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Arabic Transcription System  VII

Arabic Transcription System

For transliteration of Arabic terms, the transliteration system of al-Masag* was used. This system does

not take into account sun and moon letters.

¢ : d o=
b - t L
t & z L
th < ¢
j z gh d
h z f s
kh ¢ q S
d 3 k &
dh 3 m -
r D) n U
z B) h >
S o W 3
sh s y ¢
S )
Short vowels Long vowels
a—u—i a-u-1

L Al-Masag is an international peer-reviewed journal covering all aspects of (Islamic) Mediterranean culture
from Late Antiquity to Early Modernity (7th-16th centuries) which has its own transliteration system/spelling
convention of the Arabic language. http://www.tandf.co.uk/journals/authors/calm-style.pdf
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Introduction: Giving Voice to the Unheard

The presence of Muslims in Belgium and Europe is a fact. Islam has become the second largest religion
in many European countries including Belgium. Today, Belgium and several other European countries
are confronted with the ageing of its Muslim population. In Belgium, Muslim mass-migration began in
the 1960s, with large-scale settlement of guest workers, mainly from Morocco and Turkey (Bousetta &
Maréchal, 2004; Shadid & van Koningsveld, 2008; Pew Research Center, 2015). The migration history
of the Moroccan workers to Belgium, mostly from northern Morocco, fits in a broader economic
migration wave, steered by a shortage of workers in the coalmine, steel and car industry across European
countries. The Moroccan labour migration to Belgium is to be mainly situated in the period between
1964 —year when a bilateral agreement was signed between Belgium and Morocco, and 1974— date when
a labour migration stop was installed (Bousetta & Maréchal, 2004; Timmermans, 2006). In 2016,
sociologist Jan Hertogen estimated that Muslims counted for 7.2 % of the Belgian population. Nearly
half of the Muslim population in Belgium is from Moroccan descent (Hertogen, 2016).* This presence
entails many challenges in the context of health, end-of-life and bereavement care as well as in the burial
landscape.

To date, in European debates on death and dying, hardly any attention is paid to the views and
attitudes of (Moroccan) Muslims, one of the largest ethnic and religious minorities. To this day,
discussions on biomedicine, elderly and end-of-life care are still deeply influenced by contemporary
secular-Western and/or Christian approaches, overshadowing other traditions. In this respect, voices of
Muslims —who form the largest religious minority in Belgium- are absent. Given the fact that Europe,
and more specifically Belgium, are becoming more multicultural and —religious and thus society
underwent radical demographical, cultural and religious changes, care can no longer be provided solely
from a Christian or Western secular framework. The number of empirical studies that deal with the
views of the rapidly growing number of Muslims living in the West on death and dying is very limited
(Baeke 2012b; Van den Branden 2006). Several studies have shown that religious and philosophical
affiliation have a great impact on the attitudes towards end-of-life decisions (Baeke, 2012; Gielen et al.
2006; Kristiansen et al., 2012; Van den Branden, 2006). However, a detailed account of Muslims’ lines

of reasoning and practices regarding death and dying is missing to a large extent.

In order to provide dignified elderly, end-of-life and bereavement care in contemporary Belgium

and Europe, attention has to be given to all dimensions of the human being including one’s cultural and

! However, no number of the exact amount of Muslims in Belgium exists, as estimations are mainly based on
nationality, which does not take into account the naturalisation of a large number of Moroccans (Cuyvers &
Kavs, 2001; Dasetto, 1997).
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religious background. Therefore, we considered it important to take a closer look into the views and

practices of Muslims on these topics.

A descriptive, encompassing and comprehensive account of Muslims’ attitudes and beliefs on
illness, bioethical issues at the end of life, death, dying, the afterlife, burial, mourning and remembrance
in a European setting, and more specifically in the Belgian context, is lacking to a great extent. More
specifically, hardly any research has systematically examined how religion shapes the attitudes and
practices regarding death and dying among Muslims. The role of religion is often only briefly mentioned
as an explaining factor in a fragmented way and studies often lack an encompassing descriptive account
of the (religious) line of reasoning behind certain attitudes or practices. This non-normative, descriptive
exploratory study focuses on seven research questions: (1) what are the attitudes, beliefs and practices
of middle-aged and elderly Moroccan Muslim women regarding death, dying and the afterlife; (2) what
are the attitudes and beliefs of middle-aged and elderly Moroccan Muslim women towards health,
illness, medicine and end-of-life issues; (3) what is the reality of elderly care for Muslims in Belgium
and in Europe with regard to organization and policy and what are the attitudes and practices of Muslims
in Belgium regarding care for the elderly; (4) what are the burial practices of Muslims in Belgium and
Europe and how are the practices influenced by the burial regulations of each country; (5) what are the
attitudes, beliefs and practices of Moroccan Muslim women regarding mourning and remembrance; (6)
does religion play a role in our participants’ way of thinking regarding death and dying and can we
observe a shift in the views and practices of first and second generation Moroccan Muslim women and

(7) how do practices and rituals of Muslims take shape in the particular context of migration to Belgium?

This study is part of a larger research programme initiated in 2002 under the supervision of prof.
Bert Broeckaert. In the context of this research project, three large empirical studies had already been
undertaken. Dr. Stef Van den Branden (2006) conducted a qualitative empirical research on religion and
end-of-life ethics among first generation elderly Moroccan Muslim men (n=10) in Antwerp (Belgium),
as well as among experts (n=5) (cf. imams and physicians). Dr. Joris Gielen studied the views on this
topic of palliative care nurses and physicians in Flanders (Belgium) and New Delhi (India). Dr. Goedele
Baeke examined the attitudes of Jewish and Muslim women in Antwerp (Belgium) towards religion and
end-of-life ethics. More specifically, Baeke conducted an empirical research in 2012 among first
generation elderly Moroccan (n=15) and Turkish (n=15) Muslim women living in Antwerp (Belgium).
Within the framework of the large research programme of prof. dr. Bert Broeckaert, the present doctoral
dissertation provides a broader perspective on death and dying among both middle-aged (40+) and
elderly (60+) Moroccan Muslim women. Not only do we focus on ethical themes, but also on topics

such as care for the elderly, burial practices, mourning and remembrance.

Structure of the dissertation
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This doctoral project consists of two parts: a literature study and an empirical study. The literature study
consisted in exploring and reviewing the available theoretical and empirical studies on Muslims and
death and dying. More specifically and given the fact that other systematic reviews had already been
done in the dissertations of VVan den Branden and Baeke, considerable attention has been given to the
topic of Muslims in Belgium/Europe and elderly care (P181) and burial practices from a policy/judicial
perspective (P182), which resulted in two published literature review articles. In chapter one, we provide
insight into the accessibility and use of elderly facilities by Moroccan and Turkish migrants in Flanders
and Brussels and identify their specific needs and wishes regarding care for the elderly. In addition to
this, we give an overview of the way in which Belgian policy has dealt with the issue of
migration/migrants and elderly care. In chapter two, we discuss Muslim burial practices and more
specifically the choice of burial location. This chapter provides a legal and policy perspective on Islamic
burial and describes how the topic of Islamic burial has been addressed in Belgium. In addition, we
compare Belgian burial regulations and their impact on Islamic burial with those of the neighbouring

countries.

The second part of our dissertation deals with the core of our doctoral work, namely our
empirical study. This part of the dissertation explores and describes the attitudes, beliefs and practices
of Moroccan Muslim women regarding care for the elderly (P281); health, illness and medicine (P282);
bioethical issues at the end of life including active termination of life (P283) and withholding and
withdrawing life-sustaining treatment (P284); dying, death and the afterlife (P285); practices
surrounding death and dying (P286); burial and repatriation (P287) and mourning and remembrance
(P288 + P289). In these empirical chapters, we discuss whether in these areas differences exist between
middle-aged and elderly participants. In contrast to the first generation elderly Moroccan Muslim
women, who are mainly uneducated and illiterate, middle-aged women show much more socio-
economic diversity. Moreover, they were not raised in a homogenous, rural, traditional Islamic
environment but brought up in a Western context and live less isolated from the broader Belgian society.
What has been the effect of this assumed stronger Western influence on their attitudes, beliefs and
practices? In addition to this type of questions, we discuss in these chapters how the real-world attitudes
and practices of our participants relate to normative Islamic views. Are these attitudes mirroring

normative Islamic views or do we find important differences?

Given the research questions and topics to be explored and the fact that this doctorate is the
result of a research project (OT/12/003: European Muslims and the End of Life. Turkish and Moroccan
Attitudes towards Suffering, Dying and Mourning in Antwerp, Belgium), we decided to write a PhD
consisting of (published) articles. The research topics and the number of articles were decided when the
research project was submitted and therefore determined before starting the doctoral study. All chapters

were conceived as articles suitable for individual publication in peer-reviewed international scientific
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journals. As such, each chapter focuses on the central research questions and simultaneously has its own
specific aim. As a result, the dissertation contains substantive repetitions in the empirical chapters — for
instance in the method section and regarding the background information of the participants. With
permission of the doctoral committee of the faculty of Theology and Religious Studies, the chapters in
this dissertation maintained the original form of the article, also with regard to layout and reference
style.

In the empirical articles, considerable attention has been given to normative Islamic perspectives
on the topic studied to explore in this way any similarities and differences with the participants’ line of
reasoning and practices. We did not consider it useful, though, to give a broad overview of Islamic end-
of-life ethics, as Stef Van den Branden extensively elaborated on this matter. We understand normative
Islamic literature as works that write on death and dying and argue what from an Islamic viewpoint or
Islamic frame of reference based on Islamic tradition and scripture should be done. In our research, we
make a distinction between the study of normative Islamic views and that of the views of Muslims. The
former is concerned with the study of texts, doctrines, and those who produce texts and doctrines (e.g.
prescriptions regarding mourning and remembrance), while the latter involves the human actors engaged
in various ways with these texts and doctrines. The latter includes the sociological and anthropological
study of Muslims —in our case— with regard to death and dying. In the discussion section, we have cited
authors who are presenting and describing normative Islamic works and viewpoints. We focused only
on Sunni-perspectives on the topic studied. Nearly 85% of Muslims consider themselves to be Sunn
(Pew Research Center, 2011). While Sunnz and Shi 7 theology share much in common, Sunni and Shi ‘a

denominations have their own legal theory (‘usi/ al-figh).

All articles have been submitted to international peer-reviewed journals. The following articles
have already been published or have been accepted for publication. In part one, chapter one was
published in Journal of Migrant and Minority Health (Ahaddour, Van den Branden & Broeckaert, 2015)
and chapter two appeared in Mortality (Ahaddour & Broeckaert, 2016). In part two, chapter two was
published in Journal of Religion and Health (Ahaddour & Broeckaert, 2017) and chapter three in AJOB
Empirical Bioethics (Ahaddour, Van den Branden & Broeckaert, 2017a). Chapter four appeared in
Medicine, Health Care and Philosophy (Ahaddour, Van den Branden & Broeckaert, 2017b) and chapter
six in Journal of Death and Dying (Ahaddour, Van den Branden & Broeckaert, 2017c). Chapter seven
was published in Mortaility (Ahaddour, Van den Branden & Broeckaert, 2017d). Chapter six has
currently been accepted in Death Studies (Ahaddour, Van den Branden & Broeckaert, forthcoming).
Parts of some chapters were presented at international conferences (Ahaddour, Broeckaert, Van den

Branden 2017a, b). The status of our articles (January 9th 2018) can be found in the table below.
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Article Journal Status
1. Institutional elderly care services and Moroccan and Journal of Immigrant and Published
Turkish migrants in Belgium: a literature review Minority Health (IF: 1,314)

2. Muslim Burial Practices and Belgian Legislation and Mortality (IF: 0, 245) Published

Regulations: a comparative literature review

3. “What Goes Around Comes Around”. Attitudes and
Practices regarding Ageing Care for the Elderly among
Moroccan Muslim Women

Journal of Religion & Health
(IF: 0,873)

Revise & Resubmit —
6/12/2017
Resubmitted — 6/01/2018

4. “For Every lllness There Is a Cure”. Attitudes and Beliefs
of Moroccan Muslim Women regarding Health, 1liness and
Medicine

Journal of Religion & Health
(IF: 0,873)

Published

5. “God is the Giver and Taker of Life”. Muslim Beliefs and | AJOB Empirical Bioethics Published
Attitudes of Moroccan Muslim Women toward Assisted (IF:0,45)

Suicide and Euthanasia

6. Between Quality of Life and Hope. Attitudes and Beliefs of | Medicine, Healthcare & Published

Muslim Women toward Withholding and Withdrawing
Curative and Life-Sustaining Treatment

Philosophy (IF: 1,067)

7. "Every Soul Shall Taste Death”. Attitudes and Beliefs of
Moroccan Muslim Women living in Belgium toward Dying,
Death and the Afterlife

Death Studies (IF: 1,17)

Accepted for publication
15/12/2017

8. Purification of Body and Soul for the Next Journey. Journal of Death and Dying Published
Practices surrounding Death and Dying among Muslim (IF: 0,676)

Women

9. “God’s Land is Vast”. Attitudes and Practices of Mortality (IF: 0, 245) Published

Moroccan Muslims regarding Burial and Repatriation of the
Deceased

10. Submitting to God’s Will. Attitudes and Beliefs of Muslim
Women regarding Mourning and Remembrance

Death Studies (IF: 1,17)

Accepted with major
revisions — 6/11/2017
Resubmitted — 14/12/2017

11. A Temporary Farewell. Practices of Muslim Women
regarding Mourning and Remembrance

Journal of Death and Dying
(IF: 0,676)

Under review
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Methods

Literature Study

In the first year of research, a comprehensive and extensive literature study was conducted of theoretical
and empirical studies on the impact of Islam on dying and death, with a particular focus on care for the
elderly and burial practices from a policy and legal perspective. This literature study resulted into two
published review articles and was also briefly mentioned in all empirical articles in the introduction and
discussion part. The literature study was also used for the preparation of the interview guide as well as
for the comparison with our empirical data. Different sources were used to gather and collect academic,
grey and policy literature, including databases (PubMed, LIMO, JSTOR, Google Scholar, The Islamic
Medical and Scientific Ethics Database), hand searching and reference list searching. By grey literature
we mean documents or materials outside formal academic publication channels, including reports, news
articles and information guides. Literature dealing with Islam/Muslims and death and dying from
different perspectives such as medical sciences, religious sciences, theology, anthropology, sociology
and policy literature were included. We also significantly expanded the database in EndNote, a reference
programme, of our research group, which contains all bibliographic references relevant for the present
and (for) future research. All references are organised thematically according to our research topics.

Qualitative Empirical Study

For our study on the attitudes, beliefs and practices regarding death and dying, we chose qualitative
empirical research as our methodology. Qualitative research is a suitable method for exploring opinions,
meaning and experience as well as for areas which have not been researched yet (Corbin & Strauss,
2015, p.5; De Baarda, De Goedele, Teunissen, 2006; Denzin & Lincoln, 2011; Mortelmans, 2008).
‘Qualitative’ refers to properties of research units and processes and meanings that arise or are attributed,
and not to measuring and representing in terms of quantities or frequencies. In qualitative empirical
research, much freedom is given to participants to determine the direction and outcome of the research
process within the confines of the research object. Through this inductive way, rich data are produced
that might result in hypothesising and theorising in the analyses process, but that are not expressed
numerically (Glaser & Strauss, 1967; De Baarda et al., 2006; Denzin & Lincoln, 2011).

We chose a qualitative research method that involves an inductive process as we were
particularly interested in the way middle-aged and elderly Moroccan Muslim women view and deal with
death and dying and the meanings they assign to it. By using this inductive method, we sought to draw
a broad and in-depth picture of the attitudes, beliefs and practices of Moroccan Muslim women regarding
death and dying, and more specifically to explore the role of religion in this matter. In contrast to a

deductive strategy where hypotheses, which are often deduced from existing theories, are drawn up and
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tested, this (more) inductive method is suitable as it involves a ‘theory’ that emerges from the data
(Corbin & Strauss, 2015; Mortelmans 2008, 2011).

Given the sensitivity of the issues we discussed, the limited or non-existing literacy of our
participants and their withdrawn way of life (first generation), quantitative methods were simply not an
option.

This research is descriptive and exploratory: it concerns descriptive research in the sense that
we seek to provide a detailed descriptive account of the attitudes, beliefs and practices of middle-aged
and elderly Moroccan Muslim women living in Antwerp regarding death and dying. In a descriptive
study, it is not only about identifying and describing, but also categorising our participants’ perspectives
and interpretations and reconstructing their way of thinking. Our empirical research is also exploratory
and fills an important gap: there are very few studies about death and dying among European Muslims.
Our study offers a comprehensive perspective on death and dying as perceived and experienced by

middle-aged and elderly Moroccan Muslim women and explores the role of religion.

In our study, we opted for a non-normative, descriptive and exploratory approach. This
dissertation has no explanatory ambitions and does not aim to formulate normative judgments on the
issue at hand. Our main goal is to reconstruct middle-aged and elderly Moroccan Muslims” ways of
thinking and practices and compare these with normative Islamic views while highlighting any

similarities and differences between both.
Design: Sample and Setting

In this research, semi-structured interviews were chosen because of the possibility to enquire about
meaning, opinions and motives for action in a differentiated and open way. This method is adequate to
map the experience and way of thinking of people, but also —because of its interactive character— to
capture non-verbal language. Our choice for semi-structured interviews was based on its promise to
provide the richest material necessary to answer our research questions. We chose face-to-face
interviews due to the specificity of the research group, in particular the elder Moroccan population in
Belgium, and due to the sensitivity of our research topics (Yong, 2001). As the majority of first
generation Moroccan women are poorly educated and illiterate, face-to-face interviews enabled the
participants to ask more information and were free to add something else they might feel relevant to the
discussion. This also enabled the interviewer to repeat the questions and to ask additional questions to
clarify certain points or to delve further into a topic (Corbin & Strauss, 2015, p.37). The choice for a
focus group would not be suitable for this research given the sensitive nature of the topics, the less
guaranteed anonymity and the existing social pressure within the Moroccan community, which would

likely result in a decline of participation and/or reinforcement of social desirable answers. A
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disadvantage of focus groups is indeed that the process can be undermined if some participants are

reluctant to contradict others or when the topic under discussion may cause embarassement (Sim, 1998)

In qualitative studies, the data collection method often consists of interviews with a relatively
small sample of individuals from a particular population. In contrast to quantitative research, qualitative
research does not aim to provide answers on research questions that are statistically representative and
which can be generalised to a population. The trustworthiness of a qualitative research involves the
discovery of recurring structures and patterns in empirical data and on abstracting these structures and
patterns resulting into theoretical substantive notions that can answer research questions (Beck, 1993;
Mortelmans, 2008; Leung, 2015; Noble & Smith, 2015; Rolfe, 2006).

In our empirical research we made use of purposive sampling which is a non-random selection
of participants. This involves identifying and selecting individuals or groups of individuals that are
especially knowledgeable about or experienced with a phenomenon of interest (Cresswell & Plano
Clark, 2011). The variables, according to which the sample is drawn up, are linked to the research
guestion. Purposive sampling aims to acquire profound insights into the topics studied and to find
answers to the research questions (Corbin & Strauss, 2015; Mortelmans, 2008). Purposive sampling
starts from a series of criteria set by the researcher to select units (Mortelmans, 2008). The sample
selection must also be done in such a way that maximum variation remains within the criteria set to
enable the research theme to be effectively explored in depth and breadth. This means that in our quest
for potential participants, we tried to achieve a maximum diversity and heterogeneity in the socio-

demographic background (e.g. education, socio-economic situation, marital situation, native language).

We have chosen to conduct our study on the attitudes, beliefs and practices regarding death
among middle-aged and elderly Moroccan Muslim women living in Antwerp (Belgium). Because of the
cultural characteristics of the research population —more specifically the common gender segregation in
traditional Muslim societies, in particular among first and second generation Moroccan Muslim
communities (Hoopman, 2009; Timmerman, 2001)— and the female gender of the interviewer, purposive
sampling for qualitative interviewing was limited to Moroccan Muslim women. We were, however,
(also) able to interview experts in the field, who were mainly second generation Moroccan Muslim male
professionals. Access to and interviewing ‘ordinary’ first and second generation Moroccan men would
probably have been more difficult. We chose women of Moroccan descent, as this population is one of
the largest Muslim communities in Belgium (Hertogen, 2016). Our choice for Antwerp is based on two
important reasons. First of all, this city has the largest Muslim population in Flanders. More specifically,
19.2 % of Antwerp’s population is Muslim (Hertogen, 2016). Second, Antwerp as a port city is

considered to be one of the most multicultural cities in the world.
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The key participants in this research were Moroccan women, who have spent their life in
Antwerp, and were 40+ and 60+. We chose elderly women as they are, given the increasing ageing of
this population, more confronted with end of life and health care needs. We have also included middle-
aged women as they have been mainly brought up or born in a Western context, in contrast to the first
generation who grew up in a traditional Islamic context, but also because they often function as ‘informal
carer’ providing family care for older persons/parents. We found it particularly interesting to focus on
these two groups as there is hardly any research that deals with both first and second generation
(Moroccan) Muslims, and in particular women, in Europe. This criterion is very closely linked with the
general framework of the study, which seeks to ascertain whether possible differences can be found
between first and second generation Moroccan Muslim women’s views and practices regarding death
and dying. We have chosen middle-aged women between 40 and 60 years and elderly participants above
60 years, as we wanted to interview both the existing first and second generation Moroccan Muslim
women in Belgium. The inclusion of people from the age of 60 — as elderly/older participants- was
based on research (Berdai, 2005; Cuyvers & Kavs, 2001; Schellingerhout, 2004; Yerden, 2013)
conducted among first generation Moroccan migrants, which suggest that they define a relatively young
age as old age and thus have a sense of ‘early’ ageing. ‘First generation’ is defined as persons who
migrated to Belgium at an adult age (over 18 years) in the context of labour migration (from the late
sixties) or marriage. ‘Second generation’ is defined as persons born in Belgium from first generation
parents or emigrated to Belgium before the age of 7 (Timmermans 2006). However, it is important to
take into account the continued influx of first generation persons among the Moroccan population as a
result of family reunification or marriage migration (Cuyvers & Kavs, 2001). The snowball method is
an appropriate method for collecting groups that are difficult to access or ‘hiding” groups and for a quick
and targeted finding of people who can provide accurate and reliable information. This is a type of
purpose sampling where existing participants recruit future subjects from among their acquaintances
who fit the selection criteria or might know people who fit these criteria. The sample group appears to
grow like a rolling snowball (Mortelmans, 2008). Later, we will further explain our own specific

snowball process.

Apart from interviews with women, we also conducted interviews with experts in the field in
order to place the key material more accurately within the wider spectrum of Muslims. We interrogated
experts to find out more about the way Moroccan Muslim women view and deal with death and dying.
The views of Moroccan Muslim women formed the main focus of this study, and not the personal views
of the experts in the field which by no means were seen as normative. We were only interested in their
observations and experience regarding Moroccan Muslim women. This method was useful, as it
provided rich background information, which enhanced sensitivity to subtle nuance in data and made
us more sensitive to what appeared in the data (‘theoretical sensitivity’, Corbin & Strauss 2015). In this

context, the method of ‘bracketing’ (Corbin & Strauss, 2015) was applied, i.e. a process of holding
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assumptions and presuppositions in suspension to improve the rigour of the research. Second, the data

of the interviews with experts were used as a comparative method to check the consistency and

trustworthiness and to limit biases of our findings of the interviews with Moroccan Muslim women. In

other words, the inclusion of experts enabled us to evaluate our data on the adequacy of the information

and its credibility. The selection of experts in the field was based on the technical knowledge that the

experts had on our research topics and their familiarity with the research population in their professional

capacity. In particular, we recruited experts in the field for each topic studied including Muslim

physicians, Muslim nurses, imams, burial undertakers, a palliative care consultant, a psychosocial

consultant, a specialised corpse washer, a hijama practitioner and elderly care consultants.

Name Gender Level of Education* Profession Ethnicity
Nora Female High Nurse Moroccan
Laila Female High Nurse Moroccan
Soumiya Female High Elderly care consultant Moroccan
Khawla Female Low Specialized corpse washer Moroccan
Farida Female High Physician Afghan
Myriam Female Low Palliative care consultant Moroccan
Fadila Female High Psychosocial care consultant Moroccan
Imane Female High Hijama practitioner Moroccan
Salima Female High Elderly care consultant Moroccan
Nourdin Male Low Imam Moroccan
Faysal Male Low Imam/Islamic teacher Moroccan
Kamal Male High Physician Moroccan
Zakaria Male Low Burial undertaker Moroccan
Rachid Male High Burial undertaker Moroccan
Daniel Male High Expertise in burial and policy | Dutch

* With regard to level of education, we define low level as having a maximum degree of secondary

education. High level is understood as having attained the degree of higher education.

Recruitment Process

The recruitment of experts and Moroccan Muslim women started in August 2014 and ended in July

2015. Different routes of recruitment were adopted to incorporate a diversity of profiles within the
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female Moroccan Muslim community through snowball sampling. To start, we wrote an invitation letter
to the experts in the field and to Muslim women which was sent via mail. This letter laid out the purpose
of our study, explained what participation in the research entailed and guaranteed the anonymous and
confidential processing of the data. This method was mainly fruitful for the recruitment of experts,
nevertheless this approach also resulted in a few responses of middle-aged Muslim women. A second
procedure was recruiting potential participants through our personal network. Third, several women
were also recruited via mosques, women’s associations and socio-cultural organisations and events of
religious or cultural organisations. Face-to-face contact was an important impetus for interlocutors to
gain their trust and to accept the invitation for an interview. A fourth method was through phone contact
with potential respondents. This method was mostly used in the snowball sampling phase, as | received
telephone numbers from key persons. A fifth fruitful method was the use of social media including

Facebook to recruit second-generation/middle-aged participants.

Overall, Moroccan Muslim women showed a great willingness to participate in this study. Only two
people | asked for an interview, refused. Although | am familiar with the Moroccan Muslim community,
| found that the recruitment of first generation elderly Moroccan women was more difficult than that of
second generation middle-aged women. Potential reasons not to participate were the sensitivity of the
research topics and the underestimation of their own knowledge and opinions. The latter was often
tackled by explaining why and how their involvement and voice was important to be heard. A second
reason was the lack of familiarity with the concept of interviewing and research and fear of a lack of
anonymity (e.g. assumption of ‘video-recording’). Lack of knowledge about research processes also
leads to a distrust of research (Gill et al., 2012). This was quite in contrast with our experience in
recruiting middle-aged women who were more familiar with the concept of an interview and research.
A third reason —also indicated by Waheed et al. (2015)— was the possible stigma for the family, and the
influence of the spouse could encourage the decision for non-participation in research. Once participants
agreed upon participating in the research, they were contacted again before the interview to confirm the
interview appointment, to ensure that they were still willing to be interviewed, and to provide

information (once again) about the aim and design of the study.
Interview guide

Face-to-face interviews were based on a semi-structured interview protocol covering the following
topics: demographic background (e.g. year of birth, residence, marital status); religion; care for the
elderly; health, illness and medicine; end-of-life ethics (e.g. active termination of life, palliative
treatment and symptom control, withholding and withdrawing treatment); death, dying and the afterlife;
burial; mourning and remembrance. We therefore made use of an interview protocol that comprised a
more elaborate and structured questionnaire, with the main topics already formulated in question form

(Mortelmans, 2008). The advantage of semi-structured interviews is that each participant is provided
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with similar topics and questions, as it is flexible and iterative and provides sufficient space and
opportunity for the participant to tell his/her story. This allows the research topic to be explored both in
depth and in breadth. As the interview guide does not have to be strictly adhered to, enough room
remains to go deeper into certain answers given by the persons concerned and to bring the researcher
new insights and perspectives. At the same time, the interviewer can follow a particular direction during
the interview on the basis of the interview guide and thus limit the possibility of straying (Mortelmans,
2008). A written questionnaire or protocol provides the guarantee that all participants, in a certain sense,
give a ‘pre-coded’ response to the same pre-arranged topics or questions, making the answers
comparable (Corbin & Strauss, 2015; De Baarda et al., 2006).

The interview guide was drawn up based on a literature study of normative/theoretical and
empirical studies on death and dying and the previous studies done by Van den Branden and Baeke.
Based on the literature study, we deduced sensitising concepts which functioned as the basis for our
guestionnaire to be able to ask detailed and broad questions on the topics studied. It is important to
mention that we only reviewed literature before and after the datacollection and data analysis (in the
context of writing the review articles and comparing the research findings after analysis). During
datacollection and analysis, we made use of the bracketing method which was strengthened by a time
break between reviewing literature (first and fourth year) and datacollection and analysis (second and
third year). Our questionnaire for the interviews with Moroccan Muslim women consisted of general
guestions and a few specific questions for elderly and for middle-aged participants. The questionnaire
was drawn up in Dutch, darija (Moroccan-Arabic dialect) and tarifit (a Berber dialect). An interview
questionnaire was made for the interviews with experts which consisted of general questions for all
experts, complemented with specific questions related to their expertise. It is important to mention that
the experts were not asked about their own personal views, but about their observations and experience
with Moroccan Muslim women in the context of death and dying. The interview guide was discussed
with and approved by the committee that guided this study and consisted of Prof. Bert Broeckaert & Dr.
Van den Branden.

The draft interview guide was pilot-tested on family members including my mother and
grandmother (not participating in the study) as they represented the group studied. This was done to
verify whether the questions were understandable — both in the Moroccan Arabic and in the Berber

language.
Conceptual Framework of Treatment Decisions in Advanced Disease

When addressing bio-ethical issues at the end of life, we made use of the conceptual framework of
treatment decisions in advanced disease. Attitudes towards treatment decisions at the end of life were

explored by making use of hypothetical cases that were formulated on the basis of the typology of
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Broeckaert (Broeckaert 2008, 2009a, b; Broeckaert and Flemish Palliative Care Federation 2006).
Broeckaert developed a typology of treatment decisions at the end of life in order to provide clarity
regarding ethical dilemmas in end-of-life care, which can be found in the box below. In this dissertation,
findings are presented according to the choices concerning (forgoing) curative and/or life-sustaining

treatment (1) and euthanasia and assisted suicide (3).
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(1) (Forgoing) curative and/or life-sustaining treatment

Initiating or continuing a curative or life-sustaining treatment

Non-treatment decision: “withdrawing or withholding a curative or life-sustaining treatment,
because in the given situation this treatment is deemed to be no longer meaningful or
effective”.

Refusal of treatment: “withdrawing or withholding a curative or life-sustaining treatment,

because the patient refuses this treatment”.

(2) Pain and symptom control

Pain control: “the intentional administration of analgesics and/or other drugs in dosages and
combinations required to adequately relieve pain.”

Palliative sedation: “the intentional administration of sedative drugs in dosages and
combinations required to reduce the consciousness of a terminal patient as much as necessary

to adequately relieve one or more refractory symptoms”.

(3) Euthanasia and assisted suicide

Voluntary euthanasia: “The administration of lethal drugs in order to painlessly terminate the
life of a patient suffering from an incurable condition deemed unbearable by the patient, at this
patient’s request”’.

Assisted suicide: “intentionally assisting a person, at this person’s request, to terminate his or
her life”.

Non-voluntary euthanasia: “The administration of lethal drugs in order to painlessly terminate
the life of a patient suffering from an incurable condition deemed unbearable, not at this

patient’s request”’.
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Interview procedure

The interviews with fifteen experts in the field took place between September 2014 and October 2015.
The interviews with Moroccan Muslim women took place between October 2014 and September 2015.
On average, each interview took 120 minutes, making up a total of 90 hours of interview time. Data
collection continued until theoretical saturation was reached. This was the case after 13 interviews with
middle-aged participants and after 12 interviews with elderly participants. These were followed by five
more interviews where no new themes emerged (resulting in fifteen interviews with middle-aged and

fifteen interviews with elderly Moroccan Muslim women).

The interviews were mostly conducted in the language chosen by the participant. With elderly
participants, mainly tarifit (a Berber language) or darija (Moroccan Arabic language) was spoken,
whereas with middle-aged participants mainly Dutch was spoken with occasional interruptions in darija
or tarifit. As the interviewer masters these languages, there was no need for the involvement of an
interpreter. To put the participants more at ease, they were given the choice where and when the
interview could take place, which gave them a certain amount of control. This required flexibility of the
interviewer in order to gain trust. The setting of the interviews varied and was dependent of the
participant’s preferences. This was an important condition, especially given that sensitive themes would
be addressed. Participants were interviewed one-on-one (e.g. in their own house, in a room made
available by a local non-profit organisation or in a quiet tea house). Although the researcher always
explicitly mentioned that the interview had to take place in private so that it was ensured that the
participant could not be distracted or influenced by a third person’s presence, in two interviews the
participant’s daughter joined the conversation for a while after which | politely requested and explained
the importance of a private conversation. In three interviews, interruption occurred by family visits or

an emergency call and therefore a second part for the interview had to be scheduled.

Overall, I felt that a fair basis of trust grounded most interviews and that most participants spoke
openly. Often, when elderly participants were shy/insecure or not quite talkative at the beginning of the
interview, | would talk about myself or family (e.g. background, migration history) to make the
participant feel comfortable and to gain trust. Nevertheless, when some participants (e.g. Khadija) did
not want to talk about a certain topic, after repeating the question for a second time, I did not insist.
Throughout my interviews, however, | tried to remain as open as possible to the rhythm and answers of
my participants. After each interview, | immediately wrote notes, including information about the
physical context of each interview, its ambience, significant non-verbal communication and the

impressions.

The interviews were audio-recorded on an iPhone. The benefit of this recording device was its
user-friendliness in the interviewing process as it was quick and easy to operate. Given its small and

compact nature, it took an unobtrusive place during the interview. More specifically, participants were

15



16 Methods

less or not aware of its presence and therefore it made the conversation much less artificial. This choice
avoided ‘observer’s paradox’, in which participants are aware that everything they said was recorded.
Another reason for the choice of the iPhone was the excellent recording quality. After each interview,
the recording was transmitted to the computer. The only drawback was that the transition required a
special programme (CopyTrans from WindSolution) on my Windows PC, which made iPhone less user-
friendly. To ensure the sound storage, | also made backups of every original digital recording, which
were deleted after having transcribed all interviews — to ensure the anonymity of the participants.

The interviews were transcribed verbatim, which means literally typing out everything, word by
word, in order to achieve reliability and avoid bias (Silverman, 2005; Mortelmans 2008; De Baarda et
al., 2006). This process of transcribing took place between March 2015 and March 2016. This process
is the first step in the preparation of the data analysis (Mortelmans, 2008, 2011). The transcriptions were
made using the free Express Scribe software. This programme made it possible to control the digital
playback device using the soft keys on the computer keyboard from Microsoft Word. The software
offers extensive features such as playback, stop, forward, rewind the sound recording. The ability to
slow down sound recordings has proven its service in the transcription of pieces that were hard to
understand and to translate interviews accurately. To enhance accuracy of the transcript process, the
transcripts were also checked against field notes taken at the time of data collection. We have chosen to
translate the interviews in darija and tarifit into Dutch so that the guiding committee could check the
rigour and credibility of the coding and the analysis of the data (Malterud, 2001). Transcribing the
interviews varied between 12 and 18 hours depending on the length of the interview and the translation
required. Each interview consist of 35 to 50 pages, making a total of approximately 1900 pages. It is
also in this context that | sometimes relied upon family members for accurate translations and

understanding of certain proverbs in the different local dialects of darija or tarifit.
Participants’ (Socio-)Demographic Information & Health Situation

The group of middle-aged Moroccan Muslim women (n=15) were aged between 41 and 55 years old,
the group of elderly women (n=15) were aged between 61 and 86. Nearly half of our middle-aged
participants were born in Belgium, while the others came to Belgium at a very young age through family
reunification. All elderly participants were first generation migrants who came to Belgium between the
early 1960’s and early 1990’s, in the context of labour migration, family reunification or marriage

migration. Only one elderly participant came to Belgium via an employment visa.

Among our middle-aged participants, twelve were married, two were divorced and one was
widowed. Among our elderly participants, eight were married, six were widowed and one was divorced.
Our elderly participants had noticeably larger families (with up to 10 children) than our middle-aged

participants (up to 6 children).
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Among the middle-aged participants, the overwhelming majority was multilingual, mastering a
total of three to five languages. Worth noting is that these participants pointed out that they did not have
one but two mother tongues, namely Dutch and either Moroccan Arabic or a Moroccan Berber language.
Among the elderly participants, eight Moroccan Berber women spoke tarifit as their mother tongue,
while seven Moroccan Arabic women spoke darija. In contrast to the middle-aged participants, they had
no or a very limited knowledge of Dutch. Only a small minority of Moroccan Berber Muslim women
spoke Arabic, and only two Moroccan Arabic Muslim women had a good knowledge of French.

In Belgium, the majority of the elderly participants and a minority of the middle-aged
participants lived a rather isolated life, as most of them were uneducated and illiterate, doing the
housekeeping and taking care of their children. Only four elderly participants graduated from lower
secondary school and only one from secondary school. However, a minority of elderly participants has
become more socially active at an older age by going to the mosque, sports centre and taking Arabic

and/or Dutch language classes.

Regarding employment, only two elderly participants worked outside the home as labourers.
Much more diversity in socio-economic status was observed among our middle-aged participants.
Nearly half of them are highly educated. In contrast to elderly participants, ten of the fifteen middle-

aged participants are economically active (from labourers to officials).

Nearly all elderly participants are diagnosed with diabetes and illnesses related to old age,
including hyper- and hypotension, knee osteoarthritis and headache. The health issues of our middle-
aged participants are limited to knee problems and geriatric migraine. Three elderly participants and one
middle-aged respondent reported that they had breast or uterine cancer resulting in hysterectomy or
mastectomy. One middle-aged participant had heart problems and, as a result of a coma, reported a poor
health condition. In general, our middle-aged participants reported a better health condition than the
elderly participants did. Five middle-aged and four elderly participants reported that they have been
confronted with incurable and terminal illnesses within their immediate environment, including

Parkinson’s disease, dementia, several types of cancer and severe chronic disease.
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A) Description of characteristics of middle-aged participants

Name Year of Birth | Place of Birth Place of Marital Arrival in Nationality Level of Proficiency of Number of Number of
Residence Status Belgium Education Languages Children Grandchildren

Ikram 1971 Nador Hoboken Married 1971 MA + BE High BR, NL, FR, AR 4 0

Sabiha 1966 Temsamane Deurne Married 1968 MA + BE Low BR, NL, FR, AR 6 1

Louiza 1967 Imzouren Hoboken Married 1973 MA + BE Low BR, NI, AR, FR, 6 0
EN

Loubna 1965 Fes Kiel Widow 1967 MA + BE Low AR, NL, FR, EN 4 1

Kaltoum 1961 Nador Borgerhout Married 1972 MA + BE Low BR, AR, NL, FR, 5 2
EN

Sarah 1972 Rabat Hoboken Married 1986 MA + BE High AR, FR, NL, ENG, | 2 0
TR

Fawzia 1969 Turnhout Borgerhout Married / MA + BE High BR, AR, NL, FR, 3 0
ENG

Lamya 1973 Borgerhout Borgerhout Married / MA + BE High BR, NL, FR 2 0

Badria 1972 Nador Borgerhout Married / MA + BE High BR, AR, FR, EN 4 0

Hannan 1973 Berchem Berchem Married / MA + BE High BR, NL, FR, EN 4 0

Nihad 1973 Borgerhout Zemst Married / MA + BE High AR, NL, FR, EN 3 0

Halima 1969 Borgerhout Borgerhout Married / MA + BE High AR, NL, FR, ES, 1 0
DE

Radia 1972 Deurne Deurne Married / MA + BE Low NL, AR, EN 4 0

Warda 1975 Hoboken Hoboken Married / MA + BE Low AR, NL, BR, FR, 5 0
EN

Narima 1970 Hoboken Hoboken Divorced / MA + BE Low AR, NL, BR 5 2
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B) Description of characteristics of elderly participants
Name Year of Birth | Place of Birth Place of Marital Arrival in Nationality Level of Proficiency of Number of Number of
Residence Status Belgium Education Languages Children Grandchildren

Zoulikha 1955 Ouarzazate Kiel Married 1971 MA + BE Low AR/BR,NL, FR | 4 4

Naziha 1930 Nador Deurne Widow 1966 MA + BE / BR 5 ‘many’

Zohra 1955 Tetouan Kiel Married 1975 MA + BE Low AR/BR, NL 4 4

Laziza 1951 Temsamane Hoboken Married 1978 MA + BE / BR 9 10

Charifa 1956 Berkane Antwerp central | Divorced 1988 MA + BE Low AR/FR 1 0

Malika 1955 Oujda Deurne Widow 1980 MA + BE Low AR/FR, NL 4 2

Rahma 1935 Imzouren Antwerp central | Widow 1999 MA + BE / BR 5 15

Huda 1953 Tanger Hoboken Married 1978 MA + BE Low AR/NL 7 16

Fatma 1951 Al-Hoceima Berchem Widow 1972 MA / BR/AR 10 11

Aicha 1943 Oujda Borgerhout Married 1965 MA / AR/BR 7 13

Khadija 1950 Nador Hoboken Widow 1974 MA + BE / BR/AR, FR,NL | 6 8

Yamina 1949 Al-Hoceima Antwerp central | Widow 2005 MA / BR/AR 0 0

Alia 1953 Nador Berchem Married 1972 MA + BE / BR/AR 9 11

Nuria 1957 Casablanca Antwerp central | Married 1974 MA + BE Low AR/BR, FR, 5 0

NL, EN
Haddad 1947 Tanger Hoboken Widow 1972 MA + BE / AR 8 9
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Participant observation

Another methodological tool that was used in order to obtain the information necessary for analysis and
to evaluate the accuracy and trustworthiness of the information gathered during the interviews was
participant observation. In other words, participant observation served as a supplement to the interview
data or as a broad background against which the interview data gained their meaning. This approach
emphasises how people give meaning to different aspects of their life, which has enabled us to gain a
better understanding of how Muslims view and deal with death and dying. The key idea behind this
method is that a researcher should participate in the daily life of the population studied, observing things
that happen, listening to what is said and questioning people over time and thus exploring the social
reality of the research population (Mortelmans, 2008). Participant observation was conducted between
October 2014 and April 2017.

For this study, | adopted a participant role, given that | am a member of the Moroccan Muslim
community and thus embedded in the context studied. This facilitated me to participate and observe the
‘natural setting” of Moroccan Muslim women. | could engage in the setting as a total participant which
enabled me to gain information and access into difficultly accessible settings (Mortelmans 2008, p. 287).
An example is that | could easily join death prayers or attend mourning visits in the personal and direct
environment without the entourage being aware, which enhanced the rigour and credibility of my

observations and thus avoided bias.

Four sick visits were attended, among which two Moroccan Muslims who were diagnosed with
an incurable disease. Second, a kijama (‘cupping’)-consultation was attended. Third, | visited two dying
palliative Muslim patients in the hospital. The first palliative patient had lung cancer and was given pain
control. The second palliative patient was in a brain-dead state attached to a mechanical life-supporting
device. This enabled me to gain a deeper understanding of the farewell process among Moroccan
Muslims which includes asking forgiveness, reciting the Qur’an, pronouncing the Islamic creed and

prayers.

Fourth, six death prayers (salat al-janaza) were attended in Antwerp, Sint-Niklaas, Brussels and
in Trougout (Morocco). This participation was fruitful as it enabled us to gain insight into the way in
which Moroccan Muslims deal with a dead body. Fifth, I visited the Islamic Mortuary in Antwerp where
| received a private tour. | was informed and demonstrated how (a) the washing of the deceased is
performed (ghusl al-mayyit), (b) the body is wrapped in shrouds (kafan) and (c) the deceased is bid
farewell. | attended and participated in a personal farewell of a deceased relative after washing and
shrouding the deceased and before putting the body in a coffin. Sixth, I participated in a repatriation of
a dead body from Belgium to Morocco. Seventh, | attended a burial of a deceased relative in Trougout

(Morocco). Eighth, I visited a Muslim plot in Ghent (Scheldeakker-Zwijnaarde) and Antwerp
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(Schoonselhof-Hoboken) and a cemetery in Trougout (Morocco). This has led to a deeper understanding
of these cemeteries with regard to organisation and structure. Eighth, seven mourning visits
(ta ziyya/rehzeyyith) and four memorial ceremonies (sadagalsedgeth or tolba/tarba) were attended,
which led to a deeper understanding of the way in which a deceased is treated within the Moroccan
Muslim community. The participant observation provided us with rich and valuable data on the way
Moroccan Muslims deal with illness, death and dying and enabled me to assess the accuracy of the data
collected, to foster insights by other means and to include some elements in the study that initially were

not taken into account.

Besides participant observation, | also had several informal conversations related to the study
with members of the Moroccan Muslim communities. Many casual conversations were fruitful to the
research which enhanced a deeper understanding of the participants’ perspectives and practices and a
deeper analysis of the data. This method of participant observation also taught me to be sensitive and
well aware/conscious of what | saw and heard. Field notes were taken of the activities observed and

participated, capturing key verbal and nonverbal communication.
Ethical considerations

There is a broad agreement that ethical considerations must be taken into account when conducting
research. Researchers need to protect the interest of their participants in their study by ensuring
confidentiality of the information that is given to them (Mortelmans, 2008; Corbin & Strauss, 2015).
Before we started with our empirical research, we had submitted an application at The Social and
Societal Ethical Committee (KU Leuven, Belgium), which was positively evaluated. We obtained an
ethical review certificate confirming that our research was in accordance with the stipulated ethical

standards for scientific research (e.g. anonymity and informed consent).

We informed each of the participants before the interview that all the information would be kept
confidential. In order to guarantee the anonymity of our participants, we made use of pseudonyms. In
most cases, the explanation of the general goal of the research was sufficient to ensure the participants
of our credibility and the truthfulness of our intentions. In the context of the issue of illiteracy, obtaining
consent in a traditional manner was difficult especially among (first generation) elderly Moroccan
women. Nevertheless, audio-recorded methods of obtaining informed consent have been proven as an
acceptable alternative to written consent in study populations where literacy skills are variable (Lloyd

et al., 2008). For our participant observations, we have also asked the consent of the participants.

Data Analysis

The data analysis process is the ultimate phase of every scientific inquiry in which the research is

expected to combine theory and data to generate new knowledge (Mortelmans, 2008). The objective of
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the analysis of the different types of empirical material (interviews, participant observation) was to
answer the research questions central in this study and thus to explore and describe the attitudes, beliefs
and practices of Moroccan Muslim women regarding death and dying. In addition, the data analysis
aimed to explore the role of religion and to sketch the similarities and differences in attitudes, beliefs

and practices one may find between first and second generation Moroccan Muslim women.

In order to facilitate data analysis, a qualitative data analysis software package (NVivo, version
10) was used. The use of the software does not lead to automatic data analysis, but the data can be
organised so that the researcher's interpretative analysis and classification of data can occur faster and
more efficiently. NVivo offers the possibility to store interview transcripts and coded data and to consult
them easily (Mortelmans, 2011). During coding and analysis, | kept notes of decisions made and
analytical linking, by using NVivo’s memo tool or a notebook. Memos helped to analytically interpret
the data, such as emerging concepts and relationships. The data of the interviews with Muslim women
and with experts were analysed separately in an NVivo-project. Moreover, the findings of our interviews
with Muslim women were compared with those of the interviews with experts per concept and category

and subsequently compared with empirical studies (cf. see discussion part in empirical articles).

Grounded theory methodology (Corbin and Strauss, 2015; Glaser and Strauss, 1967; Strauss and
Corbin, 1998) was used to code and analyse the interview data. The specificity of the Grounded theory
methodology can be explained in that it aims at thoroughly capturing the worldview of the individual
respondent as a basis for constructing the worldview of the social group to which the respondent belongs.
The Grounded theory was a good fit for this study as it enabled us to explore areas that have not yet
been investigated through induction. Therefore, the methodology stresses the use of ‘taking the role of
the other’ and the ‘constant comparative method’ as basic research techniques (Glaser and Strauss,
1967). This comparative method should be evaluated based on the transparency of the methodological
process and the resulting conceptual framework. By adding codes to the data and through constant
comparisons, key concepts —generated inductively— were identified in the interviews and categories
were systematically generated and interrelated to grasp the real-world experiences and meaning systems
of our participants. An a priori coding framework or themes were not employed, as these might assume
the importance of particular factors before the analysis (Corbin & Strauss, 2015; Mortelmans, 2008,
2011; Strauss and Corbin, 1998). In other words, no themes and codes were appointed a priori, nor did
we fix our views by taking existing theories as starting points for the analyses (Mortelmans, 2011), but
themes and concepts were derived from the data during analysis (Corbin & Strauss, 2015). In other
words, our themes were not part of any a priori hypothesis. Our point of departure of Grounded theory
is that the analysis must happen inductively. Grounded theory emphasises that the primary purpose of
research is to generate theory and that the process of contemporaneously collecting, coding and

analysing data is controlled by the emerging theory (Corbin & Strauss, 2015). Our study does not aim
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to develop a theory, though, but seeks to provide a detailed reconstruction of our participants’ way of

thinking.

Process of Coding

Analysis was done concurrently with data collection, using an iterative analysis technique, so that future
interviews were shaped by the themes identified in prior interviews (Corbin & Strauss, 2015). This
process involves constant comparison, which means that data are broken down into manageable pieces
and each piece is compared for similarities and differences with the data already present (Corbin &
Strauss, 2015, p.47; Mortelmans, 2008). Theoretical sampling suggests that the gathering of data is
based on the analysis of previous data (Glaser & Straus, 1967; Corbin & Strauss, 2015, p.68). The core
of this technique is that data collection and sampling are interwoven; it thus decides which data are
essential to construct an in-depth and broad theory (Mortelmans, 2008; Corbin & Strauss, 2015). Corbin
& Strauss (2015) argue that if a main idea (concept) is repeated in subsequent data, we have some
validation of the original concept (Corbin & Strauss, 2015). Concepts are grouped together to form
categories and each category is developed in terms of its dimensions and properties (Corbin & Strauss,
2015). In practice, this means that we started the analysis with a limited selection of the research material
by selecting and coding a number of interviews, thus bringing it to a higher conceptual level. Although
we continuously compared our data after each interview, there were two main waves of data collection
and analysis to further develop and update the previous codes/findings. The first wave of coding and
analysis of the interviews with Moroccan Muslim women took place between July 2015 and August
2015. A second wave took place between May 2016 and September 2016. The stage of coding is
critically important to the whole analysis, since these codes form the building blocks of the further
analysis (Mortelmans, 2008). It is also exactly in this phase that the questionnaire protocol was adjusted
and further specified, for example by asking more specified questions about their views on dying and
death and the difference between the two. We repeated this until all the interviews were coded and no

new codes emerged or were detected.

We started our empirical study with the interviews with experts (from September 2014 until
April 2015 + September 2015), followed by the interviews with women (from October 2014 until
September 2015). The interviews with experts in the field, as well as the literature study, were used as
background information to enhance sensitivity to subtle nuance in data and to what appeared in the data
(“sensitising concepts’) (Blumer, 1954; Corbin & Strauss, 2015, p. 50 & 339). Such sensitising concepts
alerted us to what is present in the empirical material and as a result often also emerged as codes during
(open) coding (Mortelmans, 2008), such as “vice-regency”, “lifespan”, “life as a test”. Before beginning
the project, we turned to the literature to formulate questions for initial interviews. After the analysis of
the empirical data, we also turned to literature to check the reliability of our data and to show how our

data support, add to or amend other theories dealing with the same topic (Mortelmans, 2011; Corbin &
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Strauss, 2015 p.371). In other words, a literature review was conducted prior to commencing this
empirical study and updated following our analysis. This way we compared our insights and conclusions
to established theories and were able to locate our interpretations within the larger body of professional
theoretical knowledge (see ‘Discussion’ section in every empirical chapter) (Corbin & Strauss, 2015, p.
60). In this context, the method of ‘bracketing’ (Corbin & Strauss, 2015) was applied, which is a process
of holding assumptions and presuppositions in suspension to improve the rigour of the research. Pre-
existing knowledge about the topic was deliberately withheld until initial data collection and analysis
are complete, in order to prevent it from influencing the research findings (Elliot & Jordan, 2010;
Mortelmans, 2008; Corbin & Strauss, 2015).

The data were coded using Grounded theory’s three major steps of coding: open, axial and
selective coding. The purpose of the open coding is attaching labels to transcription and identify
properties and dimensions in the form of a code/concept that may be relevant for answering the research
question (Corbin & Strauss, 2015; De Baarda et al, 2006; Strauss & Corbin, 1990). During open coding,
the data were broken down, examined and compared in order to identify similarities and differences
while categorising the data. An example of open coding is that participants mention viewing illness as
a test of God (“test of God”) and being predestined (“predestination”) and for which they should be
“patient” and “grateful”. In addition, also codes emerged from our own theoretical thinking which is
called theoretical sensitivity, which entails the researcher’s ability to have theoretical insight or
theoretical prior knowledge (sensitising concepts) (Corbin & Strauss, 2015). Examples are the
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codes/concepts “euthanasia”, “autonomy”, “self-determination”. The result of open coding is an
extensive list with free codes (Strauss & Corbin, 1998). This process of open coding, which took about
450 hours, was performed in July 2015; from October 2015 until December 2015 and from April 2016
until August 2016. For each interview, a summary of the crucial codes/concepts was written down on

paper as well.

Axial coding, the second step in the coding process consists of going through the list of open
codes in which we bring a hierarchical structure by reducing codes on the one hand, and integrating
them on the other hand. This systematic and abstraction process involves exploring the relationship
between developed categories, constructing a code tree, building it up and re-arranging the codes that
are part of it. Placing the codes logically in the tree helped to clarify concepts and recognise their place
in the wider emerging framework and to see relations between the categories and subcategories. These
categories form the structure or are the building blocks of a ‘theory’ or theoretical insight (Corbin &
Strauss, 2015; De Baarda et al., 2006; Mortelmans 2008, 2011; Strauss & Corbin, 1990). In a concept
or category, open codes (“illness as a test from God”, “patient”, “grateful””) that refer to the same

underlying theme or the same aspect are put together, such as “understanding of illne