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ABSTRACT

Aim To explore and elucidate women’s knowledge of and willin-
gness to take part in organ donation, and to explore if their opini-
ons were changed by coming to Sweden.

Methods The study was designed as a qualitative study using data
from interviews with women from Bosnia and Herzegovina, Ma-
cedonia, Croatia and Kosovo. The inclusion criteria were women
who were immigrants in Sweden and have lived in Sweden for
more than 10 years. Five groups including forty-five women were
invited to participate in the study and 39 agreed. The women were
aged 29 to 73 years (mean 52.5 years).

Results Regarding knowledge and information about organ dona-
tion, most women found it very important to be able to talk about
such things. However, the knowledge and information about organ
donation of almost all the women was at a very low level. None of
the women changed their opinion on the organ donation and atti-
tudes from their countries of origin. All women firmly emphasized
and explained that by coming to another state they do not become
a different person and retain all values they had and with which
were born in home country.

Conclusion It is important to study how to find new ways to
communicate and work with minorities and vulnerable groups in
order to discuss organ donation with all those who could be poten-
tial donors in the Swedish health care system.

Key words: organ donation, anthropological aspects, knowledge,
gender, immigrants, qualitative research




INTRODUCTION

Transplantation of organs is an extremely succe-
ssful method that saves and improves lives of
those suffering from organ failure. Although tran-
splants are more and more accessible in techno-
logical terms, there are still many more people in
need of new organs than donors, and this differen-
ce is increasing from year to year (1). All around
the world, many patients do not survive long eno-
ugh to receive a new organ, and the rate of failure
is rising. The success of organ donation (OD) is
closely related to decisions made by those imme-
diately involved in health care (2). The statistics
show that it is not possible to help everyone who
needs a new organ to survive, despite the best
efforts of professionals involved (3). There is a
large difference between the numbers of potenti-
al donors in European countries. In 2016, Sweden
had only 18.6 potential donors per million (pmp).
This is a much lower figure than in other countries.
Croatia has the largest number of potential donors
(36 pmp) in Europe, Slovenia has 22, Macedonia
5 and Bosnia and Herzegovina and Kosovo only
1 (4,5). The family of a donor articulated some of
the factors related to the willingness to donate or-
gans as: unselfishness and being able to save a life,
bodily integrity and dignity, the stance of family
members, and mourning and anxiety (6-9). There
is, in general, more readiness for live donation to
a member of the family in comparison with be-
coming a donor after death (10—12). Other factors
include strong or weak religious, cultural or social
and economic convictions (13,14). Research has
shown that the factors that mostly affect OD are
low age, being female, high social status, educati-
on, good understanding of OD, experience of OD
and a supportive family (15). No previous studies
were found that dealt with gender differences or
differences between immigrants and the native po-
pulation in Sweden.

The aim of this study was to explore and elucida-
te women’s knowledge about and willingness to
take part in organ donation and to assess if their
opinion was changed by coming to Sweden.

PARTICIPANS AND METHODS

Participants and study design

The study was designed as qualitative research
using data from interviews with women from

four countries: Bosnia and Herzegovina, Mace-
donia, Croatia and Kosovo. Data were collected
through three focus group interviews (16).

The inclusion criteria were women who were
immigrants in Sweden and had lived in Sweden
for more than 10 years. Forty-five women, in five
groups, were invited to participate in the study
and 39 agreed. The women were aged 29 to 73
years (mean 52.5 years). The interviews and all
communication were carried out in Bosnian and
Swedish (Table 1).

Table 1. Characteristics of the study population
Variables

No (%) of participans

Educational level

Elementary school 30(77)
High school/university 5(14)
Master’s 3(7)
Doctoral/postdoctoral education 1(2)
Total 39 (100)
Age (years)

20-30 3.
30-39 9(24)
40-50 13 (33)
51-59 5(13)
60-70 6 (16)
>70 3(7)
Total 39 (100)
Lived years in Sweden

10-20 6 (16)
20-30 25 (65)
30-40 4 (10)
40-50 3(7)
>50 1(2)
Total 39 (100)
Employment

Employed 7(17)
Unemployed 28 (73)
Pensioner 4(10)
Total 39 (100
Country of Birth

Bosnia and Herzegovina 19 (50)
Macedonia 7(17)
Kosovo 9(23)
Croatia 4(10)
Total 39 (100)
Religion

Islam 27 (70)
Christian Orthodox 8(20)
Catholics 4 (10)
Total 39 (100)

All participants were given information relating
to the study including its voluntary nature and the
fact that they could withdraw at any time without
experiencing penalties or loss of access to servi-
ces. All women provided signed informed con-
sents before the interviews.

Since there was no physical intervention, and no
information on individual health issues was in-
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volved in the study, there was no need to invol-
ve the ethical board, according to Swedish law
(19). The World Medical Association Declaration
of Helsinki (20) was followed carefully and the
informants’ identities were protected, i.e. their
names and personal identity numbers were not
stated in the recordings or any publications.

Methods

Data were collected by the author through group
interviews using individualized open-ended que-
stions following an interview guide inspired by
Kvale (17). The interviews were performed from
September 2017 to February 2018. The opening
questions were “What do you know about organ
donation?”, “Would you consider donating your
own organs or organs of a member of your fa-
mily?” and “Has your opinion on organ dona-
tion changed by coming to Sweden?” The initial
questions were supplemented with other short
questions such as “Could you please tell me more
about that?”” and “What do you mean by that?”.
All contacts with the participants were arranged
in collaboration with a key person in a Bosnian
and Croatian association in the western part of
Sweden. Women who fulfilled the inclusion cri-
teria were asked to participate in the study and
when the key person had recruited enough parti-
cipants, the first author of the study was contac-
ted, and the interview was arranged. The inter-
views were carried out in groups at the Bosnian
and Croatian association. They lasted between
60 and 90 minutes, were taped and transcribed
verbatim.

Statistical analysis

The qualitative content analysis method, in
accordance with Graneheim and Lundman (18),
was chosen for the analysis and interpretation of
the collected data. A manifest analysis of the text
was made and the transcripts were read carefully
in order to identify the women’s experiences and
conceptions. The analysis then proceeded by
extracting meaningful units, consisting of one or
several words, sentences, or paragraphs, contai-
ning aspects related to each other and addressing
a specific topic in the material. These meaningful
units, connected to each other by their content
and context, were then abstracted and grouped
together into a condensed meaningful unit with a

description close to the original text. The conden-
sed text was further abstracted and labelled with
a code. Codes that addressed similar issues were
then grouped together resulting in subcategories
and subcategories that focused on the same pro-
blem and were brought together to create more
extensive concepts, which addressed an obvious
issue (Table 2). The results were presented with
direct quotations from the interviews (Table 3).

Table 2. lllustration of the analysis process in various stages
modified from Graneheim & Lundman (18)

Step  Description

1 Meaning unit
The first step is to identify the words, sentences and para-
graph that have the same essential meaning and contain as-
pects related to each other through their content and context.

I Condensed meaning unit description close to the text

Meaning units related to each other through their content
and context were then abstracted and grouped together into
a condensed meaning unit, with a description close to the
original text.

I More condensed meaning unit interpretation of the
underlying meaning
The condensed text in the meaning unit was further abstrac-
ted and interpreted as the underlying meaning and labelled
with a code.

v Subcategories
Codes were grouped together based on their relationship and
codes that addressed similar issues were grouped together in
subcategories.

v Categories
Subcategories that focused on the same problem were brou-
ght together in order to create more extensive conceptions.

VI Theme
Finally, a theme that covers the analysed text links the
categories that appeared and emerged from the text.
VII  Direct quotes
Presentation of results with direct quotes from the interviews.

RESULTS

The analysis of the text resulted in two main ca-
tegories and seven subcategories based on how
women described their situation regarding OD
(Table 3).

Table 3. Overview of the theme, categories and subcategories

Category Subcategories Theme
Ignorance about organ Lack of information
donation Indifference towards organ

The change

donation

. in the state of
Lack of education !

residence does

not change the

decision on the
donation

Cultural beliefs
Religious beliefs
The family
Views about organ donation
in Sweden

Anthropological aspects
in organ donation
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Ignorance about organ donation

Regarding knowledge and information about
OD, most women deemed it very important to be
able to talk about such things. However, the level
of knowledge and information about OD among-
st almost all women was very low. Some of them
attributed this to a challenging life, some to lack
of time and some to education, while other wo-
men did not even think about it and were totally
uninterested.

Lack of information

The majority of the women blamed their igno-
rance on insufficient access to information on
the donation of organs. They also drew a parallel
with their home countries where information
about this issue is still scarce.

“I think that a little talk about the donation of
organs, providing information, should be offered,
without us asking for information.”

Indifference towards organ donation

The majority of the women had been preoccu-
pied with other life issues and therefore had not
thought about organ donations, either as someo-
ne who might need an organ now or as someone
who might need an organ in the near future. Most
of the respondents also showed a complete lack
of interest in OD.

“I do not know anything about it”, “as God de-

cides”, “I will never be interested in it”, “I will
think about it when the time comes for it.”

Lack of education

One of the important factors that most women
in this study highlighted was the education they
received about organ donation. They stressed
that despite their desire to be informed about or-
gan donation, their educational potential is low
which creates problems. A large number of the
women came to Sweden at the beginning of the
war in the Balkans, and they prioritized other
things over education and the continuation of
their education.

“When I came to Sweden my life changed com-
pletely”, “I have prioritized other things rather
than school”, “It was important to survive,
everything else had to wait.”

Anthropological aspects of organ donation

The energy shown by these women in their stories
about their people, habits and religion was visible
throughout all the interviews. In all interviews and
in all women, a strong anthropological sense of
ethnicity and religious commitment were visible
alongside clear evidence of the influence of religi-
on and prejudice, pride and dignity, and great love
and loyalty to the state. However, these characte-
ristics negatively affected the possibility of OD
in those women. Almost all the interviewed were
against the donation of organs, precisely because of
the role played by the factors above in their lives.

Cultural beliefs

Most women stated that culture is very important
to people and that culture and affiliation with cul-
ture remains with people all the time. They also
stressed that, regardless of the relative comfort of
life in Sweden, all of them had cultural “bagga-
ge”, which they carried with them day and night.

“I was born far away from here, we dont ever
talk about organ donations, as it is in Sweden.”

“Culture is something that sucks human beings

2

in and involves your entire life.

Religious beliefs

One of the most important things involved in the
decision to donate organs is religion and religio-
us prejudices that most women mentioned in this
study. All the women retained their beliefs and
religious affiliation when they came to Sweden
and these religious preoccupations and beliefs
pushed aside other things, such as organ donati-
on. The majority of women have also demonstra-
ted that prejudices can play a role in decisions
about organ donation.

“I'was religious in my country and I am religious
here too.” “My religion allows the donation of
organs, but I'm not for it.” “I heard that if you
donate your kidney to someone after death you
have problems with urination.” There were also
opposing opinions: “/ am a Catholic and my re-
ligion allows the donation of organs and I will
donate my organs after death.”

The family

Family and familial relationships are unexpected-
ly very important for the women. All the women
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stressed that it is very important for a family to
consider certain things, and all the women stressed
that all possible donations of organs should first
occur in the family circle, for a member of the fa-
mily. Other possibilities were not even considered.

“I would only donate my organs to my family, my
son, daughter or husband.” “Family is everyt-
hing for me, if I need I will give my life for them.”

Views about organ donation in Sweden

None the women changed their opinions and
thinking about organ donation from that of their
countries of birth. All women firmly emphasized
that by coming to another state you do not be-
come a different person but rather you retain all
the values you had before and with which you
were born in your home country. The majority
of women also emphasized that there are great
opportunities for such a life in Sweden.

“I have lived in Sweden for 40 years and I am
the same person as when I came to Sweden.” “A
man does not change by changing state bounda-
ries.” “My opinion on the donation of organs is
the same as it was 35 years ago.” “I do not think
enough about the donation of organs, so I cannot
change my thinking about it.”

The final minutes of discussion with the women
were set aside for open discussion where the
women could freely express themselves about
the topic. Even then, all the women agreed that
people do not change overnight, and people do
not change by altering their place of residence.
All the women agreed that they had retained the
views on the donation of organs that they had had
in their home countries.

DISCUSSION

This is the first study in Sweden regarding the atti-
tudes of immigrant women from four countries to
the donation of organs, and the things that have
affected their attitudes since they came to Sweden.
The study has shown various features of the parti-
cipants. Information about organ donation, cultu-
ral background, religion, and prejudice were the
issues that affect a person’s attitude to OD. Most
subjects were interested in learning more about
OD, but the information available was insufficient.
The interviewed women said that they were not
interested in OD because they did not know much
about it, and they were not highly educated. This

supports our earlier studies, when we interviewed
non-Swedish nationals from a variety of backgro-
unds (21). They also stated that the scarcity of
information given by medical staff has had the
greatest effect on their attitude to OD (21). Other
research interviewed both males and females com-
paring their replies. This showed that women are
more active in seeking information for themselves
and others. They are key in providing information
for their family, which may also affect others (22).
It has been shown many times that the relationship
between knowledge, information and attitudes to
OD is very important (23,24). We also demonstra-
ted in this study that culture and religion, including
religious beliefs and prejudices, are also signifi-
cant in relation to organ donation in the families of
the women we interviewed. They showed strong
affiliation with their culture and religious beliefs,
pride and dignity, but also affection and commi-
tment to the country they were now living in. They
were all practical believers who expressed their
beliefs openly. This is in accordance with other
research showing that these factors, in addition to
linguistic barriers, race, and gender are important
in deciding about OD (21,25,26). Some women
in this research stated that they would not donate
their organs because they believed their bodies be-
long to God, and that He should decide on matters
of life and death. These beliefs are very important
in decision-making regarding OD, as was also
shown in another study (27). Religious beliefs
were a very strong predictor of whether partici-
pants in the study would be willing to donate their
organs to people outside their family. In another
study we conducted, both genders provided the
same results, even though they were from different
countries (21). However, research in India (28) has
shown that males and females decide differently
about OD and that men are more likely to be do-
nors. This may be due to the higher level of educa-
tion of men in that country, or because men tend to
watch television more often than women so they
receive more information about OD (28).

Our main interest in the present study was to le-
arn if moving to a different country could affect a
person’s attitude to organ donation as there have
been few such studies around the world. None of
the women in our research altered their opinion
about OD having changed their country of resi-
dence. Although they did mention that they had
greater opportunities in Sweden, they stated very
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clearly that people do not change when they move
to a different country, but they take their up-brin-
ging and culture with them. Although there are
differences around the world in relation to organ
donation, some things are the same. There is a
need for donations in every country, and the need
is growing. This includes all races and ethnicities.
Sometimes the differences in terms of willingness
to donation are due to economics, and social preju-
dice. Unfortunately, the races that need donations
most are often those who are least willing to be
donors. A great deal of work needs to be done to
educate these groups and promote organ donati-
on to help meet the need. Furthermore, although
many individual believers think otherwise, all the
major religions have a positive stance towards
organ donation and have published statements to
this effect (29). People, and in this case women,
who have come to Sweden from other countries
are unwilling to adapt to the local culture, which
includes the decision to donate their organs.

In conclusion, this study shows that the avai-
lability of information about OD, and cultural
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