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Abstract
Little is known regarding the ways in which practitioners’ views and approaches impact
support for persons with a migration background (PwM) caring for individuals with
dementia. This paper responds to this knowledge gap by identifying how practitioners
frame dementia care in families with a migration background, and how these frames
can be understood in light of the experiences of PwM caring for a family member with
dementia. A total of 41 participants were included: ten practitioners (i.e. health and social
care workers) and 31 PwM caring for a family member with dementia. All participants
were part of a qualitative research project on dementia care in Dutch families with a
migration background. Practitioners’ expressed frames were identified through
Hochschild’s interpretive framework of ‘framing and feeling rules’. Thereafter, practi-
tioners’ identified frames were related to the care experiences of PwM caring for a family
member with dementia. Findings indicate that practitioners operate within an approach
that does not sufficiently take into account the uniqueness of each family carer. This
leads to frictions within the practitioner–client relationship. We thus highlight the need
for discussions about the tenability of practitioners’ views and approaches in an increas-
ingly globalised and diverse society.
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Introduction
The demographic landscape of Europe is changing due to its ageing populations
and changing ethnic composition (England and Azzopardi-Muscat, 2017).
For instance, in the Netherlands, older individuals with a migration background
are expected to make up 21 per cent of the ageing population by 2060 compared
with 11 per cent in 2015 (van Duin and Stoeldraijer, 2014). This means that the
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incidence of dementia among persons with a migration background (PwM)1 will
increase, since dementia has a higher prevalence rate among individuals aged 60
and older (World Health Organization, 2012). Consequently, dementia care
among PwM poses a pressing concern for European health and social care
(Canevelli et al., 2019; Alzheimer Europe, 2020).

Nevertheless, this concern does not seem to have been accompanied by research
focusing on (the improvement of) care-sharing between formal care and PwM who
are providing care for a family member with dementia. In the international litera-
ture, studies have mostly focused on experienced access barriers to service use.
These access barriers may include: negative experiences with services (such as dis-
crimination and feeling misunderstood), language barriers, lack of clarity about
where or how to access help, lack of knowledge about dementia, the belief that
nothing could be done to help, and shame and stigma within the community
(Botsford et al., 2011; Mukadam et al., 2011; Greenwood et al., 2015).

Although these barriers are commonly perceived as internal barriers (i.e. obsta-
cles related to PwM themselves or to ethnocultural community norms that hinder
formal care-sharing), studies suggest that external barriers may also hinder service
use among PwM. For example, in their research briefing, Moriarty et al. (2011)
point out that when practitioners lack the confidence and competence to cope
with language and cultural differences, ethnic minority populations may refrain
from using dementia care support. Also, a lack of culturally sensitive approaches
(Hossain and Khan, 2020) and social exclusion (Jutlla, 2015) may lead PwM to
withdraw from provided care services. Stereotypical assumptions about care sup-
port in families with a migration background may also hinder service use. For
instance, a qualitative study on homecare for Turkish and Moroccan families in
the Netherlands (de Graaff and Francke, 2003) suggests that general practitioners
(GPs) may sometimes not refer these families to homecare because of the assump-
tion that there are enough family members who will together provide care.
However, in reality, one female family member often provides most of the care
exclusively – which can lead to feelings of exhaustion and isolation in the long
term (van Wezel et al., 2014; Ahmad et al., 2020).

Such barriers, both at the internal and external level, suggest a lack of care-
sharing between practitioners and PwM caring for a family member with dementia.
However, these identified barriers do not provide an understanding of how practi-
tioners’ views and approaches impact the ways in which the care is shared within
the practitioner–client relationship. That is, our understanding of care-sharing
does not imply a mere utilisation of formal services. Rather, we understand care-
sharing as a relational process within families, and between families and practi-
tioners, in which family carers are supported and guided throughout the care for
their family member with dementia.

Thus, in this paper we aim to understand how practitioners’ views and
approaches impact the ways in which the care is shared with PwM caring for a fam-
ily member with dementia. To offer a fuller picture, we will relate practitioners’
expressed views to the care experiences of PwM. After all, a possible reason for sub-
optimal care-sharing could also be a mismatch in expectations or misunderstood
intentions or behaviours between practitioners and PwM. Our study was conducted
in the Netherlands, and is part of a larger research project on dementia care in
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families with a migration background. To achieve our study’s aim, we will answer
the question:

• How do practitioners frame dementia care-sharing with PwM, and how can
these frames be understood in light of the experiences of PwM caring for a
family member with dementia?

Identifying these concerns can open up discussions about the improvement of care
support for PwM caring for a family member with dementia.

Theoretical perspective
As mentioned in the above, most of the available knowledge about dementia care in
families with a migration background relates to internal and external access barriers
to formal services. However, little is known about how differences in views may be a
cause for friction within the practitioner–client relationship. This paper responds to
this knowledge gap with the help of Hochschild’s interpretative framework of ‘fram-
ing and feeling rules’ (Hochschild, 1983, 2003), which will guide our analysis of prac-
titioners’ views and approaches to care-sharing with PwM. Thereafter, we will add
another layer to the analysis by relating practitioners’ expressed ‘framing and feeling
rules’ to the experiences of PwM caring for a family member with dementia.

Framing rules are ‘rules governing how it is we see situations’ (Hochschild, 2003: 82).
According to these frames, people ascribe definitions or meanings to situations. People
use feeling rules, Hochschild argues, to relate to these frames. Feeling rules ‘define what
we imagine we should and shouldn’t feel and would like to feel over a range of circum-
stances; they show how we judge feeling’ (Hochschild, 2003: 82). Thus, framing rules
and feeling rules mutually inform each other, as framing rules ‘point to the cognitive,
meaningful, and interpretive frame within which feeling rules are situated’ (Tonkens,
2012: 199). For instance, someone who just got fired may perceive this through a
frame of personal failure or heartless capitalism (Hochschild, 2003: 99). A frame of per-
sonal failure will lead to a feeling of disappointment in oneself, whereas a frame of heart-
less capitalism will lead to a feeling of indignation. So, framing and feeling rules together
determine how we grasp social situations (Hochschild, 1983, 2003).

We chose this framework because it helps to bring dilemmas, tensions and con-
flicts of human interactions to the fore (Tonkens, 2012). Rather than placing a focus
on access barriers to service use, we aim to offer an in-depth understanding of rela-
tional aspects of care-sharing with PwM. By highlighting how practitioners frame
dementia care-sharing, and how these frames determine their perceptions of and
experiences with PwM, this paper highlights new insights for discussions about
dementia care in families with a migration background.

Methodology
Methods of data collection

For this paper, we made use of two sets of data (N = 41) that are part of our larger
research project; one focusing on practitioners and the other focusing on family
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carers. Both datasets were based on a qualitative study design. Our data on practi-
tioners’ perceptions and experiences (N = 10) were collected through semi-
structured interviews, and are taken as this paper’s primary focus. Due to
COVID-19 regulations, they were conducted through online video calls in
Microsoft Teams. The interviews were conducted with the support of a topic list
focusing on five central themes, namely professional background; caring for a per-
son with dementia; communication with family carers and their relatives; care-
sharing within families; and care-sharing with formal services. All interviews lasted
between 60 and 80 minutes.

Our data on the care experiences of PwM (N = 31) were gathered through PwM
who provide care, or have until recently provided care, for a family member with
dementia. In this paper, we use this set of data to better understand our findings
from the practitioners’ interviews. As part of our larger research project, this dataset
was gathered through five different qualitative methods, namely semi-structured
interviews, photo-voice interviews, life-story interviews combined with ‘shadowing’
observations, and a focus group discussion. The focus group discussion was con-
ducted through an online video call in Microsoft Teams, the remaining four meth-
ods were conducted in person. The semi-structured interviews (N = 13) lasted
between 45 and 120 minutes. The photo-voice interviews (N = 5) lasted between
60 and 100 minutes. The life-story interviews were followed by ‘shadowing’ obser-
vations of our participants’ (N = 6) daily lives as carers, and lasted five to six hours
per participant. The focus group discussion (N = 7) lasted 100 minutes.

In the Netherlands, when a study is subject to the Medical Research Involving
Human Subjects Act (WMO), it must undergo a review by an accredited
Medical Research Ethics Committee (MREC). The MREC of the University
Medical Center Utrecht has assessed that our research project is not subject to
the WMO (decision date 17 August 2017). Therefore, ethical approval was not
required. For more information on this matter, see Central Committee on
Research Involving Human Subjects (2022).

Throughout the research, all authors upheld the key ethical principles in con-
ducting qualitative research, such as confidentiality, privacy, honesty and integrity.
All participants gave informed consent, and all interviews were audio-recorded
with the interviewees’ permission.

Participant recruitment and characteristics

The data from both datasets were collected by the lead author. For the first dataset,
practitioners were interviewed between July 2020 and January 2021. These include
health and social care workers with professional experience relating to dementia
care, and who have patients/clients with a migration background. We recruited
them through partner organisations and the lead author’s professional network.
Eight of the participants have a white-Dutch background and two of the partici-
pants have a migration background (Chinese and Turkish). An overview of the
sample is given in Table 1.

The second set of data was gathered between February 2018 and February 2021.
We spoke with family carers who have a Chinese, Indian-Surinamese, Moluccan,
Moroccan or Turkish migration background. We purposively recruited participants
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with a Moroccan, Surinamese and Turkish background because they belong to the
largest ethnic minority groups with a non-Western migration background in the
Netherlands (Statistics Netherlands, 2022). We also purposively recruited partici-
pants with a Chinese and Moluccan background because, within the Dutch context,
their views are often neglected in socio-scientific research on dementia care. Family
carers were recruited through community centres, social care workers, organisers of
peer groups for family carers and through partner organisations. An overview of the
sample is given in Table 2.

Analysis

All data were transcribed verbatim and anonymised. Within the analysis of our first
dataset, we made use of a directed approach to qualitative content analysis (Hsieh
and Shannon, 2005). In this approach, existing theory or prior research is used to
guide the analysis by first identifying key concepts or patterns as initial categories.
Next, operational definitions for each category are determined using the theory
(Hsieh and Shannon, 2005: 1281). This meant that we were guided by
Hochschild’s interpretive framework of ‘framing and feeling rules’ (Hochschild,
1983, 2003) as an analytical lens to understand how practitioners frame their per-
ceptions and experiences of dementia care-sharing with PwM. Following Hsieh and
Shannon (2005), the analysis of our first dataset included the following steps.

First, the interviews were inductively coded. We identified repetitive patterns
and initial codes while reading all transcripts, after which an initial coding scheme
was created. After that, all transcripts were transferred to ATLAS.ti where they were
further analysed and coded by the lead author. Identified patterns and themes were
discussed with all authors in several extensive meetings. Second, we established the
coding categories by further analysing the codes. Here, we asked: ‘How do practi-
tioners frame successful care-sharing?’, ‘How do practitioners frame their percep-
tions and experiences of care-sharing with PwM?’ and ‘How do practitioners’

Table 1. Overview of the research sample – practitioners (P)

Age Gender
Cultural

background Profession

P1 42 Female Dutch District nurse

P2 61 Female Dutch Carer support manager

P3 57 Female Dutch Dementia case manager

P4 47 Female Dutch Carer support manager

P5 54 Female Dutch Dementia case manager

P6 52 Female Turkish Social care worker

P7 55 Male Chinese Care consultant for Chinese-Dutch elders

P8 58 Female Dutch Geriatric nurse

P9 44 Female Dutch Geriatric internal medicine specialist

P10 58 Female Dutch Practice nurse
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expressed emotions (such as a feeling of inadequacy, victory and hesitation) relate
to these frames?’ Around 90 codes were identified. The identified codes were clus-
tered into eight categories which we organised in a coding scheme.

Table 2. Overview of the research sample – family carers (FC)

Age Cultural background Relationship to care recipient

FC1 67 Chinese Wife

FC2 54 Chinese Daughter

FC3 55 Indian-Surinamese Daughter

FC4 60 Indian-Surinamese Daughter

FC5 44 Moluccan Daughter

FC6 52 Moluccan Sister

FC7 42 Moroccan-Berber Daughter

FC8 45 Moroccan-Berber Daughter

FC9 45 Turkish Daughter

FC10 48 Turkish Daughter

FC11 54 Turkish Daughter

FC12 51 Turkish Daughter-in-law

FC13 48 Turkish Son

FC14 61 Indian-Surinamese Daughter

FC15 35 Moluccan Son

FC16 59 Moluccan Sister

FC17 71 Moroccan-Berber Daughter

FC18 55 Moroccan-Berber Daughter

FC19 39 Chinese Daughter

FC20 60 Moluccan Daughter

FC21 59 Moroccan-Berber Daughter

FC22 52 Moroccan-Berber Daughter

FC23 70 Turkish Wife

FC24 52 Turkish-Kurdish Daughter

FC25 58 Moluccan Daughter

FC26 58 Moluccan Daughter

FC27 42 Moroccan-Arabic Daughter

FC28 48 Moroccan-Berber Daughter

FC29 49 Turkish Daughter

FC30 61 Turkish Daughter

FC31 52 Turkish Daughter
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Next, we used our second dataset to better understand the research findings
from the practitioners with whom we spoke. We had already analysed the second
dataset in two previous papers (Ahmad et al., 2020, 2022). Our comparison with
the first dataset was based on the data that were already coded for these papers,
as well as the complete raw dataset of all family carers included in our larger
research project. In other words, we made use of data source triangulation. Here,
we revisited codes that relate to family carers’ perceptions and experiences of formal
and informal care-sharing. After that, we compared this to the analysis of the first
set of data. The findings from both datasets were thus not expected to match, but
were meant to create a fuller picture of experiences of dementia care-sharing
between practitioners and PwM.

The combined stages of the analyses have led to the identification of four over-
arching themes in which we discuss practitioners’ expressed framing rules, and how
family carers’ experiences can be understood in light of these framing rules, namely
proximity within the practitioner–client relationship, a demand-oriented approach,
the migrant Other and ‘they look after their own’.

Findings
Analysis revealed that practitioners perceive successful care-sharing through two
framing rules: a framing rule of proximity within the practitioner–client relationship
and a framing rule that calls for a demand-oriented approach. In their attempts to
stimulate care-sharing with PwM, meeting with these framing rules is often hin-
dered. This may result in a feeling of inadequacy to perform professional duties
and a feeling of caution in offering care guidance. Our analysis also revealed two
framing rules of cultural explanations for obstacles to care-sharing with PwM: a
framing rule in which PwM are perceived as the migrant Other and a framing
rule that assumes ‘they look after their own’. Due to a perceived lack of ‘cultural
knowledge’ about PwM, these framing rules, too, may lead to a feeling of caution
and inadequacy to perform professional duties. In the following four sections, we
elaborate on each framing rule through the perspectives of practitioners, while
we relate these framing rules to the experiences of family carers.

Proximity within the practitioner–client relationship

Practitioners experience proximity with their clients as essential to successful care-
sharing. This is framed as the ability to build a relationship of trust in which the
needs and wishes of both carer and care recipient are communicated. Such a pro-
cess ideally starts at an early stage of dementia, usually after a family member has
noticed early symptoms in their relative or spouse. In their contacts with PwM,
practitioners expressed a number of obstacles within the process of achieving
proximity.

First, practitioners expressed that, more often than in white-Dutch families, the
early stage of dementia is overlooked or denied in families with a migration back-
ground. Some practitioners (P2 and P5) indicated that, despite working in an eth-
nically diverse neighbourhood, they have a small number of PwM in their client
database – as a dementia case manager explained:
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I work in several neighbourhoods where quite a lot of [PwM] live, but the group of
people with dementia is a small group in my file … People are not open to talk
about such matters. (P5)

By the time family carers seek formal help, the dementia has often progressed so far
that hospitalisation is needed. Since this leaves little space to guide families through
the care process, the process of building trust with their clients is inhibited. A carer
support manager expressed this as follows:

You should be able to get close earlier [in order to give care guidance], but that’s a
really tricky thing with this group … Especially in the early stages of dementia,
there’s a lot of shame and it’s often brushed aside as if it’s not there. So, by the
time they [acknowledge] it’s there, [their relative] is already in a very advanced
stage. Then it has already come so far that there are very few solutions. (P4)

When PwM do seek help at an early stage, practitioners often experience a language
barrier with the care recipient. This is experienced as an obstacle to proximity
because:

You often have to speak with children of the patients, who then interpret. And
because of this, you don’t have direct contact with the patient; it always goes
through another person. (P10)

Indeed, this obstacle is further complicated when both care recipient and family
carer do not speak Dutch well.

Other expressed obstacles include a general feeling of distance between practi-
tioners and clients, and families’ lack of trust in formal care support. This may
be the result of an experienced language barrier. A dementia case manager
explained how this creates distance and prevents her from performing her job well:

This morning I visited a [client who has dementia]; he’s from Azerbaijan … His
wife takes care of him. Through her daughter, I asked her: ‘How are you doing?’ So
she [started] crying, without being able to explain why … And of course I know
why. You can see the worries drawn on someone’s face … And you want to [help
them] so much, I really enjoy walking that path together, so that she can share [the
care] a bit … And this lady was very nice, very friendly, very sweet people, but
there’s a distance. (P3)

Thus, when the framing rule of proximity is inhibited, practitioners may experience
a feeling of inadequacy to perform professional duties (hence, ‘You want to [help
them] so much … but there’s a distance’).

In addition, a lack of trust due to a fear to be ‘sent away’ to a nursing home may
exacerbate a feeling of distance:

I also [have contact with] a Vietnamese carer. Her daughter has settled well here,
speaks Dutch well. But this lady, well … They look at me very much during
conversations … A certain look of well, who’s that? What is she saying?
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Because, of course, [the carer and care recipient] don’t understand me. So, I always
explain to [their daughter]: ‘I’m not here to put people away. Do you want to
translate that? Tell them that I’m here to see what I can do for them and if I
can help them.’ (P3)

Even though an experienced distance and lack of trust in formal care support
(sometimes due to the effects of an experienced language barrier) have been
expressed by nearly all practitioners (N = 8), our data suggest that practitioners
who have more professional experience with PwM are more equipped to overcome
obstacles to proximity. For instance, the above example (P3) is from a case manager
who expressed having little to no experience working with PwM, as she was recently
relocated from a white-majority neighbourhood to an ethnically diverse neighbour-
hood. Practitioners who had more experience working with PwM expressed several
approaches for overcoming obstacles to proximity. One such approach involves the
support of a social worker with a migration background, as a carer support
manager explained:

We don’t have employees with a migration background in our team … So, when
we know there are barriers [in our interaction with PwM], we call in a social
worker who is familiar with the culture. Then we try to go in pairs … If you do
that at least once or twice then eventually they’ll embrace you, too … It’s often
better to initially go with [a social worker who has the same migration background
as the clients]. And even though I’ll be just sitting there drinking tea – thinking,
‘jeez, this is a waste of my time’ – it’s actually very important to make that con-
nection. (P4)

Practitioners also expressed other approaches for overcoming obstacles to proxim-
ity. These include: making use of a professional interpreter; calling in a religious
(e.g. Islamic) counsellor in family meetings; showing acknowledgement of carers’
contribution; and scheduling informal meetings with the carer and/or care
recipient.

Family carers, too, often experience distance with practitioners. One such example
is when practitioners do not show acknowledgement of carers’ contribution by
(sometimes implicitly) suggesting a need to move away from family care. A
Moroccan-Dutch family carer explained how she felt when a district nurse repeatedly
insinuated a need to move away from family care to a nursing home:

She keeps saying: ‘Are you able to care?’, ‘Can you handle it?’ … It’s as if she’s [say-
ing]: ‘You can’t handle it’ … She also [said]: ‘Are you considering a nursing
home?’ I was so angry … Why does she ask that every time? (FC8)

Data from the carers we spoke with suggest that the care-role gradually becomes an
important part of one’s moral identity (Ahmad et al., 2020). When practitioners do
not express acknowledgement of carers’ work, and instead give the impression that
carers should distance themselves from their care-role, this can inhibit proximity
within the practitioner–client relationship – as illustrated in the above example.
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Family carers may also experience distance when practitioners express their con-
cerns, or the course of the condition, in a straightforward manner. A
Chinese-Dutch family carer of her mother explained this as follows:

[The nurse] was very unkind because she said to me: ‘This lady, with such an old
age, she will never get well.’ Because she’s old and didn’t speak Dutch and had
dementia … But how can she say such a thing? Who is she to write off an old
lady like that? … That is why we thought: ‘We don’t want mom to be stressed
and we just want to give her a nice old day.’ (FC2)

The above experience, as well as other similar negative experiences with practi-
tioners, have created a sense of distance with formal care – which is the main reason
why this family carer decided to refrain from formal care services. A Turkish-Dutch
social care worker is aware of this, and thus avoids speaking in straightforward
terms:

Dutch people are used to speaking in straightforward terms. In fact, I say the same
thing [that my white-Dutch co-workers say], only with many indirect turns, you
know? And people appreciate that more … Yes, then you notice that [clients with
a migration background] trust me more. (P6)

As illustrated in the above, our data suggest there may be a feeling of distance on
both ends, but practitioners can take away obstacles to proximity. Hence, some
practitioners find ways to overcome these obstacles. When this happens, it is experi-
enced as rewarding, as a dementia case manager illustrated:

I now have [clients] who are from Suriname … Recently [the care recipient]
started going to a day-care, which he had been evading for a year … He has a
great time there, which I had already told him many times, but before taking
that step, yes, that takes a lot of work … And, you know, that sometimes feels
like a victory. (P5)

In this example, the practitioner managed to build trust gradually with the care
recipient by scheduling separate, informal appointments in which she would lend
an ear. Eventually, this led to the care recipient accepting formal care. By being
able to respond to the framing rule of proximity, both the practitioner and her cli-
ents were able to move forward.

A demand-oriented approach

The second expressed framing rule to successful care-sharing entails a
demand-oriented approach within the practitioner–client relationship. This is framed
as an approach in which clients have to express their demands for care-sharing, after
which practitioners align their professional support to these demands. Implicitly or
explicitly, practitioners expressed this approach in their views about care-sharing.
A district nurse expressed this as follows: ‘You have to sort of make sure that the ini-
tiative is left with [the clients] themselves … but offer them what’s possible’ (P1).
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As mentioned earlier, practitioners indicated that, compared to white-Dutch fam-
ilies, PwM seek less formal care support – which also stands in the way of a
demand-oriented approach. When PwM do seek help through referral, practitioners
notice that PwM often decline a follow-up appointment for further counselling:

We get referrals from the dementia network and after that you want to start [the
process] with a client; you start arranging home visits. And what you notice [with
PwM] is that they don’t want to make a follow-up appointment. [They’ll say]: ‘I’ll
call sometime.’ (P3)

In this example, a family carer declined support and a follow-up meeting with the
dementia case manager to whom the carer had been referred. Within the framing
rule of a demand-oriented approach this means that the case manager should
respect this decision, since the family carer did not express a need for care support
after their initial consultation. Thus, practitioners generally experience a feeling of
caution to further get in touch with PwM who decline help or who do not express
their needs for care support. A carer support manager described this as follows:

I know [a family carer with a migration background], her father-in-law has
dementia. I told her about the work we do and sent her [our monthly] Family
Carer Newsletter and an [online dementia information tool] … She said: ‘We’re
handling it ourselves.’ I said: ‘Fine, but know that we’re here’ … If you can do
it yourself then you should do it yourself, right? But I am convinced that 99 out
of 100 people have to deal with rules and regulations … Anyway, they handle it
themselves and I haven’t heard anything from her. So, I find it difficult to impose
myself and email her: ‘How are things going now?’ – because she’s not asking for
my help. That wouldn’t be demand-oriented, you know. (P2)

In other words, due to a complicated health-care system and the progressive nature
of dementia, practitioners know that family carers will benefit from formal care-
sharing throughout the care process. But when a demand-oriented approach is
inhibited, practitioners generally experience a feeling of caution to follow up with
family carers.

Eventually, family carers may seek help in a much later stage of dementia.
Practitioners are aware of this issue, but may not press discussions with their clients
because it does not fit within the framing rule of a demand-oriented approach:

And then when it’s no longer possible [to provide care at home] they’ll come to us,
but then it’s already on the late side… [But] I’m not going to tell them: ‘Hey, don’t
come [to us] too late’, because I don’t want to impose myself on people. (P1)

So, when PwM do not express their needs and wishes for support, practitioners will
refrain from offering possibilities for support.

However, when there is an experienced distance within the previously discussed
framing rule of proximity within the practitioner–client relationship, it is unlikely
that PwM will express their demands within an early stage of dementia.
Moreover, when there is a lack of clarity about dementia and the possibilities for
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care support, PwM may not express their demands. This is illustrated through the
following example from a Moroccan-Dutch family carer who contacted her GP for
care guidance:

We literally told [our GP] what’s [going on] with our mother, and then he didn’t
say: ‘Your mother needs this.’ So they should’ve diagnosed her and [we could’ve]
hired [homecare services] to take care of her at home; he never informed us about
this … He did mention: ‘We can do a lot for you’ and ‘We are prepared to help
you’ … But explaining to us that things can be arranged in the Netherlands …
We didn’t know that there’s [carer] compensation and that you can hire people.
[I had] never expressed: ‘My mother needs help and I have to arrange something.’
So maybe that’s the reason, [but] the GP never said: ‘There’s something wrong,
you need to go there.’ (FC18)

Instead of being referred to a geriatric specialist, and being provided with the infor-
mation and tools that would support her in her care-role, this family carer was left
with further lack of clarity about her mother’s behavioural changes due to demen-
tia. As an alternative, she sought help within her community:

We [later] found out about it ourselves, through other people. We asked people:
‘How did you take care of your mother?’ Then we saw other examples … And
then we said [to our GP]: ‘We also want to do that assessment to determine whether
our mother has [dementia].’ So we really had to address it this way, and we didn’t
know that. I felt so bad about it because my mother couldn’t take care of herself
anymore, and I had to take her into my home … She left the tap on, and the
stove, it was dangerous. And, really, it took two years until the diagnosis was made.

The above example illustrates that, even when family carers seek formal help at an
early stage of dementia, they may not be provided with care guidance due to practi-
tioners’ framing rule of a demand-oriented approach. In a similar manner, a care
consultant for Chinese-Dutch elders expressed this concern as follows:

In the Chinese situation, dementia is complicated … There’s no cure for it, so
there’s no ready-made solution. That’s a barrier for the family to seek help. It’s
not like diabetes or a stroke, in which the possibilities for help are clear … You
have dementia, so why ask for help? They need to know what they are entitled
to, and whether it’s covered free of charge. Not all Chinese people are familiar
with the basics of the Dutch health-care system … let alone formal help, such
as homecare services. (P7)

In other words, a lack of knowledge about dementia and possibilities for care
support will logically discourage people from expressing their demands for support.
Thus, this framing rule is harmful to families who do not express their demands
accordingly.

Furthermore, data from the carers who participated in this study suggest that,
especially in a later stage of dementia, it may be difficult for family carers to accept
formal care – as the care-role often gradually becomes a significant part of their
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identity. It is crucial that practitioners discuss this emotional barrier with family
carers as early as possible, instead of waiting for family carers to express their
demands. Simply providing family carers with, for example, an online dementia
information tool (P2) is thus insufficient to achieve care-sharing.

The migrant Other

Half of the practitioners we spoke with (N = 5) perceive culture or cultural differ-
ences as an obstacle to care-sharing with PwM. These are cultural explanations
attributed to specific ethnic groups or PwM in general. When this happens,
PwM are framed as the migrant Other. A dementia case manager illustrated this
in the following example:

They’re very nice, very friendly, but still there’s this line that seems to entail: ‘I am
Afghan, you are Dutch.’ You know? … I don’t know exactly [how to explain it],
but I do sense this [feeling] with all of them. (P3)

Thus, when making contact is experienced as difficult, practitioners may attribute
this feeling to cultural differences. The experience of these differences is informed
by comparisons with clients from the majority Dutch population, as the same case
manager explained: ‘And there was a couple before them, a Dutch couple, and you
notice the difference. We were able to make contact right away’ (P3). A district
nurse made this comparison in a similar manner:

MA: What do you think is the reason that [PwM] seek help at a late stage?
P1: I think that’s culturally determined … Because, in the Dutch culture, I

think we’re more used to signing people up for homecare services,
and that parents [make use of] homecare. And, of course, in a lot migrant
cultures it’s more common that they want to handle it themselves.

In other words, when practitioners experience obstacles to care-sharing, this may be
perceived as ‘a culture thing’:

We have a Turkish daycare and a Moroccan daycare … But what’s difficult about
that, and I think that’s also a culture thing … is that they very easily [cancel and]
say: ‘Oh, but I’m not coming tomorrow.’ (P4)

While such experiences are legitimate, cultural explanations are unproductive
within the context of dementia care-sharing with PwM – as will be illustrated in
the following.

First, when obstacles to care-sharing are attributed to cultural differences, the
complexity of the situation is left unexplored. This prevents the emergence of
possible solutions, as the following example from a dementia case manager
illustrates:

The other day I heard from someone that they see dementia as a curse. That you
get it because you did something wrong. And then I thought to myself: ‘Oh help!
Now I have to do something about that.’ (P5)
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The case manager elaborated on the above, by telling us that she wonders what this
(‘dementia as a curse’) means within other cultures. Focusing solely on the meaning
of culture leaves her feeling stumped, as it blocks her from exploring (and thus
offering solutions to) the root of the problem she is facing. For instance, data
from the carers we spoke with suggest that the problem she described may be
related to a lack of knowledge about dementia, more so than it relates to culture.
We will illustrate this through the following example of a Moroccan-Dutch family
carer who described how, during the early stages of her mother’s dementia, she
believed her mother was possessed by a djinn (demon):

Suddenly she was seeing things that weren’t there, hearing things that weren’t there
… She couldn’t sleep, was afraid, anxious … And then I thought maybe she’s
[possessed by a djinn] … Two or three times [imams] came here, for ruqya [exor-
cism]. They said: ‘That woman has no djinn’ … And then I thought: ‘I’ll go to the
doctor.’ When I [understood] she has dementia, I thought: ‘I have to learn how to
deal with this.’ I told the GP that I need to learn this… She [referred me] to some-
one specialised in teaching how to deal with [dementia] … I learned it there,
alhamdullilah [thank God]. (FC22)

When her mother’s behavioural changes became visible, this family carer was
unfamiliar with dementia. That is why she initially searched for non-medical
answers. But the moment she was informed that these behavioural changes relate
to dementia, she sought information about dementia (care). With this gained
knowledge, she now also informs people within her community:

My cousin and her daughters don’t know how to deal with [my aunt who has
dementia] … Then I explained to them a little bit, what it means, and, yes,
only then [they] started treating her properly. [It’s] hard though, some people
don’t know and then they don’t look for information. [It’s] really difficult. I
also experienced it myself, at the beginning [I thought]: ‘What should I do?’ …
[That’s why] I tell many people about my mother, [about] the disease.

So, when family carers lack knowledge about dementia – or when finding informa-
tion is an obstacle – this gap may be filled with other (non-medical) explanations.
This was also emphasised by a care consultant for Chinese-Dutch elders (P7).
Fixating on culture (through the frame of the migrant Other) when facing obstacles
to care-sharing therefore exacerbates a lack of care-sharing with PwM.

Second, a fixation on cultural differences creates a feeling of caution while inter-
acting with PwM, as a district nurse explained:

[Then] I think: ‘Okay how [am I] going to communicate this well?’ … Then I have
a goal in mind which I have to move towards in order to [have them] accept more
care, but how do you achieve that without offending people? [How do] you take
their culture into account? These are quite tricky matters. (P1)

Besides a feeling of caution, a focus on cultural differences can lead practitioners to
feel they are unable to perform their jobs well due to a perceived lack of cultural
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knowledge about the migrant Other. A dementia case manager expressed this as
follows:

It feels as if I need to read a book on how to deal with foreign people. Do
you understand what I mean? That’s where [the problem] seems to be
situated. (P3)

Consequently, this dementia case manager is left feeling stumped – as she is unable
to perform her profession adequately. When this happens, practitioners may seek
‘diversity trainings’ or professional tools about culturally appropriate care, while
neglecting families’ knowledge about the care recipient’s individual needs – as a
Turkish-Dutch family carer explained:

[An employee at the nursing home] said to me: ‘I’m going to find out what culture
[-sensitive] care means.’ I said to her: ‘But we’re right here [for questions about my
mother’s care], we live with these people and we know how they’ve lived.’ But, no,
they wanted to go to a conference, to figure this out independently from our family
… And that’s really upsetting. (FC30)

The above illustrates an implicit hierarchy of knowledge, in which this carer’s
knowledge of her family’s culture and care needs is considered to be inferior to pro-
fessional knowledge about culturally sensitive care. Indeed, our data suggest that
PwM are willing to make use of formal care when it meets their needs. However,
as illustrated in the above, family carers’ knowledge is not always utilised to deter-
mine these needs.

Thus, an overemphasis on culture does not only interfere with practitioners’ pro-
fessional performance, it also prevents PwM from receiving adequate formal care.
This is further illustrated through the following example from a Turkish-Dutch
family carer:

When I brought my mother [to the nursing home], [a care worker] said to me:
‘Why are you bringing your mother here? There are also Muslim residential
homes, right?’ … I said: ‘What are you saying? What difference does it make if
she’s Muslim or non-Muslim? My mother is not [even] Muslim. My mother is
Alevi!’ … [They said] they had never dealt with this before because my mother’s
the first [PwM] in that nursing ward … [But] that doesn’t matter because [resi-
dents] of that [ward] can’t talk, can’t share anything with each other. My mother
doesn’t talk anymore either … People in this [ward] are similar to my mother.
They have the same disease as my mother. (FC24)

Due to the perceived otherness of PwM, including the perception of PwM as a
homogenous group (in the above case, Muslims) and preconceptions about cultural
differences in care needs, this family carer was met with rebuff and social exclusion
when she sought formal care for her mother. When this happens, practitioners are
unable to perform their profession adequately (by guiding PwM in their care pro-
cess), while PwM are prevented from receiving support that matches their individ-
ual needs.
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‘They look after their own’

A frequently expressed framing rule from some of the practitioners we spoke with
(N = 5) is that PwM refrain from formal care-sharing because they prefer to ‘look
after their own’. This framing rule can be shaped in several ways. First, practitioners
may base it on an actual observation of the family’s preference to provide care in
the home environment, as a geriatric specialist explained:

I don’t experience at all that children don’t [share] their parents’ care. I have a lot
of migrant elderly [patients], and I see quite a lot of children who are all incredibly
involved; children who move into their parents’ home or children who take their
parents into their homes. (P9)

Second, practitioners may also base this framing rule on their observations of chil-
dren’s involvement in different care tasks:

In my experience, when there’s a number of children, then these children are gen-
erally involved and they distribute the [care] tasks among themselves. I have a
Moroccan [patient], her daughter is the one who provides physical care, the
other daughter is the one whom I talk with about medical concerns, one son
takes care of the finances, the other son does the groceries, and so on and so
forth. So, the care is usually adequately distributed … I mostly encounter families
who are very much together involved in the care tasks. (P10)

Third, besides the above-expressed perceptions of care-sharing within families with
a migration background, this framing rule may be shaped through a perceived pres-
ence of an extensive and supportive ethnocultural community, as pointed out by a
district nurse:

They are willing to do a lot and that’s part of their culture, that migrants are sur-
rounded by a large social network … So you notice that people around them, like
neighbours, are quite willing to help a lot … I’m sure that Turkish migrants and
the like always have enough people who can arrange this sort of thing. (P1)

So, moving into the care recipient’s home, the presence of several family members,
as well as the (assumed) presence of members from the same ethnocultural com-
munity, might create the perception that PwM share the care within an extensive
social network. Such perceptions may be based on practitioners’ observations of
dementia care in families with a migration background. As a result, these observa-
tions are generalised to all PwM – creating the framing rule ‘they look after their
own’.

However, our data reveal that the majority of the care tasks typically rest on the
shoulders of one or two family carers. Due to gendered care norms, this is usually a
daughter(-in-law) or wife of the care recipient. This is evident both from the experi-
ences of the remaining five practitioners we spoke with (P3, P5, P6, P7, P8) and
from the experiences of the included family carers (N = 31). On the surface, it
may seem as if families are managing the care tasks together, e.g. due to the pres-
ence of several family members during a hospitalisation or during consultations
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with practitioners. But, in practice, this is often not the case. Therefore, when prac-
titioners perceive informal care by PwM through the frame ‘they look after their
own’, family carers’ needs for care support will be neglected. This is illustrated
by a Moroccan-Dutch family carer:

Two of my brothers always accompanied [my mother] for an examination or when
she was sick, they always went together. So, [the GP] saw that we were taking good
care of my mother, and [maybe] he thought: ‘It’s not necessary to [support them].’
But he didn’t know that we also had problems. (FC18)

In other words, practitioners may refrain from providing care guidance when they
have the impression that PwM are managing the care tasks together. As a result, an
unequal distribution of care tasks within families is not detected.

Even when practitioners do detect an unequal distribution of care tasks within
families, they may explain the lack of formal care-sharing with the stereotypical
assumption that PwM ‘are very much inclined to resolve matters within their
own circle and do not quickly ask for [formal] help’ (P4) and that ‘they look
after their own’ (P2). A carer support manager explained this as follows:

We Dutch people, we like to think that we have to provide families with [formal]
support. But they [i.e. PwM], they just look after their own, in their own way, and
they probably also get their information in all kinds of ways. (P2)

Whether practitioners do or do not detect an unequal distribution of care tasks
within families, the framing rule that assumes PwM ‘look after their own’ is harm-
ful. Instead of exploring the care context and barriers that PwM may experience,
this framing rule hinders possibilities for (the improvement of) care-sharing.

Only a few (N = 6) of the family carers we spoke with experience their social net-
work (including family members, and sometimes also neighbours/friends) as sup-
portive. One such example is a Moluccan-Dutch family carer who has managed to
share her mother’s care within her social network and with formal care. This is not
due to the idea that people within her community ‘look after their own’, but it is
due to her assertiveness and management skills. She tells us that a dementia case
manager did not acknowledge these efforts, and instead expressed an assumption
about care-sharing within her ethnocultural community:

[A dementia case manager] came to see me once, but after that I didn’t want to
meet with her anymore. She kept saying that it’s so nice that I have so many family
members and Moluccans around me in this neighbourhood, so that I don’t have to
feel alone [in my care role]. I found that so irritating. Being a family carer is hard,
even when you have people around you. (FC20)

As illustrated in the above, not only does the assumption that PwM ‘look after their
own’ obscure family carers’ contribution, it also leaves no room for discussions
about (the improvement of) formal and informal care-sharing.
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Discussion and conclusions
The changing social and demographic landscape of Europe leads to more diverse
family contexts and care needs (Roberto and Blieszner, 2015). At the same time,
within families with a migration background, care experiences and needs for care-
sharing are multilayered (Ahmad et al., 2022). This calls for an approach that fos-
ters dementia care-sharing in a way that is sensitive to these different needs and
experiences. However, as highlighted in this paper, it is not always possible to
achieve this within current professional approaches. By examining how practi-
tioners frame care-sharing with PwM caring for a family member with dementia,
and how these frames can be understood in light of family carers’ experiences,
we have highlighted tensions within the practitioner–client relationship. In the fol-
lowing we reflect on these findings.

Due to an experienced feeling of distance, practitioners are often unable to respond
to the framing rule of proximity within the practitioner–client relationship. A language
barrier and reaching out to formal care in a late stage of dementia are experienced as
major obstacles to achieving proximity with PwM – a finding that resonates with pre-
vious studies (e.g.Gulestø et al., 2022; Sagbakken et al., 2020). Even when communica-
tionwith family carers was possible, practitioners often experienced a sense of distance.
This could be due to an overlap of language and culture. For example, ways of speaking,
or implicit references to religious and culturally shared knowledge, are suggested to
impact communication between one another (Gora and Conner, 2013; Sagbakken
et al., 2020). PwM, too, often experienced a lack of proximity with practitioners.
Other studies report that this may be due to a general feeling of anxiety to accept pro-
fessional outsiders which could be related to shame and stigma within the community
(Tonkens et al., 2011), as well as experiences of social exclusion and institutionalised
racism experienced by PwM (Jutlla, 2015). Our findings suggest that PwM may also
experience a lackof proximitywhenpractitioners fail to recognise themoral dimensions
of caregiving or when concerns are expressed in a straightforward manner.

Within the framing rule of a demand-oriented approach, practitioners will gener-
ally experience a feeling of caution to offer care guidance when PwM do not express
their needs for care support or when PwM express a desire to perform the care tasks
themselves. As suggested in other studies (Mukadam et al., 2011; Sagbakken and
Kumar, 2017), our study shows that knowledge about dementia and formal care sup-
port is essential to help-seeking behaviour. Also, studies show that when PwM
experience language barriers, it is difficult to advocate for themselves, ask questions
and navigate health-care systems (Gengler, 2014; Espinoza and Derrington, 2021).
This may explain why families with a migration background often do not seek formal
support in an early stage of dementia (Mukadam et al., 2011), and why PwM often
receive delayed diagnosis or inadequate treatment for dementia (Chin et al., 2011).
Nonetheless, the framing rule of a demand-oriented approach expects family carers’
responsibility and assertiveness to express their care needs. In doing so, this framing
rule excludes families who have not yet been fully informed about dementia and the
possibilities for care guidance. Previous studies (Jutlla, 2015; Ahmad et al., 2022)
illustrate that (formal and informal) care-sharing is less likely for PwM who come
from an under-resourced background, as compared to PwM who had the opportun-
ities and financial means for self-development. Our findings thus suggest that the
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framing rule of a demand-oriented approach particularly excludes under-resourced
family carers.

The framing rule of proximity within the practitioner–client relationship and the
framing rule of a demand-oriented approach should be understood as interrelated,
as they correspond with each other. This means that an experienced lack of prox-
imity within the practitioner–client relationship will logically prevent PwM from
expressing their needs and wishes within a demand-oriented approach. As a result,
PwM may (further) distance themselves from formal care. Subsequently, obstacles
to responding to these framing rules may be perceived through the framing rule the
migrant Other and the framing rule ‘they look after their own’.

Within the framing rule the migrant Other, care-sharing with PwM is contrasted
with clients from the white majority population. Differences in PwM are attributed
to their culture. Due to its essentialist and othering effects, the framing rule of the
migrant Other hinders a full understanding of the care context (see also Botsford
et al., 2011). As a result, practitioners experience a feeling of hesitation and inad-
equacy to perform their profession due to a perceived lack of cultural knowledge
about the migrant Other. To resolve this matter, practitioners may seek knowledge
about culturally sensitive care while neglecting family carers’ knowledge about their
family’s culture and care needs.

Within the framing rule ‘they look after their own’, PwM are assumed to share
the care tasks within an extensive social network of family members and members
within their wider ethnocultural community, or that PwM simply prefer to handle
the care tasks themselves. This frame is based on practitioners’ observations of
informal care-sharing within families with a migration background or on stereotyp-
ical assumptions about PwM. In either case, the frame ‘they look after their own’
hinders practitioners from a full understanding of the care situation and family
carers’ individual needs for care support – which can reinforce social inequalities
and exclusion faced by PwM (see also Jutlla, 2015).

Thus, when obstacles to the framing rules of proximity and a demand-oriented
approach are perceived through the framing rule of the migrant Other and ‘they look
after their own’, practitioners are inhibited from finding solutions to these experi-
enced obstacles. As our study suggests, not only does this prevent practitioners from
adequately performing their profession, it also risks PwM being excluded from for-
mal care. In accordance with previous studies on dementia care in families with a
migration background (Berdai-Chaouni et al., 2020; Gulestø et al., 2022), our find-
ings suggest that practitioners are often unaware of the complexities of care needs
within these families. This could be why obstacles to successful care-sharing are
framed through cultural explanations.

An important limitation of this paper is that our small sample of included practi-
tioners limits generalisations about practitioners’ identified framing rules. However,
it was not our aim to offer a representative sample. Rather, by identifying practi-
tioners’ framing rules, we aimed to offer an in-depth understanding of views and
approaches that impact formal support for PwM caring for a family member with
dementia. Attaining this aim was in part possible because we highlighted how practi-
tioners’ framing rules can be understood in light of family carers’ experiences.

Also, rather than bringing family carers’ framing rules to the fore, we only elu-
cidated practitioners’ expressed framing rules. We made this decision based on our
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research aim and question. Family carers’ framing and feeling rules have been high-
lighted in a previous study on dementia care in families with a migration back-
ground (Ahmad et al., 2020). It shows that PwM may take up the role of family
carer through the moral framing rules reciprocal love and/or filial responsibility.
To cope with a lack of informal care-sharing, these framing rules gradually become
a part of carers’ moral identity (e.g. being a ‘more loving and caring daughter’ or a
‘better believer’ than non-caregiving family members). The moral component and
implicitly gendered nature of both framing rules make it difficult to seek formal
care guidance – especially in a later stage of dementia when providing care has
become a significant part of one’s identity.

Within the context of our current study this implies that adaptive and more inclu-
sive approaches to building trust are needed within the framing rule of proximity, and
that it is crucial to discuss family carers’ emotional barriers to care-sharing as early as
possible instead of taking the framing rule of a demand-oriented approach as a focus.
That way, practitioners can reduce emotional barriers to expressing care needs. At the
same time, an awareness of the harmful effects of the framing rules the migrant Other
and ‘they look after their own’ is needed, as these frames may exclude PwM from for-
mal care while they also neglect the moral and gendered dimensions of dementia care
in families with a migration background.

Implications
Our study suggests a need to rethink the outcomes of professional approaches to
dementia care-sharing, and to give more attention to the relational dimension of com-
munication with PwM. This entails a need to find adaptive approaches to building a
trusting relationship in which PwM feel safe to express their demands and concerns
with practitioners. Even when there are language difficulties, a relationship of trust
can overcome language barriers to a large extent (Degrie et al., 2017).When interacting
with PwMwith dementia and their family carer(s), we thus suggest a flexible approach
in which practitioners adapt to the specific situation by paying more attention to rela-
tionship building. At the same time, it is crucial to take into account the intersectional
aspects of each family carer’s background (Ahmad et al., 2022).

While taking such an approach, it is important to move away from the current
discourse in which the care needs of PwM are perceived as a divergence from the
majority population. These perceptions need to be shifted to a perception in which
the diversity and uniqueness of individuals is recognised within all professional
approaches to dementia care. In other words, rather than operating within an
approach that fits a majority, professional approaches to care-sharing should create
space for difference. Given the ongoing diversification of societies, this focus is
more sustainable (Phillimore et al., 2016). Here, we do not believe that ‘diversity
trainings’ or ‘cultural awareness workshops’ are a solution. Such trainings run
the risks of treating ethnic minority cultures as static and problematic (Shepherd,
2019), while ignoring professional cultures and neglecting carers’ knowledge of
their family’s culture and care situation. Rather, there needs to be an ongoing dis-
cussion about the tenability of practitioners’ views and approaches to care support
in an increasingly globalised and diverse society. In this paper, we have made an
attempt to open up this discussion.
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Note
1 ‘Race’ is not an official social category in the Netherlands. Instead, ‘migration background’ or ‘ethnicity’
are commonly used terms within Dutch discourse. The term person with a migration background (PwM)
was introduced in 2016 in the Netherlands as a replacement for the term allochthonous (originating else-
where) – the opposite of autochthonous (original inhabitant) – because it was found to be a problematic
term (de Ree, 2016). PwM is not an ideal term either because it demarcates people on what they are not (i.e.
a person with a white-Dutch background), and it highlights differences from the majority. Furthermore,
although the term PwM is divided into Western and non-Western, in Dutch discourse it commonly refers
to persons who are not white. Nonetheless, this term is applied throughout this paper because we have yet
to come across a term that is more inclusive and suitable to the Dutch context.
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