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While the impact of racism on healthcare interactions has been researched extensively in many parts of the world, substantive studies on healthcare-related racism in Europe, and particularly in Germany, remain scarce. This paper builds on a study that applies Community-Based Participatory Research (CBPR) and aims to explore healthcare users’ experiences of racism within German healthcare. Community members were trained as peer researchers and given support as they conducted a total of six focus group discussions that involved a total of 14 study participants: these participants were organized into two subsamples of seven participants each (subsample one: Black, African, Afro-diasporic healthcare users; subsample two: healthcare users perceived or self-describing as Muslim), and each subsample had three focus group discussions. A democratic approach to qualitative data analysis was applied in the form of the DEPICT model. The data analysis developed iteratively, with inductive and deductive steps complementing one another. The study results illustrate how the collaboratively developed concepts of being treated as “other” and being made inaudible can advance our understanding of the forms, dynamics, and effects of racism in healthcare encounters. Because this paper focuses on the process of racialization, it helps illumine the mechanisms of subtle racism, which, as study results suggest, can damage healthcare users, cause a loss of trust in the system, and lead to invisibilization of racism in healthcare. By doing so, it draws attention to areas for change and transformation, to larger power structures that must be challenged in order to ensure responsive and equal healthcare for all healthcare users. The application of CBPR and, particularly, the engagement of racialized healthcare users in the research process offered pathways for analyzing the subtle, otherwise hard-to-detect mechanisms of racism, and for learning from the wisdom of situated knowledges.
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1 Introduction

While an established body of literature, largely from the North American and Australian contexts, demonstrates how encountering racism in healthcare is burdensome (1), the impact of racism on healthcare interactions remains gravely understudied in Europe, particularly in Germany (2, 3). A limited number of studies from recent years (4) provide selective insights indicating that racism in the context of German healthcare can negatively affect the quality and accessibility of healthcare and the overall health of healthcare users. Notably absent from the existing literature and from the prevalent German scientific discourse at large are the perspectives of racialized communities, with the single exception of the Afrocensus, which is the first community-based survey of anti-Black racism in Germany and covers many fields, including healthcare (5). The study presented in this paper tends to fill this gap by examining the ways in which racism is experienced by healthcare users who are Black, African, Afro-diasporic, and/or (perceived or self-describing as) Muslim; it aims to advance our understanding of racism’s forms, dynamics, and effects. Accordingly, the study addresses the following research questions: In what ways and with what consequences do healthcare users experience racism? How do they encounter racism? In order to examine racism from the perspectives of healthcare users affected by racial injustice, the research design is situated within a Community-Based Participatory Research (CBPR) approach. CBPR seeks to democratize the production of knowledge by actively engaging the individuals whose experiences and health are under study in all phases of the research process.

The collaboratively developed analytical framework, which seeks to address dynamics of being seen and treated as “other” and being made inaudible, contributes to an empirically grounded conceptual understanding of healthcare users’ experiences of racism. The methodological approach presented in this paper therefore illumines the subtle mechanisms that lead to the (re)production of racial inequalities and the normalization (invisibilization) of racism in healthcare. Our study also responds to scholarship that critiques current research on racism in healthcare for its lack of theoretical focus on processes of racialization (6, 7).

This paper proceeds in the following manner: First, we provide a brief overview of racism in healthcare, followed by a short description of the German context. Second, we describe CBPR as a research approach and how it was implemented in our study. Third, we present the findings, which draw primarily on participatory focus group discussions with 14 healthcare users who are Black, African, Afro-diasporic, and/or (perceived or self-describing as) Muslim. In the final section, we locate the resulting concepts theoretically and empirically in the wider body of literature and offer some concluding thoughts.



2 Racism and healthcare

The discussion of racism in our study draws on an understanding of racism as an historically emergent and society-wide phenomenon that expresses relations of dominance. These power relations are supported by mechanisms of categorization, naturalization, binary opposition, and hierarchization, as well as by the attendant ideologies, and they are maintained by discourses and practices. As such, racism legitimizes, stabilizes, and reproduces material and symbolic exclusions (8–11). Racism in healthcare, as in other institutions, operates at multiple, interrelated levels, ranging from the individual to the structural within existing structures (7), and constitutes a major barrier against achieving equitable healthcare (1).

An established body of literature about racial differences in health outcomes has demonstrated how perceived racism can negatively affect life expectancy as well as physical and mental well-being (12–15). Complementing these findings, more recent research shows that individuals affected by racism may internalize racist values and biases, which in turn can seriously impact their own self-worth and lead to negative physical and mental health outcomes (4, 16).

Although subject to more scarce scholarly examination, racism in healthcare—the focus of our study—can occur in various forms, such as barriers to access, lack of diversity, poor uptake, and poor healthcare quality (17). A scoping review by Hamed et al. (1) found that the US, Canada, and Australia dominate the research conducted in this field and indicated that racism can occur in various healthcare contexts, such as hospitals and general practitioners (GPs), and in interactions between different actors; it also indicated that racism can negatively affect both racialized healthcare users and racialized healthcare staff (18–22). For instance, racialized healthcare users encounter an overall poorer quality of healthcare and are undersupplied when experiencing pain (21) or when in dental care (23). Furthermore, they experience racism in differentiated ways, which can range from being excluded from decision-making processes in healthcare interactions (24) to receiving a general lack of respect (25) and having one’s symptoms and complaints dismissed (6). Studies report that healthcare staff tend to homogenize racialized healthcare users by viewing them as irrational (26), problematic (especially in the case of Muslims) (27), and “too emotional” (28). The majority of the empirical work conducted in this field indicates that racism not only can contribute to the (re)production of health inequalities (29), but also can impact future patterns of health service use by influencing levels of trust and patient satisfaction (20, 30, 31).

The small number of studies of European countries, mainly located in the United Kingdom and Sweden, illustrate the problematic prevalence of racism in their healthcare systems (6, 32–35). According to the aforementioned review, current research on racism in healthcare generally lacks a theoretical focus on the processes of racialization, which makes it difficult to conceptualize racism and to understand how racial inequalities are (re)produced in healthcare encounters (1).

This remarkable lack of data on racism and healthcare in Europe may be explained by the fact that the usage of racial and ethnic categories in data production was rejected in European countries (except for the United Kingdom) following the Second World War, on the grounds that using these in official data is inherently racist (36). Both academic and public discourses preferred the rhetoric of migrant integration over deeper engagement with themes of “race” and racism (37, 38). The reluctance to work with “race” and racism as scientific categories attempts to position racism as a problem that belongs to the past, making current analysis of racism as an urgent contemporary problem far more difficult.



3 Racism in the German (healthcare) context

The German context is particularly challenging for researching racism. Temporal, social, and spatial externalizations have for a long time characterized public and institutional engagements with racism in Germany (39). Construed as peculiar to the National Socialist period (40) (p. 489), racism was frequently relegated to the past. Concomitantly, it underwent a form of social displacement onto right-wing extremism and is thereby construed as a problem identified with the periphery of society (39). Finally, the spatial displacement that occurs through the representation of racism as a problem of former colonial powers or of the US as a neocolonial entity has effectively erased German colonial history and its effects on contemporary racist discursive formations and practices (39). These developments produced a political climate within Germany that enhanced the denial and silencing of racism (40), a climate further evidenced in the fact that the German state has avoided the keeping of statistics on racial discrimination and introduced the category of “migration background” into micro-census statistics only in 2005 (41). Research at the intersection of health and migration therefore includes work concerned with the living conditions of migrants in Germany. However, such studies only marginally account for forms of racial discrimination as eo ipso explanatory variables for health disparities, and their focus lies more squarely on the specificity of subjects as migrants (42). Analytical perspectives that center too forcefully on the process of immigration itself risk a mode of interpretation that is overly culturalizing. Health disparities are then explained reductively in terms of “cultural” differences and the concomitant differences in “ways of life” (43). An explanatory approach of this sort risks promoting racist categorizations and remaining silent about existing structures, which should instead be problematized as risk factors in health (44). Moreover, racialized communities that include individuals who have not migrated, such as Black Germans and German Sinti, are not covered by research focusing migration.

Consequently, there is a paucity of empirical work on racism in German healthcare. A limited number of qualitative studies on the experiences of Black patients and patients with “migration backgrounds,” and on the perspectives that “white primary care physicians” bring to their interactions with these groups of patients, provide initial insights into racism in these settings (45–47). Hamed et al. (6) analyze experiences of racism among patients in Sweden, Germany, and Portugal as a form of structural violence that negatively influences access to healthcare as well as treatment. Other qualitative work focuses on barriers to treatment and care for asylum seekers and points to discrimination by calling attention to experiences of rejection, delays in treatment, medical malpractice, and language barriers, though this work does not explicitly mention racism (48, 49). Another study by Schödwell et al. (50) points to the economic and organizational structures of healthcare (a lack of time and staffing) that may contribute to the (re)production of racism in healthcare. Finally, there is a particularly pronounced lack of studies carried out with, rather than on, persons affected by racial injustice in German healthcare. A notable exception is the aforementioned Afrocensus, which demonstrates how othering processes operate as the basis for anti-Black racism in German healthcare, and how racist patterns of thinking and acting hinder access to healthcare on structural and individual levels (5).

The study presented in this paper addresses this gap by focusing on the experiences of healthcare users who are Black, African, Afro-diasporic, and/or (perceived or self-describing as) Muslim while actively engaging them in the research process. Since racism is considered a silent and silenced phenomenon in European healthcare (38), we hope to contribute to breaking that silence by advancing the conceptual understanding of its forms, dynamics, and effects and by drawing attention to areas in need of change and transformation. The results from this study are likely to be transferrable to other healthcare systems in Europe.



4 Materials and methods


4.1 Study design: community-based participatory research

Historically, the practice of Western academic research on racially marginalized communities has been coercive, deceptive, and occasionally harmful. Western academia has attempted to “justify” slavery, “prove” the racial superiority of white people, and has negated the humanity of individuals and communities of color (51, 52). In the German context, the medical experiments of Robert Koch in East Africa (53) constitute only one of numerous examples of unethical research practices. To this day, the colonial past affects research practices and is to be reckoned with in disciplines as diverse as sociology, medicine, and anthropology (54, 55). For example, material and discursive disadvantages are reinforced by the misunderstandings and misconceptions that are held by Western academic researchers (56). These misunderstandings and misconceptions are often expressed in scholarly narratives that produce othering effects and that transmit images of migrants as (potential) “carriers of disease” (57) or as “hard-to-reach” populations (58). Historical as well as current abuse in the practice and use of research has fostered mistrust within racially marginalized communities and magnified power imbalances; instead of being co-created and shared, research data have been extracted from communities (59). These harms have been described by Kristie Dotson as “epistemic oppression” (60). This term, which has been employed in order to theorize the ways in which specific population groups are suppressed with respect to their power to contribute to knowledge creation, adds a new domain of explanatory power to the rich tradition of postcolonial theory on epistemic violence (61).

It is in view of this background that our study applies CBPR. At its core, CBPR seeks to combine the expertise and knowledge of researchers and of those whose knowledge and subjectivity have historically been denied; it does this in the service of knowledge democracy and lasting social change (62, 63). CBPR draws inspiration from the contributions of critical methodologies in order to propose a set of principles that can be applied to address epistemic injustice in research: it starts from community priorities and builds on community strengths; it promotes a power-sharing process, fosters co-learning and capacity-building, and embraces cultural humility (64, 65).

In line with CBPR, our study involves the perspective of racially marginalized communities as “subaltern standpoints” (66) in defining the research questions, in data collection and analysis, and in interpreting and disseminating the research findings. Thus, it applies a mixed methods approach in using both inductive and deductive theory to guide the overall research process.


4.1.1 Recruitment: peer researchers and participants

Following CBPR, it was crucial to have on the research team healthcare users who are affected by racism. The core team that was formed consisted of one researcher, who was a representative of the research institution, and two peer researchers (67); these are the three authors of this paper. The peer researchers were recruited from migrant organizations. The following criteria were considered in their selection: the persons are affected by anti-Black and/or anti-Muslim racism; they are well connected in their respected communities; and they speak German, English, and either French or Arabic. The peer researchers were trained by the representative of the research institution in research ethics and data protection, research methods and focus group facilitation techniques, and data management and data analysis. They were employed on an hourly wage basis for the entire duration of the project. We used the training sessions to collectively think through and critically discuss the original study design. In this way, the research questions that had been formulated in the project proposal were further elaborated and differentiated by the peer researchers and were coordinated with the cooperating migrant organizations. This step was crucial for ensuring that the research questions are relevant to the research community, as the original project proposal had only been written due to a gap in the scientific literature.

The recruitment of 14 study participants, who are Black, African, Afro-diasporic, and/or (perceived or self-describing as) Muslim, was supported by the existing networks of the two peer researchers. A maximum diversity sample was employed, meaning that study participants were chosen to include the greatest possible range in terms of age, gender, education, language, residency status, length of residency, and health concerns. This method ensured that a rich range of experiences was obtained.



4.1.2 Advisory board

To ensure the methodological quality of the participatory assessments and evaluations, an advisory board was convened. It consisted of three independent scholars (two of whom were scholars of color) who specialized in migration, racism, and participatory health research. Throughout the entire research process, the research core team was supported by the advisory board members, who co-designed the peer researchers’ training and the focus groups, and provided feedback on the research questions, preliminary findings, and the research dissemination plan.



4.1.3 Data collection and analysis

Data collection comprised a total of six focus group discussions (68) and a total of 14 participants: these participants were organized into two subsamples of seven participants each (subsample one: Black, African, Afro-diasporic participants; subsample two: participants perceived or self-describing as Muslim), and there were three focus group discussions for each subsample. Following the CBPR principles of participation that is as expansive as possible and research that is empirically anchored—and thus proximate to the experiences of the study participants—the focus groups were conducted in two languages (German and English) and developed by us (as core team) sequentially, in iterative cycles of action and reflection (59, 69). Each session was built on the previous one and conducted with the purpose of examining general barriers to accessing healthcare. Questions concerning barriers, facilitators, experiences of discrimination and their effects, and coping strategies were discussed. Participant experiences of racism were shared voluntarily. Focus group meetings lasted 90 min each and were conducted as video conferences, due to the COVID-19 pandemic, between April and July 2022. Their facilitation was dialogically shared between us (researcher and peer researchers), as suggested by Krueger & Casey (70). Having a co-researcher as a co-facilitator in each subsample served to encourage discussion and build trust. Peer support of participants with shared experiences was also an enabling factor for discussion of difficult issues such as racism. In both subsamples, mutual engagement became more intense over time—participants seemed to contribute longer and more varied accounts in the second and third focus group discussions. Participants supported each other by agreeing with each other by name, by sharing similar experiences, and by building on each other’s comments—verbally when painful experiences were shared and non-verbally through active listening and nodding. In the collective process of discussing, listening, and learning from each other, they raised critical questions, identified their individual experiences as shared, and engaged in collective sense-making. Some participants described the focus group discussions as empowering. The audio recordings of the focus group discussions were transcribed and pseudonymized, and participants had the option to choose their own pseudonyms. The quoted passages in this article that we (the authors) translated from German are indicated by asterisks (*).

In line with CBPR, we (as a core team) wanted to work against research practices that only position the communities we worked with as marginal. We were interested in learning from each other and from the study participants. Thus, a collaborative approach to qualitative data analysis was applied by adopting the DEPICT model (71). The title acronym (DEPICT) is an active verb that means “to describe using words,” which is a core activity within data analysis. DEPICT has six sequential steps: Dynamic reading, Engaged codebook development, Participatory coding, Inclusive reviewing and summarizing of categories, Collaborative analyzing, and Translating. DEPICT is designed to enhance methodological and ethical rigor by involving stakeholders with varying levels of research proficiency in data analysis. We analyzed the focus group material in accordance with the DEPICT concept, in which inductive and deductive steps complemented one another. This means, e.g., that the transcripts were coded inductively and the elaborated categories were conceptually diversified by applying postcolonial theoretical frameworks, namely those of othering and silencing. Feedback loops with the focus group participants, as well as with the advisory board, were integrated in the process of analyzing in order to further diversify the epistemic standpoints from which data was interpreted (72), and confront othering in data interpretation and data representation (73). The data analysis was supported by using the MAXQDA 2022 analysis software (VERBI Software 2021).




4.2 Ethical considerations, reflexivity

Ethical approval was obtained from the Ethical Review Committee of the DeZIM-Institute (approval no.: DI-2022-0003). All participants received verbal and written information on the study and on the way in which their statements in the focus groups would be treated. All participants gave informed consent in verbal and written form and received explanations of how we would safeguard their confidentiality and anonymity. They were also informed about the voluntary nature of their participation. Given the sensitivity of their discussions of experiences with racism, participants were provided with contact details for consulting centers where they could contact a therapist or psychologist if they wished. They were additionally given the contact details of the researcher and peer researchers in case they had additional questions or inquiries. Spaces for reflexivity and peer researcher support, in the form of feedback loops within the core team, with the advisory board, and with external supervision, were available throughout the research project.




5 Results

In the collaborative data analysis, two concepts emerge as central: being seen and treated as “other” and being made inaudible. Both concepts, along with their respective sub-items, are presented below and, in the concluding discussion, are located empirically and theoretically in the wider body of literature.


5.1 Being seen and treated as “other” in healthcare encounters



They just don’t see that we’re individual human beings, that every person is different. [..] Just because that one patient [..] is resistant to pain doesn’t mean that all people from Africa feel no pain. (Paul)*

 

Paul, a young Black male focus group participant born in Germany, illustrates his experiences with medical professionals by highlighting how Black people are de-individualized, homogenized as a group, and construed as inherently different, as “others”—in this case, as insensitive to pain. The same topic is discussed by Lilliane, a young Black female participant who, like Paul, was socialized in Germany. She addresses the alienation that is imposed on Black people when she refers to the way that healthcare providers locate Black people in economically poor countries of origin with no effective healthcare systems. This results, in her experience, in their assumption that Black people are used to dealing with pain and therefore have a higher pain tolerance and can be left waiting longer for treatment—as she was.

While Black study participants reported being attributed insensitivity to pain, study participants perceived or self-describing as Muslim shared experiences of encountering medical staff who presumed that they are oversensitive to pain. Pari, a female participant, reported a case where a male family member accompanied by his daughter (who was wearing a hijab) was denied treatment by the GP and sent home. Pari assumes that his complaints were not taken seriously. This had grave consequences:



He [the GP] said: “No, no, don’t act like that.” [..] And at some point he [her family member] could no longer breathe. This time they had to take him to the hospital in an ambulance. Then it emerged that he really did have Covid. [..]. He had to be ventilated immediately. [..] He was triple vaccinated. [..] They [the hospital emergency department] even called the GP to ask whether it’s really true or whether it’s just faked. Eventually the GP exclaimed: “Oh yes, the PCR test was positive!” [They responded:] “Thank you. We don’t need this information. He’s already dying.” (Pari)*

 

In contrast to such a denial of treatment, Rose, a Black refugee woman in her 40s, describes how she was offered an HIV test at the gynecologist without having asked for it. As HIV testing is not offered to women on a regular basis in German healthcare, she assumes a connection to her blackness and to prevailing images of Black women as hypersexual and carriers of diseases, as she added later in the same focus group. The accounts presented by study participants show how different markers, such as being perceived as Black or wearing a headscarf, can lead to different assumptions in healthcare interactions amidst similar circumstances: while Black female participants report being hypersexualized by medical professionals, female participants perceived or self-identifying as Muslim describe how they are being denied an autonomous sexuality. Taslima, a female Muslim participant who is in her 40s and wears a headscarf, illustrates how a gynecologist automatically classed her into a group of “women from a certain culture.” Based on the assumption that, comparatively speaking, she is not sexually active, the gynecologist concluded that there was no reason to provide her the healthcare service she had asked for:



One time, when I asked the gynecologist for a STI [sexually transmitted infection] test, she was stunned and said I shouldn’t worry too much as that’s rather unlikely for women from my culture. Women from my culture? (Taslima)*

 

Additionally, the discursive narratives about Muslims that enter interpersonal communication in healthcare settings can indicate gender-specific influences. Ahmad, a queer focus group participant (pronoun they), described how they were read as Muslim and associated with Islamist attackers, and how this negatively impacted the quality of their medical treatment.



He prescribed a medication that has some side effects, like mental health side effects. “You need to be careful because one of the people in the plane of 9/11 was taking this medication.” He was making the association between me and the terrorist instead of saying people can get angry, get depressed, etc., which is written on the Beipackzettel [package slip]. […] This assumption about me resulted in not answering my questions, not giving me the best treatment and the general feeling of not being cared for. (Ahmad)

 

Study participants recognize in these experiences a repeating pattern. “They’re not isolated cases” were the words used by Paul to express his observation that everyone engaged in the focus groups has a story to tell and has also experienced something of this sort several times. Paul also described how, regardless of his own appearance and conduct, it is not always possible to escape or to control or influence processes of being treated differently, as “other.”



5.2 Being legally treated as “other” in healthcare

Several study participants who are seeking asylum described a specific mode by which the act of marking and treating someone as different, as “other,” is normalized and institutionalized—mainly by the German healthcare related legislation:



There are also structural factors, like the Asylum-Seekers’ Benefits Act, which are already established and block the access to medication or medical treatment. The person who doesn’t have “this and this” is not allowed to have access to “this and this.” These laws help the authorities like Ausländerbehörde [Immigration Office] and Sozialamt [Social Security Office] to say, “We are acting according to the law. It is in the law. So, we are not acting discriminatory.” (Rose)

 

Rose refers in this quote to the Asylum-Seekers’ Benefits Act (Asylbewerberleistungsgesetz, AsylbLG), which regulates access to healthcare for asylum seekers in the first 18 months of their asylum-seeking procedure and limits healthcare to acute care, pain treatment, pregnancy care, and vaccinations. Rose sees in this regulation a legitimization for the denial of equal healthcare.

Some participants described how the legally prescribed dispensation of physicians’ certificates of medical treatment (Behandlungsscheine) by the Social Security Office (Sozialamt)—legal practice in seven federal German states—leads to delays of their medical treatment. This was articulated by Aziz, a Muslim participant:



These are horrible moments because I was really sick and I needed my medication. At the end I got the Schein [certificate] but too late, after a week. (Aziz)

 

Other participants spoke of an additional effect of this legal practice by highlighting how their treatment thus depends on the decisions of medically unqualified personnel. Peroz, a middle-aged man who is seeking asylum and is perceived as Muslim, stressed how he had to convince a case worker (Sachbearbeiter) at the Social Security Office (Sozialamt) again and again that he really does need to see a doctor.

Even when Social Security Office (Sozialamt) clerks are persuaded to grant a treatment certificate (Behandlungsschein), there is no guaranteed access to the required medical treatment—even in cases of goodwill on the part of the doctor. This was highlighted by Taslima:



However, he [the dentist] said that he’s not allowed to treat my teeth because I’m still in the asylum procedure [Asylverfahren], and treatment costs are not covered. He is only allowed to remove my teeth. (Taslima)*

 

These accounts exemplify the various ways in which AsylbLG operates: through institutions such as the Social Security Office; through GP surgeons and their staff; through the refusal to approve or through the reduction of medical services; and through improper ex ante assessments.



5.3 Internalizing the experiences of being seen and treated as “other”



I called them […] we were arranging an appointment […] until they asked me for my name [..]. Then they said: “Well, the appointment in question is not possible. Please call back at a later date.” That was just a bit painful—on the one hand because it means I have to wait longer for an appointment of course, on the other because my name is part of my identity [..]. It grates on my dignity, to be honest. (Hamid)*

 

Focus group participants often described the painfulness of their individual, persistent experiences of being seen and treated as different, as the “other.” The above accounts of Hamid, a young Muslim man socialized in Germany, show how these experiences negatively affect his perceived sense of (human) dignity and self-worth. Some participants highlighted how these experiences can trigger a sense of inferiority and self-doubt, a view of their own self as “other”:



I am asking myself why, and of course this is one of the mental health impacts of discrimination, being sick in healthcare and not feeling cared for. So, that’s why you start questioning yourself. Why is this happening? Is something wrong with me? Did I do something wrong or should I do more to present myself in a way that the doctors care about me? (Ahmad)

 

Ahmad spoke of how these experiences made them question themselves and locate the issue within themselves. They were asking themself if enacting a more assimilated appearance would lead to receiving less-degrading treatment. Paul reported how the experiences of being treated differently made him think that he is not in fact “worthy” of good treatment:



Like I said, you are not respected and at some point you don’t respect yourself anymore either. You end up saying, “Woah, there’s no point going to the doctor’s, I’d rather stay home and endure the pain.” (Paul)*

 

This quote demonstrates most forcefully how Paul avoided seeking treatment in order to prevent mistreatment. The following section further examines the choice to not utilize the healthcare structures.

In conclusion, the described dynamic of being seen and treated as “other” constitutes a multi-step process, which renders study participants as “others,” categorizes them as deviant and not belonging, and consequently devalues them. This can cause ongoing harm: it can lead to the dismissal of symptoms and complaints, to poorer quality of healthcare, or to delays in treatment.



5.4 Being made inaudible



And so you very often have a situation like I experienced at the doctor’s, where they ask you whether you can read these documents yourself. They’re having a conversation with you in German, but they have already presumed illiteracy [..] because I have a headscarf. Or they absolutely want to make decisions about my body. (Taslima)*

 

In this quote, Taslima describes how her voice was ignored by the doctor in a direct interpersonal encounter. The reason for this, she states, is that she was wearing a headscarf, which in her view serves as a marker for a culturalized imagination of Muslim women’s educational deficits. She was not given the option to express her needs on equal terms. The doctor made the final decision for her. This dynamic is described by multiple participants, who spoke of not being seen as agentive subjects, not being taken seriously with their concerns, and not being listened to by medical professionals.

Even if our focus group participants do not literally remain silent, the knowledge they articulate is perceived to be devalued and actively ignored:



He [the doctor] said: “I want to do a vaginal sonography.” [..] “I don’t want vaginal sonography.” Then he said to me: “How long have you been in Germany? Well well, still not integrated.” [..] “No, I don’t want you as a man examining me vaginally. I trained in sonography myself and know that there is another way.” He said, “If you don’t like a vaginal examination, I can’t do anything for you. Bye.” [..] I knew that bleeding is not a good sign, and I also had pain. After a week, the baby was gone. (Mahnusch)*

 

The accounts of Mahnusch highlight how her requests were disregarded and not heard by the doctor. Instead, her experiences and knowledge are devalued by him. As a result, she did not receive adequate healthcare treatment, which in her case has led to serious health consequences.

Some study participants emphasized the importance of how they are spoken to in healthcare encounters.



I have observed how the doctor relates to other clients in the office. And then how he relates to me or other refugees I have accompanied. […] The tone changes. […] It becomes very loud, and then, “Can you understand?” (Peroz)*

 

Peroz reported a case illustrating how—in his eyes—power relations become evident through tonality and speech, which covertly transmitted an othering message. He was perceived as someone who is less knowledgeable, and this automatically resulted in the presumption that he is incapable of understanding. Similarly, other participants described being spoken to in a rude or condescending manner, as well as being confronted with dismissive looks by medical professionals, which was said to be intimidating. These experiences were perceived as an enforcement of division, as solidifying a hierarchy of those who are knowledgeable and agentive and those who are unknowledgeable and encouraged to limit their speech.

As a reaction to the recurring experiencing of being treated differently or of not being heard, healthcare users involved in the study reported how they began to refrain from articulating their concerns. Some remained silent because they assumed that their counterpart would not have an appropriate understanding of their concerns. This was highlighted by Ruth, a Black migrant woman in her 60s:



I try to ignore these experiences and to move on. [I say to myself:] What else do you want to do? Here you are nobody. Who will listen to you? (Ruth)*

 

Others remained silent in order to prevent adverse consequences.



Sometimes you want to complain but you don’t want to put the word racism […] you still have the burden of being discriminated but still try to put it in a nice way because you are still a patient. You still want to receive the service […] especially if you are in the middle of a treatment that started long ago […] you don’t want to interrupt this connection. […] You are depending on the doctor, especially when you have a chronic disease […] it becomes very scary to start all over again. (Ahmad)

 

In this quote, Ahmad articulated their inhibition in naming racism out of fear of jeopardizing the doctor-patient relationship. The power of the doctor, which lies in his expert knowledge and in the vulnerability of the participant, who suffers from a serious chronic disease, creates a dependency that makes it especially difficult for the participant to resist disparagement or disrespect from a professional.

Participants with legal considerations, such as an asylum application, described particularly difficult circumstances.



When you are in such a dependent situation, like at the doctor’s or at the [Social Security] Office [im Amt], you’ll think eight times whether you really want to speak up against it, because you might not be able to choose a different doctor due to your asylum process [Asylverfahren]. (Taslima)*

 

Taslima recounted the structural dependencies that exist across situations and that shape interactions in healthcare settings: as an asylum seeker, she and her healthcare depend not only on doctors but also on the AsylbLG, in conjunction with the Social Security Office (Sozialamt) as the institution that decides on the dispensation of treatment certificates. She describes how this impacts her behavior and how she has to weigh between bringing up her experiences of racism and, in anticipation of negative consequences, not naming these same experiences.

Other study participants affected by incidents of ignorance and disrespect in their healthcare encounters reported how these repeated experiences make them lose trust in the medical system and influence their capacity to act. They abstain from existing treatment options despite their needs. This was expressed by Lilliane:



Why should I go to the doctor? Why should I have trust anyway? [..] When I have already had negative experiences with a white doctor or a white institution, why should I trust that they suddenly want something good for me? (Lilliane)*

 

This quotation illustrates how a dual mechanism of exclusion operates: first, healthcare users are discriminated against in encounters with medical professionals; second, they avoid making use of healthcare structures, and thus do not receive treatment, due to prior experiences in which they were treated as “other” or ignored, not heard.

In conclusion, the described dynamic is reconstructed in two forms: (1) study participants do not feel seen as knowing subjects and therefore consider themselves not listened to, not heard by medical professionals; (2) study participants report refraining from articulating their concerns based on prior negative experiences or fear of adverse consequences.




6 Discussion

This article explores the accounts of 14 healthcare users who are Black, African, Afro-diasporic, and/or (perceived or self-describing as) Muslim regarding their experiences of racism in healthcare encounters. It aims at understanding the forms and dynamics that lead to the (re)production of racial inequalities in healthcare-related contexts. In the data analysis, two dynamics emerge as central: being seen and treated as “other” and being made inaudible. In the following discussion, these dynamics are theoretically and empirically located in the wider body of literature. Finally, some concluding thoughts are offered.

The study participants’ experiences of being seen and treated as essentially “other” in healthcare interactions can be situated in postcolonial theories that analyze othering, such as those of Said (74) and Spivak (61, 66). Othering describes a process of differentiation by which an imagined “we” is discursively produced in contradistinction to the “other” and the “alien.” This process, which posits the “other” as a deviation from a normative “we” and places the “other” in a relationship of hierarchy (74), is central to the operation of racism, which depends on the differentiation of subjects into imagined groups based on social constructions of race, culture, nation, or religion (10, 75). The data illustrate how medical professionals use so-called markers, such as name, skin color, and real or surmised religious affiliation, to infer a particular group membership and make stereotypical attributions that de-individualize and homogenize the individuals who participated in the study. Study participants are thus construed as essentially different, as not belonging and alien (fremd), which is to say, as “other.” The data indicate how they are viewed as illiterate, as sexually oppressed, as Islamists, as hypersexual and carriers of diseases, and as oversensitive or insensitive to pain. These results are also reflected in healthcare-specific studies in different contexts: a UK study (33) of the experiences of Pakistani healthcare users demonstrates how they feel homogenized and reduced to the category “Muslim” by nurses; in a US study, Black healthcare users report feeling stereotyped as less intelligent (76); in a study focusing on racism within German healthcare, Black patients report having hypersexuality and insensitivity to pain attributed to them by healthcare staff (5).

Postcolonial theoretical formulations make connections between the attributions that are processed in the data and the racist discursive conditions of knowledge: these formulations speak about how colonialism produced stereotypical images of “hypersexualized” and “pain-insensitive” Black bodies (77), or of the headscarf as a symbol of the oppression of women (78). Other discourses are shaped by the contemporary and have already been broken down in other German studies, such as the discourse that frames migrants as “carriers of disease” (57). However, as the study results show, colonial and current narratives about Black people, Muslims, and “cultures” can also connect intersectionally, as with the image of a “sexually oppressed Muslim woman” as described by Taslima or of a “dangerous Muslim man” as described by Ahmad.

Some of the accounts presented by study participants indicate how this negative stereotyping can influence the ability of medical professionals to see and treat them as knowledgeable subjects, and how it can lead to the dismissal of their symptoms and complaints, to misdiagnoses, and to poorer quality of healthcare or delays in treatment, as has already been documented in other studies (5, 6, 21, 23, 45, 79). Our study expands previous empirical research concerning the specifics of anti-Muslim racism, in which it is shown how othering is expressed differently in relation to Black healthcare users and healthcare users perceived or self-describing as Muslim, and how it can lead to different forms of racist discrimination in healthcare. The data suggest that Black female study participants are often hypersexualized, while the autonomous sexuality of female study participants who are perceived as Muslim is denied. As a result, Black female study participants are often offered HIV tests. In contrast, medical professionals see no reason to carry out tests for sexually transmitted infections (STIs) on Muslim women who participated in the study.

Study results suggest that othering is experienced at different, interlocking levels, such as the interpersonal, the institutional and the structural. These mutually reinforcing intersections are best exemplified in our study by accounts of participants who are asylum seekers. Data draw attention to the micro-level effects of asylum policies by illustrating how these policies act through interpersonal encounters and manifest in various forms. The data show how the legally required issuing of treatment certificates by social welfare offices leads to delays in, or even to prevention of, medical treatment for sick people, and how staff who are not medically qualified actually decide whether medical treatment is necessary. In addition, the restrictions on health services for asylum seekers that are enshrined in the Asylum Seekers Benefits Act (AsylbLG) apply. This means that certain health-related services are not covered for some study participants. These results are consistent with a limited number of qualitative studies that point to discriminatory effects of the AsylbLG (48, 49, 80), though the last two do not explicitly mention racism.

Data show that recurring experiences of being othered can trigger a sense of inferiority and self-doubt (6) and a view of one’s own self as “other,” as described by our study participants Paul, Hamid, and Ahmad. This is an example of how racism remains effective within dominated subjects as well (81) and how othering is internalized. This can seriously impact self-worth and has been linked to negative physical and mental health outcomes in recent studies (16, 82). Thus, our study results draw attention to the necessity of examining internalized racism, as it is paid relatively limited attention in healthcare research until now (83).

General consequences of othering practices, as described by participants in our study, are a loss of trust in the healthcare system and a deterioration of health. This resonates with studies showing how perceptions of unequal treatment on racial grounds can discourage healthcare users from accessing healthcare services: they lose trust in the healthcare system (5, 6, 20, 84), which in turn leads to the likelihood of avoiding or delaying healthcare-seeking, even when healthcare is needed (85–87), and to the deterioration of mental and physical health (5).

Spivak’s (61) seminal intervention, “Can the Subaltern Speak?,” helps to connect the above-discussed result with the second analyzed concept: being made inaudible. Spivak demonstrates how individuals or groups who are construed as “others” confront serious disadvantages. As a result of the epistemic violence (61) that accompanies othering, those constructed as “others” are not recognized or heard in their positions as knowers; they are instead subjected to silencing and/or discrimination. Kien Nghi Ha et al. (88) point out how “the white norm ([d]ie Weiße Norm) speaks, judges, and remains invisible within the powerful process of othering,” and “how ‘others’ are spoken about, analyzed, and devalued and thus become supposedly silent, faceless objects” (88) (10, transl.). Building on Spivak’s (61) use of the expression “epistemic violence,” Dotson (89) develops an account of epistemic violence by analyzing different ways in which silencing operates at a micro-level. Following the analysis of Dotson (89), two different kinds of silencing can be identified in our data: study participants—owing to negative prejudices and stereotypes—are routinely not recognized as knowing subjects and have their agency denied by medical professionals (testimonial quieting); study participants refrain from articulating their concerns due to the apparent ignorance of their interlocutor, or to a fear of adverse consequences (testimonial smothering, or coerced self-silencing). As stated by Dotson (89), silencing dynamics can be identified by paying attention to racial micro-aggressions, which serve as subtle forms of epistemic violence because they implicitly encourage people to limit their speech. Micro-aggressions, both in theory (90) and in our data, express themselves non-verbally (dismissive looks) as well as through speech (questions and comments conveying difference and subordination) and tonality (speaking loudly) and are experienced to be intimidating. According to Gerlach et al. (45) and Velez et al. (25), communicative dynamics can be reinforced on non-verbal levels such as “unfriendliness” or “a lack of respect.” As background, Aikins et al. (5) expect that the participants are not recognized as responsible speakers. Possible consequences of these processes are, as our data also show, that healthcare users are left out of decision-making processes (24) and that their symptoms and complaints are not taken seriously or are ignored by healthcare staff (6, 79).

As Dotson (89) argues, testimonial quieting and testimonial smothering can be understood primarily through analysis of power relations and other contextual factors that make silencing harmful in particular circumstances. In the context of healthcare, asymmetrical power relations become particularly clear in the silencing mechanisms described by study participants: healthcare settings are most frequently sought when people are sick and forced to seek help. Moreover, medical staff command medical resources and professional knowledge that situates them in a position of power over those seeking help (38). The dependencies and vulnerabilities that emerge from this situation make it particularly difficult for study participants—as evident in the accounts of Ahmad—to defend themselves against racist discrimination. This especially applies when there are additional legal dependencies, as is the case for study participants, such as Taslima, who are seeking asylum. Empirical research in healthcare is only now gathering a wealth of evidence of the multiple and far-reaching harms that silencing—a powerful dynamic that involves structural and individual elements, and that leads to the invisibilization of racism in healthcare—can cause to individuals and even entire groups. For example, Hamed et al. (6) analyze experiences of racism, as a form of structural violence, among healthcare users in Sweden, Germany, and Portugal. They demonstrate how two interrelated processes, namely unequal modes of access to resources and inequalities in power, can lead to the silencing of suffering. Qualitative studies with healthcare staff in Sweden and Canada have similarly documented a failure to bring up experiences of racism in the workplace out of a fear of adverse consequences (19, 32). Healthcare staff affected by racism instead suppress their emotions and feelings and acquiesce to the power structure in which they operate (19, 32). The added value of our study lies in having taken additional and more differentiated steps in documenting the relevance of this dynamic for the German healthcare context and extending the focus to healthcare users affected by racism.


6.1 Conclusion

According to Nazroo et al. (7) and Hamed and Bradby (91), current research on racism in healthcare lacks a theoretical focus on the processes of racialization, which makes it difficult to conceptualize racism and to understand how racial inequalities are (re)produced in healthcare encounters. The collaboratively developed analytical framework, which seeks to address the dynamics of being seen and treated as “other” and being made inaudible, contributes to an empirically grounded conceptual understanding of experiences of racism that have been reported by Black and (perceived or self-identified) Muslim healthcare users. Thus, it allows the reader to consider how racism is enacted through subtle mechanisms, which eventually (re)produce major barriers against achieving equitable healthcare and lead to the invisibilization (normalization) of racism in the field. By doing so, it draws attention to areas in need of change and transformation, to the importance of anti-racist policies that move beyond cultural and diversity competence approaches and that address racism at interpersonal, institutional, and structural levels, as these levels connect in mutually reinforcing intersections.

The application of CBPR, an approach to research that “is about who has the right to speak, to analyze and to act” (92) (p. 22), offered pathways to undo the silence, and to learn from the wisdom of situated knowledges, by engaging silenced voices in the research process (93). It helped to build relationships and trust and enabled a dialogical creation of knowledge. Due to the interlocking of perspectives, data could be collected in a context- and diversity-sensitive manner and interpreted from different perspectives. The qualitative study design also allowed extended views of the racialization processes or of latent, otherwise hard-to-detect dynamics, such as othering and silencing and their intersectional manifestations. The co-creation of knowledge is an empowering process that reaffirms study participants’ human status and, importantly, their human right to participate in research affecting their lives and health.



6.2 Limitations

This study design is consciously qualitative; it cannot and should not make any statements beyond the experience of participants. An additional limitation arises out of the conscious decision to work methodically with a data analysis procedure designed for as much participation as possible: the study certainly gained in quality through the interlocking of perspectives; however, DEPICT ends at a point where connections between the dynamics are not worked out. This is a fertile field for further exploration. The choice of peer researchers was also a crucial step that influenced the further course of the study: positively as well as negatively. Certain communities were thereby reached, while others were not.
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