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Abstract

This study tries to understand the power of knowledge within collaborative care networks to
provide insights for designing successful collaboration within care networks by combining
intersectionality and epistemic (in)justice. Becoming an informal carer for someone with an
acquired brain injury (ABI) causes a dramatic disruption of daily life. Collaboration between
professionals and carers with a migration background may result in unjust and unfair
situations within care networks. Carer experiences are shaped by aspects of diversity which
are subject to power structures and processes of social (in)justice in care networks. In this
study, intersectionality was used to both generate complex in-depth insights into the different
active layers of carer experiences and focus on within-group differences. Intersectionality was
combined with the theoretical concept of epistemic (in)justice to unravel underlying dynamics
in collaborative care networks contributing to the understanding that carers with a migration
background are often not seen as 'knowers of reality! This qualitative study conducted in the
Netherlands between 2019 and 2022 incorporated three informal group conversations (N
= 32), semi-structured interviews (N = 21), and three dialogue sessions (N = 7) with carers
caring for someone with an ABI. A critical friend and a community of practice, with carers,
professionals, and care recipients (N = 8), contributed to the analysis. Three interrelated
themes were identified as constituting different layers of the carer experience: (a) I need to
keep going, focusing on carers' personal experiences and how experiences were related to
carers social positioning; (b) the struggle of caring together, showing how expectations of family
members towards carers added to carer burden; and (c) trust is a balancing act, centering on
how support from professionals shaped carers' experiences, in which trusting professionals’
support proved challenging for carers, and how this trust was influenced by contextual factors
at organizational and policy levels. Overall, the need for diversity-responsive policies within
care organizations is apparent. Carers with a migration background need to feel heard so they

can meaningfully tailor care to meet recipients’ needs.
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Introduction

Suddenly becoming an informal carer for someone with an acquired brain injury (ABI)
causes major disruptions in daily life (Mclntyre et al., 2020). Many carers struggle to accept
their changed future, the changed behavior of the care recipient, and the changed rules of
reciprocity in their relationship (Pont et al., 2020). Care is provided within large collaborative
care networks, and when considering the collaboration between professionals and carers with
a migration background it becomes clear that this collaboration often (re)produces inequality
(Renn-Smidt et al.,, 2020b). Unraveling inequalities is a complex endeavor within public health
(McCartney et al, 2019). The present study was informed by intersectionality (Hankivsky,
2014a; Kapilashrami & Hankivsky, 2018; McCall, 2005) to generate insights regarding how
carer experiences are socially constructed and power-laden (Zanoni & Janssens, 2015). We
combined intersectionality with the theoretical concept of epistemic (in)justice (Fricker, 2007)
to capture how dynamics within collaborative care networks contribute to the reality that
carers with a migration background are often not seen as knowers of reality (Hengelaar et al.,
2021; Mapedzahama et al,, 2018; Montero-Sieburth, 2020).

Several studies in diverse fields have used the combination of the two approaches, with limited
studies within the healthcare field, e.g. Bacevic (2023); Cummings et al. (2023); Lo (2018);
Muntinga et al.(2024); Oliphant (2021); Omran & Yousafzai (2024); Patin et al. (2021); Rekis
(2023). Within studies that focus specifically on healthcare, Brown et al. (2023) show that racism
is primarily manifested through epistemic injustice as care recipients are disbelieved based on
their social identity and Sebring (2021) theorizes medical gaslighting and calls for broader
understanding of which structural barriers marginalized people face in accessing healthcare.
This body of evidence shows in different fields and at different levels that people belonging to
minoritized groups in society are questioned when it comes to their knowledge. However, there
are limited studies providing insights in practical implementation in research and additionally
research specific to healthcare issues. We aim to contribute to broader theory building on the
added value of combining intersectionality and epistemic injustice by providing an in depth
empirical exploration of the collaboration in care networks of care recipients with ABI.

ABIl is an umbrella term encompassing traumatic brain injury (TBI), when an external traumatic
event causes damage to the brain, and non-traumatic brain injury (NTBI), when a disease
leads to brain damage. Examples include car accidents, falls, and violence that cause a TBI,
or a stroke, tumor, or infection that cause an NTBI. An ABI does not result from congenital
disorders, degenerative disorders, or from brain trauma at birth (Goldman et al., 2022). Carers
responsible for someone with an ABI experience high carer burden because of the long-term
nature of care and the high levels of complex care required (Kavga et al.,, 2021). Caring for

someone with an ABI is also done within larger care networks in which carers collaborate
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with different professionals, such as a neurologist, general practitioner, physiotherapist,
occupational therapist, (district) nurse, speech therapist, and/or social worker. With a study
conducted in Denmark and Australia, Lobo et al. (2021) showed that in the acute care phase,
carers felt supported by professionals in the hospital or rehabilitation setting, but that after
discharge this professional support was experienced as inadequate. Community services
often lack sufficient coordination across a vast variety of involved disciplines, and carers are
not well informed about existing community services (e.g., Lobo et al., 2021). Additionally, an
international literature review showed that in the home context, carers frequently experienced
shared care as ineffective and unstructured (Hengelaar et al., 2018). In the Dutch context of
another study, carers often did not feel involved in the care provided in these networks at home
(Bussemaker et al.,, 2022). In a study outlining the developments related to informal care in the
Netherlands, it was evident that only half the carers were involved in shared decision-making

about provided care and the sharing of care responsibilities (Boer et al., 2020).

From the carer's perspective, the major disruption of daily life following an ABI influences the
social, practical, and financial aspects of their daily life (Hart et al., 2018), as well as causing
emotional grief and feelings of uncertainty about the course and consequences of their loved
one's ABI (Mcintyre et al., 2020). Although caring may provide a sense of purpose and a
deepened connection with the care recipient, carers may also experience ongoing worry and
loneliness. In addition, the loss of participation in meaningful daily activities and occupations
further affects carers’' health and wellbeing (Kokorelias et al, 2020). In the Netherlands,
approximately 3.5% of the population suffers from a type of brain injury, and it can be assumed
that this leads to at least an equal number of carers (Bussemaker et al., 2022). The impact
of being a carer on the carer’s health, participation, and wellbeing is evident, but the degree
of influence varies depending on the carer’s social positioning (Hengelaar et al,, 2021), and
adequate collaboration is seen as essential in the process of sharing care with professionals,
as the quality of collaboration is of great significance to the recovery of care recipients (Renn-
Smidt et al.,, 2020). How carers participate in and perceive the collaboration varies substantially,
however, and this is subject to many factors, including social identities like gender, age,
religion, ability, socioeconomic status, culture, and educational level and their intersections
(Hengelaar et al., 2021). These aspects of diversity co-shape the attitudes of carers toward
the provided care and their perspective on sharing care with professionals (Wittenberg et al.,
2019a). Not knowing what is expected may lead to ambiguity about roles and expectations in

the collaboration in the care networks among carers, which can result in feelings of insecurity.

Regarding carers with a migration background, Hamed et al. (2022) reported: “Groups of
people who are racialized are considered inferior ... devalued, disempowered and subjected to
differential treatment in various institutions” (p. 2). Minority status was negatively associated

with health status and disparities in access and quality of care in Akbulut and Razum (2022).
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Questions arise about how processes or dynamics within collaborative care networks contribute
to inequality, and in what way do the social positions of carers with a migration background
in Dutch society matter? In their literature review focusing on migrant health status, Lebano
et al. (2020) showed that despite policy ambitions, evidence exists of persistent inequalities
in accessing healthcare between migrants and non-migrants. Discrimination has negative
consequences for migrant health (Lebano et al. 2020), and a recent study in the Netherlands
by Badou et al. (2023) exposed that discrimination occurs within the Dutch healthcare system
and government policies are providing little guidance to address discrimination in healthcare

organizations.

Hynek et al. (2023) argued that the intersections of being a carer and having a migration
background is largely overlooked within public health research. Although they did not
find significant evidence in their cross-sectional analysis that being a carer and having a
migration background was associated with ‘double jeopardy’ in daily life in Norway, caution
was warranted, as carers with a migration background were underrepresented. International
literature reviews (Hengelaar et al, 2021; Shrestha et al,, 2023) have reported that, indeed,
carers with a migration background are often underrepresented in research on informal care.
Nevertheless, carers with a migration background experience higher burden than carers
without a migration background. Furthermore, Shrestha et al. reported that (a) the provision of
care is gendered, as care is more often provided by women across the globe and also by female
carers with a migration background; (b) care is more often shared with family members on the
level of sharing caring tasks; and (c) carers with a migration background experience a lack of

culturally sensitive support from professionals.

Research focused on collaboration between professionals shows that the above-mentioned
production of inequality may stem from (often implicit) bias among professionals that negatively
influences collaboration (Drewniak et al., 2017), and that informal carers’ knowledge is often
downplayed by professionals (Karlsen et al., 2023). The silencing of carer voices hinders
adequate collaboration within care networks and overlooks the essential role informal carers
play within the public health domain (Mathews et al,, 2015). When focusing on carers with a
migration background, it becomes clear that their migration background matters in their daily
lives, and that being a carer with a migration background also plays a role in collaborative
care networks. However, there is a lack of understanding of how dynamics in care networks
(re)produce inequalities and how intersections across aspects of diversity play a role in these
dynamics. To reform public health in a diversity-responsive way, it is necessary to recognize

how social position complicates interactions between stakeholders (Gustafsson et al., 2024).

This study tries to understand the power of knowledge within collaborative care networks to

provide insights for designing successful collaboration within care networks by combining

129




Part 2 Dutch perspective - empirical studies

intersectionality and epistemic (in)justice. In an empirical exploration of care networks in the
Dutch context, this study sought to understand the relation between social positioning and
power of knowledge, within collaboration in care networks of care recipients with ABI from the

carer’s perspective.

Theoretical background
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Within the Dutch context, carers reside in the inmost layer of care networks, which might amplify
the complexity of collaboration in these care networks (Duijs, 2023). Due to rising healthcare
costs, an aging society, and austerity measures within the Dutch healthcare system, there is
a growing awareness within the Dutch government of the necessity to provide informal care.
In the changing care landscape, ‘good care’ does mean good collaboration in care networks

to provide good quality care of recipients. Unequal access to healthcare, welfare, and carer

support in care networks has appeared related to aspects of diversity, particular for isolated

Generally, networks build on the idea of connected nodes where each node represents a carers, carers living in poverty, or carers unable to speak Dutch (Bussemaker et al. 2022).

stakeholder in the network, like being a carer, care recipient, professional, or for example, Carlsson (2023) argued that the care provided is not spatially confined and always embedded

another member belonging to the family or social network of either the carer or care recipient. within policies and practices that go beyond the home where the care is provided. Therefore,

We also took the approach of ‘layers, as each stakeholder has different interests and provides some insight into Dutch policies is necessary, as neo-liberal policies aim to create a society

different levels of contribution within the care network which influence carers’ experiences with increased social engagement within Dutch society and are combined with austerity

in different ways. Figure 1 visualizes a layered care network. To gain insight into carers’ measures to lower healthcare costs (Tonkens, 2018). This hyper-focus on self-reliance and the

experiences per collaboration within care networks, it was necessary to pay attention to the substitution of formal care by unpaid carers ignores a potential increase of family overload,

multiple layers within care networks, including the layer of the carer and care recipient, the pressure on the labor participation of carers (and on their employers, such as health and

surrounding social network, and the layer of sharing care with professionals (McPherson welfare organizations), and, potentially, new safety and health risks related to lower standards

et al,, 2014). Considering care networks in this way opens the possibility to understand the of care (Duijs, 2023).
complexity of carer experiences within care networks because it might enable effective

analyses of underlying assumptions and biases present within different stakeholders, which To better understand the role played by diversity in collaborative care networks, we chose

are represented by the different arrows in Figure 1. to invoke the concept of intersectionality as a theoretical lens. Intersectionality helps clarify

differences and inequalities within and between groups, as well as the mutual relationships

between categories of diversity embedded in a specific context of care networks and can

™
highlight the diversity amongst carers with a migration background. This enabled us to
Informal layer of larger
Family (in-law), Family (in-law), Friends, nelghbors, social network, changes focus not only on differences but in particular on power relations and social injustice, which
extended family extendedfamny I Church, | overtime determined . . . )
(in law) in the (in law) in the co :ﬂag”es ure by how social is necessary because the current research focused on carers with a migration background
Netherlands country of origin osque, etc network deals with . e . .
consequences of ABI has mainly focused on cultural sensitivity (Shrestha et al,, 2023) or adopted a single-issue
_/ approach to uncover discrimination based on, for example, either gender or ethnicity (Badou
-~ Innermost layer of a care . . . . . . . .
network consist of care et al., 2023). Intersectionality fosters responsiveness to diversity by not using a single-issues
dyad, which is subject . . . . . .
Care recipient — to change over ime approach (e.g., gender, migration background, age) or by understanding diversity as additive
determined by coping . \ . . .
) stotegies and level of (such as the added effects of gender + migration), but rather it refers to the interaction between
acceptance with ABI these aspects (gender x migration X age) and how people experience their daily lives at
H | h
ome care: genera . . .
Hospltal care or practmoﬂer Municinalit - these junctions (Crenshaw, 1991; Hankivsky, 2020). We thus hoped to generate new and more
rehabilitation setting: accupational p: | Y Aternati Family (in-law), Formal
neurologist, nurses, counci ernative layer of professionals, in- i igi i
occupamna“heraplst phytshlgﬁglrsatplst officer(s), social medicine | Chyangespovertime complex in-depth knowledge to both explain the origins and root causes of the experienced
g%sl':r‘]gﬁg’g"ft‘hgf:;g{‘ social worker, supportact based on care context(in lack of support among carers and provide insight into the different processes and dynamics
community nurse, law) in the Netherlands
etc . . . . . . . . .
home care, etc active in carers' experiences (Kapilashrami & Hankivsky, 2018). An intersectionality approach
%

was used to generate insights regarding the interactions between the various aspects of
diversity and (dis)advantage in individual lives, social practices, institutional arrangements,
cultural ideologies, and the outcomes of these interactions in terms of power, social inequities,
and health disparities (Hankivsky 2014).

Figure 1. Visualization of layered care network
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Power dynamics and social justice within the context of collaborative care networks may relate
to fair access to healthcare and the opportunity to be as healthy as possible both for care
recipients and carers. We relied on McCartney et al's (2019) definition: “Health inequalities
are the systematic, avoidable and unfair or unjust differences in health outcomes that can be
observed between populations, between social groups within the same population or as a
gradient across a population ranked by social position” (p. 28). Additionally, health inequalities
might be influenced by policies or actions that adversely affect the societal conditions in which
people can be healthy (Levy & Sidel, 2006). As a contested concept, ‘power’ deserves an
explanation as well within the specific context of care networks and how power might come
into play (Avelino, 2021). We recognized that power plays different roles within care networks, as
power is relational and shapes perceptions as well as presuppositions underlying the choices
made between stakeholders and might therefore also be oppressive or ignorant (Hancock,
2019; Meyer et al., 2013). Additionally, we framed power as the ability to act and recognize
that within care networks it is necessary to understand who is exercising power over whom
(power over), how actors exercise power to enable or resist change (power to), and how actors
collaborate in the exercise of power for/against change (Avelino, 2021). Specifically, expert
power assumed by professionals is a risk within collaborations when professionals determine
what is needed by whom and do not question situations unfamiliar to them (Meyer et al.,
2013). Within collaborative care networks communication is key, as it is influenced by power

structures since power is the capacity to mobilize means to achieve ends (Avelino, 2021).

In the case of carers with a migration background, their concerns are often not heard in care
networks. To unpack these dynamics, we chose to additionally make use of Fricker's (2007)
theory of epistemic (in)justice which occurs when prejudice causes the hearer to question
the credibility of the speaker and the reliability of the story (Fricker, 2007; Groot et al.,, 2022).
Prejudice within communication works in two ways: by either assigning more or assigning less
credibility to the speakers’ testimony based on characteristics such as their social positioning.
Fricker (2007) argued that it is the responsibility of the listener to gain access to ‘the just story’
of the speaker by a correct interpretation of words and body language. Creating such sensitivity
is an ongoing process, however, shaped by aspects of diversity and motivational attitudes that
are inherited and change over time through lived experiences (Auerback, 2021). Deviation from
societal norms may result in a process of being rejected as different (Johnson et al,, 2004)
within the hierarchy of power and results in situations of oppression (Khrebtan-Horhager,
2019). In collaborative care networks, there is a risk that professionals only see the generalized
‘other’ and fail to assess the need of particular carers who, according to professionals, deviate
from societal norms. Insights into Othering may help explain the link between minority status
and health inequalities (Akbulut & Razum, 2022). Combining intersectionality with epistemic

injustice provides more clarity of how epistemic injustice occurs depending on which aspects
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of identity and their intersections are attended to (Rekis, 2023). Within care networks, unequal
relationships cause tension within the collaboration and may be based in a process of Othering
because professionals often follow their own frames of reference and find it challenging to

interact with others with a different background (Claeys et al,, 2021).

Methodology

The goal of our study was to gain insight into the life-world experiences of carers and draw
attention to the concealed and tacit yet crucial work of informal caring and collaboration with
professionals. An intersectionality-informed qualitative study design was used by applying an

empirical intersectional framework (Hancock, 2019b).

Qualitative methods are appropriate for understanding and describing the experiential
knowledge gained from the lived experiences of carers. These methods may help uncover
hidden aspects of caring as well as aspects in the collaboration with professionals that are
difficult to articulate explicitly, including feelings of social injustice and not being 'heard’
(Vanidestine & Aparicio, 2019). We proceeded under the assumption that categories of
difference are dynamic productions of individual and institutional factors (Verdonk et al., 2019),
while recognizing the interconnectedness of numerous socially constructed identities that

collectively shape the lived experiences of individuals and groups (Abrams et al., 2020).

Participants

Diversity among carers with a migration background who are responsible for the care of a
person with an ABI was sought through purposive sampling to allow relevant dimensions of
diversity to emerge from the data, as these are not predetermined within an intersectionality-
informed design (Hancock, 2019b). A within-group intersectional approach was adopted by
not assuming that all carers with a migration background have similar experiences (Hankivsky,
2020). Twenty-one carers were included to represent a diverse within-group sample of carers
with a migration background (Hankivsky, 2014a). To be able to move beyond an essentialized
focus on migration background and demographic differences, the diversity of the lived
experiences of carers was considered (Bowleg, 2021), resulting in a heterogenous sample
based on carer identified, ethnicity, age, gender, sexual orientation, and religion, as well as
carer occupation and relationship to care recipients. Table 1 shows a representation of the

sample; the names are pseudonymes.
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Table 1. Representation of included participants

Mr. Yildirim
Gender: men (N=8), women (N=13)
Mrs. Zhéng
Mr. Elmaleh
Sexual orientation: straight (N=20), gay (N=1)
Mr. Chitrit
Mrs. Metha
Age: ranges between 25-79
Mr. Faya
Mrs. Ouazzani
Place of residence: urban (N=20), rural (N=1)
Mr. El Din
Mrs. Sadik
Mrs. Sardjoe Relationship to the care recipient(s): son (N=4), spouse (N=T1), daughter (N=2),
brother, spouse & daughter, aunt & uncle, father
Ms. Silva

Mrs. Lewandowska

Ethnicity: Dutch-Moroccan (N=5), Dutch - Surinam (N=6), Dutch - Chinese,

LI Lebanese, Polish, Ghanain, Congolese, Aruban, Curagaoan

Mrs. Ndongo

Mr. Autor

Occupation: bus driver, unemployed (N=10), retired (N=5),

Mrs. Lei . )
s.Leito care worker (N= 2), social worker, designer, student

Mrs. Mahabier

Mr. Beduwaa

Mrs. Jacobs

Religion: Islam (N=9), Catholic (N=7), Evangelic (N=3), atheist (N=2)
Mrs. Constancia

Mrs. Juliana

Data collection

Data collection took place between the end of 2019 and the end of 2022 and followed an iterative
process that started with informal group conversations (Green & Thorogood, 2018) with three
groups of 8-12 carers (N = 32) not included in the sample illustrated in Table 1. Participant
recruitment started by contacting via e-mail and telephone civil society organizations that
focus on providing support to informal carers, care recipients with an ABI, or migrant groups.
Organizations were chosen based on a mapping of all existing care and welfare organizations
within the larger Amsterdam area and the existing network of the authors and the community
of practice. Additionally, visits were conducted in person at community centers in Amsterdam,
several churches, as well as art-based community projects. In three organizations—a
Ghanaian church, an organization supporting domestic violence survivors, and an organization
supporting Moroccan older persons—informal conversations were possible with carers. Carers
who were present at these organizations were willing to discuss their experiences on the spot
but were not willing to take part in a formal interview. The summaries of these informal group

conversations were written in fieldnotes and used to substantiate the data analysis.
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Semi-structured interviews were conducted with carers (N = 21; Table 1). Recruitment was
conducted after the informal conversations, and additional care and welfare organizations
outside the larger Amsterdam area were approached. Finally, snowball sampling took place.
An interview guide was developed in which the everyday experiences of carers within care
networks were the point of departure, starting with the open question: “Would you mind
describing your experiences in caring for [name of care recipient]?" Questions that framed social
categories as separate were avoided (Bowleg, 2021), and instead there was a focus on broader
queries. Only when relevant dimensions of diversity emerged was a follow-up question asked
about this specific topic, for example, when a carer explained the difficulties in communication
between herself and a professional based on language barriers and how she did not feel that
her concerns were being heard. Follow-up questions regarding this language barrier and these
concerns were asked, like: “What language did you grow up with? Do you also speak other
languages? Are there words or expressions in your own language for your concern? What are

those? How would you explain your concern to other, for instance, family or friends?"

Subsequently, three dialogue sessions were conducted with seven carers to discuss the
preliminary analysis of the interviews with additional carers (West et al., 2022) recruited in
the same way as the interviewees. The dialogue sessions were used to contextualize the data
and strengthen our understanding and interpretation of the data (Groot et al., 2022). Two main
topics that emerged from the preliminary analysis of the interviews were part of the dialogue
sessions, namely: power dynamics in care networks based on intersecting dimensions of

diversity and perceived carer support, focusing on social injustice.

Analysis

The data from the interviews and dialogue sessions were subject to an intersectionality-
informed analysis (Stuij et al.,, 2020). The following steps were taken, including (1) exploring the
social categories participants assign to themselves (e.g., when participants mentioned their
religious beliefs or sexual orientation in relation to their carer experiences, the specific social
categories were coded); (2) linking the social categories to the stories told by the participants;
(3) determining the relevant intersections of social categories based on power structures and
aspects of social (in)justice; (4) contextualizing the experiences in care networks by analyzing
aspects of the socio-cultural, historical, and political context; and (5) creating vignettes to show
the interaction of social identity and the context in the experiences of carers in care networks.
The vignettes provide insight into the importance of the intersections found in the individual

stories to produce a contextualized story.

A community of practice (CoP) was then involved in additional participatory analysis. The CoP

consisted of care recipients with an ABI, carers, and professionals (N = 8) and ran parallel
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to a larger study aiming to ensure input from representatives affected by this study to create
reciprocal learning (Abma et al, 2017; Dedding et al., 2022). By their engagement in the
analysis, our results were deepened and strengthened by their perspectives with respect to
all forms of knowledge to ensure that the dominant logic that upheld inequalities was not
reproduced (Groot et al,, 2022). Six meetings were held with the CoP, which were guided by
creative hermeneutics (Cardiff & van Lieshout, 2014; Lieshout & Cardiff, 2011). The first meeting
included an analysis of diverse cases, aiming to discuss relevant intersections of dimensions
of diversity; the second meeting included a presentation of diverse carer groups seen in daily
practice and how experiences could be explained from an intersectional perspective; the
third meeting was devoted to the concept of intersectionality with regard to participants’ own
positionality; the fourth meeting involved a group discussion and critical reflection of the group
around which and whose perspectives might be missing; finally, the fifth and sixth meetings
focused on analysis and discussion of the main themes from the interviews and dialogue

sessions.
Ethical considerations

Ethical approval was granted by the Medical Ethics Review Committee of VU University
Medical Centre, project number 2017.395. Prior to data collection, verbal consent (informal
conversations) or written consent (interviews and dialogue sessions) was provided by all
participants. Participants who explicitly indicated that they chose to provide verbal consent
and participate only in an informal conversation seemed distrustful of formal procedures
and hesitated to sign documents. Salad et al. (2015) explained that it can be common within
minority groups on a community level to decline written consent. To increase credibility, data
triangulation between the three methods of data collection was used to elicit rich data from
different stakeholders’ perspectives. For the interviews and dialogue sessions, member checks

were carried out, after which two carers provided additional information.

To ensure rigor and establish trustworthiness, a preliminary analysis of the interviews was
conducted in close collaboration with a ‘critical friend' and co-authors to ensure research
triangulation and reflexivity (e.g., Van Wees et al., 2023). A critical friend was invited in the
analysis because none of the authors had a background in migration, and as this could result
in shortcomings in the analysis, we welcomed the critical perspective of someone who could
provide insights invisible to the author team. The critical friend identified as bicultural and came
from the existing network of the authors with an affinity to engage in research. A reflexivity or
positionality statement in and of itself may reproduce racialized power relations, giving the
White researcher a legitimizing validity method (Gani & Khan, 2024). However, the assumptions
that the researcher’s identity has more legitimacy through proximity (migration background)

to research participants, like by ‘ethnic matching’ in interviewing, has also been dismantled
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(Ahmed, 2019). With the support of a critical friend, we aimed for critical discussions during
the analysis, introspective intentionality, and action that enriched understanding from insights
from the critical friend's perspective (Gani & Khan, 2024; Kapinga et al,, 2022). As a research
team, we understood that our own positionality would influence the conducted research, so a

critical reflexive approach was adopted (Lazard & McAvoy, 2020; Verdonk, 2015)

Results

The carers' stories started when they became a carer and the realization they would need to
continue being a carer for as long as needed, which stemmed from the carers' stories in general
(Kokorelias et al.,, 2020). Becoming a carer in the Dutch healthcare system sounded daunting,
as carers must deal with many different professionals because of the complexity of an ABI.
This taxing experience was accompanied by uncertainties about what would happen and fear,
grief, and difficulties in accepting that their lives had changed forever. The experiences of the
group of carers in this study were amplified by not feeling heard and not taken seriously within
the Dutch healthcare system, where they were constantly “reduced” to the category of being

a migrant.

Our intersectional analysis of carers’ stories showed that Dutch carer experiences in care
networks are influenced by underlying intersecting dimensions of diversity as well as contextual
factors. When we analyzed carer stories through an intersectional lens, it became apparent
that the experiences were multi-layered and associated with a normativity of professionals
setting the norm for how carers with a migration background are expected to act within the
provision of care and a lack of diversity-responsive care within care organizations. The carer
experiences could be divided into three layers: (1) | need to keep going, focusing on carers’
personal experiences and how experiences were related to their own social positioning; (2) the
struggle of caring together, showing how expectations of family members towards carers added
to carer burden; and (3) trust is a balancing act, centering on how the support of professionals
shaped carers’ experiences in which trusting professional support proved challenging, and

how this was influenced by contextual factors on organizational and policy levels.

We noted that layers continuously interacted with each other while shaping carer experiences
that impacted the carers’ health and perceived wellbeing. Layers were introduced with a
composite vignette, which will be explained through an intersectional lens; we then elaborate

on our findings and discuss their relation to the literature.

I need to keep going

“We had a very traditional family in which my husband had two jobs as the head of the family,
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and | took care of our children and home. It was because of religious reasons that the man
provides for the household, but also for financial reasons we needed the two jobs. Now that my
husband has suffered a stroke, he is unable to work, and our family is in a very difficult financial

situation." (Mrs. Mahabier)

This quotation shows that an intersection of religion and traditional gender roles negatively
influenced the everyday life of Mrs. Mahabier and her family. The already difficult financial
situation of the family was aggravated after the ABI, and she had to transition from being
unemployed to being employed simultaneously as she had to come to terms with the fact
that she had become a carer. This created a negative spiral of stress that made it difficult to
keep going and care for herself, her husband, and her children. When we considered all of the
participants, it became apparent that the carers’ social positioning—as people with a migration
background—had already caused difficulties in their lives. After becoming a carer for a person

with an ABI, life becomes even more difficult, thus a ‘double difficulty’ is often experienced.

The story of Mrs. Mahabier was similar to those of other carers who were unemployed, and it
showed how the difficulties of combining work and care resulted in financial worries. However,
this may not be specific to carers with a migration background, as a study found that becoming
a carer often negatively influences carers’ financial situation (Bussemaker, 2022). However,
at the intersection with migration background, financial worries were not solely related to
additional healthcare. Retired carer Mrs. Ouazanni moved from Aruba to the Netherlands to
provide care for her son who had suffered a brain injury after migrating to the Netherlands
for his studies: “In Aruba, my pension was sufficient, but in the Netherlands, everything is more
expensive. | had to sell my house in Aruba, which is giving me sleepless nights. | temporarily
moved in with my son, but he was instantly cut off from his welfare. They [the municipality]
claimed it was not temporary because they went through the drawers, through my underwear,
and claimed | lived there ... so humiliating." In informal conversations, 10 carers shared that
they often encountered difficulties which they related to distrust by professionals because
they were not Dutch. For example, they relied on care from different departments of the
municipality which, the carers explained, was difficult to navigate especially when different
policies contradicted each other. Most of them relied on social benefits that were reduced after
they had received financial compensation for their travel expenses as carer. Mr. Yildirim used
his small pension; he did not have the possibility of building a full pension to cover the daily
expenses as well as the additional costs for professional care for his son due to his migrating to
the Netherlands halfway during his working life. The welfare his son had received since his ABI
was only sufficient for rent and health insurance. He added that although he himself suffered

from financial stress, he felt obligated towards his son.
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Carers, specifically carers who identified as Muslim, mentioned that their religion helped them,
as it provided them with the strength to keep going: “Being Muslim, whether you are from
Surinam, Morocco or, for example, Turkey, provides us with the strength to deal with everything
that is necessary as a carer” (Mr. Faya). For some carers, their religion provided guidance for
accepting their new situation: “When the faith in your heart is very strong, then you should be
patient with everything you experience in life" (Mr. Emaleh). However, at the intersection of
religion and culture, ambiguity was apparent as well, as some carers mentioned that religious
beliefs may also be a source of shame within their cultural group: "The shame of having a
daughter with a brain injury is great, and there is not always room to talk about that within our
religious beliefs" (Mr. Maduro). He explained that he once asked the Imam why he was given a
child with a brain injury and had been shocked by the answer that he should be happy with the
three children that he has and that he would find the strength to care for his daughter.

The relationship between carers and care recipients influences carers' experiences, in which
the choice of whether or not to perform certain tasks is placed at the intersection of culture,
gender, and family relations. Mrs. Metha was caring for her brother, and she described how,
in Hindu culture, you have an obligation to care for your family, but there are limits to what
she could provide: "I have been a nurse for 15 years and have changed so many diapers, but
I am unable to do that for my brother; that is not accepted in our culture." Mrs. Ouazanni also
stated that she was not willing to change her son'’s diapers, but her reason was about “human
dignity” in general and did not obviously relate to her culture: "I am Hindu as well, but for me it
has nothing to do with culture. It is about the dignity of my son.” For both carers, their limitations
in providing expected care resulted in emotional stress because they had to involve somebody

else to provide necessary care.

Mr. El Din provided different insight into how his relationship with the care recipients affected
his daily life. He identified his struggles at the intersection of being gay and being a migrant; as
he described it, “I have lost my entire social network since my husband suffered his stroke. This
only became evident since the stroke, because before we led very social lives, being gay and
all. But when you are unable to attend social gatherings, you are out. Also, we migrated to the
Netherlands, so our family is still in Lebanon: They are not around. It is just me and my husband
at the moment" (Mr. El Din).

This first layer reflected the social positioning the carers recognized in their own lives and
their openness about already living a difficult life before becoming a carer, which then made
their lives even more difficult. Hocking (2021) argued that carers make occupational choices
in ways that allow them to maintain a sense of identity acceptable and satisfying to them. The
question arises whether that is relevant to carers who do not feel they have a choice but can

only focus on moving forward, one day at a time. The endurance carers need to practice to
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keep going is evident in informal care research. Studies have shown that becoming a carer is
a challenging task, both emotionally and physically, although they often also report positive
experiences (Mackenzie & Greenwood, 2012; Sullivan & Miller, 2015). The carers in this study
did not express positive experiences even when explicitly asked, which might come from the
difficult social position they were already in before becoming a carer. Stenberg and Hjelm
(2023) described that the contradiction between the experienced cultural obligation and the
preparedness to provide care may lead to carer burden; consequently, carers with a migration
background may experience a triple burden of “cultural, social, and often practical barriers” (p.
3). This should be taken into account by other stakeholders within collaborative care networks,

as this greatly impacts the way carers with a migration background take part in collaborations.

Additionally, this first layer was overwhelmingly defined by financial worries in relation to
caring responsibilities. A recent study revealed that carers in the Netherlands have additional
expenses related to their caring responsibilities which put more and more carers in financially
difficult situations (Bussemaker et al.,, 2022). Carers who live in difficult financial situations
experience more stress (Grant & Graven, 2018; Lam et al, 2022). Additionally, carers who
combine informal care with employment may experience a ‘double burden;, which often
causes severe mental and physical pressure on carers (Detaille et al., 2020). Carers often cope
negatively with the experienced burden and stress by placing their own health in second place,
which has also been related to care avoidance regarding their own health issues (Cottagiri &
Sykes, 2019). This was also the case for the carers with a migration background. Additionally,
our carers attributed their financial difficulties specifically to having migrated. For example,
as they needed to sell their houses in their country of origin, their financial situation was not
prepared for the expenses of the Netherland and having their pensions cut because they
only migrated here halfway into their working life. Another example was when carers applied
for social benefits, they were confronted with cuts in benefits because of distrust of council
officers of the municipality departments when applying for set benefits. Distrust by the Dutch
government in its citizens came to a head in 2014 in the Fraud Act, which encompasses a
variety of welfare schemes such as pensions and social benefits. Fraud Act monitoring has
been deemed discriminatory by some, as citizens with a migration status and low income were
flagged as major risks of fraud (Fenger & Simonse, 2024). We recognized that financial worries
not only originated in individual life choices but were also affected by systemic structures and

greatly impacted the ability of carers to keep going.

The struggle of caring together

“In the past, families would take care of each other, but that is changing. The world is changing,
and everyone is supposed to take care of him- or her-self. When people are willing to help, there

can be a quid pro quo for money, and | have no help from my family members. But the main
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idea still in organizations here in the Netherlands is that “those foreigners” have family that will

provide all the support needed". (Mrs. Sadik)

This statement was inspired by an encounter between Mrs. Sadik and a professional: With
a migration background, she noticed that professionals tended to assume she had a large
family to fall back on and share the needed care. Our intersectional analysis revealed a more
nuanced reality about how care shared within families is experienced as a struggle, in which
reciprocity is a challenge rather than a relief of the burden of care. This experience was echoed
by all the other carers in this study. They expressed that the struggle of sharing care with family
members increased stress and carer burden. Professional support was not provided partly
based on professionals’ assumptions that support was provided by the families of migrant
carers even when support was not being provided within carers’ own social environment. The
carers felt they were not taken seriously, and that there was no place for their experiences or

knowledge.

When the carers’' children were older, generations and biculturality became a relevant
intersection. These carers stated that, unlike themselves, their children grew up in the
Netherlands and adhered to an individualistic view on life. This meant that, for the carers, they
did not want to burden their children: “We have two children who both have their own families
and jobs. | do not want to burden them and ask them to help me with my caring responsibilities,
and even though | have brothers and sisters, | am the only one who cares for our brother"
(Mrs. Metha). Additionally, the carers recognized that the possibilities to pitch in might be
limited, as their children lived on the other side of the country, and “because we migrated
to the Netherlands, they do not feel connected to the place that we live, so they easily moved
away" (Mr. Chitrit). Carer loneliness, which was expressed by almost all the carers in this study,
was evident and contradicted the assumption of professionals that carers with a migration
background always rely on the assumed basic cultural value—you take care of your family. For
most carers, the reason to care stemmed from this value; however, this often did not apply to
their own support needs. Mrs. Metha explained that this might be because of generational
differences: Because she is of an older generation, she upheld the more traditional cultural
values, which were different from her children’s. Mr. Maduro migrated to the Netherlands without
his extended family but moved to an area where other people from Surinam lived: “Luckily the
older generation felt responsible to take care of us." This shows that intergenerational care

might also positively affect carers’ experiences.

Carer stories about sharing care within the extended family revealed an (inter)dependency
within the role of families with high—and gendered—expectations, revealing the intersection of
family (including in-laws), gender, and religion's influence on carers’ daily lives: “We have a big

family, especially my family-in-law. They come over all the time, and when they do, they expect to

141




142

Part 2 Dutch perspective - empirical studies

be taken care of; that’s just the way it is in our culture. Since my husband had a car accident, this
did not change. | got burdened by this so much that | had to shut the door on my family. They did
not provide support: They only expected me to take care of them” (Mrs. Sadik). Being a daughter-
in-law put a lot of strain on Mrs. Sadik, and there were traditional gender roles to adhere to in
her situation. Additionally, she also explained that gendered caring responsibilities stemmed
from an intersection of culture and religion: “From a cultural perspective, everyone comes, has
dinner, stays the night. Religion teaches us that the bond between family is unbreakable, and
that you go and ask what people need if they need help." Mrs. Leito, who also migrated like Mrs.
Sadik to the Netherlands, explained that she adhered more to Dutch cultural values, which
provided the legitimacy to say “enough is enough,” and predominantly took care of herself
instead of her entire extended family: “But it still hurts because | remember very well that my
mother was upset with me when | drew the line in our family." As the carers themselves got
older, they became more open to asking for help, sharing the burden of care within the family.
This stemmed from their own worries about who will care for the care recipient when they are

gone or unable to provide care due to an illness of their own.

Loneliness was also mentioned by carers whose social network outside the family was severely
influenced when they became a carer. Mr. Chitrit explained: "/ do not have a large social group
who supports me; | have one friend with whom | share everything, my happiness and sorrows,
secrets and thoughts ... [it] is enough. Although | am married, | feel lonely sometimes, but when
I am happy, | am able to share my life and caring experiences in general with my close friend,
because that is not something you would share with your spouse.” Some carers felt compelled,
due to a lack of social support, to confide in strangers on the Internet, who became close
friends: “There you find carers just like you, which is necessary because family and friends do not
understand what you feel or what you need. So, this is a tremendous support” (Mrs. Sadik). They
also explained they had not found like-minded carers within the healthcare system or support
options from the municipality: “/ finally had the courage to go to a carer support meeting, but |
only went once. Everyone was really nice, but they were all retired carers and | need to care for
my own children, my husband, our home, and finances” (Mrs. Juliana). She also explained there
was no room to ask questions because her questions were not relevant for the entire group.
Thus, space for diverse carer support needs should be created, otherwise some carers will go

without support.

In this second layer, carers expressed a deep sense of loneliness at the community level, as
they did not feel supported by family and friends. This was contradictory to the assumptions
of professionals and caused awkwardness within collaborations where carers were not
recognized as legitimate knowers, a form of epistemic injustice in which the carers’ experiences
are not seen as valid (Fricker, 2007). The carers struggled with fulfilling the demands of the

different generations in their family, including caring for their children, in combination with
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their carer responsibilities. A sense of not “doing right” by anyone prevailed. Studies on the
so-called sandwich generation have shown that being caught in this sandwich of care can be
emotional, expensive, and even exhausting (Lei et al,, 2023; Manor, 2021; Steiner & Fletcher,
2017). Although many carers described a large family, whom professionals assumed could
share the care responsibilities, it turned out that carers had many additional responsibilities
that involved caring for that large extended family, as well. For daughters or daughters-in-law,
it appeared that the assumed cultural values of caring for each other did not always apply in
the carer's situation. This gendered caring can put significant strain on carers to comply with
their responsibilities within their own family as well as in their family-in-law (del Pino-Casado
et al, 2012; del Rio-Lozano et al,, 2013; Tannenbaum et al.,, 2016). This is especially worrisome in
light of Williams et al's (2017) findings, which showed that women experienced more physical
health issues when providing informal care. This layer also suggests an obligation of care
organizations and policymakers have to create space for individual carer support needs. Carer
loneliness increased when they did not feel like they belonged within existing carer support
systems because there was no space for their specific situation.

Trust is a balancing act

“I' am not asking the impossible: | found out that it is normal to have a yearly check-up after a
stroke, and when | asked why my son is not receiving that, the doctor just looked at me like,
“What are you complaining about? For him that’s not necessary.” | just think, “well, | do not have
money, so apparently, | do not have the right to a yearly check-up.” When we first entered the
roller-coaster of having a brain injury, | fully trusted the professionals with the expectation that
they would do what’s best. Now over 5 years, trust has turned into distrust, and we still have a
lot of issues". (Mrs. Sardjoe)

Mrs. Sardjoe explained that where she comes from, direct payment for care is necessary
when you cannot pay, and you will not receive care. It took her awhile to realize that in the
Netherlands she has health insurance, which made her realize, “I was just not taken seriously
as a migrant with my questions. | often have the feeling that my questions take up too much
time or are deemed unnecessary, and as | am asking about things that are apparently common
knowledge for the Dutch, they [the professionals] often stand up in the middle of my questions
to escort me to the door” (Mrs. Sardjoe). This quotation illustrates how the intersection of being
a migrant with a difficult financial situation fueled the perception of Mrs. Sardjoe that she does
not belong in the Dutch healthcare system. Additionally, it showed her unfamiliarity with the
Dutch healthcare system and her dissatisfaction that there was no time to tell her entire story,

and both factors contributed to the development of her distrust towards professionals.

Perthe interviews as a whole, the carers mainly expressed frustration when speaking about their
experiences of collaborating with professionals. Some carers discussed their inability to trust
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the care provided by professionals, and some carers wondered whether they were considered
“unworthy” of receiving care. Both issues created a difficult starting point for collaboration in
care networks. Our intersectional analysis revealed how the carers felt powerless when sharing

care with professionals, and that unjust situations arose when the carers did not feel heard.

The carers felt a need to keep an eye on professionals, and they expected that when, for
example, a care plan was made in consultation with them, the professionals would uphold that
care plan; yet, especially with regard to religion-specific values, “we need to constantly check
whether or not my daughter is fed halal food, or no alcohol for that matter: That is a big task" (Mr.
Maduro). They felt they could not discuss care that fit with their cultural or religious beliefs with
care organizations: “My brother called me up to say that they [the nurses] wanted to take him to
church because it's Easter, but he does not want to, and they made him go anyway. He's a Muslim
and they do not believe that because he’s from Surinam” (Mrs. Metha). There was no room for
religious or cultural commemorations outside the dominant culture, so Ramadan or Keti Koti
was not widely celebrated. In institutions, the health professionals did not even ask and only
reasoned from their own cultural perspectives. In some carers’ experiences, there was not even
room for using their own language: “"We were hopeful that [when] another woman from Surinam
came to stay in the ward, that meant that my daughter was not the only Hindu anymore and
[she would] be less lonely. Well, they hit it off inmediately, but in the next care meeting we, as a
family, got reprimanded. The team explained that they were talking in their own language, which
bothered the other residents, and, if | would be so kind to ask her to speak only Dutch” (Mrs.
Mahabier). For the carers, it was difficult to watch the effect this had on the care recipients, and

they described a feeling of powerlessness.

Several carers provided examples of discriminatory actions of professionals during their caring
experiences. Mrs. Sardjoe’s son was living in a care facility, and she told a story that highlighted
the disregard for her son and the danger of stereotypical assumptions: "My son is wheelchair-
bound because of his ABI. A group of residents was wheeled outside to enjoy the nice weather,
and my son was placed in the only completely sunny place around the table. Being from Morocco,
we can take the heat pretty well; however, we enjoy the heat most often in the shade. He got
such a bad sunburn that he had blisters on his skin. When | complained about this situation, the
response | got was that they assumed he was unable to get a sunburn based on his skin color. No
apology or promise that it would not happen again followed" (Mrs. Sardjoe). Mrs. Lewandowski
explained that her husband was being reduced to a “single category” and not seen as a person,
which had a dehumanizing effect and deeply influenced her wellbeing: “My husband is the only
person of color on the ward and, for convenience, was often called ‘the black one’ by one of the
care workers." She explained that this had a negative impact on her husband's self-esteem and
on her trust in the care organization, especially when she was not being taken seriously or not

believed when she confronted the team with this, Carers lost trust in professional support in
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situations like these, but especially in the process after reporting a negative situation and not

being taken seriously.

When all the above-mentioned situations were brought to the attention of care management,
it became clear, according to the carers, that the professionals protected each other by saying
that their colleague probably did not mean it, which made it even more painful for the carers
involved. They often felt they were not being heard: "Our concerns are not heard, and the doors
close quickly" (Mrs. Sadik). Not being heard by care management or involved professionals
contributed to the perception of unequal access to healthcare. The carers explained how this
was amplified by a lack of diversity lenses in organizational policies: “When | worked as a
nurse, we had protocols for everything as a guide for how to handle certain situations; you
would imagine that there would be such a protocol for discriminatory actions” (Mrs. Sardjoe).
The great dependency on professionals triggered in the carers a feeling of running into a wall
and created an obvious sense of insecurity. The power structures underlying this dependency
provided the conditions for injustice in the provided healthcare, as professionals could neglect
to listen or act upon a request or complaint. An unequal situation emerged because of the lack
of faith in there being room to discuss discrimination, according to carers. Rather than a means
of support, sharing care with professionals felt like a burden to the carers in this study. In one
extreme example, a carer’s frustrations ran so high they took it out on the care recipient in an
abusive way. The carer in question explained that her misuse of power with her care recipient
stemmed from the carer's position of helplessness; this is never justified, but it can happen

when feeling overburdened takes center stage.

Regarding the level of sharing care with professionals, the carers expressed frustration and
described a lack of trust felt towards professionals. This lack of trust emerged over time with
the realization that they and their care recipients were subject to a process of Othering and, in
particular, when there was no space for practicing cultural or religious beliefs. ‘White ignorance’
may explain the processes shared in these stories of experiences, as most often carers
encountered professionals who belonged to the majority White group in the Netherlands. White
ignorance manifests when White people do not know something and in particular are unaware
of not knowing because of their position in society (Mills, 2015); it may exist in many different
forms, including the "absence of belief,” where, for example, first-hand knowledge from victims
of racism is not seen as a source of evidence, which again questions the victims' legitimacy
as knower (Bain, 2023). Othering is powered by processes of racialization, and within carers,
experiences of racialization can be overt when professionals make choices, based on their
position of power within care networks (Akbulut & Razum, 2022), that deny care recipients
or carers specific activities or opinions based on their cultural or religious beliefs. However,
discrimination within care networks is more covert and not directly visible when a comparison
between people or groups takes place. Ahlberg et al. (2019) argued, that is instrumental to make
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it overtly visible in healthcare as discrimination is the critical determinant of health inequalities.
For carers, experienced racialization can be an ‘energy draining device' (Ahmed, 2019) that
results in carer burden in their everyday lives and can even result in the reduced wellbeing of

care recipients if the burden becomes too high to provide necessary care.

The carers' lack of trust was magnified by the fact that, when concerns were expressed, they
did not feel heard, and their concerns were diminished into something irrelevant. This form
of testimonial injustice can be seen within the one-on-one relationships between carers and
professionals, but it was also visible at organizational levels when complaints were dismissed
by care management, when the benefits of carers were reduced by a lack of coordination
between departments of the municipality, or, for example, by the lack of existing policies
regarding diversity-responsive care. Tronto (2010) argued that caring institutions have the
responsibility to acknowledge problems that must be taken care of. When tensions arise
because some are heard and others are not, the concept of ‘privileged irresponsibility’ may
help explain destructive underlying processes (Van Nistelrooij & Visse, 2019). Privileged
irresponsibility means that the needs of the other are ignored or denied when professionals
might not recognize the needs because they themselves are exempt by their privilege from
considering these needs. In care networks, this requires challenging the taken-for-granted
social position of privilege of a majority group of professionals, as this majority group fails
to acknowledge the exercise of power, thus maintaining—and reproducing—their taken-for-
granted positions of privilege (Zembylas et al., 2014). Unconscious bias might be underlying,
but in reality, a gap in the provision of healthcare is created, and professionals are responsible
to identify this. Finally, feeling silenced had a major impact on the health and wellbeing of
carers in this study, which could in extreme situations derail informal care in ways that harmed

both care recipients and carers (Isham et al,, 2020), and, possibly, also the professionals.

Discussion

To overcome social and epistemic injustice in care practice, this study has identified a need
to move beyond cultural limitations towards adopting a broader diversity-sensitive scope.
The essentialization of culture—or even pathologizing culture—as the only explanation is not
enough to understand reality. Additionally, there is a need to move beyond sensitivity to an
awareness of differences and similarities between people without assigning a value to them. It
is important to create space for responsiveness (Muntinga et al., 2016), where there is room for
adaptation to a specific situation in which knowledge is adapted. This probably necessitates
creating space for carers with a migration background and giving them opportunities to
introduce their own frames of references into care networks and express their knowledge and

support needs.
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Our intersectional analysis resulted in three different layers that showed there is a need for
diversity-responsive carer support in which open dialogue about expectations, needs, and
wishes is essential, in which the carer can be an equal partner in the conversation and where
healthcare professionals show reflexivity towards care provision within these care networks.
However, we are well aware of the dilemma of categorizing carers into groups for research
purposes while, on the other hand, trying to make a case against categorization into groups.
Thus, we tried to focus on providing insight into within-group differences. In showing how the
group of carers with a migration background had heterogeneous experiences (although some
might adhere to similar social categories), we hoped to clarify that recognizing carers’ contexts
is vital, as this approach is underrepresented in mainstream research. Additionally, since ours
was a qualitative study, the main limitation is that the findings are not widely generalizable and
applicable to other groups of carers with a migration background. Yet, the ‘thick description’ of
the studied context enables readers to transfer our findings from the studied context to their
own in some cases. In ‘'naturalistic generalization’ (Abma & Stake, 2014), if one were to transfer
lessons learned from this study of the practice of social categories of carers, the specifics of the

context as well as critical reflection on one's own positionality should be considered.

Intersections of aspects of diversity discussed in the results were assigned and recognized
by the carers themselves and reflected the lived experiences of carers with a migration
background. Critiques on intersectional analysis include that social positioning is often assigned
by researchers (Aldrin Salskov, 2020; Davis, 2020), which undermines the original intentions
of an intersectional approach to illuminate discriminatory situations (see Crenshaw in Lutz
et al,, 2016). The intersectionality approach enabled the coloring-in of themes with a deeper
layer of power visible in socially unjust situations in collaborative care networks. Discriminatory
practices were experienced by carers in collaboration with professionals in extramural care
or institutionalized within care organizations or governmental regulations and manifested in

experienced loneliness due to social isolation in care responsibilities and high carer burden.

The use of intersectionality in combination with the concept of epistemic (in)justice as an
analytical framework was a strength of this work. It revealed the influence of intersecting
aspects of diversity (Stuij et al., 2020) by uncovering in-depth insights in the power of knowledge
within care networks influenced by Othering and epistemic injustice. Sebring (2021) argues
that these practical insights are particularly useful in transforming health care systems where
lived experiences are seen as legitimate. Our results show that for minoritized care recipients,
and their cares, this is often not a realistic expectation as their lived experiences are not seen
as valid. Brown et al. (2023) show that racialized care recipients are not being believed and
are often not taken seriously and their lived experiences are not taken as a starting point
for changing health care but in minoritized care recipients are requested to embrace white

normativity and with that disregard their own lived experiences (Brown et al., 2023). Not being
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heard is also mentioned in studies focusing on carers without a migration background (e.g.
Bussemaker et al,, 2022), but Lagewaard (2021) argues that the social position of people with
a migration background aggravates processes of epistemic injustice and may lead to deep

disagreement between individuals,.

Healthcare organizations should therefore facilitate dialogue between professionals regarding
assumptions about carers and care recipients and should also focus on creating safe spaces
for carers to speak their minds. Brown et al. (2023) additionally argue for explicitly guiding
minoritized care recipients within dialogue processes as lack of trust may stand in the way
of their ability to participate in dialogue. Our results might also encourage and challenge
organizations and professionals to answer questions like “for which group(s) is our help or
support accessible? And would this exclude groups with different needs?” Sometimes making
room for diversity requires letting go of protocols or rules that create unequal outcomes or
inequities. We recommend going a step further by also explicitly addressing discrimination and

racism within care organizations and by healthcare providers in community healthcare.

Evidence of discrimination within the Dutch healthcare system exists, although the related
research did not focus on the experiences of carers (Badou et al., 2023). Experiences of racism
within healthcare contexts relate to unmet needs, loss of trust in healthcare professionals, and
delays in seeking healthcare (Hamed et al,, 2022). Explicitly addressing racism is necessary
even in the Netherlands—one of the first European member states to pass anti-discrimination
laws reinforced since 1994 (Agyemang et al,, 2007). However, although racism exists within
the Dutch public space, it only recently gained recognition in formal conversations to address
structural forms of racism (Ghorashi, 2023). Interventions like anti-racism training may perhaps
result in a better understanding of racism in healthcare contexts (Hamed et al,, 2022), although
more knowledge is needed about interventions’ impacts. Also, future informal care research
should focus on the Dutch healthcare system to better capture the contextual nature of racism
(Pattillo et al.,, 2023).

On a policy level, it would make sense to explore which groups are not yet being reached,
and how that can be changed, using the intersectionality-based policy analysis framework
developed by Hankivsky (2020). In organizations, how can leaders make room for different
views and unmet needs in provided care? By questioning each other and challenging policies
on these issues, organizational stakeholders can discuss how best to match the situations and
wishes of people within a specific care system, in which, of course, those seeking care and the
informal caregivers themselves remain the people who know best how to meet their needs.
It would be beneficial to focus further research on the perspectives of care recipients with a

migration background to uncover their experiences in the collaboration within care networks.
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It is therefore of vital importance to not assume that people with a migration background are
“hard to reach” but instead to reflect on how the chosen methodology and the social position
of researcher often creates an us-versus-them binary that can impede contact (Abma, 2019).

Conclusion

Within care networks, the carers with a migration background in this study were often
confronted with Othering, which is fueled by racialization. When brought to the attention of
professionals or care management, testimonial injustice occurred, creating a space where
migrant carers did not feel heard and lost trust in care organizations. Additionally, the carers
felt confronted with a misfit between care provision and the needs of carers, as well as a
lack of flexibility in regulations and by those applying them to meet needs. Migrant carers
should not be essentialized to their migration background or to the cultural group with which
they identify. The three layers of carer experiences presented in this study publicize the need
to gain a diversity-responsive, nuanced, and contextualized understanding of carer needs
within care networks. These three layers also highlight the need to proactively gain additional
insight into carers’ and care recipients' frames of reference regarding provided care. We urge
care organizations to put diversity-responsive policies into practice to ensure that healthcare
focuses on critical reflexive practices, to understand the epistemic injustices that might occur
within care networks, to create communicative spaces within organizations where carers with
a migration background feel heard and are given opportunities to meaningfully participate in

the care necessary for care recipients.
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Intermezzo

Being an occupational therapist myself

As an occupational therapist, | have worked with clients with acquired brain injury in several
settings. One day, | was called into the office of my boss. He asked me to explain why | had not
completed my required number of home visit hours. | explained that | had two families on my
caseload that needed more time, which meant that | would be able to visit fewer families that
week. My boss asked me to explain why | thought these families needed more time. | began
talking about a family that had just been placed in our municipality after spending years in
an asylum centre. This family had multiple care needs, including a child with cerebral palsy
and a father who had suffered a stroke, and they needed some peace and quiet to settle in
their own home. The first time | visited their home, conversation was minimal; the family was
acclimating, and | was offered tea, then | had to rush to my next appointment. So, | decided
to clear my schedule to visit them shortly thereafter. The conversation with my boss ended
with him saying that this was not a valid reason to take more time, which left me confused
and angry

When working in primary care, | hardly had any understand carers if | have never been one? How

contact with carers. They were there in the can | talk about migration experiences if | have not

background and made things possible, but they
were not seen as part of the rehabilitation process,
as | now think they should be. I did not ask any
questions about it then: It was just how things were
done. The same was true for clients and carers
with a migration background: They were largely
absent from my practice, or to be honest, they
were invisible in it. This ties in with a comment
made by many professionals, “We don’t see them
[care recipients and their carers with a migration
background] in our practice” or “I think you only
see them in other neighbourhoods or cities”. These
questions make me wonder why this is the case and
what our professional responsibility is.

Being an occupational therapist
presented a barrier to reaching participants, which

myself also

was something | was not prepared for before
starting this research. During a group conversation, |
was confronted with negative comments, with some
carers explicitly stating that they did not want to
participate in a follow-up interview, because they did
not want to tell their story again to a professional
who did not understand them. An uncomfortable
feeling crept up on me. | wonder: How can |

experienced them myself? How can | challenge a
system that | am part of as a professional? Building
trust with participants was not quick or easy.
Many carers were understandably hesitant to talk
with me, a researcher from the healthcare system
they distrusted. Some saw me as someone from
the medical world who represented professionals,
which gave me “authority” in various ways. Over
time, through informal conversations, community
connections and a lot of listening, that trust began
to grow.



