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ABSTRACT

Objective The current article seeks to examine the ways
in which African-American women with systemic lupus
erythematosus (SLE) describe their disease experience
and how they cope with their disease. This qualitative
study provides deeper insight into whether experiences
of African-American women with SLE differ from previous
qualitative study findings.

Methods Qualitative data were gathered using
interviews and a focus group, from participants in the
Peer Approaches to Lupus Self-management (PALS)
programme. Data were analysed for themes related to
disease experience and how participants cope with their
disease. Twenty-seven African-American women with SLE
were recruited into the peer mentoring programme, of
which 7 served as mentors and 20 served as mentees. A
12-week peer mentoring intervention delivered by phone
and based on the Chronic Disease Self-Management and
Arthritis Self-Management Programs.

Results Three categories encompassing a total of 10
subcategories emerged from analyses: (A) interpersonal,
familialandromantic relationships; (B) individual
experiences of living with SLE; and (C) physician—patient
relationships.

Conclusion We gained insight on several issues related to
patient perspectives of African-American women with SLE,
and the context surrounding their thoughts and feelings
related to lupus, including their providers, families and
other social support networks. Additional research efforts
could explore and address the thematic domains and
respective subthemes identified here. Although limited due
to the preliminary nature of the study, this information can
be used to create future evidence-based interventions to
decrease the impact of SLE on African-American patients.

INTRODUCTION

Systemic lupus erythematosus (SLE or lupus)
is a chronic autoimmune disease that is asso-
ciated with increased morbidity, mortality,
healthcare costs and decreased quality of life."
While evidence-based self-management inter-
ventions that incorporate both social support

Strengths and limitations of this study

» This article provides valuable contextual responses
of African-American women with systemic lupus
erythematosus (SLE) participating in a behavioural
intervention that can be used to tailor care practices
and other interventions.

» Data are synthesised from multiple sources in or-
der to uniquely characterise these patients’ disease
experience.

» Data collection methods did not allow for follow-up
on topics/concepts of interest, limiting the depth to
which some could be explored and connected.

» The sample of patients with SLE represented in
this study is, on average, of higher socioeconomic
status and education level than the general patient
population.

and health education have demonstrated
ability to reduce pain, improve function and
delay disability among lupus patients,” Afri-
can-Americans and women are still dispro-
portionately impacted by lupus.” In the USA,
African-Americans have three to four times
greater prevalence of lupus, risk of devel-
oping lupus at an earlier age and lupus-re-
lated disease activity, damage and mortality
compared with Caucasians, with the highest
rates experienced by African-American
women." Persistent disparities have not been
addressed by existing programmes that fail to
meet the unique needs of African-Americans
and/or women with lupus such as under-
standing the care regimen, communication
and trust with care providers, having easily
accessible support and knowing which symp-
toms should lead them to initiate a doctor’s
visit.””

Quantitative  studies assessing dimen-
sions of psychosocial impact of SLE on
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the well-being of African-American women have been
extremely important in developing potential clinical
interventions to improve health-related quality of life
among this population. For example, Mosely-Williams
et al found that, compared with their white counter-
parts, African-American women were more likely to rely
on religion for coping, and barriers to treatment adher-
ence were more likely to be shaped and impacted by need
for child or elder care. Williams et al demonstrated that
self-management education, delivered in weekly sessions
that incorporated peer support, led to improvements
in lupus self-efficacy, health distress and depression in a
cohort of African-American women with SLE.*™"!

Many of these quantitative studies have focused on
interventions that included trained educators who facil-
itate intervention progression.” Peer mentoring interven-
tions have previously been highly effective for improving
chronic conditions that disproportionately affect minori-
ties such as diabetes, HIV and kidney disease.'? However,
full integration of such interventions, aimed specifically
at African-American women, are limited within SLE popu-
lations and research contexts.””"> Additionally, quantita-
tive studies focused on the impact of the peer mentoring
approach on psychosocial dynamics have provided
limited information about the psychosocial experiences
of the minority populations under study.'® '” Further-
more, knowledge uncovered from qualitative research
can often provide much richer and deeper content that is
not always as evident when using quantitative methods." "

In a review of qualitative studies, Sutanto et a/’ high-
lighted experiences of those living with SLE.*’ Five
thematic areas were identified across the 46 studies
included in their systematic review, inlcuding: (1)
restricted lifestyle; (2) disrupted identity; (3) societal
stigma and indifference; (4) gaining resilience; and (5)
treatment adherence.”’ Sutanto et al's systematic review
highlights the difficulties experienced by those suffering
from SLE in the USA but did not parse findings based
on race/ethnicity. Since African-American women consti-
tute the largest proportion of the general US population
diagnosed with SLE, and recognising their higher rates
of mortality and diminished physical and mental health
functioning as a result of lupus-related disease activity,
understanding the psychosocial experiences of SLE
within this population is warranted. This knowledge can
then be used to better culturally tailor interventions and
address the unique needs of this vulnerable population.

The current study seeks to address an important gap in
the literature by highlighting the ways African-American
women with SLE describe their disease experience. This
qualitative study provides deeper insight into whether
experiences of African-American women with SLE differ
from previous qualitative study findings; specifically, we
use Sutanto et al's study as a guide in identifying conver-
gence and potential divergence.”’ To achieve our objec-
tives, this study draws on a multimethod qualitative
approach where data from a longitudinal peer mentoring
intervention is analysed.”!

METHODS

The Peer Approaches to Lupus Self-Management (PALS)
study was a single-arm, pre—post pilot in which 30 Afri-
can-American women with lupus were recruited from the
Medical University of South Carolina (MUSC) P60 MCRC
longitudinal SLE cohort who consented to contact about
research and through physician referral (10 mentors and
20 mentees). The 12-week peer mentoring intervention
sought to produce preliminary data on the effectiveness
of peer mentoring among African-American women with
SLE with regard to disease self-management, health-re-
lated quality of life and disease activity.”' As part of the
study, weekly qualitative interviews and a postintervention
focus group were conducted to assess progress, garner
feedback and capture the contextual experiences of Afri-
can-American women with SLE that could be used to
refine and further culturally tailor the intervention.

Patients

All patients participating in the current study met diag-
nostic criteria for SLE based on the revised American
College of Rheumatology criteria and provided written
informed consent at the time of their enrolment.”* **
PALS was a telephone-based peer mentoring interven-
tion, recognising that previous research has identified
travel-related barriers for patients with SLE,*** especially
in South Carolina where the study was conducted.

Recruitment

Research participants were not known by the investigator
prior to the study. Peer mentors were identified in a
two-tier process. First, potential mentors were extracted
from the MUSC P60 MCRC longitudinal SLE database
where rheumatologists and other clinicians identified
patients deemed highly competent about SLE. Second,
the principal investigator (PI) mailed recruitment letters
and those who responded were interviewed to assess matu-
rity, emotional stability and verbal communication skills.
The interview included questions from the psychological
scales of the Arthritis Impact Measurement Scales, the
Arthritis Helplessness Index, Wallston General Perceived
Competence Scale, University of California at Los Angeles
Loneliness Scale, Rosenberg Self-Esteem, Campbell
Personal Competence Index, Carkhuff Communication
and Discrimination Skills Inventories and the Applied
Knowledge Assessment scale.**

Mentees were also recruited using direct mailings, flyers
and physician referral. The target was 10 mentors and 30
mentees to have a 1:3 mentor-to-mentee ratio. Letters
were mailed to 450 potential mentees and 24 potential
mentors. Additionally, recruitment flyers were placed in
MUSC lupus clinics. In the 1-month recruitment period,
23 potential mentees responded, but 3 later withdrew
from the study, and 18 potential mentors responded, but
3 were deemed ineligible to participate, 1 withdrew and
2 wished to serve as alternates. The resulting study popu-
lation included 20 mentees and 7 mentors leading to a
1:3 ratio in six groups, and a 1:2 ratio in 1 group. As part
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of eligibility screening, potential mentees completed an
assessment of self-efficacy and were then scheduled for
their baseline visit and initiation of the intervention. A
detailed description of eligibility and selection criteria
is reported elsewhere.”> During the informed consent
process, prior to study procedures, participants were
informed of the purpose of the research and intentions
of the researchers to develop a programme to benefit
African-American women with SLE.

Data collection

A two-tiered approach for capturing qualitative data
was used. Specifically, we implemented both interviews
between an experienced female African-American study
coordinator and mentees throughout the course of the
study and a focus group that included both mentees and
mentors at the end of the study. For the purpose of vali-
dating perspectives, our data had a ‘multilevel’ framework
insofar as we were able to capture both individual-level
and group-level data,**’

Interviews between the PALS study coordinator and
mentees were conducted by phone weekly. These inter-
views took approximately 10 min and covered the length
and content of interactions between mentors and
mentees to ensure intervention adherence and satisfac-
tion. Peer mentors also kept a log of their weekly sessions
with their mentees, and the PI held face-to-face meetings
with mentors once per week to address potential adverse
events.

The focus group was held at the end of the study and
was conducted and audio-recorded by the PI (EMW, Afri-
can-American female, PhD, previous experience as phone
interviewer and several years experience conducting
community-based participatory research) and research
assistant (TDF, white male, BS, 1year of research expe-
rience, Human Subjects and Core Clinical Research
Certified) at the offices of MUSC’s Department of Public
Health Sciences to debrief participants and to capture
qualitative feedback on the study. We sought to produce
an opportunity for group iteration to assess whether indi-
vidual perspectives related to the intervention were also
present within group dynamics. Combining both indi-
vidual-level and group-level responses for convergence
produces greater validity in our findings. Fifteen partic-
ipants were able to attend the 1.5-hour focus group arm
of the study, while others were unable to attend due to
prior commitments and travel issues. The focus group
participants responded to semistructured questions that
were not provided prior to the session. Thus, data for the
current study were captured in three formats: (1) mentor
logs, (2) mentee check-in interviews and (3) combined
mentor/mentee focus group. Logs were kept by the study
mentors weekly and captured their perspective on the
interactions that took place between themselves and their
mentors. Their logs included a journal section that char-
acterised this unique perspective and can elucidate any
longitudinal changes in the mentees’ attitudes, thoughts
and concerns that occurred over the course of the study.

Mentors’ journal entries reflect the answers mentees gave
to questions designed to encourage reflection on weekly
content and general discussion of coping and disease
management practices. Mentors submitted logs to the PI
on a weekly basis and were transcribed by study staff and
entered into an ongoing data file. All logs were consid-
ered in qualitative data analysis.

Data analysis

Sutanto et al”’ identified a mixture of grounded theory,
and the use of phenomenological approaches as concep-
tual guides, as common methods employed by qualitative
studies seeking to highlight psychosocial experiences of
those with SLE.* It is important to note that phenom-
enology and grounded theory may not have been the
best fit to examine the qualitative responses in this study,
although the study topic is the same. In reviewing appro-
priate analytical methods, the researchers determined
that thematic analysis is the better fit for this study.
The focus of thematic analysis is on analysing narrative
elements of life experiences and accounts.”* Thematic
analysis is flexible enough to allow for a rich, detailed
and complex contextual account for the data. Thematic
analysis involves the search and identification of common
threads that extend across an entire interview or set of
interviews.™ *

Audio recording were transcribed by the research
assistant (TDF) and spot checked by the PI (EMW). To
analyse the data collected, we used NVivo 10.1 software.*!
Initially, a thematic codebook was developed to facili-
tate identification of themes that might converge and/
or diverge from those identified within Sutanto et al’s
guiding paper.”” The thematic codebook was developed
by two trained qualitative researchers independently and
then combined, wherein reconciliation occurred if any
themes identified individually differed. This process of
cyclical thematic codebook development has been shown
to improve precision in the identification of particu-
larly salient themes among participants within qualita-
tive studies.” * ** As a result of the longitudinal nature
of the intervention, the thematic codebook also allowed
for multiple coverages of possible topics. Major themes
were defined as those that represented more than 50% of
the responses in the weekly mentor logs and/or opinions
voiced by more than 50% of mentees. While the current
study’s findings are presented as a snapshot, the longi-
tudinal nature of the data facilitated greater ability to
ensure sufficient saturation during analyses, increasing
our validity in terms of findings.

Patient involvement

The PALS intervention has adhered to the five accepted
stages of cultural adaptation®: information gathering
was achieved through extensive literature review and
ascertainment of patient and participant feedback," T
while preliminary design built on lessons learned from
prior behavioural interventions in the same patient
population.” The remaining stages are covered in the
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Table 1 Sociodemographic characteristics of mentees and
mentors participating in the PALS intervention

Designation (%)

Mentee Mentor
Variable n=23 n=10
Age (years) <25 2(8.7) 0 (0.0)
25-34 2(8.7) 3 (30.0)
35-44 8 (34.8) 3 (30.0)
45-54 5(21.7) 1(10.0)
55-64 14.4) 2 (20.0)
>65 5(21.7) 1(10.0)
Married Married 2(8.7) 3(30.0)
Other 21 (91.3) 7 (70.0)
Education Less than high 3(13.7) 0 (0.0
school
High school 2 (9.1) 0 (0.0
graduate
Some college 3(13.7) 2 (20.0)
College graduate 14 (63.6) 8 (80.0)
Income Below $14999 5(21.7) 0 (0.0
$15 000-$34999 6 (26.1) 3(33.3)
$35 000-$64 999 5(21.7) 1(11.1)
>$65000 2(8.7) 4 (44.4)
Other/don’t want to 5(21.7) 1(11.1)
respond

PALS, Peer Approaches to Lupus Self-Management.

refinement of this protocol for a full-scale randomised
trial. Moreover, a community advisor and member of
the Lupus Foundation of America was used to develop
and tailor the protocol to the needs of this population.
Patients played a vital role in the delivery of this interven-
tion as mentors were trained patients.

RESULTS

Table 1 provides demographic characteristics of both
mentors and mentees. Eight of the mentors were aged
35-44 years (34.8%), while 30% of the mentees were in
the same age group (n=3). Both mentors and mentees
were mostly unmarried. The majority of mentees (n=14)
reported annual household incomes between $15000 and
$34,999, while the majority of mentors (n=4) reported
annual household incomes of 2$65 000. Also, the majority
of both mentees (n=14) and mentors (n=8) reported
having graduated college.

Three categories encompassing a total of 10 subcatego-
ries emerged from qualitative data analysis: (A) interper-
sonal, familial and romantic relationships; (B) individual
experiences of living with SLE; and (C) physician—patient
relationships. An additional category of ‘characteristics
of mentor/mentee relationships’ emerged but was sepa-
rated from the other nodes due to its distinction from

8

responses that illustrated the cultural context of mentees
participating in the study. We report only mentee
responses that could be viewed as representative of the
mentee perspective. Again, we used the weekly phone
interviews to collect individual-level data and the focus
group as a means of capturing group-level data and veri-
fying findings from phone interviews.

Interpersonal, familial and romantic relationships

A major theme, throughout the intervention, that was
highlighted by mentees was the impact of SLE on interper-
sonal, familial and romantic relationships. Major findings
for this thematic area, and corresponding subcategories,
can be found in table 2. Findings highlighting the impact
on interpersonal relationships, among African-Amer-
ican women who are living with SLE, included difficulty
with physical contact leading to pain. For example, a
firm handshake could lead to throbbing pain in a lupus
patient’s hands. Additionally, hugging was a factor that
was discussed as having an impact on interpersonal rela-
tionships. One mentee described her experiences with
hugging her pastor and other parishioners at her church.
She recalled discussing with her church’s deacon that
hugging posed a problem because her immune system
was compromised due to her lupus, and she, more easily
than others, caught colds from simply hugging individ-
uals who had colds at church.

Familial relationships, or the impact of SLE on familial
relationships, were also discussed consistently among
participants. For example, one mentor described how
fortunate she was to have family who took initiative to
become educated about lupus and how understanding
the disease has helped them support her in managing the
symptoms of the disease. One mentee recalled that her
family observed her cues of not feeling well by allowing
her to go to her quiet place; they would allow her some
quiet, private time. While the participant wanted this, she
also wanted more interaction with her family, at the same
time, thus, finding it difficult to negotiate the amount of
engagement and interaction she wanted and/or needed
with her family when she was experiencing a flare.

Lastly, in this thematic area, the impact of SLE on
romantic relationships was discussed by several partici-
pants. One mentee discussed how it could be challenging
to feel well enough or motivated to get dressed to go
out on dates. Participants also discussed negotiating and
explaining lupus to their husbands or boyfriends, and
how the pain associated with their illness interfered with
the desire for the slightest touch or intimacy and made it
difficult to explain that their momentary ‘rejection’ was
not personal.

In summation of this thematic area, it is important to
note that physical touch, no matter the type of relation-
ship, oftentimes unintentionally initiated pain in our
participants. Although not directly related to interper-
sonal relationships, the idea of pain being a controlling
aspect of the disease arose as part of these findings.

Faith TD, et al. BMJ Open 2018;8:6022701. doi:10.1136/bmjopen-2018-022701



Table 2 Qualitative findings, summary of findings for interpersonal, familial and romantic relationships thematic domains

(mentees)
Subcategory Excerpts
Interpersonal ‘I have problems with the handshake also. 9 time[s] out of 10... | hug them softly so they can also hug me

relationships

lightly, and with the handshake | say well could you shake my hand softly, don’t make it hard. And they say

“well what’s wrong with you?” | went “well my hands hurt sometimes so if you grab it real hard it gonna start
hurting and start throbbing me. Let’s lightly shake and we lightly shake hands or don’t at all.”

‘Like in my church | talked to my deacon because people used to hug me all the time and | used to get sick all
the time. Like if someone had a cold I'd get sick all the time. So | talked to my deacon, so they stopped doing
the hugging in the church now for me. *Someone else: people get offended* yeah well my deacon and the
preacher now we don’t do hugging in the church anymore. So | let them know because | get real sick real easy,
my immune system is kinda low. If they have a cold they gonna like kiss you on the face uh mmm (negative
gesture) so that [is] why they did this for me at my church.’

‘... then | feel, if somebody touches my hand the wrong way or touch me the wrong way, I’m like that hurts and
my hardest thing is when somebody shakes your hand in church. But that’s the hardest thing for me because
they’ll come and shake my hand and I’'m like, if | back away they’re like “oh you’re being selfish”. They don’t
know how | feel. How many other people have that same problem | have?’

Familial
Relationships

‘My husband and my daughter know when | don’t feel good, everything stops. They say ok you go to your
quiet spot and we’ll leave you alone. | think that helps a whole lot, and then sometimes again I’'m like, | want

them to talk to me, | want them to come hug me...’

‘For us, when we’re sitting here 9 time[s] out of 10 most of us have family to support... Our families were
intelligent enough to become knowledgeable about lupus and knowledgeable about our situations. We’re the
lucky ones, there’s [sic] some folks out there that have been diagnosed, they don’t have that. They don’t even
have the ability to find out the information for themselves, they don’t even have the resources of having a

family that’s willing to do that part.’

‘I don’t know how it is for everybody, but | mean there’s time with my lupus, | can’t even have my kids touch

me.

Romantic
relationships

‘[Negotiating with others] With your spouse too, and how they feel about you having lupus. Sometimes you
aren’t in the mood to... you know... and sometimes you’re tired and don’t wanna get dressed and go out. So |

guess... if you stop to understand that it won’t be an issue, you being intimate with your partner.’

‘So it does create problems, | date, and sometimes | just have to tell my boyfriend, don’t come near me. It’s
nothing wrong with you, it’s just this is one of these time[s] where you just can’t touch me, not a hug don’t
touch my shoulder, don’t even accidently bump into me. Because it is that bad.’

‘... I think it was good to talk about it because it does affect your relationship when you have lupus. It’s
something that does affect the younger people, like me, I’'m young, I’'m in a relationship, it didn’t affect my
relationship with the guy I’'m dating but | think the older people probably...’

Individual experiences of living with SLE

Another major thematic area that emerged centred on
mentees’ experiences of living with SLE (see table 3) and
included the following subcategories: (A) faith; (B) disease
functioning and acceptance; and (C) pain and fatigue.

Participants discussed their faith and religious beliefs
at length, as it relates to lupus. They expounded on their
belief in and relationship with God, belief in healing
and how these thoughts and practices help them remain
compliant to their medical regimens and cope with SLE.
They discussed refocusing their energy and thoughts on
God and the Word (Biblical scriptures) rather than their
symptoms associated with lupus.

Patients also discussed how they have had to make
adjustments to their daily work functions since having
been diagnosed with SLE and accepting their diagnosis.
Furthermore, they described that on some days they are
normally physically capable, whereas on other days, they
can do very little or nothing at all. Regardless of how

much or how little they can do, they have accepted that
this is life and that functionality is variable day to day.

Physician—patient relationships

Patient—physician relationships (see table 4) were a
thematic area that arose multiple times during the inter-
vention. The major subcategories that emerged from
those responses included: (A) familial relationships
with physician care and (B) empathy among physicians.
Patients discussed the roles that their family members
assumed in following up with physicians to ensure that
the patients were diagnosed correctly and received the
follow-up care they needed.

Additionally, participants highlighted the need for
employees working in provider offices, especially direct
care staff, to have a more empathetic presence and
understanding of the challenges associated with having
lupus. Participants noted that this includes the clinical
challenges, as well as the social and diminished quality
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Table 3 Qualitative findings and summary of findings for experiences of living with SLE by mentees thematic domain

Subcategory

Excerpts

Faith

Disease
functioning and
acceptance

‘I'd say if you don’t claim it you don’t have it. That’s how | believe in God, you don’t claim it, you don’t have
a disease. | haven’t had a flare in | don’t know how long. | don’t claim that | have lupus at all. | mean | know
the side effects and everything that goes on with your body but like | said | don’t claim it and | feel fine, |
mean | get sick but like | said | don’t... | don’t claim in. | still go to the doctor and take my medicine and do
what | need to do but it’s God.’

‘So | believe in the power of the Word (biblical scriptures) really helps [sic], instead of tensing up, learn

to relax, instead of having your mindset on what’s wrong with your body, tell your body it’s not there and
meditate in the Word. Just trying to thinking on healthy thoughts instead of sickness thoughts. It is, if | say
I’m sick, I’m gonna be sick, if | change it and say I’m not gonna be sick and believe what the Word says and
see what the Word says, then the Word it [is] powerful enough to bring on whatever it says.’

‘I had to realize, | got to change my attitude, and say thank you God for bringing this life, whatever you have
for me, let me be able to helm it, in your name and the mental battle in our mind about leaving.’

‘You know when | first got diagnosed with lupus, | got angry because | couldn’t do what | wanted to do
anymore. | couldn’t work anymore, | get to work and get out of the car and...? ... | get angry at myself and
the world because | have to stop my job at age 49 because | can’t work anymore. Because | get to work, |
can’t do my job.’

‘Il needed to accept that | have lupus and | need to slow down, and it was ok for me to say, tell my family
“no”. Even sometimes just taking a day, and it was ok to lay in bed and just hurt. Because in my mind

it was... I'd have a really bad day and when the next day comes and it’s a good day I’'m out retiling a
bathroom, cooking, working in the garden, taking 2 and 3mile hikes when | should just take it easy and do it
in moderation. | think that’s the biggest thing, it taught me moderation and it’s not something I’'m just gonna
have to... you know you have to take the pain day by day but you don’t have to take life day by day. You can

do it all in moderation and keep a consistency instead of such highs and lows.’

Pain and fatigue

‘... [lIf you get close to me I’'m in pain. Don’t touch my hands my arms, nothing...don’t come near me. It’s

nothing wrong with you, it’s just this is one of these time where you just can’t touch me, not a hug don’t
touch my shoulder, don’t even accidently bump into me.’

‘... explain to the doctor this is where the joint pain is, it hurts when | turn, it hurts when | get up.’
‘... I['ve] had it for sixteen years, | had to learn how to cope with some of my pain. Sometimes | take a bath,
sometimes | go walking, relaxing, it goes away.’

of life-related challenges that come with managing the
effects of lupus.

An overarching theme throughout the responses of
our cohort of African-American women with SLE was
pain. Our participants described pain as discussed with
their providers, as well as how they explain the pain they
experience to family, loved ones and those in their social
networks.

Mentor logs: longitudinal insight
Table 5 helps to synthesise some of these themes while
providing additional insights into the struggles and

unique experiences African-American women with SLE
face. The table contains excerpts from the mentors’
journal logs that show some of the changes that occurred
in mentees during the study but also indicates concerns
and themes that were persistent throughout. Selected
excerpts from weeks 1 and 2 as well as the first entry from
week 4 highlight the hardships mentees faced early on
in the study, such as the uncertainty and lack of control
patients experience after diagnosis, difficulties coming to
terms with the physical limitations SLE can impose and
associated isolation. However, the tone of the journal

Table 4 Qualitative findings and summary of findings for patient—physician relationships thematic domain (mentors)

Subcategory Excerpts

Familial relationships
and physician care

‘.... when | was at my sickest | couldn’t advocate for me [sic], | was lucky | had a dad who cared
enough when my baby was born her took me to the doctor and said “this is not her, something is

wrong and I’m not leaving until | get some answers. So if it weren’t for my dad | probably would’ve...
who knew what would have happen[ed]?”’

Physician, and related
healthcare personnel,

‘[Allright let me tell you what’s gonna happen, my momma doesn’t work on Mondays, so you’re gonna
make an appointment on Monday and your gonna start it but I’'m gonna finish it at such and such

empathy time’. That wouldn’t have been a problem for me caring but we were trained not to cross that line so
that was a thing for me. However, if physician offices had people working that cared and understood
how this disease impacts us the interactions would be different.’
6 Faith TD, et al. BMJ Open 2018;8:€022701. doi:10.1136/bmjopen-2018-022701
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Table 5 Selected responses from mentor journals: open-ended responses given based on questions pertaining to weekly

intervention content and interactions with their mentee

Week Question Excerpts
1 What comes to mind when you think about your  ‘Uncertainty’
life and living with lupus?
2 What ways can you pace yourself to do the ‘Can lower the amount of events on her calendar that she

activities that you would like to do?

S How do you feel about having to try a new
prescribed medication?

4 Do you talk with others about your lupus? If so,
do you mind sharing what kinds of things are
discussed? If not, why not?

Note: not a response to a specific question.

6 How do you handle flare-ups when they happen?

8 Do you think you can try to think past what the
side effects are and internalise some positives?

9 Do you think you can try some of the coping
techniques we talked about in earlier sessions to
help you better deal with lupus complications that
may arise?

11 Note: not in response to a specific question.

12 Do you plan to share your experience with others?

Using the skills that you have learnt, what do you
plan to do next time you experience a flare up?

participates in. Does not do well with slowing down. *this seems
to be the biggest and hardest lesson between all my mentees and
myself*’

‘Not her thing. She stated that she has a little chip on her
shoulders about doctors. Does not like brand new medicine- does
not want to be an experiment.’

‘With family she does not talk about it much because she feels
they don’t understand. It can be frustrating.’

‘As the weeks are going by, | can hear a change in [mentee’s
name]. She is becoming more open and she seems willing to try
different things. [Mentee] even stated that she is going to have

to talk with her boyfriend and daughter about lupus and try to
understand just how much they know about. Talking about her
illness has been a big issue with [mentee], because she does

not like pity, but she is realizing that for people around her to
understand what she is going through, she needs to be open about
it and be willing to talk to others.’

‘Not sure. It depends on the severity (she is very anti-meds).
Honestly is not sure when she is having a flare-up. Asked what
a flare-up is. Made statement that doctors do not really go into
details about flare-ups and what to look for.’

‘Yes. Feels better than before. Feels like she has more control
because she can adjust and learn to pace herself.’

“Yes- get back in routine of walking again. Feels better emotionally
and physically.’

‘She does not [let] lupus hold her back from having relationships.
The rest of the conversation was spent with her giving me
encouragement to not let lupus stop me from having a relationship.
This session was kind of the hardest for me because | have not
been in a relationship or have had any intimacy for 13years. She
said | should not let lupus control my love life.’

‘Yes. She feels having these sessions have been a release to her
and has helped her talk more about her lupus.’

‘Still needs to know what exactly a flare up is and how it would be
for her (she is going to question her rheumatologist about it).’

entries changed as the study progressed, as exemplified
by the inclusions from weeks 8, 9 and the first entry from
week 12. These reflections show that as the intervention
progressed, participants began to gain a sense of control
over their disease and symptoms, set goals to achieve
better well-being and be more open and communicative
about their disease.

These subjective improvements are validated by two
notes mentors left in their journals in weeks 4 and 11.
The note from week 4 indicates a turning point for one
mentee thatis due, in part, to the social support and skills
the intervention encouraged. The note from week 11

describes the mentees’ growing confidence that helped
to foster a reciprocal support relationship from which
both mentors and mentees could benefit.

One persistent concern expressed throughout the
journals related to mentee’s relationships with their
doctors. While some individuals expressed satisfaction,
excerpts from weeks 3, 6 and the second from 12 reflect
a more prevailing concern. Week 3 exemplifies an atti-
tude of mistrust towards physicians and is substanti-
ated by the remaining two entries. Synthesising these
responses along with the previously observed concerns
about provider empathy further illustrates issues within
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the patient-provider relationship. There is a lack of
empathy on the part of the provider, and this appears to
be compounded by a lack of trust and poor communica-
tion on the part of the patient, resulting in unfavourable
attitudes towards their physicians and medications.

Discussion
In this study, we gained insight on several issues related
to the patient perspectives of African-American women
with SLE and the context surrounding their thoughts
and feelings related to lupus, including their providers,
families and other social support networks. Pain associ-
ated with SLE was a topic that was interwoven throughout
the conversations. We learnt about how PALS participants
felt about the relationships they had with providers, and
how they navigate care and advocacy (sometimes with
the assistance from family members). We also gained
perspective on the intervention itself from mentored
participants, regarding phone call dynamics and future
suggestions. The pain associated with SLE was discussed
by several participants in different contexts. This was
consistent with other studies that have highlighted pain as
a major concern in the everyday experiences of patients
with SLE." ** However, our cohort comprised entirely
of African-American women, offered unique insights into
how they cope with their pain and disease experience
overall, which reiterates the need for culturally relevant
management and coping techniques to confer improve-
ments to health-related quality of life in this population.
Mentees also described difficulty in negotiating appro-
priate levels of engagement in interpersonal, familial or
romantic relationships, along the lines of physical and
emotional support from their social networks. Sutanto
et al (2013) highlighted disease impacts on familial
relationships for patients with SLE, particularly in rela-
tion to whether patients felt a lack of independence
resulting from family members being too overprotective
and intrusive when obtaining rheumatological care.”
In contrast, PALS participants shared positive observa-
tions of the role of their families in their care. Family
members served as true patient advocates, placing their
loved ones’ care as priority, which suggests that this may
be warranted as an area of focus in future interventions
tailored to the context and needs of African-Americans
with SLE. Sutanto® also found in her work that empow-
erment and control were recurring themes among the
patients with SLE she studied. Similarly, patients in the
PALS intervention touted the value of being in control of
their disease, and while their methods varied from relying
on religion, social support networks, to personal advo-
cacy and self-care, this recurring theme reinforces the
value of interventions seeking to influence self-manage-
ment and self-efficacy. Lastly, in his qualitative research,
Karlen™ observed that women living with SLE most often
experienced disruption in positive sexual lives. However,
responses from African-American women with SLE partic-
ipating in our study extend Karlen’s findings to include
the impact of pain on intimate desires.

The feedback from PALS participants yielded rich
contextual information that can be used to create future
evidence-based interventions to decrease the impact of
SLE on African-American patients. Additional research
efforts could specifically explore and address the thematic
domains and respective subthemes that we have identified.
There were specific concerns shared regarding provider
care and the need for empathy and improved commu-
nication from providers and medical support staff. This
was a cross-cutting theme that also appeared in patients’
perspectives of their familial relationships. This indicates
a need for more education and possibly interventions
targeted towards improving the sensitivity and cultural
awareness of providers and office staff to meet the clin-
ical and empathetic needs of this population. Employing
such methods could address the mistrust our partici-
pants expressed towards physicians as well, according
to findings from Sutanto’s work. In her review, Sutanto
found that effective communication and understanding
displayed by physicians resulted in improvements to the
doctor—patient relationship (ie, trust and respect) and
could improve medication adherence among patients as
a way of showing their appreciation towards their physi-
cian.”” Furthermore, extending this education to the
families and friends of patients with SLE could increase
the overall empathy they experience and confer benefit
to their social support networks.

While struggles mentioned in logs are consistent
with several studies of how SLE, regardless of ethnicity,
initiates uncertainty, lack of understanding from peers,
learning to control and pace over time and so on, themes
also aligned with unmet needs that have been dispro-
portionately reported by African-Americans with SLE.*”
Previous results have shown that African-American
patients with SLE were more likely than white patients
to have higher levels of unmet needs related to health
services and information.® 7 °' These domains have
included issues such as: (1) understanding the medical
regimen, including considerations around depression,
medication concerns (possible side effects and interac-
tions) and physical symptoms (pain and fatigue), (2) trust
in the provider, (3) communication with providers, (4)
receiving adequate information from medical staff about
treatment side effects, (5) having access to telephone
support and advisory services and (6) having assistance
with knowing which symptoms should trigger a doctor
visit.® 7 Such deficits are compounded by findings that
doctors may not be skilled in determining their needs and
the barriers that lupus patients experience,” which may
preclude adequate disease management® and contribute
to persistent disparities.

There are a few limitations to note regarding this study.
While interview and focus group questions were open-
ended, there was no protocol to follow up with probing in
order to clarify or delve further into initial responses. This
inability to follow up on specific responses does not allow
the researcher to connect thoughts that are sometimes
disjointed or incomplete. However, the peer mentoring
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programme that this qualitative investigation was nested
within aimed to impact and assess the disease experience
and quality of life of African-American women with SLE
who participated, so any and all participant responses
were valid reflections of their experiences. Additionally,
although not explicitly captured in this study, there may
be a unique cultural experience common to our study
participants as a result of being more highly educated
African-American women with SLE living in the area of
Charleston, South Carolina.

CONCLUSION

Despite limitations, the results of this study provide
important and foundational qualitative data that will be
beneficial for generating hypotheses for future studies,
including considerations of social networks, interac-
tions with caregivers and providers and SLE interven-
tions using a peer mentoring approach. Key themes that
described important issues surrounding SLE impact on
African-American women could be useful for rheumatol-
ogists and other providers who care for patients with SLE,
as well as SLE patient navigators, those who support or
provide daily care for persons with lupus and persons who
have lupus themselves. A better understanding of how
African-American women cope with SLE and the context
within which they make disease-related decisions could
provide important sbenchmarks for improving coping,
management, and care services and strategies.
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