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Structural and Psychosocial Challenges Among
Underserved Patients Receiving Hemodialysis During
and Beyond the COVID-19 Pandemic: A Qualitative Study

Merav Shohet, Nicole H. Nguyen, Lauren D. Stern, Sushrut S. Waikar, and Insa M. Schmidt

Rationale & Objective: Racial and ethnic minority
groups in the United States are disproportionately
affected by chronic kidney disease and progressive
kidney failure and face significantly more socio-
economic and psychosocial challenges. However,
how such patients’ social environment and stig-
matization shape their illness experiences and
abilities to cope before and during the coronavirus
disease 2019 (COVID-19) pandemic has not been
well documented, even as social scientific research
predicts these groups’ exponential vulnerability.

Study Design: Qualitative study using semi-
structured interviews to elicit individual patient
narratives about their personal illness experiences
before and during the COVID-19 pandemic, any
challenges they faced, and their sources of
support.

Setting & Participants: Using purposive sampling,
we recruited 20 adult patients receiving mainte-
nance hemodialysis from centers affiliated with a
safety-net hospital in Boston, Massachusetts.

Analytical Approach: Interviews were audiotaped,
transcribed, and analyzed using thematic content
analysis to identify patients’ challenges and sup-
ports before and during the pandemic.

Results: Of the 20 patients in the study, 9 were
women, and 18 self-identified as Black or African
American. Three main themes emerged, whereby
most patients described: (1) stigma and
stigmatization as a central element of their life
experience; (2) the pandemic as a difficult
experience but not a complete rupture from their
prepandemic life; and (3) social networks,
particularly ~ family, friends, and religious
communities, as sources of support crucial to
coping with their debilitating illness.

Limitations: Whether the findings apply to other
settings is unknown, as participants were recruited
from centers in a single safety-net urban hospital
setting.

Conclusions: Psychosocial and environmental fac-
tors, including institutional racism and stigmatization,
play significant roles in amplifying the burdens
shouldered by racial and ethnic minority individuals
with kidney disease who now also face the COVID-
19 pandemic that has since turned endemic. The
results of this study can inform the development of
policy interventions aimed at alleviating tensions
and structural conditions that impinge on kidney
disease patients’ wellbeing and health outcomes.
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Members of historically marginalized and underserved
groups, including African Americans, Latinx, and
Native Americans, among others, are disproportionately
affected by chronic kidney disease (CKD) and progressive
kidney failure.'*> Socioeconomic and environmental fac-
tors, including exposure to institutional racism and other
psychosocial stressors, play significant roles in amplifying
the disease burden among these patients.'"”~ Several
studies have shown that social disadvantage, racial resi-
dential segregation, and exposure to environmental pol-
lutants, all of which disproportionately affect US racial and
ethnic minority populations, are associated with higher
risks of death and worse kidney health outcomes.” """
The coronavirus disease 2019 (COVID-19) pandemic
brought these health inequities into even sharper focus,
particularly for patients with kidney failure who faced the
challenges of travel to hemodialysis units and exposure to
severe acute respiratory syndrome coronavirus-2 (SARS-CoV-
2) during treatment.'”

We hypothesized that racial and ethnic minority pa-
tients with kidney failure would be affected by COVID-19
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in a syndemic manner, meaning that they would suffer
magnified disease burdens and overall life challenges
because their kidney disease and the effects of structural
racism synergistically interact with pandemic conditions to
amplify each adverse condition’s harmful effects.'®'*'*
Our study advances the literature documenting the diffi-
culties faced by patients with kidney failure in the United
States™“ ®'*'° and elsewhere,'”*" by focusing explicitly
on how patients with kidney failure from racial and ethnic
minority groups who live in under-resourced US urban
communities manage the intensified structural and psy-
chosocial challenges during the COVID-19 pandemic
(subsequently turned endemic). In this article, we describe
patients’ accounts of their illness and treatment experi-
ences before and during the COVID-19 pandemic at dial-
ysis centers and within their communities, and their
perceived sources of support. Our findings could inform
the development of policy interventions and regulatory
agendas aimed at alleviating tensions and structural con-
ditions that impinge on kidney disease patients’ wellbeing
and health outcomes.
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PLAIN-LANGUAGE SUMMARY

Members of racial and ethnic minority groups in the
United States experience the highest rates of progressive
kidney failure and face significantly more socioeco-
nomic and psychosocial challenges. We interviewed 20
patients who receive maintenance hemodialysis treat-
ment from centers affiliated with a safety-net hospital.
Patients described stigmatization as a central element of
their life experience and the pandemic as a difficult
challenge (but not a complete rupture) that added to
their struggles with illness-related, race-related, and
class-related stigmas. Social networks,
family, friends, and religious communities, are key
sources of support crucial to coping with illness.
Findings from this study can inform health care pro-
viders and community workers and guide the devel-
opment of policy interventions to provide better
support for these patients.

particularly

METHODS

Study Design, Setting, and Participant Selection
Using a qualitative study design, we conducted in-depth
interviews to examine patients’ experiences living with
kidney failure, including the challenges and sources of
support they describe. We recruited patients who were
aged 18 years or older, proficient in English, and who
received care through dialysis centers affiliated with Boston
Medical Center (BMC). BMC is a safety-net hospital where
~60% of the patients are from racial or ethnic minority
populations. Study participants were approached in person
or by telephone, and each participant was interviewed
separately. All study participants received a $25 gift card as
a token of gratitude for their time. The study was approved
by the BMC institutional review board (#39751).

Data Collection

To elicit patients’ narratives, semistructured interviews
using open-ended questions were conducted by a study
team of 2 researchers (M.S. and I.M.S.) with experience in
qualitative study conduct and research methodology (Item
S1). The interview guide was informed by the authors’
previous work and literature reviews,"®'%!7 502120
The researchers had no relationship with the participants
before the interviews. Interviews were conducted between
December 2020 and August 2021 by telephone or video
call after ascertaining verbal consent. Using open-ended
questions, participants were asked to reflect on their per-
sonal illness experience before and during the COVID-19
pandemic, any challenges they faced, and their sources
of support. Participants were encouraged to elaborate on
responses wherever possible. Interviews were audiotaped
and transcribed verbatim. Results were discussed and
evaluated in research team meetings throughout the
interview collection process. Recruitment and analysis

continued until thematic saturation in the main themes
was achieved.”® Interviews had an average length of 73
minutes (range 35-295). Demographic characteristics
were collected to provide descriptive information about
participants.

Analysis

Interview transcripts were entered into NVivo version 12
1.6.1 (QSR International) and analyzed using thematic
content analysis. Coding was performed by M.S., LM.S,
and N.H.N. We used line-by-line coding to inductively
identify initial concepts and develop a preliminary code-
book. Codes for themes and the final codebook were
developed by combining or creating new themes or sub-
themes and decided by consensus after M.S., I.M.S., and
N.H.N. independently coded the first 5 interviews. Any
disagreements were resolved through iterative discussions
until consensus was reached to ensure that the findings
represented the full range and depth of the data. Interviews
were conducted until saturation of the main constructs was
reached. The diverse backgrounds of the authors (social
science and medical anthropology, public health, and
clinical nephrology) allowed the data to be interpreted
from diverse perspectives. We adhered to the consolidated
criteria for reporting qualitative research (COREQ)
(Table S1).”’

RESULTS

The baseline characteristics of patients who participated
in this study are shown in Table 1 and Table S2. Par-
ticipants’ mean age * (SD) was 57 + 14 years; 45%
were women. All had been on maintenance hemodial-
ysis for a period of 1-21 years. Eighteen participants
self-identified as Black or African American, one as
Latinx, and one as Asian American. Three main themes
emerged from the interviews, as follows: (1) patients’
experiences of stigma and stigmatization related to race,
class, and illness status; (2) patients’ illness and treat-
ment experiences before and during the COVID-19
pandemic as relatively continuous; and (3) patients’
coping strategies and sources of support as entwining
personal, social, and institutional dimensions. Respective
subthemes are described further, and additional illus-
trative quotations are presented in Table 2.

Stigma and Stigmatization

Societal Racism and Racial Stigmatization

Most patients experienced racial stigmatization and racism.
This included racist encounters in their personal or work
environments, experiences of police brutality, and racial
discrimination in the medical and health care systems. For
example, patients attributed inadequate access to pain re-
lief to medical racism: “the black male is not getting what
he needs. I was going through a significant amount of pain
for more months than I should be able to count” (#13,
Black or African American man in his 40s).
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Table 1. Demographic Characteristics of Study Participants

(n =20)
Age, y
Mean + SD 57 +14
Median age (range) y 56 (37-85)
Sex, n (%)
Women 9 (45)
Men 11 (55)
Racial/ethnic identity, n (%)
Black/African American 18 (90)
Latinx 1 (5)
Asian/Asian American 1 (5)
Duration of kidney disease
Years since diagnosis (mean + SD) 10.3 £ 5.6
Median years since diagnosis (range) 10 (1-21)
Years on dialysis (mean + SD) 6.2+5.7
Median years on dialysis (range) 5.5 (0.3-21)
History of kidney transplantation 5 (25%)
Employment status, n (%)
Employed full-time 2 (10)
Employed part-time 0 (0)
Homemaker 0 (0)
Disabled 15 (75)
Retired 2 (10)
Unknown 1 (5)
Duration of interviews with participants,
minutes
Mean + SD 72.8 £ 54.5
Median (range) 61.5 (35-
295)

Institutional Stigmatization Related to
Socioeconomic Status or Class

A minority of patients also reported feeling disrespected
and stigmatized in relation to their socioeconomic status
and class: “When they see people come in (to the hospi-
tal), patients come in with bags, they straight assume that
they’re homeless and they got no insurance or whatever.
So sometimes, the doctors or nurses assume this person’s
homeless just because of what, backpacks or whatever”
(#8, Black or African American man in his 40s).

Individual Stigma Related to COVID-19

Several patients who contracted COVID-19 described
feeling stigmatized by public health measures that required
them to receive treatment at a facility with only SARS-
CoV-2 positive patients, even though this was accepted
as best practice. One patient alternatively reported feeling
stigmatized in his community for being cautious and
following public health guidelines: “I went into stores,
and they talk [behind my back] ’cause I had the mask on. I
had my mask and my gloves on” (#7, Black or African
American man in his 50s).

Structural and Self-Stigma Related to Kidney Disease
Patients did not associate dialysis itself with stigma related
to the weekly trips that precluded isolation and left them
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potentially more vulnerable to contract SARS-CoV-2 or
serve as disease vectors, but they did face a range of stig-
mas related to their illness. Stigmas included self-blame or
feeling blamed by others for a potentially unhealthy life-
style [“T've got kidney disease because of high blood
pressure and not really drinking water because I didn’t
[...] take time to just learn about my health and what I
should do” (#14, Black or African American man in his
50s), and for their struggles to hold a steady full-time job.
For example, a former preschool teacher lamented leaving
her beloved job because of “feeling sick all the time,” and
the inability to “get down on the floor with the kids and
interact with them” (#3, Black or African American
woman in her 50s). Several men also bemoaned their
diminished sex drive, financial struggles because social
security benefits inadequately replace their former income,
and differential treatment from friends and kin who worry
over their health (Table 2). One patient protested in
frustration, “How do you get a job when you're so tired
from dialysis? That’s what I told the social worker! [...]
She couldn’t help me” (#7, Black or African American
man in his 50s).

Pandemic-Related Ruptures and Continuities

Continuities and Changes in Experience With Health
Care and Medical Providers

Most patients noted that their weekly dialysis treatment
provided a form of structure and continuity in a time
otherwise characterized by rupture and crisis. Several pa-
tients also said they did not feel that they were treated
differently by staff and health care professionals in dialysis
centers and even applauded improved hygiene [“they’re
more clean and, [...] keep everything sterilized” (#4, Black
or African American woman in her 60s)], but expressed
concern because of high staff turnover in dialysis facilities.
One patient complained that the quality of care had never
been good at Boston’s teaching hospitals: “some of them
are young, they’re bringing a whole lot of trainees. They
use you for a guinea pig, you know what I mean. [...]
They prick you 4 to 5 times, they’re probably learning, you
know” (#19, Black or African American man in his 60s).

A few patients noted that their access to health care
through telehealth or outside of dialysis was delayed or
became more difficult: “In the course of the beginning of
COVID, my eyesight started failing, my kidneys started
going, and also, I had an issue with hidradenitis suppu-
rativa. [...] I'm just getting treatment now, because of
COVID, and not being able to see my dermatologist as
much as I needed to in order to get the best care that I
could” (#13, Black or African American man in his 40s).

Continuities and Disruptions in Dialysis Center
Camaraderie

Several patients pointed to pandemic-related disruptions to
their sense of community at dialysis facilities: “All we do is
go there, get our treatment, and come back home. You
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Table 2. Themes and Subthemes With lllustrative Quotes

Stigma and Stigmatization

Societal racism and racial
stigmatization

Institutional stigmatization
related to socioeconomic
status or class

Individual stigma
related to COVID-19

Structural and self-stigma
related to kidney disease

Pandemic-related ruptures and continuities
Continuities and

changes in experience

with health care and

medical providers

Continuities and
disruptions in dialysis
center camaraderie

“People out there are very, | don't know how to explain to you, it's like,
outwardly racist. [...]* | work amongst a lot of white people, you know, white
people don't say, “Hi" to me, head down all day, every day [...] You got to
learn to live with it, or you got to be crazy. [...] this skin color, it's not a death
sentence, but it definitely holds a lot of weight on it.” (#16, Black or African
American man in his 30s, working intermittently)

“I think [racism] got worse, people showed their true color when Trump
became president, that's what | always said. Because sometimes even if
people are prejudiced, they can keep it to themselves, they don't really want
to show you that they don't like you. But since Trump became president,
everybody's like, “Oh, now we are free, we can be whoever we want.” All
those things going on, [it's] very hurtful, especially when black people get
killed by a cop, then it's very tough.” (#18, Black or African American woman
in her 50s)

“I've been on the [transplant] list for about 3 or 4 years. [...] They might slip
other [White patients] in there and black people end up never getting [a
transplant]. And that's why we end up dying and they're living.” (#19, Black
or African American man in his 60s)

Now that I'm not working, | have MassHealth, and having MassHealth, it's
really no help. [...] There's certain hospitals you could go to, they'll do the
basic, but if it's anything major, if you don't have good insurance—you're on
your own. (#12, Black or African American man in his 60s)

Referring to health care professionals: “what | am going to be able to do is
have you respect me. And | can't do that if I'm poor, which is where the
money part comes in, right? [...] | also know when I'm being talked to in a
condescending way.” (#13, Black or African American man in his 40s,
working full-time)

“I went into stores, and [people] talked [behind my back] because | had the
mask on. | had my mask and my gloves on.” (#7, Black or African American
man in his 50s)

“People, a lot of people were scared of me too. They don't want to get in
contact with me. They don’t want to get close to me because of the COVID."
(#17, Asian American man in his 60s)

“Since I've been on dialysis, it curbs your sex drive—real bad. [...]
[people]'ve got to be more careful around me, what they say and how they
treat me. I'm like, well, just do what you normally do. [... And] financially it's
been kind of rough. [...] | get my retirement and social security, but —it
doesn't measure up to be what | used to make when | was working. So,
being on a fixed income, it makes it really kind of rough for me. [...] the
amount I'm getting now, | can barely pay all of my bills.” (#12, Black or
African American man in his 60s)

Referring to dialysis-related weight loss: “l used to be 235 pounds, and when
everyone saw me, | don't know, they thought | was smoking crack or what.”
(#1, Black or African American man in his 50s)

“I feel concern because the staff seems to be leaving, and new people are
coming in all of the time. [...] Recently there's been a lot of turn over.” (#10,
retired, Black/African American woman in her 80s)

Referring to telehealth: “I never paid enough attention to cell phones, so
there were a lot of things | cannot do on cell phone. And then now, you have
to deal with it, everything you have to do [you need] the cell phone to do it. If
you need to make an appointment, you have to go online. So, it was kind of
hard.” (#20, Black or African American woman in her 70s)

Patient who was hospitalized at the beginning of the COVID-19 pandemic: “|
was in the hospital, it was very mentally exhausting—][...] | don't think many
people would be able to understand, these are different circumstances with
COVID. | couldn’t have any visitors. | was by myself.” (#9, Black or African
American man in his 30s, working full-time)

“The atmosphere [in the dialysis center] is totally different from what it was at
the beginning. We don't sit and talk like we used to because of the 6 feet
distance, [we're] apart from each other. [...] We have to keep our face
covering, our mask, on. Before all this happened, we all just sit around and
get together in the waiting room and have our cup of coffee, and sit and talk,
and just enjoy the morning. But now, it's a distance.” (#2, retired, Black or
African American woman in her 60s)

(Continued)
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Table 2 (Cont'd). Themes and Subthemes With lllustrative Quotes

Stigma and Stigmatization

Adherence to public
health guidelines

Coping strategies and sources of support

Support from social
network

Religion, faith, and
spirituality

Self-efficacy and

“I go out, but | make sure | have a mask on. | constantly use sanitizers. |
always keep my keychain with the sanitizer on it and refill the bottle up.”
(#14, Black or African American man in his 50s)

“I'm fully vaccinated. I'm on the ball with that.” (#15, Black or African
American woman in her 40s whose work/disability status remained vague)

“My cousin, me and her, she always, we always talk to each other. Like, every
other day. [...] She always checks up to see if | need anything or you know,
help with something. And this was before, uh, COVID, even just the fact that
I'm on dialysis, so she always asks if | need help with anything.” (#5, Latina
woman in her 40s)

“[My wife] tells me, well, you need to start taking your medication [...]
because some mornings if | don't eat, | don't take my medication because if |
take it | get nauseous] so for the most part, [my wife] stays right on top of it.”
(#12, Black or African American man in his 60s)

“I have good family members, even when they are going through hard times,
if I'm in need of something, they always make sure, | that | get it because they
know that | get depressed very easily. [...] They just want to ease my pain.
(#18, Black or African American woman in her 50s)

“I'm a believer in God so you know | just ask God to give me the strength.
Keep going and do what | have to do. [...] | was still a little afraid of having to
go to dialysis with the COVID going on. Like | said | prayed about it.” (#20,
Black/African American woman in her 70s)

“You have to pray; | have strong faith and so that helped me a lot sometimes.
You just go on YouTube, you put the music on, and then you listen to those,
I'm a Christian, so that helps you mentally a little bit. [...] | went through a lot
of trouble and then at the same time, God lifts me up and gets me out of all of
those troubles [...]." (#18, Black or African American woman in her 50s)

“I do cook for my boys. [...] They work during the day and I'm home by myself

caregiving during the day. So, when they get off work or whatever, they'll go to the store
and pick something up for me.” (#3, Black/African American woman in her
50s)
“I look out for my son the best that | can, and | watch him."” (#1, Black or
African American man in his 50s)
#We indicate brief segments of omitted text with bracketed ellipses ([...]) and text added for clarity with brackets ([text]).

can’t do nothing in there no more, we used to go and have
a little thing for lunch, but you can’t eat nothing cause of
coronavirus” (#4, Black or African American woman in
her 60s). However, patients also said that the shared
feeling of being more vulnerable and at risk for more se-
vere disease, begun before the pandemic, contributed to
their sense of support and continued shared camaraderie:
“We'll talk in the waiting room, or they’ll come to my
chair and talk to me until they get put on. They talk to me
and tell me what they’re feeling, and what they want to
complain about” (#3, Black or African American woman
in her 50s).

Adherence to Public Health Guidelines

Almost all patients adhered to some, if not all, clinical rec-
ommendations, such as wearing masks, washing hands,
using sanitizers, or wearing gloves, but rejected complete
social isolation [ “I go out, but I make sure I have a mask on. I
constantly use sanitizers. [ always keep my keychain with the
sanitizer on it and refill the bottle up” (#14, Black or African
American man in his 50s)]. With few exceptions, patients
took or were ready to take the COVID-19 vaccine after
clinical recommendations.
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Coping Strategies and Sources of Support
Support From Social Network

A key source of support for most patients is the social
network composed of family and extended family mem-
bers and friends. Almost all patients mentioned how their
kin and friends helped them with daily tasks such as
cleaning, going shopping, bringing food, and calling
them. As one patient described, “I live with my
daughter. She’s helping taking care of me. Ever since I've
been sick, she’s been helping me. Without her, I think
I'd probably be dead” (#14, Black or African American
man in his 50s). Another patient noted, “my oldest son
he’s like my caretaker. So, he comes visit me all the
time. He comes during the week if I need something
he’ll go get it [...]. He’s the person that really helps me
out” (#20, Black or African American woman in her
70s). Conversely, those who had lost kin expressed high
levels of psychosocial distress, as exemplified by a patient
who told us, sniffling, of his struggles after losing his
mother and brother to dialysis: “Sometimes, uhm, I get
very emotional ‘cause it’s just—it’s getting too much.
And I just want to die, sometimes” (#8, Black or African
American man in his 40s).
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Similarly, although those without supportive kin
gratefully described a helpful social worker or advocate [ “I
got my health care proxy, [...] she’s been trying to help
me and she ain’t even my family” (#19, Black or African
American man in his 60s)], they also were most likely to
describe housing insecurity [“when I got out of isolation
[from COVID], I lived with my cousin for a couple weeks,
then I walked home to my mother’s house [...], and then
me and her dad had a fight, and [...] I was homeless for a
couple months” (#8, Black or African American man in
his 40s)].

Religion, Faith, and Spirituality

Almost all patients described prayer, faith, or their church
community as crucial to coping with chronic illness and
social isolation before and during the pandemic. As one
patient described it, “I pray. I pray a lot. And I have a lot of
faith. So that gets me up and going” (#6, Black or African
American woman in her 50s). Patients also alluded to
other ways in which religion or spirituality has been
supportive, including coping with systemic societal ills.
One patient noted, contrasting his church with the racism
he faced in broader society: “We have all kinds of different
nationalities in church. So, there’s really no room for
racism. There’s just an abundance of respect for people as
people, respecting their cultures, where they come from,
and where they are in their Christian journey” (#9, Black
or African American man in his 30s).

Self-Efficacy and Caregiving

Finally, most patients saw caregiving as an important
coping mechanism and said that they maintained close
relationships with select relatives and friends even before
the COVID-19 vaccine rollout. In particular, women who
participated in this study also described how they helped
their children and grandchildren, whom they babysat
while the youngsters’ parents went out to work: “I have 4
godkids. So, they really keep my day up, they keep my
time occupied. I babysit them every weekend” (#2, Black
or African American woman in her 60s).

DISCUSSION

Though portrayed in the public media as a societal-wide
rupture, the pandemic figured in the accounts of patients
receiving hemodialysis more as a difficult challenge that
exacerbated their sense of vulnerability and added to their
longer-term struggles with illness-related, race-related,
and class-related stigmas. When asked about their sources
of support, patients in this study highlighted crucial social
networks that helped them cope. Among these, family
members usually figure most prominently, followed by
friends and their church communities. Patients without
supportive kin described the highest levels of psychosocial
stress and housing insecurity.

Overwhelmingly, patients expressed a willingness and
desire to adhere to medical recommendations, such as

masking, vaccination, regular dialysis treatment, and di-
etary changes, to prevent further deterioration in their
health. Cutting off social relations in compliance with
social distancing mandates, however, was not an option
for any patient. Also, with the inability to work because of
their illness and the demanding thrice-weekly dialysis
schedule, many patients alluded to struggling financially.
However, most patients praised or said they had no
complaints about the care they received, and most reported
enjoying reliable, free transport to their dialysis center.

Our findings that stigma and stigmatization constitute
important elements of kidney disease patients’ illness ex-
periences are consistent with previous studies in other
disease settings.”® "’ Studies in patients with non-
communicable diseases such as diabetes,””"*" respiratory
diseases,”” or epilepsy”” also describe how stigmatization
aggravates a sense of isolation and despair. Another study
of Maori patients with CKD found that they experience
marginalization in the New Zealand health care system,
which leads to delayed diagnosis, fear of dialysis treat-
ment, and increased psychosocial stress. Furthermore,
Maori patients reported that a focus on individuals rather
than family resulted in their diminished engagement and
did not align with their priorities.35 Our study, too, not
only points to the relevance of directing care beyond the
patient-doctor dyad but suggests a broader implication:
that personal, familial, social, and institutional supports are
key to coping with progressive kidney failure and likely
best work together to overcome the harmful effects of
stigmatization.

Patients did not offer specific solutions to their woes,
but we infer, based on our findings and previous global
health research,'*'”"'?***7 that both a more robust health
care system that would guarantee the detection and pre-
vention of the precursors to kidney disease and more
systemic institutional and cultural change are needed to
eliminate the ongoing health burdens imposed by overt
and covert racism in patients’ daily lives. In addition,
greater coordination between interdisciplinary health care
and service providers, and with patients’ kin or other social
sources of support, including spiritual communities, could
assist in building trust, alleviating historic ethnic or race
and class inequities, and improving health outcomes.

Our study has several limitations. Because we inter-
viewed patients from dialysis centers affiliated with a
single safety-net urban hospital in Boston, Massachusetts,
our findings may not be applicable to other settings or
regions of the country. It is also possible that only healthier
patients volunteered to participate in our study or that
social desirability bias may have led some study partici-
pants to censor negative views or experiences they have
had in their clinical encounters.

In conclusion, economically disadvantaged, racial and
ethnic minority patients with kidney failure faced ampli-
fied disease and psychosocial burdens during the COVID-
19 pandemic that challenged their longstanding efforts to
live dignified lives in the face of racism, class, and illness-
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related stigmas. Helpful kin and friends, faith-based prac-
tices and organizations, and the routines of dialysis helped
mitigate some difficulties. Although dialysis is covered by
Medicare, Medicaid, and MassHealth, coordination be-
tween interdisciplinary teams of health care and service
providers, such as clinical specialists, nurse practitioners,
dialysis technicians, social workers, and dieticians, could
be challenging and became more difficult during the
pandemic. In addition, we suggest, based on patients’
identification of their social supports, that facilitating such
interdisciplinary clinical collaboration could even more
effectively improve patients’ lives if it also partnered with
patients’ social networks to ensure continuous care and
support. We caution, however, based on our experience
and patients’ narratives, that until and unless the broader
societal ills of structural racism and resource inequities are
overcome, chronic, serious illnesses like kidney failure,
which disproportionately afflict racial and ethnic minority
groups and under-resourced communities, will continue
to take heavy tolls on patients, their social networks, and
the health care system as a whole.
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