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experiences of SARDs patients in multitudinous ways. Some
patients reported systemic and interpersonal racism, racialized
stereotyping, and mistrust in care, while others listed factors that
they considered were protective against discrimination, such as
education and location. Socio-cultural factors, including language
barriers and variations in clinician understandings of patient
experiences, further impact doctor-patient interactions.

Introduction

In the United Kingdom (UK), ethnic inequalities in experiences of and access to health-
care services and health outcomes are an enduring problem faced by the NHS (Kapadia et
al. 2022). Individuals of minoritized ethnic groups (Wingrove-Hauglnad and Mclead
2021) are more likely to report poorer healthcare experiences (Kapadia et al. 2022),
face disparities in health outcomes (Hackett et al. 2020) and experience unequal access
to some healthcare services relative to their White counterparts (Ojo-Aromokudu et
al. 2023; Stafford et al. 2022). Inequities have been fuelled by several factors including:
discriminatory treatment from healthcare providers, lack of appropriate treatment, a
dearth of ethnicity-related data, limited interpretation services, and avoidance of care
due to fears of racism (Kapadia et al. 2022). Despite the UK welfare state employing mul-
tiple public health and social policies to attempt to reduce the impact of socio-economic
inequalities on health (Smith, Hill, and Bambra 2016), health inequalities remain.
Disparities also exist in systemic autoimmune rheumatic diseases (SARDs), a group of
inflammatory diseases that can cause organ failure, disability, and premature mortality and
are associated with self-directed inflammation (Haag et al. 2018). The clinical features of
the SARDs sub-types in this study are summarized in Supplementary Table 1 adapted
from clinical guidelines and epidemiological studies. Inequities in disease progression
and development are shaped by socio-structural and systemic factors patterned along
sociodemographic lines (Buie et al. 2023; Conrad et al. 2023; Goulmamine, Chew, and
Aninye 2024). Research focusing on ethnic inequalities in SARDs is primarily from the
United States with Black, Hispanic, Asian and Native American communities reporting
worse mortality and morbidity than their White counterparts, especially in systemic
lupus erythematosus (SLE), rheumatoid arthritis (RA), and Sjogrens (Greenberg et al.
2013; Maningding et al. 2020; Patel et al. 2025; Scofield et al. 2020). However, disparities
may vary across different ethnicities or disease groups as seen in a study which reported
that the highest rate of systemic vasculitis-caused deaths was in White patients (Rodri-
guez-Pla and Rossello-Urgell 2021). Comparatively, research on ethnic disparities in
SARD:s in the UK is significantly more limited. Studies show similar worse outcomes for
minoritized ethnic groups, particularly in SLE, rheumatoid arthritis, and inflammatory
arthritis (Adas et al. 2023; Rees et al. 2016; Subramanian et al. 2021). For example, research
since the late twentieth century show that Black Caribbean individuals have the highest
incidence and prevalence of SLE, followed by people of Asian descent (Rees et al. 2016).
Given the differences in disease severity and clinical manifestations in SARDs across
ethnic groups across the UK and USA, it has been suggested that continental ancestry
and race provide the risk status of disease, but this has been called into question (Patel
et al. 2025). The etiopathogeneses of SARDs are multifactorial, and understanding of
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genetic risks between ethnicities remains limited (Lewis et al. 2023). While many studies
show that minoritized ethnic groups bear the burden of more significant SLE, and other
SARDs, true understandings of genetic risk remain limited. Racialized health disparities
are often largely driven by social rather than biological factors (Parodis et al. 2023).
Studies of ethnic inequalities in health across ethnic groups require an attentiveness to
the multifaceted nature of health as not merely a biological reality but driven by socio-cul-
tural, historical, and economic factors which shape access to and quality of care as well as
lifestyle (Braveman et al. 2022). These disparities have been demonstrably fuelled by sys-
temic racism, which Braveman et al define as the ‘involvement of whole systems, and
often all systems - for example, political, legal, economic, health care, school, and criminal
justice systems — including the structures that uphold the systems’ in producing, condoning
and perpetuating unfair treatment towards marginalized people (Braveman et al. 2022).

US studies have indicated that inequities in disease severity and mortality among racially
minoritized patients are significantly shaped by structural racism, variations in access to
and quality of care, and clinician bias (Conrad et al. 2023; Parodis et al. 2023). These dis-
parities manifest within a context characterized by historical racial injustices and a frag-
mented, predominantly insurance-based healthcare system (Dickman et al. 2017).
Contrastingly, the UK’s universal healthcare system, specific demographic landscape —
where South Asians are the largest minority group (UK Government 2022) - and
differing notions of race and ethnicity, have engendered a distinct context of care. Given
the relative paucity of UK studies, it remains unclear how similar social and structural
forces, informed by ethnicity, shape the medical experiences of minoritized ethnic
groups with SARDs in the UK. Furthermore, despite being overwhelmingly affected by
rheumatic diseases, minoritized ethnic groups have been under-represented in rheumatol-
ogy studies (Lima et al. 2020). Our study contributes to addressing these key gaps.

From an epistemological perspective, the majority of studies on ethnic disparities in
this field are epidemiological, focusing on prevalence, mortality and disease severity
across different or within ethnic groups. There is a growing body of critical qualitative
research highlighting patient, and some clinician, perspectives, on autoimmune diseases
(Li, Ma, and Yang 2024; Yalavarthi et al. 2023). A few UK-based studies explored South
Asian patient experiences with SARDs highlighting the demand for more culturally sen-
sitive services for these populations (Kumar et al. 2008, 2011). However, there is insuffi-
cient attention to the experiences of other minoritized ethnic groups with a wider range
of conditions. To advance understanding in this area, this study aimed to investigate how
social and structural forces associated with ethnicity impact the medical experiences of
minoritized ethnic groups with SARDs in the UK and to suggest participant-generated
recommendations for improving culturally competent care delivery. We explored the
views and perceived inequalities, of people with SARDs from different ethnicities, and
of the clinicians providing their care.

Methods
Study team and positionality

This study was developed and produced by a multidisciplinary team of clinicians, patient
partners and academics all of whom are equal and valued members of the team. Most of
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the co-authors have lived experience of ethnic minoritization, including African, Afro-
Caribbean and South Asian heritage. While several co-authors share similar ethnic
and regional backgrounds with participants, there may be variations in lived experiences,
such as educational background and migration patterns. These nuanced differences
shape the unique worldviews of co-authors that may differ from study participants.
We had regular discussions around our use of language on race and the impact of our
positionality in data collection and analysis to reduce bias, facilitate reflexivity and con-
textualize patient perspectives.

INSPIRE project study design

This study is a part of the INSPIRE (Investigating Neuropsychiatric Symptom Prevalence
and Impact in Rheumatology Patient Experiences) research project which includes a
series of inter-related studies exploring various aspects of SARD neuropsychiatric symp-
toms, including: eliciting and reporting of NP symptoms, impact on patient lives, preva-
lence and identification, inequalities and attribution. The INSPIRE research project uses
mixed methods study design to allow for in-depth exploration of patient experiences.
Three surveys were created for patient and clinician groups and co-designed with mul-
tiple patients, clinicians and rheumatology charities. The surveys were pre-tested and
approved by patient and clinician participants and made available from July 2022 to Sep-
tember 2022 (patients) and July 2022 to November 2022 (clinicians). Any person 18 years
or older with a SARD(s) confirmed in a clinical correspondence was eligible to participate
in the patient survey. Clinicians with the following specialties: rheumatology, neurology,
psychiatry and primary care, or with experience treating rheumatology patients were
explicitly invited to participate in the study (Sloan et al. 2024).

Further information on the methodology of the original INSPIRE Study can be found
in the Supplementary Materials of this study.

Recruitment & interviews

This sub-study adopted a descriptive qualitative design to amplify and centre the minori-
tized and underrepresented patient experiences within research and medical practice. Data
were collected between 2023 and 2025 through semi-structured interviews with
participants. Patients from the INSPIRE rheumatology cohort (Sloan et al. 2024) who
self-identified as not White and were living in the UK were eligible for inclusion in the
interview sample. From this subset, patient interviewees were purposively selected as to
have a range of socio-demographic characteristics and SARDs. Due to the low numbers
of UK Black participants completing the INSPIRE survey and giving permission to be con-
tacted for interview, purposive sampling was not possible for this group. All Black UK
patient survey respondents were therefore invited for an interview. UK-based clinicians
were purposively sampled from the INSPIRE clinician survey to include a range of spe-
cialties, and an equal representation of males and females. Due to the under-represen-
tation of UK clinicians from minoritized ethnicities completing the survey and/or
giving permission to be interviewed, we were unable to fulfill our intention to
sample a range of ethnicities. We also reviewed all transcripts from the INSPIRE inter-
views on other topics and included any extracts in this analysis in which ethnicity was
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mentioned spontaneously (Sloan et al. 2024). As a result, some patients who identified
as White were included if they spoke about the impact of ethnicity on care.

The interviews were conducted by three experienced qualitative researchers, with a
broad range of sociodemographic characteristics: a Black Jamaican woman, a British
South Asian woman and a White British woman within the age ranges 20s-40s. The inter-
viewers received regular feedback and interview practice from senior team members. Two
separate interview guides were co-designed for this sub-study patients and clinicians by the
lead author in conjunction with the wider team and tested with patient partners. They were
refined and adapted following initial interviewing. The patient interview guide covered
questions on the impact of the disease(s) on life and mental health, if/how ethnicity
impacts diagnostic and treatment journeys, positive and negative relationships with phys-
icians, and stigma. The clinician interview schedule covered how socio-demographic
characteristics may impact the diagnosis and treatment of patients from underserved
groups, health-seeking behaviours, trust, and barriers to providing care for people of min-
oritized ethnicities. The interviews were semi-structured, with interviewers asking key
open-ended questions initially, followed by subsequent questions in the direction of
each participant’s experiences and priorities if they were within the study remit. Partici-
pants were sent email invitations, from contact details provided on the survey, to interview
via Zoom, Microsoft Teams or by phone.

The participant information sheet was shared prior to the interview. Respondents’
consent was obtained through verbal recording before interviews and written consent
(electronic) on the surveys. The interviews continued until we felt that thematic satur-
ation had been reached - the point at which no new insights or codes arose from the
data. Each interview lasted from 30 min to >3 h. Our focus on participant narratives
underscores the significance of addressing patient and clinician experiences simul-
taneously, enriching research and clinical care.

Analysis

Interviews were recorded and transcribed verbatim and coded using NVivo 14 software.
The iterative data analysis process was conducted between September 2024 and February
2025. Analysis was thematic and involved: (1) immersion in the data, (2) coding using
NVivo, (3) discussing preliminary coding scheme, (4) re-coding and redefining, (5) iden-
tifying common themes, and (6) discussing and agreeing on themes with our multidisci-
plinary team including patient partners and clinicians. The first author, S.A.T, led the
initial open coding using an inductive approach. Preliminary codes were then collabora-
tively discussed, reviewed and recoded by co-authors through a series of team presenta-
tions and discussions to refine the coding framework. Coding was primarily supported
by MS, ST, RNM. Then, the broader team collectively decided on: common themes, theor-
etical concepts, and assumptions arising from the data through an iterative process (Braun
and Clarke 2022). We utilized a critical realist paradigm (Fletcher 2016) to recognize the
existence of structural inequities while applying constructivist (Costantino, Thompson,
and Bales 2008) methods for qualitative research to understand participants’ interpretation
of these realities based on lived experiences. This combined approach functions to examine
the role of structural determinants in informing health outcomes while acknowledging
how multiple perspectives are shaped by a shared reality, particularly concerning racialized
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experiences in healthcare in which patients and clinicians may have differing perspectives.
It also aligns with our team ethos of collaborating with patient experts to construct the
themes as they arise. The findings were bolstered by including cases that deviated from
more frequent participant responses. We carefully considered all co-author suggestions
whilst ensuring that our final analyses remained accurately represented the data.

Ethics approval
The Cambridge Psychology Research Committee provided ethical approval: PRE 2022.027.

Key terms in this study

Given that this study explores how ethnicity impacts care, we consider it important to
explain our use of language. Although race and ethnicity are often used interchangeably,
race is more commonly used to describe shared physical attributes while ethnicity is
defined as both a ‘biological and a social construct’ which ‘encompasses ancestral
genes, cultural, geographic and socioeconomic characteristics shared within a popu-
lation. ” (Gonzalez et al. 2013) This study follows the UK government’s guidelines by
using the term ethnicity (UK Government 2024). Additionally, we utilize the term ‘min-
oritized ethnic groups’ rather than ‘ethnic minority’ to acknowledge minoritization as an
active process through which power structures create and maintain racial/ethnic hierar-
chies rather than just a numerical status (Wingrove-Hauglnad and Mclead 2021).

Results

Interviews were conducted with N = 29 patients (Table 1), the majority of whom were female
(86%) with SLE as a primary disease (64%). and N = 16 clinicians (Table 2), the majority of
whom were rheumatologists (63%). In terms of ethnicity, the highest proportion of patient
interviewees were South Asian (36%), and most clinicians were White (81%).

Table 1. Patient characteristics.
Characteristic Number (n) Percentage (%)

Primary Disease

SLE 18 64
Systemic vasculitis 4 14
Rheumatoid arthritis 2 7
Sjogrens 2 7
Systemic sclerosis 2 7
Undifferentiated Connective Tissue Disease 1 4
Ethnicity

South Asian (Indian, Pakistani) 10 36
Black 7 25
Mixed 5 17
White 3 1
East Asian (Chinese, South Korean) 2 7
Southeast Asian (Malaysian) 1 4
Latino 1 4
Gender

Female 25 86

Male 4 14
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Table 2. Clinician characteristics.

Characteristic Number (n) Percentage (%) *
Specialty

Rheumatologist 10 63
GP 3 19
Neurologist 1 6
Psychiatrist 2 13
Ethnicity

White 13 81
South Asian 3 19
Gender

Female 8 50
Male 8 50

Note: Percentages may not equal 100 due to rounding up.

The participant interviews generated three main themes: (1) subtle and systemic
racism in care and society, (2) racialized medical and behavioural stereotyping, and
(3) socio-cultural factors impacting doctor-patient communication and rapport building.
Throughout each theme, recommendations for improving care were raised. These are
reported in Table 4.

Theme 1: subtle and systemic racism in care and society

Approximately half of the patients in this study reported experiencing some form of
ethnic discrimination in medical and non-medical contexts. For participants with this
experience, they described the ethnic discrimination as more subtle and pervasive
rather than overt:

With racism, particularly in this country, it’s very sophisticated. It’s very — you can’t, really
... hmm, you can’t really pinpoint it — it’s like adding garlic to a dish. You know it’s there,
but you can’t see it. (Patient 9: Black, female, SLE)

Some clinicians connected ethnic disparities in health to systemic deprivation, identify-
ing the ways that socio-economic class and ethnicity overlap to shape health outcomes
with one noting that minority populations were more likely to be in lower economic
areas and receive worse healthcare (Clinician D: White, male, rheumatologist). Ethni-
city-related systemic inequality was also discussed by other clinicians:

It’s difficult to separate out ethnicity from deprivation. (Clinician K: White, female,
rheumatologist)

The manifestations of ‘sophisticated’ racism were articulated by some patients feeling
that ‘if they were white’ they may have received better care. Table 3 shows some of
their perspectives:

This was reiterated by some clinicians: “There is a feeling the patients have that they
are maybe not treated similarly as a White patient. And I think that then leaves them
feeling somewhat, I choose my words, challenging and little bit angry.” (Clinician B:
White, female, psychiatrist)

The feeling that whiteness was a gateway to better care was also exemplified for some
darker skinned patients in the diagnostic process. Two Black female participants shared
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Table 3. Patient quotes describing feelings of unequal treatment compared to white patients.

Participant Quote
Patient 10: Chinese, female, ‘| think she could be nicer if I'm a white woman ... you hear them talk to each other,
Sjogrens yeah, that my ethnicity may have made a difference, the way that they talked to me.’

Patient 1: South Korean, female, ‘If | were white, they would have treated me differently. There is no doubt.’
SLE

Patient 16: Black, female, SLE ‘| don’t want to make it about race, but it often is. I've seen white people with much
less problems treated much better than me in hospital, and with benefits and
things.’

Patient 12: South Asian, female, ‘I want to get out of there as quick as possible because | feel so uncomfortable.

SLE Because you do think, are you being paranoid, are you just being extra now? ... yes,

| can say [things would be different if | wasn’t from an minoritized ethnic] because if
| were white and | walked in ...’

Patient 8: Black, female, ‘This White lady ... and | remember there was a time when the doctors came to give

systemic sclerosis her a consultation and they were saying they had to take blood ... and | remember

at the first go she just screamed, and she was like, ‘stop, | don’t want it, it's painful’
and they stopped. They respected her autonomy ... and two nights ago | was
jabbed over 40 times and every time | said stop, stop nobody listened to me. No pain
relief, no empathy, no compassion. And | remember sitting down on my bed and |
just cried, | cried, and | sobbed because | thought ‘oh, maybe if | was a White lady
they would have done something else.’ So, for me, | feel definitely that place apart in
terms of my colour.

difficulties they faced when clinicians struggled to identify rashes and swelling on their
dark skin:

I always had to have my list of symptoms with me because when it comes to things like
looking for the marks on the face or like inflammation fingers and stuff. It felt like 'm
not sure that they are super familiar with looking at it on a black person. (Patient 25:
Black, female, Sjogrens)

These patches appeared all over, light patches appeared all over my body and he [the clin-
ician] said T'm not sure because of your skin colour. I'm not very sure. (Patient 9: Black,
female, SLE)

Patient 9’s medical encounter left her with suicidal ideation and feelings of worthlessness.
Conversely, a positive interaction with a female, Asian dermatologist who had more
experience and confidence with different skin colours, left her wanting to ‘burst into
song and dance.’

In addition to reports of medical discrimination, some participants reported work-
place and benefit system ethnic discrimination and disillusionment with: how overall
society treats them’ [and] ‘how the police treat them’ (Clinician B: White, female, psy-
chiatrist). Racialized systemic barriers and experienced or anticipated discrimination
may exacerbate the lack of patient trust and increase emotional distress contributing
to strained doctor-patient rapport and patient avoidance of healthcare. For example, a
clinician asserted that ‘there are certain minoritized ethnic groups that are very
nervous about doctors’ (Clinician F: South Asian, male, GP). However, some patients
and clinicians did not identify with systemic or interpersonal forms of ethnic discrimi-
nation, and this was often attributed to their urban and ethnically diverse location:

Being from London which is so ethnically diverse I have never felt like I was treated worse
because of my ethnic background. (Patient 28: Mixed, female, UCTD)

Patient 7 (Latino, male, SLE) said, ‘T live in London, so I feel that nobody, or everyone’s
an minoritized ethnic almost, but I don’t think it’s been an issue.” His perspective was
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shared by Clinician B (White, female, psychiatrist) who shared that trainees in Central
London are more attuned to the experiences of minoritized ethnic groups compared
to those in ‘more narrow communities.” Other patients cited their education, communi-
cation skills, and/or job type — particularly being fellow clinicians — as being protective
factors against discrimination:

I think there is a preconceived notion about how a minority, or as a woman you behave to
pain, and when somebody realizes that maybe you are quite qualified to say whatever you
are saying, they pay you a bit more attention. (Patient 11: South Asian, female, SLE)

Multiple patients felt that other sociodemographic characteristics, particularly gender
and age, had impacted their care more than their ethnicity. This included the cases of
two vasculitis patients, one of whom felt being female had increased the likelihood of
her symptoms being misdiagnosed as psychosomatic, and a male patient in his 70s
who stated:

I don’t think I was treated worse because I am from Pakistan, I think it was more because I
am not working and old, and the doctors, they maybe work less hard than they would for a
younger man. (Patient 19: South Asian, male, systemic vasculitis)

Alongside these perspectives, some clinicians shared that they had not seen any evidence
of ethnicity-based discrimination. One rheumatologist detailed that many autoimmune
patients had experienced adverse medical interactions regardless of ethnicity:

I have just as many patients who, for example, are White who tell me that they saw X doctor
and they didn’t listen to them. (Clinician D: White, male, rheumatologist)

Clinician and societal discomfort addressing ethnicity

Some clinician participants identified a discomfort in addressing ethnicity due to fear of
being seen as ignorant or racist. During interviews, the discomfort with discussing eth-
nicity was often apparent. Some participants, particularly those >60 years old, used out-
dated terminology (e.g. ‘coloured people’) and a retired clinician shared that they were
unsure and anxious about using the ‘wrong’ terminology. Although not explicitly
voiced, some clinicians were tangibly discomforted saying ‘Black’ when identifying
patients. This was evidenced by them speaking in a quieter or hesitant tone and display-
ing physical unease, particularly when speaking with the Afro-Caribbean interviewer.
Clinician discomfort with race potentially creates challenges for acknowledging and cor-
recting any form of racial discrimination:

They were adamantly in denial. They were very afraid of me causing any issue about racism.
That was one thing I could tell the way they responded to me when I was when I had a
meeting with them. Although it is, ‘oh there’s way no its racist’ but I felt prejudiced.
(Patient 1: South Korean, female, SLE)

Some clinicians identified that their uneasiness with ethnicity-based conversations may
also impact communication and rapport building:

You could never know everything about every culture but I do often feel that patients will
mention even like some festival or celebration, ... don’t know much about it at all and so you
don’t want to say something stupid or something like you say that seems racist ... that’s
probably a bit of a barrier to building rapport with patients like this because you know if
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you knew all about it ... but at the same time, there’s so many things, you know, you could
never know about all of them. (Clinician E: White, male, GP)

Outside of the clinical setting, a Clinician A (White, male, neurologist) noted that these
discomforts may be a symptom of a wider societal problem. In contrast, Clinician D
(White, male, rheumatologist) believed that ‘any nervousness is misplaced’ because

most patients are very happy to talk about these things and they see me, recognize that I'm
White and I'm male and so they’re very happy if I ask, as long as I ask it in an appropriate
way with some curiosity, they’re very happy to tell me all about their own personal beliefs, or
their background.

Theme 2: racialized behavioural and medical stereotyping

A key theme arising from the data highlighted perceptions of racialized behavioural and
medical stereotyping in the medical care of SARDs patients from minoritized ethnic
groups. The data indicated that these practices of identifying and associating certain
medical and behavioural characteristics to certain ethnic groups over others may have
consequences on diagnosis and treatment.

Patients and clinicians discussed various forms of behavioural stereotyping in rheu-
matological care. This was particularly the case with Black patients being viewed as
‘less compliant’ (Clinician N: White, male, rheumatologist), less proactive with their
health (Clinician F: South Asian, male, GP) and ‘difficult’ (Patient 9: Black, female, SLE):

There’s a trope of sort of angry ethnic minority women, angry black women is a thing that
... 1t’s almost a bit hard to know whether it’s kind of in the culture or what I don’t actually
think colleagues are explicitly talking about this and actually more often I hear a patient
saying to me, ‘oh, you must think I'm just this this sort of angry black woman’ or something
like that. It’s so hard to kind of pull apart the causality. But you know to get the angry bit if
you’re a Black person, your diagnostic journey for a psychiatric disorder is longer, for an
autoimmune disorder is longer, and then when you when you have the intersection
between being of an ethnic minority and a woman that adds the diagnostic journey to be
longer, so you know the cause for being a little bit grumpy is, you know, is there. (Clinician
G: White, male, psychiatrist)

Two Black female patients discussed feeling that they were overly tested and ques-
tioned about having sexually transmitted diseases and smoking which delayed their diag-
nostic process:

I don’t drink and I don’t smoke. I think there is this idea, perhaps in their mind, that Black
people are more, perhaps promiscuous and more reckless in decision making ... But then,
even if I had HIV, I could also have an autoimmune condition, no? ... 'm like, oh, here
we go, my 75th HIV test. (Patient 25: Black, female, Sjogrens)

Behavioural stereotyping was also demonstrated for South Asian patients, specifically
women, with an assumption of higher levels of health anxiety:

There is a tendency for patients of South Asian Origin to perhaps have heightened levels of
health anxiety and to perhaps not catastrophize. I think that’s too strong a word, but for
example they may get symptoms of, you know, relatively little significance and you know,
a tendency to think the worst about what that means for their own health. (Clinician A:
white, male, neurologist)
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I got the impression when I went to A&E, and the doctor I saw there was not from an Asian
background, and I just felt like the doctor was thinking like, she’s probably an Asian middle
aged woman, housewife, a few pounds overweight, just sort your weight out and you’ll be
fine. (Patient 13: South Asian, female, SLE)

In addition to behavioural stereotyping, participant interviews highlighted cases of
medical stereotyping in SARDs diagnoses. This was particularly the case with lupus
being less likely to be considered a diagnosis for White patients, and the severity
assumed to be lower than in patients from minoritized ethnic groups. Misconceptions
reportedly caused delays in seeking a diagnosis and potential under-treatment for
some White patients:

My population is Caucasian, well that tells you straight away what type of lupus patients I
have ... if you’re doing pure Caucasian medicine the majority of lupus is non-organ lupus.
(Clinician H: South Asian, female, rheumatologist)

I had googled lupus but it said it was mainly in ethnic minorities and well I'm as pale as can
be so I didn’t think about that more. (Patient 22: White, female, SLE)

Patient 21 (White, female, SLE) shared, ‘T have heard lots of reports here in Wales where
people have been told by local rheumatology, they won’t have organ involvement because
they are White.” They detailed hearing of White patients in their community who had
been discharged and subsequently developed severe organ involvement including
kidney failure.

Some patients felt othered by clinicians’ opinions of their diagnosis, which was con-
sidered to be more common in White patients:

The doctor was taking my history, and he was like, ‘oh, it’s scleroderma, that’s quite a Euro-
pean disease. How did you get it?’ ... I think they get so fascinated they forget this is a
person. (Patient 8: Black, female, systemic sclerosis)

We see all everybody White in the room ... [I] overheard like that doctor and the patient
were talking, like it’s more like it’s not an Asian disease. It’s very rare in Asian ... it’s like
I feel like they don’t expect us to have that disease, or they don’t know - lack of knowledge.
(Patient 13: South Asian, female, rheumatoid arthritis)

While patterns of racialized stereotyping have been identified across Black, Asian and
White patients, some participants of mixed heritage felt that their ethnicity was not taken
into consideration during their diagnostic process. However, the pattern recognition of
knowing that certain organs are more likely to be affected in certain ethnic groups was
reported as a positive by several clinicians as it ensured greater vigilance for these groups.

Practices of racialized stereotyping reportedly have adverse effects on medical practice
and the patient experience. “The diagnosis would be clear before you’ve even got to any of
the symptoms because you knew those stereotypes,” asserted Clinician A (White, male,
neurologist). However, he, and other clinicians, discussed the downsides of racialized
behavioural stereotyping:

Once it becomes judgmental and generalized, then that’s a problem as opposed to dealing
with the patient upfront ... I think it’s a shortcut generalization and it can create some
bigoted views, which can create unequal care. (Clinician F: South Asian, male, GP)
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Some patients who have felt they were treated differently based on doctor’s precon-
ceived notions of their ethnicity described feeling ‘unwanted’, ‘ignored,” ‘dismissed’
(several patients) and highlighted the dehumanizing nature of these practices:

I think sometimes medical professionals ... they see so many patients over the years ... but I
do wonder sometimes if they can lose sight of the individual. Because in general this is how
something behaves ... They might have that view that most women your age are going to
have this, or have that ... but you know, I'm an individual. They need to listen to what
you actually tell him because you may not be reacting the way that thousands of other
people react. You've got the same disease but it does different things between my body
and someone else’s. It’s important they don’t make sweeping assumptions because of age
or my ethnic background. You still have to treat people as individuals. (Patient 17: Black,
female, SLE)

Theme 3: socio-cultural factors impacting doctor-patient communication and
rapport building

In addition to the role of systemic racism and racialized stereotypes in shaping medical
experiences, two key sub-themes were identified as socio-cultural factors impacting com-
munication and rapport building: (1) Language and (2) Understandings of Patient Socio-
Cultural Experiences.

Language

While all the patients in this sample aside from one spoke fluent English regardless of
ethnicity, most clinicians spoke of language barriers as an important factor impacting
communication and rapport. For example, Clinician O (White, male, rheumatologist)
said “40% of our population are Gujarati and about a 1/3 to ¥ really don’t speak very
good English at all so the language barrier is huge.’ Clinicians considered that they
may miss out on insights gained from non-verbal cues and intonation which compro-
mises the ‘level of assessment ... in your own language’ (Clinician C: White female rheu-
matologist). These challenges are confounded by some patients’ immigrant identity as for
newcomers to the UK they may encounter barriers to understanding and navigating the
NHS:

This is not necessarily an ethnicity issue and it’s more a sort of an immigrant issue, which is
they may not understand how the healthcare system works and the fact that they need a GP
referral to go and see a specialist. (Clinician A: White, male, neurologist)

In addition to difficulties arising from differences in language, clinicians offered their per-
spectives on the efficiency of NHS and family translators. While some believed that some-
times family could provide greater insight into the patient experience than the patient
themselves, many expressed worries over the accuracy of translators and potential
abuse or alterations.

I don’t speak the language, and so I can’t be certain that the family members translating
appropriately or adding in their own views on behalf of the patient ... We try and avoid
that wherever possible. (Clinician D: White, male rheumatologist)



944 (&) S.A.TAYLORETAL.

Regarding NHS translation services, several clinicians shared frustrations with online/tel-
ephone interpreters as time inefficient, lacking precision, and negatively impacting
rapport. Several clinicians preferred to have in-person translators, although one added
that ‘they don’t always translate accurately’ (Clinician C: White, female, rheumatologist),
and highlighted the value of having a team that speaks a variety of languages between
them.

Understandings of patient socio-cultural experiences
For some clinicians, perceived cultural differences between them and their patients
caused difficulties in understanding the patients’ experience and could lead to dangerous
misassumptions. For example, one clinician described Afro-Caribbeans as ‘culturally
quite different’ (Clinician L: White, female, rheumatologist) and reported on the case
of a male Afro-Caribbean SLE patient whose psychosis was assumed to be related to ‘cul-
tural’ marijuana use. This assumption caused the SLE psychosis diagnosis and treatment
to be delayed, and the clinician shared regretfully that he was left to: languish [untreated]
for several weeks before anyone made a decision’ (Clinician L: White, female,
rheumatologist).

Clinicians also described their training regarding minoritized ethnic groups. Increas-
ing confidence and knowledge among clinicians often occurred through direct engage-
ment with patients as opposed to formal training:

I find as a White male that we certainly don’t understand. I try to understand different cul-
tural issues as best as I can, but that’s not something that I was ever taught. Just as an
example I had a patient with SLE who was having problem with their skin and their hair,
and they said they thought it was a problem with their weave, and I had no idea what
this was, so they had to explain to me. (Clinician J: White male rheumatologist)

In addition, some clinicians discussed how discordances between the western biomedical
system and spiritual or traditional forms of care also impact communication, rapport
building and may delay the ‘correct’ treatment that they required. Ultimately, several
clinicians noted the importance of attending to the cultural experiences of their patients:

I do remind my trainees that we work with biopsychosocial concept and model, but there’s
the ... cultural model ... you have to understand where the patient is coming from, what
their cultural background is, what their religious background is. (Clinician B: White,
female, psychiatrist)

Lastly, we noted that the reality and perceptions of systemic and interpersonal forms of
ethnicity-based discrimination identified in earlier themes may also impact doctor-
patient rapport. The interviews highlighted that perceptions of ethnic discrimination
may erode trust impacting patients’ comfortability communicating with their
clinicians.

Patients and clinicians suggested several options for improving the care experiences of
minoritized ethnic groups living with SARDs. Non-ethnicity-specific related suggestions
for support included: valuing the patient voice, taking the time to explain things to
patients, increasing the number and availability of SLE nurses and over-the-phone
support (Table 4).
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Table 4. Participant-suggested recommendations for improving care experiences.

Suggestions for improved care lllustrative quote
The Provision of Ethnicity-Based Support ‘But | mean | think we need more something like that, somebody to
Groups for People with SARDS come forward, and patient as well, setting up groups, helping, getting

help from other medical like rheumatologists or specialists, like nurse,
to do even once a montbh, to have that space, because it's a very lonely
disease. You're on your own. ... If there's support groups for like
diabetic, and you know, is like the provider or the person who is from
an ethnic background who can talk in Urdu, Punjabi, Hindi, Bengali,
Tamil, why can’t we have somebody doing like a talk about that
disease?’ (Patient 13: South Asian, female, rheumatoid arthritis)

Raising Awareness in Communities ‘| think we should really be getting out into the communities and raising
awareness of these kind of things. We know and it affects our
generation, you know, our cultures, our races more than anyone else.
.... We should be raising awareness, we should be going out to
community groups and talking more about these things, removing
the stigma side of it." (Patient 4: South Asian, Female, SLE)

Opportunities to Learn from Cultural ‘But somebody could do some work on like chatting with local kind of

Religious Leaders community leaders or religious leaders, and ... you could fit the major

points onto A4 sheet probably of like cultural festivals, cultural beliefs.
There's a handful of kind of like cultures that you come into contact
with other than your own kind of British culture. I'm sure, like some
kind of summary of that would be a really useful thing to have. Just so
just so you feel like you've got a handle on like what, you know how a
culture work, what the major festivals are, you know, major beliefs,
things like that.” (Clinician E: White, male, GP)

Discussion

We conducted this study to investigate whether SARDs patients’ medical experiences
were impacted by their ethnic identities. Through detailed patient testimony, we
found that there is not a causal relationship between ethnic status and a prescribed
medical experience, but rather patients speak about the social and structural processes,
associated with their minoritized ethnic identities, which drive perceived inequities in
care. Disparities ranging from higher proportions of patients of minoritized ethnic
groups living in lower socioeconomic classes to a lack of adequate training for clinicians
on darker skin tones, cause disparities in access and care. Some patients shared their con-
frontations with subtle racism embedded in the healthcare system and broader society.
Others reported no experiences with ethnic discrimination in medical care, citing edu-
cation and location as protective factors. Ongoing racial discrimination in the form of
feelings of differential standards of care caused some patients to feel distrustful of
medical providers and struggle with emotional trauma. Participants identified racialized
stereotypes that have been associated with certain ethnic groups, leading to delays in
treatment, shortcut generalizations, incorrect diagnoses, and dehumanization of some
patients. We also identified socio-cultural factors as influencing doctor-patient com-
munication and rapport building. Participants indicated the important role of language
barriers, variations in clinician understandings of patient socio-cultural experiences, and
other factors in shaping healthcare outcomes.

Interpersonal, structural, and systemic factors contribute to the perpetuation of ethnic
inequalities and challenges related to caring adequately for patients of minoritized ethnic
groups living with SARDs. Given the multi-system nature, and nebulous presentations of
SARD:s, patients often navigate difficult diagnostic journeys, invisible symptoms and
fragmented care which are distinct from other chronic conditions (Brennan and
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Creaven 2016; Gunning 2023; Sumpter, Phillips, and Magwood 2022). For minoritized
ethnic groups, these challenges may be compounded by experiences of systemic and
interpersonal racism. Patient testimonies affirm how contemporary racism ‘persists
through more normalized covert or invisible processes rather than explicit expressions
of racism’ (Bonilla-Silva 2021). This harmful system was powerfully articulated by
Patient 9 (Black, female, SLE) who perceived racism as ‘sophisticated ... it’s like adding
garlic to a dish. You know it’s there, but you can’t see it” Another key manifestation
of these processes was highlighted by a clinician participant who noted the connection
between ethnicity and social deprivation. Research has identified socio-economic status
as a critical predictor of disparities in SARDs outcomes, through differential access to
living conditions, education and employment opportunities (Conrad et al. 2023).

Importantly, the subtle, systemic racism materialized as some patients feeling that ‘if
they were white” they would have received better care. This includes reports of clinician
(lack of) empathy and difficulties diagnosing and treating conditions on darker skin.
Concerning the latter, studies show long-standing disparities in the representation of
different skin tones in medical education, particularly in dermatology (Kim, Miller,
and Hollins 2021). The underrepresentation of darker skin tones causes delays, misdiag-
nosis, and poor treatment in rheumatological conditions (Adebajo et al. 2025). While not
the fault of the individual clinician, but rather a consequence of systemic gaps in medical
education and racialized framings of disease, some patients have been left underserved.
Concerning SARDs in the UK, these disparities are evident and impactful as evidenced by
some of our participants’ experiences of erosion of trust in medical providers and
emotional trauma.

A minority of the clinicians in this study said they had not seen evidence of patients
being treated differently based on their ethnicity. Their perspectives signal an existing
variation in how systemic and interpersonal discrimination is regarded amongst provi-
ders. At the same time, studies have shown that healthcare staff ‘tend to construct them-
selves as neutral and impartial’ and have struggled to accept and speak about race and
racism in healthcare (Aranda 2005; Hamed et al. 2022) We found that some clinicians
felt discomfort using racial language and/or asking questions about ethnicity due to
fears of being labelled racist or ignorant. Clinician avoidance of confronting racism
and fear of appearing racist has a tangible impact on patient satisfaction, potentially hin-
dering open communication and rapport building.

There is significant research addressing healthcare staft bias and practices of racialized
stereotyping (Hamed et al. 2022; Hagiwara et al. 2017) A study showed that relative to
White patients, persons of minoritized ethnic groups were more ‘likely to believe they
would receive better care and more respect from medical staft if they belonged to
another racial group (Maina et al. 2018).” Researchers speak to the tendency of healthcare
providers to ‘homogenize racialized minority healthcare users, to view them as irrational,
difficult and frustrating, and as too emotional and dramatic (Hamed et al. 2022).” These
practices have been described as an ‘internalization of racism’ which may cause a dispro-
portionate emphasis on individual pathology while neglecting the role of structural
factors (Williams, Lawrence, and Davis 2019). While several clinicians in our study
noted the downsides of this practice and were in favour of engaging with their patients
in culturally conscious ways, the reproduction of negative attitudes by other clinicians
towards patients of minoritized ethnic groups may lead to the de-prioritization of
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their diagnosis and treatment in favour of the majority group (Hamed et al. 2022; Stepa-
nikova 2012). Consequently, we see how the popular patient feeling that ‘if I were white’
they [I] would have received better care is connected to wider infrastructure of structural,
cultural and interpersonal racism which manifests through multiple pathways.

Racialized stereotyping not only affects patients of minoritized ethnic groups but also
the White majority in the UK. In some cases, the premature labelling of some White
patients as having no organ involvement or not likely to have SLE (thinking of it as a
‘coloured person’s’ illness) may cause clinician misdiagnoses and/or patient delays in
seeking necessary medical care. We must examine stereotyping as more than individual
provider bias or patients’ actions but also as a product of unchecked societal racial bias
cemented, in part, by medical training.

It can be difficult to identify ethnic discrimination alongside non-racialized acts of poor
care. Regardless of ethnicity, patients with and without autoimmune conditions, particu-
larly women, have reported experiences of feeling dismissed and invalidated by medical
providers (Stepanikova 2012). In fact, minoritized ethnic groups encounter medical care
at the intersections of their social characteristics, potentially causing complex and overlap-
ping experiences of discrimination (Mothupi et al. 2023). Two participants referred to
stereotypes which affected patients along multiple axes: ‘angry black woman’ (Clinician
G) and ‘Asian middle aged woman, housewife, a few pounds overweight’ (Patient 13).
Our subsequent studies will further explore these dynamics to highlight how autoimmune
disease patients with intersecting marginalized identities navigate care.

Socio-cultural experiences also directly impact doctor-patient relationships and
patient outcomes (Paternotte et al. 2015). With an increasingly diverse population in
the UK, the NHS is tasked with ensuring that cultural diversity is properly understood
and supported. A study found that ‘Disregarding cultural characteristics can lead to
the patient receiving poor care, suffering damage, and being misdiagnosed (Taylan
and Weber 2023).” Researchers have found that language differences are a major hin-
drance in care. Our clinician interviews reiterated findings from previous research that
‘clear communication was integral to delivering culturally competent care’ when
sharing the value of their multilingual colleagues in bridging the cultural divide
(Taylan and Weber 2023). They expressed the desire for more colleagues with these
skills, signalling the need for more ethnic diversity in the NHS. Conversely, clinicians
had more mixed reviews of interpretation services and family members as translators.
Some clinicians expressed frustration with the lack of accurate translations and the
inability to translate patients’ non-verbal forms of cues. Family members as translators
were viewed overwhelmingly negatively by clinicians, who observed potential intentional
or accidental mistranslations of the patients’ experiences.

The UK’s growing multicultural society is accompanied by diverse understandings of
illness, health practices, and expectations of the healthcare system (Taylan and Weber
2023). Although our clinician participants were motivated to improve care for people
of minoritized ethnic groups, we identified variations in understanding of culturally
specific experiences, and clear (mis)associations with certain healthcare behaviours
(for example, non-adherence or health anxiety) with certain ethnic groups. While cul-
tural humility and structural competency training may be useful in bridging some of
these knowledge gaps, we must also interrogate how ‘cultural difference’ may be incor-
rectly used to describe racialized malpractice — as may be the case for the Afro-Caribbean
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male who ‘languished for weeks’ without proper care due to a misassumption that his
SLE psychosis was marijuana-related.

Our results offer actionable insights for improving the care experiences of minoritized
ethnic groups with SARDs which can be translated into policy and healthcare interven-
tions. Regarding patients’ reports of systemic racism and racial stereotyping, policy-
makers should be aware of systemic bias and prioritize these concerns. Secondly,
extensive skills training on disease manifestations on different skin tones and the pro-
vision of social science-based courses which teach social and historical determinants of
health may also be helpful. To improve doctor-patient communication and rapport
building, the NHS could consider collaborating with religious and community leaders
to co-produce support and educational programs for communities with autoimmune
conditions. This may include community-based events that directly engage patients in
home contexts.

In addition to the outlined themes, the data indicated other areas relevant to the
patient participants. These included: differences in the manifestations and presentations
of physical and mental health symptoms; ethnicity, gender and language concordance
between patients and clinicians, and the impact of socio-demographic characteristics
on shared decision-making practices. These will be further examined and reported in
later studies. Future studies should also explore the experiences of ethnic groups that
have been overlooked in research and incorporate an intersectional approach to under-
stand how overlapping characteristics such as age, gender, socioeconomic class, and
ability cause differential experiences even within the same ethnic group.

The limitations of this study include the high proportion of female (86%), SLE (64%),
patients as well as White (81%), rheumatologists (63%) which may limit the generaliz-
ability of the findings. While women are disproportionality impacted by SARDs, the
underrepresentation of the male experience, patients with other SARDs as well as
non-white clinician viewpoints underscores the need for more research highlighting
these perspectives. Although patient interviewees were purposively selected to ensure a
wide range of demographic, disease and experience characteristics, the participants com-
pleting online surveys may not be representative of the wider rheumatology disease
populations in terms of gender, ethnicity, socio-demographics and experiences. This
challenge is also reflected in our representation of clinicians. This is due to the self-select-
ing nature of online surveys which may also attract those with stronger opinions in both
patient and clinician groups. We were unable to validate diagnoses, although we asked
for the diagnosis/diagnoses as written on their clinic letter and excluded participants
reporting uncertain diagnoses. Another limitation is that while language barriers was a
key sub-theme raised by clinicians, only one patient participant did not speak fluent
English. Thus, the patient perspective was underrepresented in this area. Study strengths
include our multidisciplinary team’s complete and equal involvement of patient partners
at every stage. Our lead and co-authors with lived experiences of ethnic minoritization
strengthened our ability to situate the participants’ experiences in wider socio-economic
and historical forces. We have developed mutually trusting relationships with patient
participants leading to rapport in interviews and openness with sharing their often-
difficult experiences. An additional strength is the team’s willingness to challenge the per-
petuation of normalized racial bias in both research and medical practice as they may be
adversely impacting patient care.
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Conclusion

Our in-depth analysis of participant interviews has shown that systemic, social and struc-
tural processes, associated with minoritized ethnicities, may result in disparities in the per-
ceived quality of care of SARDs patients in multitudinous ways. Some patients reported
systemic and interpersonal racism, stereotyping, and mistrust in care, while others listed
factors that they considered were protective against ethnic discrimination. These included
living in an ethnically diverse location and/or a high level of education. Factors including
language barriers and variations in understandings of socio-cultural experiences further
impact doctor-patient interactions. Improving health inequalities in the UK requires
delving beyond individual responsibility, to understanding systemic racism and its role
in perpetuating ethnic disparities in rheumatological care. Moreover, the role of patients’
socio-cultural background is important in how they present, communicate, and build
rapport with their clinicians. Participants suggested ethnicity-focused support groups,
stigma reduction, and clinician partnerships with cultural leaders as avenues for future
support. With a call to improve care and support for people of minoritized ethnic
groups living with SARDs, we must continue to critically and collaboratively engage
with the unique experiences within and across the diverse ethnic groups in the UK.

Data sharing

Due to the potentially identifiable nature of in-depth interviews, data will not be made
available to anyone outside of the research team.
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