that
our study found that many were concerned about nega-
tive appraisal by their family and community, and antici-
pated family resistance and conflict if they are registered
as an organ donor. It is also consistent with a recent sys-
tematic review: while younger generations in minority
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communities held more westernised views and were more
likely to support organ donation, the beliefs of older
family members who were less likely to support donation
had dominant influence."”

Our study confirms findings from previous research
conducted in both the general community” and ethnic
minority groups'® that have consistently identified that a
lack of trust in doctors and the healthcare profession is a
major barrier to deceased organ donation. Participants in
our study also expressed fears that doctors would not try as
hard to save the life of an organ donor with physicians
holding the power to decide whose life to save, as well as
the belief that the wealthy and ‘well connected’ were more
likely to obtain a transplant. It appears these suspicions
and fears were transferred from their countries of origin,
because they observed the lack of mechanisms to protect
the needs and interests of vulnerable members of the
community in the country from which they originated.
Similar anxieties have been expressed in other ethnic
minority populations including Chinese-Canadians;31
Hispanics, African-Americans and Asian-Americans in the
USA;*?7® and black Caribbean and black Africans in the
UK.” While these beliefs may be easily dismissed as mis-
conceptions in the Western context, our study provides
new insights as members of the Arabic-speaking commu-
nity explained their origin of beliefs to be based on publi-
cised healthcare practices reportedly occurring in the
Middle East, for example, black market trading of organs,
bribery for organs and removal of organs before being
declared deceased.

The importance of religion was evident across all age
groups. Many participants looked to their religion’s view
on donation as a benchmark for their own beliefs,
however were unaware or confused on their religion’s
stance and desired guidance by religious leaders. This
appeared to apply to a greater extent to those of Muslim
faith rather than those identifying as Christian, many of
who believed Christianity encouraged donation. A
recent Turkish study revealed that Mosque Imams had
little knowledge of organ donation and were unwilling
to donate their organs.36 In the USA, a study found that
people of African, Hispanic, black Caribbean and South
Asian heritage were more likely to regard organ dona-
tion as unacceptable to their religious beliefs compared
with the general population.'” Notably, the European
Council for Fatwa and Research has issued three fatwas
permitting organ donation®” and the Pope and other
religious leaders of people of Hindu, Jewish, Orthodox,
Buddhist faiths have all issued statements encouraging
followers to donate.”®* Tt is plausible that the lower
rates of donation among ethnic minorities are not be
explained by specific religious factors in and of them-
selves, but rather, lack of awareness of their faith’s pos-
ition on deceased donation.*!

This is the first known qualitative study to elicit the
perspectives on organ donation in the Arabic-speaking
community in a country where they are an ethnic minor-
ity group. However, we acknowledge some potential

limitations. Recruiting participants registered with
market research companies may have introduced a
potential selection bias. However, we were able to
capture the range of demographic characteristics that
match the migration patterns of Arabic speakers to
Australia, and in particular to Sydney, where according
the 2011 national population census, up to 60% of
households in some suburban areas within the Sydney
Local Health District report Arabic as the principal lan-
guage spoken at home (13). We were not able to
measure the proficiency of Arabic speaking among parti-
cipants, which may have strengthened our study. It was
also not feasible to include participants from all ethnic/
demographic groups, and also the majority of partici-
pants were Australia-born who may have different views
to migrant community members. The Arabic-speaking
community in Australia is heterogeneous, as is our
sample, with participants originating from nine coun-
tries (including first-generation and second-generation
migrants) and identifying with one of three religions, or
with no religion. Owing to lack of resources for inter-
pretation and translation, this study was restricted to
English-speaking participants. Some cultural nuances or
concepts that may be more readily expressed in Arabic
language may not have been captured, and the transfer-
ability to non-English-speaking populations is uncertain.
While we were unable to send preliminary findings to
participants for member checking due to strict confiden-
tiality between the market research company and partici-
pants, researcher triangulation was used with researchers
debriefing after each focus group, and multiple investi-
gators were involved in coding the data and develop-
ment of emerging themes. Also, author AA is Arabic
speaking and was involved in the data collection and
analysis to ensure that ethnic and cultural nuances were
identified.

Few studies have assessed the effect of a community-
based educational intervention with regard to improving
willingness to donate one’s organs.'® ***** One study tar-
geting the Muslim American community found that a
brief educational intervention focusing on an explan-
ation for organ donation as well as evidence for Islam’s
support or organ donation increased willingness to
donate.'® Further, community-based media and educa-
tional programme in the Hispanic community signifi-
cantly increased people’s awareness of and knowledge
about organ donation as well as their intent to donate.*
The intervention was delivered in English and Spanish
through media, schools and churches and addressed cul-
turally sensitive issues regarding donation in the
Hispanic community and corrected common religious
misconceptions. Participants in our study suggested that
an intervention targeting the Arabic-speaking popula-
tion should ideally come from within their own commu-
nities, in the Arabic language, through local Arabic
radio stations and through institutions such as churches
and Mosques where members of their community fre-
quent. ‘Pulling at the heart strings’, as suggested by one
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participant, should be achievable using local recipients
of transplants and Arabic-speaking medical professionals
trained in Australia. However, the authors’ experience
gained when talking to patients on transplant waiting
lists, and particularly those of Islamic faith, is a general
reluctance of patients and relatives to voice their situ-
ation and transplant need to those outside their immedi-
ate family unit.

To raise awareness and correct religious misconcep-
tions about organ donation, other participants were of
the view that a targeted grass roots campaign, involving
members of the community, including religious and cul-
tural leaders, is likely to be perceived as more credible,
particularly for first-generation migrants, the elderly
family decision makers, and those with limited educa-
tional background and English language skills. Provision
of the targeted education is likely to be a role for a team
of intensivists and transplant professionals that would
ideally include an Arabic-speaking clinician. In the case
of the Sydney Local Health District, transplant profes-
sionals could point to local data demonstrating the
equity of access to deceased donor organs, a process that
is driven by nationwide protocols and computer alloca-
tion.” The marked disparity between the willingness of
Arabic speakers to receive a transplant, and the absence
of deceased organ donors from the Arabic-speaking
community, would need to be discussed. Whether
Christian or Islamic, the explanation for the disparity
may not be religious in nature.

A significant cultural challenge and one that is likely to
be difficult to change by targeted campaigns is the taboo
surrounding any discussion of the subject of death in the
setting of family and friends, particularly before a death
has occurred. However, after death has been declared,
trained donation practitioners have been found to
increase consent rates.*® Of importance is the need for
specialised training for practitioners to cover cultural and
religious issues that may influence the family during dona-
tion, in particular to negate familial tension between gen-
erations and fear of negative societal appraisal. An
understanding and appreciation of such issues is consid-
ered vital to ensure culturally sensitive approaches can be
implemented when making a donation request.

Research by others has predominately considered
ethnic minority groups as a generally homogenous
population. In common in this study of migrant Arabic
speakers and their descendants in Australia, were the
economic, political or civil turmoil in their country of
origin that prompted them to migrate. However, there
were also notable differences in our study with some
younger participants identifying themselves as more
socially integrated into the dominant ‘Australian’
culture. Participants, who intended to donate their
organs, regarded anticipated resistance from their family
and culture and worried that such views could cause
familial conflict. Future research could focus on identify-
ing ways to best support those within ethnic minorities
who wish to donate the organs after death, as well as

identifying culturally appropriate ways to raise the topic
of organ donation with family members. For the foresee-
able future, the ultimate decision to donate organs after
death in Australia for purposes of transplantation is
likely to remain with the next-of-kin and be irrespective
of the individual’s positive wishes stated prior to death.
Thus, it is important to include all family members in
community and educational interventions.

In summary, members of the heterogeneous
Arabic-speaking community in Australia considered organ
donation to be a life-saving act, however were unaccus-
tomed with the donation process. To better understand
the attitudes towards organ donation and the reasons for
the disparity between the preparedness to accept a trans-
plant and negativity towards deceased organ donation, six
themes were identified. These themes would likely benefit
from research by sociologists and/or ethnographers. Our
suggested approach to modify the negative attitudes asso-
ciated with medical suspicion and religious ambiguity is
targeted, grass roots media and language-compatible edu-
cational campaigns at the community level. Breaking
down cultural taboo and the need for protecting family
cohesiveness may be achievable with appropriately trained
and culturally sensitive designated organ donor reques-
tors. A task for the general community and government is
to determine the means by which an individual can ‘own
their decision’ about organ donation after their death.
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