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Abstract

Little is known about the experiences of informal family care-giving for persons with
ADRD in the context of Arab and Muslim communities. This paper offers fresh insight
into the less-studied private sphere of the home, showing how families respond to the
onset and long-term care of persons with Alzheimer’s disease and related dementias
(ADRD). It considers the extent to which sociocultural and religious influences are appro-
priated by family care-givers as coping mechanisms and motivators for care. Drawing
upon interviews with 32 family care-givers for older persons living with ADRD in
Qatar, findings reveal the intersectionality of the care-giving experience with various
sociocultural, religious and emotional influences through seven emergent themes: (a) rea-
sons and motivations for care-giving; (b) role of the extended family; (c) socio-demo-
graphic attributes of care-givers, their allocated responsibilities and how these intersect;
(d) socio-religious attitudes towards care-giving of older persons; (e) social stigma; (f) per-
sonal knowledge of ADRD; and (g) coping mechanisms. The paper is concluded with key
implications of these sociocultural insights for theory, policy and practice, which could
inform Qatar’s health and social care provision sector as well as other Arab and
Muslim communities that share similar cultural and religious belief systems.

Keywords: dementia; coping; older persons; sociocultural; family care-givers; Arab Islamic communities;
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Introduction

According to the World Health Organization (WHO, 2020), Alzheimer’s disease
and related dementias (ADRD)" currently affect around 52 million people globally
with nearly 10 million new cases every year. This number is expected to increase to
75 million by 2030 and to 132 million by 2050 (WHO, 2017). With increasing lon-
gevity, ADRD is becoming a global epidemic that should not be overlooked
(Alzheimer’s Disease International, 2013; WHO, 2015). The Middle East and
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North Africa (MENA) region is no exception: estimates of 2.3 million incidences
are expected to rise to 4.4 million by 2030 (World Innovation Summit for
Health, 2016). Not only will this pose a heavy burden on health-care systems but
will also require informal support systems to alleviate most of the burden.
Informal support refers to unpaid, ongoing care provided by family, relatives,
friends or neighbours as opposed to formal (paid) support services provided by
trained professionals (Bond, 1992; Frederik, 2017). The focus of this paper specif-
ically pertains to family care-givers who deliver primary and long-term care within
the private home realm and whose voices are less heard in the ADRD literature
emerging from the MENA region. This role begins when ageing family members
require intensive assistance with the onset of debilitating chronic conditions or dis-
eases (including ADRD). Studies have indicated the lack of preparedness of family
members for the challenges specific to ADRD care-giving, an experience described
as ‘unplanned and unexpected’ (Aneshensel, 1995).> Within Arab communities,
while this role is regarded as an extension of familial duty towards older family
members (El-Islam, 2008; Hamdan, 2009), it does not make them any more pre-
pared for it. As a result, family care-givers’ experiences within the context of
Arab-Muslim sociocultural norms tend to be an implicit expectation which par-
tially explains why it remains insufficiently researched.

In this paper, we present the key findings of a qualitative study’ conducted in
Qatar,” a country that has striven to improve its dementia care policies and support
infrastructure over the last decade. Taking a much-needed shift from the prevailing
biomedicalisation of ADRD studies (Lyman, 1989), it contributes an underre-
searched perspective on dementia care as it seeks to explore how sociocultural influ-
ences affect family care-givers’ choices and attitudes towards their older loved ones
living with ADRD. It aims to shed light on some of the ways that sociocultural and
religious beliefs and practices tend to be appropriated as ‘influencers’ on care prac-
tices, with the view that understanding family care-givers’ experiences, and close
attention to the inevitable intersectionality with the sociocultural and religious
beliefs and practices, could lead to more effective and culturally appropriate
interventions for persons affected by ADRD. Furthermore, sociocultural insights
emerging from care-giving practices and attitudes inform Qatar’s health and social
care provision sector” as well as other communities that share similar cultural and
religious belief systems in the region and beyond.

The care-giving experience

Studies have shown that most care-giving occurs in the informal sector, highlight-
ing the significant role of families in long-term care-giving for older persons (see
Bond, 1992; Walker et al., 1995; Aranda and Knight, 1997; Gaugler and Teaster,
2006). In the Arab region, informal care for older persons mostly occurs in the
home and is performed by family members, privately hired nurses or domestic
staff (Hamdan, 2009; Abdelmoneium and Alharahsheh, 2016; Abdelmoneium
et al., 2017). Family members assist with activities of daily living, management
of care-giving in response to their loved one’s needs, administering medication
and health-care professionals’ advice, overseeing nutrition and feeding support,
accompaniment to medical appointments, attention to their loved ones’ overall
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wellbeing, and supporting with other comorbidities (e.g. diabetes, high blood pres-
sure). As much of the literature in Arab Islamic as well as other contexts has shown,
some cultural beliefs attach stigma to mental and cognitive illness which, in turn,
affects societal attitudes and help-seeking practices (Al-Subaie and Alhamad,
2000; Gearing et al., 2015; Kevahyan et al., 2020). A closer look at the ways that
the sociocultural context of dementia care-giving influences attitudes and practices
is needed in the MENA region, as compared to biomedical and prevalence lenses
applied to dementia research (Lyman, 1989; Harding and Palfrey, 1997; Down,
2000; Hammad et al., 2019; Kane et al., 2021).

A growing body of literature has argued that culture and ethnicity can play a sig-
nificant role in care-giving practices (Aranda and Knight, 1997; English et al.,
2014). Since dementia care-giving in the Arab-Muslim region involves the formal
and informal, the institutional and sociocultural systems, we adopt the socio-
ecological model of Bronfenbrenner (2004) as the main framework of this study.
Despite the original focus of Bronfenbrenner’s socio-ecological model on child
and human development, many researchers have found his model an appropriate
framework for scrutinising people’s behaviours in relation to their physical and
social situations in a variety of health-care settings and care-giving practices,
including dementia care. For example, Moniz-Cook and Vernooij-Dassen (2006)
claim that the ecological model allows a shift from the tendency to frame the
tasks of dementia care in terms of a medical management model, to care-giving
that is concerned with the wellbeing and overall quality of life of the older persons
with ADRD and their families. It considers the immediate and wider influences on
care-giving practices of family care-givers with attention to the intersections
between Bronfenbrenner’s model of five systems: the Microsystem (the direct con-
text of the individual home and family); the Mesosystem (the close community and
neighbourhood); the Exosystem (the larger social system such as school, workplace,
policies and mass media); the Macrosystem (larger cultural context, such as atti-
tudes, social ideologies and religion); and the Chronosystem (elements of time
such as the physiological changes that occur with the ageing). Similar studies
explored individuals’ interactions through these layers or systems to understand
better formal and informal care support services and the associated challenges
(Bowlby and McKie, 2019), socio-structural influences on context-based ex-
periences in what Bosco et al. (2019) referred to as the ‘caring ecology’, and how
care-givers’ resilience can be facilitated or hindered through a consideration of
the individual, community and societal resources accessible to them (Windle and
Bennett, 2011).

In the context of Arab societies, a closer examination of care-giving practices
through the Bronfenbrenner model can be hugely enriching, given the central
role of the family as main conduit of protection, companionship and socialisation
for individuals (Abdul-Hagq, 2008). The family functions in most Arab societies as
the primary support mechanism to older individuals requiring consistent care, a
commitment rooted in traditional collective values and expectations towards kin
(Abdul-Hagq, 2008). Despite shifts over the past decade towards nuclear family
household structures, the extended family in Qatar continues to play a powerful
role as a ‘community safety network’ that maintains family cohesion and offers
support at many levels (Al-Ghanim, 2012: 329). Intergenerational families tend
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to live together communally or in close proximity and individuals are expected to
actively engage with and support each other, especially ageing family members. The
inherent hierarchical structure of authority and kinship relations within this trad-
itional extended family structure influences how decision-making is made about
important issues such as decisions surrounding care of older family members, typ-
ically made by the eldest male kin member. Thus, resorting to professional care or
opting to institutionalise a family member with dementia is often regarded as a
dereliction of one’s familial duty and subject to censure by the broader community
in the form of stigma and shame (Liu et al, 2008; Hanssen and Tran, 2019).
Furthermore, in line with literature on the predominantly gendered nature of care-
giving among collectivist cultures (Fast et al, 2001; Chadiha et al., 2004; Stewart
et al, 2006), socially constructed and locally accepted assumptions (also by
women) that care-giving is a woman’s natural role (Hooyman, 1990; Al-Ghanim,
2017), a prevailing expectation that children will care for their older parents (Liu
et al., 2008; Schwartz et al., 2010; Hanssen and Tran, 2019), also tend to influence
who does the care-giving for older persons with ADRD. Ultimately, societal expec-
tations surrounding care impact care-givers’ attitudes towards their role, as will be
explored further through the course of the present paper.

Dementia care-giving has been described by some as a difficult hidden ‘career’ that
impacts on the physical and psychological health of individual family members
(Aneshensel et al., 1995; Etters et al, 2008). Additionally, the literature notes that
many care-givers will have both positive and negative experiences of care-giving,
with positive aspects often acting as a buffer against the stressful aspects of the care-
giving role (Langner, 1995; Roth et al., 2015). The negative aspects of care-giving can
be identified within the concept of burden of care. Although the notion of burden has
been critiqued due to the voice of blame it carries towards the cared-for or patient
(McPherson et al., 2007; Cahill et al, 2009), we use the term burden of care for
two reasons. The first is that burden is the word that the care-givers give when they
describe the impact of care-giving on different aspects of their lives. The second is
that care-giver burden is used frequently within the health-care literature. Despite
this frequent use, there is still no clear definition of the concept (Liu et al., 2020).
In this paper, we adopt the definition of Liu et al. (2020: 442) of care-giver burden
as ‘the level of multifaceted strain perceived by the caregiver from caring for a family
member and/or loved one over time’ due to its consistency with how care-givers in our
study experienced and articulated the care-giving journey. With most studies on bur-
den of care and positive rewards generated in the West® and few within the Qatari con-
text (Al Sulaiti et al, 2008; Abdelmoneium et al., 2017; Hammad et al., 2019), it is
evident that more attention and research is called for considering the region’s growing
ageing population, the associated risks for higher incidences of ADRD among this
population group and a predominant reliance on family care-givers.

In this context and using Qatar as a case study, we explore the range of sociocul-
tural influences specific to this context and their role in shaping family care-givers’
choices and attitudes towards older persons living with ADRD. Sociocultural beliefs
and practices in this paper refer to the social conditions and cultural beliefs, of which
religious beliefs are part of the Qatari Arab context. These are examined in regard to
the provision of care-giving within the family, the willingness to give care or seek help,
and responses to feelings of care-giver burden or reward, as well as locally defined
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perceptions of ADRD (Dilworth-Anderson, 2001; Soskolne and Halevy-Levin, 2007).
This paper considers how such influences are appropriated as coping mechanisms
and motivators for care, with the aim of contributing insights that may strengthen
existing interventions’ for care-giving families and those living with ADRD and sup-
port them more effectively along their care-giving journeys.

Methodology

This paper presents the findings of a larger multi-stage study® that explored the
experiences of family care-givers for persons living with ADRD in Qatar in the
home sphere.” It addresses the questions outlined in the introduction of this paper,
seeking care-givers’ experiences and voices through a qualitative exploratory design
that was deemed most suited to accessing meanings and attitudes underpinning the
care-giving experience for older persons with ADRD. Since this study is the first of
its kind in Qatar, we used a grounded theory approach for a better and deeper under-
standing of care-givers’ experiences (Strauss and Corbin, 1998). Furthermore, a quali-
tative research approach is recommended in sensitive health-care research to which
stigma may be attached and has been used extensively to study lived experiences of
family care-givers in the field of ADRD care (Dempsey et al., 2016).

Participants

The research participants targeted in this study were family care-givers who iden-
tified themselves as the primary care-givers of the older person with ADRD. A total
of 32 family care-givers were interviewed. This included 12 daughters, three grand-
daughters, nine daughters-in-law, one sister, two wives and five sons.'® To reflect the
composition of society in Qatar and geographic spread, 15 families were Qatari
nationals, 15 were non-Qatari Arabs residing in Qatar (mostly Palestinians, one
Algerian, a Syrian and a Jordanian) and two non-Arab residents (Indian and
British nationals). All family members interviewed defined themselves as primary
care-givers, regardless of employment status or the support of domestic help or
other family members. Of those families, all Qatari nationals had at least a domestic
helper and often one dedicated private nurse assisting in the care, and all but three of
the non-Qatari Arab care-givers had a live-in helper who contributed with some care-
giving roles (see Table 1). All but one participant in this study — a Christian British
spouse of a person living with ADRD - followed the Muslim faith. Within this sample,
older persons being cared for had been formally diagnosed with ADRD at the time of
the research by the Homecare Department of the Centre for Empowerment and Care
of the Elderly (also known as the Ehsan Centre), a local civil society organisation dedi-
cated to older population groups, or self-reported as living with ADRD by family care-
givers at the outset of the interview.

Participants’ recruitment

Due to the sensitivity attached to the research topic, participants were initially
recruited through word of mouth or referral among students and staff at the uni-
versity, after which principles of snowball sampling were applied: those interviewed
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Table 1. Primary care-givers’ profiles

Hired helper/nurse

With domestic + Private No
Gender Employment status helper live-in nurse help
27 females and 5 females not in 24 13 3

5 males employment

were asked to nominate or refer us to other care-givers within their family or social
circles who might agree to contribute to the study. Additionally, leaflets distributed
at awareness-raising events on dementia at the university and other venues attracted
some participation — albeit few due to the sensitivity of the topic. This necessitated
reaching out to care-giving families registered with homecare outreach teams of the
Ehsan Centre.

Ethical issues

The present study was approved in 2017 by the Qatar University Institutional
Review Board and ethical standards were followed throughout the study.
Following standard ethical conduct, prior written and verbal consent to participate
in the study was obtained by the organisation from families as well as the research-
ers. Consent to audio record was requested prior to the interview, and participants
were informed that they could request to stop the recording at any time or with-
draw from the interview if any discomfort was felt. All interviews were anonymised
using pseudonyms and file names were encrypted to ensure confidentiality.

Data collection

Qualitative semi-structured interviews lasting 45-60 minutes were used to obtain
rich descriptions of the participants’ experiences as care-givers to an older family
member with ADRD. They were conducted in Arabic by research team members
inside care-givers’ homes; a handful of care-givers requested to be interviewed else-
where. The interview guide covered the following main lines of inquiry (or broad
questions) that were formulated with attention to the exploratory nature of this
qualitative study and the related literature: awareness of care-givers about ADRD;
awareness and access to existing health-care pathways for older persons with
ADRD; care-givers’ experiences from noticing the first signs through first response,
diagnosis and care management; and motives and challenges through the care-
giving journey. These relatively open-ended questions were designed to give care-
givers the opportunity to voice their experiences throughout the care-giving journey
and express concerns from the home perspective. Each broad question was followed
up by the researcher with further prompts to obtain deeper insight into interpreta-
tions and meaning-making processes, and ensure a fuller understanding of the phe-
nomena or experience (Rubin and Rubin, 1995).

Accompanying the Ehsan Centre’s team on their home visits provided the
research team with unprecedented opportunities to observe not only care-giver
relationships with persons living with ADRD within the private sphere, but also
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how families adapted their home space to assure their safety and wellbeing.
Researchers wrote field notes immediately after each interview, summarising key
themes, recording impressions, observations and questions, and researcher reflec-
tions, which were later discussed among the research team and integrated into
the analysis process.

Data analysis

After obtaining informed consent, interviews were audiotaped and transcribed ver-
batim into the language of the interview (Arabic). This was to capture meanings
and experiences expressed through participants’ accounts in their natural modes
of expression and in the context of their own sociocultural terminologies. A manual
iterative qualitative thematic analysis process was followed, going back and forth in
our analysis of the data to ‘identify, analyse, and report patterns (themes) within
data’ (Braun and Clarke, 2006: 79) to the end of teasing out commonalities and dif-
ferences in perceptions and experiences of research participants (Bradley et al, 2006).
Drawing on Braun and Clarke’s six-step process, we began by familiarising ourselves
with the whole of the collected data followed by tandem coding by three research team
members. This involved line-by-line review of two or three transcripts by each
researcher and the generation of preliminary codes to describe the content and organ-
ise the data into meaningful patterns (or themes). These were then brought to the
table and discussed collectively in relation to the study’s research questions and clus-
tered into agreed themes and sub-themes. The remainder of the transcripts were
divided amongst the team members and the analysis continued accordingly. In the
final stage of this rigorous process, a final review of the themes was conducted, ensur-
ing that the voices of participants came to life telling a story through the themes and
illuminating direct quotes. Observational data documented as field notes underwent
this thematic analytic process, contributing to and enriching the combined qualitative
findings presented along the themes identified.

Trustworthiness and authenticity measures

To strengthen the trustworthiness and authenticity of the data, methodological tri-
angulation was performed through multiple methods and multiple perspectives
(those of care-givers and professionals'') with tandem coding by four researchers
to triangulate the analytic trail. Further, maintaining the data in its original lan-
guage was to ensure the authenticity of the analysis and avoid losing meaning in
the process of translation; selected direct quotes were extracted from original tran-
scribed interviews and translated into English by the main author followed by a
review of the translation by a second bilingual researcher to validate it and ensure
no differences in interpretation of the narratives. Key words rooted in sociocultur-
ally rooted expressions were left intact (italicised) in their native Arabic language
and discussed in the context of study findings.

Results: sociocultural and religious influences on the care-giver experience

Seven emergent themes were found to affect the care-giving journey according to par-
ticipants’ accounts; they are underpinned by sociocultural and religious influences:
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(a) reasons and motivations for care-giving; (b) role of the extended family; (c) socio-
demographic attributes of care-givers, their allocated responsibilities, and how these
intersect; (d) socio-religious attitudes towards care-giving of older persons; (e) social
stigma; (f) personal knowledge of ADRD; and (g) coping mechanisms.

Reasons and motivations for care-giving

Although care-giving for a person living with ADRD was described by families as
demanding and time intensive, giving care to their older loved one (with ADRD) had
positively impacted care-givers and their families. Almost half of the study sample
expressed optimistic remarks about their care-giving experience with positive comments
such as, T see the cup as half full not half empty’, ‘Alhamdullilah [thanks be to God]’, ‘we
enjoy being with him’ and ‘this is an opportunity to give back’. These expressions indi-
cate a sense of gratitude for the presence of care-givers’ loved ones in their lives regardless
of the disease. The mere presence of the older parent in the home of the care-giver was
described as ‘a blessing’ (baraka) and ‘happiness itself by several families we inter-
viewed. Because of that, for Um Hamdj, the care-giving job was even perceived to be
‘very easy’ and ‘not at all a burden’. As stated by one Qatari national:

[Taking care of my mother is] very, very, very, verrry [easy], let me tell you. I don’t
even feel I have a sick person in the house. I swear to God! I don’t feel it at all!
Some people say they have an invalid to take care of in their home, but [for]
me not at all - she is not at all a burden. I mean, this is a blessing from God.

Moreover, the findings revealed why care-givers continued caring despite the chal-
lenges associated with ADRD. The primary motivation was the attachment between
care-givers and the older person with ADRD, together with a deeply embedded
sense of duty and responsibility. According to Kareem, a 46-year-old care-giving
son, what kept him going was ‘simply love’. Mariam, a 30-year-old unmarried
daughter, explained it was a commitment to ‘give back’ to her parents:

What I'm doing is - this is what is normal. It’s a normal thing not to leave ... [It] is
very important for the wellbeing of the parent — psychologically - we can’t leave
them. It’s wrong. They will feel neglected and abandoned.

Some interviewees were more motivated by a sense of duty towards one’s elders, as
explicitly stated in religious texts and teachings as silet rahem'> and bir al wali-
dein."> Muslims’ responsibility towards family and the significance of kinship ties
is repeatedly emphasised in religious text. For instance, Safa, a non-Qatari care-
giver who takes care of her mother with assistants, stated that:

Worship Allah and join none with Him (in worship); and do good to parents,
kinsfolk, orphans... (Holy Qur’an, Surat An-Nisa 4:36)

The tie of kinship is suspended to the Throne and says: He who unites me Allah

would unite him and he who severs me Allah would sever him. (Hadith, reported
by Muslim 2555)
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Being the single sibling was another reason to be the main care-giver. For example,
Riham, a non-Qatari care-giver who takes care of his mother without employing an
assistant, explained:

I am the closest to her, so the shock was bigger on me than the others I mean I
shared a bed with her that’s how attached I was to her. I am now the one who
takes care of her most, together with my older sister.

Omar, a non-Qatari national and an only son to his mother, adds:

My mother and I were very close before she got sick. I am her only son. I do this
simply out of love for her. Sick or not.

These perspectives are consistent with accounts of care-giving wives as well. Sharifa,
for example, is a Qatari care-giving wife whose strong relationship with her hus-
band was the key motivator for her dedicated care-giving. Care-givers expressed
a realisation that care-giving for their loved one with ADRD had allowed them
to focus on the bigger picture. For example, for Riham, being so close to this dif-
ficult disease was a reminder that one day it could be her, so she had decided to
stop getting upset over mundane problems, e.g. work, relationships and others
which now seemed ‘petty’ in the bigger scheme of things. To other care-givers,
like Um Hamdi, the bigger picture was her view that everything was part of
God’s plan: in that context, her care-giving role was an ‘opportunity’ to receive a
reward from God and blessings (baraka) for their household:

Um Hamdi: You see happiness between you and God, contentment between you
and your God, and I say to Him, alhamdullilah [thank God] that you
have given me this chance to serve and have birr for my mother at the
end of her life.

Researcher: Given you a chance?

Um Hamdi: Yes it’s an opportunity. 'm telling you, it’s baraka [a blessing], I
swear it’s baraka.

Another motive driving care-givers was providing a role model for their children
and grandchildren to ensure they learned the value of care-giving from their
older family members. This is again linked with the religious duty of birr al wali-
dein (duty towards parents) which is presented at more length in the section
‘Socio-religious attitudes towards care-giving for older persons’. Other care-givers
had a more practical motive in mind, as Riham, a care-giver to her mother and
mother of only boys, explains:

I want my boys to get used to this [supporting me in giving care to their grand-
mother]. I tell them maybe one of these days I will get old too, so you need to
[learn] and get used to it.

Care-givers relied on several different mechanisms to cope with their care-giving
roles.
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Role of extended family

Perhaps one of the most important aspects of caring for persons affected by ADRD
in the Arabian Gulf region is the cohabitation of intergenerational families. Families
with numerous siblings, grandchildren and extended families cited the importance
of these relationships (and their proximity) in the division of care-giving duties and
providing respite to the primary care-giver. For instance, a Qatari care-giver
emphasised that:

We used to go on family vacations a lot. Now we cannot travel, we cannot take a
vacation all together because he will be very upset if we change anything in his
environment. So we take turns staying with him.

Care-givers indicated the strong role of the family as a support system, more evident
among families whose extended families lived either in the same household or were
actively involved in the care-giving through regular visits. This applied primarily to
Qatari families and a handful of Arab residents. Where extended families resided in
different households, extended family members regularly came to visit and help, or
to fill in if the older family member was not on their own. The role of grandchildren
was particularly striking, as the quotes below by a Qatari national care-giver reveal:

I notice she likes to see her grandchildren. Sometimes she remembers them and
even if she can’t remember their names, she plays with them ... I see this as a posi-
tive thing.

They all help but my middle son especially. For example, as soon as he comes
home, he’ll talk to her: [{Grandma], how are you? What did you do today? He’ll
try to give and take with her; whether they like it or not, one of them must always
be with her.

Extended family members were also available in the event of a crisis to offer emo-
tional and financial support, as Um Hamdi, a non-Qatari resident in Qatar
explains:

Although my brother is far away, he helps by contributing financially to her care.

A care-giving daughter, Haneen, who spends half the year in Qatar and the other
half with her immediate family abroad explains that when she cannot be physically
there, she supports her sisters emotionally through an active WhatsApp group and
daily calls. Ayman, a middle-aged non-Qatari care-giving son, has experienced
more closeness with his siblings:

We get together every day. My older sister cooks my father’s favourite dishes - he
hasn’t lost his love for good food (laughs). Not one day passes that all the brothers
and sisters don’t come see him and kiss his hand.

A number of accounts of care-givers with no extended family support report the
disruptive impact on their parenting, social lives and careers, which points to the
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crucial role of extended family in care-giving for persons with ADRD. This was
mostly the experience of expatriate residents living and working in Qatar who
were caring for an older parent. Emma, a non-Qatari care-giving wife, explains:

I wasn’t able to go out, I couldn’t even go to the supermarket. [My daughter]
resents her father because I miss her birthdays, I miss her graduation, I miss
her first day at university. I can’t do it all alone.

Another care-giving daughter, Maram, perceived that her two siblings’ lack of sup-
port to her two parents with ADRD had led to her not marrying, having children or
even holding down a job.

Socio-demographic attributes of care-givers, allocated responsibilities and how
these intersect

Other individual characteristics found to influence care-giving responsibilities were
the position of the care-giver in the family (eldest, youngest, etc.), her marital status
(single, married, divorced) and the age of her children. Unmarried female family
members were the most likely to assume the responsibility of primary care-giving
for persons with ADRD and to live with them. Most (94%) familial care-givers in
this study were females: daughters, wives, daughters-in-law and nieces. Our find-
ings indicated that the greater duty of care fell on care-giving daughters who
were also mothers with multiple caring roles, unless delegated to the youngest
unmarried female family member.

In this study sample, female family care-givers were the primary hands-on care-
givers taking on most of the practical care and emotional support, and full-time
accompaniment for the older person with ADRD. None of the females in our sam-
ple were in employment: they had either taken extended leave or resigned (to dedi-
cate themselves to care-giving), or never worked. The majority of our sample had
dedicated helpers and nurses'* hired to support them in the special care entailed by
ADRD:; they tended to be financially secure as observed in living surroundings and
confirmed by their narratives. According to them, having a live-in nurse saved trips
to hospitals for mild medical care and minimised the irritability that older persons
with ADRD experienced with long car trips and long waits. It is worth pointing out
that despite the helper support in these families, the role of family care-giver cannot
be described as mere management of care; on the contrary, they remained
hands-on, always close, and attended to the personal and emotional needs of
their parent, spouse or in-law. Care-givers described the support they received
from helpers and other family members living in the same household as ‘assistance’
in tasks simply ‘too much for one person’. This included assistance in keeping her
or his space clean and tidy, helping the daughter/son/wife with personal hygiene
and clothing, assisting them use the toilet, bath, or move into a bed, sofa or wheel-
chair, and in a few cases giving the correct daily medication if the primary care-
giver was out. Full reliance on the domestic helper or nurse was more prevalent
among male care-givers (sons, spouses), or if the older person with ADRD was
male, i.e. too heavy to handle physically by one person. In those cases, the primary
nature of care shifted towards the nurse or helper and the family care-giver - usu-
ally working outside the house - could be described as a ‘care manager’ (Rosenthal
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et al., 2007). There were only two families who did not have the support of a
domestic helper or nurse due to financial constraints (job insecurity and low
income) or residency status (Syrian migrant family whose status was still under
processing).

Socio-religious attitudes towards care-giving for older persons

The data revealed that a deep and widespread respect of the older person influenced
care-giving practices, and this was extended to how family care-givers viewed their
role and duty of care in the context of ADRD. Enactment of this respect for the person
with ADRD was manifested in different ways. For example, the care-giving role
appeared to be automatically taken on without question or complaint. Participants
explained that this was because it was drilled as a social expectation, on the one
hand, but also perceived and internalised as an unquestioned duty-of-care towards
one’s ageing parents, on the other. Amira recounts the popular saying that ‘whoever
doesn’t do good for his mother will not do good for others’, emphasising that caring
for one’s parent was ‘the normal thing to do in our culture’. Care-givers spoke repeat-
edly of the special status of parents to younger family members according to religious
beliefs and socialisation from a young age. Parental care was seen as a “pathway to hea-
ven’ and instilled in the teachings to every son and daughter from a young age (birr al
walidein). Birr al walidein entailed kindness, respect, reverence, as well as the specific
responsibility of care-giving. Care-giving for a person with ADRD was also viewed as
an extension of one’s faith; the Muslim’s belief system urges children to repay their
parents through birr al walidein in their old age. Um Hamdi refers to the relevant
verses from the Qur’an and explains:

Every home and family with a sick older person showing signs of dementia or loss
of awareness must internalise this and remember the reward [from God] and
respect and remember not to tell them [say] ‘ooff - it is a sign of disrespect!

Other forms of birr depended on the circumstances of the offspring. For instance, a
son who lived abroad made a monthly financial contribution to the care of his
mother. There were many references to ADRD as ‘a test from God’. Faith was seen
as a source of strength that helped calm many family care-givers, making them
more resilient. There was fear among some care-givers that failing to care for the
older person in accordance with Islamic duties could result in punishment from God.

Social stigma

Perceptions of ADRD profoundly affected how families coped with and spoke
about their loved ones’ disease. Social stigma was articulated most strongly by
Qatari nationals with established social networks, and whose family name and
reputation were at stake, as the following quotes by two Qatari care-giving grand-
daughters show:

Society is still not ready. Why? Because they [people] are afraid, they’re afraid of a

bad reputation ... Our society has a problem - a problem in that it’s not OK to be
sick — but being sick should be normal.
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Many care-givers expressed similar experiences, emphasising that more stigma is
attached to psychological illness than physical illness; for instance, the following
quote by a non-Qatari participant emphasised that:

The rest of illnesses [like cancer] people talk about [them], but no one talks about
psychological illnesses, even if the person himself or herself has it, he or she won’t
say I have a problem, but will keep quiet. I don’t understand why. I tell people she
is sick, but I don’t say psychologically ... in the end, it’s something personal. The
family knows, close people who love him or her know, but to people outside [the
family and close friends], I just say my mum is not well - in our society, it’s weird
to say we need to see a psychologist.

In many cases, the shame expressed by care-givers was more about the associated
behaviour (with ADRD) such as shouting, inappropriate talk and aggression. For
example, one interviewee said, ‘what will the neighbours say’ in reference to con-
stant shouting of their family member with ADRD. These accounts suggest that
most care-givers preferred to keep diseases such as ADRD behind closed doors
and were ‘ashamed’ by it.

Stigma also prevented most families from seeking help until they had reached
advanced stages. This was explained as a way of avoiding jeopardising their family
members’” dignity and their conviction that it was ultimately ‘in his or her best
interests’. One Qatari care-giving daughter stated:

We are a conservative society. Arabs don’t like to share private details — maybe they
see it as I don’t know, maybe they see it as nags (a limitation) — a loss of the dignity
of this family. The problem is, for some people, traditions and norms say its aib
(taboo),*” for example, to let out secrets from the house; others don’t want to
say anything so as not to embarrass themselves.

Another Qatari granddaughter similarly said:

My grandmother is in good health ... even if she has minor memory issues. I will
not take her to doctors or health clinics. She will stay here in my house and I will
never allow anyone to interfere.

Care-givers’ accounts show how the stigma associated with ADRD influenced how
families caring for a person with ADRD engage (or do not engage) with surround-
ing social spaces, neighbours and friends. This kind of ‘shame’ is known in the Arab
world as the culture of aib and has been well-cited in relation to the stigma and
social shame attached to mental illness (Ciftci et al., 2013). Heibeh,'® another elem-
ent that families need to safeguard for their older parent, is the social prestige
gained along his or her life: the family finds it hard to change his or her image
in society. For example, it was perceived by many care-givers as socially unaccept-
able for them to be seen in public places; consequently, they tended to be kept
within the confines of the house or surrounding garden. Indeed, most older
loved ones with ADRD were found to be kept home due to the difficulties of taking
them to public noisy spaces that could irritate them and expose them to putting
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their dignity at risk (the perceptions of aib and heibeh). Family care-givers also safe-
guarded their own social standing by evading possible societal stigma that could
affect the wider family, as a care-giver explained: ‘they [society] think if one [mem-
ber of the family] has dementia then they all have the same disease’. As a result, the
quality of life for persons affected by ADRD is restricted and house-bound, while
family members’ primary concern becomes keeping this affliction a secret to pro-
tect their loved ones and themselves.

Personal knowledge of ADRD

Care-giver accounts revealed misinformation about the nature of the disease, and a
lack of understanding at which point medical care should be sought. This was
attributed to misinformation about its symptoms, presentation and the causes of
ADRD. Among the most recurring assumptions was that older family members
were simply ageing, as Kat’s aunt, a non-Qatari care-giver, kept insisting:

My aunt keeps saying, he’s healthy, he’s fine, but he’s just old, so all this is normal.
We just need to keep reminding him of things - my auntie was just refusing the
Alzheimer word.

An insistence on not using the terms Alzheimer’s, dementia and its Arabic equiva-
lent kharaf'” and such misconceptions lead to delays in diagnosis, refusal to get a
diagnosis and high levels of frustration over unexplained behavioural changes. Most
care-givers said that they relied on informal channels of information such as
Google, YouTube, prior experience with a family member, hearsay or WhatsApp
groups of family and friends who advise. Moreover, the findings revealed that
most care-givers were unaware of services available to support persons affected
by ADRD; some like Rowaida, a non-Qatari care-giver, wished that they had
been aware of them earlier on in the disease:

I think if I get the same experience again, I will seek for health services, because if
we have it, why we don’t benefit from it? I will ask them to give more advice,
maybe there is medication to help him.

Such accounts confirm an urgent need for the education and training of families
and the general public on the nature, symptoms and progression of the disease
to improve recognition and preparedness.

Coping mechanisms

The main coping mechanism cited by care-givers in our study was drawing upon
their faith and spirituality; this manifested as reading the Qur’an, prayer, frequent-
ing places of worship, repentance, acceptance that this was a test from God or an
opportunity to practise birr al walidain. A non-Qatari care-giving daughter
expresses this clearly:

Subhan Allah [praise be to God]. God must have a reason, and surely, I mean
surely, I must be better off than others. You know, when you know that things
could get worse you accept or live with the situation as it is, in a much better way.
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Acceptance of their loved one’s cognitive changes as part of the ageing cycle was
another way of coping, as mentioned earlier. In some cases, acceptance was coupled
with a denial that these changes were symptoms of dementia, as in Majed’s case, a
middle-aged Qatari son who refused to use any labels for his father’s disease nor
seek diagnosis and treatment. The word kharaf, in particular — the popular term
for dementia — held a strong negative connotation and was fiercely rejected by him:

No no let’s not call it kharaf ... but it doesn’t really matter, we don’t like to diag-
nose anyway (nervous laugh) ... He simply forgets things but then remembers
them again. You know people reach a certain age ... (chuckle) and we are on
our way too ... it is the circle of life. First it’s the stage of youth then comes old age.

Others, like Rowaida’s aunt, were convinced ‘there was nothing wrong with her sis-
ter’ and visits continued as usual while her behavioural changes were interpreted as
‘ageing’, a common reaction among several participants.

Discussion

Understanding the care-giving role in the context of family members living with
ADRD requires a pluralistic and multilevel analysis. The complexities of care-giving
can be elucidated using Bronfenbrenner’s ecological systems framework.
Conceptualised as such, care-givers are located simultaneously in tiered ecosystems,
ranging from the intimacy of the family home to the broader health-care system, all
of which are embedded in the larger sociocultural context at a specific temporal
moment. Situated as such, each care-giver is enmeshed in and engages with a
unique constellation of individual, immediate and external factors, all of which
shape the outcome of his or her care-giving. According to Bronfenbrenner’s
model, the care-givers in this study share a similar Chronosystem, that is, caring
for patients with ADRD at a time when the petrocarbon-rich nation has started
to invest heavily in its domestic health-care system. Qatar has recognised its
need to expand more comprehensive and ancillary care services to its growing geri-
atric population. The establishment of the Dementia Stakeholder Group, the
Ministry of Public Health’s development of the National Dementia Plan 2018-
2022 (Ministry of Public Health, nd) and joining the Global Dementia
Observatory are important milestones that have been achieved during the period
of time that our care-givers were interviewed. The political will to support dementia
care, coupled with national policy-level commitments towards healthy ageing and
strong families geared to ensure the wellbeing of older persons, is generating an
Exosystem that is intended to be more conducive to supporting dementia care-
givers in Qatar. This unprecedented support and recognition of the role of demen-
tia care-giving also speaks to the realisation that in the absence of a cure and the
crucial role of the family alongside formal care pathways, family care-giving is an
indisputable component of patient care and long-term management.

Similarly, the care-givers of this study are ensconced in a predominantly Arab
Islamic community. This means that both Arab mores and Islamic values contour
the care-giving journey. These sociocultural and religious influences impact on how
family care-givers perceive ADRD, their care-giving role, and contribute to whether
and how help is sought. They, together with policies, benefits and care pathways in
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place for nationals and residents of Qatar, constitute both enablers and inhibitors.
Access to accurate information about ADRD, existing support services and policies
affect the decision and mode of help seeking among family care-givers. Similarly,
certain sociocultural attitudes towards cognitive illness and religious beliefs towards
older family members and care-giving duties distinctly shaped how they cared for
and coped with ADRD within the family. These are illuminated through the
Bronfenbrenner ecological model (Figure 1) which illustrates how the different
layers or systems indeed intersect and, to a large extent, directly influence care-
giving experiences at the individual and family level (the Microsystem).

At the Macrosystem level, two central pervasive societal beliefs stood out: reli-
gious belief systems which translate into widespread convictions and practices,
and a powerful subtext of cultural expectations. These were found largely to
shape peoples’ understandings of ADRD, older persons’ place in society and
their expected roles towards them. The collectivist culture characterising the
Arab/Islamic Exosystem in Qatar affected the support (of social systems and pol-
icies) into which care-givers could tap. The data have indicated the extent to
which sociocultural and religious beliefs and attitudes were formative in the mind-
sets and attitudes of care-givers. Despite the presence of solid health and social ser-
vices pathways of care, these attitudes impacted upon the choice and time to
acknowledge ADRD and seek help. Knowledge sources - media, internet and,
again, societal assumptions on what ADRD is and is not - also played a role along-
side these two macro-level influencers. While this is slowly changing due to Qatar’s
bold steps in policy setting and awareness campaigns, the influence of the
Macrosystem spills over into the Exo- and Mesosystems, highlighting questions
of access, information and where the duty of care lies.

The presence of solid social solidarity in the care-giving journey for the loved
one with ADRD was highlighted at the Mesosystem level through extended family
structures and intergenerational support. This applied particularly to Qatari fam-
ilies with more-established family ties in the country and extended families living
in relatively close proximity to each other or within the same household.

This was found to be central in the long-term care and emotional support to
both persons living with ADRD as well as primary care-givers. Our findings
reflected that, to many, the care-giving role was facilitated due to previously close
family relationships, a point that begs the question of whether this role is taken
on in the same way when families are not as close-knit prior to ADRD onset.
Further, narratives repeatedly mentioned care-givers’ moral commitment and rev-
erence towards their older parents, and it became apparent that expressions of
duty-of-care as an obligation were derived and sustained through socio-religious
teachings. The collectivist nature of the Arab-Muslim family has indeed been
cited as a cornerstone for mental health support for persons with mental illness
(El-Islam, 2008; Hamdan, 2009), as well as a strong influence on attitudes towards
help-seeking (Youssef and Deane, 2006). This study’s findings reinforce such
research, extending the influence of Arab-Muslim norms and beliefs to care-giving
practices as well. In the Qatari context, the extended family has been described as a
‘strength’ in the care of older persons (Abdelmonieum et al., 2017; Defrain et al.,
2018), and the data confirmed the significance of this role with grandchildren’s
involvement, continuous visits of extended family and, in the majority of cases,
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Figure 1. Findings viewed through Bronfenbrenner’s ecological model.
Note: ADRD: Alzheimer’s disease and related dementias.

sibling support in care-giving and respite. Family involvement in the care of a per-
son with ADRD provides crucial emotional and financial support (Chaaya et al.,
2017), although the nature of this role differed for a few non-Qatari Arab popula-
tion residents in Qatar with no extended family residing in the country. Their
accounts indicated that the absence of extended family members led to a heavier
load on their older children and their spouses, and thus had a greater impact on
their daily lives and livelihoods. For example, those with limited financial resources
could not afford domestic or nursing help at home, which in turn affected the qual-
ity of their loved one with ADRD as well as their own capacity to cope and self-care
(a Syrian and Palestinian family in our sample); while others (like Maram and Um
Hamdi) relied on financial remittances from a sibling abroad while they handled
the physical care-giving role. Of interest is how this distance from extended families
or siblings helped create an alternative form of family solidarity: a transnational
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support mechanism with family and friends abroad via WhatsApp family chat
groups and regular calls for advice, problem solving and emotional support.
Closer examination of the relationship between income levels, employment status
and burden would be beneficial in future studies,'® as would be a closer look at
the subtle differences in experiences of care management and direct care-giving
among males in particular.

Sociocultural and religious assumptions played a dual role. While they fuelled
resilience and sense-making of the care-giving journey, they also appeared to inten-
sify the stigma associated with ADRD in Qatari society. Our study reveals a strong
preference for privacy in family affairs, particularly in relation to mental illness. The
‘social shame’ (referred to in Arabic as wasma or khajal ijtima’i) of the ADRD
afflicting their older loved one was evident in families’ preference to conceal or
deny the disease and even rename it. For example, care-givers preferred to use
expressions such as ‘he [she] is forgetting’ or ‘he [she] has become old’. Some of
the responses indicate an attempt to dissociate the stigma from the family in
order to maintain their reputation and social standing. This tendency resonates
with the notion of vicarious stigmas, emotions and practices noted when parents
witness their child being the object of prejudice and discrimination due to their
mental health and/or a neurodevelopmental disorder (Serchuk et al, 2021). Our
study indicated that this behaviour tended to be rooted in a desire to protect
their older loved one from experiencing stigma from society, but pointed to the per-
haps unintended consequence of delaying help-seeking and minimising their social
interaction, important for persons with ADRD. Namely the prerogative of main-
taining the ‘dignity’ of the older person would often be the reason for concealing
the disease and keeping them out of the public eye. This finding aligns with stigma
research in other settings (Whitehouse et al., 2005; Leibing and Cohen, 2006;
Corrigan et al., 2012). While global statistics indicate an increase in health-seeking
behaviours and an uptake of services (Picco et al., 2016), in many cultures, stigma
will still deter people from seeking a diagnosis (Abdullah and Brown, 2011). For
instance, Liu et al. (2008) pointed out Chinese families’ tendency to delay formal
help-seeking for family members with cognitive issues because of the deeply discre-
diting impact of mental illness for the entire family. Further, Morgan et al. (2002)
revealed that family care-givers kept their relatives at home for as long as possible,
despite the great physical and emotional cost. The reason was related to the social
stigma issues and their attempt to ‘hold the image that community members have
of their relative’ (Morgan et al., 2002: 1133). In small close-knit communities like
Qatar, where personal information has the potential to spread quickly, this is par-
ticularly pertinent. Fears of disclosing a diagnosis laden with stigma are heightened
and contribute to hindering treatment for older loved ones, as our study and others
(Barbarino et al., 2020; Kevahyan et al., 2020) have confirmed. Our study confirms
the need for desensitisation of the stigma-laden discourse surrounding mental ill-
ness including ADRD, especially as age-related illnesses in Qatar become more
common (Hammad et al., 2020). The implication of this finding is quite significant,
as it highlights the issue of stigma as one that dementia care-giving providers must
take into account in preventive and early diagnosis stages.

Further, an intergenerational dimension of care-giving and family solidarity
towards the ill older person is apparent in our study. Fulfilling this role appeared
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to be an expectation that was enacted through intentional acts of role modelling in
the presence of children and grandchildren. This finding supports research that
recognises the role of intergenerational transmission as a means of cultural continu-
ity (Nauck, 2001; Trommsdorff, 2008). The intergenerational continuity of care
emphasises the powerful role of women in the transmission of values and practices
within the family, particularly in regard to the socio-religious expected duties of
care and respect towards older parents. Religious interpretations of care-giving
were found to fuel resilience and sustained care-giving for older persons with
ADRD within the family. Religious text and beliefs also strongly influenced health
practices and attitudes towards mental illness. In the Arab Islamic context, deeply
intertwined religious and cultural practices influence the perceptions and attitudes
of those in the care-giving role: many believe illnesses are tests from God and an
opportunity to purify the body (Rassool, 2015; Daher-Nashif et al., 2021), which
directly impacts family care-givers” perceptions of their role and facilitated coping.
For some, care-giving was an opportunity to fulfil a religious duty; for others, it was
simply a blessing (baraka). The religious framework was drawn upon to ease the
burden of care-giving and promised benefit in the present and the afterlife
(Hammad et al., 2019). This key finding is consistent with the wider literature per-
taining to the positive effects of religion and spirituality on physical and mental
health (Seybold and Hill, 2001; El-Islam, 2008; Ciftci et al., 2013). None of our
respondents framed ADRD as divine punishment or an affliction caused by satanic
powers (jinn), as earlier studies have shown (Al-Krenawi and Graham, 2000;
Youssef and Deane, 2006). Only one care-giver mentioned the possibility of the
‘evil eye’” being the cause for her mother’s cognitive decline. This could reflect a
change in prevailing interpretations of sickness and health from an Islamic and cul-
tural perspective, and is worthy of further research to investigate whether and how
popular conceptions have changed over time.

At the Microsystem level — the immediate family context — discussed earlier, the
quality and nature of family relationships contributed to shaping the care-giving
role. The data at this level also indicated that individual characteristics of the
care-giver influenced how the care was played out: whether single or married, in
education, in employment or fully dedicated to care-giving, in the country or con-
tributing from abroad, the role of siblings and their proximity to the house affecting
levels of their engagement, and the means to hire one or more domestic helpers or
nurses. It was evident that the individual profile of care-givers interplayed with the
wider sociocultural context (within Bronfenbrenner’s loops) that permeated the
sphere of the family defining care-giver roles to a large extent. The gendered nature
of primary care-giving was evident in our study: females were expected to assume
the vast burden of care. This is a good example of the interplay between the indi-
vidual and the patriarchal at Macrosystem level, which in turn influence the care-
giving role. The findings revealed a default care-giving role particularly for the
youngest, single female family member, highlighting a distinct intersectionality of
their assumed role as care-givers for their older parents, in-laws or spouses with
the prevailing sociocultural norms entrenched in Arab-Muslim societies. Being
unmarried appeared to dictate that she should be the one to care for her parents
which was seen as more important than her work or studies, while married sisters
and brothers were relieved from the care-giving role even if they did not work.
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Women generally accepted this role and concealed their own mental distress due to
a religious sense of duty and societal pressure, which is consistent with the existing
literature (McCall, 2005; Youssef and Deane, 2006; Ciftci et al., 2013). Although
traditional roles in Qatar are changing rapidly, the expectation for women to
take on this role without question puts increasing pressure on them as they juggle
motherhood, care-giving for the older person with ADRD and their work outside
the household (Al-Ghanim, 2017). Al-Ghanim’s (2019) study on perceptions of
women’s roles concurs that traditional social structures perpetuate this gender
inequality and limit their participation beyond the private sphere. Our interviews
indicated the burden women experience throughout their care-giving experiences
and reported on the impact on their quality of life in general. This includes phys-
ical, social and mental health. This burden was intensified when women were also
wives, mothers or had no economic means to offer a domestic worker or a private
nurse to help them. Gender hierarchy is one aspect of this structure whereby mar-
ried Arab women are expected to fill the role of household managers and care-
givers even when they work outside their home like their spouses. Married Arab
women in general are expected to take care of their in-laws, while the same is
not expected of their husbands. This was evident from our sample whereby the
five men in our study, despite identifying themselves as ‘primary care-giver of
their in-law, parent or spouse, had delegated the daily tasks of caring to a female
domestic helper or to their wives or sister. This factor repeated itself among
Arab women who are not Qataris and not working, i.e. being expat, not working
and having economic hardships increased the burden of care. Subsequent studies
on gendered burden and the shifting attitudes and needs of women in contempor-
ary Arab socio-economic contexts are needed, as is the need for public awareness-
raising of the importance of sharing care-giving responsibilities among family
members given the particularly challenging nature of ADRD care-giving.

While Microsystem factors constituted a heavy load for these mostly female
care-givers, their accounts showed that this role was facilitated significantly by
these same factors. Rather than viewing care-giving as a ‘burden’, it was interesting
to note from the data that family care-givers gave equal weight to the positive
rewards associated with their care-giving duties. The motives underpinning these
sentiments were rooted in sociocultural expectations but more so in the religious
rewards they associated with the prolonged caring role for elders. This reflected a
widespread perception that caring for a parent with ADRD was a ‘gift’ or ‘oppor-
tunity’ for reward in the hereafter or to ‘give back’, indicating the role of sociocul-
tural and socio-religious beliefs as a source of great solace, resilience and support to
care-givers.'” Reframing the ‘burden’ into a positive reward enabled family
care-givers to see their care-giving role very differently and cope better with the
often-protracted care-giving journey. The ability of care-givers in this study to
see care-giving in a positive light is not uncommon (Alpert and Womble, 2015),
as is supported by substantive global research.”’ It suggests that positive coping
techniques rooted in the local cultures are a positive mediating force that can facili-
tate long-term care-giving for persons with ADRD among the formal and informal
providers. While it could be questioned whether sociocultural and religious influ-
ences played more of a disciplinary role setting non-negotiable expectations from
family members towards their older loved ones with ADRD, our study suggested
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that this motivation for care was appropriated and embodied by care-givers through
that socio-religious worldview and an extension of a loving relationship. Indeed,
lifelong socialisation processes and seeing their elders doing it for their own
older parents contributed to this consistent practice undisputed acceptance of
their roles. We did see exceptions where daughters-in-law and one working son
expressed more frustration about the pressures of care-giving, however, it was
apparent that the absence of supporting domestic helpers or extended families
played a role in magnifying these frustrations.

Conclusion

This study qualitatively examined the experiences of informal care-giving of family
members for persons with ADRD in Qatar. It offers fresh insight into the less-
studied private sphere of the home, showing how families respond to the onset
and long-term care of persons with ADRD. The findings reveal the significance
of the intersectionality of family care-givers’ lived experiences with ADRD care-
giving with various sociocultural, religious and emotional influences.
Sociocultural and religious beliefs, in particular, were found largely to underpin
perceptions of ADRD, playing a dual role in shaping care-giving practices and
the coping mechanisms of care-givers, on the one hand, and perpetuating stigma,
misinformation and reluctance to seek help outside of the home, on the other. They
offset the challenges of care-giving by highlighting its positive reward within the
socio-religious context of Qatar’s society, however, they also often played a role
in perpetuating expected gender roles that tend to lead to inequalities in care-giving
and affect the life choices of female family members.

Bronfenbrenner’s ecological model provided a valuable holistic framework that
contextualised our study’s key findings within the mutually reinforcing influences
of surrounding environment upon society, across generations, and into care-givers’
personal belief systems and practices. It helped illuminate the extent to which car-
ing for an older adult with ADRD in an Arab-Muslim context involves an inter-
action between these various systems. The findings pointed to the mutually
reinforcing interpellations and influences between and across systems that, in
turn, affected how help-seeking calls are (or are not) made, as well as the quality
of care and coping strategies of family care-givers. As previous studies have
shown, the Bronfenbrenner model allowed us to examine closely the subtle influ-
ences of wider social, cultural and religious norms and expectations on care-giving,
on the one hand, while teasing out context-specific challenges and bottlenecks that
inhibit effective and timely care, on the other (Bosco et al, 2019; Bowlby and
McKie, 2019). Our study identified the need for greater awareness around services,
benefits, policies and accurate knowledge sources about ADRD best addressed at
Macro- and Exosystem levels, given their direct impact on assumptions, stigma
and societal reservations (derived from Micro- and Mesosystem levels). Our find-
ings thus point to the indisputable importance of working with and not just for
family care-givers: enhancing prompt detection of ADRD and better utilisation
of the ample resources offered by the State of Qatar in support of persons with
ADRD and their families. Insights viewed through these ongoing intersections
across systems inform care-givers’ wellbeing and resilience, enable providers and
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policy makers to serve more effectively, both of which ultimately the quality of life
of persons living with ADRD.

On a practical level, this study suggests that all these multilevel influences pro-
vide a more accurate understanding of care-giving practices for persons with
ADRD in a number of Arab and Islamic communities with shared beliefs and prac-
tices. A major takeaway from our findings, with implications for policy and practice
derived from our findings, is the importance of capitalising on insights from preva-
lent sociocultural and religious mores and convictions. Taking into account their
dual - both positive and negative - roles, family assets that strengthen resilience
in care-giving could be better recognised (DeFrain et al., 2018), and those without
extended family (namely non-Qatari residents with older parents) considered with
the benefits dedicated for family care-givers of persons with ADRD. Qatar’s
National Dementia Plan (Ministry of Public Health, nd) and its explicit concern
with the wellbeing of care-givers, interactions with families and care-giver training
would benefit from incorporating these insights. A family-centred approach in
dementia care should be recognised within policies and services, and made more
explicit within care plans (Hao and Ruggiano, 2020). Further, it is worth investing
more in home-based outreach teams that support persons living with ADRD and
their family care-givers with attention to strengthening the social support and
awareness component. From the other side, the challenge of stigma and associated
reluctance to seek help sooner, that was found to be rooted in fear of loss of the
older loved one’s dignity and families’ social standing, indicates the need for inten-
sive public sensitisation campaigns. The dissemination of correct information about
ADRD to families could diffuse this social shame, address public misconceptions
and stigma of dementia, and encourage families to seek help earlier (Thornicroft
et al., 2008). Additionally, with a predominantly expatriate (non-Qatari) social
and health-care professional workforce, regular training and sensitisation is crucial
to ensure attentiveness to culture-specific issues and sensitivities surrounding
ADRD.

Strengths and limitations of the study

Given the expected increase of older persons with ADRD in Qatar, this insight bet-
ter attunes service providers to the critical role of sociocultural and religious
beliefs — as both barriers to help-seeking as well as strong motivators for sustained
care. This in turn ensures that community-based intervention, awareness pro-
grammes, and health and social care practices and policies are more relevant to cur-
rent family attitudes and practices. We recommend that the following interventions
could enhance the effectiveness of ADRD-related campaigns and services: integrat-
ing religious perspectives into awareness campaigns; engaging influential religious
figures; sensitisation of health-care professionals/providers; supporting family care-
givers’ mental health needs during (and after) a diagnosis and providing them with
resources throughout their journey; and developing community-based support net-
works for families. The sensitive nature of the study furnished insufficient disaggre-
gated data on the socio-demographic aspects of care-giving, and further research is
recommended to scrutinise these differentials more closely.”' The roles and experi-
ences of domestic helpers and nurses who support families caring for older persons
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with ADRD could also be expanded upon. Inclusion of perspectives and lived
experiences of persons with ADRD themselves, whilst challenging both practically
and culturally in the conservative Arab context, is particularly important as well.
Finally, we propose further evaluative research across the Arab region to compare
and extract transferrable lessons from dementia care interventions and campaigns.
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Notes

1 Alzheimer’s disease and related dementias is referred to in this paper as ADRD, while care-giving or care
of persons affected by ADRD is referred to more generally as ‘dementia care’.

2 Aneshensel ef al. (1995) was one of the first references that recognised care-giving as a ‘career’, referring
to the full-time role of families in the sustained care of persons with ADRD. This role continued to be
described as a ‘career’ in later studies.

3 This paper is based on a study conceptualised at the Centre of Humanities and Social Sciences of Qatar
University in December 2017/18 to examine the state of dementia care in Qatar. It was generously funded
by the Centre for Empowerment and Care of the Elderly (also known as the Ehsan Centre), a local civil
society organisation (see http://www.ehsan.org.qa/En/Pages/AboutCenter.aspx). For the full report of the
study, see Hammad et al. (2019).

4 The state of Qatar is a country located in Western Asia, located on the north-eastern coast of the Arabian
Peninsula.

5 Currently, key providers of health and social care for older persons with ADRD in Qatar include: Hamad
Medical Corporation (HMC) Geriatrics Department, HMC Mental Health Service, primary health care
clinics, private-sector health-care providers and the Ehsan Centre.

6 See Carbonneau et al. (2012), Gaugler and Teaster (2006), Knight and Sayegh (2010) and Lloyd et al.
(2016) (burden of care); and Alpert and Womble (2015), Beach et al. (2000), Harmell et al. (2011) and
Lawton et al. (1991) (positive rewards of care-giving).

7 The full research design included a three-staged incremental research process: a literature review, scoping
and context analysis, and interviews with both formal and informal (family) care-givers. A Participatory
Action Research approach was followed. The family care-givers” dataset is presented in this paper.

8 According to the Doha International Family Institute’s Report on Caregiving for the
Elderly (Abdelmoneium et al, 2017) conducted in Qatar in 2017, primary care-giving is defined as
those responsible for care-giving tasks for older persons’ activities of daily living (ADL), such as bathing,
dressing, grooming, oral hygiene, toileting, transferring to bed/chair, walking, climbing, and feeding as well
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as instrumental activities of daily living (IADL) such as shopping, cooking, managing medications and
appointments, and assuming protective actions to ensure the safety and wellbeing of the older family mem-
ber. Secondary care-givers tend to spend less time with the older person, mainly assisting the primary care-
giver in ADL and IADL functions as needed (p. 5).

9 While there are some long-term care institutional facilities in place for older persons requiring ongoing
specialised care in some countries including the small number of beds available in Qatar, the majority of
early and mid-stage cognitive decline remains in the home for much of the time. The home is therefore a
key place to examine where dementia begins and resides and where the older person is primarily cared for.
10 Six domestic helpers or private nurses supporting the care-giving family members interviewed in the
context of this study were also interviewed, however, they are not included in this paper due to the specific
focus of this paper on family care-givers, nor are they considered primary care-givers (for reasons discussed
in this paper). However, it is worth pointing out that their perspectives warrant a separate extensive study.
11 Alongside the semi-structured interviews with care-givers, focus group discussions were conducted with
24 frontline professionals interacting with older persons with ADRD in their homes and their families,
which included social workers, physiotherapists, nurses and psychologist. Key informant interviews and
focus group discussions were also conducted with a total of 12 institutional stakeholders in health and
social care provision for older persons. This paper draws only upon the dataset from 32 family care-givers.
12 Silet rahem literally translates into ‘connections of the womb’ and refers to family bonds.

13 Birr al walidein means honouring parents and is an Arabic term mentioned in the Qur’an.

14 In the Gulf context, the employment of domestic workers is common in many middle-class and wealthy
families. It tends to be more affordable than in the West to have domestic support as the average wage
ranges between US $300 and 500 per month, and a live-in arrangement is made where accommodation,
food and personal necessities are borne fully by the employer. Qatari nationals with older persons living
under their care receive government subsidies to recruit domestic helpers and nurses.

15 Aib is an Arabic word that translates into shameful or taboo.

16 Heibeh is an Arabic word that translates as social standing or prestige.

17 Kharaf means senile. It is a word that is used by people when a person is diagnosed with dementia or
Alzheimer’s. It carries a negative connotation in the Arab context, though it is commonly used.

18 Studies include Aloud and Rathur (2009), Dardas and Simmons (2015), Erickson and Al Timimi
(2001), Gearing et al. (2015), Medical Research Council (2014), Youssef and Deane (2006) and Werner
et al. (2012).

19 See Seoud and Ducharme (2015) for other factors found to enhance the resilience of female care-givers
for cognitively impaired older persons within the context of another Arab country - Lebanon.

20 For more about the positive rewards of care-giving and downplaying of care-giving as sources of stress
and burden, see Carbonneau et al. (2012), Chaaya et al. (2017), Langner (1995), Lloyd et al. (2016), Etters
et al. (2008), Gaugler and Teaster (2006) and Knight and Sayegh (2010).

21 Due to the qualitative exploratory nature of this study, and in the absence of national-level data on
above 60-year-olds diagnosed with ADRD, its main limitation was that it was not possible to undertake
an exhaustive analysis that is generalisable without a full demographic portrait of care-giver characteristics.
Further mixed-method research on care-givers’ experiences is recommended.

References

Abdelmoneium AO and Alharahsheh ST (2016) Family home caregivers for old persons in the Arab
region: perceived challenges and policy implications. Open Journal of Social Sciences 4, 151-164.

Abdelmoneium A, Rankin J and Corman M (2017) Roles and responsibilities of family home caregivers
for elderly people in Qatar: experiences and challenges. International Journal of Social Science Studies 5,
1-11.

Abdul-Haq A (2008) The Arab family: formation, function, and dysfunction. In Nasir L and Abdul-Haq A
(eds), Caring for Arab Patients: A Biopsychosocial Approach. New York, NY: Radcliffe Publishing,
pp. 77-88.

Abdullah T and Brown TL (2011) Mental illness stigma and ethnocultural beliefs, values, and norms: an
integrative review. Clinical Psychology Review 31, 934-948.

Al-Ghanim K (2012) The hierarchy of authority-based kinship, age, and gender in the extended family in
the Arab Gulf states. International Journal of the Jurisprudence of the Family 3, 329-356.

https://doi.org/10.1017/S0144686X22000277 Published online by Cambridge University Press


https://doi.org/10.1017/S0144686X22000277

Ageing & Society 381

Al-Ghanim K (2017) Transitional society and participation of women in the public sphere: a survey of
Qatar society. International Journal of Humanities and Social Science Research 3, 51-63.

Al-Ghanim K (2019) Perceptions of women’s roles between traditionalism and modernity in Qatar. Journal
of Arabian Studies 9, 52-74.

Al-Krenawi A and Graham JR (2000) Culturally sensitive social work practice with Arab clients in mental
health settings. Health and Social Work 25, 9-22.

Al-Subaie A and Alhamad A (eds) (2000) Psychiatry in Saudi Arabia. al-Junin: Mental Illness in the
Islamic World. Madison, CT: International Universities Press.

Aloud N and Rathur A (2009) Factors affecting attitudes toward seeking and using formal mental health
and psychological services among Arab Muslim populations. Journal of Muslim Mental Health 4,
79-103.

Alpert JM and Womble FE (2015) Coping as a caregiver for an elderly family member. Health
Communication 30, 714-721.

Al Sulaiti EM, Abdelnour S and Ramadan M (2008) A study of dementia in home care patients in Qatar
with the psychosocial burden on caregivers. Qatar Medical Journal 17, 42-45.

Alzheimer’s Disease International (2013) Policy Briefs for Heads of Government: The Global Impact of
Dementia 2013-2050. Available at https:/www.alzint.org/u/2020/08/GloballmpactDementia2013.pdf.
Aneshensel CS, Pearlin LI, Mullan JT, Zarit SH and Witlatch CJ (1995) Profiles in Caregiving: An

Unexpected Career. San Diego, CA: Academic Press.

Aranda MP and Knight BG (1997) The influence of ethnicity and culture on the caregiver stress and cop-
ing process: a sociocultural review and analysis. The Gerontologist 37, 342-354.

Barbarino P, Lynch C, Khamis H, Rayaz A-H, Malik A, Hammad S and Almeer K (2020) Dementia:
Lessons Learned from Qatar. World Innovation Summit for Health (WISH), Qatar Foundation.
Available at https://2020.wish.org.qa/the-program/policy-briefing/.

Beach SR, Schulz R, Yee JL and Jackson S (2000) Negative and positive health effects of caring for a dis-
abled spouse: longitudinal findings from the caregiver health effects study. Psychology and Aging 15,
259-271.

Bond J (1992) The politics of caregiving: the professionalisation of informal care. Ageing & Society 12,
5-21.

Bosco A, Schneider ], Coleston-Shields D and Orrell M (2019) Dementia care model: promoting person-
hood through co-production. Archives of Gerontology and Geriatrics 81, 59-73.

Bowlby S and McKie L (2019) Care and caring: an ecological framework. Area 51, 532-539.

Bradley EH, Curry LA and Devers KJ (2006) Qualitative data analysis for health services research: devel-
oping taxonomy, themes, and theory. Health Services Research 42, 1758-1772.

Braun V and Clarke V (2006) Using thematic analysis in psychology. Qualitative Research in Psychology 3,
77-101.

Bronfenbrenner U (2004) Making Human Beings Human: Bioecological Perspectives on Human
Development. Thousand Oaks, CA: Sage.

Cahill E, Lewis LM, Barg FK and Bogner HR (2009) ‘You don’t want to burden them’: older adults’ views
on family involvement in care. Journal of Family Nursing 15, 295-317.

Carbonneau H, Caron C and Desrosiers J (2012) Development of a conceptual framework of positive
aspects of caregiving in dementia. Dementia 9, 327-353.

Chaaya M, Phung K, Atweh S, El Asmar K, Karam G, Khoury R and Gunhild W (2017) Mitigating the
burden of dementia care in Lebanon. British Journal of Psychiatry International 14, 7-9.

Chadiha LA, Adams P, Biegel DE, Auslander W and Gutierrez L (2004) Empowering African American
women informal caregivers: A literature synthesis and practice strategies. Social Work 49, 97-108.

Ciftci A, Jones N and Corrigan PW (2013) Mental health stigma in the Muslim community. Journal of
Muslim Mental Health 7, 17-32.

Corrigan PW, Morris SB, Michaels PJ, Rafacz JD and Rusch N (2012) Challenging the public stigma of
mental illness: a meta-analysis of outcome studies. Psychiatric Services 63, 963-973.

Daher-Nashif S, Hammad SH, Kane T and Al-Wattary N (2021) Islam and mental disorders of the older
adults: religious text, belief system and caregiving practices. Journal of Religion and Health 60, 2051-
2065.

Dardas LA and Simmons LA (2015) The stigma of mental illness in Arab families: a concept analysis.
Journal of Psychiatric ¢ Mental Health Nursing 22, 668-679.

https://doi.org/10.1017/S0144686X22000277 Published online by Cambridge University Press


https://www.alzint.org/u/2020/08/GlobalImpactDementia2013.pdf
https://www.alzint.org/u/2020/08/GlobalImpactDementia2013.pdf
https://2020.wish.org.qa/the-program/policy-briefing/
https://doi.org/10.1017/S0144686X22000277

382 SH Hammad et al.

DeFrain ], Asay S, Badahdah A, Abdelmoneium A, Ibn Khaldun Center for Research and Studies and
Abdennadher A (2018) The Arab Family Strength in Qatar, Jordan, and Tunisia. Doha: Doha
International Family Institute. Available at https:/www.difi.org.qa/wp-content/uploads/2018/04/the-
arab-family-strength-in-qatar-jordan-and-tunisia-Hyperlink-Version-.pdf.

Dempsey L, Dowling M, Larkin P and Murphy K (2016) Sensitive interviewing in qualitative research.
Research in Nursing and Health 39, 480-490.

Dilworth-Anderson P (2001) Family issues and the care of persons with Alzheimer’s disease. Aging &
Mental Health 5, S49-S51.

Down M (2000) Dementia in a socio-cultural context: an idea whose time has come. Ageing & Society 20,
369-375.

El-Islam MF (2008) Arab culture and mental health care. Transcultural Psychiatry 45, 671-682.

English M, de Voursney D and Enomoto K (2014) Caregiving and mental health: policy implications. In
Talley R, Fricchione G and Druss B (eds), The Challenges of Mental Health Caregiving. New York, NY:
Springer, pp. 181-203.

Erickson CD and Al Timimi NR (2001) Providing mental health services to Arab Americans: recommen-
dations and considerations. Cultural Diversity and Ethnic Minority Psychology 7, 308-327.

Etters L, Goodall D and Harrison BE (2008) Caregiver burden among dementia patient caregivers: a
review of the literature. Journal of the American Academy of Nurse Practitioners 20, 423-428.

Fast J, Eales ] and Keating N (2001) Economic Impact of Health, Income Security and Labour Policies on
Informal Caregivers of Frail Seniors. Ottawa: Status of Women Canada. Available at http://citeseerx.ist.
psu.edu/viewdoc/download?doi=10.1.1.473.6043&rep=rep1&type=pdf.

Frederik D (2017) Mitigating burden associated with informal caregiving. Journal of Patient Experience 5,
50-55.

Gaugler JE and Teaster P (2006) The family caregiving career. Journal of Aging and Social Policy 18,
141-154.

Gearing RE, MacKenzie MJ, Ibrahim RW, Brewer KB, Batayneh and Schwalbe CSJ (2015) Stigma and
mental health treatment of adolescents with depression in Jordan. Community Mental Health Journal
51, 111-117.

Hamdan A (2009) Mental health needs of Arab women. Health Care for Women International 30,
593-611.

Hammad SH, Kane T, Daher-Nashif S and Al-Wattary N (2019) Addressing Dementia Care in Qatar:
Producing and Evidence Base to Inform Policy and Practice. Doha: Centre for Empowerment and
Care of the Elderly (Ehsan).

Hammad SH, Al-Harahsheh S and Salihy Z (2020) Mental health and the aging population in Qatar: chal-
lenges and policy implications. In Haque A, Gilstrap L and Ghuloom S (eds), Mental Health in Qatar.
Newcastle upon Tyne, UK: Cambridge Scholars Publishing, pp. 165-198.

Hanssen I and Tran PTM (2019) The influence of individualistic and collectivistic morality on dementia
care choices. Nursing Ethics 26, 2047-2057.

Hao Z and Ruggiano N (2020) Family-centeredness in dementia care: what is the evidence? Social Work in
Health Care 59, 1-19.

Harding N and Palfrey C (1997) The Social Construction of Dementia: Confused Professionals?
Philadelphia, PA: Jessica Kingsley Publishers.

Harmell AL, Chattillion EA, Roepke SK and Mausbach BT (2011) A review of the psychobiology of
dementia caregiving: a focus on resilience factors. Current Psychiatry Reports 13, 219-224.

Hooyman NR (1990) Women as caregivers of the elderly: implications for social welfare policy and prac-
tice. In Biegel DE and Blum A (eds), Ageing and Caregiving: Theory, Research, and Policy (Sage Focus
Editions 110). Newbury Park, CA: Sage, pp. 221-241.

Kane T, Hammad S, Islam N, Clark J, Al-Wattary N and Daher-Nashif S (2021) Dementia caregiving in
the Middle East and North Africa: a scoping review. Transcultural Psychiatry 58, 844-858.

Kevahyan V, Hammad S and Alharahsheh S (2020) Stigma and mental health: insights from the literature
and implications. In Haque A, Gilstrap L and Ghuloom S (eds), Mental Health in Qatar. Newcastle upon
Tyne, UK: Cambridge Scholars Publishing, pp. 165-198.

Knight BG and Sayegh P (2010) Cultural values and caregiving: the updated sociocultural stress and cop-
ing model. Journals of Gerontology: Series B 65, 5-13.

https://doi.org/10.1017/S0144686X22000277 Published online by Cambridge University Press


https://www.difi.org.qa/wp-content/uploads/2018/04/the-arab-family-strength-in-qatar-jordan-and-tunisia-Hyperlink-Version-.pdf
https://www.difi.org.qa/wp-content/uploads/2018/04/the-arab-family-strength-in-qatar-jordan-and-tunisia-Hyperlink-Version-.pdf
https://www.difi.org.qa/wp-content/uploads/2018/04/the-arab-family-strength-in-qatar-jordan-and-tunisia-Hyperlink-Version-.pdf
http://citeseerx.ist.psu.edu/viewdoc/download?doi=10.1.1.473.6043&rep=rep1&type=pdf
http://citeseerx.ist.psu.edu/viewdoc/download?doi=10.1.1.473.6043&rep=rep1&type=pdf
http://citeseerx.ist.psu.edu/viewdoc/download?doi=10.1.1.473.6043&rep=rep1&type=pdf
https://doi.org/10.1017/S0144686X22000277

Ageing & Society 383

Langner SR (1995) Finding meaning in caring for elderly relatives: loss and personal growth. Holistic
Nursing Practice 9, 75-84.

Lawton MP, Moss M, Kleban MH, Glicksman A and Rovine M (1991) A two-factor model of caregiving
appraisal and psychological well-being. Journal of Gerontology 46, 181-189.

Leibing A and Cohen L (2006) Thinking About Dementia: Culture, Loss, and the Anthropology of Senility.
New Brunswick, NJ: Rutgers University Press.

Liu D, Hinton L and Tran C (2008) Re-examining the relationships among dementia, stigma and aging in
immigrant Chinese and Vietnamese family caregivers. Journal of Cross-cultural Gerontology 23, 283-299.

Liu Z, Heffernan C and Tan J (2020) Caregiver burden: a concept analysis. International Journal of
Nursing Sciences 7, 438-445.

Lloyd J, Patterson T and Muers J (2016) The positive aspects of caregiving: a critical review of the quali-
tative literature. Dementia 15, 1532-1561.

Lyman KA (1989) Bringing the social back in: a critique of the biomedicalization of dementia. The
Gerontologist 29, 597-605.

McCall L (2005) The complexity of intersectionality. Signs: Journal of Women in Culture and Society 30,
1771-1800.

McPherson CJ, Wilson KG and Murray MA (2007) Feeling like a burden: exploring the perspectives of
patients at the end of life. Social Science & Medicine 64, 417-427.

Medical Research Council (2014) Social Stigma Around Dementia Hinders Diagnosis and Care. Available
at http://www.mrc.ac.uk/news/browse/social-stigma-around-dementia-hindersdiagnosis-care-and-research/.

Ministry of Public Health (nd) Qatar National Dementia Plan 2018-2022. Available at https://www.moph.
gov.qa/Style%20Library/MOPH)/Files/strategies/dementia/  DEMENTIA%20SUMMARY %20E.pdf.

Moniz-Cook E, Vernooij-Dassen M (2006) Timely psychosocial intervention in dementia: a primary care
perspective. Dementia 5, 307-315.

Morgan DG, Semchuk KM, Stewart NJ and D’Arcy C (2002) Rural families caring for a relative with
dementia: barriers to use of formal services. Social Science & Medicine 55, 1129-1142.

Nauck B (2001) Intercultural contact and intergenerational transmission in immigrant families. Journal of
Cross-cultural Psychology 32, 159-173.

Picco L, Abdin E, Chong SA, Pang S, Shafie S, Chua BY, Vaingankar JA, Ong LP, Tay ] and
Subramaniam M (2016) Attitudes toward seeking professional psychological help: factor structure
and socio-demographic predictors. Frontiers in Psychology 7, 547.

Rassool GH (2015) Cultural competence in nursing Muslim patients. Nursing Times 111, 12-15.

Rosenthal CJ, Martin-Mathews A and Keefe J (2007) Care management and care provision for older rela-
tives amongst employed informal care-givers. Ageing ¢~ Society 27, 755-788.

Roth DL, Fredman L and Haley WE (2015) Informal caregiving and its impact on health: a reappraisal
from population-based studies. The Gerontologist 55, 309-319.

Rubin HJ and Rubin IS (1995) Qualitative Interviewing: The Art of Hearing Data. Thousand Oaks, CA:
Sage.

Schwartz SJ, Weisskirch RS, Hurley EA, Zamboanga BL, Park IJK, Kim SY, Umaia-Taylor A, Castillo
LG, Brown E and Greene AD (2010) Communalism, familism, and filial piety: are they birds of a col-
lectivist feather? Cultural Diversity & Ethnic Minority Psychology 16, 548-560.

Seoud J and Ducharme F (2015) Factors associated with resilience among female family caregivers of a
functionally or cognitively impaired aging relative in Lebanon: a correlational study. Journal of
Research in Nursing 20, 567-579.

Serchuk MD, Corrigan PW, Reed S and Ohan JL (2021) Vicarious stigma and self-stigma experienced by
parents of children with mental health and/or neurodevelopmental disorders. Community Mental Health
Journal 57, 1537-1546.

Seybold K and Hill P (2001) The role of religion and spirituality in mental and physical health. Current
Directions in Psychological Science 10, 21-24.

Soskolne V and Halevy-Levin S (2007) The sociocultural context of family caregiving and psychological
distress: a comparison of immigrant and non-immigrant caregivers in Israel. Aging & Mental Health
11, 3-13.

Stewart MJ, Neufeld A, Harrison MJ, Spitzer D, Hughes K and Makwarimba E (2006) Immigrant
women family caregivers in Canada: implications for policies and programmes in health and social sec-
tors. Health & Social Care in the Community 14, 329-340.

https://doi.org/10.1017/S0144686X22000277 Published online by Cambridge University Press


http://www.mrc.ac.uk/news/browse/social-stigma-around-dementia-hindersdiagnosis-care-and-research/
http://www.mrc.ac.uk/news/browse/social-stigma-around-dementia-hindersdiagnosis-care-and-research/
https://www.moph.gov.qa/Style%20Library/MOPH/Files/strategies/dementia/DEMENTIA%20SUMMARY%20E.pdf
https://www.moph.gov.qa/Style%20Library/MOPH/Files/strategies/dementia/DEMENTIA%20SUMMARY%20E.pdf
https://www.moph.gov.qa/Style%20Library/MOPH/Files/strategies/dementia/DEMENTIA%20SUMMARY%20E.pdf
https://doi.org/10.1017/S0144686X22000277

384 SH Hammad et al.

Strauss A and Corbin J (1998) Basics of Qualitative Research: Techniques and Procedures for Developing
Grounded Theory. Thousand Oaks, CA: Sage.

Thornicroft G, Brohan E, Kassam A and Lewis-Holmes E (2008) Reducing stigma and discrimination:
candidate interventions. International Journal of Mental Health Systems 2, 3.

Trommsdorff G (2008) Intergenerational relation. In Schonpflug U (ed.), Cultural Transmission:
Psychological, Developmental, Social, and Methodological Aspects. New York, NY: Cambridge
University Press, pp. 126-160.

Walker AJ, Pratt CC and Eddy L (1995) Informal caregiving to aging family members: a critical review.
Family Relations 44, 402-411.

Werner P, Mittelman MS, Goldstein D and Heinik J (2012) Family stigma and caregiver burden in
Alzheimer’s disease. The Gerontologist 52, 89-97.

Whitehouse J, Ganes AD, Lindstrom H and Graham JE (2005) Anthropological contributions to the
understanding of age-related cognitive impairment. The Lancet Neurology 4, 320-326.

Windle G and Bennett KM (2011) Resilience and caring relationships. In Ungar M (ed.), The Social
Ecology of Resilience. New York, NY: Springer, pp. 219-232.

World Health Organization (WHO) (2015) The Epidemiology and Impact of Dementia: Current State and
Future Trends. Geneva: WHO. Available at https:/www.who.int/mental_health/neurology/dementia/
dementia_thematicbrief_epidemiology.pdf.

World Health Organization (WHO) (2017) Global Action Plan on the Public Health Response to Dementia
2017-2025. Geneva: WHO. Available at https:/apps.who.int/iris/bitstream/handle/10665/259615/
9789241513487-eng.pdf?sequence=1.

World Health Organization (WHO) (2020) Factsheets/Dementia. Available at https://www.who.int/news-
room/fact-sheets/detail/dementia.

World Innovation Summit for Health (2016) WISH Holds Dementia Side Meeting. Available at http:/
www.qatarfoundation.org/news/wish-for-health-holds-Dementia-sidemeeting.

Youssef ] and Deane F (2006) Factors influencing mental-health help-seeking in Arabic-speaking commu-
nities in Sydney, Australia. Mental Health, Religion & Culture 9, 43-66.

Cite this article: Hammad SH, Daher-Nashif S, Kane T, Al-Wattary N (2024). Sociocultural insights on
dementia care-giving in Arab and Muslim communities: the perspectives of family care-givers. Ageing &
Society 44, 357-384. https://doi.org/10.1017/50144686X22000277

https://doi.org/10.1017/S0144686X22000277 Published online by Cambridge University Press


https://www.who.int/mental_health/neurology/dementia/dementia_thematicbrief_epidemiology.pdf
https://www.who.int/mental_health/neurology/dementia/dementia_thematicbrief_epidemiology.pdf
https://www.who.int/mental_health/neurology/dementia/dementia_thematicbrief_epidemiology.pdf
https://apps.who.int/iris/bitstream/handle/10665/259615/9789241513487-eng.pdf?sequence=1
https://apps.who.int/iris/bitstream/handle/10665/259615/9789241513487-eng.pdf?sequence=1
https://apps.who.int/iris/bitstream/handle/10665/259615/9789241513487-eng.pdf?sequence=1
https://www.who.int/news-room/fact-sheets/detail/dementia
https://www.who.int/news-room/fact-sheets/detail/dementia
https://www.who.int/news-room/fact-sheets/detail/dementia
http://www.qatarfoundation.org/news/wish-for-health-holds-Dementia-sidemeeting
http://www.qatarfoundation.org/news/wish-for-health-holds-Dementia-sidemeeting
http://www.qatarfoundation.org/news/wish-for-health-holds-Dementia-sidemeeting
https://doi.org/10.1017/S0144686X22000277
https://doi.org/10.1017/S0144686X22000277

	Sociocultural insights on dementia care-giving in Arab and Muslim communities: the perspectives of family care-givers
	Introduction
	The care-giving experience
	Methodology
	Participants
	Participants&rsquo; recruitment
	Ethical issues
	Data collection
	Data analysis
	Trustworthiness and authenticity measures

	Results: sociocultural and religious influences on the care-giver experience
	Reasons and motivations for care-giving
	Role of extended family
	Socio-demographic attributes of care-givers, allocated responsibilities and how these intersect
	Socio-religious attitudes towards care-giving for older persons
	Social stigma
	Personal knowledge of ADRD
	Coping mechanisms

	Discussion
	Conclusion
	Strengths and limitations of the study

	Acknowledgements
	Notes
	References


