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ARTICLE INFO ABSTRACT

Keywords: Persons with sickle cell disease exhibit high levels of distress, which has been documented with validated
SiC'kIe cell disease measures. However, there has been little qualitative investigation of the sources of distress in the lives of persons
P?m with sickle cell or the strategies they use to manage different sources of distress. Our study sought to: (1) identify
Distress . . . . . .

Clinical encounter sources of distress for persons with sickle cell, (2) explore management strategies for different sources of distress,
Mindfulness (3) inform content development of the future mobile phone application, and (4) incorporate patient voices in the

design and development phases of the future mobile phone application. In this manuscript, we present findings
for the first objective. Using convenience sampling, we recruited participants with sickle cell (n = 11) from a
home visit program at The Ohio State University Wexner Medical Center between February and July 2021. One
team member conducted one-on-one semi-structured interviews with participants. We coded and analyzed all
transcripts. Participants identified clinical encounters in the emergency department and intermediate care center
to manage acute pain flares as the most profound source of distress. Our analysis identified four themes: (1) Pain
has performative features, (2) Stigma and racism surround care, (3) Sickle cell is a neglected disease, and (4)
Participants lack control over their pain management plan. Researchers may wish to consider how these settings
can foster distress, and providers may wish to adopt participant recommendations to reduce distress associated
with seeking pain treatment in acute care settings.

1. Introduction

Sickle cell disease is associated with chronic pain that can be difficult
to treat. It is also characterized by high levels of emotional or psycho-
social distress (Edwards et al., 2009, 2014; Treadwell et al., 2015, 2022).
A robust body of literature has investigated sickle cell pain, healthcare
utilization, distress associated with sickle cell, and the experiences of
persons with sickle cell in managing their condition.

Most persons with sickle cell experience painful crises, but the fre-
quency of these crises varies considerably. Moreover, not all persons
with sickle cell suffer from chronic pain or use opioid medications daily
(Karafin et al., 2019; Prince et al., 2023). However, chronic pain has a
significant impact on quality of life (Matthie et al., 2020; Santos et al.,
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2021), high opioid use, and opioid tolerance. These are of great concern
to treating physicians and policymakers. The current evidence indicates
the need to improve our understanding of the subjective experience of
pain in the subset of persons who have chronic pain. This can shed light
on the complex drivers of healthcare utilization and opioid use in per-
sons with sickle cell who also have chronic pain, and help identify ways
to improve their care.

The Pain in Sickle Cell Epidemiology Study (PiSCES) studied many
aspects of acute and chronic sickle cell pain prospectively for two years
(July 2002-August 2004), reporting on correlations between pain and
health service utilization, site of primary health care, quality of life,
individual coping strategies, depression, anxiety, and substance abuse
among other outcomes (Aisiku et al., 2007; Citero Vde et al., 2007;
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Levenson et al., 2007; McClish et al., 2005, 2009, 2017; Smith et al.,
2005, 2008, 2018; Sogutlu et al., 2011). Central sensitization (noci-
ceptive hyperexcitability that heightens pain) is associated with higher
self-reported clinical pain, along with vaso-occlusive crises and negative
mood (Campbell et al., 2016). Chronic social defeat, such as repeated
failures to obtain adequate pain relief, can enhance central sensitization,
lowering the threshold for pain perception and amplifying negative
emotions associated with pain (Biltz et al., 2022).

While providers are also concerned about the rate of healthcare
utilization in this population, persons with sickle cell average just one
hospital admission per year (Carroll et al., 2009). An investigation of
data from five years of inpatient hospital claims for a managed care
organization in Baltimore, MD found that only a subset of this popula-
tion averaged more than four hospital admissions per year and this
subset was the same age as low utilizers. Only a small proportion of this
subset maintained high utilization patterns over the five-year claims
period. A subsequent study reinforced the finding that persons with
sickle cell who have high utilization of healthcare services moderate
quickly (Carroll et al., 2011). Moreover, persistent high utilization by
persons with sickle cell is associated with new substance use and mood
disorder diagnoses rather than complications from the condition (Car-
roll et al., 2011). A multicenter, prospective cohort study describing
acute care utilization in adults, found multiple predictors of higher
utilization (Lanzkron et al., 2018). These include unemployment, having
chronic pain, undergoing chronic transfusion therapy, a history of
stroke, and receiving disability or Medicaid benefits.

Distress and pain are closely associated and can be co-occurring, but
their relationship is complex. There is evidence that emotional reactions
to pain are predictors of psychological distress (Edwards et al., 2009).
Several studies have shown a positive association between (1) perceived
discrimination or mistreatment, and (2) pain burden in patients with
sickle cell disease (Ezenwa et al., 2017; Haywood et al., 2014).
Perceived stress is associated with pain intensity in adults with sickle
cell (Porter et al., 1998), and anxiety, rather than depression, and has
been identified as the mediator of the relationship between stress and
pain (Robbins et al., 2019).

Distress in persons with sickle cell has been measured using PROMIS
(Patient-Reported Outcomes Measurement Information System) and
ASCQ-Me (Adult Sickle Cell Quality-of-Life Measurement System). The
PROMIS system assesses aspects of well-being including pain, physical
and mental health, and social functioning (Dampier et al., 2016a, 2016b;
Hays et al., 2018; Pope et al.,, 2021; Reeve et al., 2007). ASCQ-Me
captures cognitive, emotional, physical, and social impacts, and pain
episodes for persons with sickle cell (Keller et al., 2014, 2017; Treadwell
et al., 2014). Distress in persons with sickle cell is associated with lower
mental and physical quality of life, disrupted sleep, and high levels of
discrimination, suicidal ideation, anxiety, depression, and extreme pain
(Abdallah et al., 2020; Edwards et al., 2009; Knisely et al., 2021;
Treadwell et al., 2011, 2015; Wallen et al., 2014).

Extensive qualitative and mixed-methods literature from the last two
decades offers insight into the pain experiences of persons with sickle
cell, and the challenges of managing this condition. The complexity of
sickle cell pain was the focus of the earliest qualitative investigations,
offering insight into how the experience of pain for persons with sickle
cell differs from other types of pain, along with the limitations of pain
scales in conveying pain quality and intensity (Adegbola et al., 2012;
Booker et al., 2006; Coleman et al., 2016; Jacob, 2001). The necessity of
self-management is another theme in this literature. Research highlights
the challenges and burdens that self-management poses (particularly for
younger patients), the use of multiple methods of pain self-management,
and the time-consuming work of self-management for persons with
sickle cell, who must organize their lives around self-care (Elahi et al.,
2017; Matthie & Jenerette, 2017; Matthie et al., 2015, 2019; Thomas &
Taylor, 2002). Experiences of stigma are well-documented, with
extensive evidence that persistent racial bias has fostered mistrust of
providers and the healthcare system (Haywood et al., 2010; Power-Hays
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& McGann, 2020; Tsyvkin et al., 2015; Young et al., 2020; Zaidi, 2021).
Persons with sickle cell report experiencing stigma in clinical encounters
related to being persons of color and having pain, with providers la-
beling them as drug-seeking (Bulgin et al., 2018; Liederman et al., 2021;
Renedo et al., 2019; Sinha et al., 2019). Past negative experiences of
provider treatment in the emergency department may discourage or
delay subsequent attempts to seek emergency treatment (Abdallah et al.,
2020; Abu Al Hamayel et al., 2021; Crego et al., 2021; Elahi et al., 2017;
Jenerette et al., 2014; Thomas & Taylor, 2002; Tsyvkin et al., 2015;
Young et al., 2020).

Despite this extensive literature, there has been little qualitative
investigation of how persons with sickle cell experience and manage
distress in their daily lives. We undertook a qualitative study with four
objectives: (1) identify sources of distress for persons with sickle cell; (2)
explore their strategies for managing different sources of distress; (3)
inform content development of a future mobile phone application with
these findings; and (4) embody patient voices in the design and devel-
opment phases of a future mobile phone application.

The purpose of the future mobile phone application in development
is to deliver a mindfulness-based pain management program tailored to
persons with sickle cell. There is growing evidence for the acceptability
and feasibility of mobile health interventions for adults with sickle cell,
and evidence of their modest impact for pain and symptom management
(Badawy et al., 2018; Jonassaint et al., 2015; Shah et al., 2014). Mind-
fulness is often defined as moment-to-moment awareness (Creswell,
2017; Kabat-Zinn, 2005). Mindfulness-based interventions and ap-
proaches can impact quality of life, anxiety, depression, chronic pain,
and coping patterns (Brintz et al., 2020; Gilbertson & Klatt, 2017;
Grossman et al., 2004; Kabat-Zinn et al., 1985; Schuman-Olivier et al.,
2020). A single study has shown acceptability and feasibility of a
mindfulness-based intervention for persons with sickle cell (Simmons
et al., 2019). However, to our knowledge, no mobile phone applications
deliver mindfulness-based pain management programs that help persons
with sickle cell understand the sources of distress in daily life and their
impact on pain.

To inform the content and design of a future mobile phone applica-
tion, we conducted a qualitative study with persons with sickle cell to
understand their experiences of distress and their self-management
strategies. Our goals were also to understand their aptitude for mobile
applications and social media, their design preferences for mobile ap-
plications, and their needs for a mobile pain management tool. In this
publication, we present findings from our analysis of interview data for
distress experiences and management strategies only. We closely
examine one source of distress that participants identified as the most
powerful. Development of the content and design of the future mobile
application will be determined by our interview analysis, and prototype
testing, currently underway. We will discuss content and design of the
future mobile application in another manuscript.

2. Materials and methods
2.1. Study design and recruitment

We developed a meaning-centered qualitative design with one-on-
one, semi-structured interviews for this study. The team developed an
interview guide with nineteen questions in seven domains: (1) defini-
tions of distress; (2) distress experiences; (3) role of identity in distress;
(4) distress self-management strategies; (5) attitudes towards comple-
mentary therapies and mindfulness; (6) mobile application use and
preferences; and (7) other information.

Using convenience sampling, the team recruited persons with sickle
cell disease (n = 11; mean age = 43 years) from a home visit program at
The Ohio State University Wexner Medical Center between February
and July 2021 (Table 1). The home visit program has been operating
since 2016. In 2022, it had 30 enrolled patients. Patients were referred
for home visits by their treating hematologist if they posed management
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Table 1

Participant demographic characteristics (n = 11).
Variable N (%)
Age (average years, SD) 42.82 (SD 13.93)
Gender
Male 27.27 (%)
Female 72.72 (%)
Ethnicity
Not Hispanic 100 (%)
Hispanic 0 (%)
Race
African American 100 (%)
Other 0 (%)
Health insurance
No 0 (%)
Yes 100 (%)

challenges due to high complexity and/or poor adherence to scheduled
visits and treatment, and if they lacked an established primary care
provider. Patients who are referred to the home visit program exhibit
disproportionately high levels of emergency medical service use and
receive moderate to high doses of chronic opioids for pain management.
Thus, they are not representative of the sickle cell population as a whole.
However, they are able to provide insight into the distress experiences of
persons with sickle cell who have severe chronic pain. At the time of
their study participation, all participants were living independently with
no impairment in instrumental activities of daily living and no diagnosis
of cognitive impairment.

The director of the home visit program (AS) and a team member
(MW) discussed the study with 17 persons with sickle cell enrolled in the
home visit program participants. Eleven agreed to participate. MW
scheduled one-on-one interviews with each participant between March
and July 2021, and conducted verbal informed consent with a waiver of
written consent with each participant prior to interview start.

2.2. Data collection

A single team member (MW) conducted all interviews using the
interview guide. Interviews were conducted remotely using Microsoft
Teams software on an institutional laptop with data security features,
and lasted 52 min on average. Conducting the interviews remotely
allowed participants to interview from home instead of travelling to a
central clinical site. Participants were invited to turn their cameras off.
All interviews were recorded electronically using the interviewer’s
institutional Teams account. At the completion of the interview, Teams
automatically uploaded the audio-recording of each interview to the
interviewer’s institutional cloud account as an MP4 file. Two team
members (JC and a research coordinator) transcribed each MP4 file into
a Word document and uploaded the transcription into a secure Teams
channel that was established for the study.

2.3. Data analysis

Two team members (MW and a research coordinator) separately
created interview memos after reviewing the transcripts and appended
these to the bottom of each transcript. These memos were the first step in
data analysis. They also became a valuable reference for other team
members, who contributed to qualitative analysis but who had not
conducted or transcribed the interviews.

The team used a deductive-dominant thematic analytical approach
(Bingham & Witkowsky, 2022; Skillman et al., 2019). To achieve
different study objectives, we conducted two cycles of analysis of the
eleven transcripts with two different codebooks. Consistent with
analytical approaches to qualitative research, our approach was itera-
tive. In our first cycle of analysis, we analyzed the interview data for
desired design and content elements for a future mindfulness mobile
phone application, along with distress experiences and management
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strategies. We prioritized informing the content and design of the future
mobile application because building this tool is a multi-year endeavor.
The first cycle of analysis made full use of our interview data and the
range of questions in the interview guide. While this first cycle of
analysis was underway, we began a second cycle of analysis of the
interview data, focusing solely on distress experiences and management
approaches of participants. We excluded participants’ discussions of
experience with mobile applications and social media, along with their
design and content preferences and needs because these data were
relevant only to informing the content and design of the future mobile
application. Conducting two cycles of analysis was necessary to achieve
different study objectives (informing the content and design of the
future mobile application and identifying sources of distress and man-
agement strategies). It was also crucial to informing the team’s famil-
iarity with the transcripts and participants’ distress experiences.
Findings from the first cycle of analysis will be published in a future
manuscript and are informing the future mobile application develop-
ment. Findings from the second cycle of analysis are presented in this
manuscript.

For the first cycle of analysis, two team members (JEC and BE)
created Codebook #1 in Word to identify desired application design and
content elements. They imported Codebook #1 into NVivo Plus quali-
tative software for Windows (QSR International Pty Ltd, Released June
26, 2018), coded all transcripts to identify priorities for participants, and
used content analysis to summarize priorities for the team. The team
used these findings to develop the content for the mindfulness phone
application.

For the second cycle of analysis, which directly informed this
manuscript, JEC and BE independently reviewed each transcript in
Word and marked areas of emphasis in each interview related to distress.
They each manually coded all transcripts in person using colored Post-it
notes, compared their coding decisions, and came to consensus on sig-
nificant categories related to distress. They developed Codebook #2 in
Word by using interview guide domains 1-5 and 7 as parent codes and
modified these using the categories identified during manual coding.
They developed definitions and inclusion and exclusion criteria for each
parent and child code, imported Codebook #2 into NVivo qualitative
software, and tested Codebook #2 by independently coding the same
two interviews and assessing for coding disagreements and discrep-
ancies. After revising the codebook several times through extensive
discussion, they finalized Codebook #2 and coded the eleven tran-
scripts. From these coded transcripts, they generated eight categories of
distress.

To increase confidence in our findings from this meaning-centered
approach, the team conducted another round of deductive-inductive
analysis with additional team members. This time, four team members
(JEC, BE, AS, and JC) reviewed all eleven transcripts. Each team mem-
ber independently labelled passages from transcripts with de novo codes
and summarized these passages for meaning related to each of the eight
categories of distress. The four team members met four times to review
and discuss their codes and interpretations, and to come to consensus. In
the final stage, JEC and BE reviewed the coding they generated using
NVivo Codebook #2, and the de novo codes and summaries generated
by the four team members, to identify a conceptual focus for the
manuscript with four themes. The entire team approved this focus and
these themes.

3. Results

At the start of interviews, nearly all [n = 10] participants defined
distress as pain and discomfort:

When I think about distress, I think about discomfort. Right? It
doesn’t necessarily have to be to the extent of having a crisis, but any
kind of pain or any kind of symptom that will make me feel out of the
ordinary from what [ would on a day-to-day basis. [Participant 13]
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As interviews progressed, participants identified additional sources
of distress, such as fears about addition to pain medications and in-
terruptions to daily life. They also described the impacts of distress on
them and their management approaches to sources of distress.

From the interviews, one source of distress stood out as the most
disruptive and difficult to manage: anticipating and undergoing clinical
encounters in the emergency department (ED) and intermediate care
center (ICC) settings (hereafter “acute care settings”) to manage pain
flares. Their descriptions of seeking pain relief in acute care settings
were characterized by anger, frustration, resentment, bewilderment,
and resignation. We focused our analysis on seeking pain treatment in
acute care settings as a source of distress because it had not been
investigated. Although we did not collect frequency data regarding the
number of times patients experienced distress from acute encounters,
participants reported in their interviews that this was the most common
source of distress.

After coding the interviews, we identified four themes in partici-
pants’ narratives about distress related to acute care clinical encounters:
(1) Pain has performative features, (2) Stigma and racism surround care,
(3) Sickle cell is a neglected disease, and (4) Participants lack control
over their pain management plan. We review these findings, provide
quotes to illustrate each theme, and include participants’ recommen-
dations to providers.

3.1. Theme 1: Pain has performative features

Participants characterized the distress they experience seeking pain
treatment in acute clinical settings as existential. One described waiting
for treatment during a sickle cell flare as a threat to health and life:

There are some of us that are perishing in emergency rooms because
they don’t think [that] us crying out for help and saying we need to
see a doctor when we need to see a doctor is of importance. They
don’t understand that the longer we wait, the more damage that
crisis can do not only to the part that is hurting us, but our whole
entire body. [Participant 5]

The sole participant who did not define distress as pain initially
described distress as having to wait in the emergency setting:

In this context, the word “distress” is “hospital”. Not just like the
building, but literally being in the hospital. The room is bad enough,
but if you really want to talk about distress, then we are going to have
to talk about the emergency department and the typical wait, that,
unless you really time it and schedule it, and if you have enough
history with going to the ER to know the right time to get in there.
[Participant 8]

The need for pain relief is paramount, and waiting to be seen or
treated is associated with distress. But even while being seen by pro-
viders, participants experienced obstacles to obtaining pain relief.
Narrating their pain is not always sufficient, they said; providers expect
them to perform their pain and distress to receive treatment:

I feel like I have to perform or show that I'm in the pain. Which is
really just to make them feel comfortable about treating me even
though they are supposed to, no matter what. [Participant 3]

Participants’ comportment and presentation may be contrary to
provider expectations of how a patient in pain should look and sound:

That’s why sometimes when doctors do an exam and they assume
because we’re not balled up, freaking crying and screaming our
hearts, they don’t think that we’re in pain. [Participant 5]

Participants described provider skepticism of their pain or that they
are undergoing a sickling crisis when their appearance does not conform
to expectations of how a patient in pain should appear and behave:
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Sometimes they ask me, “Well, how does the pain feel? You don’t
look like you have sickle cell.” Well, how am I supposed to look?
[Participant 4]

Some participants recognized the importance of performing pain to
increase the likelihood being treated promptly. For example, this par-
ticipant’s mother stressed the importance of demonstrating her pain in
the acute care setting:

[My mother] was like, “Okay, when we go in here you need to show
them you are in a lot of pain. Because if you don’t, we are going to be
here forever. You're going to suffer.” [Participant 3]

For some, pain performance begins before arriving at the acute care
setting. Participants described dressing the part of a patient in pain
before leaving home:

You’d be surprised at how many of us sickle cell patients have to
undress before going to the hospital. By that I mean, taking eyelashes
off if possible, put pajamas on, you know. You don’t want to go to the
hospital looking a certain type of way and they look at you like, “Oh
you’re not sick, and we’re not going to treat you.” [Participant 2]

But it was clear that not all can perform their pain for providers:

A lot of people can cry on cue. I can’t do that. I don’t know how to
act. I can’t fake [it]. [Participant 2]

Performing and expressing pain can worsen the experience of it. For
these participants, minimizing pain expression is an important strategy
to manage their pain and distress while waiting for treatment in the
acute care setting. Some participants manage their pain and distress by
minimizing facial and bodily expressions, even while aware that this
may reduce their credibility to providers:

I feel like I had to like moan louder and move around a lot. And that
was never good for me. Moving around a lot and expressing that I'm
in pain feeds into the pain more. It gives it more attention, therefore I
feel it more. [Participant 3]

Participants asked that providers look beyond the presence or
absence of facial and bodily expressions to assess their pain:

Even though I can carry on a conversation like everything seems
normal when I'm in a crisis, it doesn’t mean that I'm not in a crisis.
Look deeper than that. Don’t focus on just the outside because it is
not the outside that is hurting. It’s the inside. [Participant 5]

3.2. Theme 2: Stigma and racism surround care

The challenges associated with being a person of color seeking
treatment for acute pain were woven into participants’ narratives about
distress and the acute care setting. They described how providers
perceive them as drug-seeking because they are black/African-
American. Participants perceived this stigma curtailed their ability to
advocate for themselves by asking for the medication they need:

I need more pain medication then what I’ve been given. But I can’t
ask for it. Because I'm black, I'll be seen as drug seeking. I've had
several comments made to me before that suggest that a doctor or a
nurse thought that I was drug-seeking because of my race and strictly
because I had sickle cell. I feel like my nurses and doctors don’t trust
me. [Participant 3]

I feel like a lot of the doctors and nurses are racist. They think that all
of us drug seekers, you know? Because they deal with so many pa-
tients that come in wanting drugs, we all just fall right in line. Being
African-American with pain is just double-trouble. [Participant 2]

Participants recommended providers and hospital staff develop
awareness of their implicit bias and professional oaths to provide
equitable care:
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Just because I have sickle cell disease and I'm a woman of color does
not mean that I am there to utilize the hospital system in anyway
shape or form. Don’t judge me based off of my skin color. I want to
have the same, equal care that a person from a different ethnicity
would have. The same exact care that you would give to your loved
one is the same exact care that I should be able to have. You took that
oath of being a healthcare provider. There’s definitely ethics that go
along with being a provider. You are there to serve. [Participant 13]

Another expressed the desire for providers to listen to them and treat
them as credible experts on their own pain:

When I say how much pain I'm in, I'm telling the truth. You need to
be open to the idea that you’re wrong about how much pain medi-
cation I actually need. And be willing to communicate with me
instead of just tell me what you’re going to do. It needs to be a
dialogue. [Participant 3]

3.3. Theme 3: Sickle cell is a neglected disease

Participants characterized sickle cell as a neglected disease, in two
senses. They felt it was neglected in medical education and clinical
training. For example, they observed that providers seem unprepared to
manage persons with sickle cell appropriately and felt they received less
attention and pain relief compared to patients with cancers or cystic
fibrosis:

They don’t really know what sickle cell does to our bodies. Not
walking a mile in our shoes to understand the pain is unbearable and
we can’t handle it. I've had my fair share of going off on nurses and
doctors that doesn’t get it. They say they know about sickle cell.
Obviously, you haven’t done your research deeply enough to really
understand it. [Participant 11]

Some expressed astonishment that some providers in the acute care
setting are unfamiliar with sickle cell:

[The] Caucasian lady was like, “I've never heard of sickle cell.” And I
was like, what the hell? How are you a nurse in the ER and you never
heard of a sickle cell? [Participant 14]

One participant attributed providers’ lack of awareness of sickle cell
to it being considered a “black” disease:

Like I’ve said, it’s because it’s a black disease that people just don’t
know about it, and it’s not talked about. [Participant 12]

They expressed the desire for providers to develop a better clinical
understanding of sickle cell in their undergraduate medical education
and residency training. One participant called for increased represen-
tation of physicians in acute care settings who are themselves persons of
color and have had extensive professional experience with sickle cell:

We need black doctors that actually know about sickle cell and been
deeply studying it for years. I'm talking about doctors that are from
Africa, doctors from Honduras, Jamaica, Haiti. [Participant 11]

Participants also characterized sickle cell as a disease that was
neglected in research and treatment investment compared to other
diseases that cause pain but that do not primarily affect persons of color.
They observed that patients with cancers and cystic fibrosis appear to
benefit from significantly more funding dollars, greater public attention
and sympathy, and preferential clinical treatment:

They mention their cancer patients a lot. It’s annoying because I have
to go to a hospital that’s mainly dedicated to cancer. I'm always in
spaces that say cancer on the door. [Participant 3]

One participant called out what they perceived as disparities in
dispensing pain medication between sickle cell and cancer patients:

SSM - Qualitative Research in Health 5 (2024) 100426

They were going to stop providing monthly prescriptions of pain
medications for pretty much everyone unless you are a cancer pa-
tient. If you are not a cancer patient, then you are limited to getting a
week’s worth of pain medication. [Participant 7]

3.4. Theme 4: Participants lack control over their pain management plan

Participants reported that, once they were seen by providers in acute
care settings, providers might change their medications or pain plan
without consulting them:

I have no choice but to come to the emergency department and get
treatment. But at the same time, it’s not fair that doctors are taking
our medicine away from us and giving us something that we don’t
even need or never had or never tried before. [They’re] changing our
pain plan without consulting with us first. [Participant 11]

They expressed frustration that providers do not see persons as sickle
cell as experts on their own bodies and pain:

When we’re in the hospital, many times I tried to tell doctors like this
will work, this is what I need, let’s get this going so I can get out of
here. I know my body. If I'm there, I'm there for a reason. I hate the
hospital. I feel like it’s jail. [Participant 12]

I’ve always just been told this is what you’re getting and be happy
with it. And it’s even worse now because of the opioid crisis. I’d like
them to know that my pain may not fit the descriptions you have.
[Participant 3]

Yet some hesitate to advocate for themselves if the acute care setting
is not their usual place of treatment:

[The provider said,] “I'm giving you [dosage of pain medication] and
you might be sleepy and if you pass out, just let me know.” And I was
like, “Woman, I've been on pain medicine my entire life. That’s going
to barely touch it or give me any relief, because I will sometimes get
[higher dosage of pain medication].” But I didn’t go there and tell her
that because I wasn’t at my home hospital. [Participant 14]

Participants instead may ask family or friends to advocate to pro-
viders on their behalf:

I have been in a lot of situations where I couldn’t even get pain
medications until somebody showed up to the hospital for me.
[Participant 13]

They reported that providers have threatened to take away their pain
medicine if they express the desire to pursue alternative pain manage-
ment approaches:

So [the provider] tells me “Oh well, we don’t believe in medical
marijuana.” You mean you don’t believe in medical marijuana, but I
do. I believe that is something that is provided for us to have. And I
get hit with the, “Well, if you’re doing medical marijuana then we’re
taking your pain meds from you.” [Participant 11]

As a recommendation, participants ask providers to recognize they
know their bodies and to act on the information they share with them:

Listen to us when we say, because we know our bodies, if we don’t
have ports, we know the best thing to do is to start an IV. Just listen to
us. That’s all we want: for you to listen to us and fully understand us
because we’re coming to you for help. [Participant 5]

4. Discussion

Seeking pain treatment in acute care settings is a profound source of
distress for persons with sickle cell. This distress is related to acute pain
itself. It is also related to postponing seeking treatment, waiting for
treatment in the acute care setting, past experiences of mistreatment by
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providers, and lack of control over pain management in these settings.

Participants in our study, all of whom are persons of color, drew
attention to the intersectional stigma of racial bias, pain, and sickle cell
disease in these settings (Khatri et al., 2023). Their distress often begins
with anticipating an acute care visit and may extend through the visit
itself. They described entering the acute care setting for pain treatment
with anger, frustration, resentment, bewilderment, and resignation.

This is a startling finding, because it tells us that a potentially
powerful and important act of self-care for persons with sickle
cell—seeking clinical care for acute pain that is unmanageable outside of
a clinical setting—is a complex source of distress and challenging to
manage. Participants readily identified multiple strategies to manage
other sources of distress in their daily lives (e.g., prayer, singing, exer-
cise, distraction, taking hot baths), and they communicated satisfaction,
even a sense of mastery, in describing these. However, participants
identified only four strategies to manage distress associated with seeking
acute pain treatment or being in the acute care setting: avoiding or
postponing care; enacting or withholding pain performance; asking a
family member to advocate for their treatment; and distracting them-
selves from their pain. They expressed frustration and impotence when
describing these strategies. Pain management strategies deployed by
acute care settings that are not effectively working for patients may
exacerbate their experiences of chronic social defeat and increase hesi-
tation when seeking care in acute care settings. An important inference
is that by prioritizing the autonomy of persons with sickle cell and their
shared decision making in the treatment of their pain in acute care
settings, it may be possible to reduce their distress and associated pain.

Our findings, that participants have few management strategies for
distress related to the acute setting, and that they do not express the
same degree of satisfaction in employing these strategies as with other
strategies to manage distress in daily life, do not suggest an absence of
creativity or resourcefulness in self-management for this population.
Rather, these findings point to the power asymmetries that persons with
sickle cell and their families experience while seeking pain relief in acute
care settings. This is a source of distress that is not well-captured by
psychosocial models of distress, which seek to measure distress but not
to explore the complex systems or social norms that maintain it.

Seeking pain treatment in an acute care setting means being seen by
providers who may be unfamiliar with them as patients or with the pain
management plan developed with their regular providers. Our study
found that persons who have chronic pain with sickle cell are aware of
the care they seek from providers in acute care settings, yet they have
few strategies to meet their care needs. Participants mentioned the
stigma by providers when they ask for pain medication, a common
finding in qualitative research with this population. They recommended
that providers listen to persons with sickle cell and have a dialogue with
them about pain management. Given that persons with sickle cell place
high value on honest and open communication with providers, and they
desire a shared pain management plan, the lack of familiarity of acute
care providers with them and their care has profound implications for
their well-being.

Participants compared the quality of treatment for acute pain flares
unfavorably to acute pain treatment for persons with cancers and cystic
fibrosis. Their comparison of these diseases underscores a sense of
abandonment as a patient population by researchers and the medical
profession, and a perception that racial bias in acute care settings
adversely impacts pain treatment. It is clear that sickle cell disease re-
ceives significantly less research investment than diseases that impact
similar-sized populations, such as cystic fibrosis (Farooq et al., 2020).
Compared to cystic fibrosis, sickle cell is a neglected disease, and the
reasons for this neglect are structural (Bahr & Song, 2015).

Our analysis introduces the notion of pain performativity in the acute
care setting. Participants told us that validation of their pain and its
treatment by providers may depend on the “correct” performance of a
set of culturally accepted norms of facial and bodily pain expression that
providers recognize. Participants described not simply arriving in the
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acute care setting while in pain, aware of the complications they might
be having. They also anticipated a long wait to be seen and prepared
themselves to offer a stylized presentation to providers as a patient in
pain. This is evident with the participant who “dressed for the occasion”
at her mother’s insistence by not grooming herself for the visit. This
strategy has been identified in a qualitative study with persons with
sickle cell who described altering their appearance or presentation to
providers in the acute care setting in response to the opioid-related
stigma they encountered (Abu Al Hamayel et al., 2021).

One way to describe this approach of pain performance is “managing
the other”—that is, managing the perceptions of treating providers to
achieve desired outcomes (Nwora et al., 2024). A mixed-methods study
with young adults aged 19-25 years with sickle cell found that partici-
pants adopt a range of management strategies that were associated with
the theme of “being a good patient” and included both “managing the
self” and “managing the other” (Nwora et al., 2024). In this study, as in
ours, participants stressed the importance of coming to the acute care
setting prepared to obtain effective treatment. But rather than trying to
“look the part” of patients in distress or pain, the young adults in this
study emphasized advocating for themselves in acute care settings by
telling providers what treatments they need (“managing the self”), as
well as empathizing with clinicians (“managing the other”). Our
participant population, which is older, did not state that advocating for
themselves was an effective strategy. More often, they associated it with
defeat, or with the need to have someone advocate for them. Addi-
tionally, their encounters in acute care settings were characterized by
adversity and tension. They did not identify empathizing with providers
as a management strategy for their clinical encounters. Researchers may
wish to investigate which variables, such as age, are associated with the
adoption of specific strategies to manage acute care encounters and
identify outcomes of these strategies from the perspective of patients
and providers.

Our findings suggest that a “failure to perform” in ways that persuade
providers of the legitimacy of their pain has consequences. Two conse-
quences that participants identified are provider skepticism of a pain
crisis and difficulty of the participant in obtaining adequate pain treat-
ment. Because participants have been greeted with skepticism about
their pain, labelled as drug-seeking, and enduring long waits, most re-
ported that they avoid or postpone seeking treatment for acute pain as
long as possible. This avoidance inevitably makes clinical management
of their crisis and pain more challenging.

It is important to acknowledge that providers may experience frus-
tration, impotence, and moral distress from their inability to effectively
manage acute pain in persons with sickle cell, and this may contribute to
the distress of persons with sickle in acute care settings. Many persons
with sickle cell are managed with chronic opioids continuously from a
young age, resulting in tolerance to opioids and a requirement for high
doses to achieve effective pain relief. The conflict between the high dose
requirements of sickle cell patients and the strong social mandate to
reduce opioid prescribing may be a source of considerable discomfort
and conflict to providers. This may contribute to viewing persons with
sickle cell as difficult. Reliance on the hematologic model of sickle cell
pain may compound providers’ challenges in diagnosing and treating
acute pain effectively (Childerhose et al., 2023).

Existing investigation of pain communication in clinical settings of-
fers some opportunities for investigation and intervention development.
Findings include that both providers and patients may minimize pain
sensations, effective communication is relational (built by patient and
provider over time), and certain tools, such as pain cards or photos, may
foster a collaborative approach to discussing pain (Galatolo & Fasulo,
2022; Semino et al., 2017; Weatherall et al., 2021). Photovoice, for
example, has been used to support persons with sickle cell in commu-
nicating their distress and educating providers (Young et al., 2020).
However, there has been little investigation of how patients make de-
cisions about performing pain and withholding pain cues, and which
performative norms for pain providers recognize and validate in acute
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care settings. There may be value in adopting a dramaturgical approach
to understand the miscues between persons with sickle cell and pro-
viders in these settings (Goffman, 2002; Ramsey et al., 2023).

For the ongoing study of distress in persons with sickle cell, there is
merit in considering how the acute setting and opioid deprescribing
guidelines may create a nexus of distress for persons with sickle cell,
their families, and providers. This requires looking beyond the patient as
an individual who is responsible for their own management of distress
and asking how their interactions with their broader pain management
context shape their distress and their experience of pain. By focusing on
interventions that address these dynamics, it may be possible to trans-
form the acute care clinical encounter from a profound source of distress
for persons with sickle cell into a source of relief and support.

5. Conclusion

Seeking pain treatment in acute care settings is a profound and
complex source of distress for persons with sickle cell. A decision to seek
pain treatment may, paradoxically, potentiate pain and erode trust.
Researchers may wish to consider how acute care settings and practices
foster distress. We believe there are opportunities to investigate how
providers interpret and validate specific pain presentations in acute care
settings, and to identify additional strategies to help this population
manage distress fostered by seeking acute care using mindfulness-based
educational tools. To support persons with sickle cell, providers may
wish to adopt recommendations from study participants: treat them as
credible experts on their own pain, look beyond the presence of absence
of pain performance, develop awareness of implicit bias, improve clin-
ical understanding of sickle cell, and act on the treatment information
that patients share. Adopting these practices may help providers achieve
an outcome that patients also seek: the effective treatment of acute pain.

Study limitations

This study was the first step in engaging persons with sickle cell who
are enrolled in a home visit program. The purpose of the study was to
inform the development of a future mobile phone application for use by
persons with sickle cell. We will separately publish quantitative data on
the content, design, and effectiveness of the future mobile application to
help patients reframe their pain experiences.

The design for this study objective was meaning-centered and qual-
itative. Consequently, investigators did not measure the distress or pain
experiences of study participants. Our study sample was small and not
representative of the wide range of disease severity. We used conve-
nience sampling to recruit home visit participants who were treatment-
resistant, with the hope we would gain insight into the concerns and
needs of the most severely impacted patients. Because we used conve-
nience sampling, we did not consider sex and gender in our sampling
approach. These approaches limit the generalizability of our findings.
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